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Abstract

Complicated grief (CG) is a form of unrelenting grief after the death of a loved one. However, family members of individuals
who suffer from Schizophrenia, Schizoaffective disorders and Bipolar disorder may experience symptoms of CG even though
their loved one is still alive. The present study assessed CG and risk factors for CG in first degree relatives of individuals
with severe chronic mental illness. The incidence of CG was examined in 78 parents, siblings, adult children and spouses
recruited through organizations and social media that provide support services for individuals suffering from mental illness
and their families. High rates of CG (39.7%) were found in this group. CG was associated with a higher prevalence of post-
traumatic and depression symptoms and poorer physical health. These findings may contribute to heightening therapists’
awareness of the importance of assessing, acknowledging and resolving CG in the family members of patients with chronic

psychotic disorders.
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Introduction

The term dementia praecox (premature dementia), a chronic
brain disease that manifests as a psychotic disorder charac-
terized by the rapid progressive decline of cognitive and
emotional capabilities, is commonly diagnosed in late ado-
lescence or young adulthood, and was first conceptualized
in the latter part of the nineteenth century (Adityanjee et al.,
1999). Over the years, the term dementia praecox has been
replaced by the more global designation of Schizophrenia
spectrum disorders. However, after more than a century
of studying schizophrenia, the cause of the illness and its
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treatment remain unclear (Insel, 2010). Schizophrenia and
bipolar disorder (BPD) are severe disabling conditions with
substantial overlap in terms of risk factors and neurocogni-
tive deficits, vocational, social and functional impairments
(American Psychiatric Association, 2013; Bora, 2009; Bora
et al., 2010, 2015). Due to their chronicity, early age of onset
and lack of efficient treatment, many individuals with Schiz-
ophrenia, Schizoaffective disorders and BPD remain chroni-
cally ill and require daily living support (Dixon et al., 2018).
Institutional care for people with chronic psychotic disorders
(CPD) such as Schizophrenia, Schizoaffective disorders and
BPD has increasingly shifted to communities (Dixon et al.,
2018) where family members are asked to assume the role
of intensive and long-term caregivers for their close rela-
tive with CPD. Family members, especially parents, must
frequently take on the role of providing emotional and finan-
cial assistance as well as housing for their suffering relative.
Along with a profound sense of obligation and compassion
(Karp, 2000), these roles constitute an extremely multifac-
eted burden and have known adverse effects on caregivers’
wellbeing (Angermeyer et al., 2003; Chen & Lukens, 2011).
Family members whose close relative has a CPD commonly
endure a form of ongoing stress that is associated with
depression and an impaired quality of life (Chen & Lukens,
2011; Godress, et al., 2005; Jones, 2004; Mendenhall &
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Mount, 2011). Both are linked to an elevated risk of relapse
for the relative in their care (Mcfarlane, 2016).

Grief Experiences in the Context of Chronic
Psychotic Disorders

Family members of individuals with CPD report experienc-
ing grief over the loss of the person they once knew given
the radical changes in this individual’s emotional and cogni-
tive abilities. They also report experiencing grief over their
multiple losses in many facets of life including disruption
to family routine and relationships, and lost opportunities
to live a "normal life" such as engaging in fulfilling and
meaningful social roles (Chen & Lukens, 2011; Godress
et al., 2005; Jones, 2004). Grief in such circumstances has
been associated with depression, reduced well-being and
increased ill-being, and interferes with the caregivers’ ability
to support their close relative affected by CPD and seek sup-
port for themselves (Chen & Lukens, 2011; Godress et al.,
2005; Landon et al., 2016; Sawrikar & Muir, 2018).

