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Abstract

Past studies examining the relationship between preparedness for loss and bereavement voutcomes 

among caregivers of spouses/partners with life-limiting illness did not adequately account for 

preloss caregiver attributes that could potentially confound the relationship. Using a sample of 

spouse/partner cancer caregivers (N = 226), we examined how preloss caregiver attributes were 

associated with how prepared one felt for loss, and their role in the relationship between 

preparedness and later bereavement outcomes. Nearly half reported they were not emotionally 

prepared, and 35% were not prepared for the practical challenges associated with the loss. 

Although attributes such as depression, anxiety, competence in daily activities, and financial 

adequacy were associated with both preparedness and bereavement outcomes, regression analyses 

revealed that preparedness remained the strongest predictor in all models. We suggest that early 

interventions enhancing caregivers’ preparedness for loss may hold considerable promise for 

improved bereavement outcome.
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While the news of a life-limiting cancer diagnosis is distressing and disruptive for patients, it 

also profoundly affects spouses or partners providing their care. The “assumptive world” 

(Parkes, 1971) regarding what was once considered reliable, predictable, and even 

controllable is forever changed and often replaced by uncertainty, anxiety, and dread about 

the impending loss of a future life together (Johansson & Grimby, 2012; Moon, 2015; Olson, 

2014; Rando, 2000). In addition to emotional reactions, there are also significant daily living 

or practical life changes that occur (Hauksdottir, Steineck, Furst, & Valdimarsdottir, 2010; 

Hauksdottir, Valdimarsdottir, Furst, Onelov, & Steineck, 2010). Thus, a diagnosis of a life-

limiting illness has a tremendous impact not only on the patient, but also the caregiver who 

is balancing the challenges of providing care while additionally expecting the loss that will 

follow (Barry, Kasl, & Prigerson, 2002; Fowler, Hansen, Barnato, & Garand, 2013).
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Preparedness for Loss

The long-held view that anticipating an expected loss helps the griever to adjust more 

effectively after the death has been seriously challenged (Nielsen, Neergaard, Jensen, Bro, & 

Guldin, 2016). Having a forewarning period (the time between diagnosis of a life-limiting 

illness and death) does not necessarily mean that caregivers will prepare for the 

consequences (Clark, Brethwaite, & Gnesdiloff, 2011; Hebert, Dang, & Schulz, 2006). 

Indeed, past studies have reported that many bereaved caregivers reported being unprepared 

for the death and its aftermath (Caserta, Utz, & Lund, 2013; Clark et al., 2011; Hebert, 

Dang, et al., 2006; Nielsen et al., 2016; Tabler et al., 2015).

Preparedness is defined as “a caregiver’s perception of his/her readiness for the death” 

(Hebert, Prigerson, Schulz, & Arnold, 2006, pp. 1165-1166). In the case of a life-limiting 

illness, this would involve being ready to cope with the psychosocial, spiritual, and practical 

challenges of the patient’s illness, as well as managing medical concerns such as goals of 

care, treatment preferences, and end-of-life planning (Hauksdottir, Steineck, et al., 2010; 

Hauksdottir, Valdimarsdottir, et al., 2010; Hebert, Dang, et al., 2006). Carr (2012) suggests 

that readiness can consist of two components: emotional preparedness, which involves 

bracing for a broad range of emotions related to the loss itself and its finality; and practical 
preparedness, or readiness to address the necessary changes in daily life such as assuming 

new household, financial and other daily responsibilities, as well as making funeral 

arrangements and resolving estate matters.

A recent review (Nielsen et al., 2016) identified consistent evidence that a caregiver’s lack of 

preparedness was associated with poorer bereavement outcomes following the death of the 

patient (Hauksdottir, Valdimarsdottir, et al., 2010; Hebert, Dang, et al., 2006; Henriksson & 

Arestedt, 2013). Most notably, caregivers who felt less prepared reported greater levels of 

depressive symptoms (Hebert, Dang, et al., 2006; Schulz, Boerner, Klinger, & Rosen, 2015) 

and experienced a higher risk of complicated grief (Barry et al., 2002; Schulz et al., 2015; 

Tsai et al., 2015). These findings point to the need for a greater understanding of factors 

related to preparedness so that those at greatest risk for adverse consequences can be 

targeted for preparedness-focused intervention.

