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Abstract

Guided by a stress process conceptual model, this study examines social and psychological
determinants of complicated grief symptoms focusing on family conflict, intrapsychic strains, and
the potential moderating effect of care quality and hospice utilization. Relying on data from 152
spouse and adult child lung cancer caregiver survey respondents, drawn from an ancillary study of
the Assessment of Cancer CarE and SatiSfaction (ACCESS) in Wisconsin, hierarchical multiple
regression analysis was used to examine determinants of complicated grief. After controlling for
contextual factors and time since death, complicated grief symptoms were higher among care-
givers with less education, among families with lower prior conflict but higher conflict at the end-
of-life, who had family members who had difficulty accepting the illness, and who were caring for
patients with greater fear of death. Additionally, hospice utilization moderated the effect of fear of
death on complicated grief. Findings suggest that family conflict, intrapsychic strains, and hospice
utilization may help to explain the variability found in complicated grief symptoms among
bereaved caregivers. Implications for enhancing complicated grief assessment tools and
preventative interventions across the continuum of cancer care are highlighted.

INTRODUCTION

Every year approximately 160,000 persons, primarily elders, die from lung cancer; the
leading cause of cancer mortality in the United States (American Cancer Society, 2009).
Given the rapid deteriorating course of illness, prevalence of uncontrolled symptoms
(Griffin, Koch, Nelson, & Cooley, 2007), and stigma associated with lung cancer that is
reported by smokers and non-smokers (Chapple, Ziebland, & McPherson, 2004), it is not
surprising that these families report high levels of distress during the dying process
(Cameron, Franche, Cheung, & Stewart, 2002). Compared to the general population,
significant others of lung cancer patients score lower on psychological well-being and
experience a decline in family functioning over the course of illness that continues after the
death (Persson, Ostlund, Wennman-Larsen, Wengstrom, & Gustavsson, 2008). Little
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research has been done on how family conflict and experiences during treatment and at the
end-of-life may influence the bereavement outcomes of family caregivers.

There is tremendous variability in how individuals adapt following the death of a family
member; the vast majority of whom are adequately supported, and do not benefit from
intervention (Jordan & Neimeyer, 2003). Given the high risk of suicide and other adverse
mental and physical health outcomes (Latham & Prigerson, 2004), understanding what
contributes to complicated grief symptomatology is necessary to identify caregivers at risk
and to develop relevant interventions. Preliminary evidence suggests that family conflict and
intrapsychic strains at the end-of-life that are commonly experienced by family members of
persons with lung cancer (Cameron et al., 2002), may contribute to bereavement adjustment
difficulties (Kramer, Boelk, & Auer, 2006). The purpose of this article was to examine the
predictors of complicated grief symptoms focusing on the role of family conflict,
intrapsychic strains, and the potential moderating effect of care quality and hospice
utilization.

Theoretical Framework

Stress process theories have been influential in informing an extensive body of research on
the impact of family caregiving (Kramer & Vitaliano, 1994), and more recently caregiving
and bereavement outcomes (Burton, Haley, Small, Finley, Dillinger-Vasille, & Schonwetter,
2008). Aside from background and contextual considerations, the stress process model is
made up of four primary domains: primary stressors, secondary stressors, moderators, and
outcomes (Aneshensel, Pearlin, Mullan, Zarit, & Whitlatch, 1995; Pearlin, Mullan, Semple,
& Skaff, 1990).

Primary Stressors

Patient Clinical Care Needs—~Primary stressors are the difficult circumstances
experienced by family care-givers that stem from the patient’s care needs (Pearlin et al.,
1990). Lung cancer patients have a high prevalence of uncontrolled distressing physical
symptoms; the most common are pain, shortness of breath, nausea or vomiting, and fatigue
(Griffin et al., 2007). These symptoms exacerbate co-occurring psychological symptoms
such as patient depression and anxiety (Portenoy, Payne, & Jacobson, 1999), and family
distress (McMillan & Small, 2007). Caregivers experience better bereavement adjustment
when these symptoms are minimized and quality of life is enhanced (Grande, Farquhar, &
Barclay, 2004).