Complicated Grief and Risk Factors for Complicated
Grief

Bereavement following the loss of a loved one is a stressful
life event. It is also a universal event and a natural process
(Worden, 2018). Normal grief, also referred to uncompli-
cated grief, encompasses a wide range of reactions that are
common after a loss. Typical reactions to this loss include
separation distress, yearning for the lost person, sadness,
anger, disbelief and physical sensations such as lack of
energy (Worden, 2018). Although most bereaved individuals
eventually adjust to their loss without sustained difficulties
and achieve a balance between what is lost and what life
entails following it, a considerable proportion of bereaved
individuals suffer from intense unrelenting grief (Lundorff
et al., 2017). According to the American Psychiatric Asso-
ciation (2013), persistent complex bereavement disorder, or
complicated grief (CG), is a form of prolonged, unrelenting
grief subsequent to the decease of a loved one. One out of
ten bereaved adults is at risk of developing CG (Lundorff
et al., 2017), whose core symptoms include a persistent
yearning for the deceased, preoccupation with the deceased
and the circumstances surrounding the death, accompa-
nied by intense emotional pain, and excessive avoidance of
reminders of the loss (Prigerson et al., 2009; Shear, 2015).
CG is associated with a range of negative mental and physi-
cal health outcomes including depression, anxiety, PTSD
and suicidality, in addition to social, academic and work
impairment and medical morbidity (Simon et al., 2007).
Studies have identified several key factors that are likely
to increase the risk of CG. These include sudden loss
and loss in traumatic circumstances, close kinship to the

deceased, unavailability of social and emotional support,
high distress at the time of death, as well as negative self-
appraisals, self-blame, the comorbidity of PTSD symptoms
(Nakajima et al., 2012), and depression (Nielsen et al.,
2017). Attachment orientations; i.e., the patterns of rela-
tional expectations, emotions and behaviors that result from
the internalization of the individual’s history of attachment
experiences (Bowlby, 1973), have been shown to be related
to psychological adjustment after loss (Lobb et al., 2010;
Maccallum & Bryant, 2018; Shear & Shair, 2005; Shear
et al., 2007). The innate psychological attachment behavioral
system motivates individuals to seek proximity to significant
others in times of need, separation and loss as a way of pro-
tecting themselves from threats and alleviating distress. In
response to the loss of a significant other, individuals with
a secure attachment orientation generally perceive relation-
ships as a source of comfort and protection and strive to
maintain bonds and engage in proximity-seeking behaviors.
In contrast, individuals with an anxious attachment orienta-
tion may experience exacerbated yearning and separation
anxiety (Maccallum & Bryant, 2018). Individuals with an
avoidant attachment orientation are more inclined to avoid
emotions and to withdraw from supporting social relation-
ships (Boelen & Klugkist, 2011). Several studies have shown
that attachment orientation may be a risk factor for CG
(Lobb et al., 2010). Most studies have pointed to attachment
anxiety as a precursor of CG (Maccallum & Bryant, 2018;
Shear & Shair, 2005). Nevertheless, attachment avoidance
may contribute to grief complications such as depression
(Boelen, & Klugkist, 2011; Maccallum & Bryant, 2018).

Complicated Grief and Risk Factors for Complicated
Grief in Response to Chronic Psychotic Disorders

Although family members of patients suffering from CPD
experience grief in response to the loss of their loved one as
he or she was prior to the onset of illness, diagnostic manu-
als do not cover this loss, which often remains in the form
of disenfranchised grief that is not openly acknowledged or
socially supported (Doka, 1999). Disenfranchised grief may
lead to isolation, leaving individuals with no opportunity
to receive counseling for grief (Godress et al., 2005; Jones,
2004). Close family relatives of individuals suffering from
CPD experience a myriad of factors that may interfere with
their grief over their loss and increase their risk of develop-
ing CG. Here, we posited that this kind of loss may have
five key risk pathways to CG: (1) Lack of social and profes-
sional support may hinder the processing of the pain of grief,
and feelings of anxiety, shame, guilt, anger and loneliness
and may increase the risk for depression and CG (Worden,
2018): the loss is disenfranchised, since the loved one is
alive but different. Family members are still attached to the
mental representation of the person they once knew, but the
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presence of the changed personality is a constant reminder
of the loss (Jones, 2004). In addition, studies have shown
that despite their key role in supporting and caring for their
loved one, caregivers experience inadequate collaboration,
lack of professional support and evidence-based practices
(Dixon et al., 2010; Landon, 2016; McAuliffe et al., 2014).
(2) Prolonged traumatic bereavement and severe distress
interfere with coming to terms with the loss (Worden, 2018).
The course and prognosis of the illness is often uncertain,
thus resulting in emotional limbo. Hope and grief oscillate
between improvement and relapse time and again, thrusting
caregivers back to bereavement (Karp & Tanarugsachock,
2000). (3) Self-blame interferes with coming to terms with
the loss (Worden, 2018). Here, confusion and misunder-
standing about the illness commonly hinder family mem-
bers’ ability to accommodate and modify their expectations
without feelings of betrayal and guilt with respect to their
relative suffering from the illness (Jones, 2004). These feel-
ings can undermine other activities and relationships, and
may make people reluctant to seek the support they need
(Jones, 2004; Karp & Tanarugsachock, 2000; Landon et al.,
2016). (4) The loss affects individuals’ sense of self, may
challenge beliefs about oneself and may shatter self-identity.
Thus caregivers are subjected to loss of self-identity when
facing the stressful role changes associated with care bur-
den (e.g., siblings and children become caregivers, aging
parents are challenged with unfamiliar legal and medical
responsibilities) (Karp & Tanarugsachock, 2000). (5) Living
in the same household with care recipient. Previous stud-
ies have suggested that living in the same household as a
relative with CPD was related to greater distress, helpless-
ness, depression and social isolation (Goossens et al., 2008;
Landon et al., 2016; McAuliffe et al., 2014; Zauszniewski &
Bekhet, 2014). Thus overall, social, emotional, and cognitive
factors including lack of formal and social support, PTSD,
depression and cognitive distortions such as self-blame are
common experiences reported by caregivers (Landon et al.,
2016; Mendenhall & Mount, 2011; Pejlert, 2001; Sawrikar
& Muir, 2018), and may contribute to grief complication
(Jones, 2004). Lack of validation and legitimation of grieve
may leave individuals feeling that their distress, confusion,
depression, guilt, anger, helplessness and fear are inherent
to their grief. Therefore, grief remains latent, unvalidated
and unresolved (Chen & Lukens, 2011; Godress et al., 2005;
Jones, 2004).

