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Editorial on the Research Topic
Grief Disorders: Clinical, Cultural, and Epidemiological Aspects

Grief disorders have recently been included in international diagnostic classifications, including
the 5th edition of the Diagnostic and Statistical Manual of Mental Disorders [DSM-5; (1)] and
the 11th edition of the International Classification of Diseases [ICD-11; (2)]. Specifically, DSM-5
now includes the category “other specified trauma- and stressor-related disorder,” with persistent
complex bereavement disorder as one of the specific examples, and ICD-11 includes prolonged grief
disorder (PGD). Importantly, the DSM-5 steering committee has announced an update to DSM-5
to include PGD as a separate disorder (3).

The inclusion of grief disorders marks international recognition of the clinical relevance of grief
disorders and has prompted mental health professionals to diagnose and treat disordered grief.
Although bereavement is known to be capable of precipitating common mental disorders such as
depression and posttraumatic stress disorder, to many clinicians, the concept of a grief disorder
is new and therefore unfamiliar. This Research Topic contributes toward filling the knowledge
gap surrounding disordered grief by highlighting clinical, cultural, and epidemiological aspects of
grief disorders.

While clinical aspects include diagnosis, prevention, and treatment of grief disorders, cultural
aspects involve the provision of care in a context of multiculturalism and globalization.
Epidemiological aspects encompass both clinical and cultural aspects and include risk for the
development or maintenance of disordered grief as well as factors that contribute to resilience and
recovery. Risk and resilience factors of grief disorders relate to meaning attribution following loss
and can be divided into five categories (4). First, loss-related factors include non-natural or sudden
causes of death and the person’s immediate grief response. Second, cultural factors include beliefs,
rituals, and care provision. Third, social factors include social support, juridical, political, and
economic factors, among others. Fourth, individual factors include gender and age, neurobiological
and immunological correlates, personality and attachment, and history of trauma and loss. Fifth,
factors related to the relationship with the deceased include a variety of factors, such as the nature
and quality of the relationship, farewell rituals, and involvement in the death. Figure 1 presents an
overview of potential risk and resilience factors.

Frontiers in Psychiatry | www.frontiersin.org

May 2021 | Volume 12 | Article 681523


https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://www.frontiersin.org/journals/psychiatry#editorial-board
https://doi.org/10.3389/fpsyt.2021.681523
http://crossmark.crossref.org/dialog/?doi=10.3389/fpsyt.2021.681523&domain=pdf&date_stamp=2021-05-20
https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles
https://creativecommons.org/licenses/by/4.0/
mailto:g.smid@centrum45.nl
https://doi.org/10.3389/fpsyt.2021.681523
https://www.frontiersin.org/articles/10.3389/fpsyt.2021.681523/full
https://www.frontiersin.org/research-topics/10908/grief-disorders-clinical-cultural-and-epidemiological-aspects

Smid et al.

Editorial: Grief Disorders: Clinic, Culture, Epidemiology

The breadth of these factors highlights the profound
implications the inclusion of grief disorders has for
the organization and provision of mental health care,
spiritual care, and end-of-life care in the prevention
and treatment of grief disorders. Beyond care provision,
the support from relatives, collective rituals, economic
compensation and other circumstances that are shaped
collectively may play a role in enhancing societal resilience
and preventing disordered grief. The articles included in
this collection address many of these aspects, providing
essential insights while emphasizing the need for further
scientific enquiry.

CLINICAL ASPECTS: DIAGNOSIS

O’Connor et al. investigated the availability of valid
questionnaires, interviews, and cutoffs for ICD-11 PGD.
The present systematic review reveals that no such valid
tools are available for ICD-11 PGD or any of the earlier
diagnostic constructs for PGD. They call for action in the
field of bereavement research to start developing these
tools now. Eisma et al. propose to conduct multiverse
analysis on existing data, by applying different sets of
criteria and diagnostic rules to determine how these
affect the prevalence and other characteristics of ICD-
11 PGD. After reviewing pioneering papers applying
multiverse analyses to ICD-11 PGD, they recommend
systematic application of multiverse analyses to help define
current criteria for ICD-11 PGD, and future versions of
this diagnosis.

Sveen et al. examined psychometric properties of the Swedish
PG-13 as well as the latent structure of prolonged grief using the
PG-13. Their findings support the use of the Swedish PG-13 to
measure prolonged grief in bereaved adults. The latent structure
of prolonged grief comprised two or three factors, and not a
unidimensional structure as suggested previously.

Nielsen et al. used prospective data pre- and post-
bereavement to explore functional impairment in PGD
(assessed using the PG-13). They found that one in five
bereaved relatives still reported overall functional impairment
at 3 years after bereavement, although impairment in daily
activities and social functioning improved from before
to after bereavement. Also, functional impairment prior
to bereavement was associated with the development
of PGD. Finally, shedding light on the debate whether
clinicians should consider mania as a possible bereavement
reaction (Carmassi et al), reviewed cases demonstrating
a possible relationship between bereavement and a first
manic episode.

CLINICAL ASPECTS: TREATMENT

Research on various grief-focused treatments informs
clinical practice. Rubin et al. describe the two-track model
of bereavement, comprising biopsychosocial functioning
and relationship to the deceased. Their case illustration of

a woman who discovered her husband’s dead body after
his suicide illustrates how the assessment and intervention
program was informed by the two tracks included in
the model.

Soydas et al. use self-reported data on symptoms of
posttraumatic stress, prolonged grief, depression, anxiety, and
functional impairment from 929 homicidally bereaved, treatment
receiving adults. They explore whether the observed effects of
the intervention provided as part of the UK National Homicide
Bereavement Service are associated with sociodemographic,
homicide-related and clinical characteristics. Symptom reduction
and improvements in functional impairment during treatment
were negatively influenced by having a history of mental
illness. A slow course of justice or the absence of a verdict
negatively impacted treatment response on some of the
observed outcomes.

Vogel et al. evaluate the feasibility and the treatment effects
of present-centered therapy (PCT) in a small sample of adults
with PGD. Large decreases in PGD symptom severity at
posttreatment and 3-month follow-up assessment as well as
significant decreases in self-reported PGD symptoms, depression,
and general psychological distress were observed. They conclude
that PCT is a promising treatment for PGD and may serve as a
strong comparator for future studies evaluating the efficacy of
certain treatment elements in patients suffering from PGD.

Wagner et al. investigate the effectiveness of web-based
bereavement interventions compared with control groups in
reducing symptoms of grief in adults. The results of this meta-
analysis suggest that internet-based treatments, based on CBT,
can help to reduce the symptoms related to the loss of a
significant person.

CULTURAL ASPECTS

Stelzer et al. summarize key findings from East-Asian
research groups that challenge the applicability of North
American and European definitions of PGD. This review
finds that this area is currently facing a crisis in terms
of the heterogenic use of different diagnostic criteria sets
yielding widely different prevalence rates. It is important for
researchers and clinicians to share knowledge and develop
a consensus on required cultural caveats and culturally
specific symptoms to improve assessment and treatment of
disordered grief.

Djelantik et al. show that although refugees experience
multiple post-migration stressors, they report significant
symptom reductions during traumatic grief focused treatment.
However, undocumented asylum seekers were more likely
to drop out before completion of the treatment. Ongoing
conflict in the country of origin and the total number
of post-migration stressors were associated with smaller
symptom reductions. They recommend that clinicians should
recognize the effects of post-migration stressors on the course of
symptoms and educate their refugee patients to support realistic
treatment expectations.
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FIGURE 1 | Grief disorders: overview of potential risk and resilience factors.

Lacour et al. explore the relationship between the severity of
PGD and cognitive and emotional factors, potentially traumatic
events and living difficulties after arrival in the host country, in
a clinical sample of refugees. Their findings suggest that self-
efficacy and emotion regulation are determinants of PGD and
constitute potential targets for treatment interventions.

Stammel et al. investigate associations between attitudes
toward reconciliation and prolonged grief (PG) in bereaved
survivors of the Khmer Rouge regime in Cambodia 30 years
after the end of the regime. They show that a higher
PG-symptom severity was related to less openness toward
reconciliation. These findings are discussed in relation to
cultural and religious views on death and mourning in
Cambodia. The results of the study underline the importance
of considering PG in regard to reconciliation efforts in post-
conflict regions.

EPIDEMIOLOGICAL ASPECTS

Due to the Covid-19 pandemic, grief disorders will likely become
a worldwide public health concern. Global death rates due to
Covid-19 now exceed 1.5 million and the end of the pandemic
is not yet in sight. Gesi et al. draw attention to people at risk of
developing grief disorders due to the Covid-19 crisis, providing a
useful framework for the management of bereaved people during
the acute phase of the pandemic and for the implementation of
tailored services in the future.

Fisher et al. investigated coping strategies in surviving
relatives of U.S. military service members who died by
combat, accident, or suicide. They determined that there
are differential contributions of coping strategies to grief
severity, depression and posttraumatic growth. Avoidant
coping was a potent contributor to negative outcomes and
inhibitor of posttraumatic growth. Although considering
the possibility of death appeared to mitigate negative
outcomes among relatives who survived combat death,
avoidance of that possibility is likely protective for the
majority of family members whose loved ones return
home safely.

In a prospective cohort study, Kristensen et al. show that
most bereaved family members following terror display a long-
lasting and difficult grieving process, and that comorbid PTSD
symptoms contribute to the slow recovery over the first 3
years after the incident. This has important implications for the
psychosocial follow-up, which should highlight both the need for
early intervention and long-term measures. Also, adequate skills
among clinicians in screening for and treating both prolonged
grief and posttraumatic stress is needed.
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Prolonged Grief Disorder and the
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and Clare Killikelly’
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Prolonged grief disorder (PGD) is included as a new mental health disorder in the 11th
edition of the International Classification of Diseases (ICD-11). Understandably, this has
boosted research efforts to investigate this newcomer to psychopathology. However, the
use of different diagnostic algorithms has resulted in substantially different prevalence
rates both within and across cultural groups. Furthermore, global applicability of the new
criteria outside of the Global North has not been yet been established. This perspective
presents key findings from Asian research groups and discusses the roadblocks to
unified PGD research, including the heterogeneric use of diagnostic algorithms and the
lack of cultural compatibility of ICD-11 items. The authors discuss the key issues and
address implications for practice.

Keywords: prolonged grief disorder, Asian, cross-culture, prevalence, bereavement

HIGHLIGHTS

- The new ICD-11 Prolonged Grief Disorder (PGD) criteria are conceptualized in terms of the
World Health Organization’s prioritization of international applicability.

- However, significant barriers exist to extrapolate prevalence rates within and across culture, and
to establish global applicability.

- Barriers to unified PGD research include, among others, the use of different diagnostic
algorithms and a lack of research regarding the cultural specificity of current ICD-11 items
leading to an evolving cultural crisis of potential misestimation of prevalence rates.

- Emerging research from Asia confirms the worldwide heterogeneity in the use of PGD
algorithms and the extent of the crisis.

INTRODUCTION

The field of grief and bereavement is at a turning point. For the first time, prolonged grief
disorder (PGD) is included as a new mental health disorder in the World Health Organization’s
(WHO) 11th edition of the International Classification of Diseases (ICD-11) (World Health
Organization [WHO], 2018). This presents the opportunity for igniting research into assessment
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and treatment and providing clinicians with strong and unified
groundwork for the validity of this disorder. However, currently
there are some significant roadblocks to concerted PGD
research. Firstly, the new formulation of PGD is preceded by
several different disorder definitions that are currently in use.
This has led to a wide variation in the use of diagnostic
algorithms yielding substantially different prevalence rates, also
across different cultural groups. This is unaided by the fact
that the ICD-11 has not formally included a recommended
diagnostic algorithm but rather applies a typological approach
for diagnoses. Secondly, the clinical description of PGD for
the ICD-11 is newly conceptualized following the WHO’s
prioritization of global applicability. PGD is characterized by
core symptoms of longing for or preoccupation with deceased,
significant symptoms of emotional distress, in addition to key
cultural caveats, i.e., the duration of disorder must violate
expected social and cultural norms (Killikelly and Maercker,
2017; World Health Organization [WHO], 2018). However,
the global applicability of diagnostic criteria outside of the
Global North has not yet been established. For example,
the content of the specific items is largely derived from
the Global North (Prigerson et al, 2009; Maciejewski et al.,
2016). Several research groups across Asia are spearheading a
new wave of research that is exploring and evaluating PGD.
This perspective presents the latest research from Asia that
uses the PGD criteria (as opposed to complicated grief or
persistent complex bereavement disorder) and the new ICD-11
formulation of PGD. Here we present key findings from East-
Asian research groups that expose the widespread difficulty with
the heterogenic use of diagnostic algorithms and also challenge
surface-level cultural compatibility of the specific ICD-11 items.
We propose that the continued use of different diagnostic
algorithms will undermine the field and lead to a crisis in terms
of inaccurate prevalence rates of PGD, particularly in cross
cultural research.

PREVALENCE CRISIS

Around the world, prevalence rates for PGD have been examined
using several different sets of diagnostic algorithms. Most
predominantly the PGDPlos criteria (Prigerson et al., 2009),
ICD-11 PGD criteria (as closely as possible modeled after ICD-11;
Maciejewski et al., 2016; Killikelly and Maercker, 2017), criteria
from the Inventory of Complicated Grief (ICG) (Prigerson
et al, 1995; Prigerson and Maciejewski, 2005; Shear et al,
2005), and variations of these criteria are used (Table 1). Not
surprisingly, the use of different criteria sets has resulted in
different prevalence rates of diagnosis. Using the PGDPlos
criteria (Prigerson et al., 2009), prevalence rates for PGD in East
Asian studies range from 1.8% for the general population (He
et al,, 2014) to 21.73% for those who lost their only child (Shi
et al., 2019). In contrast, a recent study that applied the new
ICD-11 PGD criteria following Killikelly and Maercker (2017)
and Maciejewski et al. (2016) documents prevalence rates of
38.7 and 31.5% for Chinese Shidu parents (Zhou et al., under
review). Finally, a range of other variations on these criteria

have revealed different prevalence rates. For instance, studies
operationalizing PGD in terms of the CG formulation (Prigerson
et al., 1995; Prigerson and Maciejewski, 2005; Shear et al., 2005)
find prevalence rates ranging from 9.8 (Tsutsui et al., 2014) to
35% (Yu et al,, 2016). And according to Yu et al. (2017) almost
half of their sample (47.2) met criteria for PGD applying yet
another diagnostic algorithm to dichotomize individuals in PGD
vs. non-PGD clusters.

A similar variation can be found for research conducted in
the Global North (Bonanno and Malgaroli, 2019; O’Connor
et al, 2019). For instance, in a sample of US widow(er)s,
Bonanno and Malgaroli (2019) reported prevalence rates of
4.8-12.2% when comparing different diagnostic algorithms for
ICD-11 PGD criteria with varying numbers of accessory
symptom items. The use of these different diagnostic
algorithms makes it very difficult to extrapolate prevalence
rates of PGD across Asian countries and to compare these
rates with prevalence rates in the Global North, posing a
significant risk of over- or underestimating the rate of disorder.
For instance, a higher diagnostic threshold for assessing
pathological grief has been suggested for Chinese samples
(Li and Prigerson, 2016). However, this may only be the case
when using the CG formulation applied by Li and Prigerson
(2016). Furthermore, comparability and conclusions are
limited as algorithms are derived from a number of scales,
assessment procedures (self-report vs. clinical interviews),
and item responses (score of at least three vs. four) to assess
symptom endorsement.

BEYOND PREVALENCE

In addition, it is unclear if the prevalence rates indicate the
most valid symptom expression. Although in both Chinese
individuals and samples from the Global North, yearning or
longing for the deceased, indicative of separation-related distress,
constitute the hallmark symptom for disordered grief (Prigerson
et al, 2009; He et al., 2014; Li and Prigerson, 2016; Xiu
et al., 2016), there may be other culturally bound symptoms
of grief that are currently not included in the ICD-11 PGD
criteria (Killikelly et al., 2018). There are several examples
of how mental health measurement derived from within the
cultural group may inform the validity of the assessment. In
a foundational series of studies, Hinton et al. (2013) explored
symptoms of PGD in Cambodian refugees using a gold standard
grief scale from the Global North [Prolonged Grief-13 (PG-13),
Prigerson et al., 2009]. Interestingly they also developed a
culturally sensitive measure of grief (CSM-G) and compared the
rates of distress using these two scales. The CSM-G measure
included reference to the somatic and bodily experiences of
distress that are not included in the PG-13. According to
the PG-13, 8% of participants experienced significant grief
distress, whereas the locally derived scale revealed that over
31% of participants met criteria for severe distress. These
contrasting results between etic (measures developed outside
of the culture) and emic (measures developed from within the
culture) scales have been consistently found across different
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TABLE 1 | Common diagnostic algorithms for the assessment of PGD and their prevalence rates in East-Asian samples.

Diagnostic criteria Algorithm Study findings
Authors Prevalence rates Sample Sample size
(%) N)!
PGDPIlos (Prigerson Experience of yearning He et al., 2014 1.8 Chinese sample; 445

et al., 2009)

ICD-11 PGD (Killikelly and
Maercker, 2017)

ICD-11 PGD criteria with
additional accessory
symptoms (Maciejewski
et al., 2016)

CG formulation (e.g.,
(Prigerson et al., 1995;
Prigerson and
Maciejewski, 2005; Shear
et al., 2005)

Other criteria

Cognitive, emotional, and behavioral

symptoms: >5

Time since death: >6 months

Significant impairment

Experience of separation distress:
yearning or preoccupation
Experience of intense emotional pain

symptoms: >1

Time since death: >6 months

Significant impairment

Experience of yearning or

preoccupation

Syndrome severity: >3 items
Time since death:>6 months

Significant impairment

Cut-off score of >25 (Prigerson et al.,
1995) on Inventory of Complicated
Grief defined as PGD-positive

Prigerson and Maciejewski, 2005

Experience of yearning

Cognitive, emotional, and behavioral

symptoms: >4

Time since death: >6 months

Significant impairment

Cut-off score of >30 (Shear et al.,
2005) on Inventory of Complicated

Grief defined as PGD

High PGD group: Rating of 3 or more
on >3 PG-13 items with symptoms
experienced at least once a week.
Low PGD group: Rating of 2 or less on
<3 PG-13 items with symptoms
experienced less than once a week

Tsai et al., 2018

Yietal., 2018

Li and Prigerson,
2016

Zhou et al., 2018

Comtesse and
Rosner, 2019

Zhou et al., under
review

Shiet al., 2019

Zhou et al., under
review

Zhou et al., under
review

Tsutsui et al., 2014

Rajkumar et al.,
2015

Yu et al., 2016

Yu et al., 2017

5.2 (6 months post
loss); 2.3
(13 months post
loss)

8.47

13.9

16.20
20.2

20.9

21.78
38.7

31.5

9.8

14.2 for tsunami
survivors
25.9 for bereaved
survivors

35

47.2 in high PGD
group

general population

Taiwanese caregivers

Chinese earthquake
survivors

Chinese sample
Chinese Shidu parents
Middle-Eastern
asylum seekers

Chinese Shidu parents

Chinese Shidu parents
Chinese Shidu parents

Chinese Shidu parents

Japanese hospital
workers after
earthquake

South Indian tsunami
survivors

Chinese widow(er)s

Chinese sample

388 (6 months)
354 (13 months)

1464

1099

536
99

961

308
961

961

82

643 tsunami
survivors; 351
bereaved
survivors

120

72

!If information was available, the number of participants used for prevalence estimation is presented (rather than entire sample size of a particular studly).

cultural groups and for different mental health disorders
(Patel et al., 1997; Fernando, 2012; Rasmussen et al., 2014; Kim
et al, 2017). If the ICD-11 guidelines for PGD seek global
applicability, guidance on specific adaptations for different
cultural groups should be provided to improve the cross-cultural

validity (Bddrnhielm et al., 2015; Lewis-Ferndndez et al., 2017;
Smid et al., 2018).

Additionally, features of the ICD-11 PGD criteria may
be more or less common for certain cultural subgroups
and thus should be weighted accordingly. We explored the
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cross-cultural utility and applicability of the ICD-11 PGD
criteria. among Chinese and German-speaking health-care
providers (Stelzer et al., in press). While health-care providers
were generally aligned with the diagnostic criteria, they also
identified symptoms currently missing in the ICD-11 such
as the experience of somatic/physical symptoms after loss,
and symptoms that should be removed from the diagnostic
criteria for certain cultural groups (e.g., anger, sadness, or loss
of self in China). Cultural variations also became apparent
for the time-criterion. Here, Chinese health-care providers
suggested to extend the criterion to match the culturally
prescribed mourning period. Such differences between the
Global North and Asian samples with regard to endorsement
of specific accessory symptoms have also been noted in
quantitative studies (Li and Prigerson, 2016; Xiu et al,
2016). In a cross-cultural comparison of bereaved parents, the
Chinese sample reported a stronger sense that life is empty
or meaningless whereas Swiss parents suffered from more
severe grief-related preoccupation (Xiu et al., 2016). Similarly,
trauma-related distress and grief hallucinations are particularly
common in Chinese samples (Li and Prigerson, 2016) but
less strongly endorsed in the Global North. And of course,
sociocultural and logistical barriers such as a lack of culture-
sensitive assessment tools and unfamiliarity with diagnostic
systems further challenge the global applicability of ICD-11
PGD criteria (Stelzer et al.,, in press). Overall, these findings
highlight the need to consider cultural factors and specific
symptoms when assessing and generalizing PGD criteria across
cultural groups.

DISCUSSION

Many cultural factors, working invisibly in the background,
affect the way symptoms are expressed, perceived, assessed,
interpreted, and documented. Religious beliefs and practices,
for instance, are strongly related to culture and may account
for some of the variations in grieving processes (Lobar et al,
2006; Beyers, 2017). Influenced by beliefs such as fatalism [e.g.,
“Life and death are decreed by fate” (Yang, 1980)], Chinese
bereaved seldomly share their grief with others and when
Chinese people comfort the bereaved they often do so by
saying “Restrain your grief and accord with inevitable changes”.
The subtle influences of cultural context are observable when
someone outside the culture disrupts the invisible veil that
hides them. This brings to light important cultural differences
that have not been discussed in the scientific literature. As
empirical research forms the basis for clinical decision-making,
validation of grief reactions across cultures is essential prior
to generalizing symptom clusters — especially when trying to
provide adequate support and comfort to the bereaved. The
initial period when guidelines are first applied by clinicians
is critical - before years of practice have solidified them,
making them more resistant to change. Since the expression
of grief varies by culture, despite the universal experience of
grief, it is vitally important that we detect these variations

early as we apply diagnostic criteria. In recent years, an
increasing number of empirical studies (of Chinese origin in
particular) have explored grief responses in samples beyond
the Global North and added to a growing body of knowledge
regarding prevalence rates of pathological grief. But despite
these efforts from researchers and WHO stakeholders, we
are far from establishing global applicability of PGD. The
heterogeneity of diagnostic algorithms used by researchers and
clinicians resulting in different prevalence rates within and
across cultural groups constitutes one of the major challenges
of cultural compatibility. If researchers keep using different
diagnostic approaches to assess cases of PGD, conclusions
and comparisons regarding prevalence rates and cross-cultural
applicability are hampered.

We therefore recommend that expert researchers and
clinicians in the field come together to decide on a consensus
PGD algorithm that can be used across research groups and
countries. The new wave of research emerging from Asian
countries should stimulate collaboration to explore cross-
cultural similarities and differences in the presentation of
grief. With the novum of having disordered grief included in
classification systems for mental health disorders, it is critical
to no longer presume a universality of grief responses but
instead move toward a culturally integrated grief framework.
Further research can examine this by collecting open-ended
written responses to questions or interviews about grief
reactions in a culture and generating culture-specific grief
items (Shoeb et al, 2007; Yin et al, 2017). Additionally,
cultural clinical interviews could be employed to grasp a
full understanding about grief severity. For example, recently,
researchers in the Netherlands have developed the Grief and
Bereavement cultural interview that aims to provide an in-
depth assessment of the cultural context underlying prolonged
grief distress (Smid et al, 2018). This 10-question interview
could supplement a standard grief scale such as the PG-
13 or the new International PGD scale (Killikelly et al., in
preparation) to better guide the severity of the diagnosis and
treatment planning.

Although there is no gold standard procedure for cross-
cultural measurement of PGD and it is currently unknown
how feasible such an assessment might be for grief, several
researchers have confirmed that culturally informed mental
health assessment is feasible, useful, and improves the validity
of mental health diagnosis (Aggarwal et al., 2014; Kirmayer
et al, 2014; Lewis-Fernandez et al., 2017). Methodologically
sound investigations and systematic cross-cultural comparisons
can help identify in what ways grief phenomena are universal
and culture specific. This knowledge, in turn, can influence
existing bereavement models and clinical practice allowing
researchers and clinicians to take individuals’ cultural
identities into account when providing assistance and
comfort to culturally diverse populations. It is important
for researchers and clinicians to share knowledge and develop
a consensus on required cultural caveats and culturally
specific symptoms to improve assessment and treatment of
disordered grief.
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Bereavement is the state of loss, determined in most of the cases by the death of a close
person. It is probably the greatest sorrow that can occur in an individual life. Grief is a
normal, healthy response to loss, evolving through stages in the process of mourning. In
some cases, bereavement may lead to the outburst of manic episode: despite literature
data being scarce, reports have explored this important clinical entity, variously called as
“funeral mania” or “bereavement mania”. We systematically reviewed the literature
exploring the possible relationships between bereavement and the onset of a manic
episode, both first or recurrent pre-existing episode, besides describing a case report on a
manic episode in the aftermath of a loss event, with an accurate evaluation of prior mild
mood spectrum instability, supporting the role of loss-events as potential risk factor for
bipolar illness progression. This article tries summarizing existing evidence on the debate
whether clinicians should consider mania as a possible bereavement reaction.

Keywords: funeral mania, bereavement, complicated grief, bipolar disorder, manic episode, manic onset

BACKGROUND

Increasing interest has been recently devoted to psychopathological reactions to loss and evidences
have supported the existence of a specific clinical diagnosis addressing about 7-20% of subjects who
develop long-lasting symptoms of intense grief, that interfere with adaptation and re-engagement in
life, differently named as Complicated Grief (CG), Traumatic Grief or Prolonged Grief Disorder
(1, 2), characterized by persistent desire and pervasive yearning of the deceased person, deep pain
and frequent crying or worrying (3-8). The DSM-5 introduced, for the first time, the diagnosis of
“Persistent Complex Bereavement Disorder (PCBD)” in the section for conditions and criteria
needing further research (9). The death of a loved one may also trigger the onset or the worsening of
mental disorders, particularly Major Depression Disorder (MDD) and Post-Traumatic Stress
Disorder (PTSD), however different reactions have been described in the literature in the
framework of a loss event, such as mania (10, 11). This is particularly interesting, also
considering the possible partial clinical and neurobiological overlap between grief reaction, mood
disorder and PTSD (12-14).

The outburst of a manic episode after the death of a close one has been called “funeral mania” or
“bereavement mania”. The temporal relationship between the loss and the onset of a mental
disorder may vary from this later occurring immediately after the loss or later on as an anniversary
reaction. “Funeral mania” refers to a typical manic episode occurring within one week from the
death of a close relative or friend, while “bereavement mania” is considered to be a kind of
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psychogenic mania that emerges in a short time following the
death of a closed one (11, 15). Although only anecdotal cases
have been reported on manic reactions after the death of close
kinsmen data seem to reveal that a loss event can be either the
trigger of a first manic episode in patients with a negative
psychiatric history, or a predictor of manic relapse in patients
with a history of bipolar disorder (BD) (16). Most of the
literature, in fact, has been devoted to depression leading to
important acknowledgments in most recent nosography related
to the interplay between psychopathological reactions to relevant
loss events and mood reactions. In this regard, one of the most
important results was that the DSM-5 first adopted the
“bereavement exclusion concept” in the mood depressive
episode allowing to diagnose a major depressive episode
independently of a specific time lapse in the aftermath of a
relevant loss. Scant data, however, have focused attention on
bipolar onset with a manic episode in the aftermath of a relevant
loss, despite the observation of mania in response to traumatic
events has been discussed in the literature (15); yet the specific
mechanisms for this association remain unclear.

The purpose of the present manuscript is to summarize
papers linking bereavement with bipolar onset with a manic
episode or with a first manic episode in the context of a mood
disorder, suggesting the need to deserve attention to this possible
outcome. Secondly, we also reported a case description of a case
followed in our clinic in which we examined a lifetime mood
spectrum, with a mild mood instability and “mild manic states”
as vulnerability, leading to consider reflecting on the role of loss-
events as risk factor for illness progression.

METHODS
Search Strategy

Medline, PubMed and Scopus databases were accessed in order
to research and collect English language papers published
between January Ist, 1960 and November 1st, 2019. Free text
terms and MeSH headings for the topics of bereavement and
manic episode or bipolar disorder were combined as it follows:
‘(“funeral mania” OR “bereavement” OR “complicated grief”)
AND (“manic episode” OR “bipolar disorder”)’.

Eligibility Criteria

We included in the present manuscript case reports published in
English in indexed journals and when full manuscript was
available. The following inclusion criteria were adopted: case
reports or articles reporting manic episode onset in the aftermath
of a significant loss in patients with no previous mood disorder
or first manic episode in the context of a mood disorders
after bereavement.

Study Selection

Each study was screened for eligibility by the Authors after
reading the title and abstract. Any uncertainties concerning
eligibility were discussed and resolved among all authors. The
decisions for inclusion or exclusion are summarized in a flow

chart according to Preferred Reporting Items for Systematic
reviews and Meta-Analyses (PRISMA) recommendations.
Details are reported in Figure 1.

RESULTS

Process of Study Selection

The electronic database search retrieved 176 potential results
and Authors equally contributed in identifying potential
information specific to this topic amongst the titles and
abstracts of the publications. The first selection excluded 167
titles because: a) duplicates; b) not concerning the scope of the
paper; c) not informative enough/no full manuscript available.
Nine articles were identified as potentially relevant after
screening of titles and abstracts. These studies were assessed
for eligibility in full text. The second selection excluded two
articles after being read and reviewed, as the information
reported manic episode onset in the aftermath of bereavement
in patients with an organic medical condition. Finally, seven
papers were included in the present manuscript, reporting 15
case reports: three of these reports were excluded after being
completely read and evaluated, as they describing manic relapse
following bereavement in patients with a diagnosis of Bipolar
Disorder (16-22). Key characteristics of included studies are
summarized in Table 1.

Characteristics of Included Studies

Out of the 12 cases we found in literature, nine cases were women,
while only three were men. The mean age was 38.25, with the
youngest being a 21 years old female and the oldest a 55 years old
male. Four out of the 12 case presented their onset during the
second and fourth decade of their life and two during their third
and fifth decade. The most represented relationships among the
cases were son and husband/wife, reported in three and four cases
respectively. Four patients developed the symptoms after the
death of their parents, two following the mother’s death and two
after the deceased of the father. The remaining case concerned the
death of another relative (husband’s cousin). The most frequently
reported cause of the death was by accident (five out of 12 cases),
followed by sudden death and cancer (two cases each). In three
case the cause of death was not reported. A negative psychiatric
clinical history was found only in seven out of the 12 cases. The
remaining five cases all reported a positive history of Major
depressive disorders without previous manic episode or Bipolar
history. Symptoms onset varied from a few hours/days to several
years after the death. In one case, Rickarby (16) describes
symptoms recurrence once every year, while someone of us
published a case of a woman whose onset was on her son’s
birthday (19).

Case Presentation

We discuss the case of a 77-year-old patient with a diagnosis of
BD hospitalized at the inpatient unit of the Psychiatric Clinic of
the University of Pisa for a depressive episode, who experienced
three years before a manic episode after his wife’s death.
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FIGURE 1 | PRISMA flowchart of study selection process.

"manic episode in patients with
organic medical condition

Mr. XY was a 77-year-old Italian male, widower, graduated at
the high school at the age of 18 and living with the first of his two
daughters. His longitudinal evaluation revealed no family
loading for psychiatric illness, with no complications at birth,
pregnancy and delivery. No developmental disorder or delays
were referred.

The onset of the psychopathological symptomatology seems
to date back to the age of 18 when, following a stressful life event
(death of his father), he presented low mood levels and elevation
of anxiety, resolved spontaneously in few months. In the
following years the patient experienced cyclical seasonal
depressive mood and energies swings, with concomitant
fluctuations of the anxiety levels; however, in these years, the
patient did not present interferences in the social and work
functioning, with no need for psychiatric care. In January 2010
(70 years) after diagnosis of bladder carcinoma, successfully
treated, the patient experienced a period characterized by slight
lowering of mood level, clinophilia and increased level of
anxiety. The patient decided to contact our Psychiatric Clinic,
where a Major Depressive Episode was diagnosed and a
psychopharmacological therapy based on Pregabalin (150 mg/
day), Quetiapine (25 mg/day), Paroxetine (20 mg/die) and
Delorazepam (30 mg/day) was prescribed. Afterwards, Mr XY

maintained a good psycho-affective compensation until the
summer of 2014 when, subsequently an oncological disease, he
lost his wife. In the following weeks he progressively showed an
elevation of mood, high energy level, reduction in hours of sleep,
greater search for pleasant activities (attending numerous
partners, making several trips around the world), carrying out
risky economic activities (dangerous real estate and commercial
investments), managing by himself the psychopharmacological
therapy. This period lasted about 18 months and was followed
by an episode of referred low mood of about 2 months, for
which he contacted again our Psychiatric Clinic; a new
psychopharmacological therapy was settled, based on
Pregabalin (75 mg/day) and Paroxetine (15 mg/day) with good
clinical reward until 2017. In the following months Mr. XY
presented depressive fluctuations of mood, energy and anxiety
levels with the appearance of gastrointestinal somatizations at
the epigastrium and alterations of body weight without sickness-
free interval. Two hospitalizations were made in a short time
frame in 2017 due to the symptomatology described above: the
patient was treated by several psychopharmacological
associations, reaching psychoaffective well-being with Valproic
acid (300 mg/die), Aripiprazole (2.5 mg/die) and Venlafaxine
(75 mg/die).
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TABLE 1 | Case report studies reporting first manic episodes in the aftermath of a significant loss in patients a) without any previous lifetime mood episodes or b) with

previous depressive episodes only.

