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ABSTRACT 
 
 
 

FAMILY CAREGIVING, FAMILY DYNAMICS, AND  
 

PREPAREDNESS FOR THE TRANSITION TO END-OF-LIFE CARE 
 
 
 

Taking on the role of family caregiver to an adult family member with health or 

functional needs can be a time consuming, stressful, and physically demanding responsibility, 

and often leads to adverse psychological or physical outcomes. As family members near the end 

of their life, their physical, emotional, social, and spiritual care needs may become increasingly 

complex, and family caregivers are an integral part of providing care and comfort during this 

time. Yet, individuals providing end-of-life (EOL) care for a family member are vulnerable to 

additional emotional and psychological stress and strain, and often indicate they do not have the 

knowledge or skills needed for providing this type of care. Little is known about what factors 

may help family caregivers feel more prepared for EOL caregiving, or how family dynamics 

(such as relationships, interactions, and communication) between the caregiver, care receiver, 

and other family members may affect these feelings of preparedness.  

Thus, the purpose of this dissertation was to explore how family caregivers perceive their 

preparedness for the transition to EOL caregiving and how family dynamics may be associated 

with feelings of preparedness. To frame this work, the manuscript in Chapter 2 presents the 

Conceptual Framework for a Bioecological Model of Family Dynamics and the Transition to 

EOL Caregiving. This model is an innovative theoretical approach to investigating the various 

individual- and family-level contexts that may affect family caregiver outcomes. The conceptual 

framework provides a tool to examine family caregivers’ personal characteristics, family 
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contexts (such as the familial relation between the caregiver and care receiver), factors of time 

(such as duration of care and hours of care provided each week), and family processes (such as 

advance care planning conversations) that may be connected to perceived preparedness for the 

transition to EOL caregiving. The study presented in Chapter 3 utilizes the conceptual 

framework to explore family caregivers’ perceived preparedness for caregiving. Results indicate 

that overall, family caregivers feel somewhat prepared to provide care to their care receiver but 

feel not too well prepared for the transition to EOL caregiving, regardless of age, gender, race, 

ethnicity, or education. The study presented in Chapter 4 builds on these findings and explores 

how family dynamics may be associated with family caregivers’ feelings of preparedness. The 

results of this study failed to demonstrate an association between the constructs of family 

dynamics and caregiver preparedness, and several theoretical and methodological considerations 

are examined to potentially explain these findings. It may be that family dynamics are not well 

understood in caregiving families, and different elements of family dynamics are important at 

different stages of caregiving and during the transition to EOL care.  

The results, strengths, and limitations of this comprehensive dissertation study should 

inform future basic and applied studies to advance family caregiving research. Importantly, there 

is a need to development more valid and reliable measures of family dynamics for aging and 

caregiving families, and interventions to help families prepare for future care needs and 

caregiving transitions such as the transition to EOL care. As researchers and practitioners learn 

more about how to prepare family caregivers and their families for the transition to EOL care, 

this may improve family caregiver and family-level outcomes, and help families best meet the 

care wishes and improve life satisfaction for individuals at the end of their life.  
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CHAPTER 1 
 

INTRODUCTION AND REVIEW OF THE LITERATURE 
 
 
 

Family members engage in helping relationships and often provide care to each other 

across the lifespan. As families age and children become adults, the care-giving relationship 

becomes more complex. That is, family members change roles in the types of care given at 

different times in their lives (Fingerman et al., 2009). A family member who takes on the role of 

providing care to another adult family member is considered a family caregiver. A family 

caregiver can be broadly defined as an adult (including a family member, relative, partner, 

friend, or neighbor) who provides unpaid care and support to an adult with health or functional 

needs (Schulz et al., 2020). Nearly one in five adults currently provide care to an adult family 

member, friend, or neighbor (National Alliance for Caregiving (NAC) & AARP, 2020).  

As more adults are living longer into older adulthood, and family demographics (such as 

declining fertility and geographic mobility) limit the number of family members available to 

provide care (Carr & Utz, 2020), the family caregiver role is becoming more complex and 

challenging. For example, family caregivers provide care for more than 4 years on average, 

exceeding 30 hours of care per week (Wolff et al., 2018) and more Americans than ever before 

are providing care to more than one person and often to someone with Alzheimer’s disease or 

related dementia (NAC & AARP, 2020). Many family caregivers may become overwhelmed by 

caregiving responsibilities, balancing other life roles and responsibilities, and the increasing care 

needs of their care receiver (J. Zarit, 2009). As family members receiving care approach the end 

of their life, their care needs may become increasingly complex. For example, end-of-life (EOL) 
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care has been broadly defined as comprehensive care that addresses the medical, emotional, 

social, and spiritual needs during the last stages of a person’s life (Given & Reinhard, 2017).  

Furthermore, the responsibility of providing care at EOL effects all aspects of a family 

caregiver’s life, including their physical, emotional, and social well-being (Ornstein et al., 2017). 

Thus, it is not surprising that family members who take on the role of family caregiver are at risk 

of adverse health and well-being outcomes as a result of caregiving responsibilities (Schulz et al., 

2020). However, family members provide an important and necessary service to their care 

receiver (National Academies of Sciences, Engineering, and Medicine (NASEM), 2016) which 

may bring about their own personal growth (and improve their care receiver’s quality of life 

(Anderson & White, 2018). Given how important family caregiving is to a care receiver’s health 

and well-being and family functioning, researchers have recommended advancing family 

caregiving research to examine the different contexts caregiving occurs within (NASEM, 2016; 

Schulz et al., 2020) and how families navigate caregiving roles and responsibilities together (S. 

H. Zarit, 2009). 

To address these recommendations and gaps in family caregiving research, the overall 

aim of this dissertation is to explore how family caregivers perceive their preparedness for the 

transition to EOL caregiving and how family dynamics may be associated with feelings of 

preparedness. To set the foundation for this research, the dissertation begins with an overview of 

the family caregiving literature which includes a discussion of how research on aging families 

and common theoretical approaches helped develop an understanding of the risks and rewards of 

caregiving. The review of this literature leads to the identification of contextual circumstances of 

family caregiving that have largely been overlooked in caregiving research. Family caregiving at 

EOL, and how families address the unique challenges associated with the transition to EOL care, 
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is a specific stage of caregiving that is not well understood (Cohen-Mansfield et al., 2018) and 

deserves further attention in caregiving research. A brief review of the limited research on EOL 

caregiving and how families prepare for the transition to EOL care is then presented, along with 

a discussion of what researchers have yet to learn about families’ experiences during this 

transition. Following the review, this introductory chapter concludes with an overview of the 

remainder of the dissertation, including the purpose, research questions, and hypotheses posed in 

three papers presented in Chapters 2, 3, and 4. 

Background of Research on Aging Families 

Caregiving research has evolved from studies focused on addressing family development 

and functioning in early years, to increasing attention paid to the functioning of aging families. 

In the 1960s, much of the research focused on kinship structure and family interaction (Troll, 

1971). Late-life research focused on widowhood without regard to specific experiences, such as 

caregiving. During this time, perspectives on individual and family development ran separate yet 

parallel (Troll, 1971). As theorists began to study interactional processes, new ideas concerning 

more systemic approaches to development emerged, with researchers calling for new theory to 

accommodate these shifts. Over the next decade, in the 1970s, a major change in public 

perception began influencing research. For example, the family unit, once considered to be of 

private concern, now became a public entity, with the functioning of families a matter for society 

as a whole (Streib & Beck, 1980).  With this change came new focus on interdisciplinary 

approaches to family functions including nurturance, economic, residential, legal and cultural 

functions (Streib & Beck, 1980).  

As family interactions within these areas were examined, research on declining health in 

late-life emerged, paving the way for studies of how caregiving impacts family involvement 

(Streib & Beck, 1980). Caregiving research continued to build in the 1980s. Emphasis shifted 
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from describing how family members were providing care to how families reorganized roles and 

responsibilities to provide care (Streib & Beck, 1980). Researchers also began to closely 

examine caregiving experiences, with emphasis on gender differences (Zarit et al., 1986) and the 

division of care between adult children (Brubaker, 1990). At this time, there was a call to explore 

caregiving within the context the family relationship between caregiver and care receiver 

(Brubaker, 1990) and unique family situations.  

Caregiving literature was criticized for failing to address common limitations, including a 

focus on family interactions, the needs of the care receiver, and neglect of the total caregiving 

support network (Allen et al., 2000). As a result, caregiving became increasingly viewed as a 

whole family effort, with multiple family members coordinating the provision of care and 

assistance (Silverstein & Giarrusso, 2010). In more recent studies, the family caregiving 

experience is examined as a multi-layered (Allen et al., 2000) and dynamic process that includes 

both negative and positive outcomes (Silverstein & Giarrusso, 2010). Current research on aging 

families and caregiving highlights the intensifying demands on family caregivers (Carr & Utz, 

2020) as more older adults survive longer (experiencing cognitive and physical declines 

associated with extreme old age) and fewer family members are available (due to declining 

fertility and geographic mobility) to share caregiving responsibilities. As this brief review 

demonstrates, shifts in family and individual focus have influenced much of the caregiving 

research. Current recommendations for moving caregiving research forward include expanding 

the focus from the individual caregiver to a broader family context (Qualls, 2016; Roberto & 

Blieszner, 2015; Schulz et al., 2020; Utz et al., 2017).  
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Theoretical Approaches in Caregiving Research 

To date, research on aging families and family caregiving have been guided by a variety 

of human development and family science theories.  Yet, as this literature review demonstrates, 

the aging experience, caregiving needs, and the structure and functions of families have become 

more complex with changing demographic trends (Carr & Utz, 2020). It is important to 

understand how traditional theoretical perspectives have helped researchers and service providers 

understand the caregiving experience (Humble et al., 2020), and perhaps even more critical to 

use those traditional approaches to guide novel use of theory to advance family caregiving 

research. Two of the most common theoretical perspectives utilized in family caregiving 

research are life course theory (Elder & Giele, 2009) and the stress process model (Pearlin et al., 

1990).  

Life Course Theory 

Traditionally, a life course theoretical approach (Elder & Giele, 2009) has been used to 

study life transitions and stress processes. Life course theory continues to be important to family 

caregiving research as researchers explore how developmental stages and age-related norms and 

expectations influence the caregiving experience. From a stress perspective, life transitions such 

as taking on the role as family caregiver and subsequent EOL caregiving, require individuals to 

adapt physical and psychological resources (Almeida & Wong, 2009). This perspective can be 

used in research to help identify the multiple contexts (age, employment status, role strain, etc.) 

within the lifespan that may impact a family caregiver’s perceived burden and coping abilities. 

An important area of emphasis in life course theory is the concept of timing. Elder and Giele 

(2009) define timing as the idea that “developmental antecedents and consequences of life 

transitions, events, and behavioral patterns vary according to their timing in a person’s life” (p. 
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156). Life events may be considered on-time or off-time depending on when they occur in the 

life course and how age expectations and social timetables (Elder & Giele, 2009) influenced the 

anticipation and preparation for those events. It is uncertain in caregiving literature how the 

timing of and transition to EOL caregiving are experienced by families and family caregivers.  

Stress Process Model 

 Stress process models (Pearlin et al., 1990) have long been utilized to examine the links 

among caregiver stressors, psychosocial resources, and caregiver well-being (Goode et al., 

1998). Using this perspective, caregiver stress is viewed as a process of multiple interrelated 

conditions influenced by the sociodemographic characteristics and resources of family caregivers 

and primary and secondary stressors present (Bainbridge et al., 2009). Primary stressors are the 

challenges directly related to the caregiving role and responsibilities (such as the care receiver’s 

diagnosis and care needs), whereas secondary stressors are produced or affected by primary 

stressors (such as loss of income due to changing work hours to accommodate caregiving 

responsibilities; Montgomery et al., 2016). In general, caregiving stressors can lead to the 

appraisal of caregiving as burdensome and thus to poor health outcomes (Knight & Sayegh, 

2010). Much of caregiving research has focused on identifying stressors and strains associated 

with caregiving, and how caregiving stressors are associated with caregiver outcomes (Carr & 

Utz, 2020; Knight & Sayegh, 2010; NASEM, 2016; Pinquart & Sörensen, 2003; Schulz et al., 

2020). Recent research has begun to identify potential mediators of caregiving stressors, such as 

family and social support (NASEM, 2016) and preparedness for caregiving responsibilities (Roth 

et al., 2015b), that may mitigate negative caregiver outcomes. Although the stress process model 

has helped researchers understand the risks associated with caregiving (Montgomery et al., 

2016), there is value in shifting to focus on individual potential and family capacity using 
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strengths-based approaches (Hughes, 2015) to identify mechanisms of resilience (Blieszner & 

Voorpostel, 2016) in the study of family gerontology.  

Family Caregiving Research 

 Taking on the role of a family caregiver is now considered a normative life event 

(Roberto & Jarrott, 2008), and a responsibility that adults should prepare for the eventuality of 

with their families. The caregiving experience is not unique to age, gender, race, ethnicity, 

socioeconomic status, education, rural or urban, or nationality and presents universal challenges 

and opportunities (NASEM, 2016). The bulk of caregiving responsibility most often falls to one 

family member (typically a spouse first, then an adult child – most often a daughter), referred to 

as the primary caregiver (Wolff et al., 2018). Caregiving research typically focuses on the 

outcomes of the primary family caregiver, yet oftentimes caregiving responsibilities, especially 

during caregiving transitions, may be divided among a network of family members, friends, and 

even neighbors (Gitlin & Wolff, 2011). These individuals are occasionally acknowledged in 

caregiving research and referred to as secondary or tertiary caregivers (Stephens & Franks, 

2009). Regardless, the role of family caregiver involves unpaid provision of care to an adult 

family member with health or functional needs (NAC & AARP, 2020). Additionally, much of 

caregiving research defines the areas of care required by care receivers into two groups (Segal et 

al., 2018): basic activities of daily living (ADLs) which includes personal care related to 

dressing, feeding, bathing, toileting, and transferring; and instrumental activities of daily living 

(IADLs) which include functions of independent living such as transportation, cooking, 

housework, and management of finances. Further delineation of the types of care provided by 

family caregivers (NASEM, 2016) includes tasks related to household management, self-care, 
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supervision, and mobility, emotional and social support, health and medical care, advocacy and 

care coordination, and surrogacy (decision-making and legal matters).  

The effects of taking on these responsibilities as a family caregiver range widely 

(NASEM, 2016), and depend on a variety of individual and contextual characteristics. One in 

five caregivers report that their own health is fair to poor (NAC & AARP, 2020) and that 

caregiving is financially and physically challenging (NASEM, 2016). Almost 45% of caregivers 

find family caregiving to be emotionally difficult (NASEM, 2016). It is important to recognize 

and understand the physical, emotional, and financial toll that caregiving has on family 

caregivers, and that these adverse outcomes may affect more family members and other 

individuals than just the primary caregiver. The adverse psychological effects of caregiving 

disperse throughout the family (Schulz et al., 2020), with relationships and quality of life of 

many family members impacted by caregiving demands. Thus, it is important to continue 

exploring the outcomes associated with family caregiving at both the individual and family 

levels.  

Risks Associated with Caregiving 

An early, comprehensive review of the caregiving literature (Pinquart & Sörensen, 2003) 

found that family caregivers experienced higher levels of depression and stress, and lower levels 

of subjective well-being, physical health, and self-efficacy than non-caregivers. Additional 

reviews of caregiving research over the years confirmed these findings (Henry et al., 2018; 

NASEM, 2016; Roberto & Jarrott, 2008; Schulz et al., 2020; Stephens & Franks, 2009) and 

started to examine the mechanisms of the caregiving experience that lead to adverse outcomes. 

For example, family caregiving is time-consuming and exhausting (Robert & Jarrott, 2008) and 

caregivers often neglect their own self-care and jeopardize their health to focus on the care needs 
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of the care receiver. Managing the hassles of daily caregiving responsibilities increases stress and 

can cause family caregivers to experience burnout (Henry et al., 2018), resulting in declines in 

health and the ability to manage other life responsibilities. Family caregiving can also create 

strain on financial responsibilities as caregivers juggle employment with caregiving 

responsibilities (Roberto & Jarrott, 2008). More than 60% of family caregivers are still employed 

(NAC & AARP, 2020), and meeting the needs of a care receiver can interfere with their 

availability to work and job performance (Schulz et al., 2020) which may lead to decreases in 

wages.  

 Studies on family caregiving continue to identify the circumstances that may increase the 

risk of negative outcomes. Particular caregiving situations are associated with more adverse 

outcomes, including caregivers who help with more caregiving tasks for longer periods of time 

(Segal et al., 2018), caregivers caring for individuals with Alzheimer’s disease or related 

dementias (NASEM, 2016), and caring for individuals at the end or final stages of their life 

(Schulz et al., 2020). Social support is another factor that is associated with caregiver outcomes. 

Family caregivers who lack help from others in their caring responsibilities, those that lack 

emotional support from family and friends, and caregivers who experience family conflict all 

experience worse health and well-being outcomes (Lin et al., 2012) than family caregivers with 

more social support. In a comprehensive review of the caregiving literature, Schulz, Czaja, 

Martire, and Monin (2020) identified seven categories of risk factors associated with family 

caregivers’ adverse outcomes: a) sociodemographic factors (such as lower income, less 

education, being a spouse caregiver, and living with the care receiver), b) high intensity 

caregiving (more hours, dementia care, medical care), c) an individual’s lack of choice in taking 

on the role of family caregiver, d) caregivers who perceive a high rate of care receiver suffering, 
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e) caregivers in poor health or with restricted physical functioning, f) limited social or 

professional support, and g) challenging home environments (such as clutter, lacking appropriate 

home modifications). This extensive review and identification of risk factors may help 

researchers and practitioners better understand the needs of family caregivers in challenging 

circumstances. 

In addition to the personal factors that are associated with negative outcomes experienced 

by family caregivers, family-level and cultural influences, interactions, and processes have also 

been found to be associated with risk of adverse outcomes. The care needs of one family member 

can create stress throughout the entire family by disrupting historical and ongoing dynamics 

across the overall family system (Schulz et al., 2020). For example, as family members focus on 

the needs of one family member, it may disrupt the rules, roles, and interactions that have been 

established in the family system over time (Henry et al., 2018). As a result, flexibility is required 

of families to adapt to the demands of family caregiving (Qualls, 2018) as they navigate 

decision-making and care distribution together. These family dynamics have the potential to 

create tension and serious conflict between individual family members and within the whole 

family system (Utz et al., 2017).  

Family structure and the familial relationship between the family caregiver and care 

receiver may influence caregiver outcomes as well. For example, Pinquart and Sörensen (2011) 

found that spouses who are the primary caregiver report more depressive symptoms and lower 

levels of subjective well-being, and greater financial and physical burden than children and 

child-in-law who provide care. However, these differences may be due to higher intensity care 

provision (Wolff et al., 2018). Several studies and reviews have also explored differences in 

caregiver outcomes by race and ethnicity (Dilworth-Anderson et al., 2002; Knight & Sayegh, 
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2010; Liu et al., 2020; Moon et al., 2020; Pinquart & Sörensen, 2005). Many studies found little 

or no differences in caregiver depression or burden between race and ethnic groups (Dilworth-

Anderson et al., 2002; Liu et al., 2020) or higher levels of depression or burden among Whites 

than other groups. Results from one review found that among family caregivers, all race and 

ethnic groups reported worse physical health than Whites (Pinquart & Sörensen, 2005), but it is 

important to note that there were also differences between race and ethnic groups in 

socioeconomic status, age, familial relationships between caregiver and care receiver, and social 

support. These characteristics have been identified as risk factors for adverse outcomes and may 

account for the differences in caregiver health and well-being (Dilworth-Anderson et al., 2002; 

Moon et al., 2020). Decades of caregiving research has highlighted the negative health and well-

being outcomes and risk factors associated with family caregiving for both family caregiver and 

other family members. However, with those challenges there exist rewards for caregiving, 

including positive outcomes and opportunities for personal and interpersonal growth for family 

caregivers, care receivers, and their families.  

Rewards of Family Caregiving 

 Although taking on the role of a family caregiver brings risks and potential for poor 

health and well-being outcomes, not all caregivers report high levels of stress or burden (Schulz 

et al., 2020) and many family caregivers find rewards in the caregiving experience. For example, 

family caregivers often cope well with caregiving responsibilities and may feel a stronger bond 

to their care receiver as a result of providing care (Pinquart & Sörensen, 2003). Family 

caregivers also report that the role often brings a sense of personal growth and gains in self-

worth (Roberto & Jarrott, 2008). These are just a few examples of the positive dimensions of 

caregiving that contribute to positive aspects of caregiving (Cohen et al., 2002).  
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The construct of positive aspects of caregiving emerged in caregiving research as studies 

began shifting from needs-based approaches and the stress process model to strengths-based 

perspectives on caregiving. Positive aspects of caregiving include dimensions of the positive 

experiences, emotions, appraisals, and the resources and strengths that family caregivers draw 

upon when facing caregiving challenges (Zarit, 2012). A recent study found that when caregivers 

identify positive aspects of caregiving, they have an easier time adapting to the caregiving role 

and can focus on the benefits of providing care for their care receiver and their own growth 

(Quinn & Toms, 2019). Positive aspects of caregiving were also associated with less depressive 

symptoms, higher quality of life, and feelings of competency (Quinn & Toms, 2019).  

It is important to note that several studies found significant differences in positive aspects 

of caregiving between racial and ethnic groups. Both Hispanic and African Americans or Black 

individuals experience more positive aspects of caregiving, while Whites reported the lowest 

levels of positive aspects of caregiving of all races and ethnicities (Cho et al., 2016; Roth et al., 

2015a). These results may be related to differences in cultural justifications for caregiving 

(Dilworth-Anderson et al., 2005), wherein cultural values and beliefs shape families’ and 

individuals’ attitudes about caregiving and the caregiver role. Caregiving studies continue to 

explore additional factors that may protect against caregiving stress and burden and promote 

positive aspects of caregiving. These study results demonstrate that there may exist associations 

between cultural values and expectations, caregiver self-efficacy and preparedness (Henry et al., 

2018), and caregiver resilience and positive outcomes.  

A few studies have also examined family-level factors that are associated with more 

positive outcomes for family caregivers. For example, Anderson and White (2018) found that 

family cooperation, emotional engagement, and adaptability contributed to positive outcomes for 
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care receivers with chronic illness and higher appraisals of the caregiving experience from 

family caregivers. After an extensive review of caregiving research, Henry, Hubbard, 

Struckmeyer, and Spencer (2018) categorized family processes that protect against the burdens 

and stresses of family caregiving into four main areas: family adaptation (how families adjust 

roles and responsibilities to meet the needs of the care receiver and other family members), 

finding family meaning (reframing caregiving challenges in meaningful ways, such as 

reappraising life’s priorities), family control systems (including flexibility in roles and patterns 

of authority within the family system), and family emotion systems (healthy communication, 

cooperative emotion regulation, and a balance between connectedness and autonomy). These 

family processes strengthen family organization and family caregiver resilience, thus improving 

well-being outcomes for caregivers, care receivers, and their families (Henry et al., 2018). This 

research demonstrates that while family caregiving can be a challenging responsibility, this time 

can be one of personal growth and family connection. Advancing caregiving research should 

continue to include family-level analysis of the appraisal of family caregiving and an exploration 

of how family functioning during different transitions of caregiving relate to caregiver outcomes.  

End-of-Life Caregiving 

 Providing care to family members approaching the end of their life brings additional 

psychological, physical, and emotional strain to the family caregiving role (Bainbridge et al., 

2009; Given & Reinhard, 2017). There is no exact definition of the stage at which an individual 

is at the end of life or what constitutes EOL caregiving (Given & Reinhard, 2017), yet there exist 

various definitions of EOL that apply in different circumstances. For example, the National 

Institutes of Health (2004) identified factors, that if exist, constitute EOL, including the presence 

of chronic disease or functional impairments that persist over time, of which require care 
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assistance and can lead to death, or extreme older age and frailty. Caregiving at EOL has been 

defined as care given to people who have stopped treatment to cure or control their disease 

(National Cancer Institute, 2021) which includes physical, emotional, social, and spiritual 

support. This care may be considered comfort care and may include palliative or hospice care 

(Given & Reinhard, 2017). One study explored how family caregivers defined EOL care (Cohen-

Mansfield et al., 2018) and found that most families identified the EOL stage by an unexpected 

event in the care of their family member (such as a new medical diagnosis or accident) or 

changes in the existing condition of the care receiver (such as significant declines in health status 

or cognitive state). Researchers have identified that one of the important characteristics of EOL 

caregiving is how caring interactions may evoke intense emotions due to a sense of finality and 

impending loss (Phillips & Reed, 2010).  

 As previously introduced, the care needs of a family member approaching the EOL often 

increase, and family caregivers must often balance the responsibilities of assisting with more 

activities of daily living, managing medications and symptoms, providing emotional support, and 

coordinating care and communication with health care providers (NASEM, 2016). As these care 

needs become more complex, caregivers are often tasked with providing more direct care (such 

as oxygen, wound dressings, catheters, and injections) and coordinating physical therapy and 

hospice care (Given & Reinhard, 2017). Transitioning to long-term care or hiring professional 

caregivers are common EOL occurrences that can be a difficult and costly decision (Ornstein et 

al., 2017), which may add additional burden to family caregivers and their families.  

 Additional stress and burden to family caregivers may be caused by family conflict. 

Family conflict during EOL caregiving may be a result of disagreements over care decisions, or a 

history of strained relationships (Given & Reinhard, 2017). One study found that adult children 
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(siblings) often argue over care decisions for their parents, and this conflict is associated with 

family caregiver burden and anger (Kramer & Boelk, 2015). Family conflict often extends 

beyond adult children, as distant family members who had not previously been involved in 

caregiving desire to be involved in EOL care decision making (Kramer & Boelk, 2015). 

Unfortunately, family conflict not only adds burden and stress for caregivers, but it may also 

decrease quality of life for care receivers (Ornstein et al., 2017) and create barriers for health 

care providers to deliver palliative or hospice services (Kramer & Boelk, 2015).  

Regardless of how the EOL stage, EOL care, or EOL caregiving is defined, the demands 

on a family caregiver intensify (NASEM, 2016) with the progression of disease, illness, or older 

age. The physical and emotional toll of EOL caregiving can be extensive (Bainbridge et al., 

2009), yet many family members prefer these responsibilities to seeing their family member 

placed in a care facility. This research demonstrates that EOL caregiving warrants further 

investigation, yet caregiving studies seldom focus exclusively on EOL (Cohen-Mansfield et al., 

2018) or how prepared caregivers feel for EOL caregiving. Distinctions have been made in the 

caregiving trajectories of specific disease groups such as Alzheimer’s disease or cancer (Waldrop 

et al., 2005) and within different care settings (Ornstein et al., 2017), from home-based care to 

long-term care facilities. However, few studies have examined how families and family 

caregivers navigate the increasingly complex medical, physical, social, and emotional needs of a 

dying family member.  

Preparedness for the Transition to EOL Caregiving 

Given the likelihood of taking on responsibilities of providing care to aging family 

members (NASEM, 2016), researchers and practitioners have acknowledged that it is imperative 

to educate and prepare adults for caregiving (Schulz et al., 2020). These recommendations 
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extend to the transition to EOL caregiving, as the decision to stop curative care to focus on the 

comfort of family members at the end of their life is one of the most challenging caregiving 

decisions families and individuals make (Given & Reinhard, 2017). Family caregivers who feel 

unprepared for EOL caregiving experience more adverse outcomes (Nielsen et al., 2016), such as 

higher levels of depressive symptoms, greater caregiver burden (McMillan, 2005), less time for 

themselves, and a greater impact on other roles (Ornstein et al., 2017). Caregiving at EOL also 

brings intensified physical and emotional strain (Bainbridge et al., 2009) as family caregivers 

often place the needs of their dying family member above their own health and well-being 

(Oechsle, 2019).  