To better understand the nature and unfolding of CG, the
present study aimed to evaluate the prevalence of CG in
relation to a family member suffering from CPD and deter-
mine the risk factors for CG. Given the research findings
reviewed above on risk factors for CG (Lobb et al., 2010;
Nakajima et al., 2012) and the literature on traumatic losses
and the impact of caregiving for a loved one with CPD, it
was predicted that (1) high rates of CG would be found in
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first degree relatives of individuals with CPD, (2) CG would
be associated with higher levels of depression and PTSD and
reduced health, (3) self-blame, loss of self-identity, attach-
ment anxiety orientation, PTSD, depression, living with the
care-recipient, and support seeking would make unique con-
tribution to CG in this cohort.

Method
Participants and Procedure

This study was conducted over a 14-month period from Jan-
uary 2018 to March 2019, and was reviewed and approved
by the authors’ Institutional Review Board committee and
the Mental Health Services of the Ministry of Health.
First-degree relatives (parents, siblings, adult children and
spouses) of patients with CPD were recruited through social
media posts and through organizations that provide sup-
port services for sufferers of mental illness and/or for their
families. Those who consented and completed the full bat-
tery of questionnaires (n=78) met once with the researcher
(LR) and were informed of their right to confidentiality and
the purpose of the study, which was defined as aiming to
identify the psychological and physical reactions of family
members of individuals with CPD. Written informed consent
was obtained from all participants. The informed consent
form included an offer to talk with the principal investiga-
tor and included contacts of professional resources oriented
toward family members of individuals with CPD. All par-
ticipants were first asked whether they had a close relative
(sibling, child, parent or spouse) diagnosed with CPD that
had caused significant changes in this relative’s personality
and/or behavior. Next, demographic information including
contextual variables that may be associated with CG includ-
ing kinship to the relative with CPD, length of time associ-
ated with the loss, and the level of impairment caused by
the illness, as well as related symptoms in response to the
illness of their close relative was assessed as described in
the Measures below. The demographic characteristics of the
sample are summarized in Table 1.

Measures

CG was assessed on the 19-item Inventory of Complicated
Grief (ICG; Prigerson et al., 1995), a well-validated meas-
ure (a=0.92-0.94; test—retest reliability =0.80) (Prigerson
et al., 1995). The ICG measures the severity of cognitive,
emotional and behavioral symptoms of CG. Statements are
rated on a Likert scale ranging from 0 to 4. An ICG score of
25 or greater is considered a positive screen for CG. An ICG
score >25 has been associated with greater impairment in
various spheres of life and has been used in several studies
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Table 1 Demographics

Variable

Kinship to individual with CPD, % (n)

Parent 50.0 (39)

Adult sibling 39.7 (31)

Adult child 9.0 (7

Couple 1.3(1)
Gender, % (n)

Male 25.6 (20)