Preloss Caregiver Attributes

While existing empirical evidence has documented the effects of preparedness on 

bereavement outcomes, equally important are those preloss caregiver attributes that 

distinguish those who are more versus less prepared for the loss. For the purposes of this 

investigation, these attributes represent caregivers’ personal and psychoemotional 

characteristics and resources that are in effect prior to the loss. Many of these factors, 

however, could likewise have a role in bereavement outcomes.

Demographic comparisons in bereavement outcomes and bereavement experiences have 

been explored for some time (see Carr, Nesse, & Wortman, 2006). A recent body of 

literature, however, has begun to suggest demographic differences in how well caregivers are 

prepared for the loss of their ill spouse or partner. For example, being less prepared was 
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more common among men (Henriksson & Arestedt, 2013) and the less educated (Hebert, 

Dang, et al., 2006). Reports from a Swedish study suggested that the adverse effects of low 

preparedness were more pronounced among widowers age 61 years or less versus those in 

the sample who were older (Asgeirsdottir, Valdimarsdottir, Furst, Steineck, & Hauksdottir, 

2013; Hauksdottir, Valdimarsdottir, et al., 2010). This pattern is consistent with theoretical 

work suggesting that life experiences that were successfully navigated earlier in life could 

predispose one to be better equipped for the challenges posed by subsequent stressful 

situations (Aldwin & Levenson, 2004). It could also be argued that an inadequate financial 

situation is a potential predisposing factor to lower preparedness (Aneshensel, Botticello, & 

Yamamoto-Mitani, 2004). An important feature of practical preparedness is to ensure that 

household financial affairs are in order (Carr, 2012; Hauksdottir, Valdimarsdottir, et al., 

2010; Steinhauser et al., 2001), which could be difficult if caregivers perceive their financial 

situation as inadequate and their future financial security as uncertain (Hebert, Schulz, 

Copeland, & Arnold, 2009).

In addition to demographic factors, preparedness may also be influenced by the extent to 

which tasks of daily living are shared between the caregiver and care recipient. The 

relationships between spouses or intimate partners, particularly among those in older cohorts 

who have been in long-standing relationships, are often characterized by fairly defined 

divisions of labor regarding household or familial responsibilities (Utz, 2006). As the 

disease progresses, it may become necessary for some caregivers to assume a greater share 

of responsibilities that were once those of their ill spouse or partner, which could require 

skills in time management, flexibility, and obtaining outside assistance if needed. This could 

be increasingly challenging for caregivers who depended on their ill companions to tend to 

these matters, and are thus less experienced in meeting these responsibilities themselves 

(Carr, 2004). In addition to adversely affecting caregivers’ preparedness, deficits in these 

skills could put them at risk for more problematic bereavement outcomes. Previous evidence 

has documented that widow(er)s who are less capable in a variety of daily living skills adjust 

more poorly to the loss of their spouse/partner (Lund, Caserta, Dimond, & Shaffer, 1989; 

Utz, Lund, Caserta, & de Vries, 2011).

Finally, the emotional and practical challenges, as well as the burden experienced by 

caregivers of those with life limiting illnesses such as cancer, may predispose them to high 

levels of depression and anxiety (Hudson, Thomas, Trauer, Remedios, & Clarke, 2011; 

Payne, Smith, & Dean, 1999; Schulz et al., 2003), which could exacerbate a lack of 

preparedness. In other words, those who are more distressed are less likely to take actions 

necessary for them to become more prepared (Hebert et al., 2009). Furthermore, a high level 

of distress during caregiving often persists beyond the patient’s death and becomes a risk 

factor itself for adverse bereavement outcomes (Nielsen et al., 2016; Romero, Ott, & Kelber, 

2014).

As described above, preloss caregiver attributes arguably can be influential in both 

preparedness and the psychoemotional and daily living consequences associated with the 

loss. What is not yet determined is if this contributes to a spurious relationship between 

preparedness and outcomes. It is important, therefore, to disentangle the role of these preloss 

factors from this relationship – which past studies have not addressed.