 Health care professionals and advocacy groups have recommended (Fowler et al., 2014) 

families communicate about the type of care that might be needed in the future, preferences for 

family or professional caregivers, and who will help make care decisions. This type of family 

communication may help family caregivers feel more prepared for EOL caregiving, which in 

turn is associated with less caregiver worry and lower depressive symptoms (Henriksson & 

Ârestedt, 2013). Many studies have identified advance care planning as a tool to help families 

cope with decision making and difficult emotions at EOL (Carr & Luth, 2017; Egbert et al., 

2017; Fowler & Fisher, 2009; Given & Reinhard, 2017; Redinbaugh et al., 2003), yet a recent 

study found more than 40% of adults aged 50-80 years old had not had any discussions with 

family or friends about the types of care they would want if they became seriously ill 

(Perumalswami et al., 2021). It appears that families continue to struggle to talk about EOL care 

issues, despite evidence that these discussions may help family caregivers, their care receivers, 

and their families cope with the difficult responsibilities and emotional burden of EOL care.  
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Purpose of this Dissertation 

 From the family caregiving research, it is clear that little is known about how families, 

family caregivers, and care receivers navigate the transition to EOL caregiving and what factors 

may be associated with how prepared family caregivers feel for that transition. Thus, the purpose 

of this dissertation is to explore how family caregivers perceive their preparedness for the 

transition to EOL caregiving and how family dynamics may be associated with feelings of 

preparedness. The three papers introduced in this dissertation collectively represent a 

comprehensive study addressing this gap in caregiving research. The first paper, Family 

Dynamics and the Transition to End-of-Life Caregiving: A Brief Review and Conceptual 

Framework, is presented in Chapter 2 and provides a conceptual framework that guides the 

comprehensive study. The second paper, Family Caregivers’ Feelings of Preparedness for the 

Transition to End-of-Life Caregiving, is presented in Chapter 3 and explores caregivers’ 

perceived preparedness for EOL caregiving. The final paper, Understanding the Association 

Between Family Dynamics and Preparedness for the Transition to End-of-Life Caregiving, is 

presented in Chapter 4 and examines the connection between caregiver preparedness and family 

dynamics. A brief overview of each chapter and paper is provided in the following paragraphs. 

At the conclusion of the dissertation, in Chapter 5, the results of each study are summarized, and 

the implications of this work are discussed. In addition, recommendations for future basic and 

applied research are addressed. 

Chapter 2: Family Dynamics and the Transition to End-of-Life Caregiving: A Brief Review 

and Conceptual Framework 

 In this chapter, a brief review of extant literature and an innovative conceptual framework 

with which to explore family dynamics and preparedness for the transition to EOL caregiving is 
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presented. Several definitions are discussed to provide clarity in identifying the population of 

interest. For example, definitions (for the purpose of this dissertation) are provided for family 

caregiver, family, and EOL care. This study also acknowledges the importance of using theory to 

guide research. Until recently, as discussed in the introduction of this dissertation, the use of life 

course theory and stress process models have dominated family caregiving research. As 

identified in the literature, these perspectives often focus on individual caregiving experiences, 

without allowing for the exploration of the family-level factors that may be associated with 

caregiver outcomes. Providing a new theoretical approach with which to study caregiving 

transitions and family caregiver outcomes in the context of the family system may help generate 

new knowledge about the complexity of family caregiving and support empirical studies as they 

address the diversity of caregiving experiences. The framework presented and discussed in this 

conceptual paper is then used to guide the development of a family caregiver survey utilized in 

the empirical studies presented in Chapters 3 and 4.  

Chapter 3: Family Caregivers’ Feelings of Preparedness for the Transition to End-of-Life 

Caregiving 

  Although some studies have identified preparedness as a protective factor of caregiver 

well-being, few studies have explored family caregivers’ perceived preparedness for the 

transition to EOL caregiving. This study utilizes the conceptual framework presented in Chapter 

2 to explore how personal characteristics of family caregivers (such as age, gender, race, 

ethnicity, education, and income), the family context (such as familial relationship between 

caregiver and care receiver, living arrangements between the two), time (such as duration of care 

and time spent caregiver per week), and family processes (such as advance care planning) may 

be associated with perceived preparedness for the transition to EOL caregiving. Thus, the 
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purpose of this study is to explore the construct of caregiver preparedness and investigate how 

family caregivers perceive their preparedness for the transition to providing EOL care.  

The hypotheses addressed in this chapter include: 

1. Personal demographics such as age, gender, race, education, and income, will be 

associated with feelings of preparedness for EOL caregiving.  

2. Characteristics of caregiving, such as having another person providing care, will be 

associated with feelings of preparedness for EOL caregiving. 

3. Cultural reasons for providing care will be associated with preparedness for EOL 

caregiving, such that family caregivers with more cultural reasons for caregiving will 

feel more prepared for EOL caregiving than caregivers with less cultural reasons for 

caregiving. 

4. Burden of caregiving will be associated with preparedness for EOL caregiving, such that 

family caregivers who report greater perceived caregiving burden will be associated with 

lower feelings of preparedness than caregivers who report less perceived caregiving 

burden.  

5. Duration of care will be associated with preparedness for EOL caregiving, such that 

family caregivers who have provided care for longer will feel more prepared for EOL 

caregiving than caregivers providing care for shorter periods of time. 

6. Number of tasks completed related to EOL conversations and decision making will be 

associated with preparedness for EOL caregiving, such that family caregivers who have 

completed more tasks will report feeling more prepared for EOL caregiving than 

caregivers who have completed fewer tasks.  
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Chapter 4: Understanding the Association Between Family Dynamics and Preparedness for 

the Transition to End-of-Life Caregiving 

 Building on the factor structure of caregiver preparedness identified in Chapter 3, an 

examination of caregivers’ perceived preparedness for EOL caregiving is presented in Chapter 4. 

The purpose of this study is to explore the association between family caregivers’ family 

dynamics and their perceived preparedness for the transition to EOL caregiving. Using the 

conceptual framework introduced in Chapter 2, this study examines caregivers’ perceived 

preparedness for EOL caregiving while considering the family context, such as family cohesion 

and the familial relation between the caregiver and care receiver, that care occurs within. In 

addition, emphasis is placed on family processes, such as communication and advance care 

planning, to understand how family dynamics may promote or hinder caregiver preparedness for 

the transition to EOL care. The hypotheses addressed in this chapter include: 

1. Family caregivers with balanced family dynamics will report greater perceived 

preparedness for the transition to EOL caregiving than family caregivers with 

unbalanced family dynamics.  

2. The association between family dynamics and preparedness for the transition to EOL 

caregiving will be mediated by number of tasks completed related to EOL care planning. 
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CHAPTER 2 
 

FAMILY DYNAMICS AND THE TRANSITION TO END-OF-LIFE CAREGIVING:  
 

A BRIEF REVIEW AND CONCEPTUAL FRAMEWORK1 
 
 
 

Many adults will become a caregiver to an aging family member at some point in their 

life, yet few are preparing for those responsibilities. The number of family caregivers continues 

to rise due to increased longevity, thus leading to a growing aging population, as well as health 

care increasingly moving from acute care settings into family homes (National Academies of 

Sciences, Engineering, and Medicine [NASEM], 2016). On average, approximately 48 million 

Americans provided unpaid care to an adult in the past 12 months (National Alliance for 

Caregiving [NAC] & AARP, 2020), saving the United States approximately $470 billion in 

economic value (Reinhard et al., 2019). Although millions of individuals provide unpaid care, it 

is not without experiencing caregiving burden and strain (Pinquart & Sörensen, 2011). Trends in 

family demographics, such as smaller family sizes, marital dissolution, and increased geographic 

mobility leave fewer family members available to provide care (Carr & Utz, 2020) and may add 

to caregiver burden. In addition, experiences of family caregivers include navigating past and 

present relationship dynamics with the care receiver and other family members (Greene & Kropf, 

2014) as they take on the roles and responsibilities of providing care.  

 To better understand the caregiving experience, it is important to identify who family 

caregivers are and the types of care they provide. A federal, legal definition of family caregiver 

is “an adult family member, or other individual, who is an informal provider of in-home and 

 
1 Fox, A. F., Sharp, J. L., & Fruhauf, C. A. (2021). Family dynamics and the transition to end-of-life caregiving: A 

brief review and conceptual framework [Manuscript submitted for publication]. Department of Human Development 
and Family Studies, Colorado State University.  



22 

community care to an older individual or to an individual with Alzheimer’s disease or a related 

disorder with neurological and organic brain dysfunction” (42 U.S.C. § 3022). For the purpose of 

this study, and aligning with family caregiving research, a broader definition of family caregiver 

includes relatives, partners, friends, or neighbors who offer unpaid care and support to adults 

who experience physical, mental, or cognitive limitations (NASEM, 2016). This definition also 

allows for wider interpretations of both family and caregiving. Federal and legal definitions of 

family vary slightly, but typically are limited to groups of two or more persons related by birth, 

marriage, or adoption who live together (Health Resources & Services Administration, 2017; 

United States Census Bureau, 2020). Within family studies, researchers again apply a broader 

definition of family, recognizing that families vary in many ways including structure (such as 

multiple generations or fictive kin), provision of support, and type of relationship and 

commitment (Connidis, 2020). Similarly, family caregivers differ in their level of involvement in 

primary or supplemental provision of care to a care receiver, their relationship and living 

arrangements with the care receiver, and the type of care provided (Roth et al., 2015).  

Caregiving roles and responsibilities can range vastly from regularly checking in, 

assistance with daily activities (such as household maintenance, transportation, or meal 

preparation), to providing direct medical care and coordinating complex health care and social 

services (Schulz et al., 2020). The care needs of a care receiver can vary, and often increase over 

time. Acute care is associated with short-term care needs, such as provision of care after a 

medical treatment or minor illness, whereas long-term care often accompanies chronic illness or 

disease and declining physical, mental, or cognitive health as care receivers age. Long-term care 

often requires substantial family adaptation (Qualls, 2018), such as changes in family roles and 

communication, as care needs increase and demands on family caregivers are more intensive.  
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An important caregiving context that is noticeably overlooked in caregiving research, 

end-of-life (EOL) care is emerging as a distinct phase and transition for family caregivers and 

their care receivers (Cohen-Mansfield et al., 2018). End of life care can be defined as 

comprehensive, often palliative, care that addresses medical, emotional, spiritual, and social 

needs during the last stages of a person’s life (Given & Reinhard, 2017). Palliative care is 

medical care (offered at any illness stage with curative or other treatments) focused on providing 

relief from symptoms and improving quality of life for patients and their families (National 

Institute on Aging, 2020). A prospective study indicates that almost one million adults 

approaching EOL are receiving extensive care and support from over two million family 

caregivers (Ornstein et al., 2017). Family members caring for these EOL needs are more 

vulnerable to emotional stress and psychological and physical strain than caregivers not 

providing EOL care (Given & Reinhard, 2017). Yet, few studies exist that examine how to 

prepare for EOL caregiving and how families navigate the adjustment to increasing care 

demands and decision making associated with the transition to EOL care.  

Current recommendations for moving family and caregiving research forward include 

focusing on interpersonal dynamics within families providing care and support to their older 

members (Carr & Utz, 2020). Family dynamics are broadly defined as how families interact 

(Olson, 2000) and include many dimensions of cohesion (such as emotional bonds, shared 

decision making, shared interests, and family togetherness), flexibility (such as family 

leadership, discipline, negotiation styles, and stability versus change), and communication (such 

as listening and speaking skills, self-disclosure, empathy, and problem-solving skills). A growing 

number of studies indicate that family dynamics during childhood have lasting effects into 
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adolescence and early adulthood and throughout the life course (Umberson & Thomeer, 2020), 

demonstrating the importance of examining family dynamics in aging families. 

The purpose of this study is to present a brief review of extant literature and a conceptual 

framework designed to foster research in family caregiving systems, specifically how family 

dynamics are associated with preparedness for the transition to EOL caregiving. To begin, we 

provide a brief review of caregiving research, including a focus on theoretical traditions and 

caregiving stages and transitions, with a call to address research gaps at the intersection of family 

caregiving, family dynamics, and the transition to EOL care. We then discuss our theoretical 

foundation, based on bioecological theory, and present a conceptual framework to guide research 

on family dynamics and caregiving transitions. We conclude with recommendations for future 

directions of research using the conceptual framework and a discussion about the implications of 

this work.  

Brief Review of Caregiving Research 

Family caregiving research emerged decades ago as scholars began to examine the 

experiences of aging families. Several theories dominated caregiving research during this time. 

Traditionally, a life course theoretical approach (Elder & Giele, 2009) was used to study life 

transitions and stress processes. Life course theory continues to be important in caregiving 

research to examine how developmental stages and age-related norms and expectations influence 

the caregiving experience. From a stress perspective, life transitions such as family caregiving 

and subsequent EOL caregiving require individuals to adapt physical and psychological 

resources (Almeida & Wong, 2009). Caregiving research that focused on outcomes such as 

health, well-being, coping, burden appraisal, and personal gains are founded in stress process 

models (Pearlin et al., 1990) and are applied to examine the relationships among caregiving 
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stressors, psychosocial resources, and caregiver well-being (Goode et al., 1998). In general, 

caregiving stressors lead to the appraisal of caregiving as burdensome and thus to poor health 

outcomes (Knight & Sayegh, 2010). In recent years, there has been a call to move away from 

needs-based studies and interventions to focus on strength-based approaches (Hughes, 2015). 

Strength-based approaches to studying family caregiving allows for the inclusion of dimensions 

associated with individual and family potential and capacity (Hughes, 2015). For example, 

exploring flexibility, problem-solving skills, and social support among individuals and families 

may identify opportunities for resilience-building work.  

Caregiving Transitions  

Providing care for a family member is a dynamic process that involves increasing 

complexity and scope of caregiving responsibilities (NASEM, 2016). For example, caregiving 

stages have been defined by beginning with an awareness of a problem (e.g., a family member is 

diagnosed with cancer) (NASEM, 2016), transitions in the care needs of the care recipient (e.g., 

cognitive decline or decreasing mobility) (Gitlin & Wolff, 2011), changes in family caregiver 

roles (e.g., increasing time spent providing care) (NASEM, 2016), and the setting (i.e., home vs. 

care facility) in which care is provided (Gitlin & Wolff, 2011). Tasks required of the family 

caregiver, such as help with personal care and household management, are cumulative and bring 

new challenges (Gitlin & Wolff, 2011) over time as the increasing needs of the care receiver 

require more assistance and time from the caregiver (NASEM, 2016). For example, a spouse 

may increasingly notice memory and cognition struggles in their partner, spend more time 

monitoring symptoms, receive testing and a diagnosis from a health care professional, take time 

off work to ensure closer monitoring as symptoms progress, and over time acquire even more 

responsibilities of providing personal care, symptom management, and monitoring. Caregiving 
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responsibilities may limit the spouse’s ability to maintain employment, family and social 

relationships, and self-care, thus increasing the burdens and risks associated with the caregiving 

role. Caregiving transitions are an important context of caregiving because they are often 

experienced as a time of crisis for families (Gitlin & Wolff, 2011). These transitions can be 

overlooked as an anticipatable point of opportunity for research exploration and intervention 

(Christ & Blacker, 2005) that may improve outcomes for family caregivers.  

Transition to EOL Care 

Researchers have identified several events or actions that may delineate the transition to 

EOL caregiving from other caregiving stages. Typically, people who have stopped treatment to 

cure or control their disease are considered to be in the EOL stage (National Cancer Institute, 

2020). Therefore, the decision to stop curative care is one indicator of the transition to EOL. 

Terminal care, hospice care, and palliative care are terms and courses of treatment that are often 

used interchangeably with EOL care (Izumi et al., 2012). Terminal care in health care settings 

indicates unresponsiveness to treatment or a prognosis of less than six months to live (Holland & 

Prost, 2019). Hospice is a type of comfort care or program designed to provide relief from 

symptoms and address the psychological, social, and spiritual needs of an individual and their 

family (Izumi et al., 2012). As individuals approach EOL, palliative care can help them and their 

families understand choices for medical treatment with an increased emphasis on comfort care. 

Other factors that may indicate a transition to EOL care include changes in existing conditions 

(such as cognitive state) (Cohen-Mansfield et al., 2018), shifting caregiving focus from physical 

care to emotional and spiritual care (Cagle & Kovacs, 2009), admission to services that provide 

high-needs care, and old age with chronic illness and multiple comorbidities (Holland & Prost, 

2019). The process through which families navigate the transition from curative care to EOL 
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care or self-identify their care receiving family member as approaching EOL is poorly 

understood (Sercu et al., 2018) and is an important context with which to examine family 

caregiving experiences.  

Research Gaps and a Call to Examine Family Dynamics and Caregiving Transitions 

Few researchers have examined how the transition to EOL caregiving effects family 

caregivers’ overall health outcomes (Aoun et al., 2018) and no published research could be 

found, other than those focused on advanced care planning (i.e., Kramer & Boelk, 2015; Nielsen 

et al., 2016), that examine how family dynamics are related to caregiver preparedness for the 

transition to EOL care. Although research on the transition to EOL care is limited, it is clear that 

EOL caregiving can be a time of potential crisis for families, with family caregivers and their 

care receivers exposed to the bulk of such experiences. Understanding how family dynamics are 

associated with preparedness for the transition to EOL care may help family caregivers and their 

care receivers identify tools to improve family cohesion, effectively communicate needs and care 

preferences, obtain support from family members, and deal with difficult feelings so they can 

increase confidence in their role and feel more prepared for the transition to EOL care. 

EOL caregiving research is lacking in theoretical foundations and empirical work, and 

knowledge of EOL caregiving experiences continues to be constrained by research limitations 

(Ornstein et al., 2017). Researchers investigating family caregiving seldom focus exclusively on 

EOL caregiving (Cohen-Mansfield et al., 2018) nor address the unique challenges associated 

with the transition to providing EOL care. Another limitation is the result of recall bias (Aoun et 

al., 2018), wherein many studies only report on caregiving experiences after the care recipient’s 

death (Ornstein et al., 2017). Finally, caregiving research both as a broader context and within 

EOL has focused on the experiences of a primary caregiver and their care recipient (Tabler et al., 
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2015) without identifying caregiving as a family matter (Qualls & Noecker, 2009). Family 

conflict can adversely affect caregiver and care recipient well-being (Kramer & Boelk, 2015) and 

yet empirical studies and intervention efforts to encourage families to engage in cooperative 

caregiving are lacking (Keith, 1995), especially during the transition to EOL care.  

As approaches to theory, research, and practice take contextual differences of family 

caregiving into account, it may be easier to identify specific sources of burden and stress, 

strengths and coping, and with this knowledge design intervention programs to improve the 

health and well-being of family caregivers. Theoretical approaches, such as the proposed use of 

bioecological theory described in the next section, are innovative and should be used to guide 

research and interventions that will support families and individuals as they transition to EOL 

care. Adding a focus on the family context of caregiving can promote recognition of the diversity 

of contemporary families and how that complexity is associated with individual aging 

experiences (Humble & Price, 2017; Umberson & Thomeer, 2020). Furthermore, a focus on 

family dynamics in caregiving provides greater depth and breadth to family gerontology studies 

(Allen et al., 2000; Carr & Utz, 2020) essential to the fields of family studies and adult 

development and aging.  

Conceptual Framework for a Bioecological Model of Family Dynamics and the Transition 

to EOL Caregiving 

Bronfenbrenner’s bioecological theory provides the foundation with which to explore the 

diverse and complex contexts and processes that might influence family caregivers’ outcomes 

associated with the transition to providing EOL care. The bioecological theory examines human 

development, a phenomenon of continuity and change in the biopsychological characteristics of 

individuals (Bronfenbrenner & Morris, 2006), as a process over the life course, across 
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generations, and through historical time. Bioecological theory may be used to examine family 

caregiver outcomes while recognizing that family caregiving occurs within the context of family 

systems. The focus of bioecological theory is on the interactions between four key components 

(see Figure 2.1); person, context, time, and processes (Bronfenbrenner & Morris, 2006; Rosa & 

Tudge, 2013). We discuss each of these components, while highlighting the importance of 

understanding how family characteristics and family interactions may be associated with both 

family and family caregiver outcomes. 

Person 

The first concept of bioecological theory is person. This concept highlights the 

importance of how personal characteristics of an individual shape development and influence 

proximal processes (Rosa & Tudge, 2013; Tudge et al., 2009). Bronfenbrenner and Morris 

(2006) distinguish three types of characteristics most influential in shaping development: 

dispositions, resources, and demand characteristics. Dispositions refer to differences in 

personality traits such as temperament, motivation, and persistence. For example, caregiver 

confidence (or self-efficacy) and coping styles have been identified as having positive 

moderating or mediating effects on family caregiver outcomes (Cagle & Kovacs, 2009; 

Redinbaugh et al., 2003; Roberto & Jarrott, 2008). Also, higher levels of caregivers’ confidence 

in their ability to resolve caregiving difficulties resulted in decreased stress (Redinbaugh et al., 

2003). Resources are the characteristics required for effective functioning of proximal processes 

(Bronfenbrenner & Morris, 2006), including abilities, experience, knowledge, and skills. For 

example, many family caregivers report a lack of knowledge and skills necessary for providing 

EOL care and feel unprepared for this role (Given & Reinhard, 2017). Further, perceptions of 

low preparedness are associated with poor health and well-being outcomes in family caregivers  
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Figure 2.1. Conceptual Framework for a Bioecological Model of Family Dynamics and the Transition to EOL Caregiving 
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(Nielsen et al., 2016). Finally, demand characteristics, such as age, gender, or race invite or 

discourage social reactions which may foster or disrupt proximal processes (Bronfenbrenner & 

Morris, 2006). Personal characteristics may relate to the caregiving responsibilities and roles 

placed on different family members, how involved family members are in sharing caregiving 

responsibilities, and how families communicate about and plan for future care needs. 

Context 

The second concept of the bioecological theory, context, is comprised of four interrelated 

systems (microsystem, mesosystem, exosystem, and macrosystem) of environment. Proximal 

processes occur within and between these systems, making them an integral influence on family 

and family caregiver outcomes. The family system and its functioning are enmeshed within each 

system of context. Much like family caregiving, family-level analysis should integrate a broad 

definition of family (as addressed previously) and multiple family system levels, including 

individual family members (such as caregiver, care receiver, parent, spouse, etc.), family 

subsystems (such as partners or spouses, siblings, parent-child, grandparent and grandchild, etc.), 

and the overall family system (Henry et al., 2018). Relationships among family members are an 

important proximal process wherein contextual factors influence and mutually reinforce each 

other (Osher et al., 2017). Proximal processes within the family context can serve as the 

foundation for individual resilience, or adaptation to life stressors such as family caregiving.  

The challenges associated with caregiving can put families at risk as family members 

adapt roles, responsibilities, and interactions within the family system (Henry et al., 2018). Much 

of caregiving research focuses on the individual caregiver and their care recipient. There are two 

important reasons for including the family context in the study of family caregiving. The family 

caregiver exists within a family system and a bioecological approach encourages a focus on 
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bidirectional influences family members have on individual responses (Humble & Price, 2017) 

to caregiving and vice versa. In addition, a singular focus on the individual restricts theory, 

research, and practice to a primary caregiver and care receiver model (Keith, 1995). When 

individual- and family-level factors are included in the analysis, the proximal processes that 

influence family caregiving decisions, caregiving contributions of many family members (not 

limited to the primary caregiver), and family and family caregiver outcomes could be further 

examined. Thus, the following examples of micro-, meso-, exo-, and macro-systems include 

factors that may affect both family and family caregiver outcomes. 

The microsystem, such as home, family structure, work, and social support network, is 

where the individual engages in a great deal of activities and interaction (Tudge et al., 2009). At 

this level, family caregivers’ attitudes and actions exist within interpersonal relationships with 

other family members, friends, and acquaintances (Connidis, 2020). Family structure, including 

generational composition of families and ties between extended family members or blended 

families may affect how many family members are available to provide care and who is involved 

in care decisions during the transition to EOL care. Work environments may provide additional 

burdens or support as family caregivers adjust to the increasing care needs of their care receiver. 

Although social support networks can improve resilience in family caregivers, those networks 

often change or shrink as caregiving demands increase and caregivers’ mobility and leisure time 

decrease (Roth, 2018).  Each of these contexts are examples of microsystem influences that may 

help to improve or worsen outcomes for both families and family caregivers.  

The mesosystem consists of interrelations between various microsystems. Results of 

these interrelations may include differences in family cohesion, family conflict, individual and 

family finances, and role adjustment or conflict. Families may experience improved family 
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cohesion during the transition to EOL care (Given & Reinhard, 2017), as they unite to support 

their dying family member. Conversely, the transition to EOL caregiving may be a source of 

family conflict as families navigate differences in opinions about an appropriate course of action 

for the care receiver’s treatment, the seriousness of their condition, or even supporting the 

primary family caregiver (Schulz et al., 2020). Another important element of the mesosystem is 

the financial resources of individuals and families. The potential costs associated with 

caregiving, such as adjusting the care receiver’s living arrangements, income loss due to reduced 

employment (or early retirement), and the care receiver’s need for long-term care services or 

home health care, can have long term impacts on the financial stability of many family members 

(Schroeder & Osteen, 2018). Without adequate financial resources, caregiving may place too 

heavy a burden on families and family caregivers, thus increasing the likelihood of negative 

outcomes. Another source of strain within the mesosystem relates to how family caregivers are 

often involved in multiple micro-level contexts, such as family responsibilities and employment. 

Caregiving can limit time available for other responsibilities, thus creating role conflict 

(Connidis, 2020).   

The exosystem includes those contexts that individuals may not have direct interaction 

within, but that still may influence outcomes. For example, within the family system, extended or 

distant family members that had previously not been involved in family life may choose to get 

involved in decision-making as a care receiver nears the EOL (Given & Reinhard, 2017). 

Another context within the exosystem that is very important to family and family caregiver 

outcomes during the transition to EOL care is within health and social services. Families and 

family caregivers are often very involved in their care receiver’s daily care, management of 

medicines, medical appointments, and treatment decisions (Schulz et al., 2018), yet they are 
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often ignored by or disconnected from health care professionals (Qualls, 2018). Family members 

of a patient have limited access to health information and are not supported in their roles of 

providing care (Schulz et al., 2018). Without adequate support and information from health care 

professionals, families and family caregivers may not feel prepared for the decision-making 

process or responsibilities associated with the transition to EOL care. 

At the macrosystem level, individual and family outcomes may be influenced by the 

opportunities and barriers created by cultural, social, economic, and political structures 

(Connidis, 2020). For example, individuals may take on the role of caregiver as a result of 

cultural values or societal expectations. Although many caregiving experiences are common 

among all races and ethnicities, research has shown that cultural values and family dynamics 

shape a range of psychosocial outcomes related to caregiving (Apesoa-Varano et al., 2015), 

including perceived burden and reward, interactions with health care services, and coping skills. 

In addition, social policies may provide support and funding for improved access to quality 

health care services or social and aging services (Henry et al., 2018). These programs, and the 

social norms and values that promote them, may help to improve outcomes for families and 

family caregivers.  

Time 

The third concept in the bioecological theory is time. Bronfenbrenner’s construction of 

time is founded in life course theory (Elder & Giele, 2009), proposing two elements of time 

influential to development.  First, individuals are embedded in and shaped by historical time, 

place, and events experienced over their lifetime (Bronfenbrenner & Morris, 2006). Second, the 

influence of life transitions or events on individual development varies depending on when they 

occur in a person’s life (Bronfenbrenner & Morris, 2006). As individuals are living longer and 
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fertility rates decline, family caregiving is now considered a normative life event (Roberto & 

Jarrott, 2008). However, several components of time are important to the family caregiving 

experience, including the timing of the transition to EOL care. For example, a family member 

who has provided care for an individual living with a diagnosis for many years may experience 

the transition to EOL care much differently than a family wherein an individual receives a 

sudden 6-month prognosis. Or, an 80-year-old woman caring for her spouse with a cancer 

diagnosis and a 30-year-old woman with a young child and career caring for a dying parent will 

likely have different expectations for and experiences of caregiving. Considering the component 

of time and how entry into the caregiving role and family caregiving transitions align with 

normative life-course developmental expectations is an important aspect of studying family and 

family caregiver outcomes. 