Female 74.4 (58)

Age (years), mean (SD) 51.12 (15.01)

Income level, % (n)

Above average 38.2 (29)
Average 47.4 (36)
Below average 14.5(11)
Type of employment, % (n)
Full time job 51.9 (40)
Part time job 32.5(25)
Retired 10.4 (8)
Unemployed 5.2(4)
Marital status, % (n)
Married 53.8 (42)
Divorced 26.9 (21)
Single 15.4 (12)
Separated 2.6 (2)
Single parent 1.3 (1)
Education (years), mean (SD) 15.34 (3.07)
Level of education, % (n)
Elementary School 1.3 (1)
High school 154 (12)
Technical school 12.8 (10)
Academic education 70.5 (55)

CPD chronic psychotic disorder

as a positive screen for CG (Delaney et al., 2017; Mitchell
et al., 2005; Shear et al., 2001; Simon et al., 2005; Sung
etal., 2011). The ICG was slightly adapted by the first author
to measure CG in response to those whose significant other
had been diagnosed with CPD. The items were tailored to
measure the family member’s current severity of grieving
in relation to the illness and the distress associated with the
loss, as evidenced by functional debilitating preoccupation
with the lost healthy person, inability to accept the loss, as
well as ongoing distress, bitterness and anger (e.g., I miss
him/her as he was before the illness, I cannot accept the fact
that he/she will never be the same again, I feel it is unjust
that I will keep on living my life while he/she cannot, I have
been feeling lonely since he/she got ill). The adjusted ICG
in the present study demonstrated excellent reliability (Cron-
bach’s x=0.914).

Depression was measured on the Beck Depression Inven-
tory (BDI; Beck et al., 1961), a 21-item self-report scale
that measures severity of depression. This inventory is a
continuous measure suitable for both psychiatric and nor-
mative populations. The scale covers affective, cognitive,
motivational, and physiological symptoms of depression.
Each category consists of 4 statements rated on a 0-3 point
Likert scale. Scores of 0-9 are considered normal, 10-18
indicate mild depression, 19-25 moderate depression, and
above 26 severe depression. In a large meta-analysis (Beck
et al., 1988) the BDI exhibited high validity and reliability
scores and high internal consistency (ax=0.81-0.86). In the
present study, the BDI had excellent reliability (Cronbach’s
a=0.90). A BDI score of 12 or greater is considered a posi-
tive screen for depressive disorder in community surveys
(Lasa et al., 2000).

Attachment orientation was assessed using the gen-
eral form of the Experiences in Close Relationships scale
(ECR; Brennan et al., 1998), as adapted for Hebrew speak-
ers (Mikulincer & Florian, 2000), which taps attachment
style in relationships generally rather than focusing on
specific relationships. It contains 36 items with 18 items
tapping attachment anxiety and 18 items tapping attach-
ment avoidance. Items are rated from 1 (strongly disagree)
to 7 (strongly agree). High scores indicate more anxiety or
avoidance. In the present study, the participants were asked
to think about their close relationships in general, without
focusing on a specific person, and to rate the extent to which
each item described themselves in these relationships. The
Cronbach’s alphas are reported to range from 0.86 to 0.89
for avoidant attachment and from 0.91 to 0.94 for anx-
ious attachment (Stern et al., 2018). Studies have demon-
strated the measure’s high construct and predictive validity
(Mikulincer & Shaver, 2007). In the present study, the ECR
attachment avoidant scale had a Cronbach’s of «=0.88, and
an o of 0.94 for attachment anxiety.

PTSD was measured on the posttraumatic stress scale
(PDS-5; Foa et al., 2016), a self-report measure of PTSD
based on the DSM-5 criteria. Participants are asked to rate
the frequency and distress associated with each PTSD symp-
tom on a scale ranging from 0 (not at all) to 4 (6 or more
times a week/severe). PTSD severity is determined by total-
ing the 20 PDS-5 symptom ratings (items 1-20). Scores
range from O to 80. The PDS-5 has been found to have excel-
lent internal consistency (x=0.94). The test-retest reliability
for PDS was reported to be excellent at 0.88. In the present
study the internal consistency for the PDS-5 was also excel-
lent (Cronbach’s «=0.94). A score of 28 is used as a cutoff
point for possible diagnosis of PTSD, with scores between 0
and 27 indicating no diagnosis, and 28-80 indicating prob-
able diagnosis (Foa et al., 2016). Psychological and physical
health were measured on the SF-36 health measure (Ware
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& Sherbourne, 1992) adapted for Hebrew speakers (Lewin-
Epstein et al., 1998).