Secondary Stressors

Role Strains—*“Secondary stressors are the ways that primary stressors influence and
disrupt other areas of the caregiver’s life” (Gustavsson & Dal Santo, 2008, p. 292), and are
associated with worse bereavement outcomes (Bernard & Guarnaccia, 2003). Pearlin and
colleagues (1990) identified family conflict as a central role strain that may arise in
caregiving families. Based on prior research, suggesting that greater bereavement distress
among family caregivers is more likely among families in conflict (Kramer et al., 2006) and
who have poorer family functioning (Kissane, Bloch, Miach, Smith, Seddon, & Keks, 1997),
it is hypothesized that family conflict will be associated with more complicated grief
symptoms.

Intrapsychic Strains—Intrapsychic strains are psychological difficulties occurring within
the mind that may be influenced by primary stressors. Two intrapsychic strains that may be
particularly relevant to lung cancer caregivers are difficulty accepting a highly stigmatized
illness and the patient’s fear of death, that is distressing to witness (Chapple et al., 2004).
“Acceptance” has been put forth as an essential component of illness adjustment, and a
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growing body of literature has focused on the correlates of acceptance among patients with
acute and chronic heath conditions (Stuifbergen, Becker, Blozis, & Beal, 2008). Grieving
may be hampered when one has difficulty accepting illness and related feelings of loss
(Prigerson & Maciejewski, 2008). Although an extensive body of literature has developed
investigating the predictors and outcomes of death anxiety among elders, the seriously ill
and professional caregivers (Neimeyer, Wittkowski, & Moser, 2004), and personal fear of
death as associated with bereavement outcomes (Barr & Cacciatore, 2008), little attention
has been given to how the patient’s fear of death might influence caregiver bereavement.
Compared to other cancer patient populations, lung cancer patients exhibit the highest rates
of psychological disorders, and existential distress is elevated closer to death (Lichtenthal,
Nilsson, Zhang, Trice, Kissane, & Prigerson, 2009). Emotional distress is higher among
caregivers of patients perceived to have death anxiety (Morita, Akechi, Ikenaga, Inoue,
Kohara, Matsubara, et al., 2007). It is hypothesized that difficulty accepting the illness and
patient fear of death will contribute to complicated grief symptoms.

Resources—Resources are the various supports that one has to manage stressful
experiences and these are thought to moderate the relationship between stressors and
outcomes (Pearlin et al., 1990). Two resources that are particularly salient to the needs of
lung cancer patients and families are quality of care and hospice utilization. Better care
quality is associated with higher quality of life for care-givers of patients with lung cancer
(Ryan, Howell, Jones, & Hardy, 2008), and bereaved family members who are adequately
supported by health care providers experience lower levels of psychiatric illness following
hospital deaths (Siegel, Hayes, Vanderwerker, Loseth, & Prigerson, 2008). Support received
prior to death, is a stronger predictor of bereavement adjustment than support received after
death (Bass, Bowman, & Noelker, 1991), and perceptions of care quality are associated with
better bereavement adjustment (Grande et al., 2004).

Hospice programs are specifically designed to provide end-of-life care in order to manage
distressing symptoms, maximize patient quality of life, address needs of family, and is
touted as the optimal care model for patients with advanced lung cancer (Griffin, Koch,
Ackerman, & Cole, 2003). Family members report greater satisfaction with hospice care
than care in other settings (Yancey, Greger, & Coburn, 1990), and improved family well-
being and functioning (Godkin, Krant, & Doster, 1983-84). Findings regarding hospice
utilization and the influence on bereavement outcomes are mixed. Some find utilization to
have a positive influence (Christakis & lwashyna, 2003; Steele, 1990), but others report no
relationship (Grande et al., 2004; Yancey, Greger, & Coburn, 1990). According to the stress
process model, we hypothesize that the impact of family conflict and intrapsychic strains on
complicated grief symptoms will be intensified when resources are low and diminished
when they are plentiful.