Proximal Processes 

The focus of the bioecological theory lies within its final concept, process. Process refers 

to forms of interaction between an individual and the environment (Bronfenbrenner & Morris, 

2006). Bronfenbrenner posited that interactions that serve as the primary mechanisms producing 

human development, or proximal processes, must operate on a regular basis over time with 

increasing complexity (Bronfenbrenner & Morris, 2006). How proximal processes influence 

development vary depending on the functions of the remaining three key components of the 

theory: the characteristics of the person, the environmental contexts, and the timing in which the 

processes take place (Bronfenbrenner & Morris, 2006). For example, family caregivers report 

that one of the most difficult decisions they face is to stop curative care and shift to comfort care 

for the care receiver (Given & Reinhard, 2017). Furthermore, care-related decisions often cause 

additional stress due to family conflict over decision making uncertainty (Given & Reinhard, 
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2017). These examples demonstrate the importance of family communication, family support, 

and advance care planning for preparing family caregivers for the transition to providing EOL 

care. The bioecological model highlights the importance of examining family communication 

over time to determine the influence of this proximal process on family and family caregiver 

outcomes.   

 Communication between family members is crucial to improve preparedness for 

caregiving (Aoun et al., 2018). For example, conversations pertinent to caregiving may include 

caregiving responsibilities and expectations, sharing care responsibilities between family 

members, and older family members’ (i.e., care receivers) preferences for future care and 

medical directives. These conversations may prepare family members for future caregiving 

responsibilities, decision-making, and the transition to EOL care. Yet, many family caregivers 

report not discussing care preferences with their care receiver (Aoun et al., 2018). Most families 

greatly underestimate the need to discuss EOL issues, even when family members approach old 

age (Egbert et al., 2017). Researchers have found that strained or nonexistent communication in 

aging families is highly correlated with family conflict and perceived low preparedness for the 

transition to EOL care (Kramer & Boelk, 2015; Nielsen et al., 2016). Advance care planning, or 

communication about preferences for EOL care, is considered essential for minimizing physical 

pain and emotional distress of the care recipient (Carr & Luth, 2017) and ensuring their treatment 

preferences are respected. In addition, advance care planning helps families cope with difficult 

emotions (Given & Reinhard, 2017) and lightens the burden of caregiving and family decision-

making.  

Many older adults and their families do not engage in advance care planning and 

communication about EOL issues to avoid facing mortality and dealing with difficult emotions 
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(Egbert et al., 2017). However, avoiding these conversations until a time of crisis or when a 

dying family member is unable to communicate their care preferences can result in more family 

conflict (Kramer & Boelk, 2015) and higher distress for caregivers (Carr & Luth, 2017). Family 

communication about care preferences and advance care planning can help prepare family 

caregivers for the transition to EOL care (Aoun et al., 2018) and allow family members to 

address potential conflict before a crisis occurs (Egbert et al., 2017). These findings suggest the 

importance of focusing on family communication and dynamics while examining caregiving 

experiences during the transition to EOL.  

Outcomes 

The last element of the conceptual framework encompasses family and family caregiver 

outcomes during and beyond the transition to EOL care. As a result of the influence of personal 

characteristics of each family member, context, time, and family processes, families may 

experience differences in relationship quality and adaptation to changing roles and 

responsibilities during the transition to EOL care. In addition, family caregivers may experience 

differences in perceived preparedness, burden appraisal, adaptation (or coping), and health and 

well-being (such as physical health, quality of life, self-care, and psychological reactions to 

stress) during this time. These family caregiver outcomes, in the context of general caregiving, 

are well-established in caregiving research. Yet, few studies have examined family caregiver or 

family outcomes during the transition to EOL care. Research has yet to establish how specific 

caregiving transitions, such as the transition to EOL care, may relate to caregiving outcomes at 

the individual and family level.  
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Family Outcomes 

The transition to EOL care may be a point of crisis for families for a variety of reasons. 

Demographic shifts, such as late-life divorce and declining fertility rates, have created 

increasingly complex family networks in which members must navigate caregiving 

responsibilities (Carr & Utz, 2020). Further complicating such dynamics is the fact that family 

caregiving at the EOL requires families to adjust roles and has the potential to both place strain 

and even strengthen relationships (Rabow et al., 2004). For example, caregiving stress and 

responsibilities may cause stress throughout the family, beyond the primary caregiver and care 

receiver (Henry et al., 2018). Some caregivers struggle to relinquish old beliefs and feelings 

about the care receiver and their relationship, resulting in difficulty adjusting to new familial 

roles and expectations associated with EOL care (Roberto & Jarrott, 2008). One such expectation 

of family caregiving during the transition to EOL care that may cause additional emotional strain 

is the responsibility of medical care decision making. Despite actively participating in EOL 

decision-making, most families only receive sparse information on EOL care from health care 

providers and oftentimes it comes very late in the dying trajectory (Phillips & Reed, 2010). The 

EOL stage can also result in the presence of family members who have not been involved in 

previous care and decision-making, which may contribute to family conflict (Kramer & Boelk, 

2015). Thus, family dynamics, including how families communicate, may play a role in the 

experiences of caregiving at the EOL.  

Family Caregiver Outcomes 

Although literature identifying the risks and rewards of family caregiving has been well 

established (Pinquart & Sörensen, 2003), the research addressing the antecedents and 

consequences of caregiving at the EOL is scant. However, it is known that many family 
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caregivers report a lack of knowledge and skills necessary for providing EOL care and feel 

unprepared for this role (Given & Reinhard, 2017). During this transition period, family 

caregivers may be expected to meet the increasing physical needs of their care receiver, provide 

medical assistance that they are not trained for, cope with challenges associated with increasing 

cognitive decline, and balance responsibilities including caregiving, employment, and other 

family roles. Perceptions of low preparedness are associated with poor health and well-being 

outcomes in family caregivers (Nielsen et al., 2016). For example, feeling unprepared and 

lacking the ability to access support through family, friends, and/or service providers creates 

additional stress and burden for family caregivers (Ornstein et al., 2017). In addition, family 

members providing EOL care are even more vulnerable to depression, health problems, and 

increased mortality rates than the general population, and all aspects of their life are affected 

including physical, emotional, and social well-being (Oliver et al., 2013) than caregivers not 

providing EOL care. The strain and exhaustion of family caregiving impede caregiver self-care 

behaviors and results in relational deprivation from a loss of social contacts (Roberto & Jarrott, 

2008). Compared to non-EOL caregivers, most EOL family caregivers report having no time for 

themselves (Ornstein et al., 2017). 

Further complicating the EOL caregiving experience is the fact that many family 

caregivers, while providing intense care (e.g., home medical treatments, organization of 

medications) and making difficult care decisions (e.g., deciding when health needs are 

emergent), must adjust other family and work-related roles (Stephens & Franks, 2009) to 

accommodate the time and burden associated with EOL caregiving. Such family and work role 

adjustments may include family caregivers that are still employed and taking care of their own 

children (Stephens & Franks, 2009). Personal and social relationships may suffer from lack of 
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involvement (Greene & Kropf, 2014) as caregiving responsibilities limit time available for social 

interaction (Lai & Thomson, 2011). Thus, role conflict (e.g., trying to balance work, family, and 

caregiving responsibilities) during EOL care may leave family caregivers more vulnerable to 

emotional stress and physical strain (Given & Reinhard, 2017). Recognizing the importance and 

burden of EOL caregiving, many family caregivers jeopardize their own health in the process of 

caring for another person (Roberto & Jarrott, 2008).  

Whereas much of family caregiving research focuses on the negative outcomes 

associated with this role, there exists many benefits of providing care to a family member. With 

support from family, friends, and community services and resources, family caregivers can cope 

quite well with their role and derive benefits from the caregiving experience (Pinquart & 

Sörensen, 2003). Family caregivers report feeling closer to the family member being cared for, 

satisfaction at fulfilling one’s duty (Pinquart & Sörensen, 2003), and personal gain in the form of 

inner growth by instilling a sense of purpose (Bainbridge et al., 2009). Family members may 

gain a sense of competence and build confidence in other relationships as a result of their 

caregiving role (Roberto & Jarrott, 2008). Although these findings are not specific to EOL care, 

perhaps the transition to EOL caregiving may further enhance these experiences; future research 

should examine the rewards of providing care at the EOL. End-of-life caregivers often view their 

role as generative, in that they are nurturing others, contributing to society by providing care, and 

experiencing an intense awareness of their own mortality (Phillips & Reed, 2010). Caregivers 

may value the opportunity to enhance the care receivers’ present quality of life and create a 

legacy that honors them and their relationship (Phillips & Reed, 2010). It is clear that family 

relationships may play a key role in how family caregivers’ experience their role during the 

transition to EOL caregiving.  
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Bronfenbrenner urged the importance of using the bioecological theory to connect theory 

to research method and practice. Across theory, research, and practice, it is understood that 

human development is not fixed or linear. Every individual developmental trajectory, such as 

family caregivers’, and family outcome is influenced and responsive to person characteristics, 

context, time, processes, and the interaction between these properties. In response to proximal 

processes, developmental and family outcome trajectories are continuously adapting, organizing 

and reorganizing, and subject to change across the lifespan (Osher et al., 2017). Our conceptual 

framework, utilizing bioecological theory, provides not only a path to examine how family 

dynamics influence family caregiver preparedness for the transition to providing EOL care, but 

also direction to bring theory and basic science together to improve support delivered to aging 

families and family caregivers. 

Future Directions for Research Using This Conceptual Framework 

Applying the proposed conceptual framework in future research studies allows for the 

examination of individual- and family-level constructs, the interactions between them, and a 

variety of aging and family caregiver outcomes. For example, a study on predictors of family 

conflict at the EOL found that it is important to evaluate historical and current family 

relationship quality, resources, and advance care planning discussions (Kramer & Boelk, 2015). 

Another example addresses the tasks and responsibilities of caregivers, of which a vast amount 

of research exists (Pinquart & Sörensen, 2011; 2003), and yet little is known about how and why 

families allocate tasks and responsibilities to certain family members, especially during the 

transition to EOL care. These examples highlight the gaps in caregiving research, which lacks 

focus on both family-level experiences and transitions to EOL care. 
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To advance theoretical and empirical research in family caregiving, research design must 

bridge the conceptual framework to applied research through thoughtful selection of research 

methods. Ultimately, a mixed-methods, longitudinal study that allowed for following individuals 

and families through their caregiving experiences, including before and during the transition to 

EOL care, throughout EOL caregiving, and through bereavement would be ideal. However, it is 

important to establish empirical support of the conceptual framework before investing time and 

resources in such a longitudinal study. A quantitative approach allows for the exploration of 

operationalized constructs identified in the framework, including the relationships between 

possible mediators and moderators of family and family caregiver outcomes. As previously 

reviewed, such mediators and moderators include family communication, family support, 

advance care planning, and care-related family decision making. Following the establishment of 

basic science, research on families and the transition to EOL care can progress to family-level 

intervention development and testing.  

A brief review of caregiver intervention meta-analyses and systematic reviews (Corry et 

al., 2014; Knight et al., 1993; Lopez-Hartmann et al., 2012; Northouse et al., 2010; Schulz et al., 

2020; Sörensen et al., 2002) reveal several gaps in applied research relevant to the transition to 

EOL caregiving. Intervention programs specific to the EOL caregiver population are limited, and 

of those that exist, few interventions have been rigorously tested, are descriptive in nature, and 

include only small pilot studies (Oliver et al., 2013). There is growing recognition for the need to 

develop programs to help family caregivers self-identify and recognize the importance of seeking 

help from family members, friends, and community services and resources when making the 

transition to EOL care so they can provide effective care, best meet the EOL wishes for their 

family member, and protect their own well-being (Rosalynn Carter Institute for Caregiving 
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[RCIC], 2012). Using the conceptual framework proposed in this review to guide development 

of interventions may enhance the assistance already provided by hospice and palliative care 

programs and provide opportunities to reach families and caregivers before they become 

overwhelmed with the responsibilities of providing EOL care. 

These recommendations can guide future research in family dynamics across the life 

course and EOL caregiving and support the development of intervention programs that aim to 

improve the health and well-being of family caregivers. The proposed conceptual framework, 

founded in principles of bioecological theory, can be used to examine how family dynamics may 

be associated with preparedness for the transition to EOL care. This basic science is the first step 

to inform the development of a family-level, strengths-based intervention. Developing and 

testing the efficacy of an intervention will be the next step to determine if family factors, such as 

cohesion, flexibility, and communication, may improve family caregiver preparedness for the 

transition to EOL caregiving. When theory and basic science guide the development of 

interventions and programs that support families through caregiving transitions, family 

caregivers may be more prepared to provide quality care to their care receiver, which results in 

improved well-being for both (RCIC, 2012). Expanding theory and research foci from the family 

caregiver and care-receiver dyad to family caregiving systems will improve researchers’ ability 

to explore the diverse and complex contexts of family caregiving. The conceptual framework for 

family dynamics and the transition to EOL caregiving provides a theoretically sound base from 

which to guide advances in caregiving research. 

Conclusion 

The research presented in this review demonstrates the importance of advancing 

theoretical and empirical approaches to understanding the experiences of families and their 
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caregiving experiences during the transition to EOL care. Caregiving research abounds, yet 

researchers and practitioners must not assume the results apply to all family systems and 

caregiving experiences, including the transition to EOL care. The purpose of this study was to 

briefly review the research on EOL family caregiving and provide an innovative conceptual 

framework with which to examine how family dynamics may be associated with how family 

caregivers experience the transition to EOL caring. Caregiving is now considered a normative 

event in the life course and focusing on caregiving transitions and the family context may offer 

novel methods to improve caregiver outcomes. In the future, we plan to use the conceptual 

framework to guide research and intervention development to investigate why and how families 

get involved in EOL caregiving, how families navigate EOL caregiving decisions, and how 

family dynamics relate to resilience during the transition to EOL care. We hypothesize that 

investigating these questions within the family context of caregiving will lead to identification of 

new variables that impact family caregiver health, well-being, burden appraisal, and 

preparedness for the transition to EOL care. Ultimately, the gaps in caregiving research and 

recommendations in aging research have necessitated new approaches to study design and 

intervention development. Our conceptual framework for the transition to EOL family caregiving 

offers a dynamic and innovative theoretical approach to studying the complexities of family 

caregiving and may perhaps create a space for new research questions on the quest to advance 

the study of family caregiving.  
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CHAPTER 3 
 

FAMILY CAREGIVERS’ FEELINGS OF PREPAREDNESS FOR THE  
 

TRANSITION TO END-OF-LIFE CAREGIVING 
 
 
 

Family caregiving is a role that many individuals will assume at some point in their lives. 

In fact, nearly 20% of adults are providing some type of care to an adult family member or friend 

with health or functional needs (National Alliance for Caregiving (NAC) & AARP, 2020). 

Family caregiving can be broadly defined as providing assistance to another adult individual, 

including a family member, partner, friend, or neighbor (Gitlin & Wolff, 2011; National 

Academies of Sciences, Engineering, and Medicine (NASEM), 2016) in a variety of 

circumstances, including different living arrangements and duration and type of care provided. 

Regardless of how researchers, health care professionals, service providers, families, or 

individuals define the caregiving role, family caregiving is now considered a normative 

developmental experience (NASEM, 2016) that brings with it a variety of challenges and 

opportunities. As family caregivers represent nearly every age, and all genders, races, ethnicities, 

and income-levels, improving outcomes for family caregivers should be a national priority and of 

critical importance in research. 

 Decades of research on family caregiving has confirmed that the stressors and burdens 

associated with caregiving can negatively affect a caregiver’s physical and emotional health and 

well-being (Goode et al., 1998; Pinquart and Sörensen, 2003; Schulz 2020). However, 

researchers continue to study the varying contexts family caregiving occurs within to better 

understand and address specific factors that may improve caregiver outcomes. For example, 

health care for an aging or ailing family member continues to move increasingly into family 
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homes, placing more caregiving responsibilities and burden on the family caregiver (McMillan, 

2005). In addition, those caregiving responsibilities often intensify as the age or disease of care 

receivers progresses (Bainbridge et al., 2009).  

Providing care for a family member at the end of their life brings additional 

psychological, physical, and financial burden to family caregivers (Bainbridge, et al., 2009). 

End-of-life (EOL) caregiving can be defined as “comprehensive care that addresses medical, 

emotional, spiritual, and social needs during the last stages of a person’s terminal illness. Much 

of this care is palliative or supportive, and provided when life-prolonging treatment and 

interventions are no longer appropriate” (Given & Reinhard, 2017, p. 50). Few studies exist that 

examine how family caregivers prepare for the additional challenges and burdens associated with 

EOL caregiving, and researchers are beginning to recognize that the transition to EOL caregiving 

is a distinction in the caregiving role that warrants further investigation (Ornstein et al., 2017). 

Examining the mechanisms that help family caregivers feel more prepared for the unique 

challenges associated with EOL caregiving may help improve family caregiver health and well-

being. This research may support family caregivers in their role as a caregiver, but also as they 

experience the death of their care receiver and through bereavement and grief. Although studies 

continue to explore the diverse contexts of caregiving, including the trajectories of care between 

different diagnoses and aging outcomes, advancing caregiving research requires an investigation 

of how family caregivers navigate these transitions and how prepared they feel to take on 

additional and potentially more complex caregiving responsibilities.  
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Literature Review 

Family Caregiving Transitions 

Along the caregiving trajectory, there are several transitions that may require family 

caregivers to adjust the amount and type of care they provide (NASEM, 2016). These transitions 

often bring new challenges for family caregivers. For example, one study found that abrupt 

changes in the caregiving role, such as from a medical emergency, are associated with increased 

stress and depression over time (Ivery & Muniz, 2017). In addition, family caregivers must often 

adjust other roles and responsibilities (such as employment and parenting) to meet the increasing 

care needs of their care receiver (NASEM, 2016). Caregiving transitions may even be perceived 

as times of crisis for families (Christ & Blacker, 2005) if family members disagree about the 

course of action for medical treatment, where treatment should be provided, or how family roles 

and responsibilities must shift to accommodate transitions in care (NASEM, 2016). As families 

navigate these decisions and family caregivers experience increasing complexity and scope of 

their caregiving responsibilities, caregivers may also experience greater stress and tension as 

they balance the expectations of family members, the needs of the care receiver, and their own 

health and well-being (Ivery & Muniz 2017). Yet, research on family caregivers’ experiences 

during caregiving transitions is limited (Burton et al., 2003; Given & Reinhard, 2017). 

Caregiving transitions are often anticipated periods of time that may be an opportunity to provide 

education and support to family caregivers (Christ & Blacker, 2005), which may improve 

caregiver health and well-being outcomes.  

Caregiver Preparedness 

Preparation for the caregiving role and future caregiving transitions is essential for 

adapting to and coping with the stressors and emotions associated with caregiving (Waldrop et 
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al., 2005). Caregiving preparedness has both practical and emotional components (Waldrop et 

al., 2005), can range from the abstract (becoming aware of care needs) to concrete activities 

(such as advance care planning conversations) (Fowler & Fisher, 2009), and can be broadly 

defined as family caregivers’ perception of their readiness for the tasks, responsibilities, and 

demands of the caregiving role (Henriksson & Ârestedt, 2013). Gitlin and Wolff (2011) 

identified several core competencies families and family caregivers need for caregiving 

transitions, including effective communication, problem-solving skills, advocacy, conflict 

management, coordination of care, and self-care. In addition, family caregivers need specialized 

knowledge and skills relevant to their care receiver’s particular needs (NASEM, 2016). 

Preparedness for the caregiving role may protect family caregiver well-being (Henriksson & 

Ârestedt, 2013), yet most caregivers receive inadequate preparation for the responsibilities they 

assume (NASEM, 2016). In addition, studies have shown that families rarely prepare for future 

care needs (Fowler & Fisher, 2009; Gitlin & Wolff, 2011; Given & Reinhard, 2017), nor do they 

communicate with each other about their expectations for caregiving or care receiving. Without 

taking steps to prepare for future care needs or communicating with family about wishes and 

plans for future health goals and medical treatment, family caregivers may lack the knowledge, 

tools, and skills necessary for adhering to their care receiver’s expectations for care and meeting 

the challenges of caregiving. 

 Without the resources required for caregiving, including insufficient health care 

information, coping skills, help from other family members or formal care, and community 

resources, family caregivers can experience high levels of stress (Roth et al., 2015), worry, 

depression, and caregiver burden (Henriksson & Ârestedt, 2013). Specific to caregiving 

transitions, feelings of preparedness may protect family caregivers from perceiving caregiving as 
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increasingly challenging and burdensome as care receiver’s needs change and caregiving 

demands increase (Henriksson & Ârestedt, 2013).  

During the transition to EOL caregiving, family caregivers and other family members 

may face important and emotional medical decisions (such as shifting from curative to comfort 

care) and increasing care needs of the care receiver. Researchers have suggested that experiences 

and planning in the early stages of an illness and caregiving may shape caregivers’ preparedness 

and expectations for care during the EOL stage (Penrod et al., 2011). Yet, studies in family 

caregiving research that focus on preparedness for EOL caregiving are limited.  

Preparedness for EOL Caregiving 

The EOL stage is often difficult to define for both families and health care professionals, 

however, Waldrop and colleagues (2005) identified four characteristics associated with the 

transition to EOL caregiving. First, families recognize the terminality of the care receiver’s 

illness and that they are dying. Next, health care professionals share information about the 

changing care needs of their patient, often discussing the option of the transition from curative to 

comfort care or offering palliative or hospice care. In addition, family members and caregivers 

often observe declines in their care receiver’s physical and executive functioning. Finally, the 

transition to EOL caregiving is often marked by final care decision making. Defining 

preparedness for this stage of caregiving should include feelings of readiness for the emotional, 

psychosocial, and spiritual challenges associated with loss and the approaching death of the care 

receiver (Nielsen et al., 2016).  

The few studies that examine preparedness for EOL caregiving typically focus on how a 

family caregiver is preparing for the death of their care receiver (Nielsen et al., 2016) rather than 

preparedness for the transition to EOL caregiving. Of these studies, low preparedness for EOL 
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caregiving has been associated with increases in caregiver depression and anxiety (Aoun et al., 

2018), less frequent use of hospice services (Kumar et al. 2020), and complicated grief after the 

care receiver dies (Nielsen, et al., 2016). Yet, several barriers are identified in caregiving 

research that may hinder preparation for EOL caregiving. For example, as their care receivers 

near the end of life, family caregivers tend to focus on the needs of the care receiver over their 

own well-being (Penrod et al., 2011). In addition, information and resources from health care 

providers or hospice personnel to support family caregivers often comes too late in the dying 

trajectory to prepare them for the EOL caregiving role (Phillips & Reed, 2010). Further 

exacerbating the lack of support for family caregivers during this time, almost one in four family 

caregivers providing EOL care report that they provide care without help from other family 

members or friends (Ornstein et al., 2017). These studies demonstrate how the psychosocial 

burden on family caregivers during EOL caregiving may exceed the burden of care needs of the 

care receiver (Oechsle, 2019), and highlight the importance of preparing for this role. 

When family caregivers feel prepared for the EOL transition, they experience lower 

levels of caregiver strain (Henriksson & Ârestedt, 2013) and families experience less conflict 

over EOL decision making (Fowler & Fisher, 2009; Gitlin & Wolff, 2011; Waldrop et al., 2005). 

Caregiver preparedness for the transition to EOL caregiving may be associated with better 

mental health (Henriksson & Ârestedt, 2013) and positive caregiving outcomes such as a 

stronger relationship with their care receiver (Pinquart & Sörensen, 2003), inner growth and a 

sense of purpose (Bainbridge et al., 2009), and confidence in their caregiving role (Roberto & 

Jarrott, 2008). As more individuals are living longer, and caregiving responsibilities increasingly 

fall to family members, identifying the risk factors associated with a lack of preparation for the 

caregiving role is important for improving outcomes for family caregivers. Overlooking the 
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transition to EOL caregiving as a critical point for family caregivers’ physical, mental, and 

emotional well-being is a barrier to advancing caregiving research. Addressing this gap in 

caregiving research is crucial for understanding and supporting family caregivers’ health and 

well-being across the caregiving trajectory and through the death and bereavement of their care 

receiver.  

Theoretical Framework 

 Bioecological theory (Bronfenbrenner & Morris, 2006) provides the foundation for this 

study, and the Conceptual Framework for a Bioecological Model of Family Dynamics and the 

Transition to EOL Caregiving (Fox et al., 2021) is used to examine concepts related to 

preparedness for family caregiving. Bioecological theory focuses on four areas that predict 

individual developmental outcomes: person, context, time, and proximal processes 

(Bronfenbrenner & Morris, 2006). In this study, it is important to examine what factors in each 

of these focus areas may be associated with preparedness for EOL caregiving. Personal factors, 

such as age, gender, and race, may be associated with preparedness, as they are known to be 

related to disparities in caregiving intensity and caregiver quality of life (Cohen et al., 2017). For 

example, an older adult caring for a spouse may feel more prepared for the caregiving role than a 

young adult caring for a parent with new medical diagnosis. Similarly, context also matters. For 

family caregivers, contextual factors that may be related to preparedness include the reasons they 

are providing care (and their willingness to take on that role), the burdens associated with 

caregiving responsibilities, and varying contextual characteristics of caregiving, such as the care 

receiver’s diagnosis or how many other family members help provide care. Time may also 

contribute to preparedness, such that passage of time may allow family caregivers to build skills, 

establish a support network, or develop a routine for providing care. Finally, the interactions 
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between an individual and contexts and environments, or proximal processes (such as family 

communication), may be associated with family caregivers’ feelings of preparedness for the 

transition to EOL caregiving. Further exploration of these focus areas may provide a better 

understanding of what may be indicators of varying levels of caregiving preparedness, or what 

factors may be associated with feelings of preparedness for the EOL caregiving role.  

Purpose of this Study 

 This study is an exploration of family caregivers’ feelings of preparedness for the 

transition to EOL caregiving. As demonstrated in the literature review, few studies have focused 

on the antecedents of preparing for EOL caregiving, and this study may inform future basic and 

applied research and practice to identify individuals who may feel underprepared to take on the 

role of providing care at EOL. Exploration of this topic and future studies may also help identify 

mechanisms of change for preparing families and individual caregivers for the transition to EOL 

care and improve family caregiver health and well-being outcomes. The purpose of this study is 

to investigate how family caregivers perceive their preparedness for the transition to EOL care, 

and what factors may be associated with those feelings of preparedness. This study is a 

foundational component of answering a broader research question examining if and how family 

dynamics are associated with family caregivers’ feelings of preparedness for the transition to 

providing EOL care. Based on previous research described in the literature review and using 

bioecological theory to guide this research, this study tests the following hypotheses: 

H1: Personal demographics such as age, gender, race, education, and income, will be 

associated with feelings of preparedness for EOL caregiving.  

H2: Characteristics of caregiving, such as having another person providing care, will be 

associated with feelings of preparedness for EOL caregiving. 
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H3: Cultural reasons for providing care will be associated with preparedness for EOL 

caregiving, such that family caregivers with more cultural reasons for caregiving will feel 

more prepared for EOL caregiving than caregivers with less cultural reasons for 

caregiving. 

H4: Burden of caregiving will be associated with preparedness for EOL caregiving, such 

that family caregivers who report greater perceived caregiving burden will be associated 

with lower feelings of preparedness than caregivers who report less perceived caregiving 

burden.  

H5: Duration of care will be associated with preparedness for EOL caregiving, such that 

family caregivers who have provided care for longer will feel more prepared for EOL 

caregiving than caregivers providing care for shorter periods of time. 

H6: Number of tasks completed related to EOL conversations and decision making will 

be associated with preparedness for EOL caregiving, such that family caregivers who 

have completed more tasks will report feeling more prepared for EOL caregiving than 

caregivers who have completed fewer tasks.  

Method 

Sample  

 Prior to national recruitment efforts, a survey for family caregivers was pilot tested with 

six participants. These participants provided feedback on the ease of survey completion, clarity 

of questions, and how responses may have been different given survey completion during the 

COVID-19 Pandemic (Savla et al., 2021). Recommended changes, including minor edits and the 

addition of definitions for certain terms, were made to the survey and efforts began for wide 

distribution.  