The SF-36 is a self-report, Likert scale examining a
patient’s perceived health, and has been shown to be a valid
measure of general health in population studies (Ware,
2000). It consists of eight subscales on mental health (MH),
general health (GH), role limitation due to emotional and
physical problems (RP), social functioning (SF), physical
functioning (PF), vitality (V) and bodily pain (BP). Two
summary measures, the Physical Component Summary (PH)
and the mental health component scale (MH) aggregate the
scales. Scores on the SF-36 MH scale range from 0 to 100
(with high scores indicating better mental health). Both
internal consistency and construct validity were reported to
be strong, and the reliabilities range from 0.7 to 0.9 (Ware,
2000). In the present study the internal consistency for the
SF-36 was excellent (Cronbach’s «=0.94).

Statistical Analyses

A logistic regression analysis was applied to the data to
model binary CG as a dependent variable. Group differences
on the categorical variables were compared using chi-square
tests. Group differences on the independent continuous var-
iables were analyzed with two-tailed t tests. All analyses
were performed using SPSS version 23.0 for Windows (IBM
Corp., Armonk, NY, USA, 2011).

Results
Characteristics of Relatives Suffering from CPD

Table 2 summarizes the characteristics of the recipients
of care suffering from CPD. As shown in Table 2, a large
proportion (76.50%) of the care recipients had moderate
to severe functional impairments and had failed to achieve
milestones such as independent living. In the vast majority
of the participants (66.2%), the onset of CPD had occurred
more than six years prior to the study, and in a large propor-
tion (33.8%) the onset of CPD had occurred more than one
year previously. More than 30% of the care recipients were
living with their family members and the remainder were
living in sheltered housing, or independently (3.9%) and
needed long-term assistance. Most of the close family mem-
bers (71.42%) received professional help in the aftermath of
the illness. Of these, 26.53% participated in both individual
and group treatment, 34.69% participated in individual treat-
ment and 10.20% in group treatment. Only 27.65% thought
the treatment was effective, 42.55% reported it was partially
effective, and 2.12% thought treatment was not effective.
About a third of the participants (28.57%) did not receive
any treatment.

@ Springer

Table 2 Characteristics of care recipients with CPD

Variable

Diagnosis, % (n)

Schizophrenia 80.8 (63)
Schizoaffective disorder 11.509)
Bipolar disorder 5.14)
Psychotic disorder 2.6 (2)
Caregiver, % (n)
Participant is the primary caregiver 43.6 (34)
Participant is not the primary caregiver 56.4 (44)
Residence, % (n)
Lives with the primary caregiver 30.8 (24)
Does not live with the caregiver 69.2 (54)
Level of impairment caused by the illness, % (n)
Completely dysfunction 2.0(1)
Very low functioning 19.6 (10)
Low functioning 19.6 (10)
Moderate functioning 35.3(18)
Good functioning 19.6 (10)
Very good functioning 3912
Prevalence onset of CPD, % (n)
One year 11.6 (9)
Two years 7.7 (6)
Three years 1.2 (1)
Four years 2.5(12)
Five years 3.8(3)
Six years 6.4 (5)
More than 6 years 66.2 (51)

CPD chronic psychotic disorder

Loss and Complicated Grief

Responses on the ICG indicated that most of the partici-
pants (87.18%) reported experiencing the loss of the person
they once knew in response to major changes in personality
and behavior caused by the illness. Only 12.82% of the par-
ticipants reported not experiencing a sense of loss of their
close relative with CPD. Acceptance over the years (n=2),
lack of acquaintance with the sibling/spouse before the ill-
ness (n=15), and hope for improvement as a result of their
close relative’s improved functioning (n=3) were the most
prevalent reasons given. Symptoms of CG were frequent.
Most of the participants (80.76%) reported painful memo-
ries of the person they once knew as well as longing for him
or her to come back (84.61%) and difficulty accepting the
loss (74.35%). A large proportion of the family members
had feelings of self-blame (60.25%), bitterness (66.66%),
anger (60.25%), and difficulty trusting others since the loss
(43.58%). Many (64.10%) experienced the loss as a shocking
ongoing trauma. There were loss-triggered changes in roles
as well as self and world schemas in 48.71% of the relatives
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(e.g., the siblings became caregivers of their brother or
sister). Close to half of the participants (39.74%) screened
positive on the ICG using the cutoff of >25. More than one
third (36.23%) of the participants had higher than threshold
rates of BDI (> 12) and 13.23% had higher than threshold
rates of PDS-5.