Caserta et al. Page 3

Omega (Westport). Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Purpose of Study

The purpose of this investigation, therefore, was two-fold (as illustrated in Figure 1): First, 

we examined the relative influence of preloss caregiver attributes on preparedness among 

cancer caregivers. Second, we examined to what extent preparedness explains early 

bereavement outcomes when accounting for these attributes. A better causal understanding 

of these relationships will help to provide more conceptual clarity regarding the role of 

preloss caregiver factors in preparedness as well as inform more effectively targeted 

interventions for those who are at greater risk for adverse bereavement outcomes.

Methods

Data

The findings reported here used data from a subsample of spouse/partner cancer caregivers, 

ages 45 and older, from the Cancer Caregiver Study (CCS), a larger program-project study 

consisting of three interrelated projects focused on enhancing the well-being of cancer 

caregivers using hospice services (Mooney et al., 2013). One study examined the 

effectiveness of an automated telephone-delivered symptom management system on the 

well-being of the caregiver, while the second was an observational study examining 

communication patterns between caregivers and hospice staff during the in-home visits. The 

primary purpose of the third study, which included the subsample used in this investigation, 

was to test an individually tailored bereavement intervention after the patient had died 

(Caserta, Lund, Utz, & Tabler, 2016). The purpose of this investigation is addressed using 

data obtained from the caregivers while their spouses’/partners’ were receiving hospice care 

and then after 2–3 months following their deaths, but prior to when the intervention was 

administered.

Sampling Procedure

Potential participants were identified by hospices in 4 metropolitan areas spanning the 

northeastern United States, upper Midwest, the Intermountain West, and the Pacific 

Northwest. All participants were identified as the primary caregiver to a family member with 

a life limiting late-stage cancer diagnosis who was receiving hospice care. Caregivers 

needed to speak English and be cognitively able to participate in all aspects of the project. 

The subsample for this study consists of those CCS caregivers who were spouses/partners to 

the patient in the home. Those caregivers who were adult children, siblings, or friends to the 

dying patient, although part of the larger CCS, were not included in the bereavement study 

since several aspects of the bereavement experiences for spouses/partners compared to 

others can be notably different (Stroebe, Hansson, Schut, & Stroebe, 2008). Project staff 

contacted potential participants by phone to obtain a preliminary agreement for a home visit 

in order to obtain formal consent, enrollment, and a baseline assessment. Of the 7,419 

potential caregivers the hospices initially screened, 868 spouses/partners were identified as 

eligible for this study. However, 123 were not contacted due to an invalid phone number, or 

the patient had already died or was actively dying. Of those who were contacted, 510 (68%) 

declined, resulting in 235 spouse/partners who were enrolled. The most common reasons for 

refusal were that the caregivers were too busy or overwhelmed to participate, or simply not 
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interested. Nine of the 235 who were enrolled dropped prior to baseline resulting in an 

analytical sample of 226 caregivers who were spouses or partners to the patient (representing 

almost 50% of the entire CCS sample).

Measures

Unless otherwise indicated, data were obtained from self-administered questionnaires 

completed by the caregiver. Questionnaires were completed upon the caregivers’ enrollment 

into the study (approximately the time when the patient was admitted to hospice) and then 

approximately 2–3 months after the patient had died. These two time points define the 

caregiving and the bereavement phases, respectively.

Preparedness—Preparedness was assessed by two items obtained post death, each 

according to a 1 (very little if at all) to 5 (very prepared) Likert scale: “Emotionally, how 

prepared do you think you were for the death of your spouse/partner?” (Emotional 
preparedness) and “In terms of your daily life, how prepared were you for the death of your 

spouse/partner - for example, taking on new responsibility, planning ahead, funeral 

preparation, etc.?” (Practical preparedness). For most analyses the two items were combined 

to create an Overall preparedness scale ranging from 2 (low) to 10 (high), producing a 

Cronbach alpha equal to 0.81.