A) PATIENTS WITHOUT ANY LIFETIME MOOD EPISODE

Study Patient Age Relationship with Description Treatment
(gender) (years) the deceased
Index episode
Rickarby (16)  Male 55 Son (killed) Acute Manic episode followed by recurrent manic episodes yearly in the Hospitalization:
anniversary Neuroleptics and lithium
Male 25 Mother Acute Mania with psychotic symptoms Hospitalization: lithium
Gill (17) Female 49 1. Husband 1. Acute mania 1. Hospitalization:
2. Mother (4 years neuroleptics and ECT
later) 2. Acute Mania with psychotic symptoms 2. Hospitalization:
neuroleptics
Male 46 1. Mother 1. Acute Mania 1. Hospitalization: no
2. Father (2 years treatment data
later) 2. Acute Mania 2. Hospitalization: no
treatment data
Female 24 Father (suicide) Acute Mania Hospitalization: no
treatment data
Morgan etal.  Female 37 Husband Acute Mania with psychotic symptoms Hospitalization:
(18) Neuroleptics
Carmassi Female 52 Son Acute Mania with psychotic symptoms Hospitalization:
etal (19) Neuroleptics and mood
stabilizers
B) PATIENTS WITH PREVIOUS DEPRESSIVE EPISODES ONLY
Study Patient Age Relationship with Description Treatment
(gender) (years) the deceased . i i
Previous history Index episode
Rickarby (16)  Female 44 Husband Severe depressive episodes Acute Mania Hospitalization: lithium
(responsive to imipramine)
Female 21 Father Severe depressive episodes with following recurrences Acute Mania Hospitalization: lithium
and periods of mood instability (no mania)
Hollender and  Female 44 Son Recurrent depressive episodes (the first occurring after  Acute Mania with Hospitalization: TCA and
Goldin (20) the loss of her husband 3 years earlier) psychotic symptoms — mood stabilizers
Ranga et al. Female 34 Husband’s cousin  Recurrent major depressive episodes Acute Mania with Hospitalization: neuroleptics
(21) psychotic symptoms
Rosenman Female 28 Husband Post-partum depression Acute Mania Hospitalization: no

and Tayler (22)

treatment data

ECT, electroconvulsive therapy; TCA, tricyclic antidepressants.

DISCUSSION

To the best of our knowledge, only four papers have reported
about the onset of one’s first lifetime manic episode in the
aftermath of the loss of a significant other, as well as four
papers described first manic episode following grief in patients
with previous depressive episodes only. Several studies have
reported a correlation between stressful life events and the
onset or the recurrence of mood disorder. Severe negative life
events, in fact, have been found to be associated with more than
four times the risk of relapse and an increase up to three times in
illness duration. These same events have also been found to
predict the onset of mood disorders among children of people
with a history of BD (23-25). In recent years, researchers have
begun to consider the influence of psychosocial variables on
depression and mania separately. Major losses appear to
specifically predict the course of depression within BD while
the effects of negative life events on mania are less clear.
Nevertheless, some studies analysing severe negative life events

found a possible relationship between negative events and manic
episodes, despite conducted on very small samples (11, 26-28).
In one prospective study of undergraduates with bipolar
spectrum disorders was found that life stressful events lead to a
hypomanic symptomatology among those students with
depressive cognitive styles (29).

The clinical features of mania following bereavement
emerged by our review do not differ from the other types of
mania. Authors describe changes in mood (euphoric), sometimes
mixed with depressive feelings. Carmassi et al. (19) reported how
the patient alternated elevated mood to affective instability and
dysphoria. Authors often describe sudden mood switches from
euphoria to hostility and aggressiveness (18). All cases reviewed
are characterized by patients with an increase in energy levels,
with lack of sleep, pressure to speech (often rapid and with flight
of ideas), tendency to undertake many tasks and, in general,
agitated and restless. Excessive spending and drinking were also
reported. Despite scant literature data, a possible finding was
hypersexuality with sexual disinhibition and flirting behaviors.
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Several kinds of delusions were reported: persecutory (family
conspiring against the patient) (18), of “grandeur” (being a
millionaire) (16), having special powers to help people,
thought broadcasting (18). These patients often developed
delusions about the deceased: from asserting to be still in
contact with him/her, to talking to him/her, to deny the reality
of the death (19).

Our case presented a patient with a previous history of
depressive but not (hypo)maniac episodes, with a first manic
episode in the aftermath of a loss event. Patient previous mood
instability, characterized by exclusively depressive episodes, was
carefully assessed during the hospitalization after maniac episode
by using a specific questionnaire investigating lifetime mood
spectrum symptoms in a dimensional perspective, including
atypical or not full-blown symptoms of mood, called MOODS-
SR (Mood Spectrum-Self Report) (30, 31). Symptoms of (hypo)
maniac or mixed mood instability resulted absent or
subthreshold and did not reached clinical relevance until the
loss event happened. As previously reported in some other
reports (16, 19), these patients appear primarily to be suffering
from affective instability that does not meet criteria for a classic
manic, and often seem to be display symptoms consistent with a
mixed episode in the aftermath of a relevant loss. However,
current DSM-5 nosography abolished the previous mixed
episodes classification, replacing it with a mixed-features
specifier that can be applied to episodes of major depression
and (hypo)mania (9). Therefore, it could be useful reflect on the
role of loss-events as risk factor for illness progression, detecting
lifetime mood spectrum liability, also defined as mild mood
instability and “mild manic states”, as a vulnerability to develop a
full-blown manic episode.

Nevertheless, these reports do not provide an estimate of
how common this phenomenon is. In a broader analysis of
1,565 Danish first psychiatric hospital admissions, authors (25)
found that death of a mother or sibling was more common
before an admission for mania than it was in the general
population, but only for death by suicide. Given the
heritability of suicide and bipolar disorder, though, people
with bipolar disorder would be genetically more vulnerable to
family suicide rather than people without bipolar disorder.
Moreover, a USA study on 27,534 subjects found an
association between unexpected death and the onset of manic
episodes in a general population sample across the life course,
suggesting that unexpected death of a loved one may be a
substantial risk factor for the onset of a manic episode,
especially among older adults, and even among those with no
prior history of mood, anxiety, or alcohol disorders (32).

Although several studies found no direct effect of negative life
events as a predictor of increases in manic symptoms (33, 34), it
has been reported subjects may be vulnerable to increases in
manic symptoms after negative life events (35-37). Independent
severe negative life events have been reported to be more
common in subjects who have consequently developed manic
episodes rather than among healthy controls (38-40), though
one study did not confirm it (41). Loss-related events,
employment problems and financial difficulties have been

reported more frequently before manic episodes with respect
to depressive ones (42-44).

The casual relationship between mania onset and
bereavement has been discussed in the literature, but with few
evidences. Psychodynamic models focused on the manic defence
hypothesis (45). In these models, mania was hypothesized as a
flight from painful feelings. These models predict that mania will
occur after negative life events, as a defensive reaction. Newer
cognitive behavioral formulations have proposed that people
with bipolar disorder might avoid focusing on threatening
information (46). A terror management study provided some
evidence for defensive reactions among people who are
vulnerable to hypomania (47). The loss of social support,
particularly through bereavement, has been hypnotized to
create a loss of control and can trigger mania or depression,
and (hypo)manic symptoms might facilitate new social
connections, whereas disinhibited and risky behavior exhibited
during mania can cause the breakdown of vital relationships
(48). Furthermore, grief reaction often includes sleep disruption
as well as more general schedule disruption that have been
hypothesized as potential mechanism through which life
stressors lead to increases manic symptoms (49, 50). Sleep
disruption, indeed, appears to trigger manic symptoms, as
evidenced by naturalistic and experimental studies (51, 52).

Even if “Funeral mania” is a known clinical entity, it has no
nosological status in DSM and ICD. The loss of a loved one is a
universal experience that we are all potentially exposed to and the
grief that ensues in the immediate is, however painful, a
physiological reaction.

CONCLUSIONS

Bereavement could lead to several pathological reactions, whose
most common, experienced by up to 7% of bereaved people, is
CG (53, 54). Several authors agree on the possibility that, in a
minority of cases, a pathological response to bereavement
develops into CG, correlated to a significant and persistent
impairment of the individual’s social-working functioning and
a high suicidal risk (55, 56). As emerges from the analysis of the
clinical cases mentioned above, bereavement may also be
considered as a risk factor for a recurrence of a manic episode
in people suftering of BD or, rarely, for the onset of a first manic
episode in people without history of mental disorders. Thus, our
findings should alert clinicians to the possible onset of mania in
the aftermath of a significant loss either in healthy individuals or
in patients affected by major depression shifting the main focus
of observation from the early detection of a possible depressive
onset to the eventual occurrence of a first lifetime manic episode,
in order to provide adequate and prompt treatment.
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The COVID-19 pandemic is one of the worst public health crises in a century, with an
expected amount of deaths of several million worldwide and an even bigger number of
bereaved people left behind. Although the consequences of this crisis are still unknown, a
significant number of bereaved people will arguably develop Complicated Grief (CG) in the
aftermath of this emergency. If the current pandemic is unprecedented, the grief following
the coronavirus outbreak is likely to share features with grief related to natural disasters
and after Intensive Care Unit (ICU) treatment. The aim of this paper is to review the most
prominent literature on CG after natural disasters, as well as after diseases requiring ICU
treatment. This body of evidence may be useful for helping bereaved people during the
acute phase of the COVID-19 pandemic and for drawing clinical attention to people at risk
for CG.

Keywords: complicated grief, bereavement, pandemic, COVID-19, natural disaster, ICU treatment, coronavirus
outbreak, SARS-CoV-2

INTRODUCTION

At the time of writing this paper, over 690,000 people around the world have been infected with
COVID-19, which has already caused more than 33,000 deaths. Although pandemic projections
must be treated with caution at this early stage, it has been estimated that the global death toll from
COVID-19 could reach as high as 15 million even in the best-case scenario (1).

Bereavement is a common human experience and grief represents the normal reaction to the
death of a loved one. The vast majority of individuals who lose someone usually adjust over a period
of six to 12 months and finally develop a new sense of normalcy in their life. But for others, this
process becomes troublesome and prolonged. When people get stuck indefinitely in grieving,
preventing them from processing the death and moving on with life, a condition known as
complicated grief (CG) may eventually arise (2). CG is a chronic, impairing form of grief, distinctive
from depression and post-traumatic stress disorder and other conditions that may follow the death
of a loved one (3-6).

To the best of our knowledge, no studies examined CG in the aftermath of an epidemic or a
pandemic. Still, the coronavirus outbreak shares several features with natural disasters that have
been previously investigated with regard to CG. Moreover, people dying from COVID-19 usually do
so after being admitted to ICU and remaining isolated from their loved ones until the end. This
obviously poses an even heavier burden on the loss, but also makes it useful to keep in mind what
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may happen to bereaved people when the death occurs in such
circumstances and what we must expect from their grieving in
the aftermath of this global emergency.

Based on the above premises, the aim of this paper is to review
the most prominent literature on CG after natural disasters, as
well as after acute diseases requesting ICU treatment. This body
of evidence may be useful for assisting bereaved people during
the acute phase of the COVID-19 pandemic and for drawing
clinical attention to people at risk for CG.

COMPLICATED GRIEF AFTER NATURAL
DISASTERS

The loss of a loved one during a natural disaster is especially
traumatic and distressing, given that the death usually happens
suddenly and unexpectedly (7). Similar to epidemics, natural
disasters affect bereaved people in several ways other than
causing a loved one's death. They often occur as massive
traumatic events, putting others' and one's own life in danger
and bringing about multiple kinds of losses at the same time,
including losses in human lives, properties, income, and overall
wealth. Most of the recent literature on natural disasters comes
from earthquakes, tsunamis, and hurricanes (8-10). Prevalence
estimates of CG among bereaved survivors evaluated up to 18
months after these types of disasters range from 9% to 80%, with
the loss of a child or a spouse both being associated with CG
symptoms (8, 11-13). Other factors that seem to be significantly
associated with CG include extensive damage to homes (11, 14),
being of the female sex, having fewer years of education (8, 13,
14), and lacking social support and social competence (8, 13)
Interestingly, non-bereavement losses and PTSD symptoms have
both been indicated as risk factors for CG during massive
disasters (8, 15). The longest longitudinal study that evaluated
the evolution of grief up to six years after an earthquake found
that 41% of the bereaved had been following a resilient trajectory,
characterized by low levels of CG, 48% had shown a recovering
trajectory, with initially high symptoms of CG and a gradual
decrease thereafter, and 11% had ended in a chronic trajectory,
featuring high and unremitting levels of CG symptoms for as
long as six years after the event. Interestingly, compared to other
long-term studies evaluating CG after non-traumatic events/
non-traumatic losses, the percentage of resilient subjects was
not higher, which could be an indicator of the addictive burden
of exposure to a traumatic event and a traumatic loss in
increasing the risk of CG (16).

COMPLICATE GRIEF AFTER DISEASES
REQUIRING ICU TREATMENT

Relatives of patients admitted to the ICU are at risk of
psychological morbidity during and after the hospital stay (17-
19). The ICU environment may be quite a traumatic experience
for both patients and relatives: people are rolled in, often unable
to communicate, hooked up to machines, ventilated or intubated.

Visits are strictly controlled, and critical events, including death,
may happen quickly, with no chance for relatives to be informed
timely and to say goodbye. During the COVID-19 pandemic,
most of the deaths have happened in the ICU after the
development of an acute respiratory distress syndrome (20). In
many cases, patients entered the ER, were taken into the ICU,
and never came back. Meanwhile, in order to keep them isolated,
no one could see them, nor could any loved one be there at the
time of the death. Several news media outlets have been reporting
that for those whose relatives got infected with COVID-19 and
died in the ICU, the situation proved to be extremely traumatic.

Hospital and ICU mortality is especially associated with a
high incidence of grief reactions, including post-traumatic stress
disorder, anxiety, depression, and CG (19, 21-23). Prevalence
estimates of CG in relatives of ICU decedents are quite variable,
ranging from 5% to 52% as evaluated on average six months after
the death (19, 22, 24, 25). In a study conducted among 50 family
members of ICU inpatients, 46% of those whose relative died
presented with both CG and PTSD after six months. CG was not
associated with anxiety or depression at the time of the death,
nor at one and six months after the event, or with
sociodemographic variables, relationship to patient, or
decision-making role preference (26). In a recent larger study
involving 282 relatives of ICU decedents, the prevalence of CG at
six months was as high as 52.1%, and CG symptoms were
associated with the presence of depressive symptoms at three
months. Interestingly, after 12 months, the proportion of
assessable relatives with CG was unchanged, despite individual
data revealing that approximately 20% of subjects developed CG
between six and 12 months and a similar proportion recovered in
the same period. Independent predictors of CG symptoms were
either unchangeable variables, such as female sex, a relative living
alone, and intensivist board certification before 2009, or potential
targets for improvements, such as a patient's refusal of treatment,
the death occurring while intubated, relatives present at the time
of death, relatives unable to say goodbye to the patient, or poor
communication between physicians and relatives (27). Another
study comparing family members of patients who died in an ICU
versus a non-ICU hospital setting found that uniquely distressing
experiences in the ICU setting were primarily related to the
patient's emotional status prior to death (anxiety, fear) and the
families' perception that the patient received attention and
support (19).

DISCUSSION

The COVID-19 pandemic represents one of the worst public
health crises in a century, with an expected death toll of several
millions of people worldwide. The prevalence of CG in the
general population ranges from 2 to about 7% (10 to 20%
among bereaved people, 28-31), but estimates have been
shown to increase steeply in certain selected groups, such as
older adults grieving the loss of a spouse, people grieving for
unexpected/violent deaths, bereaved people exposed to natural
or human-made disasters, or other traumatic events (7, 15, 32).
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Given the lack of studies investigating grief after epidemics of
infectious diseases such as COVID-19, which represents an
unprecedented phenomenon, we chose to review extant
literature on CG after natural disasters and after death in the
ICU because we found a few similarities between both scenarios
and the ongoing COVID-19 outbreak.

Together with the loss of loved ones, natural disasters imply
multiple losses, the closure of schools and facilities, the stopping
of productive activities, and the reduction in services and
supplies, which is mirrored in the COVID-19 epidemic.
Moreover, people are placed in a traumatic environment, the
exposure to which is multiplied by means of news media and
social networks (33). On the other hand, deaths from COVID-19
often happen in the hospital and typically in the ICU, which is
known to represent a highly traumatic experience for decedents'
closest relatives.

Our review underlines that female sex is a risk factor for CG,
not only in the general bereaved population but also among
bereaved people of ICU decedents or in the context of natural
disasters. While grieving a child or a spouse has been indicated as
a risk factor for CG after a natural disaster, no differences have
been found with regard to the kinship to the deceased among
people who lose a relative in the ICU. However, available data
have hitherto shown that the vast majority of deaths due to
COVID-19 is among older males (20), which may suggest the
need to draw a special clinical attention to widows and, to a lesser
extent, to other relatives of COVID-19 deceased in the aftermath
of the emergency. Both lines of literature provide evidence that
the more the death is associated with PTSD-related symptoms,
the higher the risk of concurrent CG might be. If the traumatic
exposure during the pandemic cannot be easily modified, the
traumatic burden of the ICU should be kept as low as possible.
One of the greater issues of death in the ICU is that family
members may be unable to say goodbye to their loved one, which
was shown to be an independent risk factor for CG (19, 27). This
is crucially important among the COVID-19 bereaved, who
cannot access the ICU during the whole stay and for whom
the separation from the decedent may contribute to feelings of
yearning, anger, and bitterness over the death, ultimately leading
to CG (27). In addition, it is likely that the COVID-19 bereaved
might blame themselves for not having tried harder to see their
loved one while in hospital and for not taking care of their
relative's comfort and dignity during the hospital stay, which has
been shown to impact on families' experience of the dying
process (19, 27). For the same reasons, they could feel guilty
about not being present at the time of death, although witnessing
the death has been shown to raise the risk of CG in one previous
study on bereavement after ICU stay (27). A further important
issue encountered by families of people dying in the ICU and
increasing the risk of CG is the poor communication with
physicians (34), that may be arguably worse in the course of
the COVID-19 pandemic due to a matter of protection against
contagion as well as due to hospitals' overloading and staffing
shortages of some countries. Again, both lines of literature
highlight that greater levels of social support are correlated
with better grief outcomes (13, 27). Unfortunately, differently

from mass disasters occurring within a short period, the COVID-
19 pandemic is a long-lasting condition, leading to durable
changes in everyday life, and especially in social habits. This
might make COVID-19 mourners particularly vulnerable, given
that social distance has been claimed to be the most important
action to prevent further spreading of the disease, a measure,
however, that could increase the risk of unsuccessful grieving.
Lastly, it has to be noted that the ongoing COVID-19
pandemic bears the unprecedented circumstance that public
funerals have become illegal in many countries due to national
restrictions against gatherings and to cemeteries' overloading.
Funeral and burial rituals are important for the affective
adjustment of people grieving the loss of a loved one and
mourners who drew comfort from planning and participating
in the funeral were shown to achieve better outcomes in later
grief (35). From this perspective, being prevented from holding a
proper funeral for their loved ones might prevent COVID-19
mourners from gaining awareness of the reality of the death and
from understanding and framing their loss, besides eliminating a
significant important occasion of social support (35).

CONCLUSIVE REMARKS AND LINES OF
INTERVENTION

The COVID-19 crisis has united mental health stressors that
have been separately evaluated in other contexts, but which have
never been seen combined in one, unprecedented disaster
happening on a global scale. This makes it very difficult to
infer what is going to happen to people during and in the
aftermath of this global event, unless we use previous data as a
provisional proxy of such a new and unknown phenomenon.
COVID-19 is expected to cause an enormous death toll
worldwide. Given that each death leaves up to five people
grieving behind (36), and that the prevalence of CG is
estimated at approximately 10% to 20% of bereaved people
(28), the number of cases of CG following COVID-19 deaths
may virtually reach the number of overall COVID-19 deaths in
the upcoming months. The chance of lowering the psychological
impact of bereaved people during the current pandemic is small,
since only a few risk factors for CG can be manipulated by
intervention. One concrete option is to safeguard the
connectedness between relatives and COVID-19 inpatients and
to improve the communication between medical staff and
relatives, ensuring the latter is updated about the clinical
evolution, and eventually allowing them into the ICU as the
condition gets worse. A second focus of intervention might be to
apply a shared approach to end-of-life, involving family
members as surrogate decision makers. Indeed, besides
representing an important component of high-quality end-of-
life care in the ICU (37), the involvement of the relatives in
treatment-limitation decisions was shown to correlate with
decreased CG symptoms among survivors (27). Third, as living
alone after the death has been found to be associated with the
presence of CG symptoms, it could be crucial to provide
bereaved relatives with effective social support. All this may
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obviously require an extra effort by the health system, that is
already stressed and stretched beyond its readiness of facing the
burden of the outbreak, at least in some regions (38). Still, mental
health and social work departments and community
organizations may share the burden of emergency and
intensive care units and play a crucial role in providing
emotional and practical support to the most vulnerable
bereaved populations who display psychological symptoms. At
the same time, mental health services could possibly be involved
in surveying and alleviating critical stress levels among health
workers of intensive care and emergency units, who might also
be prone to developing a broad range of stress-related conditions,
including CG following the death of colleagues and other staff
members to coronavirus disease. Eventually, the implementation
of specific services is warranted in the close future in order to
convey tailored treatments to people developing CG after losing
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Background: Resettled refugees exposed to trauma and loss are at risk to develop
mental disorders such as posttraumatic stress disorder (PTSD) and persistent complex
bereavement disorder (PCBD). Post-migration stressors have been linked to poor mental
health and smaller treatment effects.

Aim: Our aim was to evaluate reductions in PTSD and PCBD symptoms and to explore
the presence of post-migration stressors and their associations with symptom change
and non-completion in a traumatic grief focused treatment in a cohort of refugees.

Methods: Paired sample t-tests were used to test the significance of the symptom
reductions in PTSD and PCBD symptoms during treatment. The presence of post-
migration stressors was derived from a qualitative analysis of the patient files. Associations
between post-migration stressors and symptom reductions as well as non-completion
were calculated.

Results: In this uncontrolled study, 81 files of consecutive patients were included.
Significant reductions in both PCBD and PTSD symptomatology with medium effect
sizes were found. Patients experienced a mean of three different post-migration stressors
during the treatment. Undocumented asylum seekers were more likely to be non-
completers. Ongoing conflict in the country of origin was associated with smaller PTSD
symptom reductions and the total number of post-migration stressors was associated
with smaller PCBD symptom reductions.

Conclusions: Treatment for resettled refugees for traumatic grief coincides with
alleviations in both PCBD and PTSD symptomatology. Specific post-migration
stressors were associated with reduced treatment effects and increased non-
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completion. This is a first step towards well-informed improvements of mental health
interventions for resettled refugees.

Keywords: traumatic loss, persistent complex bereavement disorder, posttraumatic stress disorder, day treatment
program, brief eclectic psychotherapy, refugees, post-migration stressors

HIGHLIGHTS

* We evaluated reductions in PCBD and PTSD symptoms
during a traumatic grief focused treatment in a treatment
seeking clinical refugee sample.

e Although many post-migration stressors were present,
significant symptom reductions with a medium effect sizes
were observed.

* Undocumented asylum seekers were more likely to not
complete the treatment.

* Ongoing conflict in the country of origin and the total
number of post-migration stressors were associated with
decreased symptom reductions.

* Clinicians treating mental health disorders in resettled
refugees should consider the effects of post-migration
stressors to prevent treatment drop-out and manage
treatment expectations.

INTRODUCTION

Resettled refugees in Western countries commonly have been
exposed to traumatic and loss events due to armed conflicts,
persecution and/or natural disasters in their countries of origin (1,
2). It is not surprising that in this group mental disorders such as
posttraumatic stress disorder (PTSD) are frequently observed with
prevalence’s varying between 35 to 47% (3-7). Recently, persistent
complex bereavement disorder (PCBD), characterized by
debilitating and prolonged grief, has been recognized as another
form of psychopathology commonly seen in refugees seeking
mental health support following loss and trauma with reported
prevalence’s varying between 6 to 10% in general refugee
populations and 16% to 21% in bereaved refugee populations (7-
11). PCBD has been included as a condition for further study in the
5th edition of the Diagnostic and Statistical Manual of Mental
Disorders (12). An equivalent syndrome named Prolonged grief
disorder (PGD) was recently included in the 11th edition of the
International Classification of Diseases (ICD) (13, 14). An estimated
10% of bereaved adults confronted with natural loss will develop
PCBD (15). However, unexpected and violent losses and the loss of
close kin (partner or child) have been associated with substantially
higher rates of psychopathology than anticipated and non-violent
losses and losses other than close kin (16, 17). In a recent study, it
was shown that the symptom network of PCBD is closely associated
with the symptom networks of PTSD and depression (9),
sometimes labeled together as “traumatic grief” (18, 19).
Nevertheless, treatments of mental disorders following violent loss
focusing both on PTSD and PCBD at the same time are scant and

have not been evaluated in refugee samples yet (18, 20). In a first
study with a naturalistic design among 16 consecutive patients, a
treatment program for traumatic grief for refugees was found
feasible and coincided with significant declines in PTSD
symptoms (18). While these results are promising, evaluation of
the treatment in a larger cohort of patients, focusing on changes in
both PTSD and PCBD symptoms, is needed. We will explain the
treatment more thoroughly in the Methods section.

Refugees resettling in a new country often experience post-
migration stressors and these stressors have been linked to poor
mental health outcomes. These stressors include (a) socio-
economic factors, i.e., financial and housing security and work
problems; (b) social and interpersonal factors, i.e., family
separation, family reunification, lack of social support, changes
in social roles, discrimination, and changes in socioeconomic
status, (c) process and immigration policies, i.e., detention, time
of the asylum-seeking process, limited duration of residence
permit, and as a consequence, living difficulties such as family
conflict and unstable housing (21, 22).

The association between post-migration stressors and
treatment outcome is an important research topic because
these stressors may interfere with successful treatment
conditions in several ways (23, 24). First, refugee patients may
be too occupied by managing and arranging solutions for the
post-migration stressors and this could lead to compromised
treatment adherence. Second, in the treatment sessions there
may be less time to conduct treatment, because the discussion of
the current social stressors takes up too much time. Furthermore,
sometimes the refugee may ask the clinician to provide assistance
for their post-migration problems, which may result in ethical
dilemmas for the clinician and slow down the treatment process.
Lastly, when financial and housing problems are present, the
costs for the transportation or treatment may be too high for the
refugee, and he/she may withdraw from treatment. To the best of
our knowledge, the association of these post-migration stressors
with treatment outcome in resettled refugees has been only
partially investigated in two studies (25, 26). Sonne et al. (25)
investigated the post-migration stressors “employment status”
and “integration” and found that not being employed was
significantly, albeit weakly, correlated with poorer treatment
outcome. Additionally, Schick et al. (26) found a correlation
between a decrease of the amount of post-migration stressors
“employment status”, “trauma exposure” and “visa status” over
the time of treatment and better outcomes in anxiety and
depression symptomatology. Importantly, an elaborate
investigation of the presence of post-migration stressors and
their association with drop-out rate or treatment outcome
among refugees in a grief focused treatment has not yet
been performed.
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In sum, the purpose of this uncontrolled study was twofold.
Firstly, our aim was to evaluate a traumatic grief focused
treatment in a larger cohort of refugees than the previous
feasibility study among 16 patients (18) and to include both
the reductions in PTSD and PCBD symptoms. Because PTSD
and PCBD are likely to co-occur in these patients (9) we were
also interested in the correlation between PTSD and PCBD
outcomes. We expected a medium size treatment effect for
both PTSD and PCBD symptom reductions, based on the
PTSD symptom change found in the feasibility study (18), and
a correlated decline in PCBD and PTSD symptoms. Secondly,
our aim was to explore the associations between postmigration
stressors and treatment non-completion and examine
associations between post-migration stressors and reductions
in PCBD and PTSD symptomatology. We hypothesized that
post-migration stressors would be associated with a higher drop-
out rate and smaller symptom reductions during treatment.

METHODS

Patients and Procedure

This is a pre and post study design. The study used data from a
convenience sample of all consecutive patients who participated
in the day patient treatment for traumatic grief (DPT-TG)
between October 2014 and October 2018 at ARQ National
Psychotrauma Center, Netherlands, which receives nationwide
referrals for specialized treatment of refugees and other
traumatized groups. Patients who were referred for specialized
treatment of psychotrauma were considered for inclusion in the
DPT-TG if it was concluded from clinical evaluation that the
death of one or more loved ones was a core traumatic event and
the patient endorsed clinically relevant symptoms of grief and
PTSD related to this event. In addition, patients needed to be
willing to engage in group treatment. These clinical evaluations
were carried out by psychiatrists and clinical psychologists as
well as by psychiatric residents and clinical psychologists in
training under direct supervision of a psychiatrist. Exclusion
criteria for participation were acute or active suicidality (i.e.,
current suicide plans or suicidal behaviors or suicide attempts),
severe psychotic disorder, and/or severe alcohol or substance
abuse. Patients underwent standardized measurements at the
start (T1) and at the end (T2) of the DPT-TG. Measures were
administered by a team of independent psychologists and
psychiatrists, all trained in diagnostics and receiving regular
supervision from senior clinical psychologists. Measurements
were part of the Routine Outcome Measurements (ROM). The
medical ethics committee of Leiden University was consulted,
and the study was exempted from formal review because the
primary purpose of ROM is not research oriented. All patients
were informed during the ROM that their answers could be
anonymously used for research purposes and could object if they
did not agree. None of the patients eligible for inclusion in the
current study expressed objections. The data were handled
confidentially, and the patient identities were only available for
a small group of project managers.

Intervention

The DPT-TG is a multidisciplinary treatment program for bereaved
refugees that includes exposure-based psychotherapy focused on
both separation and traumatic distress. In addition, the program
aims to stimulate the patients’ social activity and reinforce their
social networks, and offers support in relation to legal issues, work,
and education. The treatment consists of a one-year weekly 5-h
program divided in three phases of each 4 months. The first phase is
a stabilization phase intended to increase patients’ understanding of
their symptoms and to become acquainted with the group and the
treatment. The second phase focuses on processing the traumatic
loss. During this phase, weekly sessions of individual brief eclectic
psychotherapy for traumatic grief (BEP-TG) (19) are offered. BEP-
TG consists of 16 sessions and was carried out by trained therapists
(i.e. psychologists and psychiatrists). The third phase is focused on
resocialization. Concrete individual future orientated goals are
addressed in the group therapy and patients are encouraged to
strengthen their social networks and assisted in applying for jobs or
voluntary work (18). Patients underwent standardized
measurements in the first four months of the DPT-TG, but
before the start of the BEP-TG (T1), and in the last 4 months of
DPT-TG, when the BEP-TG was finished (T2). DPT-TG have been
found feasible in a prior study of 16 patients (18). More information
about the schedule can be found in Supplementary Materials A.
On average, patients attended a mean of 74% of the psychotherapy
sessions (SD = 14.08, range 35%-100%).

Measurements and Data Collection
Traumatic Grief Inventory-Self Report (TGI-SR)

To assess the intensity of grief symptoms, the TGI-SR (27) was
administered. The TGI-SR consists of two parts. The first part
measures lifetime losses of loved ones and the second part assesses
the intensity of the grief symptoms as experienced by the client in
the past month. In case of multiple losses, the loss that is currently
considered most painful is used as the anchor event for the second
part. This consists of 18 items to assess the intensity of grief
reactions rated on a 5-point Likert scale, ranging from “1 =
never” to “5 = always”, e.g,, “I had intrusive thoughts and images
associated with his/her death”; “I felt a strong longing or yearning
for the deceased.” A questionnaire diagnosis of probable PCBD
according to DSM-5 was assigned to patients who scored 4 (“often”)
or 5 (“always”) on at least one core symptom, at least six out of 12
additional symptoms, and the dysfunction criterion. The TGI sum
score provides an index of severity of the grief symptoms, with a
higher score associated with higher grief severity (range, 18 to 90).
The TGI-SR has been validated in both a patient and a community
sample (28). The internal consistency in the current study was good
(Cronbach’s alpha at T1 =.84 and at T2 =.92).

Clinician-Administered PTSD Scale 5 (CAPS-5)

PTSD symptom severity was assessed with the CAPS-5 (29). The
CAPS-5 is a 30-item clinician rated interview, comprising 20 items
assessing PTSD symptoms according to the DSM-5 (12). The
intensity and frequency of symptoms during the past month are
separately rated and then combined to form a single severity score
for each item. Severity scores are rated on a 5-point scale ranging
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from 0 (absent) to 4 (extreme/incapacitating), resulting in a total
score range of 0 to 80. A diagnosis of PTSD according to DSM-5
was assigned to patients who scored > 2 on at least one symptom of
criterion B and C, at least two symptoms of criterion D and E, and
criterion F (disturbance has lasted 1 month) and G (dysfunction
criterion). An initial evaluation showed good psychometric
properties for the CAPS-5 (29). The internal consistency in the
current study was good (Cronbach’s alpha at T1 =.86 and at T2
=91). For one participant PTSD symptoms were assessed by the
Clinician Administered PTSD Scale for DSM-IV [CAPS-4 (30)]. To
be able to compare the scores of both CAPS versions, the sum scores
were converted into probability scores, i.e., on a scale from 0 (lowest
possible score) to 1 (highest possible score).

Socio-Demographic Information and Post-Migration
Stressors

Socio-demographic information and the presence of post-migration
stressors in the current patient sample were examined using
information retrieved from patient files. Each file, including the
admission report and notes from the therapists, was examined for
the presence of post-migration stressors by AH and DK. The first
three authors created a list of post-migration stressors using
information from the review by Li, Liddell (21). Subsequently,
additions and removals of this list of post-migration stressors were
made by exploring similarities and differences across the files by AH
and DK. When in doubt, the findings were discussed with the first
author AD until consensus was reached. For the stressor “ongoing
conflict in the country of origin”, we searched the internet to find
evidence of conflict at the time of treatment (Supplementary
Materials B).