Characteristics of Participants with Complicated
Grief

Table 3 presents the mean levels of depression, PTSD,
attachment style and health status of the participants with or
without probable CG. As hypothesized, participants with CG
had higher than threshold rates of PDS-5 (29.16% vs. 4.54%)
(X2(1 )=28.19, p=0.004). Participants with current proba-
ble CG had higher than threshold rates of BDI (80.00% vs.
11.36%) (Xz(l) =32.50, p<0.001), Self-blame and probable
CG were significantly correlated (X2(1)=20.17, p<0.00).
Participants with current probable CG had lower scores
on the SF-36 measure (M =57.60, SD=19.75) than par-
ticipants with no CG (M =76.60, SD=14.35) (¢(71)=4.75,
p<0.001). CG rates were significantly higher in partici-
pants who experienced their loss as a shocking trauma
(Xz(l) =11.12, p=0.004). No significant differences were
found between groups in levels of kinship (X2(3) =5.44,
p=0.14), or in terms of level of impairment caused by the
illness (XZ(S) =3.52, p=0.62). Significantly higher propor-
tions of probable CG were found in primary caregivers and
in caregivers who lived with the care recipient (Xz(l) =4.38,
p=0.036; Xz( 1)=17.49, p=0.006, respectively). Participants
with higher than threshold rates of CG had higher scores on

Table 3 Characteristics of participants with CG and without CG

the ECR attachment anxiety (M =63.25, SD=26.01) sub-
scale as compared to participants with lower than thresh-
old rates of CG (M =49.07, SD=22.76) (1(64)=2.31,
p=0.024). In addition, participants with higher than
threshold rates of CG had higher scores on the ECR attach-
ment avoidance (M =68.85, SD =20.34) subscale as com-
pared to participants with lower than threshold rates of CG
(M=52.26,SD=17.41) (#(64)=3.50, p=0.001). No signifi-
cant differences were found between groups in terms of the
amount of time elapsed since the first episode of the illness
(X2(29) =31.58, p=0.33) and support seeking (X2(3) =1.74,
p=0.43).

Risk Factors for Complicated Grief

A logistic regression (forward stepwise) was conducted
to predict categorical CG. PTSD (PDS-5 >28), depres-
sion (BDI> 12), self-blame, living with the care recipient,
changes in role identity, support seeking, time elapsed since
the loss, and attachment orientation (anxious, avoidant) were
entered into the model. We first ran the univariate analyses to
determine which variables were highly correlated with CG
(see Table 3). Next, we ran a multivariate model including
those variables which met a preset cutoff for significance to
run a multivariate model (p < 0.05); namely, probable PTSD
and depression, self-blame and living with the care recipi-
ent. This model was significant (X2(3) =40.77, p<0.000)
and accounted for 61.10% of the variance. Self-blame and
depression significantly predicted CG. Living with the care
recipient approached significance (p=0.060). The full
logistic regression predicting categorical CG is presented in

Group Analyses
CG (ICG score >25) No CG (ICG score <25) Statistic value )4
BDI, mean (SD) 17.74 (9.58) 6.45 (4.79) 1(68)=6.57 0.000%**
BDI> 12, % (n) 80.0 (20) 11.4(5) Xz(l) =32.50 0.000%**
PDS-5, mean (SD) 19.73 (15.61) 8.25 (10.01) #(66)=3.69 0.000%**
PDS-5>28, % (n) 29.2(7) 4.5(2) Xz(l) =8.19 0.004%%*
SF-36, mean (SD) 57.60 (19.75) 76.60 (14.35) t(71)=4.75 0.000%**
ECR—avoidance items, mean (SD) 68.85 (20.35) 52.26 (17.41) 1(64)=3.50 0.001%%*
x> (43)=42.95 0473
ECR—anxiety items, mean (SD) 63.25 (26.01) 49.07 (22.76) 1(64)=2.31 0.024%*
x*(52)=55.91 0.330
Living with the care, % (n) recipient 62.50 (15) 37.50 (9) Xz(l) =7.49 0.000%**
Self-blame 59.57 (28) 40.42 (19) Xz(l) =20.17 0.000%**
Role identity 50.00 (24) 50.00 (24) X2(4) =8.64 0.071

BDI beck depression inventory, PDS-5 posttraumatic stress scale, SF-36 36-item short form survey, ECR experiences in close relationships

9 <0.05
4 < 0.01
#Hkp <0.001

@ Springer



532

Community Mental Health Journal (2022) 58:526-535

Table 4. These findings suggest that participants who scored
positively on self-blame and participants who had probable
depression were more likely to meet the criteria for CG.