Demographic information—Demographic information was obtained from baseline 

surveys administered to caregivers upon their enrollment into the study. Variables included 

age, gender, length of marital/partner relationship, highest level of education completed, and 

perceived financial adequacy (1 = “not very good,” 2 = “comfortable,” and 3 = “more than 

adequate to meet my needs”). Because a previous study found that length of hospice stay 

was correlated with preparedness (Bradley et al., 2004), it was obtained from hospice 

records and accounted for in the analyses. We explored age as both a linear measurement (in 

years), as well as a dichotomous variable indicating those who experienced the transition 

from caregiving to bereavement at a younger age (from 45–65 years) and those who 

experienced it at a more normative age (65+ years). Results were substantively similar 

across these two measurement approaches; we use the linear measure of age in all analyses 

reported here.

Caregiver anxiety—Caregiver anxiety was measured using 7 items that comprise the 

anxiety subscale of the Hospital Anxiety and Depression Scale (HADS - Zigmond & Snaith, 

1983). Each item is scored along a 0 to 3 Likert format and then summed for a total score 

with a possible range of 0 to 21, where a higher value is indicative of a greater level of 

anxiety. Scores that are 11 or higher indicate a clinical level of anxiety. Multiple studies have 

demonstrated evidence of reliability (mean alpha = .83) and concurrent validity; 

psychological function among cancer caregivers has been predicted with a specificity of 0.78 

and a sensitivity of 0.9 (Bjelland, Dahl, Haug, & Neckelmann, 2002).

Perceived daily living skills—Perceived daily living skills were assessed both at 

baseline and post death using two subscales from the Perceived Self-Care and Daily Living 

Competencies Scale: (1) active coping, which refers to ability to address the challenges of 
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daily living such as adapting to change, organizing time, planning ahead, and identifying and 

utilizing sources of help to meet one’s needs, and (2) managing household affairs, which 

includes the typical skills needed to maintain a home and manage household finances 

(Caserta, Lund, & Obray, 2004; Utz et al., 2011). For each item, the caregivers reported their 

perceived ability in a particular skill ranging from 1 (not at all) to 3 (a lot). The active coping 

subscale (7 items) ranged from 7 to 21and managing household affairs (10 items) ranged 

from 10 to 30, with a higher score indicating a greater perceived competency level. Utz et al. 

(2011) reported an alpha coefficient equal to .85 for each subscale.

Depression—Depression was assessed at both baseline and post-death data collections, 

using the Geriatric Depression Scale Short Form (GDS-SF - Sheikh & Yesavage, 1986). The 

GDS-SF consists of 15 yes/no items that were summed for a total score ranging from 0 to 

15. A higher score indicates a greater level of depressive symptomatology; a score greater 

than 4 has been established as a clinical cut-off.

Complicated/prolonged grief symptoms—Complicated/prolonged grief symptoms 

were obtained at the post death data collection by summing 11 symptom distress items from 

the Prolonged Grief -13 (PG-13) Scale (Prigerson et al., 2009) for a total score ranging from 

11 to 55. A higher score corresponds to a greater level of prolonged or complicated grief 

symptoms (Thomas, Hudson, Trauer, Remedios, & Clarke, 2014; Tomarken et al., 2012). 

Prigerson et al. (2009) reported an alpha equal to .82 for these items. Although a clinical 

diagnosis of prolonged grief disorder is typically not made until after 6 months since a loss 

has passed (Boelen & Prigerson, 2013; Prigerson et al., 2009), prolonged grief symptoms 

assessed by the PG-13 items prior to that time are highly predictive of whether or not 

prolonged grief disorder emerges later (Thomas et al., 2014).

Analytic Strategy

After performing descriptive analyses on the variables, we explored the correlations between 

preloss caregiver attributes, bereavement outcomes, and preparedness. We then used those 

bivariate results to inform a series of multivariate regression equations for each of the four 

bereavement outcomes, where each bereavement outcome was first regressed on perceptions 

of overall preparedness (Model 1), and again while controlling for the caregiver-related 

factors (Model 2). Comparison of the coefficients across Models 1 and 2 was able to show 

how much of the relationship between preparedness and bereavement outcomes was 

potentially explained by preloss caregiver attributes. All regression analyses were estimated 

using both least squares and maximum likelihood estimation techniques. Because these data 

supported normality of responses and errors, the two sets of estimates are identical. We 

present the least squares estimates here, given a meaningful interpretation of the R-squared 

values as the amount of explained variation in the outcome variables.