Patient Characteristics

Of the 81 patients who started, 57 patients completed the full
year (completers) and 24 patients did not complete DPT-TG
(non-completers). Fourteen patients dropped out completely
from DPT-TG before the BEP-TG module was finished. Ten
patients were not able to attend the weekly one-day treatment
sessions, but continued treatment at the outpatient clinic with a
customized program due to pregnancy and/or psychosocial
problems. Eight patients did not complete at least one of the
questionnaires due to various reasons such as psychosocial
problems or illnesses in the week of the administration of the
questionnaires but completed the rest of the DPT-TG. We
included a flow chart in Supplementary Materials C with pre-
and post-questionnaire numbers and reasons for drop-out. On
average, patients were 42 years old (SD = 9.24). Most patients
were male (84%) and originated from the Middle East (58%).
Patients who had lost a child or partner were slightly more likely
to drop-out or receive a customized treatment (Table 1).

Statistical Analysis

Missing Data

Missing data at item level were considered missing at random. Two
items on the TGI-SR were missing for one participant at T2. For this
participant, we calculated the total TGI-SR score using the mean of
the valid items multiplied by the total number of items.

The missing data regarding social stressors and sum scores of
PCBD and PTSD were handled using listwise deletion. The
significance threshold was set at p < .05 for all analyses.

Power Calculation

First, we calculated the effect size from the information of the first 16
patients of the study of de Heus, Hengst (18) together with 13
consecutive patients (in total 29 patients) with the program Gpower
(31). Based on this sample, we expected to find a difference between
the pre and post measurements in the current study with a small to
medium effect size (PTSD: d = 0.5, PCBD: d = 0.4, power=.80;
0=.05). For PTSD, a sample size of 34 completers was needed to
calculate the effect size with t-test and a sample size of 63 completers
was needed to calculate the effect size with analysis of variance
(ANOVA). For PCBD, a sample size of 52 completers was needed to
calculate an effect size with t-test and a sample size of 69 completers
was needed to calculate the effect size with ANOVA. Because, we
only had 57 patients who completed the DPT-TG, we used the t-test
for the eftect size calculations in the following sections.

Aim A: PCBD and PTSD Symptom Reductions
During Treatment

We used the data of all patients who completed DPT-TG as well as
the TGI-SR or CAPS on both timepoints. We performed a paired
samples t-test to test the statistical significance of symptom
reduction (32). Diagnostic status with regard to traumatic grief
was operationalized as a categorical outcome variable that could
take on the following categories: PCBD and PTSD, PTSD only,
PCBD only, or no PTSD or PCBD. We used the McNemar test to
test the statistical significance of the change within each of the
diagnostic categories (33). To assess whether a change in diagnostic
category membership had occurred within the sample as a whole
across the two time points, we applied the marginal homogeneity
test (33). Additionally, we calculated the Cohen’s d to assess the
effect size. We performed this with the TGI-SR sum score and the
two subscales symptom clusters of PCBD, namely separation
distress and reactive distress and social/identity disruption. We
repeated this with the CAPS sum score and PTSD subscales, namely
intrusive symptoms, avoidance of stimuli associated with the event,
negative changes in cognitions and mood, and marked alterations in
arousal and reactivity. We interpreted the effect sizes as small (d =
0.2), medium (d = 0.5), and large (d = 0.8) (34). Lastly, we calculated
the correlation between PCBD and PTSD symptom reductions. We
used the expectation-maximization (EM) algorithm as an analysis of
the sensitivity of the correlation estimate to the incompleteness of
our data as described in Dempster, Laird (35). This algorithm
accounts for the missing data using maximum-likelihood estimates
(36). For all analyses, we used SPSS version (37), except for the
McNemar test which we performed in R with package “exact2x2”.

Aim B: Post-Migration Stressors and the Association
With Treatment Drop-Out and Symptom Reductions

During Treatment

We determined whether or not the group of DPT-TG completers
(both the patients with complete and missing questionnaires;
n = 57) and DPT-TG non-completers (n = 24) differed
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TABLE 1 | Pretreatment socio-demographic and loss-related characteristics and symptom levels of the completers and early drop-outs or customized treatment in a

refugee sample.

Completers of
DPT-TG (n = 57)

Early drop-outs or
customized treatment (n = 24)

Significance test for p Value
differences between groups

Age, M (SD) 42 (9.43) 42 (9.57) t(79) = 0.13 .84
Gender, n (%) x2(1,n = 80) = 0.03 .86
Fisher’s exact
test: 1.00
Female 9 (16) 4(17)
Male 48 (84) 19 (83)
Marital status, n (%) x%(3,n=81)=1.89 .56
Fisher’s exact test: .62
Single 14 (25) 7 (29)
Married 32 (56) 12 (50)
Divorced 8 (14) 2 (8)
Widowed 3(5) 3(139)
Level of education, n (%) x2(2, n=75=1.88 .39
Fisher's exact test: .37
Low 10 (18) 6 (25)
Middle 35 (61) 10 (42)
High 9 (16) 5 (21)
Region of origin, n (%) Y24, n=81)=296 .57
Fisher’s exact test: .50
Dutch/Colony 2 (5) 3(13)
Middle East 34 (60) 12 (50)
Africa 1119 4 (16)
Bosnia Herzegovina/Serbia 9 (16) 4(17)
Asia 12 1(4)
Missing Family, n (%) 10 (17.5) 4(17) x°(1,n=81)=0.01 92
Fisher’s exact
test: 1.00
Number of losses, M (SD) 5.59 (2.14) 5.65 (2.46) t(75) = 0.11 92
Fisher’s exact
test: 1.00
Relationship to lost loved %25, n = 60) = 10.81 .055
one’, n (%) Fisher’s exact
test: .038
Partner 1(1.8) 3(12.5)
Child 4(7.0) 2(8.3)
Parent(s) 15 (26.9) 5(20.8)
Sibling 8(14.0) 3(12.5)
Friend 15 (26.3) 1(4.2)
Other 1(1.8) 2(8.3)
Violent loss a, n (%) 47 (83) 20 (83.3) x?(1,n =78) =0.03 .86
Fisher’s exact
test: 1.00
PCBD according to TGI-SR, 30 (563) 13 (54) 12(1, n=281)=0.02 .90
n (%) Fisher's exact
test: 1.00
PTSD according to CAPS, n 51 (90) 21 (88) x2(1,n=78)=0.74 .39
(%) Fisher’s exact test: .67
Number of traumatic events, 29 (5.24) 19 (4.48) 1(64) = 0.75 .87
M (SD) Fisher's exact test: .76
Psychiatric medication, n (%) 41 (72) 15 (63) x2(1, n=72)=0.12 .73
Fisher’s exact test:.48
Psychiatric comorbidity at
during clinical intake
assessment, n (%)
Depressive disorder 45 (79) 20 (83) x’(1,n=81)=0.21 .65
Fisher's exact test: .77
Substance abuse 8 (14) 6 (25) x2(1,n=81)=142 .23
Fisher’s exact test: .33
Dissociative disorder 2 (4) 0 (0) x2(1,n =81)=0.86 .35
Fisher’s exact
test: 1.00
(Continued)
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TABLE 1 | Continued

Completers of
DPT-TG (n = 57)

Early drop-outs or
customized treatment (n = 24)

Disruptive, Impulse-Control, 2 (4) 0 (0)
and Conduct Disorders

Somatic Symptom and 3 (5) 00
Related Disorders

Schizophrenia and other 1@ 14)
psychotic disorders

Sexual Disorders 1) 0 (0)
Obsessive Compulsive 2 (4) 0 (0)
Disorders

Eating Disorder 1) 0 (0)
Indications for probable 32 (56) 13 (54)

personality disorder

Significance test for p Value
differences between groups
x3(1,n=81)=0.86 35
Fisher’s exact
test: 1.00
x2(1,n=81)=131 25
Fisher’s exact test: .56
x2(1,n =81) = 0.41 52
Fisher’s exact test: .51
x2(1,n=81)=0.43 51
Fisher’s exact
test: 1.00
x2(1,n =81)=0.86 .35
Fisher’s exact
test: 1.00
x2(1,n=81)=0.43 51
Fisher’s exact
test: 1.00
x2(1,n=81)=0.03 .87
Fisher’s exact
test: 1.00

"Concerning the loss that is considered most painful; PCBD, persistent complex bereavement disorder; PTSD, Posttraumatic Stress Disorder; DPT-TG, Day Patient Treatment for

Traumatic Grief.

significantly in terms of post-migration stressors, using t-tests, chi
square and Fisher exact tests. We used both chi square and Fisher
exact tests because, due to our sample size, some of the expected
frequencies of the post-migration stressors were smaller than 5 (38).
In addition, we evaluated the associations between post-migration
stressors and symptom reductions. To account for both the initial
differences between scores at T1 and for measurement error
inherent in the use of repeated measures on the same instrument,
we first calculated the residual gain score for PCBD and PTSD (39).
We regressed the sum scores at T2 on the sum scores at T1 and
saved the residuals to use these as residual gain scores. Then, we
examined whether these residual gain scores varied as function of
the post-migration stressors using one-way ANOVA. For all
analyses, we used SPSS version (37), except for the Fisher exact
test which we performed in R with package “exact2x2”.

RESULTS

Aim A: PTSD and PCBD Symptom
Reduction During Treatment

Table 2 shows an overview of the reductions in PCBD and PTSD
symptomatology during DPT-TG. As shown in Table 2, patients
scored significantly lower on the post-treatment grief measurement
compared to the pre-treatment grief measurement [pre
intervention: M = 66.80 (SD = 11.01), post intervention: M =
58.92 (SD = 14.71), p < .001]. With respect to the effect size we
found a medium effect for PCBD and PTSD (d =.61 and d =.33,
respectively) (35). PCBD diagnoses decreased from 54% (29
patients) at T1 to 41% (22 patients) at T2. PTSD diagnoses
dropped from 89% (46 patients) at T1 to 70% (36 patients) at T2
(Table 2). Within each of the diagnostic categories (PCBD and
PTSD, PTSD only, PCBD only, or no PTSD or PCBD), there was no

significant change over time. For the sample as a whole, we found a
significant change in diagnostic category membership across the
two assessment times: standardized MH statistic = 3.11, p =.002.

The symptom reduction of PCBD and PTSD was highly
correlated [r(49) =.60, p < .001)], also when applying
expectation-maximization to account for the missing
questionnaires [r(57) =.59].

Aim B: Post-Migration Stressors and the
Association With Treatment Drop-Out and
Symptom Reductions During Treatment
The following list of post-migration stressors were identified: time in
Netherlands, duration of the asylum period, refugee status, language
problems, work situation, housing problems, family separation of
close kin, ongoing conflict in country of origin and total number of
post-migration stressors. The categories of the post-migration
stressors are specified in Table 3. Three patients experienced a
change in legal status during treatment. One participant received a
temporary permit, one participant lost a temporary permit and
became undocumented, and one participant received, lost and
received again a temporary permit during the year of treatment.
Although these are interesting findings, the sample size was too
small to be included in the further analyses.

On average, patients experienced three different post-migration
stressors during the treatment. Undocumented asylum seekers were
more likely to be non-completers (Table 3). Some of them
completely dropped out from DPT-TG (n = 3) and others
received a customized treatment (n = 2). Other post-migration
stressors were not significantly associated with treatment non-
completion. The post-migration stressor “ongoing conflict” was
inversely associated with PTSD symptom reductions. Total number
of different post-migration stressors was inversely associated with
PCBD symptom reductions (Table 4).
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TABLE 2 | Symptom reductions and diagnostic changes in the Day Patient Treatment for Traumatic Grief Completers.

Pre-treatment Post treatment Significance test for p Cohen’s
score M (SD) score M (SD) differences Value d
between groups
Symptom reductions PCBD
Patients who filled in both PCBD questionnaires (n = 54)
PCBD sum score, M (SD) 66.80 (11.01) 58.92 (14.71) t(54) = 3.91 <.001 0.61
subdomain: separation distress. M (SD) 4.17 (0.49) 3.69 (0.89) t(54) = 4.72 <.001 0.70
subdomain: reactive distress and social/identity disruption. M (SD) 3.56 (0.72) 3.14 (0.85) t(54) = 3.33 .002 0.53
subdomain: functional impairment. M (SD) 3.68 (1.29) 3.19 (1.30) t(54) = 2.63 .005 0.38
Patients endorsing separation distress, n (%) 53 (98.2) 44 (81.5) 42
Patients endorsing reactive distress and social/identity disruption, n (%) 49 (90.7) 47 (87.0) .92
Patients endorsing functional impairment, n (%) 34 (63.0) 27 (50.0) 44
Symptom reductions PTSD
Patients who completed both PTSD interviews (n = 52)
PTSD sum score, M (SD) 0.54 (0.15) 0.48 (0.19) t(52) = 2.92 .005 0.34
Criterium B: intrusive symptoms M (SD) 0.64 (0.19) 0.54 (0.18) t(562) = 3.44 <.001 0.55
Criterium C: avoidance of reminders of the event M (SD) 0.55 (.215) 0.41 (0.26) t(52) = 3.49 <.001 0.62
Criterium D: negative alterations in cognitions and mood M (SD) 0.52 (0.20) 0.49 (0.24) t(52) =1.17 .25 0.15
Criterium E: alterations in arousal and reactivity M (SD) 0.47 (0.16) 0.44 (0.17) t(52) =1.10 .28 0.15
Patients meeting criterium B, n (%) 51 (98.1) 47 (90.4) .92
Patients meeting criterium C, n (%) 52 (100) 44 (84.6) .48
Patients meeting criterium D, n (%) 48 (92.3) 42 (80.8) .60
Patients meeting criterium E, n (%) 49 (94.2) 46 (88.5) .84
Change in diagnostic status
Participants who filled in both PCBD and PTSD questionnaires at pre-
treatment (N=56) and post-treatment (N=53)
Patients endorsing the PTSD diagnosis 46 (89) 36 (70) .32
Patients endorsing the PCBD diagnosis 29 (54) 22 (41) .40
PCBD and PTSD N, (%) 27 (48) 17 (32) A7
PTSD only N, (%) 23 (41) 20 (38) .76
PCBD only N, (%) 2(4) 6 (11) .29
No PTSD and PCBD 4.(7) 10 (19) 18
Change in diagnostic category membership within sample as a whole .002

DPT-TG, day patient treatment-traumatic grief; PCBD, Persistent complex bereavement disorder; PTSD, Posttraumatic stress disorder.

DISCUSSION

In this study on symptom reductions during treatment of
traumatic grief in resettled refugees, a significantly correlated
reduction of both PCBD and PTSD symptomatology was found
with a medium effect size. Post-migration stressors were
associated with both poor treatment completion and smaller
symptom reductions. More specifically, not having a legal permit
was associated with poor treatment completion. Ongoing conflict
in the country of origin and a higher total number of post-
migration stressors were associated with smaller reductions in
PTSD and PCBD symptoms, respectively.

Our results showed that both PCBD and PTSD symptomatology
can decrease simultaneously during treatment which is in line with
the evidence available on the impact of grief focused treatment in
other populations (20). However, more studies on the effectiveness
of grief focused treatment in refugee populations are needed to
verify our findings.

In our study, asylum seekers who were staying undocumented in
Netherlands were more likely to drop out of the treatment fully or to
require customized treatment. The evidence for the association
between residency status and mental health has been contradictory.
Although several studies have indicated that residence status is
unrelated to the prevalence of mental disorders (5, 21, 40-42),

recently, in the case of PCBD, one study found that having a
resident status was associated with less symptoms (7).
Undocumented asylum seekers have received a negative status
decision, and have only limited access to shelter, food and health
care (43). Due to the combination of post-migration stressors, legal
situation and uncertain future perspective, these people may be in
need for special attention to prevent drop-out. Conversely, one
could imagine that an improvement in legal status might be a
protective factor. However, in the current study, we were unable to
examine this because there was only one patient who received a
temporary permit during treatment. Future studies are needed to
further elucidate the association between legal status and treatment
effect. Nevertheless, all other post-migration stressors were not
found to be associated with treatment drop-out. It could be that
clinicians’ hesitance to start treatment with a refugee because of the
fear for drop-out appears therefore unnecessary in most
circumstances. However, because of our small sample, conclusive
negative conclusions must remain tentative, pending further
research. In our sample, ongoing conflict in the country of origin
was significantly associated with less reductions in PTSD
symptomatology. Nickerson et al. (44) evaluated the influence of
fear for family remaining in the country of origin with an ongoing
conflict and the mental health of Iraqi refugees in a cross-sectional
survey. They found higher PTSD symptomatology and depression
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TABLE 3 | Post-migration stressors pre- or during treatment in the completers and early drop-outs or customized treatment group of the refugee sample.

Completers of DPT-TG (n  Early drop-outs or customized Significance test for differences between p Value
= 57) treatment (n = 24) the groups
Time in the Netherlands (months), 191.40 (104.85) 192.40 (107.56) t(73) = 0.29 97
M (SD)
Time asylum period (months), M 66.74 (59.41) 87.40 (102.74) t(35) = 5.99 .45
(SD)
Legal status, n (%) x%(3,n =81)=10.0 .002
Fisher’s exact
test: .022
Permanent permit 46 (81) 16 (67)
Temporary permit 7(12) 3(13)
Pending 3 (5) 0 (0)
Undocumented 12 5(21)
Language, n (%) x2(1,n = 81) = 0.01 92
Fisher’s exact
test: 1.00
Dutch 41 (72) 17 (71)
Insufficient Dutch proficiency 16 (28) 7 (29)
Work situation, n (%) x2(3,n =81)=293 40
Fisher’s exact
test: .43
Employed 2 (4) 3(13)
Sick leave 10 (18) 3(13)
Disabled 8 (14) 2 (8)
Unemployed 37 (65) 16 (67)
Housing problems, n (%) 12 (21) 8 (33) x2(1,n=81)=1.37 24
Fisher’s exact
test: .27
Family separation close kin, n (%) 18 (32) 9(38) X2(1. n=281)=0.27 .70
Fisher’s exact
test: .62
Ongoing conflict in country of 30 (63) 8 (33) x2(1. n=281)=253 1
origin, n (%) Fisher’s exact
test: .15
Total number of stressors M (SD) 2.86 (1.76) 2.83 (1.81) t(79) =.72

DPT-TG, Day patient treatment-traumatic grief.

TABLE 4 | The associations between the post-migration stressors pre- and during treatment and the TGI-SR and CAPS residual gain score.

TGI-SR RES CAPS RES
F df1 df2 p value F df1 df2 p value
Legal status 1.07 3 50 .37 0.41 3 48 .75
Language 117 1 52 .29 0.01 1 50 .94
Work situation 0.90 3 50 45 1.78 1 50 197
Housing problems 1.21 1 52 .28 0.14 1 50 72
Family separation close kin 0.68 1 52 A1 1.01 1 50 41°
Ongoing conflict in country of origin 1.36 1 52 25° 4.83 1 50 .033°
Total number of stressors 4.67 1 52 .04 0.54 1 50 47

“Due to the violation of the assumptions regarding outliers, normality and homogeneity, we have dichotomized “work situation” for this analysis into employed versus not employed. We
also performed a robust regression of the original (non-dichotomized) “work situation” variable using the package “MASS” in R. For the TGI-SR difference the t-value was 0.51, for the
CAPS difference the t-value was 0.97; both values were not significant.

PDue to the violation of the assumption regarding homogeneity we have reported the Welsh test.

CAPS RES, Clinician Administered Posttraumatic Stress Disorder residual score; TGI-SR RES, Traumatic Grief Inventory Residual score.

as well as greater mental health-related disability. It can be argued =~ As expected, the total number of post-migration stressors was
that mass media and contact with people in the home country about ~ associated with smaller treatment effects. This is in line with our
the ongoing contflict continues to trigger traumatic experiences and  clinical observations of patients who sometimes appear so occupied
memories. Furthermore, worries about family members still in the ~ by managing and arranging solutions for their post-migration
conflict area exposed to armed conflicts and violence could play a  stressors that they are not capable to adhere to the steps of a
role as to why treatment may not be effective for these individuals. ~ treatment protocol. Clinicians need to provide emotional and
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information support for patients reporting post migration stressors,
knowing that this might not have short term positive effects in
mental health outcomes.

Limitations of this study must be noted. The findings of this
study need to be interpreted in the light of its naturalistic (real-
world) setting. It cannot be stated with certainty that the decreases
in PCBD- and PTSD symptom severity can be attributed to the
effects of the DPT-TG. Furthermore, we could only assess the
importance of the post-migration stressors that clinicians noted in
the patient files. On the one hand, one could argue that we have
captured all factors that may influence the treatment process
according to the clinicians and patients themselves. On the other
hand, “ongoing conflict in the country of origin” was one of the few
post-migration stressors found to be associated with treatment
outcome and this stressor was not systematically asked by
clinicians in the patient files. Therefore, there might be a lack of
knowledge by clinicians about which post-migration stressors are
worth assessing at the beginning of treatment and theoretically,
some participants may have experienced difficulties but did not
mention them in therapy. As post-migration stressors were
identified at some point during the treatment and recorded in the
patient files, we could not specifically determine at what point in
time during the course of treatment these stressors had the largest
impact. Future studies are needed to investigate the role of post-
migration stressors more elaborately and standardized, by including
living difficulties questionnaires in routine measures. Furthermore,
our study had an uncontrolled study design and a relative small
sample size, future studies need to assess the treatment effect of the
DPT-TG with a control group and follow-up measurement.

Strengths of this study must also be noted. The findings of this
study generate several well-informed answers to some urgent
clinical questions that rise in treating resettled refugee patient
populations characterized by multiple post-migration stressors.
Our findings indicate that treatment for traumatic grief coincides
with alleviations in both PCBD and PTSD symptoms in refugees
who have faced multiple traumatic events and traumatic losses.
Findings also indicate that traumatized refugees may benefit from
treatment even in the presence of multiple post-migration stressors.

Implications of this study include that clinicians need to keep in
mind that post-migration stressors may interfere with a smooth
treatment process and that these stressors are worth documenting
systematically at intake. In the case of ongoing conflict or a high
number of stressors, symptom reductions may be modest, and
clinicians may educate patients about these effects to manage
treatment expectations and to prevent demoralization.
Furthermore, special attention is needed for undocumented
patients who were denied a refugee status in order to prevent
them from early drop-out of treatment. Further studies are needed
to investigate how to raise refugee wellbeing and assist with their
resettlement in a host country can be beneficial to enhance
treatment outcome in psychological interventions.
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INTRODUCTION

Official Diagnostic Criteria for Prolonged Grief Disorder Are
Coming

In 2022, when the 11th version of the World Health Organization’s International Classification
of Diseases manual (ICD-11) goes into effect, it will for the first time include diagnostic criteria
for Prolonged Grief Disorder (ICD-11 PGD; WHO, 2019). ICD-11 PGD refers to a debilitating
grief reaction following bereavement that occurred at least 6 months earlier. It is defined as an
intense, persistent, and impairing grief response, characterized by longing for and/or preoccupation
with the deceased and intense emotional distress that can include sadness, guilt, anger, denial,
blame, difficulty accepting the death, feeling one has lost a part of oné’s self, an inability to
experience positive mood, emotional numbness, or difficulty in engaging with social or other
activities. In addition, this response must clearly exceed the grief response expected given the
person’s cultural and religious context (WHO, 2019). The implementation of ICD-11 PGD will
provide health professionals worldwide with a diagnosis to facilitate identification and treatment
of patients with PGD. As a condition, ICD-11 PGD will likely receive increased attention in
research, clinical, and teaching settings alike. The introduction of the ICD-11 diagnosis for
PGD should be considered in light of the conceptualization of disordered grief within DSM
5 (American Psychiatric Association, 2013). The two diagnostic formulations have been found
to have significant semantic and empirical overlap when both applied with a set number of
symptoms to fulfill (Maciejewski et al., 2016; O’Connor et al., 2019). However, unlike ICD-11,
the DSM-5 deemed that there was insufficient data to justify introducing a grief-related diagnosis
and instead included Persistent Complex Bereavement Disorder (PCBD; Bryant, 2014) in section
Discussion, as a condition for further study; the goal being that additional epidemiological and
longitudinal studies may inform a formal diagnosis in future iterations of DSM. Scales have been
developed to measure PCBD (Lee, 2015, 2018; Boelen et al., 2018a,b) and an adaption of PCBD
(including changing the name to Prolonged Grief Disorder) based on contemporary data has
very recently been proposed (see American Psychiatric Association, 2020; Boelen and Lenferink,
2020). However, to date, ICD-11 PGD is still the only official diagnosis for PGD, and it is used
in most European Health Services, which is why the ICD-11 PGD will be the focus of the
present review.
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The State of Current Instruments

Measuring Prolonged Grief Disorder
Complicated, problematic, and persistent grief responses have
long been of interest to clinicians and researchers (see Killikelly
and Maercker, 2018 for a brief review). Over the past two decades,
a number of research groups have worked to describe and
identify patients who struggle with prolonged and complicated
grief responses (e.g., Prigerson et al., 2009; Shear et al., 2011).
The work to develop valid scales and clinical interviews for
disordered grief, however, is hampered by a lack of consensus
regarding the diagnostic criteria (Lenferink et al., 2019). One
of the first instruments to measure prolonged grief was the
Inventory of Complicated Grief (ICG) developed in 1995 by
Prigerson and colleagues to capture putative markers of what
was then called Complicated Grief (Prigerson et al., 1995).
The ICG has since been revised several times [Inventory of
Traumatic Grief (ITG; Prigerson and Jacobs, 2001); Inventory
of Complicated Grief Revised (ICG-R; He et al,, 2013)], finally
evolving into the PG-13 (Prigerson et al., 2009). The PG-13 is
a short, easily administered self-report scale that captures most
of the core characteristics, including yearning for the deceased
and associated symptoms as defined in ICD-11 PGD (Prigerson
et al., 2009). The ICG and its successors, particularly ICG-R
and PG-13, are the instruments used in most frequently by
studies supporting both ICD-11 PGD and PCBD criteria, and are
the scales that most closely resembles ICD-11 PGD. Although
studies have found these measures of prolonged grief to have
sound psychometric properties, including internal consistency,
test-retest reliability, and construct, concurrent, convergent and
criterion validity (Prigerson et al., 1995; Lichtenthal et al., 2011;
Carmassi et al., 2014; Papa et al., 2014; Boelen and Smid, 2017;
Boelen et al., 2018a; Pohlkamp et al., 2018), none correspond
directly to the ICD-11 PGD definition.

It is worth noting that a 31 item structured clinical interview
for persistent grief reactions has been proposed based on the
DSM-5’s definition of PCBD (Bui et al., 2015). The goal of this
instrument was to promote data collection on grief symptoms to
inform future diagnostic criteria. However, it does not offer an
assessment corresponding to the current ICD-11 PGD definition.
Further, the interview was developed with treatment-seeking
patients with persistent grief reactions, and thus at this stage does
not provide information that discriminates between patients with
and without prolonged grief (Bui et al., 2015).

ASSESSMENT OF DIAGNOSTIC TEST
ACCURACY IS LACKING FOR CURRENT
SCALES FOR PROLONGED GRIEF

While current self-report scales as described above may be
reliable and valid in terms of capturing grief symptoms associated
with functional impairment (Prigerson et al., 1995), cut off scores
to distinguish between people who meet the proposed PGD ICD-
11 criteria and people who do not, have apparently not been
adequately validated. That is, diagnostic test accuracy (DTA;
Campbell et al., 2015) may yet need to be established for these
scales. DTA is typically assessed in terms of sensitivity (i.e.,

the ability of a test to detect true positive cases as defined by
a reference standard, here the clinical evaluation), specificity
(i.e., the ability of a test to detect those who do not have a
specific condition; Trevethan, 2017), and ROC curve analysis
(see Leeflang, 2014; Campbell et al., 2015). A PGD scale with
established DTA would enable estimation of the prevalence of
PGD, tracking of the course of the condition, and identification
of risk factors for developing PGD across time, studies, and
populations. A questionnaire with sound DTA could also serve
as a valid screening tool for PGD. In combination with a
structured clinical interview, a self-report assessment tool for
ICD-11 PGD with valid DTA would facilitate clinical decision-
making, including ruling out the presence of a disorder when
relevant, and tracking treatment progress.

We were interested in determining the established DTA
of self-report measures of prolonged grief, and therefore
we conducted a systematic review of the literature. Our
questionnaires of interest were the ICG and its successors, the
ITG (Prigerson and Jacobs, 2001), ICG-R (He et al., 2013),
and the PG 13 (Prigerson et al., 2009). As described above,
these measures represent the most psychometrically sound and
commonly used measures of PGD in the literature. The reference
standard used in our approach was the presence of a diagnosis
of PGD or significant clinical impairment related to bereavement
as determined by a clinical diagnostic evaluation performed by
clinicians. The review was set up in accordance with the PRISMA-
DAT Statement (McInnes et al., 2018). We used the following
databases: PubMed, Embase, CINAHL, PsychINFO and Web of
science, and went back to January 1995, which is the year of the
first publication on the ICG (Prigerson et al., 1995). For a more
detailed description of the review, see the protocol submitted to
PROSPERO (CRD42019138906).

Only one eligible study comparing a self-report scale
and a structured clinical interview for prolonged grief was
identified in this systematic review. Boelen et al. (2003)
examined the psychometric properties of the Dutch version
of the ITG (Prigerson and Jacobs, 2001), with groups of
treatment-seeking adults who had experienced the loss of
a first-degree-relative. To establish caseness of prolonged
grief, participants were interviewed using the Traumatic Grief
Evaluation of Response to Loss clinical interview (Prigerson
et al., 1998). Unfortunately, however, the symptom-duration of
this instrument for establishing caseness is 2 months (in accord
with consensus criteria for what was then called “traumatic
grief”; Prigerson et al., 1999), which is not compatible with the
current duration requirement of 6 months in ICD-11 PGD. This
means that the obtained questionnaire cut-off score (DTA) is not
applicable today. As a result, we therefore conclude, based on
our systematic review, that the field lacks studies that determine
the DTA for the self-report scales currently used to measure the
presence of disordered grief.

The Issue of Comorbidity

Disturbed grief is often comorbid with other psychological
conditions, and most commonly with depression, anxiety,
and PTSD (Jordan and Litz, 2014). Accordingly, the issue
of differential diagnosis is crucial to determine if a bereaved
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person may have ICD-11 PGD alone, or is suffering with other
possible conditions such as bereavement-related depression or
PTSD. This is particularly important because research indicates
that whereas symptoms of prolonged grief respond well to
grief-focused psychotherapy (Johannsen et al., 2019), they do
not respond optimally to psychological or pharmacological
treatments that target depression (Shear et al., 2005, 2016). Some
of the symptoms of prolonged grief captured by the ICD-11 PGD
overlap with depression, including sadness and reduced interest
in activities, and so development of standardized measures of
ICD-11 PGD need to be conducted along with differential
assessments to ascertain the extent to which the measures can
differentiate these potentially overlapping conditions.

The Need for a Structured Clinical

Interview

Although self-report scales are appealing because they can be
administered easily and cheaply, self-report scales are not the
gold standard for assessing a psychiatric condition. Studies
indicate modest concordance between self-report scales and
structured clinical interviews (Eaton et al., 2000), with self-report
scales typically elevating the incidence of rates of a disorder
(e.g., Bui et al, 2015). For this reason, advancing the study
of disturbed and prolonged grief requires the development of
structured clinical interviews that correspond with the ICD-11
PGD criteria. As noted, a structured clinical interview based on
PCBD has been proposed (Bui et al., 2015). However, symptoms
do not correspond directly with ICD-11 PGD criteria, and
the measure awaits validation with a representative sample of
bereaved individuals. A structured clinical interview based on
ICD-11 PGD criteria is necessary to standardize the assessment
of prevalence rates of PGD with accuracy, and self-report scales
alone cannot provide this.

DISCUSSION

ICD-11 PGD is a complex condition. Until now, there have been
numerous definitions of disturbed grief, encompassing ICD-11,
DSM-5, and other proposals (Boelen and Lenferink, 2020), which
has caused confusion for the field (Lenferink et al., 2019). The
introduction of the ICD-11 PGD is welcome because it, for the
first time, introduces a formal definition by which disturbed
grief can be described and studied. However, the advancement of
our knowledge of this disorder requires standardized assessment
tools that correspond to these criteria. As mentioned above,
existing scales have sound psychometric properties and an ability
to capture grief reactions with functional impairment (Prigerson
et al, 1995; Lichtenthal et al, 2011; Carmassi et al, 2014;
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because PGD may affect psychological well-being, level of functioning, and social
integration.

Methods: In a sample of refugees receiving psychological treatment in Switzerland (N =
88), we examined the relationship between severity of PGD and potentially associated
factors such as emotion regulation, perceived self-efficacy, as well as potentially traumatic
events and post-migration living difficulties.

Results: In a regression analysis, difficulties in emotion regulation and lower perceived
self-efficacy were associated with greater severity of PGD, while post-migration living
difficulties and potentially traumatic events did not emerge as significant factors.

Conclusion: These findings suggest that emotion regulation and perceived self-efficacy
are associated with PGD in refugees in psychological treatment and are thus potential
targets for treatment interventions.

Keywords: refugees, refugee mental health, prolonged grief disorder, self-efficacy, emotion regulation, trauma,
post-migration living difficulties

INTRODUCTION

There are currently 70.8 million displaced people worldwide as a consequence of violence,
persecution, conflict, or human rights violation (1). Forcibly displaced people frequently
experience interpersonal loss and bereavement along with potentially traumatic events (PTE),
including interpersonal violence, torture, life-threatening injuries and witnessing the death of loved
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ones (2). Accordingly, mental health issues such as posttraumatic
stress disorder (PTSD), depression or anxiety disorders are
prevalent (3).