Discussion

This study extends previous research on grief and the car-
egiving burden by examining up-to-date CG criteria (Amer-
ican Psychiatric Association, 2013; Shear, 2015) and the
potential contributing factors of CG in first-degree relatives
of individuals suffering from chronic psychotic disorders.
Despite the time elapsed since the onset of CPD, the vast
majority of participants had not adapted to the loss. The
majority of the participants manifested symptoms of CG
characterized by marked distress, yearning for the person
they once knew, self-blame, bitterness and anger. About
forty percent of the participants screened positive on the
ICG. Complicated grief is known to be an under-recognized
public health problem and is associated with depression and
functional impairment (Shear et al., 2016; Sung et al., 2011).
The current results thus strongly suggest that CG may be a
significant problem for caregivers, and point to the impor-
tance of screening caregivers for CG. Enfranchising grief in
such circumstances may help caregivers to grieve for their
loss and assist them in talking about their loss and explor-
ing their feelings, conflicts and thoughts about the loss. It is
important to note that the prevalence of CG in this cohort
was comparable to reported rates (12.5-78%) of CG among
those bereaved by violent death (Nakajima et al., 2012).
Nakajima et al. suggested that the factors affecting the high
prevalence of CG in the wake of violent death include sud-
denness and lack of readiness, social isolation and negative
self-appraisals, self-blame, the comorbidity of PTSD symp-
toms, as well as various social stressors such as stigma and
low satisfaction with formal authorities. When social stigma
exists, social support for the grievers may be less than suf-
ficient (Doka, 1999). The results of the current study show
that self-blame and depression were unique contributors to
CG in the context of CPD.

Grieving is a social phenomenon, and individuals with
more support, and individuals that are satisfied with it,

Table 4 Logistic regression predicting categorical CG

B SE Wald P Exp(b)
Self-blame 2.13 0.99 4.57 0.03 8.42
Living with care 1.7 0.9 3.53 0.06 5.49
recipient
Depression 3.06 0.81 14.24 0 21.45

Feelings of self-blame =1, living in the same household as a relative
with CPD =1, depression=1
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manifest lower depression, and may allow themselves to
move forward toward a better adaptation to the loss (Worden,
2018). Maladaptive self-blaming thoughts are associated
with grief complications and comorbid depression (Shear,
2015). As was previously suggested, self-blame may be
associated with caregivers’ ability to accommodate to the
loss, process their pain and guilt, and allow themselves to
engage in leisure and social activities and supporting rela-
tionships (Jones, 2004; Karp & Tanarugsachock, 2000;
Landon et al., 2016). Contrary to previous studies on predic-
tors of CG in the aftermath of death (Lobb et al., 2010; Mac-
callum & Bryant, 2018; Wijngaards-de Meij et al., 2007),
attachment orientation failed to explain the variance in CG
when depression and self-blame were included. Repeated,
prolonged exposure to experiences related to caregiving to a
close person with CPD, helplessness and loneliness that may
lead to depression may thus produce maladaptive changes
in beliefs with respect to trust and intimacy, self-efficacy as
well as self-esteem, resulting in oscillations in attachment
orientations (Mikulincer et al., 2011). Future longitudinal
studies could shed more light on the trajectories of attach-
ment and CG in caregivers of close relatives with CPD.
About a third of the participants did not receive treatment
and of those participants who did, less than a third thought
that the treatment was effective. It is worth noting that the
Schizophrenia Patient Outcomes Research Team (PORT:
Dixon et al., 2010) indicated that relatively few patients with
Schizophrenia and their families have access to psychosocial
evidence-based treatments. This is unfortunate since psycho-
social evidence-based treatments can significantly improve
family relationships and reduce caregivers’ distress levels
(McFarlane, 2016).