54 

Online communication and advertisements were employed to recruit 523 family 

caregivers for this study. A variety of national and local aging and caregiving service agencies 

shared a recruitment flyer in emails or newsletters to their guests or clients. The agencies and 

services included county offices on aging, adult day care centers, caregiver support groups, 

religious organizations, and professional organizations related to aging and family caregiving 

research. In addition, recruitment flyers were posted around local grocery stores, community 

centers, and public libraries. The recruitment flyer and communication included a short 

description of the research aims, a definition of a family caregiver, eligibility criteria, and a link 

to the survey website hosted on a Qualtrics application (Qualtrics, 2020). To be eligible to 

participate in the study, individuals needed to consent to participate and be over the age of 18 

years old providing unpaid care to a family member over the age of 18 years old. Participants 

were asked how many family members they were providing unpaid care or assistance to, and if 

more than one, were asked to complete the survey referring to the individual they provide the 

most care to as their care receiver. Individuals were excluded from analysis if they had been 

providing care for less than six months, knowing that the first few months of caregiving can be 

an adjustment period that may impact feelings of preparedness.  

Procedure 

 All human subject procedures complied with the institutional review board protocol. 

After recruitment, family caregivers were asked to complete a self-report survey online. The 

survey took 20 to 30 minutes to complete, and participants were instructed that they could pause 

survey completion and return to the survey within two weeks. The survey was anonymous and 

de-identified if the participant provided follow-up contact information. Participation and survey 

completion was voluntary, and compensation was provided in the form of a drawing for one of 
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ten $50 Amazon gift cards. Study participants were required to read a cover letter that included 

consent prior to accessing the survey. The letter explained the study purpose, potential harms and 

benefits, and the procedure to maintain anonymity of information shared. Participants were 

informed that there were no known risks or benefits for participating in the survey. However, 

because survey questions may have brought up negative feelings or emotions, participants were 

told the research team would coordinate with local agencies to make a referral for counseling 

services in their area if necessary. Participants were informed of the importance of the survey to 

better understand the strengths and needs of caregivers and their families in order to inform 

research, services, and programming for caregivers.  

Measures 

 The survey measures used in this study had strong psychometric properties and additional 

questions related to the caregiving experience were created based on bioecological theory. The 

survey included questions about caregiver and caregiving characteristics, demographics of the 

caregiver and care receiver, preparedness, cultural reasons for caregiving, and burden appraisal 

(stress associated with caregiving). 

Preparedness 

 Preparedness was assessed using an adaptation of the Preparedness for Caregiving Scale 

(PCS; Archbold et al., 1990). The PCS measures how well-prepared caregivers believe they are 

for different domains of caregiving. The PCS includes questions such as “How well prepared do 

you think you are to take care of your family member’s physical needs,” and “How well 

prepared do you think you are to get the help and information you need from the health care 

system.” (Zwicker, 2018). Participants respond on a 5-point Likert scale ranging from not at all 

prepared (1) to very well prepared (5). Responses were scored by taking the mean of all items 
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answered, with higher scores indicating the caregiver feels more prepared for caregiving and 

lower scores indicating feeling less prepared. Multiple studies have reported on the internal 

consistency of the PCS (Archbold et al., 1990; Hudson & Hayman-White, 2006; Pucciarelli et 

al., 2014), with Cronbach’s alpha ranging from .88 to .94. 

 To further investigate perceptions of preparedness for the transition to providing EOL 

care, 6 items were added to the PCS in the survey. Questions added include “How well prepared 

do you think you are to meet the end-of-life medical needs of your care receiver,” and “How 

prepared do you think your family members are (or were) for the transition to end-of-life care for 

your care receiver?”. The additional items were reported on the same 5-point scale and scored 

using the PCS method. Cronbach’s alpha for the extended preparedness measure (including both 

the established and new questions) was .94, indicating the measure was reliable with this sample 

of caregivers. 

Number of Tasks Completed to Prepare for the Transition to EOL Care 

 The number of tasks completed to prepare for the transition to EOL care measure was 

created to identify the different steps caregivers had taken to prepare for EOL caregiving. The 

measure included nine tasks ranging from have you “talked to your care receiver about their 

spiritual or religious needs when nearing the end of their life” to have you “signed official papers 

naming a person or group of people to make medical decisions for your care receiver if they 

become unable to do so”. For each question, participants were presented with a two-part option 

for responding. First, caregivers could choose between No, but I plan to approximately… or Yes, 

I did this approximately…. If they responded yes, they had the option to choose if they had done 

this approximately 3 months ago, 6 months ago, 1 year ago, or more than a year ago. If 

participants responded no, they had the option to choose if they planned to complete this task 
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approximately 3 months from now, 6 months from now, 1 year from now, more than a year from 

now, I never plan to discuss this, or I don’t know. For the purpose of this study, responses were 

coded as no or yes for completing each task and summed to create a scale score of number of 

tasks completed related to preparing for EOL caregiving.  

Cultural Reasons for Caregiving 

 The Cultural Justifications for Caregiving Scale (CJCS; Dilworth-Anderson et al., 2005) 

was used to measure caregivers’ cultural reasons and expectations in providing care. Participants 

were presented with a dichotomous response (no or yes) and the 10-item measure was scored by 

summing responses. Questions include “I give care because I was taught by my parents to take 

care of older dependent family members,” and “I give care because my family expects me to 

provide care”. Higher scores indicate stronger cultural reasons for giving care. Cronbach’s alpha 

from a sample of caregivers (Dilworth-Anderson et al., 2005) was .86. The measure also had 

acceptable reliability with this sample of family caregivers (α = .75).  

Burden Appraisal 

 Burden appraisal was assessed using the Short Form Zarit Burden Interview (ZBI-12; 

Bédard et al., 2001). The 12-item scale measures the perceived stress of providing care on the 

physical and emotional health, relationships, and social life of caregivers. Participants responded 

using a 5-point Likert scale ranging from 1 (Never) to 5 (Nearly always). Questions include “Do 

you feel stressed between caring for your relative and trying to meet other responsibilities 

(work/family),” and “Do you feel that your relative currently affects your relationship with 

family members or friends in a negative way”. A recent study of the ZBI-12 resulted in very 

good internal consistency, α = .81, for use with family caregivers (Gratão et al., 2019), and was 

highly reliable (α = .91) with this study’s sample of family caregivers. 
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Caregiving Stage 

 To further examine the characteristics of care provided by family caregivers, and to 

understand how family caregivers defined their role, caregivers were asked to describe their 

current stage along a caregiving trajectory on a sliding scale. Participants could respond along 

the following categories: sporadic care (awareness of problem, accompany to doctor, help with 

light errands, checking-in, monitoring), regular care (monitor symptoms or medication, 

coordinate care, helping with household tasks), increasing care demands, personal care 

(increased supervision of care receiver, personal care assistance, provide health care assistance or 

manage symptoms), end-of-life and comfort care (advance care planning, minimize suffering and 

symptom control, provide emotional support), or nearing death of care receiver. This scale of a 

caregiving trajectory was adapted from an example of a dementia care trajectory (NASEM, 

2016).  

Data Analysis 

After data were collected, recorded, and coded, analyses were conducted in SPSS version 

26 (IBM, 2019) to examine study hypotheses. The data were analyzed to investigate how family 

caregivers perceive their preparedness for the transition to EOL care, and what factors may be 

associated with those feelings of preparedness. Descriptive statistics were used to identify the 

demographic characteristics of family caregivers included in the study, as well as characteristics 

of their caregiving role and responsibilities. Next, a parallel analysis and exploratory factor 

analysis (EFA) was conducted to decompose the construct of caregivers’ feelings of 

preparedness. Maximum likelihood extraction with direct oblimin rotation was used to extract 

factors. Upon extraction and rotation, each factor was identified and labeled. After the EFA was 

conducted, several one-way analyses of variance (ANOVA) and Tukey’s HSD post-hoc tests 
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were conducted to examine differences in the means of the preparedness for EOL caregiving 

factor by levels of different caregiver demographics and characteristics (gender, race, ethnicity, 

marital status, education level, employment, income, living arrangement with the care receiver, 

how many individuals caregivers are providing care to, the relation of the care receiver to the 

caregiver, duration of care, hours of care provided each week, if there is another care provider 

for the care receiver, and stage of care along the caregiving trajectory). A multiple regression 

analysis was conducted to examine which of the hypothesized predictors (i.e., cultural reasons 

for caregiving, burden of caregiving, duration of care, and number of tasks related to EOL 

caregiving completed) were associated with mean differences in the preparedness for EOL 

caregiving factor after controlling for caregiver demographics. 

Results 

Sample demographics and characteristics 

Of the 523 individuals who accessed the survey, 252 family caregivers were included in 

analyses for this study (see Figure 3.1). Results from Little’s Missing Completely At Random 

test (ꭓ² (179, N = 336) = 171.497, p = .643) indicated that data were missing at random, 

therefore, participants with no responses to the preparedness measures were removed from 

analysis using listwise deletion. The age of family caregivers ranged from 20 years old to 81 

years old (M = 52.5 years, SD = 14.53 years), whereas the age of their care receiver ranged from 

18 years old to 97 years old (M = 68.5 years, SD = 18.24 years; Table 3.1). The average family 

caregiver participant was female (55.2%), White (50.4%), non-Hispanic, Latino, or Spanish 

origin (51.6%), married or in a domestic partnership (49.2%), employed full-time (19.8%), 

earned a bachelor’s degree (16.7%), had a yearly household income above the national poverty 

level for a 4-person household (45.6%), and lived with their care receiver (42.1%).  
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Figure 3.1. Flow Diagram of Online Cross-Sectional Survey Completion by Individual Family 

Caregivers.  

Note. The total number of individuals who completed the preparedness measure, n = 252, were 
included in this analysis. 
 
  

N = 523
• Individuals who opened online survey

n = 501
• 22 individuals did not consent

n = 439
• 62 individuals were not currently providing care to an adult family member 

n = 413
• 26 had only been providing care for less than six months

n = 252
• 161 closed out of survey early or had missing values in preparedness measure
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Table 3.1. Sample Demographic Characteristic Descriptive Statistics Including Mean (M) and 

Standard Deviation (SD) for Age and Sample Size (n) and Percentage (%) for Categorical 

Characteristics for the Participants Eligible for the Study (N = 252). 

 
 Caregiver Care Receiver 

               M SD M SD 

Age, years     Caregivers: 20-81 52.5 14.53   
     Range       Care receivers: 18-97   68.5 18.24 
 n % n % 

Gender identity     
Female 139 55.2 78 31.0 
Male 22 8.7 81 32.1 
Non-binary 0 0.0 1 0.4 
Prefer not to say 2 0.8 1 0.4 

Race     
American Indian or Alaskan Native 2 0.8 1 0.4 
Asian 6 2.4 6 2.4 
Black or African American 12 4.8 14 5.6 
White 127 50.4 128 50.8 
Other or multiple race 16 6.3 14 5.6 

Ethnicity     
Hispanic, Latino, or Spanish origin 22 8.7 18 7.1 
Not Hispanic, Latino, or Spanish origin 130 51.6 135 53.6 

Marital Status     
Single, never married 17 6.7 24 9.5 
Married or domestic partnership 124 49.2 83 32.9 
Widowed 5 2.0 41 16.3 
Divorced 17 6.7 13 5.2 
Separated 0 0.0 2 0.8 

Employment status     
Employed full-time 50 19.8 8 3.2 
Employed part-time 34 13.5 9 3.6 
Unemployed, stay-at-home parent 15 6.0 5 2.0 
Unemployed, student 2 0.8 3 1.2 
Unemployed, looking for work 5 2.0 1 0.4 
Unemployed, not looking for work 2 0.8 4 1.6 
Unemployed, disabled/not able to work 6 2.4 41 16.3 
Retired 49 19.4 92 36.5 

Highest level of education completed     
Less than high school 3 1.2 29 11.5 
High school/GED 24 9.5 50 19.8 
Post-secondary technical training 12 4.8 8 3.2 
Some college 35 13.9 20 7.9 
Associate degree 14 5.6 8 3.2 
Bachelor’s degree 42 16.7 31 12.3 
Graduate degree 33 13.1 16 6.3 

Yearly household income based on national poverty level:   4-person household 2-person household 
Below poverty level 47 18.7 81 32.1 
Above poverty level 115 45.6 80 31.7 

Living arrangements for caregiver/care receiver dyad    
Caregiver lives with care receiver   106 42.1 
Lives apart from care receiver:     

                    Care receiver lives in own home, alone 26 10.3 
                    Care receiver lives in own home with spouse or partner 21 8.3 
                    Care receiver lives in an assisted living facility 9 3.6 
                    Care receiver lives in a skilled nursing facility 1 0.4 

Note. Frequencies and percentages may not sum to group totals due to unreported data. 
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Although most family caregivers were providing care for only one person, more than 

23% were providing care for two or more individuals (Table 3.2). Thirty-nine percent of 

caregivers were providing care to a parent, 30.2% to a spouse, and the rest to other family 

members. Most family caregivers had been providing care for one to three years (40.5%) and 

providing more than 40 hours per week of care (40.5%). Forty-five percent of caregivers had 

another person who was also providing care for their care receiver, and of those, 13.9% were the 

care receiver’s adult child, 8.3% were the care receiver’s spouse or partner, and 7.9% were a 

professional or paid caregiver. Most (18.3%) of the additional caregivers spent six to twenty 

hours per week providing care. Of family caregivers who identified their caregiving stage, most 

were at the stage of increasing care demands and need for personal care (36.9%), and only 9.1% 

of family caregivers identified their caregiving stage as providing end-of-life or comfort care or 

nearing death of their care receiver.  

Of family caregivers in this study, the most commonly reported primary conditions of 

their care receiver included Alzheimer’s disease or dementia (38.8%, n = 98), physical disability 

(28.6%, n = 72), and intellectual, cognitive, or developmental disability (18.2%, n = 46) (Figure 

3.2). Additional descriptive statistics provide an overview of the tasks related to EOL caregiving 

family caregivers had completed or not (see Table 3.3). The most commonly completed task was 

discussing or planning legal and financial matters (such as estate planning and wills) (n = 103, 

40.9%) and signing official documents naming a person or group of people to make medical 

decision for the care receiver if they became unable to do so (n = 94, 37.3%). Despite these 

preparations, the majority of family caregivers (ranging from 63% to 73%) had not talked with 

their care receiver about the emotions they may be feeling, their spiritual or religious needs, or 

their social needs as they approach the EOL.   
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Table 3.2. Sample Caregiver Characteristics Descriptive Statistics Including Sample Size (n) 

and Percentage (%) of Categorical Characteristics for the Participants Eligible for the Study (N 

= 252). 

 
 n % 

How many family members providing care for?    
One 193 76.6 
Two or more1 59 23.4 

The person you provide care for is your:   
Spouse or partner 76 30.2 
Parent 99 39.3 
Adult child 20 7.9 
Sibling 14 5.6 
Other family member2 43 17.1 

How long providing care for family member?   
6 months to 1 year 34 13.5 
1 to 3 years 102 40.5 
4 to 10 years 66 26.2 
More than 10 years 48 19.0 

How much time do you spend each WEEK providing care?   
5 hours per week or less 28 11.1 
6 to 20 hours per week 77 30.6 
21 to 40 hours per week 45 17.9 
More than 40 hours per week 102 40.5 

Is there another person who also provides care for your care receiver?   
No 137 54.4 
Yes 115 45.6 

What is that person’s relationship to care receiver?   
Spouse or partner 21 8.3 
Parent 13 5.2 
Adult child 35 13.9 
Sibling 9 3.6 
Other family member 9 3.6 
Friend 4 1.6 
Professional or paid caregiver 20 7.9 
Other 3 1.2 

How much time does that person spend each week providing care?   
5 hours per week or less 22 8.7 
6 to 20 hours per week 46 18.3 
21 to 40 hours per week 21 8.3 
More than 40 hours per week 25 9.9 

Identify where you would best describe your current stage along 
caregiving trajectory: 

  

Sporadic care 9 3.6 
Regular care 30 11.9 
Increasing care demands, personal care 93 36.9 
End-of-life, comfort care 17 6.7 
Nearing death of care receiver 6 2.4 

Note. Frequencies and percentages may not sum to group totals due to unreported data. 
1If providing care for more than one person, participant was asked to complete all questions referring to the 
individual they provide the most care for. 
2Other family members included Aunt, Uncle, Grandparent, Sister-, Mother-, or Father-in-law, Cousin, Ex-spouse, 
Partner’s parent. 
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Figure 3.2. Number of Participants with Particular Primary Condition(s) of the Care Receiver, 

as Reported by the Caregiver in Sample (N = 252). 
*End-of-life defined as “person has stopped treatment to cure or control their disease and is nearing end-
of-life, may include palliative care, supportive care, and hospice care.” 
**Other diagnoses included: ALS, arthritis, cerebral palsy, chronic pain, COVID-19, diabetes, mental 
illness, multiple sclerosis, Parkinson’s disease, PTSD, and schizophrenia. 
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Table 3.3. Responses of Whether Caregivers (N = 252) Had Completed Tasks Related to 

Preparing for Their Care Receiver’s (CR) End of Life (EOL) Where N is the Number of 
Participants that Responded to the Question, and n and % are the Number and Percentage of 

Participants that Responded to the Question Affirmatively, Respectively. 

 
 n Yes 

Talked with CR about emotions they may be feeling when nearing the EOL 
(N=156) 

42 26.9% 

Talked with CR about how to meet their spiritual or religious needs when nearing 
the EOL (N=155) 56 36.1% 

Talked with CR about how to meet their social needs as they near EOL (N=158) 43 27.2% 

Talked with CR about the kind of medical care they would want if they were very 
sick or near EOL (N=156) 84 53.8% 

Talked with CR’s doctor about the kind of medical care they want if they are very 
sick or near EOL (N=157) 

74 47.1% 

Signed official papers putting CR’s wishes in writing about the kind of medical 
care they want if they are very sick or near EOL (N=156) 

87 55.8% 

Signed official papers naming a person or group of people to make medical 
decisions for CR if they become unable to do so (N=154) 

94 61.0% 

Discussed or planned legal and financial matters (estate planning, will, etc.) 
(N=155) 

103 66.5% 

Talked with CR about what they would like planned for funeral arrangements 
(N=156) 85 54.5% 

Note. Samples sizes (N) do not total study sample size (N = 252) due to incomplete survey measure. 
 

The Structure of Caregivers’ Feelings of Preparedness 

On average, family caregivers felt the most prepared to respond to and handle 

emergencies that involve their care receiver (M = 3.60, SD, 1.147), and felt least prepared to 

meet their care receiver’s emotional needs at the end of their life (M = 2.61, SD = 1.351; Table 

3.4). Family caregivers also reported, on average, that other family members are not too well 

prepared for the care receiver’s transition to EOL care (M = 2.34, SD = 1.251).  

Exploratory Factor Analysis 

An exploratory factor analysis (EFA) was conducted to examine the structure of the 

preparedness measure. Prior to completing the EFA, assumptions were evaluated. The sample 
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Table 3.4. Descriptive Statistics (Mean (M) and Standard Deviation (SD)) of Caregiver 

Responses to Preparedness Questions (N = 252). 

 

How well prepared do you think you are… M SD 

To take care of your care receiver’s physical needs? 3.54 1.141 

To take care of their emotional needs? 3.39 1.086 

To find out about and set up services for them? 3.48 1.186 

For the stress of caregiving? 2.94 1.213 

To make caregiving activities pleasant for both you and your care 
receiver? 

3.46 1.113 

To respond to and handle emergencies that involve your care 
receiver? 

3.60 1.147 

To get the help and information you need from the health care 
system? 

3.45 1.130 

For the transition to hospice, palliative, or end-of-life care (comfort 
care) for your care receiver? 

2.73 1.403 

To meet the end-of-life medical needs of your care receiver? 2.66 1.386 

To meet their end-of-life emotional needs? 2.61 1.351 

To meet their end-of-life spiritual needs?  2.93 1.408 

To meet their end-of-life social needs? 2.75 1.399 

How prepared do you think your family members are for the 
transition to end-of-life care for your care receiver? 

2.34 1.251 

Overall, how prepared do you think you are to care for your care 
receiver? 

3.50 1.091 

Note. Participants responded on the scale where 1 is “not at all prepared”, 2 is “not too well 

prepared”, 3 is “somewhat well prepared”, 4 is “pretty well prepared”, and 5 is “very well 

prepared”. 
 
size (N = 252) was sufficiently large enough, cases with missing values were removed, and there 

were no univariate or multivariate outliers in the sample. Inspection of the normal probability 

plot as well as the data scatterplot indicated that assumptions of normality and linearity were 

met. In addition, based on the correlation matrix, there was no evidence of multicollinearity, and 

some correlations were large enough to indicate the factorability of the correlation matrix 

(correlations ranged from .305 - .808).  
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 The parallel analysis, using 1000 datasets and the 95th percentile, identified two factors 

to be extracted. Visual inspection of the scree plot, as well as eigenvalues greater than one, were 

used to identify the optimal number of factors to retain (Finch, 2020) for the purposes of this 

exploratory study. Maximum likelihood extraction with direct oblimin rotation was used to 

extract the two factors. The Kaiser-Meyer-Olkin Measure of Sampling Adequacy was 

sufficiently high (KMO = .920) and Bartlett’s Test of Sphericity was significant (ꭓ²(91) = 

2660.291, p < .001), indicating that this sample was suitable for factor analysis. These two 

factors had an intercorrelation value of .70 and explained 62.3% of the variance. Table 3.5 

reports the rotated loadings of variables on two factors, communalities, eigenvalues, Cronbach’s 

alpha, and percentages of variance explained by each factor. Simple structure was observed, and 

all communalities and loadings were high. With a minimum factor loading level of 0.5, all 

preparedness variables were included in one of the two factors, and there were no cross-loaded 

items. The first factor, labeled “general preparedness for caregiving” explained 53.2% of the 

variance and showed a Cronbach’s alpha of .91. This factor included each (and only) those 

questions in the Preparedness for Caregiving Scale (PCS, Archbold et al., 1990). The second 

factor included questions that were added to the PCS for the purpose of this study and were 

associated with preparedness for EOL caregiving. The second factor, labeled “preparedness for 

transition to EOL care” explained 9.2% of the variance with a Cronbach’s alpha of .93.  

One-Way ANOVAs to Examine Caregiver Demographics and Characteristics and Differences 

in Preparedness 

Of the one-way ANOVAs conducted on preparedness for transition to EOL caregiving by 

demographic characteristics, there was only evidence of differences among group means of the 

relation of the care receiver to the caregiver (F(5, 246) = 3.541, p = .004, ƞ² = .06) and stage of  
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Table 3.5. Rotated Factor Loadings, Communalities (h²), Eigenvalues, Percent Variance 

Explained, and Cronbach’s Alpha for Maximum Likelihood Extraction and Direct Oblimin 
Rotation on Preparedness for Caregiving Measure (N = 252). 

 
Preparedness question Factor h² 
 General preparedness 

for caregiving 
Preparedness for 

transition to EOL care 
 

Prepared to care for physical needs .884  .63 

Overall preparedness to care for care receiver .875  .73 

Prepared to care for emotional needs .752  .57 

Prepared to handle emergencies .725  .57 

Prepared to make activities pleasant .704  .53 

Prepared for stress of caregiving .702  .53 

Prepared to get help from health care system .636  .57 

Prepared to set up services for CR .633  .46 

Prepared to meet EOL social needs  .896 .77 

Prepared to meet EOL emotional needs  .881 .82 

Prepared to meet EOL medical needs  .837 .76 

Prepared to meet EOL spiritual needs   .826 .67 

Prepared for transition to EOL care  .765 .64 

Preparedness of family for CR transition to EOL care  .708 .48 

Eigenvalue 7.862 1.581  

Variance 53.16 9.16  

Cronbach’s alpha .913 .929  

Note. Only loadings of at least 0.5 are included. These two factors explained 62.3% of the 
variance. 
 

care along the caregiving trajectory (F(5, 149) = 2.606, p = .027, ƞ² = .08; Table 3.6). Family 

caregivers providing care to a sibling felt more prepared for the transition to EOL caregiving (M 

= 3.57, SD = 1.17) than family caregivers providing care to an adult child (M = 2.13, SD = 1.23) 

or a parent (M = 2.56, SD = 1.08). Family caregivers providing only sporadic care (early in the 

caregiving trajectory) felt less prepared for this transition (M = 1.69, SD = 0.96) than all other 

caregivers further along in the caregiving trajectory (providing more regular and personal care). 

Age was found to be negatively but not meaningfully correlated with preparedness for the 

transition to EOL caregiving (r(161) = -.003, p = .971). In addition, other caregiver 

demographics and caregiving characteristics that were examined and found to not have 
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Table 3.6. Results, Including Means and Standard Deviations, of One-Way ANOVA Tests and 

Tukey HSD Post Hoc Tests of Differences in Preparedness for the Transition to EOL Caregiving 

by Caregiving Demographics or Characteristics (N = 252).  

 
 Preparedness for the transition  

to EOL caregiving 
Caregiver demographic or characteristic n Mean SD 

Gender    
Female 139 2.65 1.20 
Male  22 2.30 1.12 
Prefer not to say 2 3.08 0.59 

Race    
American Indian or Alaskan Native 2 1.92 1.30 
Asian 6 1.92 0.98 
Black or African American 12 2.26 1.30 
White 127 2.69 1.20 
Other or multiple race 16 2.57 1.09 

Ethnicity    
Hispanic or Latino or Spanish origin 22 2.74 1.20 
Not Hispanic, Latino, or Spanish origin 130 2.57 1.23 

Marital Status    
Single, never married 17 2.52 1.20 
Married or in domestic partnership 124 2.64 1.19 
Widowed 5 3.50 1.10 
Divorced 17 2.26 1.10 

Employment    
Employed full-time 50 2.59 1.15 
Employed part-time 34 2.78 1.32 
Unemployed (stay-at-home parent) 15 2.61 1.29 
Unemployed (student) 2 2.83 2.59 
Unemployed (looking for work) 5 2.97 1.03 
Unemployed (not looking for work) 2 1.92 1.30 
Unemployed (disabled, not able to work) 6 2.22 0.80 
Retired 49 2.54 1.16 

Education level    
Less than High School 3 2.78 0.84 
High School diploma/GED 24 2.94 1.43 
Post-secondary technical training 12 3.00 1.26 
Some college 35 2.70 1.17 
Associate degree 14 2.43 1.11 
Bachelor’s degree 42 2.48 1.16 
Graduate degree 33 2.36 1.08 

Income Level (based on US poverty levels for 4-person house)    
Below poverty level 47 2.77 1.22 
Above poverty level 115 2.56 1.18 
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Table 3.6. – continued 

 Preparedness for the transition  

to EOL caregiving 
Caregiver demographic or characteristic n Mean SD 

Living arrangements with care receiver    
Lives with care receiver 106 2.64 1.20 
Lives apart from care receiver (who lives in own home, 
alone) 

26 2.73 1.07 

Lives apart from care receiver (who lives in own home 
with spouse or partner) 

21 2.32 1.29 

Lives apart from care receiver (who lives in an assisted 
living facility) 

9 2.70 1.35 

Lives apart from care receiver (who lives in a skilled 
nursing facility) 

1 2.00 -- 

How many people do you provide care for    
One 193 2.68 1.19 
Two or more 59 2.65 1.13 

Relationship of care receiver to caregiver (participant)    
Spouse or partner 76 2.75 1.20 
Parenta 99 2.56 1.08 
Adult childb 20 2.13 1.23 
Siblinga,b 14 3.57 1.17 
Other family member 43 2.69 1.09 

Duration of care    
6 months to 1 year 34 2.82 1.21 
1 to 3 years 102 2.66 1.07 
4 to 10 years 66 2.70 1.13 
More than 10 years 48 2.55 1.44 

Hours per week providing care    
5 hours or lessd 28 2.17 1.03 
6 to 20 hours 77 2.53 1.15 
21 to 40 hours 45 2.85 1.12 
More than 40 hours per weekd 102 2.84 1.21 

Is there another person who also provides care for your care 
receiver? 