Attrition

Thirty-three (14.6%) caregivers were lost to attrition following baseline. T-tests revealed no 

statistically significant differences between this group of caregivers and those who 

completed the post-death data collection with the exception of length of hospice stay (t = 

−2.74, p < 0.01). Those who were lost to attrition used hospice for a longer period of time 
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(M = 103 days; SD = 194.19) than those who remained in the study (M =54 days; SD = 

74.69). Many of the patients who were in hospice for a longer period of time were still alive 

at the end of the study period. Consequently, there was no opportunity to obtain a post-death 

data collection from their caregivers. Other reasons for attrition included moving out of the 

study area and no longer interested in participating.

Results

Descriptive Findings

Table 1 presents descriptive data pertaining to preparedness, bereavement outcomes, and 

preloss caregiver attributes, including demographic characteristics. Sixty-two percent of the 

caregivers were women with a mean age equal to 65.2 years (SD = 10.5; Range = 45 – 90). 

They were married or had been in a relationship with their care recipients for an average of 

35.3 years (SD = 17.0. Range = 1 – 68) when they entered the study. Ninety-eight percent 

completed high school, including 40% college graduates. Most (81%) reported that their 

financial situation was either comfortable or more than adequate to meet their needs. Mean 

anxiety scores indicated that a notable proportion of the sample was experiencing anxiety as 

caregivers. In fact, 33% of the sample had scores ≥ 11, indicating very high anxiety levels.

As seen in the Table 1, there was variability in how participants rated their emotional, 

practical, and overall preparedness. Using a cut-off of 3 or less, nearly half (49%) of the 

caregivers reported they were not prepared emotionally for the deaths of their spouses or 

partners; more than one-third (35%) reported they were not prepared for the practical 

challenges associated with the loss. Fifty-three percent had scores ≤ 7 on the overall 

preparedness scale.

Finally, Table 1 shows the average bereavement responses for this sample. Three (of the 

four) outcome measures were assessed at both time points - baseline/caregiving and post-

death/bereavement - providing a sense of how these measures of affect and competency 

change over the transition from caregiving to bereavement. The fourth measure – grief – was 

not measured at baseline/caregiving, since grief is typically associated with bereavement and 

loss. Although the mean levels of perceived competency, as measured by active coping and 

household management skills, tended to fall within the higher end of the ranges for both 

scales at each time point, there were individuals who clearly perceived themselves as not 

adequately skilled in these daily living competencies at either the caregiving or bereavement 

stages. Similarly, the mean scores for depression fell just below the cut-off indicating 

clinical depressive symptoms (≥ 5); yet, approximately 40% of the sample reported 

depressive symptoms in the clinical range at each of the two time points. Finally, although 

the mean score for grief symptoms fell below the potential midpoint of the scale (33), 

participant scores covered the full possible range for that scale, suggesting there were some 

who were experiencing the more adverse or complicated grief symptoms.

Correlational Findings

Table 2 shows that several preloss caregiver attributes were associated with both 

bereavement outcomes and perceptions of preparedness. For example, caregivers with 
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greater anxiety and depressive symptoms felt less prepared for the loss. Those same 

caregivers with higher anxiety and depressive symptoms also exhibited greater post-death 

depressive symptoms, higher levels of grief, and lower daily competencies. Similarly, 

caregivers who reported greater competence in daily living activities (active coping and 

management of household affairs) had greater perceptions of preparedness and more 

favorable bereavement outcomes. Those with greater financial sufficiency were also 

associated with higher levels of preparedness and more favorable bereavement outcomes.

Age and length of relationship were associated with bereavement outcomes, suggesting that 

those who are older and those who are in longer relationships may have more favorable 

bereavement outcomes. Yet, age and length of relationship were not associated with how 

prepared one felt. The other caregiver attributes including gender, education, and length of 

hospice stay were not associated with preparedness or bereavement outcomes. These 

bivariate results illustrate the importance of accounting for preloss caregiver attributes in 

understanding the relationship between preparedness and bereavement outcomes.