Complicated Grief Symptoms—Salient outcomes of the stress process include
psychological well-being indicators related to the individual’s “ability to sustain themselves
in their social roles” (Pearlin et al., 1990, p. 590). Complicated grief symptoms interfere
with daily life and the fulfillment of social roles (Prigerson, Maciejewski, Reynolds,
Bierhals, Newsom, Fasiczka, et al., 1995) and are experienced by 10%—20% of the
population (Prigerson & Jacobs, 2001). Although there are important features that
distinguish it from bereavement related depression, anxiety and Posttraumatic Stress
Disorder (PTSD) (Zhang, El-Jawahri, & Prigerson, 2006), one study reports as many as 75%
of complicated grievers also meet criteria for PTSD (Tolstikova, Fleming, & Chartier,
2005). Given that complicated grievers experience intense, persistent emotional and

Omega (Westport). Author manuscript; available in PMC 2012 January 24.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

KRAMER et al.

Background

METHODS

Page 4

functional impairment (Schulz, Boerner, Shear, Zhang, & Gitlin, 2006), identifying the
contributing factors of this particular outcome is an important goal of bereavement research.

and Context—Control Variables

Pearlin et al. (1990, p. 585) propose that the effects of “ascribed statuses, such as age,
gender, ethnicity, along with education ... and economic attainments are expected to be
threaded throughout the entire stress process,” influence the primary and secondary stressors
individuals are exposed to, the resources they have access to, and the outcomes they
experience. As such it is important to control for these and other contextual variables. Other
contextual variables include advanced care planning and the family context. Among several
forms of advanced care planning, discussions with significant others is considered an
essential component of the planning process (Hammes & Rooney, 1998). Stress and post-
death depression and anxiety among relatives may be reduced when caregivers know the
patient’s preferences for care (Detering, Hancock, Reade, & Silvester, 2010; Tilden, Tolle,
Garland, & Nelson, 1995), and evidence suggests that “end-of-life discussions may have
cascading benefits for patients and their caregivers” including better caregiver bereavement
adjustment (Wright, Zhang, Ray, Mack, Trice, Balboni, et al., 2008, p. 1670). Although little
attention has been given to the family context, higher bereavement risk was found among
those with young children at home (Beckwith, Beckwith, Gray, & Micsko, 1990) and a
history of conflict was associated with guilt following death which negatively effects
bereavement adaptation (Mullan, 1992). In addition, a history of conflict is a strong
predictor of family conflict at the end-of-life (Kramer, Kavanaugh, Trentham-Dietz, Walsh,
& Yonker, 2009), and needs to be taken into consideration in order to understand how
conflict at the end-of-life might influence bereavement outcomes.

This study will identify and control for the background and contextual variables that are
significantly associated with complicated grief among care-givers of deceased lung cancer
patients and will test the following two hypotheses, which were generated from this review
of the literature and the stress process model.

Hypothesis 1: After controlling for time since death, history of family conflict, and
other contextual and primary stressor variables, secondary stressors (i.e., family
conflict at the end-of-life, family member difficulty accepting the illness, and
patient fear of death) will significantly predict complicated grief symptoms.

Hypothesis 2: The quality of care provided to the patient and family and hospice
utilization will moderate the effect of secondary stressors on complicated grief
symptoms.

Data Sources

The results reported here are drawn from an ancillary mail survey of family members of
persons who died with lung cancer, drawn from the larger Assessment of Cancer CarE and
SatiSfaction (ACCESS) study conducted in the state of Wisconsin. Sampling and survey
methods from the ACCESS and ancillary lung cancer family study are described in detail by
Trentham-Dietz and Walsh (2008) and Kramer et al. (2009) respectively. In brief, of 358
primary family caregivers of persons who died with lung cancer, who were identified in a
statewide registry and who had contact information available, 205 (57%) agreed to receive
the study questionnaire, and 169 returned surveys (82% of those who received the survey;
47% of total contacted). Consistent with the national profile of informal end-of-life
caregivers (Wolff, Dy, Frick, & Kasper, 2007), the majority, 158 (93%) of respondents were
spouses (n = 141) or adult children (n = 17). The analytic sample is confined to 152 of these
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respondents. These included 148 who answered all of the complicated grief items, and four
others who had completed 50% or more of the items. In these cases we used the person
mean substitution method (Downey & King, 1998) found to be the optimal technique for
imputing missing data when half of the items are present (Hawthorne & Elliott, 2005). The
time between death and completion of the surveys averaged 19 months (SD = 7.37), and
ranged from .9 to 34 months.