   

No 137 2.74 1.24 
Yes 115 2.58 1.09 

Stage of Caregiving    
0 – Sporadic care 9 1.69 0.96 
1 – Regular care 30 2.17 1.21 
2 – Increasing care demands, personal care 33 2.71 1.16 
3 – Increasing care demands, more personal care 60 2.84 1.16 
4 – End-of-life or comfort care 17 2.67 1.22 
5 – Nearing death of care receiver 6 2.75 1.10 

Note. Statistics were significant (p < .05) for relationship of care receiver to caregiver and stage of 
caregiving. Means that are statistically significant differences are denoted by “a” and “b”. If two means 
are denoted by the same letter, this means there was a significant difference between the two groups. 
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significant group differences in preparedness for the transition to EOL care means included 

gender, race, ethnicity, marital status, employment status, education level, income level, living 

arrangements with the care receiver, number of people the caregiver is providing care for, 

duration of care, hours per week providing care, and if there is another person who provides care 

to the care receiver (Table 3.6).  

Multiple Regression to Examine Predictors of Feelings of Preparedness for the Transition to 

EOL Care 

In the multiple regression analysis with preparedness for the transition to EOL caregiving as the 

response of interest, the factors of interest (cultural reasons for caregiving, burden of caregiving, 

duration of care, and number of tasks related to EOL caregiving completed) had predictive utility 

(F(13, 112) = 5.283, p < .001), with an adjusted R² of .308 (Table 3.7). Duration of care (β = 

0.02, t(125) = 0.18, p = .861) and cultural reasons for caregiving (β = 0.02, t(125) = 0.24, p 

=.814) did not significantly predict feelings of preparedness for the transition to EOL caregiving. 

Burden of care significantly predicted preparedness for the transition to EOL care (β = -0.46, 

t(125) = -5.71, p < .001), such that after controlling for caregiver demographics, lower levels of 

perceived burden was associated with increased preparedness. The number of tasks related to 

EOL caregiving also significantly predicted preparedness for the transition to EOL care (β = 

0.35, t(125) = 4.29, p < .001), such that after controlling for caregiver demographics, more tasks 

completed was associated with increased preparedness.  

Discussion 

This study fills a gap in family caregiving research addressing feelings of preparedness 

for EOL caregiving. Although some studies have examined the outcomes associated with a lack 

of preparedness for EOL caregiving (Aoun et al., 2018; Henriksson & Ârestedt, 2013), 
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Table 3.7. Results (Coefficients, Test Statistics p-Values) from Multiple Regression Analysis of 

Predictors of Interest on the Preparedness for the Transition to EOL Care (N = 252). 

 

 β t p F df p adj. R² 

Factor 2: Preparedness for the transition to EOL care 

Overall model    5.28 13, 112 .000 .308 

Gender 0.01 0.17 .864     

Age -0.04 -0.31 .759     

Race 0.05 0.50 .621     

Ethnicity 0.07 0.84 .401     

Marital status -0.04 -0.53 .600     

Education -0.10 -1.11 .271     

Employment -0.03 -0.28 .778     

Income 0.02 0.27 .789     

Living arrangements -0.14 -1.76 .081     

Duration of care 0.02 0.18 .861     

Burden of care -0.46 -5.71 .000     

EOL tasks completed 0.35 4.29 .000     

Cultural reasons for caregiving 0.02 0.24 .814     
 

preparedness for the death of the care receiver (Nielsen, et al., 2016), or an individual’s 

preparedness for their own EOL care (such as advanced care planning) (Carr & Luth, 2017), few 

studies have examined the factors that are associated with caregivers’ feelings of preparedness 

for the complex responsibilities of EOL caregiving. The purpose of this study was to explore 

family caregivers’ feelings of preparedness for the transition to EOL caregiving and examine 

what characteristics of the family caregiver or their caregiving role were associated with their 

feelings of preparedness. Bioecological theory and the conceptual framework for a bioecological 

model of family dynamics and the transition to EOL caregiving provided a framework to 

examine the personal, contextual, timing, and process characteristics that may hinder or improve 

feelings of preparedness for EOL caregiving.  
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 Family caregivers are balancing a lot of responsibilities. Of the participants in this study, 

many caregivers were providing more than 40 hours per week of care, had been caregiving for 

more than four years, and continued to be employed part- or full-time. In addition, almost one in 

four family caregivers were providing care to more than one family member and more than half 

of responding caregivers in this study did not have another person assisting with the provision of 

care for their care receiver. These statistics are similar to those in larger, national caregiving 

studies (NAC & AARP, 2020), and highlight the importance of identifying strategies to help 

older adults and their families prepare for changing roles, including those associated with long-

term and EOL care (National Institute on Aging, 2020).  

Overall, family caregivers in this study felt somewhat prepared to care for their care 

receiver. However, these caregivers felt less prepared for the transition to EOL caregiving and 

tasks associated with EOL caregiving, reporting on average they felt not too well prepared for 

those responsibilities. Caregivers also reported that they felt their family members were also not 

to well prepared for the transition to EOL care for their care receiver. As previously discussed, a 

lack of preparation for caregiving is associated with a variety of negative outcomes for 

caregivers, including increased depression, anxiety, and family conflict (Gitlin & Wolff, 2011; 

Waldrop et al., 2005). The PCS measure (Archbold et al., 1990) has been used extensively in 

family caregiving research to examine caregivers’ feelings of preparedness but is limited by its 

broad approach to caregiving. More recent studies of family caregiving (NASEM, 2016; Schulz 

et al., 2020) recognize the complexities of caregiving contexts, including periods of increasing 

care responsibilities and shifting of roles during caregiving transitions. By adding questions 

related to EOL caregiving to the measure, testing the factor structure of the adapted measure, and 

using those factors to explore family caregivers’ feelings of preparedness for EOL caregiving, 
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this study provides a more nuanced and informed understanding of the support family caregivers 

may need during the later stages of caregiving. 

Family Caregiving Demographics and Preparedness for EOL Care 

The first two study hypotheses framed the expectation that family caregivers’ personal 

demographics and characteristics would be associated with feelings of preparedness for EOL 

caregiving. Family caregivers across all adult ages, and of different gender, race, ethnicity, 

marital status, education level, employment, income, and other caregiving characteristics 

experience similar feelings of preparedness for the transition to EOL caregiving. Surprisingly, 

the only differences between groups in caregiver demographics and characteristics that were 

associated with preparedness for the transition to EOL caregiving were relationship of the care 

receiver to the caregiver and stage of care along the caregiving trajectory. Family caregivers 

providing care to an adult child and those early in the trajectory of caregiving tended to report 

feeling less prepared for the transition to EOL caregiving than other family caregivers.  

The finding that the relationship of the care receiver to the caregiver was associated with 

preparedness highlights the importance of recognizing that family caregiver and care receiver 

experiences occur within the context of family relationships. The association between 

preparedness and the stage of care indicate that time and timing are important factors to consider 

when studying the caregiving experience and developing interventions to support family 

caregivers. The hypotheses that personal demographics and characteristics of caregiving would 

be associated with feelings of preparedness of EOL caregiving were not supported, except for 

those variables mentioned. These results indicate that future research and the development of 

interventions to support caregiver preparedness for EOL care should not be limited by specific 

caregiving populations.  



75 

The additional four hypotheses (H 3-6) identified several variables that may predict 

caregivers’ feelings of preparedness for EOL caregiving, including cultural reasons for 

caregiving (H3), burden of caregiving (H4), duration of care provided (H5), and number of tasks 

completed related to EOL care planning (H6). Duration of care and cultural reasons for 

caregiving were not statistically significant predictors of preparedness. These results are of 

practical importance to inform future studies as well as recognizing that feelings of preparedness 

for EOL caregiving and resulting caregiver outcomes may be more universal to the caregiving 

experience than expected. Duration of care may be just one aspect of the component of timing 

important to caregiver preparedness. If differences in caregivers’ feelings of preparedness are not 

related to how long the caregiver has been providing care, it might be that the rate of progression 

of the care receiver’s medical condition or age-related losses in physical or cognitive capacity 

may influence caregivers’ feelings of preparedness. Future studies should continue to explore 

various aspects of timing to investigate when family caregivers would benefit the most from 

knowledge, skill-building, and support to increase their preparedness for EOL caregiving. 

Similarly, although cultural reasons for caregiving did not predict feelings of preparedness, 

additional research should examine how family members’ decision-making process for the 

provision of care and taking on the role of caregiver is associated with caregivers’ feelings of 

preparedness for EOL caregiving.  

Of the hypothesized predictors, only perceived burden of caregiving and number of tasks 

completed related to EOL caregiving significantly predicted preparedness for the transition to 

EOL caregiving. Much of family caregiving research has focused on the stressors and burdens 

associated with caregiving (Gitlin & Wolff, 2011; Pinquart & Sörensen, 2003; Schulz et al., 

2020), and the results of this study provide another avenue with which to understand and address 
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caregiver outcomes associated with caregiving burdens. Advance care planning, represented in 

this study by the tasks associated with EOL care, and communication between family members 

and health care professionals has also been studied extensively (Carr & Luth, 2017; Egbert et al., 

2017; Redinbaugh et al., 2003). Yet, linking these tasks with family caregivers’ feelings of 

preparedness for the transition to EOL caregiving has been overlooked in caregiving research. 

These results provide additional support for encouraging families to discuss preferences for 

future medical care, wishes for caregiving, and other legal and financial matters before a medical 

emergency or rapidly failing health necessitate decision-making. The benefits of advance care 

planning extend beyond the ailing or aging individual to the family members who take on the 

family caregiving role.  

Limitations of this Study 

The results of this study demonstrate how common it is for family caregivers to feel 

unprepared for the transition to EOL caregiving, regardless of caregiver demographics. The 

identification of specific factors associated with feelings of preparedness expands new avenues 

with which to examine how and when family caregivers may need support for EOL care. In 

addition to the contributions and strengths of this study, there are limitations that should be 

acknowledged. Although the sample size used for analyses was adequate to fulfill the purpose of 

this exploratory study, a large number of participants did not fully complete the online survey. 

Also placing a limitation on sample size, recruitment was focused on passive recruitment efforts, 

such as sharing study information through organizational newsletters or on social media sites, 

rather than in-person active recruitment. The lack of personal connection and engagement with 

family caregivers may have resulted in lower investment in contributions to the study. The 

limitations of recruitment strategies and study design were largely due to research restrictions in 
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place as a result of the global COVID-19 pandemic. All recruitment and survey distribution and 

collection occurred online, thus preventing the opportunity to engage with family caregivers 

during recruitment and offer support during survey completion.  

In addition to the limitations placed on the study method during COVID-19, resulting 

stay-at-home and social distancing recommendations may have led to different types of 

responses from family caregivers. For example, the experience of caregiving during the COVID-

19 pandemic may have been different than caregiving prior to COVID-19, thus influencing how 

study participants felt and responded about their feelings of preparedness. To address this 

potential threat to internal validity, a small pilot study was conducted prior to recruitment and 

survey distribution with a convenience sample of family caregivers. Participants were asked for 

feedback following completion of the survey. Follow-up questions included “Do you feel like 

your answers would have been different if you were responding before our current situation with 

COVID-19?” and “If we were to add the following item to the survey, how do you think they 

would influence caregiver responses? – How has your caregiving changed since the COVID-19 

outbreak?” Responses to the pilot survey indicated that family caregivers would not have 

responded differently to the survey prior to COVID-19. The most common response to follow-up 

questions regarding COVID-19 were that individuals were now taking on the role of family 

caregiver as a result of COVID-19. Participants in the pilot study made no recommendations for 

edits to the survey to accommodate the caregiving experience during COVID-19.  

Another limitation of the study is the lack of a culturally diverse sample. Roles, 

responsibilities, and perceptions of the caregiving experience may differ by race or ethnicity 

(Fabius et al., 2020; Roth et al., 2015), thus it is important to acknowledge that the 

generalizability of this study may be limited, and it may not fully capture the complexity of 
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individuals’ feelings of preparedness for EOL caregiving. Future studies, then, should expand the 

study method in study design, recruitment efforts, and data collection methods to reach a larger 

and more diverse sample of family caregivers.  

Conclusion 

Novel research examining factors associated with family caregivers’ feelings of 

preparedness for EOL caregiving and innovative use of bioecological theory make this study an 

important contribution to family caregiving research. The results of this exploratory study 

highlight the importance of examining caregivers’ feelings of preparedness for EOL caregiving 

and provide preliminary evidence of the different personal, contextual, timing, and process-

related characteristics of caregiving that are associated with preparedness. Recommendations 

made for future research directions will help advance family caregiving research and perhaps 

identify new avenues through which to identify protective factors for family caregiver outcomes 

and inform the development of interventions to support their health and well-being. Studies of 

EOL caregiving are typically limited to specific diagnoses or care settings (Ornstein et al., 2017), 

yet the need for EOL caregiving (and the knowledge and skills required to provide that care) 

does not discriminate between these factors or those caregiver demographics and characteristics 

discussed throughout this paper.  

Future studies should build on this exploratory work to identify additional contextual 

factors and caregiver characteristics that are mechanisms for improving family caregivers’ 

feelings of preparedness for the transition to EOL caregiving. For example, although the focus of 

this study was the experiences and perceptions of individual family caregivers, it is important to 

study preparedness for EOL caregiving and the EOL caregiving experience within the broader 

family system. Recent studies have found that family relationships are important in helping 
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shape EOL preparations for older family members and their caregivers (Duggleby et al., 2017; 

Oliver et al., 2017), and that family factors are often associated with advance care planning for 

EOL (Fowler et al., 2014; Kumar et al., 2020). Ultimately, understanding the diverse and 

complex contexts of family caregiving will provide researchers, service providers, and policy 

makers with increased awareness of the challenges and opportunities caregivers face and more 

opportunities to support the health and well-being of the growing number of family caregivers 

who provide invaluable service to their family members, friends, and neighbors.  
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CHAPTER 4 
 

UNDERSTANDING THE ASSOCIATION BETWEEN FAMILY DYNAMICS AND  
 

PREPAREDNESS FOR THE TRANSITION TO END-OF-LIFE CAREGIVING 
 
 
 

A primary function of many families is providing care to each other across the life 

course. Family members are the primary care providers of older adults (Stephens & Franks, 

2009) and almost one in five adults in the U.S. are providing unpaid care to an adult family 

member or friend with health or functional needs (National Alliance for Caregiving (NAC) & 

AARP, 2020). Family caregivers are commonly defined as relatives, partners, or friends who 

provide unpaid care to an adult family member or friend (NAC & AARP, 2020). Family 

caregiving roles and expectations are deeply embedded within the family system, wherein adult 

family members are linked in reciprocally beneficial, complex relationships that can be 

challenging and meaningful (Stephens & Franks, 2009). In addition, the diversity of 

contemporary families makes patterns of caregiving involvement and responsibilities incredibly 

complex across family structures (Roberto & Blieszner, 2015). Much of caregiving research has 

focused on the experiences, health, and well-being of individual family caregivers and their care 

receivers, but it is clear that these outcomes should be considered within a family system. 

Families share culture, environments, and lifestyles that can influence aging and health outcomes 

(Utz et al., 2017) as well as caregiving experiences.   

Care provided by family caregivers can include, but is not limited to, helping with 

household chores, personal care, and arranging medical care or health care services (National 

Academies of Sciences, Engineering, and Medicine (NASEM), 2016). Caregiving research has 

long focused on and identified many stressors and strains associated with these caregiving 
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responsibilities (Carr & Utz, 2020; NASEM, 2016; Schulz et al., 2020). For example, compared 

to non-caregivers, family caregivers report higher levels of stress and depression, and lower 

levels of self-efficacy, physical health, and subjective well-being (Pinquart & Sörenson, 2003). 

More researchers are moving away from needs-based studies that focus on the known stressors 

associated with caregiving (Schulz et al., 2020) and focusing on strength-based approaches 

(Henry et al., 2018). This approach uses empowerment as a tool to help individuals identify and 

utilize their abilities to solve problems (Saleebey, 2011). A strengths-based approach to studying 

family dynamics (or patterns of interactions between family members, their roles, and their 

responsibilities; Gerhardt, 2020) across the life course and family caregiving allows for the 

inclusion of dimensions of human potential and family capacity (Hughes, 2015) thus enabling 

opportunities for resilience-building work. For example, researchers have found that family 

caregivers can cope quite well with caregiving responsibilities when they identify the positive 

aspects of caregiving (Zarit, 2012) such as personal growth and strengthening bonds with their 

care receiver (Quinn & Toms, 2019). In turn, caregiver strengths may help mitigate negative 

caregiver outcomes along with family and social support (NASEM, 2016), preparedness for 

caregiving responsibilities (Roth et al., 2015), and intervention efforts (Schulz et al., 2020). 

There is still much to learn about how families and individuals can prepare for the 

eventuality of providing care. Transitions into and within the caregiving experience may be 

challenging times for families and family caregivers as their family member’s health declines, 

care needs increase or change, and families navigate changing roles and responsibilities of 

providing care (NASEM, 2016). The transition to providing end-of-life (EOL) care to a family 

member can be particularly challenging for families and family caregivers as they are faced with 

potentially difficult decisions regarding medical care and course of treatment (Hebert & Schulz, 
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2006), increasing caregiving responsibilities (Given & Reinhard, 2017), and the anticipatory 

grief of the impending death of their family member (Haley et al., 2002). The unique challenges 

associated with EOL caregiving may also cause tension between family members (Haley et al., 

2002) if care for aging family members had not been previously planned or discussed (Fowler et 

al., 2014) and family members disagree about a course of action for care. Families and family 

caregivers often report feeling unprepared (Moon, 2017; Nielsen et al., 2016) for meeting the 

complex emotional, spiritual, social, and medical needs of their dying family member. 

Of the few studies that have explored preparedness and EOL caregiving, low 

preparedness was associated with higher levels of caregiver strain (Henriksson & Ârestedt, 

2013), increased levels of depression and anxiety (Aoun et al., 2018), and complicated and 

prolonged grief after the death of the family member (Nielsen et al., 2016). Higher levels of 

preparedness for EOL caregiving were associated with less family conflict over EOL decision 

making (Fowler & Fisher, 2009; Gitlin & Wolff, 2011; Waldrop et al., 2005) and a greater sense 

of purpose as family caregivers enhance their care receiver’s quality of life at the end of their life 

(Phillips & Reed, 2010). Studies have recently begun to identify various family factors that may 

promote EOL care planning, such as spousal support (Boerner et al., 2013), positive family 

communication (Van Scoy et al., 2016), and even family structure (Cooney et al., 2018) that 

may, in turn, increase family caregivers’ feelings of preparedness for the transition to EOL 

caregiving. 

Despite the breadth and depth of family caregiving research, little is known about how 

family relationships and interactions may influence the caregiving experience, specifically in 

difficult transition periods such as the transition to EOL care (Nielsen et al., 2016). This 

intersection of family caregiving, caregiving transitions, and family processes warrant further 
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investigation. Exploring family caregivers’ feelings of preparedness for the transition to EOL 

caregiving and how family dynamics are associated with those feelings of preparedness may help 

researchers and practitioners identify tangible ways that interventions could be implemented to 

help caregiving families navigate difficult caregiving transitions. Taking preventive steps to help 

prepare families for caregiving transitions, including the transition to EOL care, may help 

families avoid conflict and disagreements about care decisions, and improve quality of life for 

family caregivers and care receivers. This research will also support broader understanding of the 

importance of family relationships across the life course (Humble & Price, 2017) and the impact 

family roles and responsibilities (such as caregiving) have on the aging process. 

Gaps in Caregiving Research 

 Research on aging families and family caregiving has existed for many decades, yet 

much of caregiving research continues to focus on the experiences of an individual family 

caregiver and their care receiver without acknowledging those experiences occur in the context 

of a family system (Pillemer & Gilligan, 2018). Overlooking the family system in relation to 

caregiving limits understanding of family members’ motivations for getting involved in 

caregiving (Gitlin & Wolff, 2011) and the caring roles, contributions, and experiences of all 

family members (Keith, 1995; Zarit, 2009). Relatively few studies have focused on the 

caregiving experience and outcomes associated with transitioning to and providing EOL care 

(Aoun et al., 2018). Although there are studies that examine advance care planning (Kramer & 

Boelk, 2015; Nielsen et al., 2016), few studies investigate how families are involved in planning 

for EOL care. As previously mentioned, family members are often responsible for EOL care 

decisions (Haley et al., 2002), yet little is understood about how prepared family caregivers are 

for these responsibilities (Fox, 2021b) or how family dynamics might influence EOL caregiving.  
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 Addressing these gaps in caregiving research requires new approaches in methods and 

theory utilization. Researchers must recognize that different family members may experience 

caregiving and family interactions in very different ways (Umberson & Thomeer, 2020) and that 

the caregiver and care receiver dyad is embedded in a complex network of other family 

relationships (Pillemer & Gilligan, 2018). These family relationships are formed from diverse 

family structures (Thomas et al., 2017) and history of complex and shifting family dynamics 

across the life course. Shifting from a focus on the individual to the family as the unit of analysis, 

which allows for multiple views of a caregiving situation, will contribute more meaningful 

information about care needs and care provision in diverse aging families (Roberto & Blieszner, 

2015). This approach, along with a focus on the transition to EOL caregiving, will provide a 

more accurate reflection of the complex reality of the lived experiences of older adults (Pillemer 

& Gilligan, 2018) and their family members. Learning more about how families can prepare for 

the transition to EOL caregiving may help identify family processes to promote resilience 

(Pinquart & Sörensen, 2011) in aging individuals and families. 

 In addition to recommendations for methodological advances in caregiving and aging 

families research, there has been a push for new and innovative theoretical approaches in family 

gerontology (Fox, 2021a; Humble et al., 2020). For example, Humble and Price (2017) 

encourage utilizing theories such as Bronfenbrenner’s bioecological theory (Bronfenbrenner & 

Morris, 2006) to examine how individuals and their families navigate the aging process and 

related stressors (such as increasing care needs and caregiving roles) within multiple systemic 

levels. Identifying and exploring new avenues of caregiving research, such as family dynamics 

and EOL caregiving, will help bring attention to the unique and complex challenges facing aging 

individuals and families today.  
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Purpose of this Study 

 The purpose of this study is to explore the association between family caregivers’ family 

dynamics and their perceived preparedness for the transition to EOL caregiving. This study will 

address gaps in caregiving research, wherein little is known about how family dynamics, such as 

cohesion and communication, are associated with family caregivers’ feelings of preparedness for 

caregiving. In addition, a focus on feelings of preparedness for the transition to EOL caregiving 

allows for an exploration of the unique and complex challenges families face near the end of a 

family member’s life. Thus, it is hypothesized that family caregivers who report more functional 

family dynamics will report greater perceived preparedness for caregiving, including 

preparedness for the transition to EOL caregiving, than family caregivers who report more 

dysfunctional family dynamics. It is also hypothesized that the association between family 

dynamics and preparedness for the transition to EOL caregiving is mediated by tasks completed 

related to EOL care planning.  

Theoretical Framework 

This study utilizes a lens of Bioecological theory (Bronfenbrenner & Morris, 2006) to 

explore variables of interest and provide a framework for understanding predictive pathways and 

individual outcomes. In addition, the Conceptual Framework for a Bioecological Model of 

Family Dynamics and the Transition to EOL Caregiving (Fox et al., 2021a) guides the 

development of a hypothesized model to understand the associations between family dynamics 

and caregiver preparedness. For the purpose of this study, bioecological theory and the 

aforementioned conceptual framework help contextualize the experience of family caregivers, 

specifically within the four focus areas that predict individual developmental outcomes 
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(Bronfenbrenner & Morris, 2016): personal characteristics, environmental context, time, and 

proximal processes.  

The concept of person refers to different personality traits, knowledge and skills, and 

characteristics (such as age, gender, race, and ethnicity) of a family caregiver that may affect 

interactions with their family or outcomes associated with caregiving. Contexts are interrelated 

systems (microsystem, mesosystem, exosystem, and macrosystem) of a family caregiver’s 

environment, such as the number of family members available to help provide care or the 

familial relation between the family caregiver and care receiver. The concept of time, for a 

family caregiver, could include the duration of care provided or time spent per week providing 

care, each potentially influential on caregiver outcomes. The final concept, proximal processes, 

refers to the interactions between the family caregiver and their environment (such as within the 

family system). These processes for caregiving families may include the types and number of 

conversations they have about future care needs.  

The framework of the hypothesized model for this study examines how family dynamics 

are associated with caregiver preparedness. Family dynamics, which fall within the 

environmental context focus area, can include family closeness or cohesion, family adaptability 

or flexibility, family communication and satisfaction with family interactions and functioning. 

The identification and utilization of these constructs to explore family dynamics is founded in 

Olson’s Circumplex Model of Marital and Family Systems (Olson et al., 2019). Caregiver 

preparedness in this study, contextualized as an individual outcome, is made up of two factors; 

preparedness for general caregiving tasks and responsibilities, and preparedness for the transition 

to EOL caregiving (Fox et al., 2021b). The structure of bioecological theory is further utilized in 

the hypothesized model to examine the mediating role of number of tasks related to EOL care 
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completed (contextualized as a proximal process) between family dynamics and caregiver 

preparedness.  

Use of the Circumplex Model of Marital and Family Systems 

 The Circumplex model of marital and family systems (Olson et al., 2019) was developed 

to bridge the gap between theory, research, and practice in family research and examine changes 

in family dynamics over time. For the purpose of this study, the model provides a tool to 

conceptualize and operationalize the construct of family dynamics into four factors: family 

cohesion, family flexibility, family communication, and family satisfaction. Olson defines family 

cohesion as the emotional bonding that family members have toward one another (Olson & 

Gorall, 2003) and how families balance separateness and togetherness. For example, researchers 

have identified aspects of intergenerational solidary that can influence family relations, such as 

familial practical and emotional support, relationship quality, and contact frequency (Voorpostel 

& Blieszner, 2008). Family flexibility is defined as the amount of change in family leadership, 

role relationships, and relationship rules (Olson & Gorall, 2003) and how families balance 

stability with change. For example, active (problem-solving focused) coping strategies help 

family caregivers solve caregiving problems and reduce caregiver strain whereas avoidant 

coping promotes denial and disengagement, leading to worse outcomes (Knight & Sayegh, 

2010). Communication is considered a facilitating dimension (Olson & Gorall, 2003) that 

enables families to alter their levels of cohesion and flexibility to meet the stressor demands. 

Through decades of testing the Circumplex model, Olson (2011) found that when 

families report balance between separateness and togetherness (cohesion), and stability and 

change (flexibility), without extremes in either direction, they tend to be more functional across 

the lifespan than families with unbalanced dynamics. Olson’s work has focused on marital and 
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family systems across time, including multiple family members in assessment. However, for the 

purpose of this study and based on study hypotheses, the model is utilized to examine family 

caregivers’ perceptions of family dynamics within their own family system.  

Method 

Sample 

A sample of 523 family caregivers were recruited for this study. Family caregivers were 

identified and recruited through online communication and advertisements from national and 

local aging and caregiving service agencies or organizations. Such groups included caregiver 

support groups, county offices on aging, Facebook groups for caregivers, and professional 

organizations related to aging and family caregiving support and research. A snowball sampling 

recruitment technique was also utilized to identify and recruit family caregivers within social 

networks. All recruitment materials included a brief description of the study, a definition of a 

family caregiver, eligibility criteria, and a link to the survey (hosted on Qualtrics; Qualtrics, 

2020). The inclusion criteria for this study included being over the age of 18 years old, providing 

unpaid care to a family member over the age of 18 years old, and having been providing care to 

this family member for more than six months.  

Procedure 

Prior to conducting this study, approval of human subject procedures was obtained from 

the institutional review board of the university at which the research was conducted. Family 

caregivers recruited for the study were directed to a self-report online survey. Prior to accessing 

the survey, individuals were presented with information about the survey and study, including 

the approximate time required to complete the survey (20-30 minutes), anonymity of the survey 

(and de-identification process if the individual provided follow-up contact information), and 
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instructions to pause survey completion and return within two weeks. Individuals were also 

informed that participation and survey completion was voluntary, and that potential 

compensation was provided in the form of a drawing for one of ten $50 Amazon gift cards. This 

introduction letter also informed individuals of the study purpose, potential harms or benefits 

from participating (no known risks or benefits), and the procedure to maintain anonymity of 

information shared. At the conclusion of the introduction letter, family caregivers were asked to 

consent to participation, and if agreed, were given access to the survey.  