Regression Results

Table 3 shows results from the regression analyses estimating the effect of preparedness on 

four different bereavement outcomes (Model 1), and then whether this relationship exists 

after controlling for the preloss caregiver attributes (Model 2). To be included as a control 

variable, the preloss caregiver attribute had to have at least one significant bivariate 

correlation with either an outcome measure or a preparedness measure, as shown previously 

in Table 2 (i.e., gender, education, and length of hospice stay were consequently excluded). 

Table 3 provides the coefficients estimating “overall” preparedness; additional models 

looking individually at “emotional” versus “practical” preparedness (not shown here) 

produced nearly identical results as those reported in Table 3.

A similar finding emerged across all eight models that were estimated: Preparedness was 
significantly associated with more favorable bereavement outcomes. More specifically, 

higher levels of perceived preparedness had a predicted inverse effect on the two affective 

outcomes (depressive and grief symptoms) and an expected positive effect on the two daily 

living competency measures (active coping and household management). A comparison of 

Models 1 and Models 2 reveal two additional important findings: First, the significant F-

change noted for each of the four outcomes (p < .05) suggests that the addition of the 
caregiver attribute variables in Model 2 significantly improved the overall model fit. 
Similarly, the higher adjusted R-squared values for Model 2, compared to Model 1, revealed 

that a greater proportion of variance was explained by the consideration of preparedness 

together with preloss caregiver attributes. Second, the comparison of the estimated b 

coefficient for preparedness was consistently larger in Model 1 than Model 2, suggesting 

that some of preparedness’ effect on outcomes was explained by variations in the caregiver 
factors examined. Yet, in each of the four models, preparedness remained significant (p < .

01). A final notable and expected relationship emerged showing higher levels of daily-life 

competency during bereavement among those who had higher competency during 

caregiving; and lower levels of grief and post-loss depression among those who had lower 
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levels of anxiety or depressive symptoms as a caregiver. None of the demographic 

characteristics were significant in these multivariate models.

Discussion

In addition to determining the levels of emotional and practical preparedness among cancer 

caregivers, the purpose of this investigation was to examine the relationship between 

preparedness and bereavement outcomes while accounting for the influence of preloss 

caregiver attributes. Controlling for these characteristics allowed us to determine to what 

extent preparedness has a unique influence on bereavement outcomes or is a function of a 

spurious relationship involving those attributes.

Consistent with other reports (Clark et al., 2011; Hebert, Dang, et al., 2006; Nielsen et al., 

2016; Tabler et al., 2015), we found a significant proportion of bereaved spouses/partners 

reported they were not adequately prepared emotionally, and to a lesser extent, in a practical 

way for their loss, even with an apparent period of forewarning. Lower levels of perceived 

preparedness were common among caregivers who were more anxious and depressed, less 

competent in daily living tasks, and who reported lower financial adequacy.

Similarly, and as expected, aspects of the caregivers’ situation were also correlated with 

bereavement outcomes. Higher levels of anxiety and depression during caregiving were 

associated with more adverse consequences post loss. This is consistent with reports in the 

literature indicating a relationship between caregiver distress and bereavement outcomes 

(Nielsen et al., 2016; Romero et al., 2014). As well, lower perceived daily living 

competencies and lower financial adequacy during caregiving were associated with more 

adverse bereavement outcomes (especially pertaining to managing a household). Having 

adequate skills and resources during caregiving may persist into bereavement, which could 

place some bereaved spouses/partners at an advantage to be better prepared to address some 

of the practical matters that arise as an outcome of the loss.

As suggested earlier, the fact that these preloss caregiver attributes produced significant 

correlations with both preparedness and bereavement outcomes could suggest a spurious 

relationship. The multivariate regression analyses revealed, however, that preparedness 

emerged as a significant and strong predictor of both affective and daily living bereavement 

outcomes but most importantly, remained so after controlling for caregiver-related attributes. 

Lower levels of preparedness were associated with more depression, a greater likelihood of 

experiencing complicated/prolonged grief symptoms, and with lower levels of daily living 

competencies during early bereavement. The overarching conclusion from these analyses, 

therefore, is that while one’s preloss caregiving characteristics do contribute to the strength 

of the relationship between preparedness and bereavement outcomes, the effect of 

preparedness remains the strongest predictor of those outcomes.