While trauma and trauma-related disorders in forcibly
displaced populations have received consistent scientific
attention, research on loss and grief in this group is scarce
(3-5). Prolonged Grief Disorder (PGD) has recently been
recognized as a clinically relevant mental health issue which
will be included as a new diagnosis in the upcoming
International Classification of Diseases, 11™ Revision (ICD-11)
(6). PGD, otherwise known as complicated grief (CG), refers to a
distinct set of symptoms following the loss of a loved one. Those
affected generally suffer from a persistent and pervasive longing
for or preoccupation with the deceased, accompanied by
emotional distress and significant functional impairment
persisting more than six months after the loss. In the Fifth
Edition of the Diagnostic and Statistical Manual of Mental
Disorder (DSM-5), similar symptoms were classified as
Persistent Complex Bereavement Disorder (PCBD). The latter
differs from the former primarily with regard to the duration of
symptoms (at least twelve months) (7). Due to the heterogeneous
criteria used to assess CG, PGD, and PCBD in the past three
decades, reported prevalence rates differ significantly. Yet, it is
estimated that one out of ten bereaved individuals is at risk for
disturbed grief following a nonviolent death (8) and that this risk
is even higher after an unnatural (sudden, violent) death,
affecting five out of ten bereaved individuals (9). Consequently,
those individuals may experience substantial psychological
distress, impairments in work and social functioning (7, 10,
11), and reduced quality of life (12, 13).

In refugees and post-conflicts samples, the prevalence of PGD
has been estimated to be approx. 30% with important variation
depending on cultural background (14, 15). Nevertheless, as only
few studies with heterogeneous methodology have investigated
PGD in refugees, the reported rates in this group also
substantially differ from one another. Whereas earlier studies
investigating PGD in refugees have focused on the associated
comorbidity, traumatic experiences, and sociodemographic
factors, as well as on cross-cultural adequacy of the concept,
understanding of PGD and its associated factors is incomplete.
As in the general population (7, 16, 17), both traumatic loss and
violent loss have emerged as important predictors of PGD in
refugees (18, 19). Similarly, strong associations with murder or
disappearance of a family member have been described, as well as
associations with other PTE such as torture or combat exposure
(20). Nevertheless, the existence of a dose-response relationship
between PTE exposure and PGD is currently inconclusive.
Whereas exposure to a greater number of PTE might increase
the likelihood of PGD diagnosis (20), some studies have found
that trauma exposure is either not a significant predictor of PGD
(21, 22) or not associated with PGD symptom severity (23).
Furthermore, there seems to be no association between
cumulated loss and PGD diagnosis (21, 22) or symptom
severity (19), although multiple loss has been associated with
anxiety, depression, disability, and worse quality of life in
bereaved refugees (24).

While trauma seems to be related to PGD, it is likely that
other contributing factors exist. For instance, nontraumatic
stressors such as difficulties arising after arrival in a safe host
country—referred to as Post-Migration Living Difficulties
(PMLD)—might contribute to the likelihood of PGD diagnosis
(20, 25, 26) and PGD symptom level (23). In addition, in
nonrefugee samples, regulatory emotional-cognitive processes
have been described as conclusive underlying mechanisms of
adaptive coping with bereavement (27, 28). For example,
negative cognitions (i.e. negative beliefs about self, world, life,
future, others) and distressing interpretation of grief reactions
(e.g. “If Tlet go of my emotions, I will go crazy”) have been found
to be strongly related to higher concurrent and prospective levels
of complicated grief symptoms, and to influence symptom
severity over and above sociodemographic and loss-related
variables (29, 30). Furthermore, these cognitive processes seem
to be important correlates to emotional problems and
maladaptive reactions to loss (30). On the other hand, factors
such as optimism, active coping, and help seeking, as well as a
supportive social environment, appear to be associated with less
severe symptoms of PGD (31). Given the particular life
circumstances refugees are confronted with, including
displacement, exposure to multiple PTE and PMLD, it is
unclear whether the findings from the general population can
be generalized to refugees.

In view of the high prevalence of PGD in refugees and its
potentially detrimental effects on psychological wellbeing, level
of functioning, and social integration in the host country, it is
crucial to acquire a better understanding of PGD to also provide
appropriate treatment. This requires not only the assessment of
risk factors, but also an exploration of protective factors.
Surprisingly, the latter have not been emphasized in previous
studies, even though they could be highly relevant for treatment
interventions. Whereas risk factors of PGD such as loss-related
characteristics cannot be modified through therapy, individual-
related protective and adaptive factors could constitute
promising treatment targets. This follows the idea that refugees
and asylum seekers can benefit from resilience-focused
interventions, along with trauma-focused interventions (32).
The aim of this cross-sectional study was therefore to explore
the relationship between the severity of PGD in a clinical sample
of refugees and associated emotional and cognitive factors,
specifically perceived self-efficacy and emotion regulation, with
the hypothesis that they contribute to important mechanisms of
adaptation in grief.

Perceived self-efficacy refers to positive beliefs about one's
abilities to influence events that affect one's life. These beliefs may
alter personal goals, motivation, everyday functioning, resilience
to adversity, and vulnerability to distress and depression (33).
The role of self-efficacy in adaptation after both a violent (34)
and nonviolent loss of a loved one (35, 36) has been established
in nonrefugee samples. Whereas self-efficacy has been
considered a relevant variable among refugees due to its
positive association with mental health and well-being (37, 38),
its relationship to PGD remains unknown. Emotion regulation
can be defined as one's ability to monitor, assess, and modulate
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experienced emotions in order to facilitate adaptive functioning
(39). In this study, we refer to emotion regulation as
conceptualized by Gratz and Roemer and involving the
following features: awareness, understanding and acceptance of
emotions, as well as impulse control and ability to modulate
emotional responses and behaviors according to desired goals
and situational demands (39). As grief is characterized by a wide
range of strong, often negative emotions, difficulties in emotion
regulation or active avoidance of grief-related emotions might
lead to maladaptive bereavement responses (11, 40). A small
number of studies among refugees suggested that emotion
regulation mediates the relationship between trauma and
psychological symptoms (41) and that difficulties in emotion
regulation are associated with more severe symptoms of PTSD,
depression, and anxiety (42). Conversely, the relationship
between emotion regulation and PGD has not yet been
explored in refugees.

Based on this literature, we hypothesized that perceived self-
efficacy and emotion regulation would be associated with the
severity of PGD in refugees in the host country Switzerland. We
included reported PMLD and PTE in our exploration as relevant
variables among refugees and potential further associated factors.

METHODS

Participants

Participants were 88 refugees and asylum seekers receiving
psychological treatment in two outpatient clinics for victims of
torture and war in Bern and Ziirich, Switzerland. At the time of
inclusion, participants were at different stages of treatment. They
were seeking treatment for varied psychopathology. Depending
on their symptom profiles and subjective needs, treatment
delivered included trauma-specific therapy, but also
nonspecific psychotherapy, medication, and social counseling.
Participants aged 18 or older and speaking either German,
English, Turkish, Farsi, Tamil, or Arabic were included.
Exclusion criteria were inability to use the tablet-based
software used to collect data or inability to complete self-
reported questionnaires, psychotic symptoms, severe
dissociative symptoms, and acute suicidality. Based on the
inclusion criteria, 106 patients were invited to participate in
the study and were informed through a therapist and a study
team member. In total, 88 patients (87%) agreed to participate.
Reasons for rejecting were mainly: no interest and no time.

Measures
If available, validated instruments in the specific language were
used. All other instruments were translated and back-translated
by accredited translators in accordance with gold-standard
translation practices (43). Discrepancies were rectified jointly
by the research team and independent bilingual individuals who
were experienced in working with health-related questionnaires.
PGD was assessed using the Prolonged Grief Disorder-13
(PG-13) scale based on the PGD-2009 criteria proposed by

Prigerson and colleagues (10). This scale contains 13 items:
two yes-no items on duration and impairment and eleven
items assessing cognitive, behavioral, and emotional symptoms,
rated on a 5-point scale (either a frequency scale ranging from
“not at all” to “several times a day”, or an intensity scale ranging
from “not at all” to “overwhelmingly”). To assess the likelihood
of PGD diagnosis five criteria must be considered: (A) event: the
respondent has experienced the loss of a loved one; (B)
separation distress: grief-related yearning is experienced at least
daily; (C) duration: symptoms of separation distress remain at
least 6 months after the loss; (D) cognitive, emotional, and
behavioral symptoms: at least five symptoms based on items
4-11 are experienced at least “once a day” or “quite often”; (E)
impairment: the respondent must have significant impairment in
social, occupational, or other important areas of functioning. PG-
13 can be scored as a continuous variable by summing the
symptom items after excluding the two yes/no items about
duration and functional impairment (44). This total score
(range 11 to 55) was used as a severity score of PGD in the
present study. To our knowledge, there are no universally
recommended cut-off scores for clinical purposes. Internal
consistency for this scale was o = 0.88 in our sample.

Overall trauma exposure was assessed combining the Harvard
Trauma Questionnaire (HTQ) (45) and the Posttraumatic
Diagnostic Scale (46) resulting in a total of 23 items. Items
include for example: “serious accident, fire or explosion”, “being
close to death”, “imprisonment”. Potentially traumatic events
experienced by each participant were summed up to a total
count. In addition, loss-related characteristics were derived from
the items “murder of a family member or friend” and “unnatural
death of a family member or friend”.

The 17-items Post-Migration Living Difficulties Checklist (47,
48) adapted to the Swiss context (49) was used to assess PMLD.
Items include for example: “communication difficulties”,
“separation from the family”, “difficulties obtaining financial
assistance”. Each item measures the presence and importance
(0 = not a problem, to 4 = very serious problem) of post-
migration stressors in the past 12 months. In the present
study, items with a score of 2 or above (at least moderately
serious problem) were summed up to a total count of PMLD.

Emotion regulation was assessed using the 18-items short
form of the Difficulties in Emotion Regulation Scale (DERS) (39),
which has proved to maintain the psychometric properties of the
original 36-items measure (50, 51). This self-report measure
encompasses several dimensions of emotion regulation:
awareness, understanding, and acceptance of emotions, as well
as impulse-control and ability to engage in goal-directed
behaviors regardless of the emotional state. Items include for
example: “I am attentive to my feelings”, “I have difficulties
making sense out of my feelings”, “When I am upset, I have
difficulty getting my work done”, or “When I am upset, I have
difficulty controlling my behaviors”. Each item is rated on a 5-
point scale (1 = almost never, 2 = sometimes, 3 = about half the
time, 4 = most of the time, and 5 = almost always). In the original
version of the scale, three out of 18 items require reverse coding.
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However, previous experience with the scale indicated that
reverse coding might have caused language difficulties (41).
Thus, for items that were originally reverse coded, the wording
was modified to avoid misunderstanding. We computed a mean
of reported ratings ranging from 1 (“almost never”, indicating
less difficulties in emotion regulation) to 5 (“almost always”,
indicating more difficulties in emotion regulation). Internal
consistency for this scale was o = 0.88 in our sample.

Perceived self-efficacy was assessed using the General Self-
Efficacy (GSE) scale, a 10-items psychometric instrument
measuring optimistic self-beliefs to cope with a variety of
difficult demands in life (52). Items include for example: “I can
remain calm when facing difficulties because I can rely on my
coping abilities” or “I can solve most problems if I invest the
necessary effort”. Responses are given on a 4-point scale (1 = not
at all true, 2 = hardly true, 3 = moderately true, 4 = exactly true)
and summed up to a final score (range 10 to 40). The GSE has
been widely used and validated internationally, including in a
multicultural context (53). Internal consistency for this scale was
o = 0.94 in our sample.

Procedure

Data were collected between 2015 and 2016 through a computer-
based assessment tool, the Multi-adaptive Psychological
Screening Software (MAPPS) (54). In MAPPS, participants
accessed questionnaire items in their mother tongue either in a
written or auditory form, in case of illiteracy. The duration of the
assessment was approximately 60 min. If needed, participants
received assistance from a psychiatrist, a clinical psychologist or
a masters-level student of clinical psychology. Participants
received 40 CHF (approx. 40 USD) for participation.

Data Analysis

Statistical analysis was conducted using SPSS version 25. A
regression analysis was performed with PGD severity score as
dependent variable. Independent variables were defined a priori
and entered into the model in two steps: first gender, age and
length of stay in Switzerland as control variables, and then PTE
and PMLD counts, and GSE and DERS scores as further
independent variables. Pre-conditions for regression analyses
were checked in terms of normal distribution of residuals,
autocorrelation of residuals (Durbin-Watson test) and
homoscedasticity and were found to be satisfying for PGD
severity scores. Furthermore, none of the predictors showed
signs of multicollinearity.

RESULTS

Sample Characteristics

The characteristics of the sample are summarized in Table 1. The
participants were mainly married men from different countries
of origin including Turkey for the majority, but also Iran, Sri
Lanka, Iraq, Bosnia, Afghanistan. and others. They were aged 46
on average and had been in Switzerland for a mean time of 13
years. Their level of education was rather high, yet the majority

TABLE 1 | Sample characteristics (N = 88).

Sociodemographic Variables n %
Age, mean (SD) 46.8 9.6)
Gender (male) 71 80.7
Length of stay (years), mean (SD) 12.9 (7.2

Country of origin
Turkey 52 59.1
Sri Lanka 8 9.1
Iran 6 6.8
Irag 5 5.7
Afghanistan 3 3.4
Bosnia 3 3.4
Others 11 125

Marital Status
Single 16 18.2
In a relationship 7 8
Married 47 53.4
Divorced 14 15.9
Widowed 4 4.5

Education
Primary school partially attended or completed 28 31.8
High school partially attended or completed 32 36.4
Technical college 13 14.8
Bachelor's degree 8 9.1
Post graduate degree 7 8

Employment
Full time 1 12.5
Part time 19 21.6
Unemployed 36 40.9
Pensioned/homemaker 22 25

Visa Status
Asylum seeker 5 5.7
Temporary visa 8 9.1
Permanent visa 23 26.1
Residency 37 42
Citizenship 15 17

Clinical Variables
Probable PGD diagnosis 21 23.9
PGD severity score (range 11-55), mean (SD) 34.8 9.0
PTE count, mean (SD) 12.8 (4.1)
PMLD count, mean (SD) 8.87 4.1)
DERS score (range 1-5), mean (SD) 3.17 0.6)
GSE score (range 10-40), mean (SD) 23.5 6.6)

PGD, prolonged grief disorder; PTE, potentially traumatic events; PMLD, post-migration
living difficulties; DERS, difficulties in emotion regulation scale; GSE, general self-efficacy.

was either unemployed or pensioned. The majority had a secure
visa status.

Reported trauma exposure was high, with participants
reporting having experienced an average of 13 PTE. The most
commonly reported PTE included “torture” (n = 80, 91%),
“nonsexual assault by a stranger” (n = 69, 78%) and “combat
situation” (n = 68, 77%). Importantly, sudden or violent
interpersonal loss was very common. In fact, while “murder of
a family member or friend” was reported by 83% (n = 73) and
“unnatural death of a family member or friend” by 69% (n = 61)
of the participants, 97% (n = 85) reported at least one of the two.

The number of reported PMLD per participant was high, with
a mean of nine living difficulties considered at least as a
moderately serious problem. The most commonly reported
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PMLD included “worry about family back home” (n = 75, 85%),
“loneliness, boredom or isolation” (n = 69, 78%) and “being
unable to return to your country in case of emergency” (n
68, 77%).

Almost a quarter of the participants met the criteria for
probable PGD (n = 21, 24%). The overall severity of PGD was
intermediate, with a mean PG-13 score of 34.8 (SD = 9.0) (range
11 to 55).

Participants showed intermediate levels of emotion
regulation, reporting difficulties on average about half the time,
with a mean DERS score of 3.2 (SD = 0.6) (range 1 to 5). They
showed rather low to intermediate perceived self-efficacy, with a
GSE mean score of 23.5 (SD = 6.7) (range 10 to 40).

Regression Analysis

The results of the regression analysis for severity of PGD
adjusted for age, gender, length of stay, number of PTE,
number of PMLD, emotion regulation, and self-efficacy are
shown in Table 2. The final model proved to be significant
(p < 0.001) and accounted for 27% of the variance. Greater PGD
severity was significantly associated with both a higher DERS
score and a lower GSE score. In other words, greater difficulties
in emotion regulation and lower perceived self-efficacy were
predictive of greater PGD severity in the regression analysis.
The other factors entered in this model did not emerge as
significant predictors of PGD severity.

DISCUSSION
Primary Findings

This study examined the relationship between PGD severity and
potential associated factors (emotion regulation, perceived self-
efficacy, PMLD, PTE) in a clinical sample of refugees. The
primary finding of our study was that difficulties in emotion
regulation and lower perceived self-efficacy were associated with
greater severity of PGD. In contrast, PTE and PMLD counts did
not emerge as significant associated factors, supporting the idea

that PGD severity is independent of overall trauma exposure and
difficulties arising after arrival in a host country.

PGD and Emotion Regulation
As PGD is by definition accompanied by intense emotional pain
(e.g. sadness, guilt, anger, denial, and blame), it is not surprising
that the ability to regulate emotions relates to symptom severity
of PGD. In fact, previous models proposed to explain PGD
symptoms have integrated emotion regulation as a main
feature, along with attachment style, beliefs and appraisals,
autobiographical memory, and self-identity (55-58). For
instance, in Boelen and colleagues' cognitive behavioral model
(56), maladaptive emotion regulation strategies defined by
anxious and depressive avoidance are considered maintaining
core factors of PGD symptoms. In other words, for individuals
suffering from PGD, the internal emotional experience related to
the loss (thoughts, feelings, memories) is perceived as so
intolerable that they will rather avoid the reminders of the
death and adopt behavioral patterns of inactivity or
withdrawal. Similarly, in Maccallum and Bryant's cognitive
attachment model (58), PGD symptoms are maintained by
inflexible use of emotion regulation strategies avoiding the
reality of the loss, the changed identity, and the new life situation.

Following these models, the participants in our study who
showed more difficulties in understanding and accepting their
emotions, as well as more difficulties modulating their emotional
response and behaviors, also showed higher severity of PGD. Yet,
the positive pendant of these findings is worth raising:
participants with better understanding and acceptance of
emotions and better modulation of emotion responses showed
lower severity of PGD. Following this idea, there is reason to
believe that an intervention based on awareness, observation,
and nonjudgmental acceptance of emotional arousal may benefit
both emotion regulation and executive control, and alleviate
symptoms of grief, anxiety, and depression among bereaved
individuals (59).

Although evidence about emotion regulation and PGD is
limited, our findings are in line with a previous study suggesting
an association between both positive and negative emotion

TABLE 2 | Summary of multiple regression analysis (N = 88).

Outcome variable Step Independent variable B SE Beta t P F P R2 adj. R2
PGD Severity 1 1.18 0.323 0.04 0.006
Age 0.04 0.12 0.41 0.32 0.748
Gender -4.06 2.46 -0.18 -1.65 0.102
Length of stay 0.05 0.16 0.04 0.32 0.751
2 5.65 <0.001 0.33 0.272
Age 0.20 0.1 0.21 1.86 0.067
Gender -2.68 2.23 -0.12 -1.20 0.232
Length of stay -0.11 0.15 -0.08 -0.72 0.477
PTE count -0.07 0.22 -0.03 -0.33 0.741
PMLD count 0.24 0.22 0.11 1.10 0.273
DERS score 5.28 1.49 0.35 3.53 0.001
GSE score -0.45 0.13 -0.33 -3.47 0.001

PGD, prolonged grief disorder; PTE, potentially traumatic events; PMLD, post-migration living difficulties; DERS, difficulties in emotion regulation scale; GSE, general self-efficacy.
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regulation strategies, and symptoms levels of PGD, depression,
and PTSD in people confronted with the death of a loved one, as
well as in relatives of a long-term missing person (60).
Furthermore, our findings call attention to emotion regulation
as a relevant factor among refugees affected by PGD.

PGD and Self-Efficacy

The association found between self-efficacy and PGD severity in
our study is consistent with previous research suggesting the role
of self-efficacy in adaptation after the loss of a loved one. In a
study on bereavement coping among widows, self-efficacy was
found to be an important predictor of emotional distress, as well
as of psychological, spiritual, and physical well-being in the year
following the loss of a husband (36). In another study examining
successful long-term adaptation to conjugal bereavement,
bereaved individuals who expressed self-efficacy had lower
levels of grief over time than those who did not. Importantly,
the relationship between grief symptoms and the individuals'
positive evaluation of their abilities was independent of the
evaluation of their actual actions or personal characteristics
(61). In the context of bereavement following mass violence,
some authors found that severity of persistent grief was predicted
by posttraumatic stress symptoms through reduced self-efficacy
and disrupted world views, illustrating a relationship between
PGD, traumatic stress and self-efficacy (62). Considering the
evidence about the role of perceived self-efficacy in recovery from
a wide range of traumatic experiences (63-65), self-efficacy
might be particularly important in traumatized refugees.

PGD and Trauma Exposure

Consistent with other studies on PGD after war and
displacement, the number of experienced PTE was not
associated with PGD severity (21-23). However, slightly
different findings were reported in a large population-based
study among refugees in Australia, which found that the
likelihood of PGD diagnosis was heightened as PTE exposure
increased (20).

As in the nonrefugee population, the loss of a loved one by
traumatic death clearly appears to be a major risk factor for
developing PGD in refugees and conflicts affected populations (5,
18-20, 25, 26). In fact, the majority of the participants in our
sample had experienced the murder or unnatural death of a close
one. It is important to acknowledge that refugees are almost per
definition exposed to repeated violence and PTE. Yet, when
exploring trauma and grief in this group, it might be worth
distinguishing the traumatic experience linked to the violent
nature of the loss, which clearly seems to influence PGD, from
the overall traumatic experiences, which may not. In other
words, it is more likely to be the type of trauma that increases
the risk of PGD (e.g. “witnessing the death of a loved one”),
rather than the number of traumas experienced. Trauma
checklists (such as the one used in this study) measure the
diversity of trauma experiences. When creating a count variable,
each trauma type is then equally weighted (i.e., “witnessing the
murder of a loved one” is weighted the same as “lack of shelter”).

This probably reduces the likelihood of finding a dose-response
relationship between PTE exposure and PGD.

PGD and Post-Migration Living Difficulties
Despite the preliminary evidence for the causal role of PMLD
with regard to mental health in refugees and asylum seekers (49,
66-68) and despite the high amount of reported PMLD in our
sample, no association was found between the number of PMLD
and PGD severity. However, evidence regarding PMLD and PGD
is scarce.

According to previous studies, some specific PMLD such as
adaptation difficulties, experiencing discrimination and being in
receipt of government benefits, might be related to PGD
diagnosis, yet there seems to be no significant relationship with
the total number of PMLD (20, 26). Similarly, a study among
asylum seekers in Germany showed that permanent visa status
was associated with less severe PGD symptoms (23), yet the
relationship between other PMLD and PGD was not explored.
Finally, one study among West Papua refugees displaced in
Papua New Guinea suggested an increased vulnerability for
PGD due to stressful living conditions including food and
water shortage, geographical isolation, and lack of services, as
well as fear of hostile incursion from across the nearby border.
This last example reminds us that PMLD may vary a lot from one
host country to another, depending on the social, political, and
economic context. For instance, the majority of refugees in our
sample had a secure visa status and were a priori concerned by
loneliness and boredom or by the situation in their country of
origin and for their family rather than by fear for their immediate
safety or vital needs.

Thoughts on the Prevalence of PGD
Our study further revealed that nearly one out of four
participants fulfilled the diagnostic criteria for PGD. Although
the time elapsed since their loss was unknown, it is likely that
they had been experiencing grief-related symptoms for several
years, as the participants in our sample had been in Switzerland
for a mean of 13 years. This finding is important for clinical
practice as it highlights that special attention should be paid to
grief-related symptoms in refugees seeking psychological
treatment, even several years after arrival in their host country.
Compared to the current literature, the prevalence of PGD in
our sample appeared to be rather low. Nevertheless, the limited
number of studies on PGD among refugees and the
heterogeneity of PGD assessment make it difficult to compare
results. For example, a systematic review among adult refugees
exposed to bereavement and trauma reported a prevalence of
PGD of 33.2% (range 15-54) (14). Yet, only four highly
heterogeneous studies were included in the meta-analysis on
prevalence, indicating that these results should be interpreted
with caution. This issue was also highlighted in a review of 24
studies that assessed grief disorder in refugees and post-conflict
samples (15). The authors reported highly diverse rates of PGD
depending on the standard measures employed, with an average
of 32% (range 8-69) of participants scoring in the disordered or
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severe range. Furthermore, they reported that studies using
culturally adapted assessment approaches revealed significant
levels of culturally specific symptoms and even higher rates of
disordered grief (range 31-76%).

As participants in our sample came from several countries of
origin, it was not possible to adapt our PGD measure to each
specific cultural background. This bias may have lowered our
prevalence rate. Moreover, the PG-13 scale used in our study
does not allow for clinical judgement regarding the expected
social, cultural or religious norms in an individual's context. A
caveat stating that the grief-related symptoms must clearly
exceed sociocultural norms has recently been added to the
ICD-11 criteria, which otherwise share the core features of the
PGD-2009 criteria (6).

Previous studies using the PG-13 scale among refugees and
conflict-affected populations have reported rates of PGD ranging
from 8 to 34.6% (19, 23, 69-71). Again, a comparison is difficult
as respective study samples differ substantially from ours in
terms of age, gender, or setting.

Further Findings

Interestingly, the majority of the participants in our sample were
male. This is in contrast with most studies on PGD in adults and
in particular those on the validation of the criteria for PGD,
which include a high proportion of female (10, 72). As expected,
based on previous studies in refugees and conflict survivors (19,
23), PGD severity was independent from gender in our model.
Yet considering that the female might be at higher risk for PGD
following violent loss (73), the high amount of male in our
sample might have lowered the prevalence of probable PGD
diagnosis. Furthermore, gender-specific processes or social
norms might influence the way that individuals express grief
symptoms (74, 75). These aspects need further exploration.

Clinical Implications

Considering the high prevalence of PGD among refugees and its
association with psychological comorbidity and functional
impairment (20, 71), early detection and adequate treatment
are essential. Left untreated, individuals suffering from PGD
might remain with high levels not only of psychological (20, 76),
but also of physical distress (69, 70, 73), as well as with an
increased risk of suicide (70, 73, 77).

As psychological impairment may severely compromise the
already challenging process of social integration in a host
country, including language proficiency and financial
independence (49), untreated PGD might represent not only
an individual inconvenience but also an economic burden for
host societies. A recent large population study, however, found
that almost half of the refugees with probable PGD had not
received psychological assistance (20). Explanations proposed by
the authors were not only often-low help seeking among people
with PGD and avoidance of confrontation to grief-related
emotions, but also low mental health care utilization by
refugees possibly due to stigma or lack of knowledge about
referral opportunities. In the Swiss context, socio-cultural and
structural barriers to accessing mental health care by refugees
and asylum-seekers may include language difficulties, problems

related to medical or authority gatekeepers, lack of resources,
lack of awareness about health, fear of stigma, and mismatch
between the local health system and perceived needs of refugees
and asylum seekers (78). Over and above addressing these
barriers to psychological assessment and treatment in general,
our findings underline the importance of independent grief
assessment, which is often not included in screening
instruments for refugees (79, 80). Despite the confounding
effect of experiencing both traumatic events and interpersonal
loss, refugees and conflict-affected populations seem to present
distinctive symptom profiles of PGD and/or PTSD (18, 21, 26).

Another implication of our findings is that they highlight
potential directions for treatment interventions. Current effective
treatment of PGD relies on Cognitive Behavioral Therapy (CBT),
along with exposure techniques (4, 81-83). Such techniques rely
on the hypothesis that directing patients to access their
emotional memories can reduce avoidance of key-memories of
the deceased and facilitate adaptation by restructuring core
cognitions that may complicate grief response (4). Though
interventions are available, knowledge about underlying factors
predicting treatment response is limited (84). Moreover, these
interventions have not been tested among refugees.

Given the finding that difficulties in emotion regulation and
lower perceived self-efficacy are associated with greater PGD
severity, it may be useful to apply techniques focusing on
improving emotion regulation and perceived self-efficacy in the
treatment of PGD. Such approaches have already been examined
in the treatment of trauma-related disorders. For example, the
Skills Training in Affective and Interpersonal Regulation
(STAIR) Narrative Therapy, an intervention focusing on
emotion regulation and interpersonal skills to promote
resilience, has shown promising results in alleviating trauma-
related distress and improving emotional and social impairments
among trauma survivors (85). Similarly, refugee torture survivors
showed greater distress tolerance on trauma reminders after
receiving an intervention aiming to enhance perceived self-
efficacy (38). The potential effects of such interventions on
PGD in refugees should be targeted by future studies.

Limitations

This study has several limitations. First, the relatively small
sample size may have reduced the statistical power of the
analysis. Second, the use of self-report measures may have led
to several biases (e.g. interpretation of the question, introspective
ability, honesty of response), whereas standardized clinical
interviews could have strengthened our results. Third, as
participants came from various cultural backgrounds, it was
not possible to use measures validated among all cultural
groups. In particular, it was not possible to use a culturally
adapted approach when assessing PGD. Fourth, the cross-
sectional design of the study prevents establishing any causality
between perceived self-efficacy, emotion regulation and PGD.
Fifth, information on loss-related characteristics was sparse,
which limits the interpretation of the findings. Sixth, due to
the clinical nature of our sample, interference of our findings
with psychotherapeutic and pharmacological treatment cannot
be ruled out. Moreover, as our findings were based on refugees in
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psychological treatment, they may not be extendable to the
general refugee population.

CONCLUSIONS

This study is one of the very few investigating PGD among
refugees residing in western countries. Our findings highlight the
relationship between both emotion regulation and perceived self-
efficacy and the severity of PGD among refugees receiving
psychological treatment in Switzerland. We consider the
concepts of perceived self-efficacy and emotion regulation
particularly relevant for clinical practice as they relate to
subsequent behaviors and may constitute key targets for
treatment intervention. Enhancing perceived self-efficacy and
emotion regulation may be useful to improve treatment response
of PGD in treatment-seeking refugees. Such intervention effects
should be examined in future studies.
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Background: Web-based interventions have been introduced as novel and effective
treatments for mental disorders and, in recent years, specifically for the bereaved.
However, a systematic summary of the effectiveness of online interventions for people
experiencing bereavement is still missing.

Objective: A systematic literature search was conducted by four reviewers who reviewed and
meta-analytically summarized the evidence for web-based interventions for bereaved people.

Methods: Systematic searches (PubMed, Web of Science, Psycinfo, PsycArticles,
Medline, and CINAHL) resulted in seven randomized controlled trials (N = 1,257) that
addressed adults having experienced bereavement using internet-based interventions.
We used random effects models to summarize treatment effects for between-group
comparisons (treatment vs. control at post) and stability over time (post vs. follow-up).

Results: All web-based interventions were based on cognitive behavioral therapy (CBT).
In comparison with control groups, the interventions showed moderate (g = .54) to large
effects (g = .86) for symptoms of grief and posttraumatic stress disorder (PTSD),
respectively. The effect for depression was small (g = .44). All effects were stable over
time. A higher number of treatment sessions achieved higher effects for grief symptoms
and more individual feedback increased effects for depression. Other moderators (i.e.
dropout rate, time since loss, exposure) did not significantly reduce moderate degrees of
heterogeneity between the studies.

Limitations: The number of includable studies was low in this review resulting to lower
power for moderator analyses in particular.

Conclusions: Overall, the results of web-based bereavement interventions are promising,
and its low-threshold approach might reduce barriers to bereavement care. Nonetheless,
future research should further examine potential moderators and specific treatment
components (e.g. exposure, feedback) and compare interventions with active controls.

Keywords: grief, bereavement, depression, post-traumatic stress disorder, Internet, e-health, intervention, psychotherapy
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INTRODUCTION

Grief after the loss of a significant person is a natural process, and
most people adapt their grief gradually to their life after the death of
a loved one. However, some people experience difficulties adjusting
their grief over time. These difficulties can include separation
distress, avoidance behavior, yearning for the deceased or a lack
of acceptance of the loss (1). The fifth edition of the Diagnostic and
Statistical Manual of Mental Disorders [DSM-5; (2)] included the
diagnostic criteria of the Persistent Complex Bereavement Disorder
(PCBD) as diagnosis requiring further research, and the 11th
edition of the International Classification of Diseases [ICD-11;
(3)] included the clinical diagnosis Prolonged Grief disorder
(PGD). The main difference between these two criteria sets
concerns the time criterion. The PCBD criteria require a
functional impairment for at least 12 months after the loss of a
significant person, while the PGD criteria require only 6 months of
functional impairment. Boelen and Lenferink (4) analyzed in their
study four additional existing criteria sets for pathological forms of
grief and compared the six diagnostic criteria regarding symptom
combination, prevalence, and dimensions. The results of their
study indicate a variation in dimensions and symptom
combinations and prevalence rates ranging from 10 to 20%.
They conclude that the existing criteria sets do not identify the
same diagnostic symptom cluster. Similar findings were found in a
German treatment-seeking sample (5), showing larger prevalence
rates for PGD (69%) compared to PCBD (48%). Studies have
shown that pathological grief differs from other disorders such as
depression and PTSD and described a distinct diagnosis (4).
Nonetheless, there are important associations with depressive
symptoms (e.g., feelings of meaninglessness and worthlessness) as
well as posttraumatic stress symptoms [e.g., distressful
remembrance of the traumatic death of a loved one; (6)].

Today the research on PGD implies not only that there is a
strong need for sound and valid diagnostic criteria; there is also a
great need for research for treatment strategies for the bereaved.

Previous meta-analyses and systematic reviews of the treatment
effects of face-to-face grief interventions have shown inconsistent
results (7-11). For example, whereas it was shown that preventive
interventions (i.e. to prevent a worsening of normal grief processes)
were largely ineffective [d = 0.03-0.16; (11, 12)], interventions that
were specifically aimed at prolonged grief symptoms have yielded
better treatment effects [d = 0.53; (11); see also (10, 12-14)]. The
most recent meta-analysis analyzed 31 randomized controlled
studies (8). The authors found small but significant effects for
psychological interventions for grief symptoms at post-
intervention (Hedge's g = 0.40). These effects could be
maintained at follow-up. In addition to these reviews, treatment
approaches that were based on cognitive-behavioral components
yielded good treatment efficacy (15-18).