Measures 

The survey used in this study included questions about family caregiver and care receiver 

demographic characteristics (e.g., age, gender, race, ethnicity, education level, and income). In 

addition, questions about caregiver and caregiving characteristics were included to learn more 

about the individual’s caregiving role and responsibilities as well as their preparedness. Several 

questions and measures were created based on the conceptual model of bioecological theory that 

frames this study and included to further examine the caregiving experience. Additional 

measures, such as cultural reasons for caregiving (CJCS; Dilworth-Anderson et al., 2005) and 

burden appraisal (ZBI-12; Bédard et al., 2001) were included as they relate to caregivers’ 

appraisals of the caregiving experience, and each had strong psychometric properties. A family 

dynamics measure was included to investigate how family caregivers rate their family’s 

cohesion, flexibility, communication, and overall satisfaction with their family relationships. A 

preparedness measure was included to explore the association between caregivers’ family 

dynamics and feelings of preparedness for EOL caregiving. To test the hypothesis that 

completing tasks related to EOL care planning would mediate the association between 

caregivers’ family dynamics and feelings of preparedness, a final measure was created to explore 
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the types and number of tasks related to EOL care that family caregivers had completed with 

their care receiver.  

Family Dynamics 

 To measure elements of family dynamics, the Family Adaptability and Cohesion 

Evaluation Scale IV (FACES-IV; Olson, 2011) was included in the survey. The FACES-IV 

includes four scales. The first scale includes 18 items that measure family cohesion (such as 

“Family members are involved in each other’s lives” and “We spend too much time together”) 

and the second scale includes 24 items that measure family flexibility (such as “My family is 

able to adjust to change when necessary” and “Family members are on their own when there is a 

problem to be solved”). The remaining two scales in the FACES-IV are the Family 

Communication Scale (10 items, such as “Family members can calmly discuss problems with 

each other”) and the Family Satisfaction Scale (10 items, such as “How satisfied are you with 

your family’s ability to cope with stress”). The Circumplex model hypothesizes that (1) balanced 

levels of cohesion and flexibility promote healthy family functioning, (2) communication is a 

facilitating dimension that helps families balance levels of cohesion and flexibility, and (3) the 

satisfaction measure assesses the degree of to which individuals are happy with their family 

functioning (Olson, 2011). Family caregivers responded to the family cohesion, family 

flexibility, and family communication scales using a 5-point Likert scale ranging from “strongly 

disagree” (1) to “strongly agree” (5). Responses to the family satisfaction scale were also on a 5-

point Likert scale, ranging from “very dissatisfied” (1) to “extremely satisfied” (5). 

Family dynamics scores were considered in multiple ways, both as individual scale 

scores and combined as a latent construct. To score family cohesion and flexibility, guidelines 

from the Circumplex model (Olson, 2011) were followed to create a ratio score to evaluate the 
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level of perceived functional versus dysfunctional behavior (balanced or unbalanced) within the 

family system. According to Olson (2011; 2019), ratio scores ≤ 1 indicate unbalanced family 

dynamics, whereas scores > 1 indicate balanced family dynamics. From the calculated ratio 

score, a dichotomous variable was created for both family cohesion and family flexibility, 

wherein family caregivers’ responses indicated unbalanced (0) or balanced (1) dynamics. Scores 

from the family communication scale and family satisfaction scale were summed to provide a 

raw score for each scale. A family dynamic scale score was also created by averaging the 

standardized scores of family cohesion, family flexibility, family communication, and family 

satisfaction.  

Alpha reliability analyses in previous studies (Olson, 2011) resulted in a range of results 

from .77 to .93, indicating fair to excellent reliability for all scales within the FACES-IV. With 

the sample of family caregivers in this study, Cronbach’s alpha values were .68 for the cohesion 

scale, .69 for the flexibility scale, .92 for family communication, and .96 for family satisfaction. 

Similar to previous studies, reliability values of the FACES-IV measure with this sample range 

from fair to excellent.  

Preparedness 

Family caregivers’ feelings of preparedness were measured using an adaptation of the 

Preparedness for Caregiving Scale (PCS; Archbold et al., 1990). The original PCS is an eight-

item scale that measures how well-prepared caregivers believe they are for different general 

domains of caregiving. The PCS was adapted for the purpose of this study by including six 

additional questions related to domains of EOL caregiving. Original questions include “How 

well prepared do you think you are to take care of your family member’s physical needs,” and 

“How well prepared do you think you are to get the help and information you need from the 
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health care system.” (Zwicker, 2018). Additional questions related to EOL care included “How 

well prepared do you think you are to meet the end-of-life medical needs of your care receiver,” 

and “How prepared do you think your family members are (or were) for the transition to end-of-

life care for your care receiver?”. For each question, family caregivers responded on a 5-point 

Likert scale ranging from not at all prepared (1) to very well prepared (5). Responses were 

scored by taking the mean of all items answered, with higher scores indicating the caregiver feels 

more prepared for caregiving and lower scores indicating feeling less prepared.  

In a previous study (Fox et al., 2021b), the factor structure of the adapted PCS was 

evaluated, identifying two factors of caregiver preparedness: general preparedness for caregiving 

and preparedness for the transition to EOL caregiving. Multiple studies have reported on the 

internal consistency of the original PCS (Archbold et al., 1990; Hudson & Hayman-White, 2006; 

Pucciarelli et al., 2014), with Cronbach’s alpha ranging from .88 to .94. Cronbach’s alpha for the 

adapted preparedness measure and this study sample is .95 (.92 for general preparedness and .94 

for preparedness for EOL caregiving), indicating the adapted measure was reliable with family 

caregivers in this study.  

Number of Tasks Completed to Prepare for the Transition to EOL Care 

 In addition to asking family caregivers about their feelings of preparedness for EOL 

caregiving, a measure was included to identify the number of tasks caregivers and their care 

receivers had completed to prepare for the transition to EOL. The measure included nine tasks 

ranging from have you “talked with your care receiver about the kind of medical care they would 

want if they were very sick or near the end of life” to have you “signed official papers putting 

your care receiver’s wishes in writing about the kind of medical care they want if they are very 

sick or near the end of life”. For each question, family caregivers could choose to respond No or 
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Yes. If caregivers responded No, they were presented with the option to choose whether they 

planned to complete this task 3 months from now, 6 months from now, 1 year from now, more 

than a year from now, I never plan to discuss this, or I don’t know. If caregivers responded Yes, 

they had completed the task, they were presented with the option to choose if they had completed 

the task 3 months ago, 6 months ago, 1 year ago, or more than a year ago. Caregivers’ responses 

were coded as No = 0 and Yes = 1 and summed to create a scale score representing the number of 

tasks completed related to EOL care. This scale score was utilized to test the mediation 

hypothesis of this study. To test the reliability of the tasks completed scale, Cronbach’s alpha 

was calculated, .93, indicating the scale was reliable with the study sample of family caregivers.  

Data Analysis  

SPSS version 26 (IBM, 2019) was used to analyze the data. Prior to analysis, the data 

were examined for missing responses. For the purpose of this study, the data were analyzed to 

examine the reported family dynamics of family caregivers, and if family dynamics were 

associated with caregivers’ feelings of preparedness for the transition to EOL caregiving. 

Descriptive statistics for each of the demographic characteristics and characteristics of the 

caregiving role and responsibilities of family caregivers included in the study were computed. 

Independent samples t-tests, Chi-square comparisons, and one-way analyses of variance 

(ANOVA) and Tukey’s HSD post-hoc tests were used to examine differences in caregiving 

characteristics and experiences, including those specific to different familial relationships 

between the family caregiver and care receiver. Additional Chi-square and independent samples 

t-tests were used to explore the differences in caregiver characteristics and family dynamics 

between the family caregivers who reported feeling not at all prepared for every component of 
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EOL caregiving assessed compared to the remaining family caregivers who reported at least 

some preparedness for some components of EOL caregiving.  

To examine the link between family caregivers’ family dynamics and caregiving 

preparedness, a structural equation model (SEM) using AMOS 26.0 software (Arbuckle, 2014) 

was considered. Family dynamics was the latent variable constructed of measured variables of 

family cohesion, family flexibility, family communication, and family satisfaction. The caregiver 

preparedness latent variable was constructed of the measured variables of preparedness for 

general caregiving and preparedness for the transition to EOL caregiving. The hypothesized 

mediation model included number of tasks related to EOL caregiving completed as a mediator in 

the association between the independent latent variable of family dynamics and the dependent 

latent variable of caregiver preparedness. The connections among the variables of interest for this 

analysis were first examined using Pearson’s correlation coefficient (r). Prior to SEM analyses, 

each predictor variable was centered and standardized as the variables were measured on 

different scales. This process ensured variables were comparable in the same units of 

measurement. Several indices were used to assess model fit, including normed Chi-square 

(ꭓ²/df), the root mean square error of approximation (RMSEA), incremental fit index (IFI), the 

Tucker-Lewis index (TLI), and comparative fit index (CFI). The hypothesized and tested 

model(s) would be considered a close fit of the data when Chi-square was non-significant (p > 

.05) and ꭓ²/df < 3, when RMSEA ≤ 0.08, and IFI, TLI, and CFI ≥ 0.90.  

After considering various SEM models, a simple mediation analysis was conducted using 

the PROCESS version 3.4 macro for SPSS (Hayes, 2017). This analysis was used to confirm 

SEM results and test the study hypothesis that the link between family dynamics and 
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preparedness for EOL caregiving would be mediated by tasks completed related to EOL care. 

The averaged family dynamic scale score was used in this analysis.  

Results 

Sample Demographics and Characteristics 

There were 173 family caregivers included in the analysis of this study. Of the 523 

individuals who accessed the survey, 22 did not consent, 62 were not currently providing care to 

an adult family member, 26 had only been providing care for less than six months, and 161 

individuals did not complete the survey or had missing values in the preparedness measure. Of 

the remaining 252 individuals, another 79 had almost fully missing data in the FACES-IV 

measure (and measures and demographic questions that followed). Results from Little’s Missing 

Completely At Random test (ꭓ² (953, N = 252) = 949.865, p = .523) indicate these data were 

missing at random, therefore, participants missing data in the FACES-IV and subsequent 

measures were removed from analysis using listwise deletion. Family caregivers’ age ranged 

from 18 years old to 81 years old (M = 52.3 years, SD = 14.43 years), and their care receiver’s 

age ranged from 18 years old to 97 years old (M = 67.7 years, SD = 19.03 years). The average 

family caregiver (see Table 4.1) was female (79.2%), White (72.3%), not Hispanic, Latino, or of 

Spanish origin (74.6%), married or in a domestic partnership (71.1%), employed full-time 

(28.9%), earned a bachelor’s degree (24.3%), had a yearly household income above the national 

poverty level for a 4-person household (65.9%), and lived with their care receiver (61.3%). Most 

family caregivers are providing care to one family member (79.2%), have provided care for 1 to 

3 years (40.5%), and provide more than 40 hours per week of care (37%). Almost half of the 

family caregivers have another person that helps provide care to their care receiver (46.2%), with 

that person most likely being and adult child (15.6%) who spends 6 to 20 hours providing care 



96 

Table 4.1. Sample Demographic Descriptive Statistics Including Mean (M) and Standard 

Deviation (SD) for Age and Sample Size (n) and Percentage (%) for Categorical Characteristics 

for the Participants Eligible for the Study (N = 173). 

 Caregiver Care Receiver 

                 M SD M SD 

Age, years     Caregivers: 20-81 52.3 14.43   
  Range            Care receivers: 18-97   67.7 19.03 
     

 n % n % 

Gender identity     
Female 137 79.2 76 43.9 
Male 22 12.7 82 47.4 
Non-binary 0 0.0 1 0.6 
Prefer not to say 2 1.2 1 0.6 

Race     
American Indian or Alaskan Native 2 1.2 1 0.6 
Asian 6 3.5 6 3.5 
Black or African American 12 6.9 14 8.1 
White 125 72.3 126 72.8 
Other or multiple race 16 9.2 14 8.1 

Ethnicity     
Hispanic, Latino, or Spanish origin 21 12.1 17 9.8 
Not Hispanic, Latino, or Spanish origin 129 74.6 134 77.5 

Marital Status     
Single, never married 16 9.2 23 13.3 
Married or domestic partnership 123 71.1 83 48.0 
Widowed 5 2.9 41 23.7 
Divorced 17 9.8 12 6.9 
Separated 0 0.0 2 1.2 

Employment status     
Employed full-time 50 28.9 8 4.6 
Employed part-time 34 19.7 9 5.2 
Unemployed, stay-at-home parent 15 8.7 5 2.9 
Unemployed, student 2 1.2 3 1.7 
Unemployed, looking for work 5 2.9 1 0.6 
Unemployed, not looking for work 2 1.2 4 2.3 
Unemployed, disabled/not able to work 5 2.9 40 23.1 
Retired 48 27.7 91 52.6 

Highest level of education completed     
Less than high school 3 1.7 29 16.8 
High school/GED 23 13.3 49 28.3 
Post-secondary technical training 12 6.9 8 4.6 
Some college 35 20.2 19 11.0 
Associate degree 14 8.1 8 4.6 
Bachelor’s degree 42 24.3 31 17.9 
Graduate degree 32 18.5 16 9.2 

Yearly household income based on national poverty level:   4-person household 2-person household 
Below poverty level 46 26.6 79 45.7 
Above poverty level 114 65.9 80 46.2 

Living arrangements for caregiver/care receiver dyad    
Caregiver lives with care receiver   106 61.3 
Lives apart from care receiver:     

                    Care receiver lives in own home, alone 25 14.5 
                    Care receiver lives in own home with spouse or partner 20 11.6 
                    Care receiver lives in an assisted living facility 9 5.2 
                    Care receiver lives in a skilled nursing facility 1 0.6 

Note. Frequencies and percentages may not sum to group totals due to unreported data. 
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(18.5%). The average family caregiver in this study identifies as being at a stage in their 

caregiving trajectory of providing regular care with increasing care demands (37.0%), including 

personal care for their care receiver (see Table 4.2). 

Family Dynamics 

 Of this sample of family caregivers, most reported balanced family cohesion (75.1%) and 

balanced family flexibility (75.7%). Although these numbers indicate the majority of family 

caregivers experience balanced family dynamics, family caregivers report only low to moderate 

family communication (M = 33.65, SD = 8.98) and very low to low family satisfaction (M = 

29.66, SD = 9.80). There were no meaningful differences in means of family communication or 

family satisfaction between the different types of family relation of the caregiver and care 

receiver (communication: F(5, 167) = 0.79, p = .561, ƞ² = .02; satisfaction: F(5, 167) = 0.93, p = 

.462, ƞ² = .03) or between different living arrangements of the caregiver and care receiver 

(communication: F(4, 156) = 1.12, p = .351, ƞ² = .03; satisfaction: F(4, 156) = 0.95, p = .436, ƞ² 

= .02). There was also no association found between unbalanced (M = 4.06, SD = 3.10) or 

balanced (M = 4.26, SD = 3.16) family cohesion and tasks completed related to EOL caregiving; 

t(143) = -0.33, p = .744. Nor was there an association found between unbalanced (M = 3.66, SD 

= 3.39) or balanced (M = 4.39, SD = 3.05) family flexibility and tasks completed related to EOL 

caregiving; t(143) = -1.21, p = .230.  

Preparedness for EOL Caregiving 

 Family caregivers with balanced family cohesion felt more prepared for the transition to 

EOL caregiving (M = 2.68, SD = 1.19) than caregivers with unbalanced family cohesion (M = 

2.47, SD = 1.26), but this difference was not significant or meaningful; t(171) = -0.10, p = .319. 

Similar results were found for family flexibility, wherein family caregivers with balanced family 
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Table 4.2. Sample Caregiver Characteristics Descriptive Statistics Including Sample Size (n) 

and Percentage (%) of Categorical Characteristics for the Participants Eligible for the Study (N 

= 173). 

 
 n % 

How many family members providing care for?    
One 137 79.2 
Two or more1 36 20.8 

The person you provide care for is your:   
Spouse or partner 58 33.5 
Parent 63 36.4 
Adult child 14 8.1 
Sibling 8 4.6 
Other family member2 30 17.3 

How long providing care for family member?   
6 months to 1 year 25 14.5 
1 to 3 years 70 40.5 
4 to 10 years 44 25.4 
More than 10 years 33 19.1 

How much time do you spend each WEEK providing care?   
5 hours per week or less 17 9.8 
6 to 20 hours per week 61 35.3 
21 to 40 hours per week 31 17.9 
More than 40 hours per week 64 37.0 

Is there another person who also provides care for your care receiver?   
No 93 53.8 
Yes 80 46.2 

What is that person’s relationship to care receiver?   
Spouse or partner 16 9.2 
Parent 7 4.0 
Adult child 27 15.6 
Sibling 5 2.9 
Other family member 5 2.9 
Friend 2 1.2 
Professional or paid caregiver 15 8.7 
Other 2 1.2 

How much time does that person spend each week providing care?   
5 hours per week or less 16 9.2 
6 to 20 hours per week 32 18.5 
21 to 40 hours per week 14 8.1 
More than 40 hours per week 17 9.8 

Identify where you would best describe your current stage along 
caregiving trajectory: 

  

Sporadic care 8 4.6 
Regular care 26 15.0 
Increasing care demands, personal care 64 37.0 
End-of-life, comfort care 15 8.7 
Nearing death of care receiver 2 1.2 

Note. Frequencies and percentages may not sum to group totals due to unreported data. 
1If providing care for more than one person, participant was asked to complete all questions referring to the 
individual they provide the most care for. 
2Other family members included Aunt, Uncle, Grandparent, Sister-, Mother-, or Father-in-law, Cousin, Ex-spouse, 
Partner’s parent. 
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flexibility felt more prepared for the transition to EOL caregiving (M = 2.70, SD = 1.20) than 

caregivers with unbalanced family cohesion (M = 2.40, SD = 1.20), and this difference was also 

not significant or meaningful; t(171) = -1.41, p = .161 (see Table 4.3). 

Table 4.3. Independent Sample t-test Results from Examining Overall Preparedness for EOL 

Caregiving Between Family Caregivers with Unbalanced and Balanced Family Dynamics (N = 

173). 

 

Group N Mean SD SE t p 

Family Cohesion       
Unbalanced 43 2.47 1.26 .19 -1.00 .319 
Balanced 130 2.68 1.19 .10   

Family Flexibility       
Unbalanced 42 2.40 1.20 .19 -1.41 .161 
Balanced 131 2.70 1.20 .10   

 

Examination of the preparedness for EOL caregiving variable (see Figure A.1 in 

Appendix A), revealed that a large portion of family caregivers in this sample (20.2%) responded 

“not at all prepared” to all of the six questions that composed this factor (indicating lack of 

preparedness for every element of EOL caregiving addressed), compared to the remaining 79.8% 

of the sample responding in a normally distributed manner across the range of “not too well 

prepared” to “very well prepared” (indicating at least some level of preparedness for some 

elements of EOL caregiving).  

Family caregivers from each gender, race, ethnicity, relation to care receiver, and family 

cohesion and flexibility (unbalanced or balanced) group did not report substantial differences in 

their feelings of preparedness for EOL caregiving (Chi-square p-value range = .059-.755). In 

addition, family caregivers of any age (above 18 years of age), having provided care for different 

periods of time, and time spent per week providing care also did not differ in feelings of 

preparedness for EOL caregiving (independent sample t-test p-value range = .087-.149). 

However, there were meaningful associations between responses to preparedness for EOL 
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caregiving and family caregiver reported perceived burden, tasks completed for EOL care, 

family communication, and family satisfaction. Family caregivers who felt not at all prepared for 

every component of EOL caregiving reported higher levels of caregiving burden (M = 3.16, SD = 

0.88) than those who felt prepared for some components of EOL caregiving (M = 2.67, SD = 

0.82); t(156) = 2.93, p = .004. Family caregivers who felt not at all prepared for every 

component of EOL caregiving also reported completing fewer tasks related to EOL care (M = 

2.03, SD = 2.37) than the caregivers who felt more prepared for some components of EOL care 

(M = 4.86, SD = 3.06); t(66.62) = -5.62, p ≤ .001. In addition, family caregivers who felt not at 

all prepared for any component of EOL caregiving reported lower family communication (M = 

29.60, SD = 9.31) and family satisfaction (M = 23.77, SD = 8.92) than those who felt at least 

somewhat prepared for some components of EOL care (communication: M = 34.68, SD = 8.62, 

t(171) = -3.06, p = .003; satisfaction: M = 31.16, SD = 9.48, t(171) = -4.17, p ≤ .001; see Table 

4.4). 

Table 4.4. Results from Independent Sample t-Tests and Chi-square Tests Examining 

Differences in Preparedness for EOL Caregiving (0 = not at all prepared, 1 = somewhat 

prepared to very well prepared) by Selected Variables (N = 173). 

 

Variable Preparedness for EOL Caregiving 
 df ꭓ² t p 

Gender 2 0.56  .755 
Race 4 6.16  .188 
Ethnicity 1 0.08  .783 
Relation to care receiver 5 10.64  .059 
Family cohesion (unbalanced or balanced) 1 3.55  .060 
Family flexibility (unbalanced or balanced) 1 1.22  .269 
Age 157  -1.45 .149 
Duration of care 170  1.72 .087 
Time caregiving per week 171  -1.59 .114 
Perceived burden 156  2.93 .004* 
Tasks completed for EOL care 66.62  -5.62 .000** 
Family communication 171  -3.06 .003* 
Family satisfaction 171  -4.17 .000** 

Note. Chi-square test used for categorical variables. *p < .01, **p ≤ .001 
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Structural Equation Analyses 

The caregiver characteristics and variable correlations for the hypothesized model are 

shown in Table 4.5. Within both latent constructs (family dynamics and caregiver preparedness), 

the observed variables were significantly intercorrelated.  

Table 4.5. Mean, Standard Deviation (SD), and Correlation Between Observed Variables of 

Proposed SEM (N = 173). 

 
Variable Mean SD Correlations between variables 

   1 2 3 4 5 6 7 

Family dynamics          

1. Cohesion (unbalanced = 0, balanced = 1) 0.75 0.43 1       

2. Flexibility (unbalanced = 0, balanced = 1) 0.76 0.43 .58** 1      

3. Communication (range = 10-50)1 33.65 8.98 .49** .48** 1     

4. Satisfaction (range = 10-50)1 29.66 9.81 .41** .34** .85** 1    

Mediating variable          

5. Tasks Completed (range = 0-9) 4.21 3.14 .03 .10 .06 .10 1   

Caregiver Preparedness          

6. For general caregiving2 3.44 0.93 .14 .14 .25** .29** .23* 1  

7. For EOL caregiving2 2.62 1.21 .08 .11 .32** .38** .34** .71** 1 

1Higher score indicates more satisfaction with these family dynamics. 
2Higher score indicates feeling more prepared. 
* p < .01; ** p ≤ .001. 
 
Of all models tested, the hypothesized model (Figure 4.1) fit the data best, yet did not meet the 

criteria of a good fitting model of the data (ꭓ²/df = 4.78, RMSEA = 0.15, IFI = 0.91, TLI = 0.79, 

and CFI = 0.91). Other models examined were based on theoretical considerations and are 

presented in the Appendix A (see Table A.1). Adjustments to the model included adding various 

caregiver demographics and characteristics as covariates, removing the proposed mediating 

variable, and simplifying the outcome variable from the latent construct of caregiver 

preparedness (composed of the observed variables of both preparedness for general caregiving 

and preparedness for EOL caregiving) to the observed variable of preparedness for EOL 

caregiving. None of these adjustments demonstrated improved model fit over the hypothesized 

model in Figure 4.1. Results of the final model are reported in Tables A.2 and A.3 in Appendix  
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Figure 4.1. The Hypothesized and Final (Best Fitting) Model of Family Dynamics and Caregiver 

Preparedness with Tasks Related to EOL Care Completed as a Proposed Mediating Variable. 
Note. All values represent standardized parameter estimates.  
*p ≤ .001 
  
A and include the standardized and unstandardized coefficients and standard errors, as well as 

the direct, indirect, and total effects of the model. 

After failing to achieve good model fit of the data for SEM, the simplified mediation 

analysis confirmed the lack of mediation from a family dynamics variable to preparedness for 

EOL caregiving by tasks completed related to EOL care. The direct effect of family dynamics on 

preparedness for EOL care was significant (B = 0.36 (β = 0.26), p ≤ .001), as was the total effect 

of the simplified mediation model (B = 0.40 (β = 0.30), p ≤ .001). However, the indirect effect, 

calculated using bootstrapping procedures (unstandardized indirect effects computed for each of 

the 5000 bootstrapped samples), was 0.05 with the 95% confidence interval ranging from -0.02 

to 0.13, thus indicating the indirect effect was not statistically significant. Therefore, the number 

of tasks completed to prepare for EOL caregiving was not considered a mediator in the 

association between family dynamics and preparedness for the transition to EOL caregiving. 

Discussion 

The purpose of this study was to explore the association between family caregivers’ 

family dynamics and their perceived preparedness for the transition to EOL caregiving. This 
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study addresses a gap in caregiving research wherein family dynamics have been overlooked as a 

potential source of variability in family caregivers’ well-being. Innovative use of bioecological 

theory and the Circumplex model of family and marital systems provided a novel approach to 

explore how feelings of preparedness for caregiving and the transition to EOL caregiving may 

differ depending on family factors such as cohesion and communication. It was assumed that 

family caregivers with balanced family dynamics would report greater perceived preparedness 

for caregiving and the transition to EOL caregiving that caregivers with unbalanced family 

dynamics. In addition, it was hypothesized that the connection between family dynamics and 

caregiver preparedness for EOL caregiving would be mediated by tasks completed related to 

EOL care planning.  

Utilizing a SEM analytic technique, acceptable model fit of the data was not achieved, 

indicating there may not be a meaningful association found in this sample between the construct 

of family dynamics and caregiver preparedness. In addition, the hypothesized mediating role of 

tasks completed related to EOL care planning between family dynamics and caregiver 

preparedness was not supported. Although study hypotheses were not supported, there were 

many lessons learned from the data and analyses that can serve to inform future studies and the 

development of new measures to better understand caregiving families.  

Caregiver Characteristics and Demographics 

National statistics (NAC & AARP, 2020) indicate that most family caregivers provide 

care to a parent or parent-in-law (50%) or a spouse or partner (12%). The results of this study 

echo these findings, with the majority of individuals caring for a parent (36.4%) or spouse or 

partner (33.5%). Yet, it is important to note that many family caregivers provided care to a 

variety of other family members. Family caregivers in this study were providing care for 
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siblings, grandparents, aunts and uncles, in-laws, ex-spouses, and cousins. In addition to the 

variety of relations between the family caregiver and care receiver, almost half of family 

caregivers reported that another person helped provide care to their care receiver, 35% of whom 

were another family member. This demonstrates that much of caregiving responsibilities are at 

least somewhat shared with other family members.  

An important lesson learned from these data is that researchers and service providers 

must consider the variety of family relationships that may exist between a care receiver and their 

caregiver, and that more family members may be involved in helping provide care than just the 

primary family caregiver (Qualls, 2016). Thus, it is important to acknowledge in caregiving 

research that outcomes associated with caregiving may extend beyond a spouse or one adult 

child. The many relationships identified in this data are complex, often intergenerational, and 

built upon a life course of family processes and interactions. 

Family Dynamics and Preparedness for the Transition to EOL Care 

 This study framed the construct of family dynamics through the observed variables of 

family cohesion, family flexibility, family communication, and family satisfaction (as presented 

in the Circumplex model of marital and family systems; Olson et al., 2019). Both measures of 

cohesion and flexibility resulted in a designation of unbalanced or balanced family functioning. 

Most family caregivers reported balanced family cohesion and flexibility (75%), and there was 

no association between unbalanced or balanced cohesion and flexibility and preparedness for the 

transition to EOL caregiving. Although these results did not support the hypothesis that family 

caregivers with balanced family dynamics would report greater perceived preparedness than 

family caregivers with unbalanced family dynamics, perhaps there are useful explanations of the 

results to explore. For example, perhaps balanced family cohesion and flexibility (wherein 
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families are not too distant or too enmeshed) serve a protective factor, such that families who are 

well connected to each other think they may be more prepared for the transition to EOL care.  