Dependent Variable—Complicated Grief—In 1995 the Inventory of Complicated
Grief (ICG) was introduced as the first measure to assess maladaptive grief symptoms
(Prigerson et al., 1995), and has since been well validated and widely used. The ICG-revised
(ICG-R) is a more contemporary version of the ICG further refined by an expert consensus
panel (Prigerson & Jacobs, 2001). Using 5-point scales to represent increasing levels of
symptom severity respondents rated nine items addressing symptoms of yearning and
longing for the deceased, trouble accepting the death, difficulty trusting people, bitterness
over the death, inability to move forward, sense of emotional numbness, sense of edginess,
feeling the future holds no prospect for fulfillment without the deceased, and feeling life is
empty or meaningless without the deceased. This measure is highly correlated with clinical
assessments of complicated grief and distinguishes complicated grief from typical grief
symptoms in terms of the prediction of morbidity, persistence and intensity (Prigerson &
Maciejewski, 2005). A mean score was calculated. Cronbach’s a was .90.

Primary Stressors—Two measures of patient clinical care needs were assessed. An
index of four common physical symptoms associated with lung cancer was assessed by
asking: “Did your family member have: a) pain; b) shortness of breath; c) nausea or
vomiting; or d) severe tiredness or fatigue during or after any of his/her cancer treatments?”
Cronbach’s a was .66. A psychological symptoms index was assessed by asking “Did your
family member experience: a) loss of hope or depression; and/or b) anxiety during or after
any of his/her cancer treatments?” Cronbach’s a was .57.

Secondary Stressors

Role strains: A four-item Family Conflict at the End-of Life (FC-EOL) scale was
developed for this study, based on findings from a prior qualitative study (Kramer et al.,
2006), a literature review, and prior clinical experience. Respondents were asked to use a 5-
point scale (1 = not at all to 5 = very much) to answer the following four questions “As you
think about the decisions that your family member and the rest of the family faced near the
end-of-life, how much did any family members: Disagree or argue with one another? Feel
resentment toward one another? Feel anger toward one another? Insult or yell at one
another?” A mean score for family conflict was calculated. Cronbach’s o was .93; item to
total correlations ranged from .72 to .88.

Intrapsychic strains: Family difficulty accepting the illness was assessed with response to
the question “How much did any family members find it hard to accept the illness?” using a
5-point continuum to indicate the degree of difficulty (0 = not at all to 4 = very much).
Patient fear of death was measured by a 5-point rating of agreement (1 = strongly disagree
to 5 = strongly agree) with the statement “After his/her lung cancer diagnosis, my family
member was afraid to die.”

Moderators—Resources—nPatient quality of care was assessed using nine items adapted
from the Toolkit of Instruments to Measure End-of-Life Care (Teno, 2004). Using a 5-point
response set (0 = not at all to 5 = very much), respondents rated the extent to which the
patient was treated with kindness and respect, and their physical, psychological, spiritual,
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and informational needs were adequately addressed. Cronbach’s a was .86. Family quality
of care was assessed using five items adapted from the Toolkit of Instruments (Teno, 2004)
to rate family care quality. Respondents rated the extent to which the treatment staff
included them in decisions, were sensitive to their feelings, paid attention to their wishes for
care, and were helpful in explaining the patient’s condition, using a 5-point response set (0 =
not at all to 5 = very much). Cronbach’s o was .84. Hospice utilization was determined with
the question “Was hospice involved in the medical care of your family member?” (0 = no; 1

= yes).

Background and Context—Demographic characteristics included sociodemographic
variables such as age (continuous variable that was dichotomized; 0 = under 65; 1 = 65 or
over), gender (0 = male; 1 = female), race (0 = Non-Hispanic White; 1 = Black), income
(four income categories included less than $12,000, $15,000-$29,999, $30,000-$49,999,
and $50,000+), education (two categories that include high school or less, and some college
or advanced degree), and relationship to the deceased (0 = adult child; 1 = spouse). Care
preferences specified was ascertained by asking: “Did your family member have specific
wishes or plans about the types of medical treatment he/she wanted while dying?” (0 = no; 1
= yes). Regarding family context we assessed presence of children in the home (0 =no; 1 =
yes), and history of family conflict prior to illness with a two-item scale developed by (first
author). Respondents were asked “Prior to [the decedent’s] illness, how much did any of
your family members: ‘have serious arguments with one another;” and ‘insult or yell at one
another’?” Response categories range from 0 = not at all to 4 = very much. Cronbach’s a
was .94.