Irrespective of the clinical evidence, manualized interventions
are still not routinely used in outpatient care, nor are they easily
available to clients who suffer from PGD or belong to a high-risk
group. Currently, therapists specializing in the treatment of PGD
are still rare. The number of bereaved people seeking
psychological treatment is relatively low, too. For example,

Currow et al. (19) examined the nature of bereavement help-
seeking following an expected death in a population-based
survey (N = 6,034) in Australia, and only 1.5% reached out for
help from a doctor or nurse; 2.2% contacted a grief counsellor,
and 1.9% contacted a spiritual advisor. Another cross-sectional
survey of young adults bereaved by suicide and other sudden
deaths (N = 3,432) in the United Kingdom found that only 13%
of the participants had received formal support from health
professionals. The most common barriers to utilizing
professional mental health support are the worry that it might
be too painful to speak about the grief experience (20), the belief
that it is too difficult to find help (21), or a fear of stigmatization,
specifically for those bereaved by suicide (22).

In the past years, accumulating research has shown that
internet-based interventions—particularly cognitive behavioral
interventions—can be beneficial for most common mental health
disorders, with treatment effects comparable to those of face-to-
face treatments (23). Further, studies have shown that internet-
based interventions for posttraumatic stress disorder (24, 25)
yield medium to large treatment effects compared with a waitlist
control group. The interventions are usually delivered in
different forms, ranging from self-help treatments without a
therapist's guidance to mainly text-based interventions with
high therapist involvement (26-31). Web-based bereavement
care has a number of advantages which can overcome typical
obstacles to receiving support. For example, online interventions
offer geographic independence and a widespread dissemination
of treatments. In addition, they provide a user-friendly and
flexible approach that is more responsive to the reality of most
people living in today's digitalized societies. Finally, there is web-
based support that can be relatively anonymous (e.g., self-help
apps or text-based programs) and can help bereaved patients
overcome their initial shame or perceived feelings of stigma and
might encourage them to confront themselves with feelings of
guilt or disclosure of painful feelings.

In sum, there is growing evidence that psychological
interventions have a positive effect on pathological grief
symptoms, and there is also research showing the efficacy of
internet-based interventions for mental disorders such as anxiety
and affective disorders for a variety of populations. Considering that
only a minority of bereaved people actively seek traditional forms of
support [e.g., (19, 32)], an additional digital dissemination of
evidence-based bereavement care might reach even more
mourners. With the growing interest of psychotherapy research
for e-mental-health interventions, a review of web-based
interventions for the bereaved is still missing,

The aim of this systematic review and meta-analysis is to
investigate the effectiveness of web-based bereavement
interventions compared with control groups in reducing
symptoms of grief in adults. Further, we examine the effects of
these interventions on PTSD or depression. Due to the fact that
existing research has been based on different diagnostic criteria
sets, this review does not limit its scope to ICD-11 defined PGD
but also includes the other existing criteria sets of disturbed grief
symptoms (4) that were, for example, defined as “complicated
grief disorder” (33) or “prolonged grief disorder” (1).
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METHODS

The Preferred Reporting Items for Systematic Reviews and Meta-
Analyses statement (Supplementary Table 1; 34) was used as a
guide for the literature search and reporting of results.

In PICOS terms (35), the current review addressed adults
(=18 years) who have experienced all types of losses of a
significant person (Population). The main focus was the use of
a web-based psychological treatment (Intervention) which was
compared to a control group of any kind (Comparator). We
focused on the results of measurements assessing grief symptoms
as defined by the original study authors (Outcomes). Here grief
did not necessarily have to be determined as the primary
outcome in the original study, but the intervention should be
aimed at grief. In addition, we examined PTSD and depression as
outcome measurements. We included only randomized-
controlled trials (Study design).

Identification, Selection of Studies, and
Data Extraction

We included all studies according to the following criteria: (a)
publication in a peer-reviewed journal; (b) presence of a
randomized controlled design; (c) use of an internet-based
intervention; (d) participants lost someone through death (i.e.
bereaved individuals); and (e) assessment of prolonged grief
symptoms using (f) validated grief measurements. The
following exclusion criteria were also applied: (a) presentation
of secondary data only; and (b) investigation of a heterogeneous
sample (e.g. individuals suffering from traumas other than loss)
without presenting results for bereaved individuals separately.

The following databases were used for the literature search:
PubMed, Web of Science, PsycInfo/PsycArticles, Medline, and
CINAHL. The search included the terms [(“grief” OR
“mourning” OR “bereaved” OR “bereavement” OR “death”)
AND (“online” OR “internet” OR “computer” OR “web”) AND
(“intervention” OR “therapy” OR “self-help” OR “treatment” OR
“program” OR “expressive writing”) AND (“randomized” OR
“randomized” OR “controlled”)]. We searched the titles and
abstracts of relevant articles that were written in English and
were published between 1990 and January 17, 2020. In addition,
we screened the reference lists of previous reviews and meta-
analyses dealing with the issue of internet-based interventions
and bereavement/trauma for relevant articles.

Four authors (BW, UM, LH, NR) extracted the following
variables: author(s), publication year, title, country, time points
of assessment, conditions, outcomes measures, sample size,
characteristics of participants and interventions, type of
analysis, means and standard deviations of outcome measures
(i.e. PGD, depression, PTSD), and characteristics of dropouts.

The quality of the included studies was evaluated according to
the list of Van Tulder et al. (36), which was based on
recommendations by the Cochrane Collaboration Back Review
Group (rating scale: yes, no, or unclear) and which the authors
applied for their review on internet-based interventions. We
eliminated one item because it was not suitable for this review
and would have biased the results. The methodological quality of
a study was rated good if it achieved a total yes-score > 8 (i.e. met

at least two thirds of the criteria). The rating was implemented
independently by two of the authors (NR, BW) and was
discussed in the case of dissent.

Effect Size Calculation

The meta-analytical summary of the effect sizes was done using
RStudio 1.1.456 (37) and the metafor package (38) for two
comparisons: (1) a between-group (treatment versus control
group) at the post assessment, and (2) a within-group design to
estimate the stability of the effects of the treatment from post to
follow-up assessments. When studies reported several follow-
up assessments, we took the one that was closer to the mean
time interval. The mean differences between the means of the
symptom levels were determined using the results of the studies'
intention to treat (ITT) or per protocol (PP) data if ITT were
not available. Hedge's g was used as the standardized effect size
(ES) to correct for sample size differences (39) and was classified
as small (g < 0.50), moderate (0.50 < ¢ <0.80), or large (¢ > 0.80)
(40). Multiple assessments of the same outcome were combined
to control for dependencies within the data. Heterogeneity (i.e.
variation in ESs between the studies) using the Q-statistic and
the 12 index, which indicates low (25%), moderate (50%), or
high (75%) levels (41). In cases of at least moderate
heterogeneity, we conducted separate meta-regressions to
identify potential sources of this heterogeneity (42). The
following moderators were considered relevant to explain
potential differences in intervention characteristics: (a)
dropout rate in the treatment and control group, (b) time
since loss in months and number of treatment sessions, (c)
the extent of personal therapeutic feedback during treatment
(no feedback = 0, informative feedback = 1, personal
therapeutic feedback = 2), and (d) the use of exposure,
cognitive reappraisal, or behavioral activation within the
treatment (each: not applied = 0, applied = 1). All analyses
used random-effects models that allowed the amount of residual
heterogeneity to be different in each study. A power analysis for
random effects models (42) revealed that 6 studies are needed to
achieve a power of.84 expecting a moderate mean ES of Hedge's
g = 0.50 for grief in studies with at least 20 participants per
group and moderate heterogeneity (11, 24).

RESULTS

Figure 1 shows the selection process. Seven studies were
included in this review.

Study Characteristics and Methodological
Quality

The study characteristics are presented in Table 1. One study
(43) provided two between-group comparisons because the
authors compared two conditions with each other (exposure
vs. behavioral activation) and against a control group. The
studies of Wagner (18) and Wagner and Maercker (44) were
based on the same trial but focused on different time points:
posttreatment symptoms versus follow-up. Consequently, there
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FIGURE 1 | Study flow diagram, showing the results of the literature search for this current review.

were seven studies based on six trials yielding seven comparisons
at post and follow-up for grief.

All studies assessed PGD, depression, and PTSD symptoms in
response to the loss (see Table 1 for the according measurements).

The methodological quality of the included studies varied, with
no study meeting all 12 criteria (see Table 2). Four studies (50%;
43, 45-47) were rated as having good methodological quality.

Six studies (18, 43, 45-48) reported results from ITT analyses.
One study (48) applied linear mixed models using REML, two
studies applied multilevel analyses (43, 47), and three studies used
the last observation carried forward approach to handle missing
data (18, 45, 46). To calculate the ES for our review, we referred to
the corresponding sample sizes per protocol (PP) except for
Kersting et al. (45), who reported means from ITT data, and
Wagner et al. (18), who reported means for completers only.

Samples

The studies included a total of N = 1,257 randomized
participants from the general population. Table 3 presents the
sample's characteristics. Women comprised between 68 and
100% of the samples. The average age of the total sample was
41.7 years. Overall, participants tended to be well-educated (i.e.,
college and university degrees), with five studies indicating that
the education level of most of their participants was high.

Two of the included studies addressed only mothers (46) and
parents (45), respectively, who had lost a child during pregnancy,
whereas one study (48) included only people who had
experienced the expected natural death of someone. The causes
of death in the remaining studies were (unexpected) natural
death, stillbirth, sudden infant death, or death by accident,
suicide, or homicide. Time since loss ranged from 8.38 to 55.2
months, with a mean of 26.7 months, indicating great variability
for this variable.

All studies used measurements that explicitly addressed
symptoms that were labeled as “complicated” or “prolonged”
grief or grief disorder [see (4) for a comparison of different
criteria sets for PGD]. As Table 1 displays, only two studies
did not apply a cut-off score to indicate higher levels of PGD
(46, 47).

Characteristics of the Interventions

Table 4 provides an overview of the characteristics of the
different intervention programs. Three studies included
minimal therapeutic support, such as explanations regarding
homework and minor logistical help (43, 47, 48). Four studies
involved individualized feedback after most treatment modules
(18, 44-46). Further, five studies used structured writing
assignments (18, 44-47) based on the Pennebaker paradigm
(62). All of the included studies used an approach based on
cognitive behavioral therapy (CBT).

Regarding the content of the programs, six studies used a
manual and included an exposure module (18, 43-47), five
studies involved cognitive reappraisal (including integration
and restoration, also called social sharing) (18, 44-47), and two
studies used behavioral activation modules (43, 48). Five studies
were based on an adjusted protocol for the treatment of
posttraumatic stress disorder through the internet by Lange
et al. (63).

Dropouts
We defined dropouts as all participants who completed pre-
assessments but did not complete the treatment (or waitlist
period). The rates of dropouts (Table 1) ranged from 10.3 (18)
to 58.8% (43).

All included studies provided some information about the
characteristics of dropouts, except for Wagner et al. (18).
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TABLE 1 | Study characteristics.

Study Eisma et al. Kersting et al. (46) Kersting et al. (45)  Litz et al. (48) van der Wagner et al. (18) Wagner and Maercker
(43) Houwen (44)?
et al. (47)
Condition 1. Exposure 1. Treatment 1. Treatment 1. Treatment 1. Treatment 1. Treatment 1. Treatment
(EX)
2. Behavioral 2. WL control 2. WL control 2. WL control 2. WL control 2. WL control 2. WL control
activation (BA)
3. WL control
Outcome Prolonged grief  Prolonged grief Prolonged grief (score > Prolonged Prolonged Prolonged grief Prolonged grief
(ICG-R > 25), symptoms, 36 on separation and grief (PG-13 >  grief (predetermined cut-off (predetermined cut-off
posttraumatic posttraumatic traumatic distress), 23), symptoms, scores): failure to adapt,  scores): failure to adapt,
stress, anxiety,  stress, depression, Posttraumatic stress, depression, depression, Intrusion, avoidance, Intrusion, avoidance,
grief, depressive  somatization, depression, anxiety, posttraumatic  positive depression, anxiety, depression, anxiety,
rumination anxiety, general general mental health stress, anxiety mood, general mental, physical  general mental, physical
mental health emotional health health
loneliness
Measurement
Grief ICG-R ICG ICG PG-13 9 items 5 items from the revised 5 items from the revised
based on the  symptom list for symptom list for
criteria for complicated grief © complicated grief @
complicated
grief ®
PTSD PSS IES IES-R PCL-b - IES-I/ IES-A IES-I/ IES-A
Depression HADS BSI BSI BSI CED-D BSI BSI
Sessions / 6/6-8 10/5 10/5 18/6 5/5 10/5 10/5
duration®
Assessment  Pre, Post, FU Pre, Post, FU (3)°  Pre, Post, FU( 3, 12)° Pre, Post, FU  Pre, Post, FU  Pre, Post, FU (3)° FU (18)°
©° (1.5,3° ©°
Sample size
- Treatment EX:18/15/12 48/33/29 115/99/ 85, 45 43/32/31, 460/201/ 29/26/25 29/26/22
(Rand/Post/ BA:17/11/ 31 190
FU) Ihl
- WL-control 12/10/10 35/26 113 /100 44 /42 /35, 297/254/ 26/ 25 26/ 25
(Rand/Post/ 35 217
FU)
Dropout 33.3% (EX), 26.7% : 21.2% 13.9% : 11.5% 22.0% :2.3% 52.0% : 10.3% : 3.8% 15.4%'
rates 58.8% (BA) : 14.5%
(treatment : 16.7%
control)

GP, general population; CBT, cognitive behavioral therapy; WL control, waitlist control; Rand, randomized; Post, post treatment; FU, completed follow-up assessment; EX, exposure; BA,
behavioral activation; Pre, pre treatment; ICG, Inventory of Complicated Grief [ICG-R; (49); ICG; (50)]; PG-13, Prolonged Grief Scale (1); PSS, PTSD Symptom Scale (51); IES, Impact of
Event Scale; IES-1,Intrusion; IES-A, Avoidance [IES; (52); IES-R; (53)]; PCL-C, PTSD Checkiist - civilian version (54); HADS, Hospital Anxiety and Depression Scale (55); BSI, Brief Symptom
Inventory (56); BDI-Il, Beck Depression Inventory-Il (57); CES-D, Center for Epidemiological Studies-Depression Scale (58).

a1.5-year follow-up data based on the study by Wagner et al. (18). "proposed for DSM-V. ¢(59): trouble sleeping, feeling worthless, an altered sense of future, and feeling lonely or empty.
9number of sessions / duration in weeks. %in months after the post assessment. 'based on participants who dropped out from the pre treatment in the studly by Wagner et al. (18) to the
18-month follow-up in Wagner and Maercker (44).

Effect Sizes
The results for the between-group comparisons are displayed in
Figure 2. The overall effect on grief symptoms was moderate and
significant with moderate to high heterogeneity between the
studies. The ESs for PTSD' and depression were almost
moderate (depression) to large (PTSD) and statistically
significant with low (PTSD) and high (depression) heterogeneity.
All effects remained stable from post-assessment to follow-up
(3 months) with low (depression) to moderate (grief, PTSD)
heterogeneity between the studies: (a) grief: k = 7, Hedge's
g = 0.17, 95% CI [-0.03, 0.36], p = .094, P = 34.1%, Q

Eisma et al. (43) reported no significant differences between
completers and dropouts on any of the assessed variables
(demographic, loss-related, symptom, and rumination). In
the study by Kersting et al. (46), time since loss was
significantly longer for dropouts. By contrast, time since loss
was shorter for Kersting et al.'s (45) dropouts, who were also
younger and lost their child significantly earlier in pregnancy
(the study investigated pregnancy loss). Litz et al. (48)
reported that their dropouts received more average weekly
emails from the therapist during the program and that they
were more often employed full-time than completers.
Dropouts differed on several variables in the study by van
der Houwen et al. (47): They were younger, had lower levels of
education, experienced more grief and were more likely to be
in the treatment condition.

"Wagner et al. (18) report ESs for two IES subscales (i.e. Intrusion and
Avoidance), which were combined into one ES for PTSD symptoms on the
basis of a correlation of r = .59 (42, 53).
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TABLE 2 | Methodological quality of included studies.

Study Eisma Kersting Kersting Litz van der Wagner Wagner and

etal. (43) etal (46) et al. (45) etal. Houwen et al. etal. (18) Maercker (44)*
(48) @7

Were the eligibility criteria specified? Yes Yes Yes Yes Yes Yes Yes

Was the method of randomization described? Yes Yes Yes No No No No

Was the random allocation concealed?® Unclear Unclear Unclear Unclear  Unclear Unclear Unclear

Were the groups similar at baseline regarding important prognostic No Yes No No Yes Yes Yes

indicators?

Were both the index and the control interventions explicitly Yes Yes Yes Yes Yes Yes Yes

described?

Was the outcome assessor blinded to the interventions? Unclear Unclear No Unclear  Unclear Unclear Unclear

Was the dropout rate described, and were the characteristics of the ~ Yes Yes Yes Yes Yes No Yes

dropouts compared with the completers of the study?

Was a long-term follow-up measurement performed?® No No Yes No Yes No Yes

Was the timing of the outcome measurements in both groups Yes Yes Yes No Yes Yes No?

comparable?

Was the sample size for each group described by means of a power Yes Yes No No No No No

calculation?

Did the analysis include an intention-to-treat analysis? Yes Yes Yes Yes Yes Yes No

Were the point estimates and measures of variability presented for Yes® Yes Yes Yes Yes Yes Yes

the primary outcome measures?

Total number of criteria fulfilled 8 9 8 5 8 6 6

CG, control group; FU, follow-up.

a1.5-year follow-up data based on the study by Wagner et al. (18). ®“Was the assignment generated by an independent person not responsible for determining the eligibility of the
patients?” “outcomes measured > 6 months after randomization. °No control group at follow-up. ®Available as a supplement.

(6) = 7.69, p = .261, (b) PTSD: k = 6, Hedge's g = 0.17, 95% CI
[-0.06, 0.40], p = .154, I = 27.1%, Q(5) = 5.85, p = .321, and (c)
depression: k = 7, Hedge's g = 0.07, 95% CI [-0.07, 0.20], p = .324,
P <01%, Q(6) = 1.54, p = .957.

There were only two moderators with a significant impact on
the ESs (ps < 0.05, Table 5) and significantly reduced
heterogeneity at post-assessment: A higher number of
therapeutic sessions were associated with a higher ES for grief,
and more individual feedback increased the ES for depression.

Potential outliers for all outcomes were detected using
influential case diagnostics (see Supplementary Table 2)
Viechtbauer and Cheung (64), which marked two studies: van
der Houwen et al,, (47) at post-assessment (grief and depression)
and Kersting et al. (45) at follow-up (grief and PTSD). While the
results did not substantially change after recalculating the meta-
analyses without Kersting et al.'s study, the ESs increased to a
moderate degree and the heterogeneities decreased to zero after
recalculating the analyses without van der Houwen et al.'s study
(see Supplementary Table 3) (65). Publication bias was not
inspected because the analysis included fewer than 10 studies
and heterogeneity was often greater than 10 (66).

DISCUSSION

The present review systematically evaluated the efficacy of web-
based bereavement care interventions for bereaved people with
higher levels of disturbed grief, based on seven RCT' using active or
waitlist control groups. The effects of the web-based interventions
on grief reduction were promising with moderate ESs (Hedge's
Gvetween = 0.54), which was also stable from post to 3-months follow-
up assessment. Overall, the results are in line with an earlier review

of face-to-face interventions for grief (11) which yielded an effect
size of 0.53. However, the most recent review (8) found only small
effects for bereavement interventions, particularly when considering
publication bias (g = 0.31). One explanation for the diverging results
might be that the present review explicitly focused on online
interventions while the Johannsen et al. (8) combined face-to-face
and online treatments. Another reason might lie in the slightly
different definitions of grief and the assessment of its pathological
levels. For example, Johannsen et al. (8) included only studies that
assessed grief using one of the versions of the ICG-R or PG-13.
Facing similar decisions regarding definition and assessment, this
review relied on the definitions of prolonged grief that was
presented by the original authors of the included studies. With
the new ICD-11 criteria and the use of consistent measurements, it
should be possible to reduce variance between studies resulting from
variance in outcome assessments in the future. Finally, the
differences might also be due to different methodological
approaches. For example, Johannsen calculated their effect sizes
considering pre-post differences while this review based its
estimation on postscores. Nonetheless, it is noteworthy that
despite these different methodological approaches, the main
conclusions from the existing reviews still seem to be comparable:
Psychological treatment for pathological grief in general, and based
on this review delivered via online-based formats in particular, is
effective, but it is not yet as effective as it is in treating online, for
example, panic or social anxiety disorders, given the absolute
numbers of ESs (67).

The largest and most robust effect, however, was found for
grief-related PTSD symptoms (Hedge's gperween = 0.86) which
also remained stable over time. These results are generally in line
with research demonstrating the effectiveness of e-mental health
approaches in the reduction of PTSD (24, 68). The result that

Frontiers in Psychiatry | www.frontiersin.org

57

June 2020 | Volume 11 | Article 525


https://www.frontiersin.org/journals/psychiatry
http://www.frontiersin.org/
https://www.frontiersin.org/journals/psychiatry#articles

Wagner et al.

Web-Based Bereavement Care

TABLE 3 | Sample characteristics.

Study Eisma et al. (43) Kersting  Kersting Litz et al. (48) van der Wagner et al. (18) Wagner and Maercker
et al. (46) et al. (45) Houwen et al. (44)?
(47)

Country Netherlands Germany  Germany  USA USA, UK Germany® Germany®

Population GP GP GP GP GP GP GP

Subjects Subjects with elevated Mothers Parents Bereaved Bereaved Bereaved individuals with Bereaved individuals with
levels of complicated after after caregivers with subjects symptoms of intrusion, symptoms of intrusion,
grief and elevated grief pregnancy pregnancy elevated levels of  significantly avoidance, and avoidance, and
rumination® loss loss prolonged grie}‘f distressed by maladaptive behavior? maladaptive behavior?

the loss

Age" M (SD) 45.7 (12.9) 34.3(6.3) 34.2(5.15) 55.4(10.33) 43.2 (11.0) 37.6 (10.3) 36.0 (11)

Female in % 91.5 100 92.1 67.9 93.5 92.3 88

Education in

%'

- Low 40.4 9.0 4.4 1.2 16.8 15.6

- Medium 44.9 12.7 31.1 47.0 39.2 41

- High 59.6 46.2 82.9 67.8 36.2 31.2 31

Relationship

to the

deceased in

%

- Spouse/ 40.4 - - 82.1 30.4 10 10

Partner

- Child - 100 100 4.7 42.5 62 61

- Parent - - - 7.3 16.6 6 10

- Parent-in-law - - - - - - -

- Grandparent - - - - - - -

- Sibling - - - 2.5 10.4 4 3

- Aunt/uncle - - - - - - -

- Relative - - - 25 - 4 16"

- Friend - - - 1.2 - 14 -

Type of loss

in %

- Expected Cause of death was - - 100 - - -

natural death  categorized as nonviolent

- Natural death (78.7%) or violent (22.8%) - - - 65.8 36 42

- Pregnancy 100 100 - - - -

loss

- Stillbirth/SID - - - - 18 16

- Accident - - - 22.1' 26 23

- Suicide - - - 12.2 20™ 19

Time since 31.0 (45.1) 15.4 9.93 8.38 (2.97) 40.44 (62.88) 55.2 (78.6), [14-348] 48 (60), [14-192]

loss in (27.4), [1-  (24.11)

months M 144]

(SD), [range]

SID, sudden infant death; GP, general population.
@1.5-year follow-up data based on the study by Wagner et al. (6).

bincluding English speakers living in other countries. “Including German speakers living in other countries. “Score on the Inventory of Complicated Grief > 25. °Score on the Utrecht Grief
Rumination Scale > 40. 'Score on the Prolonged Grief Scale > 22 as well as functional impairment in social, occupational, or household responsibilities. °Caused by the death of a significant
other within predetermined cut-off scores that were not described in the study. "In years. 'Includes incomplete information. The labels “low”, “medium”, and “high” refer to the classification
used by the original study authors, which are not always explained in more detail. Generally, low education relates to the early school forms (i.e., primary school, high school or vocational
school) and higher education to the final stages in college or university (e.g., masters or doctoral degree). ‘Relationship of the remaining 59.6% could be children, siblings, or parents.
Kincluding relatives and friends. 'Including accident and homicide. "Including suicide and homicide.

interventions had stronger effects on posttraumatic symptoms
than on prolonged grief had already been noted previously (8)
but still needs clarification. One reason could be that the
disturbed grief and PTSD have “less clear boundaries” (6, p.
2446). In fact, the majority of the current treatment protocols
(i.e., 86% of the included studies) are largely tailored to treat
distressing memories that are associated with the loss and reduce
avoidance using exposure-elements. Distressing remembrance is
a cluster that shows the largest overlap between PCBD and PTSD

(6). Thus, the current treatment protocols might address mutual
grief and posttraumatic stress symptoms more than they address
the specific symptoms of prolonged grief [i.e., role confusion,
meaninglessness, and loneliness; (6)].

The weakest effect was found for depression (Hedge's gperween =
0.44), which is still comparable to the effects of general internet-
based treatments for depression [(69-71); but see e.g., (72) for larger
effects] and the effects of general PGD interventions for secondary
depression outcomes (8). There might be two reasons for the
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TABLE 4 | Characteristics of the intervention programs

Study Eisma et al.

(43)
Therapeutic CBT
approach
Content /
Modules

e-mailed
homework
assignments;
Exposure®:
writing
assignments,
imaginal and/or
in vivo
exposure
exercises;
Activation®: 7-
day activity
diary,
engagement in
value-based
activities
Exposure Yes
Cognitive No
restructuring

Behavioral Yes

activation

Sessions / 6 sessions / 6-

Duration 8 weeks

Frequency After each

of contact assignment;
intake interview
by telephone

Therapeutic  Informative

feedback (explaining
homework and
maximizing
treatment
adherence)

Manual Yes

Multimedia  No

Reminder No

Kersting et al. (46)

CBT

Writing assignments®: (1) 4
self-confrontation (describe
the traumatic loss and its
circumstances), (2) 4 x
cognitive restructuring
(supportive letter to a
hypothetical friend,
develop new perspectives
on the loss), (3) 2x social
sharing (symbolic farewell
letter)

Yes
Yes

No

10 sessions a 45 min /5
weeks

Once per week; telephone
call before treatment®

Individual written
feedback, instructions for
the next writing
assignment

Yes
No
No

Kersting et al. (45)

CBT

Writing assignments®: (1) 4
self-confrontation (describe
the traumatic loss and its
circumstances), (2) 4 x
cognitive restructuring
(supportive letter to a
hypothetical friend,
develop new perspectives
on the loss), (3) 2x social
sharing (symbolic farewell
letter)

Yes
Yes

No

10 sessions a 45 min/ 5
weeks

Once per week; telephone
call before treatment®

Individual written
feedback, instructions for
the next writing
assignment

Yes
No
No

Litz et al. (48)

CBT

HEAL intervention: (1)
psycho-education about
loss and grief, (2)
instruction in stress
management and other
coping skills, (3) behavioral
activation (self-care +
social re-engagement), (4)
accommodation of loss +
goal achievement, (5)
relapse prevention

No
No

Yes

18 sessions a 20 min / 6
weeks

Periodically via email, on
average 0.6 emails and
0.24 calls per week; single
phone call at the
beginning of treatment
Informative (information
about program)

Yes
No
Yes

van der Houwen et al.
(47)

CBT

Writing assignments®: (1)
2x exposure (most-
distressing aspects of the
loss), (2) 2x cognitive
reappraisal (identify
unhelpful thoughts,
develop helpful thoughts;
letter to a hypothetical
friend), (3) 1x integration,
and restoration (letter to
deceased from future)

Yes
Yes

No
5 sessions / 5 weeks

Once per week for
instruction

Informative (general
guidelines for writing), no
feedback on writing
assignments

Yes
No
Yes

Wagner et al. (18)

CBT

Writing assignments®: (1) 4x
exposure (circumstances of
death, most-distressing aspects
of the loss), (2) cognitive
reappraisal (letter to a
hypothetical friend, develop new
role, rituals, positive resources),
() integration, and restoration
(letter to significant person, most
important memories, coping with
death, changes)

Yes
Yes

No
10 sessions a 45 min / 5 weeks

Twice per week

Individual written feedback every
29 essay, instructions for the
next writing assignment

Yes
No
No

Wagner and Maercker (44)?

CBT

Writing assignments®: (1) 4x
exposure (circumstances of
death, most-distressing aspects
of the loss), (2) cognitive
reappraisal (letter to a
hypothetical friend, develop new
role, rituals, positive resources),
(3) integration, and restoration
(letter to significant person, most
important memories, coping with
death, changes)

Yes
Yes

No
10 sessions a 45 min / 5 weeks

Twice per week

Individual written feedback,
every 2" essay, instructions for
the next writing assignment

Yes
No
No

CBT, cognitive behavioral therapy.

a1.5-year follow-up data based on the study by Wagner et al. (6). "Based on Boelen et al. (15). “Based on Lejuez et al. (60). “Based on Lange et al. (61). ®For applicants who scored high on any of the screening instruments to check for

worsening of symptoms.
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Authors (Year) Treatment Control

M SD N M SD N Weight g [95% Cl]
PTSD
Wagner et al. (2006) 1281 83 26 2283 808 25 —a— 4.66% 1.14[0.61,1.67]
Litz et al. (2014) 2811 1006 32 37.31 1274 42 o 5.20% 0.78[0.30, 1.26]
Kersting et al. (2013) 1764 1222 115 2827 11.81 113 b 7.92% 0.88[0.61,1.15]
Kersting et al. (2011) 179 1236 33 279 1092 26 = 4.58% 0.84[0.30, 1.38]
Eisma et al. (2015)° 384 75 1 40 105 10 =i 2.43% 0.17[-0.69, 1.03]
Eisma et al. (2015)° 325 72 15 40 105 10 - 2.54% 0.84[0.01,1.67]
Q=2369,df=5,p=060; = 0.0% * 0.86 [0.67, 1.05]
Grief
Wagner et al. (2006) 476 355 26 987 689 25 —a— 4.20% 0.92[0.35, 1.50]
van der Houwen et al. (2010) 215 8.3 201 235 8.7 254 il 9.16% 0.23[0.05, 0.42]
Litz et al. (2014) 247 833 32 3284 911 42 - 5.13% 0.92[0.43, 1.40]
Kersting et al. (2013) 31.37 881 115 3654 9.69 113 b 8.03% 0.56[0.29,0.82]
Kersting et al. (2011) 30.1 8.78 33 36.5 93 26 - 4.65% 0.70[0.17,1.23]
Eisma et al. (2015)° 57 175 11 599 24 10 +—=—i 2.43% 0.13[-0.72,0.99]
Eisma et al. (2015)° 507 186 15 599 24 10 = 2.65% 0.43[-0.38, 1.23]
Q=17.29,df=6,p=0.01;1°=60.1% < 0.54[0.30, 0.78]
Depression
Wagner et al. (2006) 415 241 26 743 519 25 ] 4.29% 0.73[0.16,1.30]
van der Houwen et al. (2010) 197 12 201 218 128 254 it 9.16% 0.17 [-0.02, 0.35]
Litz et al. (2014) 308 7.6 32 3615 867 42 e 5.26% 0.64[0.17,1.11]
Kersting et al. (2013) 061 064 115 105 073 113 - 8.01% 0.64[0.37,0.91]
Kersting et al. (2011) 047 049 33 099 085 26 o 4.62% 0.76[0.23,1.30]
Eisma et al. (2015)° 108 3.1 11 84 66 10 —=— 2.39% -0.45[-1.32,0.41]
Eisma et al. (2015)* 7.8 4 15 8.4 66 10 +—=—i 2.69% 0.11[-0.69,0.91]
Q=13.33,df =6, p=0.04; 1° = 53.7% <* 0.44[0.18, 0.70]
All Studies: Q = 52.32, df = 19, p = 0.00; I? = 59.0% i 100.00% 0.59 [ 0.43, 0.74]

S I ——
-2 0.5 3
Hedge's g
FIGURE 2 | Forest plot of between-group effect sizes of internet-based interventions for PGD, depression and PTSD symptoms. *Comparison between Exposure-
based treatment and waitlist control group. PComparison between Behavioral activation and waitlist control group.

TABLE 5 | Meta-regressions to test for the influence of moderators in models with moderate to high heterogeneities.

Between-Group Comparison

Stability (Post-Follow Up)

Grief Depression Grief PTSD
B 95%CI P B 95%ClI P B 95%Cl P B 95%CI P

Dropout TG*  -0.005 [-0.02,0.01] 838  -0.02  [-0.03,-0.002] <0.01 <-0.001 [-0.02,0.02] 355 0.01 [-0.02,0.03]  49.1
Dropout CG*  -0.01  [-0.04, 0.02] —0.01 [-0.02, 0.04] -0.004  [-0.04,0.03] -0.004  [-0.05, 0.04]

Times. loss®  0.004  [-0.01,0.02] <01 <-0.001 [-0.02, 0.02] 38.8 -0.01 [-0.03,0.001] <0.01 -0.01 [-0.02,0.01]  14.1
No. sessions  0.07**  [0.02, 0.12] 0.05 [-0.02, 0.12] -0.02 [-0.07, 0.03] -0.04 [-0.11,0.03]

Feedback® 0.1 [-0.15,0.37]  44.7 0.20* [0.002, 0.39] 21.5 0.04 [-0.17,0.26] 305 003  [-0.30,0.36] 33.9
Exposure? 016  [-0.76,0.44]  55.1 0.21 [v0.48, 0.91] 69.4 -0.09 [-0.63,0.46] 417  -0.04 [-0.63,0.55] 36.6
Reappraisal -0.08 [-0.64,048 57.6 0.30 [-0.32, 0.92] 68.8 -0.08 [-0.56,0.41] 418 -0.003 [-0.40,0.40] <0.01
Activation 008  [-0.48,064] 576  -0.30 [-0.92, 0.32] 68.8 0.08 [-0.41,0.56] 418  0.003 [0.40,-0.40] <0.01

TG, treatment group; CG, control group. Significant effects are in bold (o < 0.01). @n percent, ®in months, °variable was treated as continuous on a rating scale of 0 = no feedback, 1 =
informative feedback, and 2 = personal therapeutic feedback, “0 = no exposure, 1 = feedback. I = residual heterogeneity.