Other caregiver demographics and characteristics were also not related to differences in 

preparedness for EOL caregiving, including age, gender, race, ethnicity, duration of care and 

time caregiving per week. It was somewhat surprising that some of these factors were not 

associated with differences in preparedness for EOL caregiving, given that time (within the 

context of age, duration of care, and time caregiving per week) is often associated with increased 

preparedness (Nielsen et al., 2016). These results support previous research that suggests 

preparedness for EOL caregiving remains not well understood (Christ & Blacker, 2005) and 

despite efforts to encourage family conversations about planning for EOL care, families remain 

ill-prepared for EOL care decision making (Fowler et al., 2014).  

 Despite most family caregivers reporting balanced family cohesion and flexibility, 

caregivers also reported low to moderate family communication and very low to low family 

satisfaction. Surprisingly, there was no one type of family relation or living arrangement that was 

related to differences in family communication or satisfaction. Previous research has found that 

the relationship between the caregiver and care receiver (which may be more or less close 

depending on the familial relation) was associated with caregiver outcomes, including higher 

levels of affective communication between the caregiver and care receiver and higher caregiving 

satisfaction (Fauth et al., 2012).   

Family communication and family satisfaction was, however, associated with 

preparedness for EOL caregiving, along with perceived burden of caregiving and tasks 

completed related to EOL care. With results more in line with the study hypotheses, family 

caregivers who reported lower family communication and satisfaction felt less prepared for EOL 
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caregiving than caregivers who reported higher levels of family communication and satisfaction. 

These results support previous research that found that caregivers who report low preparedness 

for caregiving often have low levels of communication with family members about death and 

dying (Nielsen et al., 2016) and that gaps in communication with family and medical 

professionals can cause caregiver suffering and distress (Christ & Blacker, 2005). The 

discrepancies in findings between family cohesion, flexibility, communication, and satisfaction 

demonstrate potential problems with combining these four factors together to make up the 

construct of family dynamics, particularly with aging families. It may be that family 

relationships, interactions, and processes grow more complex as families age and individuals 

take on new and different roles (such as family caregiving) within the family system.  

Failure to Identify Acceptable Model Fit 

 There are several potential explanations for why the SEM analyses were unable to find 

acceptable model fit of this study data. These explanations are grounded in both statistical and 

theoretical issues. Detailed examination of the data revealed that there existed increasing 

variation (random scatter with no patterns) in the variables of interest as well as a lack of linear 

association between some of the variables (see Figures A.2 - A.7 in Appendix A). This is 

particularly noticeable in the hypothesized mediating variable, tasks completed related to EOL 

care, and the outcome variable of preparedness for EOL caregiving. For example, as previously 

discussed, a large portion of family caregivers responded that they were “not at all prepared” for 

any of the assessed EOL caregiving responsibilities, while the remaining caregiver responses 

were more equally distributed from “not too well prepared” to “very well prepared”, indicating 

at least some preparedness for some components of EOL caregiving.   
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Although these results make inferential analyses difficult, the data are meaningful. From 

this, we learn that 20% of family caregivers indicated that they are not at all prepared to meet the 

medical, emotional, spiritual, and social needs of their care receiver at the end of their life. In 

addition, those family caregivers are not at all prepared for the transition to hospice, palliative, or 

EOL comfort care for their care receiver, and believe that their family members are also not at all 

prepared for their care receiver’s transition to end-of-life care. Future studies should continue to 

examine what will help family caregivers and their families feel more prepared for the transition 

to EOL care. Perhaps further exploration into what makes families and family caregivers feel 

more prepared for this transition may help identify different family processes or interactions that 

can be recommended to help all family caregivers feel more prepared for the transition to EOL 

caregiving. It is also important to examine how low preparedness for this stage may be 

associated with the caregiving experience during the care receiver’s end of life and later health 

and well-being outcomes of the caregiver after the death and bereavement of their family 

member.  

 In addition to statistical explanations for the lack of model fit to this data, there are 

several potential theoretical reasons why the hypothesized model was not supported. First,  

family-level, longitudinal data are important to appropriately assess family processes (Pritchett et 

al., 2011; Roberto & Blieszner, 2015; Utz et al., 2017) and the causes, correlations, and 

interactions that may lead to specific outcomes for caregivers and their families. The cross-

sectional, self-report survey developed for this study relied on responses from individual family 

caregivers, without examining multiple family members with a family system. Future studies 

should continue exploring family dynamics and caregiver preparedness by including more family 

members in the study, measuring patterns of family responses over time, and focusing on both 
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individual- and family-level analyses. In addition to the lack of family-level data for these 

analyses, another major theoretical issue with the study is the lack of options of family dynamics 

measures for use with aging families.  

Use of the FACES-IV (Circumplex Model) Measure 

Two important issues justified the inclusion of the FACES-IV measure in the survey for 

this study of family caregivers. First, caregiving research lacks reliable and valid measures of 

family dynamics using a strengths-based approach. Measuring family strengths, rather than 

focusing on deviations from “idealized characterization of family structure and function” (Early, 

2001, p. 225) allows family science and practice to move towards more effective and efficient 

ways to identify solutions to family problems and support family well-being (Early, 2001). 

Review of two comprehensive assessment measure inventories (Cella et al., 2010; Family 

Caregiving Alliance, 2012) identified family-related measures appropriate for caregiving only 

relating to conflict and relationship strain. Focusing on these family stressors, without regard to 

family strengths (such as togetherness and adaptability), may limit researchers’ ability to identify 

which family strengths are most strongly associated with family caregivers’ preparedness for the 

transition to EOL caregiving. The FACES-IV measure was the only validated tool identified that 

seemed to capture different domains of family dynamics from a strengths-based perspective.  

Second, it was important to explore the potential of moving the Circumplex model 

science forward in the context of aging issues. Few studies were identified (Koutra et al., 2016; 

Pereira & Teixeira, 2013; Sutter et al., 2014; Tramonti et al., 2019) that used the FACES-IV 

questionnaire in family caregiving research. It is important to note that the FACES-IV measure is 

typically utilized in clinical settings (Olson et al., 2019) to assess family functioning over time 

and treatment. Again, the selection of this measure for use in the study was based on limited 
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availability of family dynamics measures. The FACES-IV measure was satisfactorily reliable 

(Taber, 2017) with the family caregivers in this study, however, Cronbach’s alpha for the family 

cohesion (.68) and family flexibility (.69) scales were slightly low. As the focus of this study was 

to examine the association between family dynamics and caregiver preparedness, the results (and 

lack of acceptable model fit to the data) indicate that the FACES-IV measure may not be an 

effective tool to study family dynamics of family caregivers.  

Future Directions for Studying Family Dynamics and Family Caregiving 

 As caregiving research advances, novel research questions are developed, and new 

measurement tools become necessary to further explore and understand the caregiving 

experience and caregiver outcomes. Examining EOL caregiving, specifically how prepared 

family caregivers feel for these responsibilities, and how family dynamics may be associated 

with this experience is an example of advancing caregiving research. This study demonstrates the 

necessity of developing new measures to explore how family processes may relate to family 

caregiver experiences and outcomes. According to best practices for developing and validating 

new measures (Boateng et al., 2018), the first step involves the identification of a research 

domain. Boateng and colleagues (2018) describe the process of domain identification as: a) 

acknowledging the significance of the domain; b) confirmation that no instruments exist that 

adequately measure the domain (or justifying why the development of a new instrument is 

appropriate); and c) providing a conceptual definition of the domain. After a thorough review of 

extant literature to meet these criteria, a researcher can begin the process of developing questions 

for inclusion in the new measure through a variety of deductive or inductive methods (Boateng et 

al., 2018).  
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 This study, along with previous studies on developing a conceptual framework (Fox et 

al., 2021a) and caregiver preparedness (Fox et al., 2021b), fulfill this first step of domain 

identification. It is clear from these results that many family caregivers feel not at all prepared 

for the transition to EOL care and that family communication and family satisfaction are 

associated with those feelings of preparedness. The next step in exploring family dynamics and 

preparedness for family caregiving is to use this study to inform the development of a new, 

strengths-based family dynamics measure that is appropriate for use with aging families. Based 

on the strengths and limitations of this study, it is recommended that an appropriate approach to 

develop new questions involves gathering qualitative data (such as observations and interviews 

with caregiving families) and using exploratory research methods (focus groups). These 

additional methods will help to inductively identify items relevant and important to family 

processes and interactions of caregiving families.  

Limitations of this Study 

This exploratory study is important to caregiving research and family science as a means 

to better understand how family dynamics and functioning across the lifespan may be associated 

with caregiver outcomes. However, a number of limitations should be acknowledged. The data 

collected for this study were cross-sectional, a method chosen to meet the exploratory 

expectations of a broader research question. As previously discussed, there is a gap in caregiving 

research wherein the study of family systems across the lifespan and family caregiver 

experiences and outcomes merge. It is important to build a foundation of basic science to 

understand the significance of this intersection, thus this cross-sectional exploratory study can 

inform future studies and the development of appropriate measures in this burgeoning field. 

Longitudinal studies with multiple individuals within a family (allowing for multi-level family 
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analysis) would likely improve the accuracy of findings and allow clearer conclusions about the 

association between family dynamics and the caregiving experience.  

 Interpretations of the data were also limited by sample size. There have been many 

recommendations for appropriate sample size to conduct SEM, anywhere from > 300 

(Tabachnick & Fidell, 2019), to an observation to estimated parameters ratio of 20:1 (Kline, 

2015) or as low as 10:1 (Schreiber et al., 2006). The biggest barrier to sample size in this study 

was the number of incomplete surveys. More than half of participants who consented and started 

the survey completed less than half of the survey. Many participants stopped completion of the 

survey among the family dynamics questions. This result may be another indicator that the 

FACES-IV scales may not be appropriate or applicable for use with family caregivers and their 

families. As the survey was self-administered and completed online, future studies should vary 

distribution methods to improve survey completion.  

It is also important to note that the sample was not a diverse sample and is likely not 

representative of the diverse experiences of family caregivers. Research has shown that there are 

unique family caregiving challenges associated with culture, race, and ethnicity (Dilworth-

Anderson et al., 2005) and individual and family needs and strengths may differ among diverse 

populations (Dilworth-Anderson et al., 2020). Including analysis of varying demographic 

characteristics (such as race, ethnicity, and gender) as covariates was an attempt to partially 

address this issue. However, it remains important for future studies to both increase sample size 

and make efforts to recruit a diverse sample that may more closely represent the experiences of 

all of our nation’s family caregivers.  

Finally, as previously mentioned, the family dynamics measures utilized in this study 

were limited in their capacity to fully capture the dynamics of aging families as they navigate 
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caregiving decisions, roles, and responsibilities. Family dynamics, especially studied over time, 

is a broadly applicable construct that would benefit from the inclusion of features specific to the 

complexities of diverse, aging families to allow for a more comprehensive assessment of family 

functioning relative to family caregiving. Future studies should continue to investigate what 

factors related to different family dynamics contribute to the prediction of preparedness for 

caregiving.  

Conclusion 

Providing care to aging, adult family members is now considered a normative part of 

individual and family development (NASEM, 2016), yet research studies continue to frame 

caregiving within the individual experience or within the caregiver and care-receiver dyad. This 

study adds to caregiving literature by beginning to explore the association between family 

dynamics and the caregiving experience and making recommendations for future research and 

measure development. Family caregivers’ feelings of preparedness for caregiving vary widely, 

and many feel not at all prepared for the transition to EOL caregiving. This study will inform 

future research questions, hypotheses, and methods, to continue exploring why and how families 

(and different family members) get involved with EOL caregiving, how families navigate EOL 

caregiving decisions together, and how different family dynamics may support or hinder family 

caregivers’ feelings of preparedness for the transition to EOL caregiving. The long-term purpose 

of this research is to guide family-centered practices and the development of interventions to 

support individuals and their caregivers and families as they navigate the transition to EOL care. 
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CHAPTER 5 
 

GENERAL DISCUSSION AND CONCLUSION 
 
 

  
Family members are the primary care providers to adults with health or functional needs 

and play an integral role in providing care and comfort at the EOL. Individuals providing this 

care are vulnerable to physical, psychological, and emotional stress, and often indicate they do 

not have the knowledge or skills needed for providing EOL care. Yet, few studies have examined 

the mechanisms that may help family caregivers feel more prepared for EOL caregiving. A focus 

on caregiving transitions, the different contexts of the caregiving experience (such as family 

relationships and interactions), and including family-level studies may help move caregiving 

research forward and identify new research questions in the study of individual and family aging 

experiences.  

 The first chapter of this dissertation provided a broad overview of family caregiving, 

including a discussion of how research on aging families and common theoretical perspectives 

guided family caregiving research. It also included an examination of the limited research on 

EOL caregiving and making the transition to EOL care. Through this review of caregiving 

literature, it is clear that little is known about how family caregivers, along with their care 

receivers and other family members, prepare for the transition to EOL care. Thus, the 

manuscripts included in Chapters 2, 3, and 4 addressed gaps in family caregiving research, each 

contributing to an exploration of how family caregivers perceive their preparedness for the 

transition to EOL caregiving and how family dynamics may be associated with feelings of 

preparedness. A summary of the key contributions and findings from each manuscript are 

presented in the following paragraphs. After the summaries, the implications of the studies and 
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this dissertation are discussed within the context of advancing family caregiving research and 

recommendations for the development of intervention programs to support caregiving families. 

Summary of Chapter 2 

 Chapter 2, Family Dynamics and the Transition to End-of-Life Caregiving: A Brief 

Review and Conceptual Framework, introduced a conceptual framework adapted from 

Bronfenbrenner’s bioecological theory of human development (Bronfenbrenner & Morris, 2006). 

The framework focuses on four key interacting components that drive development, including 

person, context, time, and proximal processes. As conceptualized in this framework, each of 

these constructs included factors related to characteristics of family caregivers and the caregiving 

experience, as well as the form and functioning of the aging family. The conceptual framework 

provides a model for examining family caregiver and family-level outcomes associated with the 

transition to EOL caregiving.  

This manuscript provides one approach for addressing current recommendations for 

advancing research on aging families and caregiving. These recommendations include focusing 

on interpersonal dynamics within aging families providing care to each other (Carr & Utz, 2020), 

examining how the transition to EOL caregiving effects family caregivers’ health and well-being 

(Aoun et al., 2018), and utilizing innovative theoretical approaches to guide studies of aging 

families (Humble et al., 2020). In addition, Bronfenbrenner recommended the use of the 

bioecological model to bridge theory to research method and practice (Bronfenbrenner & Morris, 

2006). The conceptual framework for a bioecological model of family dynamics and the 

transition to EOL caregiving was utilized to develop the methods for the studies in Chapters 3 

and 4, specifically the development of a survey for family caregivers (see Appendix B) and 

selection and creation of appropriate measures, the approaches to data analysis, and the 
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interpretation of results. The framework also informs the plans for next steps to advance family 

caregiving research and developing interventions to prepare individuals and aging families for 

EOL caregiving. 

Summary of Chapter 3   

The purpose of the study presented in Chapter 3, Family Caregivers’ Feelings of 

Preparedness for the Transition to End-of-Life Caregiving, was to explore how family caregivers 

perceive their preparedness for the transition to EOL care and to investigate what factors may be 

associated with those feelings of preparedness. This study addresses gaps in caregiving research 

wherein little is known about the factors that may influence family caregivers’ feelings of 

preparedness for the transition to EOL care. As discussed in the literature review, many family 

caregivers lack the skills to provide the physical, emotional, spiritual, and social needs of their 

care receiver at the EOL. These complex needs of a dying family member contribute to the 

increased physical and psychosocial burdens of EOL caregiving, which considered together 

demonstrate the importance of understanding how to help family caregivers prepare for the 

transition to EOL care.  

In this study, 252 family caregivers were recruited to complete a self-report online 

survey. The survey included measures to learn more about caregivers’ preparedness for 

caregiving, cultural reasons for caregiving, number of tasks completed to prepare for the 

transition to EOL care, burden appraisal, and other various demographics and characteristics of 

their care receiver and the caregiving experience. To learn more about family caregivers and 

their perceived preparedness fort the transition to EOL care, analyses of the data included 

utilization of descriptive statistics, EFA (to identify factors within the construct of preparedness), 

ANOVAs, and a multiple regression. Several key findings are important for understanding 
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family caregiver preparedness. For example, on average, family caregivers felt somewhat 

prepared for general caregiving responsibilities, but not too well prepared for the transition to 

EOL care and EOL caregiving responsibilities. These feelings were common among family 

caregivers of all ages, gender, race, ethnicity, education level, and income. Differences in 

preparedness for EOL caregiving were found between different familial relation of the caregiver 

and care receiver, stage of care along caregiving trajectory, and hours of care provided each 

week. In addition, perceived burden of caregiving and number of tasks related to EOL care 

completed were both associated with differences in caregivers’ preparedness for EOL caregiving.  

Overall, the findings of this study identified fewer demographics and characteristics of 

caregivers and the caregiving experience that were associated with preparedness for EOL care 

than hypothesized. Yet, several factors (including family relation between caregiver and care 

receiver and number of tasks related to EOL care completed) were related to family structure, 

interactions, and processes. Previous studies have explored how advance care planning and 

communicating with health care professionals can help individuals feel more prepared for EOL 

care (Carr & Luth, 2017; Egbert et al., 2017; Redinbaugh et al., 2003), but few have examined 

how to encourage families to discuss potential future care needs and decisions or how those 

interactions may influence family caregiver outcomes. It may be that a lack of preparedness for 

EOL caregiving is a universal feeling, not limited to specific caregiving populations, and future 

studies (and subsequent intervention development) should further explore how to help all 

individuals and their families feel more prepared for EOL care.  

Summary of Chapter 4 

 The study presented in Chapter 4, Understanding the Association Between Family 

Dynamics and Preparedness for the Transition to End-of-Life Caregiving, continued building on 
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the research from the previous chapter. The purpose of this study was to explore the association 

between family caregivers’ family dynamics and their perceived preparedness for the transition 

to EOL caregiving. Most of family caregiving research continues to focus on the experiences and 

outcomes of a primary family caregiver, occasionally exploring dyadic experiences of the 

caregiver and care receiver, without recognizing the impact caregiving and caregiving transitions 

have on the whole family system (Qualls, 2018). Drawing from the same study sample in 

Chapter 3, survey responses from 173 family caregivers were analyzed to examine family 

dynamics and caregivers’ perceived preparedness for caregiving. Family dynamics were 

measured using scales developed from the Circumplex model of marital and family systems 

(Olson & Gorall, 2003). It is important to note that these scales were selected for use in this 

study for their strengths-based and comprehensive questions measuring multiple dimensions of 

family functioning and interaction. The few measures of family dynamics identified for use in 

caregiving research only focused on family conflict and relationship strain (Cella et al., 2010; 

Family Caregiving Alliance, 2012).  

 The key finding of this study was that the hypothesized model considered in the SEM 

(including all other tested models) failed to achieve acceptable model fit of the data. In addition, 

the mediating role of number of tasks completed related to EOL care was not confirmed. A 

variety of possible statistical and theoretical explanations for this finding were considered, 

including random variation and a lack of linear association amongst some of the variables of 

interest, and the appropriateness of the family dynamic measure for use in a cross-sectional, 

individual-level study. Although statistical significance was not achieved in the hypothesized 

model, the practical significance of the findings are important and inform plans for the next steps 

of this research discussed in the upcoming section.  
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 In addition to the issues discussed with use of the family dynamics measure in the SEM, 

there were conflicting results of comparisons of each dynamics scale included in the measure 

(flexibility, cohesion, communication, and satisfaction) with preparedness for EOL caregiving. 

The average family caregiver reported balanced family cohesion and flexibility, but also reported 

low family communication and satisfaction. Balanced cohesion and flexibility were not 

associated with preparedness for EOL caregiving, but family communication and satisfaction 

were. These results suggest that the association between family dynamics and preparedness for 

EOL caregiving in not well understood, and further research is important. It may be that each of 

these constructs of family dynamics are uniquely important at different stages of caregiving and 

during the transition to EOL care. Thus, there is a need for more valid and reliable measures of 

family dynamics for aging, caregiving families. 

Practical Implications 

 These exploratory studies pave the way for advancing empirical and applied studies of 

family caregiving. Chapters 2-4 included recommendations for future studies, drawing from 

reviews of extant literature and the results and limitations of each study. The following 

paragraphs bring together these discussions with recommendations from key caregiving studies 

to provide an overview of how this dissertation can be used to advance caregiving research. 

Specific examples of next steps are provided for both research and intervention development. 

Advancing Family Caregiving Research 

Much of family caregiving research has focused on identifying the stresses and burdens 

of providing care to family members. In addition, researchers have extensively studied the 

adverse physical, mental, emotional, social, and financial outcomes associated with the family 

caregiver role and responsibilities. Yet, there remains gaps in caregiving research that leave 
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unanswered questions about the family caregiving experience and caregiver outcomes (Schulz et 

al., 2020), such as how family interactions may influence identification of the positive aspects of 

caregiving. The exploratory studies in Chapters 3 and 4 were guided by the conceptual 

framework for a bioecological model of family dynamics and the transition to EOL caregiving 

presented in Chapter 2. This approach demonstrates how innovative uses of theory may be used 

to explore these unanswered questions.  

This dissertation and the acknowledged limitations of each study have provided 

suggestions of how to build off this research to develop new research questions and improve on 

study methods to advance family caregiving research. These recommendations focus on three 

themes: a) shifting from individual-level, cross-sectional methods to longitudinal, family-level 

methods (including multiple family members in studies) to better understand the family 

experience of caregiving and how family dynamics over time may relate to caregiver outcomes; 

b) improving the study design, recruitment efforts, and data collection methods to reach a larger 

and more diverse sample of family caregivers; and c) continue to explore how to prepare families 

for caregiving transitions. Developing longitudinal studies that measure family members’ 

responses over time may improve researchers’ ability to draw conclusions about how family 

dynamics are associated with the caregiving experience and caregiver outcomes. More diverse 

study samples will improve the generalizability of study findings and help researchers explore 

caregiving experiences and outcomes that more closely represent those of all family caregivers. 

And finally, to pull all of these themes together, understanding how and why family members get 

involved in EOL care and decision making, how families navigate the transition to EOL care 

together, and how family dynamics may relate to caregiver outcomes requires an appreciation of 



120 

individuals’ and families’ racial, ethnic, cultural, community, and family backgrounds and 

history (Dilworth-Anderson et al., 2011). 

Using the recommendations from caregiving literature, findings from this dissertation, 

and the lessons learned from the limitations of these studies, there are two main next steps for 

advancing this line of family caregiving research. The first step will be to develop a new measure 

of family dynamics to explore how perceptions of family functioning, closeness, and interactions 

may be associated with the caregiving experience and caregiver outcomes. As discussed in 

Chapter 4 (and based on findings from utilizing the Circumplex model measure of family 

dynamics (Olson & Gorall, 2003)), there is a lack of available strengths-based measures of 

family dynamics appropriate for use with aging, caregiving families. Each of the studies in this 

dissertation provide evidence of the significance of the family dynamic construct within family 

caregiving research and justification for why a new measure is appropriate (both elements of the 

process of domain identification for best practices of measure development and validation; 

Boateng et al., 2018). A diverse sample of family caregivers will be recruited to assist in the 

process of scale development using inductive, qualitative methods including family observations 

and interviews. Following the development of the measure, it will be tested in focus groups and 

refined based on participant feedback. Another sample with then be recruited to test the edited 

measure, after which responses will be analyzed to confirm the factor structure of the family 

dynamics measure and assess the validity and reliability of the measure.   

After a new family dynamic measure has been created, tested, validated, and deemed 

reliable for use with aging, caregiving families, the next step to advance this research is to 

continue exploring the association between family dynamics and perceived preparedness for the 

transition to EOL care in a longitudinal, family-level study. Ideally, a mixed method approach 
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would be utilized to assess family dynamics (as perceived and reported by different family 

members and as observed by the researcher) over time. The research methods and findings from 

these proposed studies will help researchers and practitioners better understand how family 

functioning, interactions, and processes may influence family caregivers’ perceived preparedness 

for EOL caregiving, and which of those should be recommended for all families to help them 

feel more prepared for the transition to EOL care. In turn, this work will inform the development 

of an intervention aimed at helping prepare individuals and families for the transition to EOL 

caregiving.  

Interventions for Caregiving Families 

This dissertation has several implications for applied family caregiving research, 

including the development and implementation of interventions for family caregivers and their 

families. As families care for each other in different capacities across the lifespan, each family 

member’s roles and responsibilities are likely to change along with the care needs of others. Yet, 

most caregiving interventions are designed for a primary family caregiver or a dyadic program 

for both the caregiver and care receiver (NASEM, 2016), despite the knowledge that multiple 

family members are often involved in the provision of care and family dynamics are associated 

with caregiver and care receiver outcomes (Qualls & Noecker, 2009). In addition, most 

rigorously tested interventions are designed for specific caregiving populations (such as caring 

for individuals with dementia or cancer), thus limiting the reach of caregiving interventions 

(Segal et al., 2018) from any caregiving family that faces the challenges of caregiving 

transitions. A recent review of caregiver interventions (Zarit, 2018) found that caregivers want 

proactive solutions to future caregiving problems and want to focus on the positive aspects of 

caregiving (such as positive emotions and family interactions). These findings support 
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recommendations in caregiving research to utilize strengths-based approaches to intervention 

development, which allows for the identification and building of individual- and family-level 

potential and capacity (Hughes, 2015) and supports resilience in caregiving families.  

 Based on these recommendations and those addressed throughout the literature reviews in 

this dissertation, the next step to advance this research is to develop or adapt a strengths-based 

intervention for caregiving families to prepare them for the transition to EOL care. Following the 

National Institutes of Health stage model for behavioral intervention development (NIA, 2021), 

stage 0 of intervention development involves conducting basic science to inform the 

development of an intervention. The results from this dissertation and the future studies 

addressed in the previous section will fulfill stage 0, assuming the mechanisms of change within 

family systems that are associated with preparedness for EOL caregiving will have been 

identified. Thus, the next step for this research is Stage 1 of intervention development which 

involves the creation and preliminary test of the intervention (or adaptation or modification of an 

existing intervention; NIA, 2021).  

 Ideally, the intervention would be designed for multiple family members (continuing the 

family-level approach to research and intervention recommended throughout this dissertation) 

and would include opportunities for education and skill-building to enhance individual and 

family self-efficacy and preparation for caregiving responsibilities and decision-making related 

to EOL care. As discussed in Chapter 3, researchers have identified core competencies for 

families and family caregivers important to caregiving transitions, including effective 

communication skills, problem-solving skills, conflict management, sharing and coordination of 

care, and self-care (Gitlin & Wolff, 2011). These elements would provide the foundation for the 

intervention curriculum and inform the development of outcomes assessment. As these skills are 
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important to any caregiving family, regardless of a care receiver’s diagnosis or care needs, the 

intervention would be widely generalizable and could be easily adapted to meet the needs of 

different caregiving populations.  

Implications for Practice 

After the intervention has been developed and pilot tested (stage I of the NIH stage model 

for behavioral intervention development), next steps would include testing for feasibility and 

acceptability, experimental efficacy testing in first research (controlled) and then real-world 

settings, and finally testing effectiveness of the intervention in community settings with the help 

and support of community partners and service providers. These steps would fulfill stages II-IV 

of the NIH model (NIA, 2021) and inform moving the empirically supported intervention into 

practice in the final stage (V) of implementation and dissemination. There is much work to be 

done to move this dissertation research forward from its current stage to a community-practiced, 

evidence-based intervention. Yet, much of what has been discussed in this dissertation study may 

inform implementation of interventions (both current and future) for caregiving families and how 

practitioners can support the health and well-being of family caregivers, their care receivers, and 

their families.  