This study has several limitations. The first has to do with
the use of self-reports since self-report scales may be subject
to response biases. There was no clinician-based confirma-
tory assessment of the CG diagnosis, PTSD or depression.
Thus, it was impossible to determine whether CG would
have been considered the primary clinical problem. Future
studies should confirm the assessment of CG using a clini-
cian’s formal diagnostic assessment for CG. Second, we did
not collect data concerning the trajectory of CG at differ-
ent time points starting from the initial diagnosis of CPD.
Longitudinal studies could thus shed more light on factors
that facilitate or hinder adjustment to such challenging cir-
cumstances, and may inform clinicians of the best practices
when attending to those suffering from loss. The relatively
small sample size could have inflated CG rates. Thus, future
studies should assess CG rates in larger and more representa-
tive samples. Finally, the generalizability of the results may
be limited, given the fact that the participants self-selected;
most were recruited through organizations that provide sup-
port for families, and as such may have differed on key meas-
urements of adjustment to loss. An additional limitation is
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the cross-sectional nature of the data which precludes causal
explanations about the relationship between predictors and
outcomes. Despite these limitations, the findings provide
information about CG and risk factors for CG in first-degree
relatives of individuals with CPD. The results shed light
on the importance of attending to caregivers who suffer
from CG or whose grieving process can be complicated by
risk factors such as self-blame and depression. Hence, the
findings may contribute to better detection, prevention and
specific adaptations of evidence-based practices to facilitate
caregivers’ natural course of grief, better clarify their roles,
reduce self-blame and help prevent physical and mental
health problems as well as its negative impact on various
areas of life.

Implications for Treatment

Although grief persists years after close relatives are
informed that their loved one is suffering from CPD, to
date, diagnostic manuals fail to include the component of
grief related to the loss that follows the onset of CPD. To
the best of our knowledge, no specific interventions for CG
in response to psychological loss have been reported. Sev-
eral grief therapies models have been suggested as potential
approaches to help accommodate to the loss and thereby,
prevent complications of grief (Lafond, 2009; Miller, 1996).
These models encompass interventions such as acknowledg-
ing and legitimizing grief, expressing emotions, and over-
coming various impediments to readjustment after this loss.
However, the current results draw attention to those close
family relatives who have debilitating grief symptoms and
may need therapy for complicated grief. One example of a
specific evidence-based practice is a short-term interven-
tion for CG (Shear, 2015) that has been demonstrated to
be efficacious in several trials (Shear et al., 2014, 2016).
The key components of this intervention include improv-
ing mood and developing satisfying social relationships,
processing and confronting emotions, facilitating the abil-
ity to enjoy affectionate reminiscences of the lost one, and
reengagement in activities. Adapting to the loss of a loved
one entails accepting the finality and changed relationship
with the person who died. However, unlike CG after the
death of a loved one, CG in the context of psychological
loss provides no closure because the loved one is both gone
but also present (Boss, 2010). In addition, the loved one’s
behavior can sometimes be unexpected and frightening. The
neurocognitive deficits in patients with CPD affect their
communication abilities (American Psychiatric Association,
2013; Bora et al., 2009, 2010). Poor communication between
the caregiver and the care recipient can lead to conflicts,
isolation or depression in one or both of these individuals.
The experiences of hospitalization, sometimes forcibly, can

be traumatic and may contribute and increase feelings of
self-blame and betrayal. These distinctive mediators may
increase the risk of complications and enduring feelings of
anger, shame and guilt, and should be considered part of
the adaptations and modifications needed when providing
counselling for caregivers struggling with CG associated
with psychological loss. These include enfranchising the
loss and understanding CPD (e.g., labeling and acknowledg-
ing the experience of grief and providing psycho-education
about CG in response to a family member suffering from
CPD as well as psycho-education about CPD to provide a
better understanding of the illness (e.g., warning signs of
relapse, course, positive and negative effects of antipsychotic
medications). Interventions aimed at building an enduring
connection with the loved one (Worden, 2018), in a way
that can enable the caregiver to go on with his or her life
include modifying expectations and improving communi-
cation, as well as accommodating to the loss by reviewing
positive memories and connecting to the healthy aspects of
their loved one with CPD. These interventions may facilitate
the healing process of CG in response to psychological loss.
Future work should concentrate on assessing the efficacy of
complicated grief therapy for relatives of persons with CPD
through large-scale controlled studies.
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