0 < 0.05. *p < 0.01.

smaller effects on depression. First, there was high heterogeneity in
our results that might partly be explained by the variability in the
extent of therapeutic feedback. As our moderator analyses showed,
studies with more personal feedback were more likely to report
higher ESs for depression. Previous studies also reported that
individualized internet interventions achieve higher outcomes
compared to pure self-help or no guided tools (73). However,
because our meta-regressions were somewhat underpowered, we
interpret the results for depression cautiously with the outlook that
more studies are needed to disentangle the associations between
interventions, depression, and feedback. Second, given that major
depression and PCBD are more distinct categories than PTSD and

PBCD (6), the comparably smaller ESs might reflect the narrow
focus of current treatment protocols to grief and not depression.
However, because there is still overlap between both diagnoses with
respect to, for example, worthlessness and guilt, the applied
treatment concepts might still address some parts of depressive
symptoms. Again, Johannsen et al. (8) also found no significant
effect of bereavement treatments on depression and hypothesized
that there might be no “spill-over effect of grief interventions on
other psychological morbidities” (p. 78). This raises the question
what kind of treatment ingredients are currently missing in
treatment protocols that would address depressive symptoms
more directly. Eisma et al. (43) examined a pure behavioral
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activation module but did not yield sufficient ES for depression.
However, it would be interesting to combine writing assignments
using exposure and cognitive reappraisal [e.g., based on the
approach by (50)] with behavioral activation.

Considering the attrition rates of the reviewed treatments, our
results showed that, generally, the average attrition rate of 27% is
comparable with other internet-based treatment studies (74).
However, one interesting finding was the wide range of dropout
rates between the treatment groups (i.e., 10 to 58%). One factor that
might contribute to this range could be the degree of guidance and
personal feedback, because the highest dropout rates were found in
treatments that offered only informative feedback (43, 47). These
studies also mentioned that some participants dropped out because
the intervention was “too impersonal”, or that the “treatment did
not help”, “was too difficult”, or that they had “no confidence” in it
[(43), p. 5 47, p. 362]. The behavioral activation group in Eisma
et al.'s study, for example, had the highest dropout rate, which might
further point to difficulties that are associated with implementing
behavioral changes by oneself. In addition, the average dropout rate
for studies providing informative feedback was 41% (SD = 17) and
only 17% (SD = 15) for studies providing personal feedback.
Previous research suggested the importance of guidance in
internet-based interventions for their efficacy and its superiority
on adherence over completely unguided interventions (75, 76). This
does not necessarily mean that the treatment concepts are ineffective
but that additional factors (i.e., guidance) are needed to facilitate
change. The results of the outlier analysis similarly point to this
direction, because, after excluding van der Houwen et al.'s study,
heterogeneity between the studies was reduced and the ESs for grief
and depression rose to a moderate level. This study applied writing
assignments including exposure and reappraisal elements. Both
seemed to be effective in the other included studies, but the
intervention was very short (i.e., five sessions) and dispensed with
personal feedback. Thus, the dropout rate was high.

Similar to the range of dropouts, there was a large range
between the number of sessions across studies (i.e., five to 18).
The moderator analyses showed that a higher number of
treatment sessions were associated with higher effect sizes for
grief. It is noticeable that the interventions with the highest
dropout rates (43, 47) also had the lowest number of sessions
(i.e., six and five) and the lowest personal support. Again, this
finding might also add to the hypothesis that participants
suffering from PGD need more personal support over a longer
period of time.

In sum, the interpretation of the present results on web-based
bereavement care are mostly in line with previous research on
face-to-face treatments: While online treatment is largely
effective in treating PTSD symptoms, its effect on grief
symptoms themselves is comparably lower, although moderate
and stable over time. The effects on depression, however, are less
clear and tend to be small.

Limitations

A number of limitations of this review need to be addressed.
First, only a small number of studies could be included in this
review. E-mental health for the bereaved is still in its infancy, and
further randomized controlled trials are needed. Although we

reached the required number of at least seven studies to achieve
adequate power, the number of included studies varied
depending on the specific comparison and outcome (i.e. for
meta-regressions). Also, not all studies included 20 participants
per study group (43). It remains unclear whether the
nonsignificant results for study characteristics (e.g. influence of
exposure vs. no exposure) are true effects or whether our analyses
were underpowered (42, 77).

Second, because all interventions were based on CBTs and
almost all used exposure modules, we cannot make specific
conclusions about their effectiveness compared to other treatment
approaches. Nonetheless, they seem promising, since memories of
the death and its circumstances are often experienced as very
distressful and are therefore avoided. In line with this assumption
is the rationale and effectiveness of face-to-face exposure-based
treatments for PTSD (78) and PGD symptoms (15, 79).
Interestingly, Eisma et al's (43) behavioral activity intervention
did not reveal significant effects on grief-related PTSD, but the
exposure group did. However, because of the very small sample sizes
in each group (11 vs. 10 participants at the post assessment) and
because of the significant baseline differences, the results were not
considered in the effect size calculations for this review.

Third, the fact that in most studies, different types of losses were
addressed (e.g. parental loss, bereaved parents, suicide bereavement)
complicates the process of reaching a reliable conclusion.

Finally, this group of bereaved people included in this meta-
analysis might not reflect the naturalistic setting in the treatment of
clients with disturbed grief symptoms who are traditionally looking
for help in self-help groups and who might additionally suffer from
comorbid disorders, increased suicidality, and alcohol and
substance abuse. Consequently, effectiveness studies should be
conducted to provide better knowledge about the generalization
of previous results from randomized controlled trials.

Future Directions and Practical
Implications
Since this review included all studies that measured PGD
symptoms on a continuous scale, future studies might address
PGD diagnosed according to one validated sound diagnostic
criterion. Further, the identification of relevant moderators, such
as symptom severity, type of loss, length of treatment, and
amount of therapist support is needed to improve treatment
outcomes from web-based interventions. Further, randomized
controlled trials should involve active control groups, such as
face-to-face groups or self-help interventions and compare
writing assignments directly to other online-approaches.
Generally, there is a great need to understand the help-
seeking patterns of bereaved people depending on gender, type
of loss (e.g. suicide, illness), age group (e.g. adolescents, the
elderly), and relationship to the deceased (e.g. child, parent,
sibling). Further, dismantling studies should be conducted as
well as blended care interventions, which could include internet-
based interventions in existing psychosocial support (e.g. self-
help groups). A challenging task might be the inclusion and
treatment of less-educated participants in internet-based
interventions because, so far, they are reaching a better-
educated group of people (80).
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In addition, future research studies should examine the
underlying mechanisms of effective treatments. For example, it
is worth mentioning that all interventions [except the behavioral
activation group in (43)] included extensive structured writing
assignments, which might be one promising treatment approach
that is applicable to both, online and face-to-face interventions.
A number of previous studies showed that expressive writing
assignments on specific bereavement-related themes can be
effective in reducing the symptoms of PGD (81) because it
enhances deep reflection on the loss, leads to new perspectives,
or supports the process of sense-making (82). Only recently,
Sloan and colleagues (83) compared a five session written
exposure intervention with cognitive processing therapy (CPT),
a first line treatment approach for PTSD. The results indicate
that the written exposure intervention was equally effective as
CPT in trauma-related symptom reductions. Expressive writing
might enhance a deep reflection on the loss or the traumatic
experience and might help to develop a narrative of it. The
emotional processing during writing might finally lead to new
perspectives that are perceived as less threatening. Further,
writing might support the process of sense-making and relieve
the distressed mourner (82). Taken together, the positive
treatment effect of the analyzed internet-based interventions
could be largely due to the written tasks. Hence, written
assignments that foster self-disclosure and reduce avoidance
seem worth considering in future online-interventions as well.

This review offers some practical implications. First, internet-
based interventions are a promising alternative to treat PGD
when face-to-face encounters are not possible or wanted.
Because all reviewed interventions were based on CBT and
mostly used writing assignments based on the Pennebaker
paradigm (49), there seems to be evidence that clinicians can
implement these structured writing approaches in their clinical
practice. The main elements hereby are the examination of
distressing remembrance using exposure elements, and
cognitive restructuring of grief-related dysfunctional thoughts,
as well as the integration and restoration (i.e., development of
new goals for the future). Although more research is still
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Background: During the Khmer Rouge regime in Cambodia, about a quarter of the
population died, resulting in many individuals losing close relatives. Still today, many
individuals are suffering from the psychological consequences of these losses, which
might also affect the process of reconciliation within the Cambodian society. The aim of
this paper is therefore to investigate the association between symptoms of prolonged grief
and attitudes toward reconciliation.

Methods: A sample of 775 survivors of the Khmer Rouge regime who lost relatives during
the conflict were interviewed about their losses and traumatic events, prolonged grief (PG;
Complicated Grief Assessment Self-Report, CGA-SR), posttraumatic stress disorder
(PTSD Checklist - Civilian Version) and attitudes toward reconciliation (Readiness to
Reconcile Inventory, RRI).

Results: A higher symptom severity of PG was significantly associated with readiness to
reconcile even when controlling for other relevant variables (B = —-0.22; p <.001). Persons
who met caseness criteria for PG were significantly less ready to reconcile, t(773) = 5.47,
p <.001, than persons who did not meet caseness for PG.

Conclusion: PG seems to be a relevant mental health correlate of attitudes toward
reconciliation. The results of the current study underline the importance of also
considering PG with regard to the reconciliation process in Cambodia and possibly
also in other post-conflict regions.

Keywords: Cambodia, bereavement, grief, reconciliation, forgiveness, post-conflict, violent death, genocide

INTRODUCTION

During the Khmer Rouge (KR) regime from 1975 to 1979, millions of Cambodians suffered grave
human rights violations, including mass executions, forced labor, torture and starvation. The KR
regime caused the death of about 1.7 million Cambodians—approximately one quarter of the
Cambodian population at that time (1)—leaving behind a substantial number of bereaved and
traumatized individuals.
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Decades after the end of the KR regime, many Cambodians
continue to suffer from mental health problems stemming from this
time. About 30 years after the end of the KR regime, approximately
14% of KR survivors were suffering from posttraumatic stress
disorder (PTSD; 2). A national representative survey conducted in
2011 found rates of 27.4% for anxiety and 16.7% for depression in
the general population (3). Rates of psychiatric morbidity among
survivors of the KR regime are even higher (4). Even though many
survivors of war and violent conflict are confronted with the death
of loved ones, the psychological consequences of these losses have
only recently been addressed in war-torn societies. While the
majority of survivors adjust to their loss after a certain period of
grieving and continue with their lives, others show severe
psychological symptoms connected to their grief over long
periods of time (5). Over the last decades of research, this
pathological form of grief has been given a variety of labels (e.g.,
“complicated grief (disorder)”, “disturbed grief”, and “pathological
grief’), and was finally included as “prolonged grief disorder”
(PGD) in the 11™ edition of the International Classification of
Diseases (ICD-11; 6) in a new category for stress-related disorders.
In the Diagnostic and Statistical Manual of Mental Disorders, fifth
edition (DSM-5; 7), PGD was not formally included as a distinct
clinical entity and was instead included as a condition for further
research, termed “persistent complex bereavement disorder”. The
ICD-11 and DSM-5 definitions of the disorder differ from each
other in terms of symptoms and symptom duration requirement (6
vs. 12 months, respectively). This represents a significant challenge,
as the use of diverse scales to assess PG has been shown to result in
different prevalence rates (8). It may thus be the case that research
findings obtained using one set of criteria may not apply to other
definitions of PG (9). The current study is based on the criteria
provided by Prigerson and colleagues (10). These authors originally
introduced the term “prolonged grief disorder”, which also
represents the most widely used term in the literature. The
applied criteria were the most contemporary criteria at the time
of our study. The defining feature of all sets of criteria for PGD is
separation distress (i.e., persistent longing or yearning for the lost
person) combined with cognitive, emotional and behavioral
symptoms resulting in functional impairment. However, as the
applied criteria differ slightly from the current PGD ICD-11
definition, we will use the term “prolonged grief (PG)” when
describing the results of our study to avoid confusion with the
current ICD-11 definition.

While around 10% of bereaved persons who have lost a
significant other by natural death are estimated to develop
PGD (11), the prevalence of PGD is usually higher in war-
affected populations. Almost 35% of a sample of young adults
who had lived through the war in Kosovo met criteria for PGD
(12). In a sample in Rwanda, 8% met the criteria more than ten
years after the loss of a loved person (5). One reason for the
higher prevalence of PGD after violent conflicts might be the
high numbers of violent and unnatural deaths that people have to
face during war. A violent cause of death (i.e., death by homicide,
suicide, or accident) has been recognized to have a higher
association with PGD than natural deaths (5, 13, 14). A study

investigating the construct of PGD in Cambodia also confirmed
its validity (15).

The consideration of cultural aspects of the grieving process, such
asits culturally accepted length, has been emphasized in the new ICD-
11 criteria set (6). Moreover, in Cambodia, a consideration of
religious and spiritual beliefs about death and grieving also seems
to be of special relevance. Cambodian culture and social norms are
influenced by Buddhism and folk religion, in which spiritual beings
such as ghosts play an essential role (16). Many Cambodians believe
that when somebody dies due to unnatural causes, this person cannot
easily reincarnate, and their spirit instead remains in an “in-between”
state (17, 18). Furthermore, if the person had thoughts of hate or was
yearning for another person in the moment of death, this is thought to
further make it difficult for that person to be reborn (16, 18). Another
important aspect of mourning in Cambodia is Buddhist rituals, such
as cremation and paying respect to the deceased with offerings at the
temple, to ensure that the deceased can reincarnate. These rituals
could not be carried out during the KR regime (16).

Due to the interplay of the historic circumstances of the genocide
and cultural beliefs, it may be expected that Cambodians show a
greater vulnerability to be affected by grief-related mental health
problems (16). Findings indicate that the symptoms shown by
Cambodian refugees are often shaped by their beliefs about the state
of the person they have lost: Many individuals had frequent
nightmares in which they saw their relatives who had died during
the KR regime, and interpreted this as a sign that their loved ones
had still not reincarnated (18, 19). Moreover, visual auras (as a
symptom of migraine) were interpreted as evil spirits, which
patients experienced as highly impairing and worrying (20).
These cultural ideas and interpretations of specific symptoms may
also shift a certain responsibility onto the bereaved persons, because
they feel it is their duty to help with their loved one’s reincarnation
by performing religious rituals for the deceased (16). Not being able
to “make merit” for one’s ancestors can thus have negative
consequences for one’s own next life (21) or one’s current life, if
ancestors haunt survivors in the form of spirits (20). This can lead
people to frequently perform rituals for the deceased and to be
highly concerned about the lost person (17, 22), potentially
rendering it more difficult to come to terms with the death and to
focus on one’s own life again, even after several years.

Even after the regime of the KR ended, Cambodia remained
strongly affected both by ongoing political instability and the
long-term consequences of the KR (21, 23). In many villages in
Cambodia, former victims and perpetrators continued to live
side by side. Often, people did not know whether or what kind of
crimes had been committed by former KR members in their
communities, and feelings of anger and revenge still lingered
under the surface (24). Although in Cambodian culture, anger is
generally not shown in public (25), many survivors of the KR
regime reported feelings of revenge and hatred toward the
former KR (2, 26). For a long time, the atrocities committed by
the KR were not publicly addressed in Cambodia. Only about 30
years after the end of the Khmer Rouge regime were the
Extraordinary Chambers in the Courts of Cambodia (ECCC),
also known as Khmer Rouge tribunal, established to investigate
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the atrocities committed by the KR. While the primary purpose
of the ECCC is to seek retributive justice, it was also expected to
contribute to national reconciliation (27).

The awareness and importance of reconciliation in war-torn
societies has grown in the past decades. Reconciliation between
former opponents has become a key concept for sustainable
peace activities in post-conflict societies. Although there is not
yet a consensus definition of post-conflict reconciliation, most
authors agree that reconciliation is a long-term process aiming at
(re)building relationships between formerly hostile groups (e.g.,
28, 29). Reconciliation also involves letting go of hatred and
desire for revenge (29) as well as changing stereotypic beliefs
about both the adversary group and one’s own group (30, 31).
This includes being able to differentiate between members of the
adversary group, i.e., perceiving them as individuals and human
beings, rather than generalizing them as “evil”. It is assumed that
coping with conflict-related traumatic events can have positive
benefits for victims’ openness to reconciliation with former
perpetrators, for example through legal-political measures such
as war tribunals or truth commissions (32). This is partly
supported by empirical research showing that persons with a
poorer mental health outcome are generally less open to
reconciliation and forgiveness (33-35). Studies have mostly
focused on symptoms of PTSD (PTSD; 33, 34) when studying
attitudes toward reconciliation or forgiveness and mental health,
but to a lesser extent have also investigated other mental health
outcomes such as depression and anxiety (5, 36). To our
knowledge, the association of PGD with attitudes toward
reconciliation or forgiveness in post-conflict societies has not
yet been empirically investigated. However, it seems plausible
that persons who are still suffering from conflict-related loss(es)
will be less open to reconcile with those whom they hold
responsible for the death of their loved ones.

Generally, evidence on risk and facilitating factors of
reconciliation in post-conflict settings is very limited, as study
findings are inconsistent and longitudinal data are still missing.
Attitudes toward reconciliation and forgiveness do not seem to be
directly related to the victims® traumatic experiences, such as the
number of traumatic events experienced (33, 37) but rather seem to
be related to mental health consequences of traumatic events.
However, research findings are not consistent. Furthermore,
research on sociodemographic characteristics such as gender and
educational level has yielded inconsistent results. While in some
studies, a higher level of education was related to more openness
to reconciliation (38, 39), other studies found the opposite to be
the case (34, 40). Findings also differ with respect to whether one
gender is associated with being more or less open to reconciliation
(36, 41, 42).

In summary, empirical evidence on reconciliation and mental
health, characteristics of PG as well as cultural aspects about loss
and the grieving process in Cambodian society suggest an
interplay between PG and the process of reconciliation in
Cambodia. The main aim of this paper was therefore to
investigate associations between attitudes toward reconciliation
and PG symptoms in bereaved survivors of the KR regime. In

particular, we wanted to find out (1) whether bereaved victims of
the KR with PG, who lost at least one family member during the
KR regime, differ in terms of their attitudes toward reconciliation
from those without PG; (2) whether readiness to reconcile is
related to PG symptoms and loss- and trauma-specific variables as
well as sociodemographic characteristics; and (3) whether PG
symptom severity is associated with readiness to reconcile beyond
PTSD symptom severity as well as loss- and trauma-specific and
sociodemographic variables.

Based on research on attitudes toward reconciliation in post-
conflict settings and other trauma-related mental health problems
described above, we expected that persons with PG would be less
ready to reconcile than those without PG and that PG symptom
severity would be negatively associated with readiness to reconcile,
also when controlling for other relevant variables (number of lost
close family members, trauma exposure, PTSD symptom severity,
and sociodemographic characteristics).

METHODS

Sample and Procedure

Participants were recruited between October 2008 and May 2009
through a convenience sampling approach in 19 out of 24 provinces
in Cambodia. Potential participants were either contacted with the
help of local non-governmental organizations or directly in their
villages. Inclusion criteria for participants were date of birth before
1975 and considering oneself as a victim of the KR regime. For this
analysis, we only included participants who had lost at least one
(close or distant) family member during the KR regime. Of 1593
persons who were contacted, 796 did not wish to participate and a
further 22 persons had to be excluded due to a lack of important
data (missing or ambiguous information regarding the loss to which
participants’ answers referred). The final sample thus comprised
775 individuals. The same data set was used in a previous
publication on PG in Cambodia (43); the present analysis is thus
secondary in nature.

After participants had been fully informed about the study
and the voluntary nature of participation, written informed
consent was obtained. Given the high illiteracy rate, the self-
rating questionnaires were administered in the form of face-to-
face interviews. The interviews were conducted in the local
Khmer language by eight local Cambodian interviewers who
held a B.A. degree in psychology and had previously participated
in a two-week training course on the assessment of relevant
concepts and use of the questionnaire measures. To maintain the
quality of the interviews, the interviewers were supervised on a
regular basis. Participation in the study was voluntary; no
financial compensation was offered, but participants received a
small gift consisting of a traditional Cambodian scarf “Krama”
and a piece of soap (worth the equivalent of USD 1.5) after the
end of the interview. Psychological counseling by telephone was
offered to all participants in case of need. The study protocol was
approved by the University of Constance Review Board and the
Cambodian Ministry of the Interior.
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Measures

Symptoms of PGD were assessed using the Complicated Grief
Assessment Self-Report (10). If participants reported the loss of
more than one family member during the KR regime, they were
asked to specify whose death was most difficult to cope with and to
relate their answers to this person. The CGA-SR is a self-report
questionnaire that assesses the frequency of separation distress and
whether this separation distress disrupts one’s everyday life
(Criterion A). Criterion B contains eight cognitive, behavioral and
emotional symptoms (difficulties accepting the death, trusting
people, moving on, feeling bitter over the death, feeling numb or
difficulty connecting with others, feeling that life is empty or
meaningless, as well as future holds no meaning or purpose and
feeling on edge, jumpy or easily startled), measured on 5-point
Likert scales from 1 to 5. Criterion C contains the question whether
the symptoms lead to impairment in functional areas, and criterion
D assesses whether the symptoms have already lasted for at least six
months. Caseness for PG was indicated when a person fulfilled at
least one of the two criterion A symptoms, as well as the C and D
criteria, and stated being affected by at least four of the eight
symptoms in criterion B to an extent of at least four points.
Symptom severity of PG was measured by summarizing the
values of symptom items with Likert scales. Higher scores
indicate a higher symptom severity, with a minimum score of 9
and a maximum score of 45. Internal consistency of the CGA-SR in
the current study was o = .82.

Readiness to reconcile was measured using the Readiness to
Reconcile Inventory (RRI) (44). The RRI is a 13-item self-rating
instrument assessing individual openness to reconcile with
members of the former adversary group, thereby focusing
exclusively on the perspective of the victims. In this study, the
term “former adversary group” was substituted with “former
Khmer Rouge”. The RRI consists (41) of three subscales: 1.
openness to positive relationships with former members of the
KR (six items; example item: “I would like us and the former
Khmer Rouge to live in peace together”), 2. absence of feelings of
revenge toward former members of the KR (five items; example
item: “I have feelings of revenge when I think of the former
Khmer Rouge”), and 3. differentiation ability (two items;
example item: “The majority of the former Khmer Rouge are
good people”). Thelatter describes the ability to differentiate between
individual perpetrators and the group of former members of the KR.
All items of subscale 2 (absence of revenge) are negatively coded.
Participants are asked to indicate their level of agreement with each
item on a 5-point Likert scale from 1 (strongly disagree) to 5 (strongly
agree), with higher scores indicating greater readiness to reconcile. The
factor structure and the internal consistency of the RRI and its pilot
version were confirmed in several studies with different samples (37,
44, 45). Cronbach’s alpha for the RRI total scale in the current study
was 0. =. 87. For the subscales, Cronbach’s alphas were as follows:
openness to interactions, o. = .85; absence of revenge, o = .87;
differentiation ability, o0 = .72.

Symptoms of PTSD were measured using the PTSD
Checklist-Civilian Version (PCL-C; 46), a widely used 17-item
standardized self-report rating scale that corresponds to the
DSM-IV diagnostic criteria for PTSD. Participants were asked

to rate each item on a 5-point Likert scale from 1 (not at all) to 5
(extremely) referring to the past month. The sum score was used
as an indicator of PTSD symptom severity. The Cambodian
version of the PCL-C has shown excellent reliability in earlier
studies (2, 38). In the present study, the internal consistency was
o =0.88.

Potentially traumatic events were assessed using an adjusted
checklist based on the first part of the Harvard Trauma
Questionnaire (47) and the Posttraumatic Diagnostic Scale (48).
Additionally, seven traumatic events specific to the Khmer Rouge
regime (e.g., forced labor and forced marriage) were included. In total,
29 types of traumatic experience were assessed, creating an index of
overall trauma exposure. Event types were rated as potentially
traumatic if participants indicated having experienced or witnessed
them. If the event included the death of another person, also having
heard about such an event was rated as potentially traumatic.

In addition to traumatic events, loss-related questions were
administered, including how many losses within one’s close
family (i.e., spouse, parent, child, and sibling) as well as within
one’s distant family (i.e., grandparent, grandchild, uncle/aunt,
nephew/niece, cousin, and in-law) were experienced during the
KR regime.

All questionnaires were translated from English into Khmer by
bilingual psychologists, and subsequently back-translated by
interpreters who were unfamiliar with the original English version
in order to verify their correspondence. Discrepancies between the
originaland back-translated versions were discussed, and wherever
necessary, the Khmer version was adjusted. Recommendations for
cross-cultural adaptation were considered throughout the
translation process (e.g.,49).

Statistical Analysis

A first screening of the data showed that only a small amount of
data was missing (0.29%). Missing values within the CGA-SR, the
PCL-C, and the RRI were replaced using the expectation-
maximization method (EM; 50). T-tests were calculated to
determine whether people who met caseness criteria for PG
according to the CGA-SR and those who did not differed in their
attitudes toward reconciliation. This was done for the RRI total scale
as well as for the RRI subscales (openness to interactions, absence of
revenge, differentiation ability). Correlation analysis was performed
to determine associations of the RRI and its subscales with the
investigated variables. Hierarchical stepwise multiple linear
regression was applied to investigate whether PG symptom
severity (using the sum score) can explain variance in the
readiness to reconcile beyond sociodemographic, loss- and
trauma-specific variables, as well as PTSD symptom severity. The
demographic variables gender, age, and education were entered in
the first step of the regression analysis. The number of traumatic
event types and the number of losses within the close family were
entered in the second step, PTSD symptom severity was entered in
the third step, and PG symptom severity was entered in the final
step. To better understand how PG symptoms and reconciliation
are associated, the regression analysis was also repeated for the
subscales of the RRI as outcome variables. Relevant assumptions for
multiple regression analysis were tested (linearity, multicollinearity,
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independency of residuals, and homoscedasticity) and did not reveal
any violation. The analysis was conducted using SPSS 25.

RESULTS

Sociodemographic Characteristics

Almost two thirds of the sample were female, and the mean age was
56 years. On average, participants had spent four years in formal
education. Most of the participants identified themselves as Khmer
and Buddhists. About two thirds of the sample were married and
about 30% were widowed. The detailed sociodemographic
characteristics of the sample are shown in Table 1.

Loss- and Trauma-Specific
Characteristics, PG, and Readiness for
Reconciliation

Participants stated that they had lost on average 6.4 relatives
during the KR regime, of whom on average 3.4 were part of the
close family and 3.2 were part of the distant family. When
participants were asked which loss was the most difficult to
cope with, and upon which their answers on the CGA-SR were
thus based, 14.6% (n = 113) reported the loss of a spouse, 5.3%
(n = 41) the loss of a child, 34.1% (n = 264) the loss of a parent;
28.6% (n = 222) the loss of a sibling, and 17.4% (n = 135) the loss
of a distant relative.

Participants reported on average 14 different traumatic event
types. The five most frequently reported traumatic event types
were lack of food or water (95.6%; n = 741), forced labor (94.1%;
n = 729), forced separation from family members (81.1%; n =
629), deportation/forced displacement (79.9%; n = 619), and life-
threatening illnesses (70.5%; n = 547).

Of the whole sample, 111 participants (14.3%) met caseness
criteria for PG as measured by the CGA-SR. The mean sum score
of the CGA-SR across the whole sample was 20.99. The mean sum
total score of the RRI was 32.28. The mean sum scores of the RRI
subscales were 13.00 for openness to interactions, 15.68 for
absence of revenge and 3.60 for differentiation ability, respectively.

The detailed descriptive data on losses, traumatic event types,
PTSD, PG, and readiness for reconciliation are shown in Table 2.

Differences Between Participants With and
Without PG Regarding Readiness for
Reconciliation

To ascertain whether people who meet caseness criteria for PG
are less ready to reconcile than persons who do not meet caseness
criteria, t-tests for the RRI total score as well as for the RRI
subscales were performed. For this purpose, the sample was
divided into persons who fulfilled the criteria for PG according to
the CGA-SR and those who did not.

As shown in Table 3, participants meeting caseness criteria
for PG were significantly less ready to reconcile than participants
who did not meet caseness for PG according to the CGA-SR.
This was the case for the RRI total score as well as for all RRI
subscales. These differences had a medium effect size for the RRI

TABLE 1 | Sociodemographic characteristics.

Characteristic N =775
Sex = female, n (%) 498 (64.3)
Age, M (SD) 56.7 (10.3)
Years of formal education, M (SD) 4.1 (3.6)
Self-identity
Khmer, n (%) 678 (87.5)
Cham, n (%) 45 (5.8)
Chinese, n (%) 15 (1.9
Other, n (%) 37 (4.8)
Religion
Buddhist, n (%) 702 (90.6)
Muslim, n (%) 58 (7.5)
Other, n (%) 15(1.9)
Marital status
Married, n (%) 497 (64.1)
Widowed, n (%) 231 (29.8)
Divorced, n (%) 25 (3.2)
Single, n (%) 11 (1.4)
Other, n (%) 11 (1.4)

total scale as well as for the subscale absence of revenge. For
openness to interactions as well as for differentiation ability, the
effect sizes of the differences were small.

Associations of Readiness to Reconcile
With PG and Sociodemographic and Loss-
and Trauma-Specific Variables

To analyze associations of PG with other variables, the sum score of
the CGA-SR was applied. Correlations of PG symptom severity,
readiness to reconcile and the other variables included in this
analysis can be found in Table 4. To investigate whether PG
symptom severity can explain variance in the readiness to
reconcile beyond PTSD symptom severity, sociodemographic, and
loss- and trauma-specific variables, a stepwise hierarchical
regression analysis was performed with the RRI total score as
dependent variable. The same analysis was performed with the
three RRI subscales, respectively. Sociodemographic characteristics
(gender, age, education) were entered into the analysis first, followed

TABLE 2 | Descriptive data on losses, traumatic events, PG symptom severity,
PTSD symptom severity and readiness to reconcile.

M SD Answer Range

Min Max

Number of losses (in total) 6.40 6.79 1 59
Number of losses (close family) 3.35 3.37 0 27
Number of losses (distant family) 3.16 6.18 0 50
Number of traumatic event types 14.01 3.84 3 25
PG symptom severity' 20.99 7.37 9 45
PTSD symptom severity? 30.10 11.35 3 75
RRI total score 32.28 10.94 13 62
RRI Openness to Interactions 13.00 5.94 6 30
RRI Absence of Revenge 15.68 5.99 5 25
RRI Differentiation Ability 3.60 1.64 2 9

PG, Prolonged Grief; PTSD, Posttraumatic Stress Disorder; RRI, Readiness to Reconcile
Inventory.

"Complicated Grief Assessment Self Report (CGA-SR); 2 PTSD-Checklist Civilian Version
(PCL-C).
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TABLE 3 | T-tests with p-values, confidence intervals, and Cohen’s d.

Outcome PG' (n = 111) No PG' (n =664) Average difference (95% Cl) t (df) d
M SD M SD

Readiness to Reconcile? 2712 10.34 33.15 10.81 6.03 (3.86-8.19) t (773) = 5.47* 0.57
Openness to Interactions? 10.98 5.1 13.33 6.01 2.35 (1.29-3.41) t (165.14) = 4.37** 0.42
Absence of Revenge” 12.91 6.31 16.15 5.81 3.23 (2.05-4.42) t (773) = 5.35"* 0.58
Differentiation Ability? 3.23 1.60 3.67 1.64 0.44 (0.11-0.77) t (773) = 2.63** 0.27
PG, prolonged grief: Cl, confidence interval; d, Cohen’s d: " as measured with CGA-SR; © as measured with the RRI, **p < .01, **p < .001 (two-tailed p-values).
TABLE 4 | Pearson correlation coefficients.

Readiness Openness to Absence Differentiation Male Age Education Number Number PTSD PGD

to Interactions? of Ability? gender (vears) of of symptom symptom
Reconcile’ Revenge? losses traumatic severity® severity*
(close event
family) types

Readiness to 1
Reconcile’
Openness to 0.85%** 1
Interactions?
Absence of Revenge® 0.82* 0.42** 1
Differentiation Ability 0.59"* 0.562*** 0.29* 1
Male gender 0.26"* 0.34*** 0.09* 0.16"** 1
Age 0.01 -0.12** 0.13** 0.02 -0.01 1
Education (in years) 017 0.25"* 0.038 0.11* 0.40"* -0.22"* 1
Number of losses -0.12** -0.06 -0.13** -0.9* -0.08* 0.18"* -0.05 1
(close family)
Number of different -0.03 0.11= -0.17** 0.038 0.09* -0.07 0.09% 0.13™** 1
traumatic events
PTSD symptom -0.31*** -0.22"** -0.33"* -0.10** -0.25"*  -0.05 -0.12* 0.12* 0.18"* 1
severity®
PG symptom severity* —0.34*** -0.23"** -0.35"* 017 -0.23**  -0.02 -0.10* 0.18™* 0.11* 0.61** 1

PTSD, Posttraumatic stress disorder; PG, Prolonged grief disorder; 'RRI; ?Subfactor of the RRI; °PCL-C; * CGA-SR;

by loss- and trauma-specific variables (number of losses within the
close family, number of traumatic event types) in the second step,
PTSD symptom severity in the third step, and PG symptom severity
in the fourth step. Detailed data of the stepwise regression analysis
of the RRI total score are depicted in Table 5.

RRI Total Score

Sociodemographic characteristics explained 7.4% of the variance in
readiness to reconcile. Of the investigated sociodemographic
variables, gender and education were significantly associated with
readiness to reconcile, with males as well as more educated persons
showing higher scores for readiness to reconcile. The inclusion of
loss- and trauma-related variables in step 2 explained 1.3% of
additional variance. While there was no significant association
between trauma exposure and the RRI total score, the number of
losses within the close family was associated with readiness to
reconcile in the second step (more losses were associated with less
readiness to reconcile), but this association lost its significance when
the PG symptom score was entered in the fourth step. PTSD
symptom severity was significantly negatively associated with
readiness to reconcile. The inclusion of PG symptom severity in
the final step explained significantly more variance than did the
model without PG symptom severity (2.9% of incremental

*p <05, *p <.01, **p <.001 (two-tailed p-values).

variance), with a regression coefficient of B = —.22, p <.001. Thus,
PG symptom severity was negatively associated with readiness to
reconcile even after controlling for the other mentioned variables.
The final model explained 17.7% of the variance in the RRI
total score.