In addition to the recommended components of the intervention discussed previously, it 

will be important to focus on recruitment strategies while testing the intervention. Most 

caregivers do not self-identify as a family caregiver (RCIC, 2012), so one approach for 

recruitment is to limit exclusion criteria and have researchers and practitioners stress the 

importance of care receivers and their family caregivers seeking help from not only family 

members and friends, but also service providers and community resources regardless of the type 

or amount of care that is currently provided. Researchers have recommended educating and 
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preparing all adults for caregiving, understanding the likelihood and importance of needing or 

providing care in the future (Schulz et la., 2020). An intervention designed specifically to help 

prepare all individuals and families for the likelihood of the eventual transition to EOL care for a 

family member will complement hospice and palliative care programs prepare families for EOL 

caregiving long before they face the challenges of the transition to this stage.  

Practitioners working with patients or clients should be aware of their family caregivers, 

inform them of the potential for transitions in care needs and caregiving responsibilities, and 

encourage family communication about caregiving transitions. By including family caregivers in 

a patient or client’s course of care and decision-making, practitioners may be more able to 

identify families that do not feel prepared for the transition to EOL care. These families can be 

directed to community programs and resources (such as an intervention) that will help them plan 

for future care, communicate about care wishes and plans, and build skills to be able to adapt to 

the increasing complexities of caregiving responsibilities.      

Conclusion 

 The primary aim of this dissertation was to explore how family caregivers perceive their 

preparedness for the transition to EOL caregiving and how family dynamics may be associated 

with how prepared family caregivers feel for that transition. This dissertation provides evidence 

that many family caregivers do not feel prepared for the transition to EOL caregiving. The 

adaptation of Bronfenbrenner’s bioecological model (Bronfenbrenner & Morris, 2006) into the 

Conceptual Framework for a Bioecological Model of Family Dynamics and the Transition to 

EOL Caregiving and findings from the subsequent studies provide direction and support for 

future studies to advance family caregiving research and inform intervention development. As 

researchers and practitioners continue efforts to understand the risk and protective factors 
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associated with caregiving, the recommendations made in this dissertation may help identify new 

research questions to explore and opportunities for prevention and intervention science to help 

individuals and families feel more prepared for receiving care, providing care, and navigating 

caregiving transitions, such as the transition to EOL care. Currently, the end of life is a 

developmental stage that remains largely overlooked in research across a variety of fields, 

including human development, family science, gerontology, psychology, sociology, and social 

work. Family members often have the opportunity or responsibility to provide care and comfort 

at this stage to a dying family member. Helping families and individuals prepare for this time 

and the unique challenges and opportunities of EOL caregiving may not only improve family 

caregiver and family-level outcomes, but more importantly, help families best meet the care 

wishes and improve life satisfaction for individuals at the end of their life.   
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APPENDIX A 
 

CHAPTER 4 SUPPLEMENTARY MATERIAL 
 
 
 

 

Figure A.1. Histogram Depicting Responses from Family Caregivers (N = 173) to the 

Preparedness for the Transition to EOL Caregiving Variable, Wherein Responses from Six 

Questions in the Preparedness Measure (Identified as a Factor of Preparedness) Were Averaged 

to Create this Factor Score. 
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After testing the hypothesized model, adjustments were made based on theoretical 

considerations of the Conceptual Framework for a Bioecological Model of Family Dynamics and 

the Transition to EOL Caregiving. Several caregiver demographics and characteristics (gender, 

familial relation between the caregiver and care receiver, and duration of care) were added in 

Model 2 to examine if it was important to account for differences in these factors. After this 

analysis, the covariates were removed from the model, as was the hypothesized mediator of 

number of tasks completed related to EOL care. Model 3 focused solely on the association 

between the constructs of family dynamics and preparedness. The final adjustment included the 

hypothesized mediator once again, but the outcome construct was simplified. Model 4 removed 

the construct of preparedness (which included both the preparedness for general caregiving and 

preparedness for EOL caregiving factors) and focused the outcome on only the observed variable 

of preparedness for EOL caregiving (given that this was the outcome of interest).  

Table A.1. Results of Models Tested Using SEM, Including Model Fit Statistics of Normed Chi-
Square (ꭓ²/df), the Root Square Error of Approximation (RMSEA), Incremental Fit Index (IFI), 

the Tucker-Lewis Index (TLI), and Comparative Fit Index (CFI). 

 

Model ꭓ²/df RMSEA IFI TLI CFI 

Initial (hypothesized) model 4.78 0.15 0.91 0.79 0.91 
Model 2 5.74 0.18 0.88 0.75 0.88 
Model 3 9.13 0.22 0.89 0.79 0.89 
Model 4 9.54 0.22 0.86 0.73 0.86 

Note. Commonly used acceptable values to assess model fit include ꭓ²/df < 3, RMSEA ≤ 0.08, 
and IFI, TLI, and CFI ≥ 0.90.  
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Table A.2. Standardized and Unstandardized Coefficients and Standard Errors from the 

Hypothesized, Best-Fitting Structural Equation Model Examining the Association Between the 

Independent Latent Variable of Family Dynamics and the Dependent Latent Variable of 

Caregiver Preparedness, and the Role of the Hypothesized Mediating Variable of Number of 

Tasks Completed Related to EOL Caregiving. 

Observed variable Latent construct β B SE 

Family cohesion Family dynamics 0.50 0.25 0.04 
Family flexibility Family dynamics 0.48 0.24 0.04 
Family communication Family dynamics 0.98 1.15 0.08 
Family satisfaction Family dynamics 0.86 1.00  
Preparedness for general caregiving Preparedness 0.73 1.00  
Preparedness for EOL caregiving Preparedness 0.98 1.73 0.28 
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Table A.3. Direct, Indirect, and Total Effects, including Standardized and Unstandardized 

Coefficients and Standard Errors from the Hypothesized, Best-Fitting Structural Equation Model 

Examining the Association Between the Independent Latent Variable of Family Dynamics and 

the Dependent Latent Variable of Caregiver Preparedness, and the Role of the Hypothesized 

Mediating Variable of Number of Tasks Completed Related to EOL Caregiving. 

 β B   
Model Dynamics Tasks Dynamics Tasks SE R² 

Direct       
Tasks completed 0.07  0.09  .10 0.01 
Preparedness 0.32 0.33 0.25 0.23 .07 0.23* 

Indirect       
Tasks completed       
Preparedness  0.03  0.02    

Total       
Tasks completed 0.07  0.09    
Preparedness 0.34 0.33 0.27 0.23   

*p ≤ .001  
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Figure A.2. Scatterplot Matrix Depicting the Correlations Between Variables of Interest in this 

Study, Including: Family Cohesion (COHTOT), Family Flexibility (FLEXTOT), Family 

Communication (COMSUM), Family Satisfaction (SATSUM), Preparedness for End-of-Life 

(EOL) Caregiving (PREEOL), and Tasks Completed Related to EOL Caregiving (StpsDone). 
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Figure A.3. Scatterplot of Pairwise Comparison of Family Cohesion (COHTOT) and 

Preparedness for EOL Caregiving (PREEOL). 
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Figure A.4. Scatterplot of Pairwise Comparison of Family Flexibility (FLEXTOT) and 

Preparedness for EOL Caregiving (PREEOL). 
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Figure A.5. Scatterplot of Pairwise Comparison of Family Communication (COMSUM) and 

Preparedness for EOL Caregiving (PREEOL). 
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Figure A.6. Scatterplot of Pairwise Comparison of Family Satisfaction (SATSUM) and 

Preparedness for EOL Caregiving (PREEOL). 
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Figure A.7. Scatterplot of Pairwise Comparison of Tasks Related to EOL Care Completed 

(StpsDone) and Preparedness for EOL Caregiving (PREEOL). 
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APPENDIX B 
 

FAMILY CAREGIVING AND PREPAREDNESS SURVEY 
 
 
 

1) Do you consider yourself to be a caregiver for a family member? 
฀ Yes 
฀ No 

Please read the following statement and answer the questions below: Some people provide regular 
unpaid care or assistance to a family member who has physical or mental limitations, a health condition, 
long-term illness, or disability. Assistance can range from a few hours of shopping and cleaning to 
intensive medical or personal care. Tasks may include cooking, feeding, giving medications, bathing, 
toileting, transferring, and managing finances, transportation, or communication, and so forth. 

2) Are you currently providing unpaid care or assistance as described above to a family member?  
฀ Yes…for the purpose of this study, we will consider you a caregiver. The family member 

that you provide care for will be referred to as the care receiver.  
฀ No … thank you for participating in our survey. [SKIP TO END]  

 
3) How many family members are you providing unpaid care or assistance to? 

฀ One  
฀ Two or more … if providing care for more than one person, complete the remaining 

questions referring to the individual you provide the most care. 
 

4) The person you provide care for is your: 
฀ Spouse or partner 
฀ Parent 
฀ Adult child 
฀ Sibling 
฀ Other family member: ____________ 
฀ Other: _____________ 

 
5) How long have you been providing care for your family member? 

฀ Less than 6 months 
฀ 6 months to 1 year 
฀ 1 to 3 years 
฀ 4 to 10 years 
฀ More than 10 years 

 
6) How much time do you spend each week helping your care receiver?  

฀ 5 hours per week or less 
฀ 6 to 20 hours per week 
฀ 21 to 40 hours per week 
฀ More than 40 hours per week 
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7) Is there another person who also provides care for your care receiver? 
฀ No [SKIP TO QUESTION 10] 
฀ Yes 

 
8) What is that person’s relationship to your care receiver? 

฀ Spouse or partner 
฀ Parent 
฀ Adult child 
฀ Sibling 
฀ Other family member: ____________ 
฀ Friend 
฀ Professional or paid caregiver 
฀ Other: __________________ 

 
9)  How much time does that person spend each week helping your care receiver? 

฀ 5 hours per week or less 
฀ 6 to 20 hours per week 
฀ 21 to 40 hours per week 
฀ More than 40 hours per week 

 
10)   The caregiving role is often described based on stages of awareness and responsibilities. Along the 

following caregiving trajectory, identify where you would best describe your current role: 

 

SPORADIC CARE: 
*Awareness of 
problem(s) 
*Accompany to 
doctor 
*Help with light 
errands 
*Check-in/monitor 
 

REGULAR CARE: 
*Monitor symptoms 
or medication  
*Coordinate care 
*Helping with 
household tasks 

INCREASING CARE 
DEMANDS, PERSONAL 
CARE: 
*Increased supervision of care 
receiver 
*Personal care assistance 
*Provide health care assistance 
or manage symptoms 

END-OF-LIFE 
CARE: 
*Advance care 
planning 
*Minimize suffering 
and symptom control 
*Provide emotional 
support 

DEATH OF 
CARE 
RECEIVER: 
*Bereavement 
*Recover 
from 
caregiver role 

   

 

 

 

 

 

 

 

 

CONTINUED ON NEXT PAGE. 
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11)   What kinds of care do you provide for your care receiver?  

Please indicate no or yes for each item NO YES 

Check-ins, help with light errands   

Companionship (talking, reading, keeping company) or supervision   

Comfort care (end-of-life care to control pain and other symptoms)   

Financial assistance (paying bills, managing budget)   

Healthcare assistance (help with medications, wound care)   

Housekeeping (shopping, cleaning, preparing meals)   

Monitoring symptoms or medications   

Personal care assistance (feeding, bathing, toileting, dressing, grooming)   

Transportation (driving to doctor’s appointments, driving for errands)   

Other: 

 

12)   Which of the following is the primary condition(s) of your care receiver?   

฀ Alzheimer’s disease or dementia  
฀ Cancer or lymphoma 
฀ End-of-life (person has stopped treatment to cure or control their disease and is nearing end-of-

life, may include palliative care, supportive care, and hospice care) 
฀ Heart disease 
฀ Intellectual, cognitive, or developmental disability 
฀ Lung disease or COPD  
฀ Physical disability 
฀ Stroke 
฀ Traumatic brain injury 
฀ Other: _______________________ 
฀ No diagnosis 

 

 

 

 

 

 

 

CONTINUED ON NEXT PAGE. 
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For the purpose of this study, the end-of-life is defined as the period preceding a care receiver’s death 
from a process that is unlikely to be prevented by medical care.  

End-of-life care is given to people at this stage, often after they have stopped treatment to cure or control 
their disease. The goal of end-of-life care is to control pain and other symptoms so the care receiver can 
be as comfortable as possible.  

The transition to end-of-life care can include changing the place of care, changing the goals of care, and 
changing the providers of care (i.e., to hospice care). End-of-life care includes physical, emotional, 
social, and spiritual support for care receivers and their families.  

13)   Has your care receiver received a prognosis from a doctor of one year or less to live? 
฀ No 
฀ Yes 

   
14)   Is your care receiver currently receiving end-of-life care? 

฀ No  
฀ Yes [SKIP TO QUESTION 18] 
฀ Unsure 

 
15)   Do you have any reason to believe that your care receiver is nearing the end of their life (with less 

than one year to live)? 
฀ No 
฀ Yes 

 
16)   Why do you believe that your care receiver is nearing the end of their life? 

___________________________________________________________________ 
___________________________________________________________________ 

 
17)   When do you anticipate needing to transition to end-of-life care for your care receiver? 

฀ Less than 3 months 
฀ 3 to 6 months 
฀ 7 to 12 months 
฀ More than 1 year 
฀ Unsure 

 
18)   Is your care receiver currently receiving hospice care? 

฀ No 
฀ Yes 

 

 

 

 

CONTINUED ON NEXT PAGE. 
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19)   Your Preparation for Caregiving 

We know that people may feel well prepared for some aspects of giving care to another person, and 
not as well prepared for other aspects. We would like to know how well prepared you think you are to 
do each of the following, whether or not you are doing that type of care now. 

 Not at 
all 

prepared 

Not too  
well  

prepared 

Somewhat 
well  

prepared 

Pretty 
well  

prepared 

Very 
well  

prepared 

How well prepared do you think 
you are to take care of your care 
receiver’s physical needs? 

0 1 2 3 4 

How well prepared do you think 
you are to take care of their 
emotional needs? 

0 1 2 3 4 

How well prepared do you think 
you are to find out about and set up 
services for them? 

0 1 2 3 4 

How well prepared do you think 
you are for the stress of caregiving? 

0 1 2 3 4 

How well prepared do you think 
you are to make caregiving 
activities pleasant for both you and 
your care receiver? 

0 1 2 3 4 

How well prepared do you think 
you are to respond to and handle 
emergencies that involve your care 
receiver? 

0 1 2 3 4 

How well prepared do you think 
you are to get the help and 
information you need from the 
health care system? 

0 1 2 3 4 

How prepared do you think you are 
for the transition to hospice, 
palliative, or end-of-life care 
(comfort care) for your care 
receiver? 

0 1 2 3 4 

How well prepared do you think 
you are to meet the end-of-life 
medical needs of your care 
receiver? 

0 1 2 3 4 

How well prepared do you think 
you are to meet their end-of-life 
emotional needs? 

0 1 2 3 4 

How well prepared do you think 
you are to meet their end-of-life 
spiritual needs? 

0 1 2 3 4 
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Not at 
all 

prepared 

Not too 
well  

prepared 

Somewhat 
well 

prepared 

Pretty 
well  

prepared 

Very 
well  

prepared 

How well prepared do you think 
you are to meet their end-of-life 
social needs? 

0 1 2 3 4 

How prepared do you think your 
family members are for the 
transition to end-of-life care for 
your care receiver? 

0 1 2 3 4 

Overall, how well prepared do you 
think you are to care for your care 
receiver? 

0 1 2 3 4 

 

20)  What would you like to be better prepared for as a caregiver? 
___________________________________________________________________ 

______________________________________________________________________ 

______________________________________________________________________ 

21)   Please indicate whether or not you have taken each of the steps below (no or yes) and when you 
might have or will take the steps to prepare for your care receiver’s end-of-life: 

 NO YES 

Talked with your care 
receiver about the emotions 
they might be feeling when 
nearing the end of their life. 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 

Talked with your care 
receiver about how to meet 
their spiritual or religious 
needs when nearing the end 
of their life. 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 

Talked to your care receiver 
about how to meet their 
social needs as they near 
the end of their life. 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 
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Talked to your care receiver 
about the kind of medical 
care they would want if 
they were very sick or near 
the end of life. 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 

Talked with your care 
receiver’s doctor about the 
kind of medical care they 
want if they are very sick or 
near the end of life. 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 

Signed official papers 
putting your care receiver’s 
wishes in writing about the 
kind of medical care they 
want if they are very sick or 
near the end of life. 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 

Signed official papers 
naming a person or group 
of people to make medical 
decisions for your care 
receiver if they become 
unable to do so. 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 

Discussed or planned legal 
and financial matters (estate 
planning, will, etc.). 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 

Talked with your care 
receiver about what they 
would like planned for 
funeral arrangements. 

฀ No, but I plan to approximately… 
฀ 3 months from now 
฀ 6 months from now 
฀ 1 year from now 
฀ More than a year from now 
฀ I never plan to discuss this 
฀ I don’t know 

฀ Yes, I did this 
approximately… 
฀ 3 months ago 
฀ 6 months ago 
฀ 1 year ago 
฀ More than a year ago 
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22)   Please explain how your family members are involved in your preparedness for providing end-of-
life care. ____________________________________________________________ 

___________________________________________________________________ 
___________________________________________________________________ 
___________________________________________________________________ 
  

 

23)   I give care because: 

Please indicate no or yes for each item NO YES 

It is my duty to provide care to older dependent family members.   

It is important to set an example for the children in my family.   

I was taught by my parents to take care of older dependent family members.   

Of my religious or spiritual beliefs.   

By giving care to elderly dependent family members, I am giving back what 
has been given to me. 

  

It strengthens the bonds between me and them.   

I was raised to believe care should be provided in the family.   

It is what my people have always done.   

I feel as though I am being useful and making a family contribution.   

My family expects me to provide care.   
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We would like to know more about families in the context of providing care. For the following questions, 
please consider and answer the questions based on experiences with family members of you and the 
person you provide care for. This could include spouses, siblings, parents, children, and other extended 
family and friends. Using the scale provided, please indicate the degree to which you agree or disagree 
with each statement about this family. 

24) Strongly 
Disagree 

Generally 
Disagree 

Undecided Generally 
Agree 

Strongly 
Agree 

Family members are involved 
in each other’s lives. 1 2 3 4 5 

Our family tries new ways of 
dealing with problems. 

1 2 3 4 5 

We get along better with 
people outside our family 
than inside. 

1 2 3 4 5 

We spend too much time 
together. 

1 2 3 4 5 

There are strict consequences 
for breaking the rules in our 
family. 

1 2 3 4 5 

We never seem to get 
organized in our family. 

1 2 3 4 5 

Family members feel very 
close to each other. 

1 2 3 4 5 

Parents equally share 
leadership in our family. 

1 2 3 4 5 

Family members seem to 
avoid contact with each other 
when at home. 

1 2 3 4 5 

Family members feel 
pressured to spend most free 
time together. 

1 2 3 4 5 

There are clear consequences 
when a family member does 
something wrong. 

1 2 3 4 5 

It is hard to know who the 
leader is in our family. 

1 2 3 4 5 
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Strongly 
Disagree 

Generally 
Disagree 

Undecided Generally 
Agree 

Strongly 
Agree 

Family members are 
supportive of each other 
during difficult times. 

1 2 3 4 5 

Discipline is fair in our 
family. 

1 2 3 4 5 

Family members know very 
little about the friends of 
other family members. 

1 2 3 4 5 

Family members are too 
dependent on each other. 

1 2 3 4 5 

Our family has a rule for 
almost every possible 
situation. 

1 2 3 4 5 

Things do not get done in our 
family. 

1 2 3 4 5 

25) Strongly 
Disagree 

Generally 
Disagree 

Undecided Generally 
Agree 

Strongly 
Agree 

Family members consult 
other family members on 
important decisions. 

1 2 3 4 5 

My family is able to adjust to 
change when necessary. 

1 2 3 4 5 

Family members are on their 
own when there is a problem 
to be solved. 

1 2 3 4 5 

Family members have little 
need for friends outside the 
family. 

1 2 3 4 5 

Our family is highly 
organized. 

1 2 3 4 5 

It is unclear who is 
responsible for things 
(chores, activities) in our 
family. 

1 2 3 4 5 

Family members like to 
spend some of their free time 
with each other. 

1 2 3 4 5 
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 Strongly 
Disagree 

Generally 
Disagree 

Undecided Generally 
Agree 

Strongly 
Agree 

We shift household 
responsibilities from person 
to person. 

1 2 3 4 5 

Our family seldom does 
things together. 

1 2 3 4 5 

We feel too connected to 
each other. 

1 2 3 4 5 

Our family becomes 
frustrated when there is a 
change in plans or routines. 

1 2 3 4 5 

There is no leadership in our 
family. 

1 2 3 4 5 

Although family members 
have individual interests, they 
still participate in family 
activities. 

1 2 3 4 5 

We have clear rules and roles 
in our family. 

1 2 3 4 5 

Family members seldom 
depend on each other. 

1 2 3 4 5 

We resent family members 
doing things outside the 
family. 

1 2 3 4 5 

It is important to follow the 
rules in our family. 

1 2 3 4 5 

Our family has a hard time 
keeping track of who does 
various household tasks. 

1 2 3 4 5 

Our family has a good 
balance of separateness and 
closeness. 

1 2 3 4 5 

When family problems arise, 
we compromise. 

1 2 3 4 5 

Family members mainly 
operate independently. 

1 2 3 4 5 
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Strongly 
Disagree 

Generally 
Disagree 

Undecided Generally 
Agree 

Strongly 
Agree 

Family members feel guilty if 
they want to spend time away 
from the family. 

1 2 3 4 5 

Once a decision is made, it is 
very difficult to modify that 
decision. 

1 2 3 4 5 

Our family feels hectic and 
disorganized. 

1 2 3 4 5 

26) Strongly 
Disagree 

Generally 
Disagree 

Undecided Generally 
Agree 

Strongly 
Agree 

Family members are satisfied 
with how they communicate 
with each other. 

1 2 3 4 5 

Family members are very 
good listeners. 

1 2 3 4 5 

Family members express 
affection to each other. 

1 2 3 4 5 

Family members are able to 
ask each other for what they 
want. 

1 2 3 4 5 

Family members can calmly 
discuss problems with each 
other. 

1 2 3 4 5 

Family members discuss their 
ideas and beliefs with each 
other. 

1 2 3 4 5 

When family members ask 
questions of each other, they 
get honest answers. 

1 2 3 4 5 

Family members try to 
understand each other’s 
feelings. 

1 2 3 4 5 

When angry, family members 
seldom say negative things 
about each other. 

1 2 3 4 5 

Family members express 
their true feelings to each 
other. 

1 2 3 4 5 
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27) 

How satisfied are you 
with: 

Very 
Dissatisfied 

Somewhat 
Dissatisfied 

Generally 
Satisfied 

Very 
Satisfied 

Extremely 
Satisfied 

The degree of closeness 
between family 
members. 

1 2 3 4 5 

Your family’s ability to 
cope with stress. 

1 2 3 4 5 

Your family’s ability to 
be flexible. 

1 2 3 4 5 

Your family’s ability to 
share positive 
experiences. 

1 2 3 4 5 

The quality of 
communication 
between family 
members. 

1 2 3 4 5 

Your family’s ability to 
resolve conflicts. 

1 2 3 4 5 

The amount of time 
you spend together as a 
family. 

1 2 3 4 5 

The way problems are 
discussed. 

1 2 3 4 5 

The fairness of 
criticism in your 
family. 

1 2 3 4 5 

Family member’s 
concern for each other. 

1 2 3 4 5 
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28) Do you feel… Never Rarely Sometimes Quite 
Frequently 

Nearly 
Always 

That because of the time you spend 
with your care receiver that you 
don’t have enough time for yourself? 

0 1 2 3 4 

Stressed between caring for your 
care receiver and trying to meet other 
responsibilities (work/family)? 

0 1 2 3 4 

Angry when you are around your 
care receiver? 

0 1 2 3 4 

That your care receiver currently 
affects your relationship with family 
members or friends in a negative 
way? 

0 1 2 3 4 

Strained when you are around your 
care receiver? 

0 1 2 3 4 

That your health has suffered 
because of your involvement with 
your care receiver? 

0 1 2 3 4 

That you don’t have as much privacy 
as you would like because of your 
care receiver? 

0 1 2 3 4 

That your social life has suffered 
because you are caring for your care 
receiver? 

0 1 2 3 4 

That you have lost control of your 
life since your care receiver’s 
illness? 

0 1 2 3 4 

Uncertain about what to do about 
your care receiver? 

0 1 2 3 4 

You should be doing more for your 
care receiver? 

0 1 2 3 4 

You could do a better job in caring 
for your care receiver? 

0 1 2 3 4 
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Please provide the following information for both yourself and the person you care for.  

 You The Person You Care For 

To which 

gender 

identity do 

you most 

identify? 

฀ Female 
฀ Male 
฀ Non-binary 
฀ Prefer not to say 
฀ Other: __________ 

฀ Female  
฀ Male 
฀ Non-binary 
฀ Prefer not to say 
฀ Other: ___________ 

Age _________ ___________ 

Race  
฀ American Indian or Alaskan 

Native 
฀ Asian 
฀ Black or African American 
฀ Native Hawaiian or Other 

Pacific Islander 
฀ White 
฀ Other or multiple race 

฀ American Indian or Alaskan 
Native 

฀ Asian 
฀ Black or African American 
฀ Native Hawaiian or Other 

Pacific Islander 
฀ White 
฀ Other or multiple race 

Ethnicity 
฀ Hispanic or Latino or 

Spanish origin 
฀ Not Hispanic, Latino, or 

Spanish origin 

฀ Hispanic or Latino or Spanish 
origin 

฀ Not Hispanic, Latino, or 
Spanish origin 

Marital Status 
฀ Single, never married 
฀ Married or domestic 

partnership 
฀ Widowed 
฀ Divorced 
฀ Separated 

฀ Single, never married 
฀ Married or domestic 

partnership 
฀ Widowed 
฀ Divorced 
฀ Separated 

Education – 

highest level 

completed 

฀ Less than high school 
฀ High school diploma/GED 
฀ Post-secondary technical 

training 
฀ Some college 
฀ Associate degree 
฀ Bachelor’s degree 
฀ Graduate degree 

฀ Less than high school 
฀ High school diploma/GED 
฀ Post-secondary technical 

training 
฀ Some college 
฀ Associate degree 
฀ Bachelor’s degree 
฀ Graduate degree 

 

 

Employment 

฀ Employed full-time 
฀ Employed part-time 
฀ Unemployed 

฀ Stay-at-home parent 
฀ Student 
฀ Looking for work 
฀ Not looking for 

work 

฀ Employed full-time 
฀ Employed part-time 
฀ Unemployed 

฀ Stay-at-home parent 
฀ Student 
฀ Looking for work 
฀ Not looking for work 
฀ Disabled, not able to 

work 
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฀ Disabled, not able to 
work 

฀ Retired 

฀ Retired 

YEARLY 

household 

income 

฀ Less than $26,200 
฀ More than $26,200 

฀ Less than $17,240 
฀ More than $17,240 

Living 

Arrangements 

฀ Lives with care receiver 
฀ Lives apart from care receiver 

฀ Care receiver lives in own home, alone 
฀ Care receiver lives in home, with spouse or partner 
฀ Care receiver lives in an assisted living facility 
฀ Care receiver lives in a skilled nursing facility 
฀ Care receiver lives in a hospice facility 

 

38) How has your caregiving changed since the COVID-19 outbreak?  

______________________________________________________________________ 

______________________________________________________________________ 

______________________________________________________________________ 

 

39) Would you be willing to let us contact you for a follow-up interview in 6 months to 1 year from now? 
You have the right to say “no” if you change your mind. 

฀ No  
฀ Yes…. Please provide the best way of contacting you: _____________________ 

 
 
40) Would you be interested in taking part in similar research in the future? You have the right to say 
“no” if you change your mind. 

฀ No 
฀ Yes…. Please provide the best way of contacting you: _____________________ 

 

If you are interested in being entered into a drawing to receive a $50 Amazon gift card, please provide 
the best way of contacting you: ________________________________ 

 

Thank you for your help! Your responses will help us better understand the experiences and needs 

of family caregivers. 