Analytic Plan

RESULTS

Details regarding strategies for handling missing data are reported elsewhere (Kramer et al.,
2009). The analysis has four parts. First, we present descriptive statistics and the results of
the two-tailed t tests and F tests comparing the means for complicated grief on all values of
the categorical background and contextual variables. Second, we present the descriptives
and bivariate correlations for the analytic variables. Third, to test the first hypothesis, we
used hierarchical multiple regression analysis to control for the time since death, contextual
variables, and primary stressors. Given the limited sample size and the number of
independent variables, aside from time since death and history of family conflict, only the
variables that were significantly correlated with complicated grief were chosen for the
analysis to allow for a more parsimonious model. Omitted contextual variables were
analyzed as covariates in an exploratory regression analysis, and their presence did not alter
appreciably the relationships between conflict, intra-psychic strains, and complicated grief.
Finally, to test hypothesis 2 and examine the extent to which resources would have a stress-
buffering effect, interaction terms were computed by multiplying each of the selected
secondary stressor variables by each of the three resources variables, which were centered
before forming the multiplicative terms (Jaccard, Turrisi, & Wan, 1990). Separate regression
analyses were run to identify any significant interactions. One interaction was a significant
predictor of complicated grief and as such, the regression analysis included two additional
blocks to control for resources and this interaction effect respectively. The more
conservative two-tailed tests of significance were used to interpret the results.

Sample Characteristics and Contextual Correlates of Complicated Grief

Sample characteristics and complicated grief means for categorical background and
contextual variables are described in Table 1. The majority of respondents were female,
Non-Hispanic White, spouses, with less than a college education. The sample fell fairly
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evenly into the under and over age 65 groupings. Consistent with the national profile of end-
of-life caregivers, the mean age was 63 for family members (Wolff et al., 2007), and 66 for
patients (SD = 8.82; range = 43-80), indicating that this was primarily an older sample. Less
than half of the patients had expressed specific wishes for end-of-life care (39%) and the
majority (68%) received hospice care. Complicated grief symptom were greater among
those who were younger (t = 2.96, p <.01), less educated (t = 2.65, p <.01), and who had
more children in the home (t = 2.49, p < .01). No differences were found by gender, race,
income, or relationship, and grief was higher among those caring for patients who had
expressed their end-of-life care wishes (t = 2.52, p <.01).

Table 2 presents the means and standard deviations of the analytic variables as well as the
zero-order correlations among them. Complicated grief symptoms were not correlated with a
history of family conflict, but were significantly correlated with physical (r = .28, p <.001)
and psychological symptoms of the patient (r = .34, p <.001).

Secondary Stressors and Complicated Grief: Hypothesis 1

We hypothesized that after controlling for time since death and a history of family conflict,
and other contextual and primary stressor variables, that higher levels of family conflict at
the end-of-life, family member difficulty accepting the illness and patient fear of death will
contribute to complicated grief symptoms. Table 3 presents the results of the regression
analysis for complicated grief. As shown in Step 3, after controlling for contextual and
primary stressor variables, secondary stressors uniquely explained 15% of the variance in
complicated grief symptoms, the most important two being family conflict at the end-of-life
(b =.23, p <.01) and family member difficulty accepting the illness (b = .34, p <.001).

Moderators of Complicated Grief Symptoms: Hypothesis 2

We hypothesized that the quality of care provided to the patient and family and hospice
utilization will buffer the effect of secondary stressors on complicated grief symptoms. As
shown in the final model of Table 3, net of the other predictors, an interaction between
patient fear of death and hospice care utilization significantly predicted complicated grief
symptoms (b = —.16, p < .05). We graphed this interaction using the estimated regression
coefficients for combinations of low and high patient fear of death by hospice or no hospice
status; all other variables evaluated at their mean (see Figure 1 for a portrayal of this
interaction effect). Patient fear of death contributed to complicated grief when hospice care
was not utilized, and supports the stress-buffering hypothesis.