RRI Subscales

PG symptom severity was significantly negatively associated with all
RRI subscales (B = —.12, p <.01; f = —.24, p <.001; B = —.14, p <.01).
PTSD symptom severity, which was entered in step 3, accounted for
significant additional variance in RRI-openness to interactions
(AR? = 0.02, p <.001) as well as in RRI-absence of revenge (AR? =
0.07, p <.001) but not in RRI-differentiation ability (AR* = < 0.01,
p =.12). The inclusion of PG in the final step explained significantly
more variance in all subscales than the models without PG
symptom severity (0.9%, 3.4%, and 1.3% of additional variance),
respectively. The final regression models explained between 5.4%
and 17.9% of the variance in the subscales. RRI-openness to
interactions was significantly associated with male gender,
younger age and higher educational level as well as with a higher
trauma exposure and lower PTSD and PG scores. RRI-absence of
revenge was significantly related to older age, fewer losses within the
close family, and less trauma exposure, as well as with lower PTSD
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TABLE 5 | Hierarchical multiple regression analysis predicting readiness to
reconcile (N = 774).

Variables B (SE B) B R? AR?
Step 1 Male gender 5.21(0.87) 0.23** 0.074 0.074**
Age 0.03 (0.04) 0.03
Education (years) 0.26 (0.12) 0.08*
Step 2 Male gender 5.09 (0.87) 0.22** 0.087 0.013*
Age 0.05 (0.04) 0.05
Education (years) 0.27 (0.12) 0.09*
No. of losses (close family) -0.32 (0.12) -0.10*
No. of traumatic event types -0.13 (0.10) -0.05
Step 3 Male gender 3.65(0.86) 0.16™ 0.144 0.057**
Age 0.03 (0.04) 0.03
Education (years) 0.24 (0.11) 0.08*
No. of losses (close family) -0.25 (0.11) -0.08*
No. of traumatic event types  0.01 (0.10) 0.00
PTSD symptom severity' -0.24 (0.03) -0.25"*
Step 4 Male gender 3.33(0.85 0.15% 0.173 0.029***
Age 0.03 (0.04) 0.03
Education (years) 0.23 (0.11) 0.08*
No. of losses (close family) -0.17 (0.11) -0.05
No. of traumatic event types  0.00 (0.10) 0.00
PTSD symptom severity' -0.12 (0.04) -0.13**
PG symptom severity? -0.32 (0.06) —0.22"*

PTSD, Posttraumatic stress disorder; PG, prolonged grief: 'PCL-C; 2CGA-SR; *p < .05,

*p <.01, **p <.001 (two-tailed p-values).

and PG scores. RRI-differentiation ability was significantly
associated with lower PG score and male gender, but not with the
PTSD symptom score. The three stepwise regression analyses of the
RRI subscales can be found in the supplementary material
(Supplementary Table 1).

DISCUSSION

The present study examined associations of PG with attitudes
toward reconciliation 30 years post loss in a sample of bereaved
survivors of the KR regime who had lost at least one family
member during the KR regime. Most participants had lost more
than one relative: On average, the loss of approximately six
family members was reported, including about three close family
members. Even three decades after experiencing the loss(es),
around 14% of the participants met criteria for PG according to
the CGA-SR.

The results confirm our hypothesis that bereaved victims who
met caseness criteria for PG were significantly less ready to
reconcile compared to those who did not fulfill these criteria.
This pattern was also found for all three subscales of the RRI.
Thus, persons with probable PG were significantly less open to
interacting with former members of the KR, had more feelings of
revenge toward former members of the KR, and were less able to
differentiate between individual perpetrators and members of the
KR as a whole. As hypothesized, PG symptom severity was
negatively associated with readiness to reconcile, also when
controlling for PTSD, loss- and trauma-specific variables, as
well as sociodemographic variables that were also expected to

be associated with attitudes toward reconciliation. PG symptom
severity explained around 3% of unique variance in readiness to
reconcile and between 0.9% and 3.4% of additional variance in
the RRI subscales. PG symptom severity was more strongly
related to readiness to reconcile than any other analyzed variable.

Even though PG symptom severity explained a rather small
amount of additional variance in readiness to reconcile, it should
be considered that PTSD symptom severity was controlled for in
a prior step, and that PTSD has so far been investigated as a main
mental health correlate of attitudes toward reconciliation. As
PTSD and PG correlate highly in the context of violent loss (51),
it is not surprising that PG symptoms did not explain a large
amount of additional variance. Moreover, in the current study,
the association between PG and PTSD symptoms was rather
strong (r = .59). The fact that in our study, PG symptom severity
was the strongest predictor of readiness to reconcile, beyond
PTSD as well as trauma- and loss-related variables, speaks for the
importance of PG in this regard. Our results thus suggest that
PG should be considered as a mental health correlate of
reconciliation besides PTSD and other mental health outcomes.

Interestingly, the number of losses within the close family was
significantly related to readiness to reconcile, but this association
lost its significance when PG symptom severity was entered into
the regression analysis. Only in one subscale of the RRI, namely,
absence of revenge, was the number of losses within the close
family still significantly related in the final regression model,
albeit to a smaller extent than PG symptom severity. This implies
that it is not the losses per se, but rather the psychological
reaction to the losses which seems to be related to attitudes
toward reconciliation with the former KR. Nevertheless, it is
possible that qualitative aspects of losses are particularly linked
to attitudes toward reconciliation rather than quantitative
aspects such as the number of losses within the close family.
Trauma exposure was not related to the total score of the RRI
inventory, but was associated with the RRI subscales openness to
interactions and absence of revenge. As expected, a higher
trauma exposure was associated with more feelings of revenge.
Surprisingly, this association was reversed for openness to
interactions, with a higher trauma exposure being related to
more openness to interactions. Most previous studies conducted
in post-conflict settings did not find a relationship between
trauma exposure and attitudes toward reconciliation (33, 35,
52), which is in line with the results of the current study.
However, our results also suggest a more complex interaction
between trauma exposure and different aspects of reconciliation,
highlighting the need for more research in this regard. As in
previous studies, higher levels of PTSD symptoms were
associated with less readiness to reconcile. This pattern was
also found for the RRI subscales, with the exception of RRI-
differentiation ability, where no significant association was
found. Among the investigated sociodemographic variables, we
found that males and participants with a higher level of
education were more open to reconciliation, although there
were some variations in the subscales.

The study results imply that PG could play a similar role to
PTSD as a mental health-related correlate of reconciliation attitudes
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and that PG should be considered with regard to the reconciliation
process in Cambodia and possibly also in other post-conflict
settings. These results are in line with previous research showing
that persons with poorer mental health outcomes were generally less
ready to reconcile (33, 34, 35). However, previous studies primarily
focused on PTSD when investigating attitudes toward reconciliation
and mental health. To our knowledge, no other empirical study has
yet focused on the relationship between PG and readiness to
reconcile or forgiveness in post-conflict settings. Perhaps
unsurprisingly, for persons still struggling with conflict-related
loss of a loved one, being open to reconciliation with the former
perpetrators is very difficult. It might be that persons who are still
suffering from the conflict-related loss do not feel entitled to be open
to reconciliation or feel that they would betray the deceased if they
did reconcile. Especially when thoughts about the deceased and
grieving occur on an everyday basis, as is common in PG, moving
beyond negative feelings toward those who are held responsible for
the death of their loved ones is highly challenging. Persistent feelings
of anger about the loss and a reluctance to socialize are possible
aspects of PGD (53). Therefore, symptoms of PG might reduce
willingness to interact with former perpetrators and increase
negative feelings toward them. Instead, the symptoms might
strengthen resentment against perpetrators.

A further binding element of PG and reconciliation after
conflict might be the inability to find sense and meaning in what
has happened. In particular, people bereaved by homicide have
difficulties finding any sense in their bereavement (54). Being
able to make sense of a loss, in terms of understanding the
reasons for the death and being able to place the experience
within one’s own worldview and belief system, might be an
important part of coping with a death in general (55, 56). In the
case of genocide in particular, it might be extremely difficult for
the bereaved to understand why a loved one was taken from
them and to find any sense in it. The fact that a national intention
to process and work through the KR period was barely existent in
the first decades after the genocide (57-59) presumably adds to
individual difficulties to understand how the genocide could have
happened. Field and Chhim (38) also found that within a
Cambodian sample, those who were not able to find something
beneficial in the processing of the experience of loss had a higher
wish for revenge.

Besides this aspect, various cognitive components, such as
negative cognitions about the self and the future and catastrophic
misinterpretations (60) have been shown to be correlates of PGD
(61, 62). Boelen, van Denderen (62) showed that not only PTSD and
PGD, but also feelings of revenge and anger were linked to several
negative cognitions. Moreover, rumination has also been shown to
be associated with maladaptive grief reactions and could further
hinder the development of a conciliatory attitude (63, 64). A
longitudinal study found that rumination about injustice after a
loss predicted higher symptom levels of complicated grief (65). It
can thus be assumed that the harrowing experience of injustice in
the case of murder or even genocide shakes one’s own belief system,
triggers negative cognitions and coping styles, and makes adaptive
reactions generally more difficult. A study by Tay, Rees (66) also

emphasized the link between the sense of injustice and severe grief
reactions following human rights violations.

Another important aspect to be considered when looking at
attitudes toward reconciliation and PG is the cultural context in
Cambodia, especially religious and spiritual beliefs about death
and mourning. Research suggests that religious beliefs have the
potential to be both a risk (67) and a protective factor (5) for
PGD, presumably depending on the ways of coping they offer to
the bereaved. During the KR regime, many deaths were violent
and unnatural, religion was forbidden and traditional
ceremonies after death were not possible (16). For many
Cambodians, these aspects may be reasons to believe that a
family member was not reincarnated (17). The importance of the
lack of Buddhist ceremonies for survivors of the KR regime also
becomes apparent in a culturally adapted therapy for KR
survivors in which a Buddhist ritual was added to the regular
therapy. The ceremony, which was led by monks, was conducted
at a mass grave site in Cambodia with the goal of helping the
ancestors of the survivors to find a peaceful place (68). Bereaved
persons might thus see the KR as responsible for more than the
death of a loved one, namely, for having put the deceased in a
state in which he or she cannot reincarnate (16). Some persons
feel haunted by their relatives, which further connects grief-
related symptoms of rumination or nightmares to the deeds of
the KR (17-19). Therefore, coming to terms with what has
happened and changing the attitude toward the perpetrators
might be further complicated by religious and spiritual beliefs
about death, causing people to worry about their loved ones even
decades after they have died.

Several limitations of the present study should be considered
when interpreting the results. First of all, the sample was not
recruited through random sampling. Despite the large sample
size, the results may thus not be generalizable to all victims of the
Khmer Rouge regime. Our measure to assess PG, the CGA-SR,
differs from the newly released classification of PGD in the ICD-11
and from the DSM-5 persistent complex bereavement disorder
(PCBD) with regard to content and the number of symptoms
required to meet diagnosis. The findings of the current study are
therefore not generalizable to other definitions of the disorder.
Furthermore, the CGA-SR has not been validated for use in
Cambodia, although the construct of PGD was validated by Field,
Strasser (15) using a similar questionnaire, which speaks for the
general applicability of PGD in Cambodia. Moreover, the RRI is a
relatively new questionnaire. Although its factor structure has been
confirmed in several samples, some caution is warranted when
interpreting the results. In particular, the third subscale (ability to
differentiate) requires further caution, as it consists only of two
items. Finally, the cross-sectional design of the present study does
not allow conclusions to be drawn about causal relationships
between the assessed variables.

In conclusion, so far, research on post-conflict reconciliation and
mental health outcomes has primarily focused on PTSD. However,
PG is also very likely to be highly prevalent in post-conflict regions,
given the high number of deaths and their mainly unnatural, often
violent and man-made nature. The results of the current study
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suggest that PG should be considered as a mental health-related
correlate of reconciliation. As such, the findings can contribute to a
better understanding of reconciliation processes in Cambodia and
possibly also in other post-conflict regions. The association between
attitudes toward reconciliation and PG should therefore be
investigated in other post-conflict populations applying
contemporary criteria for PGD or PCBD.
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posttraumatic growth in those bereaved by sudden deaths.

Methods: Participants bereaved by suicide, accident, or combat deaths completed an
online survey about demographics (including the cause of death), coping, grief severity,
depression, and posttraumatic growth. A factor analysis of the coping measure yielded
factors representing three coping strategies: avoidant coping, supportive coping, and
active coping. These three strategies, the causes of death and considering the possibility
of death were used as predictors of either grief severity, depression, or posttraumatic
growth in multivariate linear regression models.

Results: Each coping strategy and cause of death was differentially associated with grief
severity, depression, and posttraumatic growth. Specifically, supportive coping and active
coping were each only associated with higher posttraumatic growth. In contrast, avoidant
coping was associated with all outcomes (higher grief severity and depression and lower
posttraumatic growth). In addition, accidents and suicides (compared to combat deaths)
had independent effects on grief severity and posttraumatic growth. Considering the
possibility of death interacted with avoidant coping and also with supportive coping to
predict grief severity in combat-loss survivors.

Discussion: Findings highlight the differential contributions of coping strategies and their
complex relationships with cause of death in contributing to grief severity, depression, and
posttraumatic growth. Avoidant coping contributed to negative outcomes and inhibited
posttraumatic growth, suggesting its importance as a target for therapeutic intervention.
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Although supportive and active coping facilitated posttraumatic growth, they had less of a
role in mitigating grief severity or depression in this study. Although considering the
possibility of death appeared to mitigate negative outcomes among survivors of combat
death, avoidance of that possibility is likely protective for the majority of family members
whose loved ones return home safely.

Keywords: bereavement, coping, depression, grief, posttraumatic growth, preparedness, possibility of death

INTRODUCTION

Bereavement is a common and universal stressor that sometimes
leads to complicated grief or depression (e.g., 1). These outcomes
occur more frequently for those who have been bereaved by
sudden and violent deaths, such as accidents, suicides, or military
combat deaths (2). Although some studies identified differences
in psychological health between survivors of suicide loss and
other causes of death (3-5), other studies reported minimal or no
differences (6-9).

These potential differences in mental health outcomes could
be attributed to coping strategies used following a death. Coping
has been defined and classified in various ways (10-12). Many
studies have operationalized coping after bereavement by using
either the COPE (10) or Brief COPE (13), a self-report measure
that assesses 14 coping strategies (14-24). These coping
strategies (as measured by COPE or Brief COPE subscales)
were grouped by Schnider et al. (24) into three categories:
problem-focused coping (active coping, planning, instrumental
support, and religion), active emotional coping (venting, positive
reframing, humor, acceptance, and emotional support), and
avoidant emotional coping (self-distraction, denial, behavioral
disengagement, self-blame, and substance use). This three-group
structure is consistent with several factor analyses of the COPE
and Brief COPE in non-bereaved samples (25-29). However, the
combinations of individual subscales that defined the three
factors has differed between studies, leading to variations in
coping strategy labels [e.g., Engagement, Disengagement, and
Help-Seeking in (25); Active Coping, Repressive Coping, and
Affective Coping in (22)]. Alternate coping inventories employed
in other studies of bereaved samples have similarly yielded three-
dimensional coping models [e.g., task-oriented, emotion-
oriented, and avoidance-oriented coping; (30)].

Despite the variety of instruments and labels employed,
associations between certain types of coping strategies and distinct
outcomes have been consistent in bereaved samples. Problem-
focused coping (16) has been associated with posttraumatic
growth in suicide loss survivors, and affective coping has been
associated with lower post-traumatic stress disorder (PTSD)
symptom scores (21). Avoidant (or repressive) coping has been
associated with increased severity of negative outcomes, such as
grief (17-19, 24), PTSD (22), mental distress (20), and depression
(18), but has also been associated with lower grief severity (30),
suggesting that the relationship between avoidant coping and grief

Abbreviation: PTG, Posttraumatic Growth.

severity is complex and likely affected by additional factors related to
the death.

As many studies of bereavement coping strategies either
combined causes of death or looked at one cause of death alone
(e.g., suicide), there is limited information about the effects of
different coping strategies according to specific types of sudden
and violent deaths. Use of avoidant coping (31) and decreased use of
support from others (32, 33) have been reported in survivors of
suicide loss, but to our knowledge, no studies have reported about
coping strategies specifically in accidental deaths. Although there
have been no published research studies about coping strategies
used following combat deaths, anecdotal reports suggest that
combat-loss survivors are more likely to receive community
support, feel a sense of pride in their family member’s sacrifice,
and find meaning after the death compared to other sudden and
violent deaths. These reports might translate to greater use of
supportive and active (e.g., positive reframing) coping strategies
compared to suicide-loss or accident-loss survivors.

In addition to the effect of coping strategies, the unexpected
nature of sudden and violent deaths is also likely to contribute to
increased risk of mental health difficulties and reduced well-
being. For example, unexpected deaths and perceptions of less
preparedness for the death have both been associated with
complicated grief (34), increased depression (35, 36), and other
mental health disorders (36). Other variables related to the
nature of a death (i.e, violent, extent of suffering, prolonged
dying process, opportunity to say goodbye) have been associated
with “bereavement intensity”, but being unprepared for a death
was the strongest predictor of this association (14).

Despite the usefulness of the construct and the importance of
its associations, the term “preparedness” is ambiguous. For
example, even when deaths are expected, survivors may not
feel “prepared” for a death. Additionally, preparedness may refer
to logistical, as well as psychological readiness for the death. A
more precise indication of psychological readiness may be
whether the individual considered the possibility of death, as it
more clearly refers to a psychological process. Different causes of
sudden deaths (combat deaths vs. accidents vs. suicide) would be
expected to vary in the degree to which the possibility of death
was considered. For instance, death is a known risk associated
with military combat operations, so surviving family members
whose service member died (either due to combat, accident or
suicide) while deployed on a combat mission would likely have
considered such a possibility. Survivors of some suicide deaths
may have considered the possibility of death, especially if
attempts had been previously made or if the death followed a
period of suffering from a mental illness. In contrast, survivors of
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accidents are the least likely to have considered such a possibility
since accidents, by definition, are likely to be unpredictable.
Whether a bereaved individual considered the possibility of
death prior to its occurrence combined with the coping style
used after the death could explain differences in mental health
outcomes between those bereaved by deaths due to combat,
suicide, and accidents.

The current study examined the effects of coping strategies and
considering the possibility of death on grief severity, depression, and
posttraumatic growth in survivors bereaved by suicide, accident,
and combat. It was hypothesized that suicide-loss survivors would
be more likely to use avoidant coping and less likely to use support-
type strategies, resulting in higher grief severity and depression, and
reduced positive outcomes compared to accident-loss and combat-
loss survivors. In comparison, combat-loss survivors would use
more supportive coping and/or active coping strategies, which
would be associated with more posttraumatic growth and lower
grief severity. Survivors of combat death were also expected to have
been more likely to have considered the possibility of death
compared to survivors of suicides and accidents, given that all
combat deaths occurred during combat deployment compared to
smaller percentages of accidents and suicides that occurred during
combat deployment. This combination of coping and considering
the possibility of death would contribute to less adverse and more
positive outcomes.

METHODS

Participants

Surviving parents, spouses/partners, siblings, and adult children
of U.S. military service members who died by combat, accident,
or suicide between September 11, 2001 and January, 2014 were
enrolled as part of the National Military Family Bereavement
Study (NMFBS'), a study of the impact of military service
member death on their family members. Participants were
recruited for the NMFBS through grief support organizations,
online advertisements, and word-of-mouth and provided
informed consent after receiving a description of the study.
Analyses for this manuscript included: 328 survivors bereaved
by suicide, 384 survivors bereaved by accidents, and 997 survivors
bereaved by combat deaths (total n = 1,709). Time since death
ranged from under 6 months to over 12 years (mean = 4.89 years;
mode = 3 years), though most participants (65%) had been
bereaved between 1 and 7 years at the time of assessment. One
hundred thirty-one family members were bereaved less than 1 year
(34 of these 131 were bereaved less than 6 months).

Design

Participants provided online consent and completed an online
survey located on the NMFBS website'. The survey assessed
demographics, information about relationship to the service
member, circumstances of the death, and physical and
psychological reactions and was designed for participants to

"https://militarysurvivorstudy.org

complete in 30-45 min. Eighty-three percent of participants
who consented to participate then completed the study. The
study was conducted in accordance with ethical standards as
approved by the Human Research Protection Program in the
Office of Research at the Uniformed Services University of the
Health Sciences and all analyses were conducted on de-
identified data.

Measures
The following measures were analyzed for the present study.

Brief COPE (13). (28 items): 14 subscales: 1) Active Coping, 2)
Planning, 3) Positive Reframing, 4) Acceptance, 5) Humor, 6)
Religion, 7) Using Emotional Support, 8) Using Instrumental
Support, 9) Self-Distraction, 10) Denial, 11) Venting, 12)
Substance Use, 13) Behavioral Disengagement, and 14) Self-
Blame. The overall scale has good performance characteristics.
Instructions asked how the participant has been coping with
“stress in your life since the death of your service member”.

Inventory of Complicated Grief (ICG; 37) is a 19-item self-
report measure of clinically impairing grief symptom severity
during the last month. The ICG has been widely used as a
screening tool to assess grief severity (38-40).

Patient Health Questionnaire (PHQ-9; 41) is a 9-item
measure that has been used as a reliable measure of depression
in medical and general population settings (41). Participants
were asked how often they had been bothered by symptoms
during the previous 2 weeks.

Posttraumatic Growth Inventory—Short Form (PTGI-SF; 42)
is a measure of positive changes or growth after traumatic events
assessed on a six-point Likert scale. A 10-item short form of the
PTGI was used in this study. Participants responded to each item
according to whether it was true as a result of the death of their
family member.

Possibility of death: One item assessed the frequency with
which participants considered the possibility of their loved one’s
death. Participants chose one of the following five options to
complete the stem: “During the month prior to my service
member’s death...”: (1) 1 never thought about the possibility of
my service member dying; (2) I thought about the possibility of my
service member dying 1-3 times during the month (or about once
or twice every 2 weeks); (3) once each week; (4) 3-5 times each week;
(5) every day. Responses to this item were dichotomized as “never
thought about the possibility” (i.e., 1) and “thought about the
possibility” (i.e., 2-5) for the present study analyses.

Data Analysis

Descriptive statistics (means, standard deviations, frequency
distributions, crosstabs, etc.) of the study participants’
demographics and other characteristics were examined. In
order to determine how coping strategies clustered among
bereaved family members within the sample, an exploratory
factor analysis (EFA) was conducted. The EFA of the 14 Brief
COPE subscales supported a three-factor structure (eigenvalue
greater than 1). These factors were labeled supportive, avoidant,
and active coping. A confirmatory factor analysis (CFA) was then
conducted based on the EFA and prior literature to determine
whether the coping subscales factored into three factors

Frontiers in Psychiatry | www.frontiersin.org

18

August 2020 | Volume 11 | Article 749


https://www.frontiersin.org/journals/psychiatry
http://www.frontiersin.org/
https://www.frontiersin.org/journals/psychiatry#articles

Fisher et al.

Coping, Grief, Depression and PTG

representing supportive, avoidant, and active coping strategies.
The supportive coping factor consisted of two coping subscales:
emotional support (factor loading: 0.80) and instrumental
support (factor loading: 0.85). The avoidant coping factor
consisted of three coping subscales: denial (factor loading:
0.60), behavioral disengagement (factor loading: 0.72), and
self-blame (factor loading: 0.61), and the active coping factor
consisted of three coping subscales: active coping (factor loading:
0.80), positive reframing (factor loading: 0.54), and planning
(factor loading: 0.73). Indices of model fit indicated that the CFA
model had a good fit [comparative fit index (CFI) = 0.92,
standardized root mean square residual (SRMR) = 0.06, root
mean square error of approximation (RMSEA) = 0.10]. Coping
subscales in each resulting factor were identified and then
summed to create a continuous score that represented each
coping strategy. Each factor score was standardized by dividing
the number of subscales in the factor. As these three factors are
conceptually similar to other studies that derived a three-factor
structure from the COPE and Brief COPE (25-29), these
standardized factor scores were included in subsequent
regression analyses as indices of coping strategies.

To examine the effects and interactions of coping strategies,
cause of death (suicide, accidents, and combat), and possibility of
death (never thought about possibility of death vs. thought about
the possibility) on grief severity, depression, and posttraumatic
growth, multivariate linear regression analyses were performed.
Linear splines were applied to examine the relationship between
time since death and outcomes when appropriate. In order to
adjust for the cluster effects of participants nested within families,
generalized estimating equations were used to fit linear regressions
in all analyses (43). Model assumptions were checked using
histograms, normal probability plots, scatter plots, smooth
spline, plots, and other model diagnostics. Potential confounding
variables (i.e., time since death, relationship type, participant age,
gender) were also included in the models.

All statistical analyses were performed using SAS 9.4 (SAS
Institute Inc., Cary, North Carolina) and statistical significance
was defined as p < 0.05 using two-tailed tests.

RESULTS

Participant Characteristics

Demographic characteristics of the study participants, causes of
service member death, relationship to the deceased, coping
strategy factor summary scores, thoughts about the possibility
of death, and means and standard deviations of the ICG, PHQ-9,
and PTGI-SF scores are presented in Table 1.

Possibility of Death and Cause of Death
More than half (56%) of the participants thought about the
possibility of their service member’s death. The percentages
differed between each of the causes of death (p < 0.05). The
percentages were much higher among combat-loss survivors
(70%) compared to accident-loss survivors (41%) and suicide-
loss survivors (29%).

TABLE 1 | Demographics and other characteristics of study participants.

Characteristics Total (N = 1709)

NorM % or SD

Age in years (M and SD) 46.98 13.26
Gender

Male 358 20.97%

Female 1349 79.03%
Cause of death of DSM*

Combat related 997 58.34%

Accident 384 22.47%

Suicide 328 19.19%
Time since death in years (M and SD) 4.89 2.87
Relationship to the deceased

Parent 965 56.57%

Spouse 351 20.57%

Sibling 345 20.22%

Adult child 45 2.64%
Possibility of death

Never thought about possibility of death 740 44.15%

Thought about possibility of death 936 55.85%
Coping factor summary scores (M and SD, range = 2-8)

Supportive 4.84 1.69

Avoidant 3.44 1.32

Active 4.97 1.54
ICG total score (M and SD) 25.42 14.98
PHQ total score (M and SD) 8.31 6.79
PTGl total score (M and SD) 25.15 12.80

*Deceased service member.
DSM, Deceased service member; ICG, Inventory of Complicated Grief; PHQ, Patient
Health Questionnaire; PTG, Posttraumatic Growth Inventory.

To determine whether being deployed at the time of death
was associated with survivors considering the possibility of
death, the above was stratified according to deployment status
at the time of death. Twenty-three percent of accidental deaths
and 8% of suicide deaths occurred during combat deployment.
Of survivors of accidents and suicide whose loved one was combat-
deployed at the time of death, 64% and 42%, respectively considered
the possibility of death, compared to 34% and 28% of respective
survivors of accidents and suicides whose loved one was not
combat-deployed at the time of death. In contrast, 70% of combat
survivors thought about the possibility of death.

Possibility of Death and Outcomes
Participants who never thought about the possibility of their
service member’s death had significantly higher grief severity
total scores (mean = 26.1, standard deviation = 15.8) than those
who had thought about the service member’s death (mean =
24.6, standard deviation = 14.2, p = 0.04). There were no
significant differences in either depression or posttraumatic
growth between participants who never thought about their
service member’s death and those who did.
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Coping Strategies and Cause of Death

Means of each coping strategy within each cause of death were
compared. Suicide-loss survivors had significantly higher mean
avoidant coping scores (mean = 3.7, standard deviation = 1.3)
compared to combat-loss survivors (mean = 3.3, standard
deviation = 1.3, p < 0.05), but not accident-loss survivors
(mean = 3.5, standard deviation = 1.3). Supportive coping and
active coping strategies did not differ according to cause of death.

Coping Strategies and Cause of Death
Predicting Outcomes

To examine the effects of coping strategies and causes of death on
grief severity, depression, and posttraumatic growth (N = 1709),
three separate multivariate linear regression models were
conducted in which all coping strategies and all causes of death
were entered as predictors (Table 2). Avoidant coping predicted
grief severity. The second model indicated that avoidant coping
was also associated with depression. The third model indicated
that all coping strategies predicted posttraumatic growth;
avoidant coping was negatively associated with posttraumatic
growth, while active coping and supportive coping were each
positively associated with posttraumatic growth. In addition,
accident deaths and suicide deaths were associated with lower
posttraumatic scores compared to combat deaths. There were no
significant interactions between any of the coping strategies and
causes of death in any of the three models.

Possibility of Death, Coping Strategies,
and Interactions Predicting Outcomes

To examine the effect of considering the possibility of death on
grief severity, depression, and posttraumatic growth, three
additional regression models were conducted. These models
added the possibility of death as an additional predictor to the
models that contained cause of death and the three coping
strategies. As described above, all coping strategies predicted
posttraumatic growth and avoidant coping predicted higher
scores on grief severity and depression measures. Considering
the possibility of death was not associated with any of the three
outcomes (grief: p = 0.95; depression: p = 0.053; posttraumatic
growth p = 0.71).

Interactions between the possibility of death and each coping
strategy were then tested. None of the interactions between
possibility of death and any of the three coping strategies
predicted posttraumatic growth or depression. However, the
interaction between possibility and avoidant coping predicted
grief severity (Table 3 and Figure 1). The interaction suggests
that in general, more avoidant coping was associated with
increases in grief severity. However, for those who never
considered the possibility of death, increased use of avoidant
coping was associated with higher increases in grief severity than
those who did consider the possibility.

Possibility of Death, Coping, and
Interactions Stratified by Cause of Death

In order to further examine the interactive effect of possibility of
death and avoidant coping on grief severity according to different
causes of death, the regression analyses described above were
repeated with the addition of stratifying by cause of death. There
were no significant interactions between the possibility of death
and coping strategies predicting grief severity in accident

TABLE 3 | Interactions between possibility of death and coping strategies
predicting grief (N = 1,709)*.

Predictors ICG Total Score
Estimate (SE) p-value
Possibility of death * supportive coping
Never thought about possibility of death 0.45 (0.37) 0.23

Thought about possibility of death Ref Ref
Possibility of death * avoidant coping

Never thought about possibility of death 1.08 (0.42) 0.01

Thought about possibility of death Ref Ref
Possibility of death * active coping

Never thought about possibility of death 0.56 (0.42) 0.18

Thought about possibility of death Ref Ref
Cause of death

Combat related Ref

Accident 0.99 (0.69) 0.15

Suicide -1.74 (0.77) 0.02

*Model adjusted for participants age, gender, relationship with service member (parent,
spouse, sibling or adult child), and time since death.

ICG, Inventory of Complicated Grief.

The text in bold indicates a p-value less than .05.

TABLE 2 | Coping strategies and cause of death predicting grief, depression and posttraumatic growth (N = 1709)*.

Predictors ICG Total Score
Estimate (SE) p-value
Coping strategies
Supportive coping 0.03 (0.19) 0.87
Avoidant coping 7.29 (0.22) <0.01
Active coping 0.27 (0.22) 0.21
Cause of death
Combat related Ref
Accident 0.95 (0.68) 0.16
Suicide -1.76 (0.73) 0.02

PHQ Total Score PTGI Total Score

Estimate (SE) p-value Estimate (SE) p-value
-0.14 (0.09) 0.13 0.89 (0.20) <0.01
3.03 (0.11) <0.01 -1.41 (0.23) <0.01

0.05 0.61 2.99 (0.21) <0.01
Ref Ref
-0.25 (0.33) 0.43 -1.85 (0.72) 0.01
0.26 (0.41) 0.52 -1.94 (0.79) <0.01

*Models adjusted for participants age, gender, relationship with service member (parent, spouse, sibling or adult child), and time since death.
ICG, Inventory of Complicated Grief; PHQ, Patient Health Questionnaire; PTG, Posttraumatic Growth Inventory.

The text in bold indicates a p-value less than .05.
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FIGURE 1 | Interaction of avoidant coping and possibility of death predicting
grief severity in the total sample. Plot reflects regression model containing
avoidant coping, possibility of death and their interaction predicting ICG total
score.

bereaved or suicide bereaved. However, the interaction between
considering the possibility of death and supportive coping
predicted grief severity in combat-bereaved individuals (N =
997). For those who never thought about the possibility of death,
more supportive coping was associated with increased grief
severity scores. However, for those who did consider the
possibility of death, grief scores did not vary according to the
amount of supportive coping (Table 4 and Figure 2A).

The interaction between considering the possibility of death and
avoidant coping also predicted grief severity for combat-bereaved
participants. For those who never considered the possibility of death,
more avoidant coping was associated with increases in grief severity
than those who did consider the possibility (Table 4 and Figure 2B).

DISCUSSION

The present study investigated the relationships between causes
of death, coping strategies, whether participants considered the
possibility of death, and post-bereavement outcomes, including
grief severity and depression, as well as posttraumatic growth. In
summary, the findings indicated that each type of coping strategy
was differentially associated with these three outcomes.
Specifically, avoidant coping had broad and negative effects on
post-bereavement outcomes by worsening grief severity and
depression, and decreasing posttraumatic growth. In contrast,
neither supportive coping nor active coping were associated with
either grief severity or depression, but were associated with
higher levels of posttraumatic growth, suggesting unique
pathways for supporting growth within the population of those
who have been suddenly and violently bereaved. In addition to
these effects of coping strategies on outcomes, accidents and
suicides (compared to combat deaths) had independent effects

TABLE 4 | Interactions between possibility of death and coping strategies
predicting grief in combat-bereaved (N = 997)*.

Predictors ICG Total Score
Estimate (SE) p-value
Possibility of death * supportive coping
Never thought about possibility of death 1.47 (0.53) 0.01
Thought about possibility of death Ref Ref
Possibility of death * avoidant coping
Never thought about possibility of death 2.24 (0.59) <0.01
Thought about possibility of death Ref Ref
Possibility of death * active coping
Never thought about possibility of death 0.25 (0.59) 0.67
Thought about possibility of death Ref Ref

*Model adjusted for participants age, gender, relationship with service member (parent,
spouse, sibling or adult child), and time since death.