Implications for Intervention

Although it is not possible to rule out all potential spurious relationships regarding the 

connection between preparedness and bereavement outcomes, the robustness of these 

findings point to a promising focus for future intervention. The findings associated with 
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emotional versus practical preparedness follow similar patterns with both antecedent and 

outcome variables, so a dual focus on both (overall preparedness) is an important way to 

support caregivers who are facing the transition from caregiving to bereavement. Especially 

important is to intervene early within the caregiving phase. Preparedness necessitates an 

active effort that encompasses planning, communication, problem solving and decision-

making as well as coming to terms with an uncertain future (Carr, 2012; Hebert, Prigerson, 

et al., 2006; Hebert et al., 2009). These findings suggest that activities that foster 

preparedness are beneficial earlier in the disease trajectory prior to the need for hospice care 

where the focus tends to be almost exclusively on symptom management and comfort care 

of the patient (Schulz et al., 2015; Tabler et al., 2015).

A well-known theoretical framework in bereavement is the dual process model (DPM) 

(Stroebe & Schut, 1999, 2010). The DPM posits that individuals adapt to a loss by 

oscillating between loss-oriented (LO) coping, which addresses those stressors related to the 

loss itself and restoration-orientation (RO), in which the bereaved individual copes with life 

changes and related stressors consequential to the loss that has occurred (for example, taking 

on new responsibilities). Those who adapt the most effectively are able to engage in that 

form of coping needed to address the “stressor at hand.” Given the influence preparedness 

has on outcomes along with a recognition of the value of supporting caregivers earlier within 

the illness trajectory, we argue that the dual process model and its application to intervention 

can be “upstreamed.”

The focus of an upstreamed DPM would be on preparatory coping, in which caregivers turn 

their attention to various facets of being emotionally and practically prepared to address 

immediate concerns but also what lies ahead as they eventually transition from caregiving to 

bereavement. In this application of the model, preparatory loss-orientation (P-LO) includes 

coping with the expected thoughts and feelings of grief and loneliness surrounding the loss 

of the person and a shared future, while preparatory restoration-orientation (P-RO, or what 

can be coined as “pre-storation”) is a recognition that caregivers must cope with the 

concomitant daily living issues related to the uncertainties of the path the disease takes and 

how they will manage the challenges of daily life after the patient dies. Recently, Stroebe 

and Schut (2016) introduced overload as a “missing link” in the DPM. Overload is an 

outcome of experiencing an array of stressors - including those not related to the 

bereavement experience - that exceeds an individual’s ability to effectively engage in loss- or 

restoration-oriented coping processes. Given the demands confronting cancer caregivers 

during the end stages of the patients’ disease, they could be especially susceptible to 

overload, which further underscores the value of engaging in preparatory coping earlier in 

the disease trajectory.

Without encouragement from others, cancer caregivers often find it difficult to think about 

the future beyond their current caregiving situation and might lack the time and energy to 

engage in any form of preparation (Tabler et al., 2015). Each caregiver may have his or her 

own unique needs regarding how to best prepare emotionally or on a practical level. 

Therefore, the role of an intervention focused on preparatory coping would be to help 

caregivers identify emotional and/or practical areas where they need to place their attention 

and then engage in the necessary preparation to engender a greater sense of readiness. Those 
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experiencing higher levels of depression and anxiety and who are less capable in meeting 

daily living tasks should be particularly targeted for this type of intervention.

Limitations and Future Directions

Our longitudinal design provided the opportunity to obtain both caregiving and bereavement 

assessments, which was a notable strength of this study. Still, there are limitations that need 

to be taken into account in interpreting the findings, most notably regarding how 

preparedness was measured. Like most research on preparedness, the bereaved spouses/

partners were asked to retrospectively report on how prepared they were for the death after it 

happened, which could be a source of recall bias (Nielsen et al., 2016). Only a study by 

Schulz et al. (2015) assessed preparedness prospectively. In that study, preparedness was 

inversely related to complicated grief, which is consistent with our findings, partially 

supporting the validity of the retrospective reports of the bereaved caregivers soon after the 

loss. Clearly, however, we agree with Schulz and his colleagues that future studies 

investigating preparedness should incorporate prospective measures into their designs.