The regression equation explained 45% of the total variance in complicated grief symptoms.
In the final model, in addition to the moderator variable (i.e., patient fear of death by hospice
utilization), significantly more complicated grief symptoms were found among caregivers
without college education (b = —.25, p <.001), who were caring for patients who had
specified their end-of-life care preferences (b = .13, p < .10), and had more psychological
symptoms (b = .15, p <.10), and fear of dying (b = .15, p <.05), who had family members
who expressed difficulty accepting the illness (b = .33, p <.001), and who had low levels of
a history of family conflict (b = —.21, p < .05), but higher levels of family conflict near the
end-of-life (b = .21, p < .05).

DISCUSSION

The most compelling findings from this study concern the importance of secondary stressors
in predicting complicated grief symptoms and hospice utilization in moderating the stress
process. Secondary stressors uniquely explained 15% of the variance in complicated grief
symptoms and both family conflict and the two intrapsychic strains were significant
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predictors in the final model. Kissane and colleagues (Kissane & Bloch, 2002; Kissane,
McKenzie, Bloch, Moskowitz, McKenzie, & O’Neill, 2006) have well documented a
relationship between “maladaptive family functioning” and bereavement outcomes. Our
results suggest that although not very common, as evidenced by the strong correlation
between prior conflict and conflict at the end-of-life (i.e., r = .62), that families with lower
levels of prior conflict and higher levels of conflict associated with difficult decisions at the
end-of-life may be at most risk. Developing and testing interventions to meet the needs of
families at risk of experiencing conflict at the end-of-life (see Kramer et al., 2009), to better
support families during critical junctures in decision making, and in the aftermath of
unresolved conflict across the continuum of cancer care are important goals for future
research and practice.

National guidelines and preferred practices for palliative care have been established that
emphasize the importance of assessing and treating social and psychological responses to
illness that often contribute to patient and family suffering (Hultman, Keene-Reder, &
Dahlin, 2008). Our findings suggest that assessment and treatment of these needs should not
be relegated to palliative care only. Family difficulty accepting illness and patient fear of
death both represent psychological needs that may be present very soon after the diagnosis.
Oncologists, family physicians, and other interdisciplinary care providers need to be mindful
of the intrapsychic strains that are stimulated by a lung cancer diagnosis and consider
psychotherapeutic interventions or referrals to address them. Cognitive-existential group
therapy has been used successfully to address death anxiety among cancer patients (Kissane
etal., 1997). Similar models might be employed to support lung cancer patients and family
members to address fear of death and difficulty accepting the illness.

Although no direct bivariate relationship was found between hospice utilization and
complicated grief, hospice enrollment did serve to buffer the effect of patient fear of death
and the outcome. The decedent’s fear of death, as reported by the survivor, did not lead to
complicated grief when hospice was used, but did have a negative effect on bereavement
outcomes for those not enrolled. Hospice professionals are found to have less death anxiety
and more death related experience than other health care professionals (Carr & Merriman,
1995-1996), and may have greater competency to address fear of death among patients. Of
course this is an empirical question, but may help to explain our findings. Hospice care is
recommended as the optimal care model of patients with advanced lung cancer (Griffin et
al., 2003), but is typically underutilized by lung cancer patients (McCarthy, Burns, Davis, &
Phillips, 2003). In addition to encouraging efforts to promote timely hospice referral, other
initiatives to increase the knowledge, skills, and competencies of oncology and other health
care providers for routinely assessing and treating patient fear of death may help prevent
complicated bereavement.

Not surprisingly, bivariate analysis revealed strong relationships between lower quality of
care of the patient and family and higher levels of complicated grief. Given the documented
concerns regarding care quality for lung cancer patients and their families (Krishnasamy,
Wilkie, & Haviland, 2001), this is an important finding. The relationship between care
quality and complicated grief was no longer statistically significant in the multivariate
model when contextual and stressor variables were included and care quality did not
moderate the effect of stressors on grief. Routine care may not sufficiently address the
distinctive problems associated with secondary stressors. More intensive and targeted
interventions to meet these distinctive needs may be required.

Several limitations should be acknowledged when interpreting these results. The cross-
sectional design and reliance on retrospective reports of care and conflict at the end-of-life
are important limitations. Current affective states may affect retrospective appraisals of
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subjective measures. Prospective studies are necessary to evaluate the direction of
relationships and capture experiences as they occur, but do present ethical and
methodological challenges of their own (Casarett, Knebel, & Helmers, 2003). Although the
interaction between hospice utilization and patient fear of death was interpretable, it may be
a chance finding given the multiple exploratory tests used to evaluate possible interaction
effects. Other studies are needed to test for replication. Some of our measures are limited
such as the clinical care needs of the patient that measured the number of symptoms rather
than symptom severity that may underestimate the relationship between symptoms and
complicated grief. In addition, we did not collect any data on the end-of-life care treatment
preferences that were expressed by patients or the extent to which they were carried out,
which seriously limits our ability to interpret the unanticipated positive correlation between
care preferences specified and grief symptoms. It is possible that the patient’s expressed
end-of-life care wishes were not fulfilled or were a source of disagreement among family
members. Finally, the nonrepresentative nature of the sample, seriously limits the
generalizability of study findings. Although the ACCESS study sought a representative
statewide sample and over sampled by race, less than half of the eligible families completed
the survey, and the sample was primarily older White female spouses. In addition, the
hospice utilization rate of our sample is higher than that of lung cancer Medicare
beneficiaries (i.e., 68% compared to 27%; McCarthy et al., 2003), and the overall rates of
family conflict were fairly modest (Kramer et al., 2009).

Despite its limitations, this study was guided by a theoretical framework to provide a more
comprehensive understanding of the complex determinants of the bereavement process with
attention to domains not previously considered in research. Results provide substantial
support documenting a relationship between family conflict, intrapsychic strains and
complicated grief, and a moderating influence of hospice utilization. Risk assessment tools
used to identify persons at risk for complicated grief (Melliar-Smith, 2002) could be
expanded to include assessment of patient symptoms, intrapsychic strains, prior and end-of-
life conflict, and caregiver education. Future research to replicate these findings and to
illuminate understanding of the primary and secondary stressors and resources that might
influence the bereavement process, as well as development and testing of interventions to
address these are warranted.
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Figure 1.
Interaction between patient fear of death and hospice utilization on complicated grief.
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Sample Characteristics and Complicated Grief Means for Categorical Background and Contextual Variables

Table 1
(N = 152)
Complicated grief &
N %  Mean SD
Age
Less than 650=1 74 (49.0) 259 on™*
65+0=2) 78 (51.0) 219 (.69)
Gender
Male 31 (204) 235 (:84)
Female 121 (79.6) 2.39 (.87)
Race
Non-Hispanic White®=2 148 (97.4) 2.37 (.86)
Black 4 (26) 283 (71)
Income
Less than $15,000 17 (112) 223 (:81)
$15,000 to $29,999 32 (21.1) 228 (.81)
$30,000 to $49,999 56 (36.8) 245 (.88)
$50,000+ 36 (237) 250 (.92)
Missing 11 (7.2)
Education
High school grad or less®=3 94 (618) 253 (93"
Some college or advanced degree 58 (38.2) 2.15 (.68)
Relationship to patient
Spouse 136 (89.5) 2.40 (.85)
Adult child 16 (105) 222 (.98)
Expressed end-of-life care wishes
Care preferences specified
No(®=4) 95 (61.3) 2.24 (:44)
Yes 60 (387) 260  (101)**
Family context
Presence of children in home
No®=4) 142 (93.4) 231 (.82)
Yes 10 (66) 319 (.95)"*

a A . . . .
p-Values reported for F test or t tests for significant difference in complicated grief.

b . . N
Refers to the number of missing respondents who were included in this category.

Fk

p<.0L

Omega (Westport). Author manuscript; available in PMC 2012 January 24.



Page 15

KRAMER et al.