Furthermore, while our study was able to separate how emotionally versus practically 

prepared caregivers felt (Carr, 2012), preparedness has been described in the literature as a 

multifaceted concept involving psychosocial, spiritual, as well as practical dimensions 

(Hauksdottir, Steineck, et al., 2010; Hauksdottir, Valdimarsdottir, et al., 2010). In addition to 

making preparedness the focal point of pre-bereavement interventions, future research needs 

to devote greater attention to how this concept is defined and how it is measured empirically 

(Nielsen et al., 2016). Until this is pursued, findings pertaining to preparedness for loss will 

be limited and the field will be slow to advance. We suggest considering how preparedness 

is related to the larger caregiving context and dynamics. For example, are those caregivers 

who receive help from family and friends more prepared, and in what facets are they most 

prepared? Do the different facets of preparedness differ across the stages of death trajectory, 

and/or by the relationship among the caregiver and patient? Are the facets of preparedness 

static or dynamic over time, and do they vary with each other? Moreover, the extent to which 

caregivers are able to grasp the implications of their spouses’ or partners’ prognosis and 

cope with distressing symptoms, for instance, may align with Stroebe and Schut’s (2016) 

conceptualization of “overload” and merit examination in a larger conceptual model of 

preparedness. Given the current data, we were unable to capture the full array of dynamics 

and facets associated with preparedness, but encourage future research to continue to explore 

novel ways to conceptualize and operationalize it.

Finally, the sample of caregivers in our study consisted exclusively of bereaved spouses or 

partners. It is yet to be determined to what extent the findings uncovered here would apply to 

those in other caregiver relationships, such as adult children. Although there are arguably 

some common elements independent of relationship type, both emotional and practical 

preparedness could be qualitatively different for those who are caring for a parent dying 

from cancer. In other words, some issues for which spousal caregivers need to be prepared 

(for example, being alone after many years in a married/partnered relationship, or taking on 

new responsibilities that were once the deceased spouse’s/partner’s) may not always be as 

relevant for adult children.

Caserta et al. Page 11

Omega (Westport). Author manuscript; available in PMC 2020 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Even with these limitations, this study adds to our understanding of the role of preparedness 

in predicting outcomes among bereaved caregivers while taking into account caregiver-

related attributes identified in the literature. Disentangling potential spurious effects among 

preparedness, selected preloss caregiver attributes, and bereavement outcomes revealed 

preparedness as a promising as well as potentially feasible target for early intervention with 

those caregivers who would be at greatest risk for adverse outcomes later in bereavement.
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Figure 1. 
Conceptual Model Linking Preparedness, Preloss Caregiver Attributes, and Bereavement 

Outcomes
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Table 1

Descriptive Statistics on Key Variables

Mean or Percent SD Range

Preparedness for Loss

 Emotional 3.42 1.15 1–5

 Practical 3.67 1.15 1–5

 Overall (Emotional + Practical) 7.09 2.11 2–10

Bereavement Outcomes1

 Grief 26.70 9.09 11–55

 Depressive Symptoms 4.28 3.82 0–14

 Active Coping 17.50 3.12 7–21

 Managing Household Affairs 26.89 3.54 11–30

Preloss Caregiver Attributes1

 Depressive Symptoms 4.54 3.39 0–14

 Anxiety Symptoms 8.46 4.52 0–20

 Active Coping 17.38 3.05 9–21

 Managing Household Affairs 26.44 3.39 15–30

 Hospice Duration (in days) 67.71 122.48 0–1455

 Age (in years) 65.22 10.52 45–90

 Gender (female) 62%

 Length of relationship (in years) 35.33 17.05 1–68

 Education (college degree or more) 40%

 Perceived financial adequacy

  not adequate 18%

  adequate 61%

  more than adequate 20%

Notes:

1
Bereavement Outcomes are measured at 2–3 months post-death. Caregiver Attributes are measured at baseline/enrollment, approximately the time 

of hospice admission.
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