700° > d
FUEvE
70°sd
¥
50'sd
‘o1 sd
!
-0 020 950 &T 0 %0 0 -0 -0 1-0 -0 10 -0 9%-T abuey
v 006 90L ITT ST 9L 18 Ge'T 1L sz 6v" 6% 05’ 98’ as
19 TCST 988 elT T s 98’ 14 %€ L0 6e’ e’ 16 62 W
— 20- 00 90- 20- €0 T L0 10 4 RV ) Bl S 4 A 80’ uonezi|nn 801dsoH T
— el 0= 20— 01— K007 80— LIV- ST e0—  gO- €0’ x50~ a1e9 Jo Anfenb Ajiwre €1
— 01— B0 61T ST e ET W9V T8 go- 90— o1 soex 08— 219 Jo Afenb Jusied ZT
— 2w 10 w08 e o1 - 20 - 20— 10— <7 y1eap Jo Jeay Jusied TT
— 0z g LIV ST 1T €0 60— 80— wxxCV ssauy) Bundsaoe Aynougia ot
— —s w80 Y W8T L TT go 4BV LT aip-jo-pua Te 101)ju0d Ajiwe 6
— UL A (4 T 0T 887 V€ swoldwiAs yaAsd Jusied 8
— e dC 90 T O 90— L8 swoydwAs [eaisAyd uaied /
— w60 10° er'— oT’ 11u00 Aj1wey Jo AIOISIH 9
— 90’ U 08T ST aWoy Ul uaIP|IYD JO 80UBSAId §
— 20— <8V «x0C paiy10ads seoualagald aied ¢
— 20— wx Ve uoneanpa JeAbased €
— wx 0= abe Janlbale) g
— 1816 paeoljdwo) T
v €T T T 01 6 g L 9 S v ) z 1 sa|qelien
Sa|qeleA AUy J0) SaANdLIDSaq pue SuoIe|81lo)
Z algel

NIH-PA Author Manuscript

NIH-PA Author Manuscript

NIH-PA Author Manuscript

Omega (Westport). Author manuscript; available in PMC 2012 January 24.



Page 16

KRAMER et al.

NIH-PA Author Manuscript

G0 sd
x
or's Q+
L08v 8sT _Sr0T  _0TL €05 aBueyd ;¥ 10§ 4
[40) €0 ST 80 LT abueyd ;Y
14 v or’ ra LT zd [B10L
£V uoIezijin a21dsoy x Yeap Jo Jeay Jusied
$53001d Buriesspoy-uonaeIau|
20 10 uolyezi|in a91dsoH
80— or— a1ed Jo Aupenb AjiweS
1= A ased Jo Ajpenb juaired
$901N0S3Y
ST 0T’ ot yeap Jo Jeaj Jusied
wxxf€ e EE BT Bundaoge Anoiyip Jequisw Ajiwe
L1 108 wxEC 041]-40-pUa Je 10113u09 AjiLueS
51085311 AJepuo2as
15T A% 49T %00 swoydwiAs [ea1BojoyaAsd Jusied
60 80 €T 19T swoldwAs [eaisAyd jusired
s10ssang Alewid
#1OT wPCT 90 go- 10 10113U00 Ajiurey Jo AIoJsIH
oT orT’ n £ «£C 3WOY Ul UBIP[IYD JO 89UBsald
18T 1T 1T 1ET O paiy1oads saouaiayald are)d
PR L L [ uoneanps Janibared
¥0'— 90— Y0’ — GO'— 4 vi- abe Janibale)
€0— €0'— €0’ €0’ 10 Uyeap 30UIS BWI |
1Xa)U0D pue punoiboeg
gdas  ydas € dais ¢das  Tdas s3|qelieA
se1aq
swoldwAs Jals paredljdwod 1oj sisAfeuy uolssalbiay [edalyoselsiy
€23|gel

NIH-PA Author Manuscript

NIH-PA Author Manuscript

Omega (Westport). Author manuscript; available in PMC 2012 January 24.



1duasnuey Joyiny vd-HIN 1duasnue Joyiny vd-HIN

wduosnue Joyiny vd-HIN

Fk

p<.01;

Fokk

p<.00L.

KRAMER et al.

Omega (Westport). Author manuscript; available in PMC 2012 January 24.

Page 17