ICG, Inventory of Complicated Grief.

The text in bold indicates a p-value less than .05.

on grief severity and posttraumatic growth. These findings imply
that there are circumstances unique to causes of death, which are
independent of coping strategies, that contribute to these outcomes.
It was anticipated that whether a survivor had considered the
possibility of death might account for differences between combat,
suicide, and accident-related deaths. Although a higher percentage
of combat-loss survivors had considered the possibility of death
compared to accident-loss survivors and suicide-loss survivors, this
variable alone did not account for additional variance in outcomes
when coping strategies were included. However, the interaction
between considering the possibility of death and specific coping
strategies did account for grief severity among combat-death
survivors. Implications of these findings are discussed below.
Each type of coping strategy and cause of death was
differentially associated with grief severity, depression, and
posttraumatic growth. Specifically, supportive coping and
active coping were each associated with higher posttraumatic
growth, and avoidant coping was associated with lower
posttraumatic growth. In contrast, supportive coping and
active coping were not associated with either depression or
grief severity, though avoidance was associated with grief
severity and depression. These results are consistent with other
studies that found multiple coping strategies associated with
posttraumatic growth in bereaved individuals (44), especially
active coping strategies (45). However, findings also raise
interesting questions about therapeutic coping-focused approaches
that intend to minimize grief severity and depression, and suggest
that emphasis on avoidant coping, rather than focusing on
supportive or active coping, would better address those outcomes.
The substantial negative effect of avoidant coping on all three
post-bereavement outcomes (higher grief and depression and lower
posttraumatic growth) in this study was striking and is consistent
with prior studies (17-19, 24). Though avoidant coping was
strongly and negatively associated with grief severity, suicide
deaths also accounted for additional variance in grief severity. A
direct comparison of grief severity scores by cause of death (without
age, gender, time since death, relationship covariates) indicated that
suicide and accident survivors had higher grief severity compared to
combat survivors. However, when coping strategies (and covariates)
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FIGURE 2 | Interactions between coping strategies and possibility of death
predicting grief severity in combat-bereaved participants. Note: Plots reflect a
regression model of three coping strategies (supportive coping, avoidant
coping, active coping strategies), considering the possibility of death and
three interactions (coping X possibility) predicting total ICG score in combat-
bereaved participants. The interaction between active coping and possibility
of death was not plotted because it was not significant at the 0.05 level.

were taken into account, avoidant coping, in particular, accounted
for the variance associated with higher grief severity. In fact, the
variance associated with suicide-loss was unexpectedly associated
with lower grief severity in this model. These findings suggest that
negative effects of suicide on grief severity described in the literature
may be accounted for by the effect of avoidance rather than any
unique characteristic of suicide deaths. This result is consistent with
a previous study that also found that avoidant coping fully mediated
the effect between suicide bereavement and grief (31). This
relationship between avoidance and grief is consistent with the
clinical literature that has characterized avoidance as a symptom of
a disorder of prolonged and impairing grief (46) and a target of
evidence-based interventions for this grief disorder (47, 48).

In addition to the effects of coping strategies, cause of death
was distinctly related to outcomes, in that accident and suicide
deaths (compared to combat deaths) had independent effects on

grief severity and posttraumatic growth. This pattern of results
implies that there are circumstances unique to causes of death
that are independent of coping strategies which impact these
outcomes and warrant further investigation. It was anticipated
that one of the characteristics that differs between causes of death
might be whether a survivor had considered the possibility of
death. Indeed, considering the possibility of a family member’s
death was differentially associated with each cause of death and
with each outcome when examined alone, (i.e., without
accounting for coping strategies). As hypothesized, 70% of
combat-loss survivors considered the possibility of death, likely
due to the known risk of combat operations. In contrast, only
29% of suicide-loss survivors considered the possibility of death.
This pattern may be related to stigma associated with self-disclosure
among those having thoughts of suicidal ideation (49, 50), or that
even when informed that someone is struggling with emotional
distress or mental illness, family members may deny the possibility
of suicide as a potential outcome. Never considering the possibility
of death was associated with higher grief severity than those who did
consider it, consistent with Barry et al. (34) who found the same
relationship between grief and preparedness.

However, considering the possibility of death did not account for
additional variance in outcomes when coping strategies were
included. Instead, the interaction between considering the
possibility of death and specific coping strategies accounted for
grief severity. Specifically, considering the possibility of death
interacted with avoidant coping to predict grief severity. Though
this interaction was significant in the full sample, when the sample
was stratified by cause of death, it was only significant for combat-
loss survivors. The interaction indicated that, overall, more avoidant
coping was associated with increased grief severity. However, for
those who never considered the possibility of death, increased use of
avoidant coping was associated with even higher increases in grief
severity compared to those who did consider the possibility. In other
words, those who reported not considering the possibility of death
and also engaged in avoidant coping (defined in this study as denial,
behavioral disengagement, and self-blame) experienced an additive
effect which led to higher grief severity. In fact, not considering the
possibility of death may itself be an avoidant strategy. For family
members of military service members who are involved in combat,
such an avoidant strategy may be a healthy way to deny the risks
that their loved one is engaging in. However, in the event of death,
avoidance of the thought of death while employing continued
avoidance coping would explain its additive effect and is
consistent with evidence that avoidance behaviors prevent grief
integration and lead to prolonged and impairing grief (51).

Considering the possibility of death also interacted with
supportive coping to predict grief severity in combat-loss
survivors. For those who never thought about the possibility of
death, more supportive coping was associated with higher grief
severity. At first glance this finding may appear confusing—why
would supportive coping result in higher grief severity? However,
these findings are associative rather than causal. An explanation of
these results is that combat-bereaved survivors who never
considered the possibility of the death of their loved ones were
more likely to have higher grief severity, under which circumstances
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they more actively engaged supportive coping. That we identified
this relationship in combat-death survivors but not survivors of
suicide or accidents may be due to the larger number of combat-
death survivors in our sample. However, it could also be explained
by the greater availability of community and grief support among
combat-death survivors, especially compared to suicide, which is
often associated with stigmatization and isolation (3).

Findings of the study should be interpreted in context of its
limitations and strengths. Its cross-sectional design does not allow
conclusions regarding causal mechanisms between coping strategy
and grief severity, depression, or posttraumatic growth. In
addition, the item used to assess consideration of the possibility
of death required retrospective recall and may be subject to bias or
inaccuracies, especially given the wide range of time since loss
within the sample. It may be more precise to interpret this variable
as the participant’s perception of whether the possibility of
death was considered. In addition, the sample consisted of
approximately 80% female participants, so findings may not be
as generalizable to males. Despite these limitations and to our
knowledge, this is the first study to investigate the relationship
between considering the possibility of death (or preparedness) and
coping strategies. It is also the first to report on coping strategies
used by combat-loss survivors compared to suicide-loss and
accident-loss survivors. In addition, the large sample size
allowed examination of distinct effects of each of the three
coping strategies in combination with considering the possibility
of death on grief severity, depression, and posttraumatic growth.

In conclusion, study findings highlight the differential
contributions of coping strategies and their complex relationships
with cause of death in contributing to grief severity, depression, and
posttraumatic growth. Consistent with the existing literature,
avoidant coping, in particular, was a potent contributor to
negative outcomes, as well as an inhibitor of posttraumatic
growth, suggesting its importance as a target for therapeutic
intervention. Although supportive and active coping facilitated
posttraumatic growth, they had less of a role in mitigating grief
severity or depression in this study. These findings are consistent
with therapeutic targets described in evidence-based programs (48,
52), and suggest that targeting coping strategies in community
support programs or therapeutic interventions can minimize grief
severity and promote posttraumatic growth among bereaved
military family members. Specifically, efforts to decrease
avoidance (e.g., accepting the reality of the death, enhancing
behavioral and social engagement) and to increase supportive and
active coping (e.g. seeking and accepting assistance, developing

REFERENCES

1. Stroebe M, Schut H, Stroebe W. Health outcomes of bereavement. Lancet
(2007) 370(9603):1960-73. doi: 10.1016/S0140-6736(07)61816-9

2. Kristensen P, Weiseth L, Heir T. Bereavement and mental health after
sudden and violent losses: a review. Psychiatry (2012) 75(1):76-97.
doi: 10.1521/psyc.2012.75.1.76

3. Jordan JR. Is suicide bereavement different? A reassessment of the literature.
Suicide Life Threat Behav (2001) 31(1):91-102. doi: 10.1521/suli.31.1.
91.21310

meaningful understanding of the death) should be recommended
approaches to enhance survivors’ grief adaptation. Considering the
possibility of death appeared to mitigate negative outcomes among
survivors of combat death. Although this finding might suggest the
importance of preparing military family members for the possibility
of death, avoidance of that possibility is likely protective for the vast
majority of family members whose loved ones return home safely.

DATA AVAILABILITY STATEMENT

The datasets presented in this article are not readily available
because they are restricted due to privacy reasons. Requests to
access the datasets should be directed to the Principal Investigator,
National Military Family Bereavement Study (SC, stephen.cozza@
usuhs.edu). Requests to access this data will be decided at the
discretion of the Principal Investigator and the Uniformed
Services University based upon the scientific merits of any
proposed project.

ETHICS STATEMENT

The studies involving human participants were reviewed and
approved by institutional review board at the Uniformed Services
University of the Health Sciences. The participants provided their
written informed consent to participate in this study.

AUTHOR CONTRIBUTIONS

JE conceptualized the presented ideas and developed them in
consultation with JZ and SC. JZ performed the data analyses and
SC provided guidance. JF wrote the manuscript with substantial
contributions from JZ and SC. RZ assisted with the preparation of
the final version of the manuscript. CF and RU provided leadership.

FUNDING

This paper represents research funded by the Department of
Defense—Congressionally Directed Medical Research Programs
(W81XWH-11-2-0119) and the American Foundation for
Suicide Prevention (Grant Number SRG-1-043-17).

4. Moore MM, Cerel ], Jobes DA. Fruits of trauma? Posttraumatic growth among
suicide-bereaved parents. Crisis (2013) 36(4):241-8. doi: 10.1027/0227-5910/a000318

5. Pitman A, Osborn D, King M, Erlangsen A. Effects of suicide bereavement on
mental health and suicide risk. Lancet Psychiatry (2014) 1(1):86-94.
doi: 10.1016/s2215-0366(14)70224-x

6. Andriessen K. Suicide bereavement and postvention in major suicidology
journals: lessons learned for the future of postvention. Crisis (2014) 35
(5):338-48. doi: 10.1027/0227-5910/2000269

7. Hung NC, Rabin LA. Comprehending childhood bereavement by parental
suicide: a critical review of research on outcomes, grief processes, and

Frontiers in Psychiatry | www.frontiersin.org

August 2020 | Volume 11 | Article 749


mailto:stephen.cozza@usuhs.edu
mailto:stephen.cozza@usuhs.edu
https://doi.org/10.1016/S0140-6736(07)61816-9
https://doi.org/10.1521/psyc.2012.75.1.76
https://doi.org/10.1521/suli.31.1.91.21310
https://doi.org/10.1521/suli.31.1.91.21310
https://doi.org/10.1027/0227-5910/a000318
https://doi.org/10.1016/s2215-0366(14)70224-x
https://doi.org/10.1027/0227-5910/a000269
https://www.frontiersin.org/journals/psychiatry
http://www.frontiersin.org/
https://www.frontiersin.org/journals/psychiatry#articles

Fisher et al.

Coping, Grief, Depression and PTG

10.

11.

12.

13.

14.

15.

16.

18.

20.

21.

22.

23.

24.

25.

26.

27.

interventions. Death Stud (2009) 33(9):781-814. doi: 10.1080/
07481180903142357

. Kuramoto SJ, Brent DA, Wilcox HC. The impact of parental suicide on child

and adolescent offspring. Suicide Life Threat Behav (2009) 39(2):137-51.
doi: 10.1521/suli.2009.39.2.137

. Murphy SA, Johnson LC, Wu L, Fan JJ, Lohan J. Bereaved parents” outcomes

4 to 60 months after their children’s deaths by accident, suicide, or homicide:
a comparative study demonstrating differences. Death Stud (2003) 27(1):39-
61. doi: 10.1080/07481180302871

Carver CS, Scheier MF, Weintraub JK. Assessing coping strategies: a
theoretically based approach. J Pers Soc Psychol (1989) 56(2):267-83.
doi: 10.1037//0022-3514.56.2.267

Lazarus RS, Folkman S. Stress Appraisal and Coping. New York: Springer
(1984). 460p.

Parker JD, Endler NS. Coping with coping assessment: a critical review. Eur |
Pers (1992) 6(5):321-44. doi: 10.1002/per.2410060502

Carver CS. You want to measure coping but your protocol’s too long: consider
the brief COPE. Int ] Behav Med (1997) 4(1):92-100. doi: 10.1207/
§15327558ijbm0401_6

Buckley T, Spinaze M, Bartrop R, McKinley S, Whitfield V, Havyatt J, et al.
The nature of death, coping response and intensity of bereavement following
death in the critical care environment. Aust Crit Care (2015) 28(2):64-70.
doi: 10.1016/j.aucc.2015.02.003

Chae JH, Huh HJ, Choi WJ. Embitterment and bereavement: the Sewol ferry
accident example. Psychol Trauma (2018) 10(1):46-50. doi: 10.1037/
tra0000308

Drapeau CW, Lockman JD, Moore MM, Cerel J. Predictors of posttraumatic
growth in adults bereaved by suicide. Crisis (2019) 40(3):196-202.
doi: 10.1027/0227-5910/a000556

. Harper M, O’Connor RC, O’Carroll RE. Factors associated with grief and

depression following the loss of a child: a multivariate analysis. Psychol Health
Med (2014) 19(3):247-52. doi: 10.1080/13548506.2013.811274

Harper M, O’Connor RC, O’Carroll RE. The relative importance of avoidance
and restoration-oriented stressors for grief and depression in bereaved
parents. Psychol Health Med (2015) 20(8):906-15. doi: 10.1080/13548506.
2014.990908

. McDevitt-Murphy ME, Zakarian RJ, Luciano MT, Olin CC, Mazzulo NN,

Neimeyer RA. Alcohol use and coping in a cross-sectional study of African
American homicide survivors. J Ethn Subst Abuse (2019) 18:1-16.
doi: 10.1080/15332640.2019.1598905

Murphy SA, Chung IJ, Johnson LC. Patterns of mental distress following the
violent death of a child and predictors of change over time. Res Nurs Health
(2002) 25(6):425-37. doi: 10.1002/nur.10060

Murphy SA, Johnson LC, Chung IJ, Beaton RD. The prevalence of PTSD
following the violent death of a child and predictors of change 5 years later.
J Trauma Stress (2003) 16(1):17-25. doi: 10.1023/A:1022003126168
Murphy SA, Johnson LC, Lohan J. The effectiveness of coping resources and
strategies used by bereaved parents 1 and 5 years after the violent deaths of
their children. Omega (Westport) (2003) 47(1):25-44. doi: 10.2190/HDUM-
6A52-9958-7VOE

Murphy SA, Johnson LC, Weber NA. Coping strategies following a child’s
violent death: how parents differ in their responses. Omega (Westport) (2002)
45(2):99-118. doi: 10.2190/DINT-WC8V-KMJN-3P8T

Schnider KR, Elhai JD, Gray MJ. Coping style use predicts posttraumatic
stress and complicated grief symptom severity among college students
reporting a traumatic loss. J Couns Psychol (2007) 54(3):344-50.
doi: 10.1037/0022-0167.54.3.344

Gutierrez F, Peri JM, Torres X, Caseras X, Valdés M. Three dimensions of
coping and a look at their evolutionary origin. J Res Pers (2007) 41(5):1032—
53. doi: 10.1016/j.jrp.2007.01.006

Hasking PA, Oei TPS. Confirmatory factor analysis of the COPE
questionnaire on community drinkers and an alcohol-dependent sample.
J Stud Alcohol (2002) 63(5):631-40. doi: 10.15288/jsa.2002.63.631

Litman JA. The COPE inventory: dimensionality and relationships
with approach- and avoidance-motives and positive and negative
traits. Pers Individ Dif (2006) 41(2):273-84. doi: 10.1016/j.paid.2005.
11.032

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

Lyne K, Roger D. A psychometric re-assessment of the COPE
questionnaire. Pers Individ Dif (2000) 29(2):321-35. doi: 10.1016/S0191-
8869(99)00196-8

Wang AWT, Cheng CP, Chang CS, Chen DR, Chen ST, Shiech V, et al. Does
the factor structure of the Brief COPE fit different types of traumatic events? A
test of measurement invariance. Eur ] Psychol Assess (2018) 34(3):162-73.
doi: 10.1027/1015-5759/a000321

Anderson MJ, Marwit SJ, Vandenberg B, Chibnall JT. Psychological and
religious coping strategies of mothers bereaved by the sudden death of a child.
Death Stud (2005) 29(9):811-26. doi: 10.1080/07481180500236602

Nam I. Suicide bereavement and complicated grief: experiential avoidance as a
mediating mechanism. J Loss Trauma (2016) 21(4):325-34. doi: 10.1080/
15325024.2015.1067099

Bailley SE, Kral MJ, Dunham K. Survivors of suicide do grieve differently:
empirical support for a common sense proposition. Suicide Life Threat Behav
(1999) 29(3):256-71. doi: 10.1111/j.1943-278X.1999.tb00301.x

Farberow NL, Gallagher-Thompson D, Gilewski M, Thompson L. The role of
social supports in the bereavement process of surviving spouses of suicide and
natural deaths. Suicide Life Threat Behav (1992) 22(1):107-24. doi: 10.1111/
j.1943-278X.1992.tb00479.x

Barry LC, Kasl SV, Prigerson HG. Psychiatric disorders among bereaved
persons: the role of perceived circumstances of death and preparedness for
death. A ] Geriatr Psychiatry (2002) 10(4):447-57. doi: 10.1097/00019442-
200207000-00011

Burton AM, Haley WE, Small BJ. Bereavement after caregiving or unexpected
death: effects on elderly spouses. Aging Ment Health (2006) 10(3):319-26.
doi: 10.1080/13607860500410045

Keyes KM, Pratt C, Galea S, McLaughlin KA, Koenen KC, Shear MK. The
burden of loss: unexpected death of a loved one and psychiatric disorders
across the life course in a national study. Am J Psychiatry (2014) 171(8):864—
71. doi: 10.1176/appi.ajp.2014.13081132

Prigerson HG, Maciejewski PK, Reynolds III CF, Bierhals AJ, Newsom JT,
Fasiczka A, et al. Inventory of Complicated Grief: a scale to measure
maladaptive symptoms of loss. Psychiatry Res (1995) 59(1):65-79.
doi: 10.1016/0165-1781(95)02757-2

Boelen PA, de Keijser J, van den Hout MA, van den Bout J. Treatment of
complicated grief: a comparison between cognitive-behavioral therapy and
supportive counseling. J Consult Clin Psychol (2007) 75(2):277-84.
doi: 10.1037/0022-006X.75.2.277

Mitchell AM, Kim Y, Prigerson HG, Mortimer-Stephens M. Complicated grief
in survivors of suicide. Crisis (2004) 25(1):12-8. doi: 10.1027/0227-
5910.25.1.12

Szanto K, Shear MK, Houck PR, Reynolds III CF, Frank E, Caroff K, et al.
Indirect self-destructive behavior and overt suicidality in patients with
complicated grief. J Clin Psychiatry (2006) 67(2):233-9. doi: 10.4088/
jcp.v67n0209

Kroenke K, Spitzer RL, Williams JB. The PHQ-9: validity of a brief depression
severity measure. ] Gen Intern Med (2001) 16(9):606-13. doi: 10.1046/j.1525-
1497.2001.016009606

Cann A, Calhoun LG, Tedeschi RG, Taku K, Vishnevsky T, Triplett KN, et al.
A short form of the Posttraumatic Growth Inventory. Anxiety Stress Coping
(2010) 23(2):127-37. doi: 10.1080/10615800903094273

Liang KY, Zeger SL. Longitudinal data analysis using generalized linear
models. Biometrika (1986) 73(1):13-22. doi: 10.1093/biomet/73.1.13
Wolchik SA, Coxe S, Tein JY, Sandler IN, Ayers TS. Six-year longitudinal
predictors of posttraumatic growth in parentally bereaved adolescents
and young adults. Omega (Westport) (2009) 58(2):107-28. doi: 10.2190/
om.58.2.b

Michael C, Cooper M. Post-traumatic growth following bereavement: a
systematic review of the literature. Couns Psychol Rev (2013) 28(4):18-33.
American Psychiatric Association. Diagnostic and statistical manual of mental
disorders. Virginia: American Psychiatric Association (2013). 947p.

Shear MK. Complicated grief. N Engl ] Med (2015) 372(2):153-60.
doi: 10.1056/NEJMcp1315618

Shear MK, Frank E, Houck PR, Reynolds III CF. Treatment of complicated
grief: a randomized controlled trial. JAMA (2005) 293(21):2601-8.
doi: 10.1001/jama.293.21.2601

Frontiers in Psychiatry | www.frontiersin.org

84

August 2020 | Volume 11 | Article 749


https://doi.org/10.1080/07481180903142357
https://doi.org/10.1080/07481180903142357
https://doi.org/10.1521/suli.2009.39.2.137
https://doi.org/10.1080/07481180302871
https://doi.org/10.1037//0022-3514.56.2.267
https://doi.org/10.1002/per.2410060502
https://doi.org/10.1207/s15327558ijbm0401_6
https://doi.org/10.1207/s15327558ijbm0401_6
https://doi.org/10.1016/j.aucc.2015.02.003
https://doi.org/10.1037/tra0000308
https://doi.org/10.1037/tra0000308
https://doi.org/10.1027/0227-5910/a000556
https://doi.org/10.1080/13548506.2013.811274
https://doi.org/10.1080/13548506.2014.990908
https://doi.org/10.1080/13548506.2014.990908
https://doi.org/10.1080/15332640.2019.1598905
https://doi.org/10.1002/nur.10060
https://doi.org/10.1023/A:1022003126168
https://doi.org/10.2190/HDUM-6A52-9958-7V0E
https://doi.org/10.2190/HDUM-6A52-9958-7V0E
https://doi.org/10.2190/D9NT-WC8V-KMJN-3P8T
https://doi.org/10.1037/0022-0167.54.3.344
https://doi.org/10.1016/j.jrp.2007.01.006
https://doi.org/10.15288/jsa.2002.63.631
https://doi.org/10.1016/j.paid.2005.11.032
https://doi.org/10.1016/j.paid.2005.11.032
https://doi.org/10.1016/S0191-8869(99)00196-8
https://doi.org/10.1016/S0191-8869(99)00196-8
https://doi.org/10.1027/1015-5759/a000321
https://doi.org/10.1080/07481180500236602
https://doi.org/10.1080/15325024.2015.1067099
https://doi.org/10.1080/15325024.2015.1067099
https://doi.org/10.1111/j.1943-278X.1999.tb00301.x
https://doi.org/10.1111/j.1943-278X.1992.tb00479.x
https://doi.org/10.1111/j.1943-278X.1992.tb00479.x
https://doi.org/10.1097/00019442-200207000-00011
https://doi.org/10.1097/00019442-200207000-00011
https://doi.org/10.1080/13607860500410045
https://doi.org/10.1176/appi.ajp.2014.13081132
https://doi.org/10.1016/0165-1781(95)02757-2
https://doi.org/10.1037/0022-006X.75.2.277
https://doi.org/10.1027/0227-5910.25.1.12
https://doi.org/10.1027/0227-5910.25.1.12
https://doi.org/10.4088/jcp.v67n0209
https://doi.org/10.4088/jcp.v67n0209
https://doi.org/10.1046/j.1525-1497.2001.016009606
https://doi.org/10.1046/j.1525-1497.2001.016009606
https://doi.org/10.1080/10615800903094273
https://doi.org/10.1093/biomet/73.1.13
https://doi.org/10.2190/om.58.2.b
https://doi.org/10.2190/om.58.2.b
https://doi.org/10.1056/NEJMcp1315618
https://doi.org/10.1001/jama.293.21.2601
https://www.frontiersin.org/journals/psychiatry
http://www.frontiersin.org/
https://www.frontiersin.org/journals/psychiatry#articles

Fisher et al.

Coping, Grief, Depression and PTG

49.

50.

51.

52.

Hom MA, Stanley IH, Podlogar MC, Joiner. TE. “Are you having
thoughts of suicide?” Examining experiences with disclosing and
denying suicidal ideation. J Clin Psychol (2017) 73(10):1382-92.
doi: 10.1002/jclp.22440

Ganzini L, Denneson LM, Press N, Bair MJ, Helmer DA, Poat J, et al.
Trust is the basis for effective suicide risk screening and assessment in
veterans. | Gen Intern Med (2013) 28(9):1215-21. doi: 10.1007/s11606-
013-2412-6

Shear MK. Exploring the role of experiential avoidance from the perspective of
attachment theory and the dual process model. Omega (Westport) (2010) 61
(4):357-69. doi: 10.2190/OM.61.4.f

Shear MK, Wang Y, Skritskaya N, Duan N, Mauro C, Ghesquiere A.
Treatment of complicated grief in elderly persons: a randomized clinical
trial. JAMA Psychiatry (2014) 71(11):1287-95. doi: 10.1001/jamapsychiatry.
2014.1242

Disclaimer: The opinions and assertions expressed herein are those of the author
(s) and do not necessarily reflect the official policy or position of the Uniformed
Services University, the Department of Defense, or the American Foundation for
Suicide Prevention.

Conflict of Interest: The authors declare that the research was conducted in the
absence of any commercial or financial relationships that could be construed as a
potential conflict of interest.

Copyright © 2020 Fisher, Zhou, Zuleta, Fullerton, Ursano and Cozza. This is an open-
access article distributed under the terms of the Creative Commons Attribution License
(CC BY). The use, distribution or reproduction in other forums is permitted, provided the
original author(s) and the copyright owner(s) are credited and that the original
publication in this journal is cited, in accordance with accepted academic practice. No
use, distribution or reproduction is permitted which does not comply with these terms.

Frontiers in Psychiatry | www.frontiersin.org

85

August 2020 | Volume 11 | Article 749


https://doi.org/10.1002/jclp.22440
https://doi.org/10.1007/s11606-013-2412-6
https://doi.org/10.1007/s11606-013-2412-6
https://doi.org/10.2190/OM.61.4.f
https://doi.org/10.1001/jamapsychiatry.2014.1242
https://doi.org/10.1001/jamapsychiatry.2014.1242
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/
https://www.frontiersin.org/journals/psychiatry
http://www.frontiersin.org/
https://www.frontiersin.org/journals/psychiatry#articles

:\' frontiers
in Psychiatry

OPINION
published: 07 August 2020
doi: 10.3389/fpsyt.2020.00752

OPEN ACCESS

Edited by:
Birgit Wagner,
Medical School Berlin, Germany

Reviewed by:

Sebastian Trautmann,

Medlical School Hamburg, Germany
Nadine Stammel,

Freie Universitét Berlin, Germany
Carina Heeke,

Freie Universitét Berlin, Germany

*Correspondence:
Maarten C. Eisma
m.c.eisma@rug.nl

Specialty section:

This article was submitted to
Mood and Anxiety Disorders,
a section of the journal
Frontiers in Psychiatry

Received: 24 February 2020
Accepted: 16 July 2020
Published: 07 August 2020

Citation:

Eisma MC, Rosner R and Comtesse H
(2020) ICD-11 Prolonged Grief
Disorder Criteria: Turning Challenges
Into Opportunities With

Multiverse Analyses.

Front. Psychiatry 11:752.

doi: 10.3389/fpsyt.2020.00752

Check for
updates

ICD-11 Prolonged Grief Disorder
Criteria: Turning Challenges Into
Opportunities With Multiverse
Analyses

Maarten C. Eisma'”, Rita Rosner? and Hannah Comtesse?

" Department of Clinical Psychology and Experimental Psychopathology, University of Groningen, Groningen, Netherlands,
2 Department of Psychology, Catholic University Eichstaett-Ingolstadt, Ingolstadt, Germany

Keywords: prolonged grief disorder, persistent complex bereavement disorder, complicated grief, criteria,
algorithm, criticism, critique, multiverse analyses

INTRODUCTION

Recently, prolonged grief disorder (PGD), a diagnosis characterized by severe, persistent and
disabling grief, was formally included in the 11th revision of the International Classification of
Diseases [ICD-11; (1): Table 1]. To meet PGDicp.1; criteria one needs to experience persistent and
pervasive longing for the deceased and/or persistent and pervasive cognitive preoccupation with the
deceased, combined with any of 10 additional grief reactions assumed indicative of intense
emotional pain for at least six months after bereavement. Contrary to the 5th revision of the
Diagnostical and Statistical Manual of Mental Disorders [DSM-5; (11)] and the 10th revision of the
International Classification of Diseases [ICD-10; (12)], the ICD-11 only uses a typological approach,
implying that diagnosis descriptions are simple and there is no strict requirement for the number of
symptoms one needs to experience to meet the diagnostic threshold.

Some researchers have argued that PGD;cp ,’s typological approach is helpful, as it will lead to
greater sensitivity in case identification in clinical practice and increased cross-cultural applicability
(13). Others have highlighted that the typological approach allows for flexible diagnostic algorithms
in research, so that PGDycp.;; criteria can be adapted to resemble the characteristics of both stricter
and more lenient precursor criteria (14). In the current contribution, we take a different,
complementary position. We highlight a series of challenges in using the PGD criteria for
research purposes and discuss the application of a method that employs flexibility of PGDjcp_1;
diagnostic approach to address these challenges, which may help in working toward the unbiased,
structured, and transparent identification of optimal criteria for disturbed grief.

A CRITIQUE OF PGD ICD-11 FOR RESEARCH PURPOSES

A first challenge to researchers applying PGDicp. 1) criteria is that they were completely new when
first introduced and differed substantially from previously proposed diagnostic criteria sets (15). For
example, PGDjcp_;; contains multiple symptoms not found in any prior proposed criteria set, such
as guilt, blame and the inability to experience positive mood [for a full criteria set comparison: (16)].
Furthermore, oft-used measures to assess disturbed grief responses, such as versions of the
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ICD-11 Prolonged Grief Disorder Criteria

TABLE 1 | Overview of ICD-11 diagnostic criteria for PGD and results of multiverse analyses of PGDicp.11.

ICD-11 criteria for PGD Study Sample Measure ' Results
A. At least one of Boelen and 855 ICG-R, SCL- Prevalence rate of PGD\cp-11 and diagnostic agreement with PCBD, PGD g0,
the following: Lenferink (2) bereaved 90 PGDicp-11 8p; CG, and PGDpsm.s>, respectively, for various additional symptom
a persistent and pervasive community depression thresholds:
longing for the deceased members scale 1+ =19.8%, k = .66,.67,.98,.92,.93; 2+ = 18.1%, k = .69,.73,.96,.89,.94; 3+ = 16.1%, Kk =
or a persistent and .75,.79,.89,.82,.89; 4+ = 13.4%, ¥ = .78,.82,.79,.72,.81; 5+ = 10.8%, x =
pervasive preoccupation .83,.82,.67,.61,.72; 6+ = 7.8%, k = .76,.76,.52,.47,.56; 7+ = 5.0%, k = .59,.57,.36,.32,.39
with the deceased. Number of possible symptom combinations to meet PGD,cp.11 caseness for
various additional symptom thresholds: 1+ = 3069, 2+ = 3039, 3+ = 2904, 4+ = 2544,
5+ = 1914, 6+ = 1158, 7+ = 528
B. Examples of intense Boelen et al. 551 ICG-R, SCL- Prevalence rate of PGD,cp.11 and diagnostic agreement with PCBD for various
emotional pain 3) bereaved 90 additional symptom thresholds:
Accompanied by intense community depression 1+=19.2%, k = .51, 2+ = 17.6%, k = .56; 3+ = 15.4%, x = .62;
emotional pain e.g. members scale 4+ =11.1%, k = .75; 5+ = 8.3%, k = .84, 6+ = 5.3%, k = .71
sadness, guilt, anger, Bonanno and 282 “Structured  Prevalence rate of PGD\cp.11 and diagnostic agreement with PCBD for various
denial, blame; difficulty Malgaroli (4) bereaved clinical symptom thresholds: 1+ = 11.7%, percentage match = 36.4%, 3+ = 8.8%, percentage
accepting the death; community interview” match = 48.0%; 5+ = 4.6%, percentage match = 76.9%
feeling one has lost a part members
of one’s self; an inability to
experience positive mood;
emotional numbness;
difficulty in engaging with
social or other activities.
C. Time and impairment ~ Comtesse 118 ICG, PG-13  Sensitivity and specificity values from ROC analysis of PGD,cp.11 for various additional
Persisted for an abnormally et al. (5) bereaved symptoms thresholds (interview-diagnosed PGDy9 as criterion standard):
long period of time (more treatment- 14+ = 100% and 6%, 2+ = 100% and 9%, 3+ = 100% and 30%,
than 6 months at a seekers 4+ = 98% and 56%, 5+ = 88% and 75%, 6+ = 82% and 92%, 7+ = 65% and 96%, 8+ =
minimum): following the 37% and 100%, 9+ = 15% and 100%, 10+ = 7% and 100%
loss, clearly exceeding Prevalence rate of PGD,cp.11 and diagnostic agreement with PCBD for various
expected social, cultural or additional symptom thresholds: 1+ = 69.1%, k = .51; 6+ = 46.9%, k = .77
religious norms for the
individual’s culture and
context.
The disturbance causes Cozzaetal. (6) 1732 cGQ Diagnostic agreement of PGD\cp-11 with PCBD, PGDo09, and CG, respectively, for
significant impairment in bereaved thresholds of one or two additional symptoms for all criteria-sets: x for PGDcp.11
personal, family, social, military family and PCBD = .90 or.87, k for PGD\cp.11 and PGDsgog = .89 0r.86, k for PGDicp.11 and CG
educational, occupational members = .93 0r.89
or other important areas Mauro et al. (7) 261 SCI-CG Diagnostic agreement of PGD,cp.1¢1 With ICG cut-off > 30 and clinician-rated CG
of functioning. bereaved and functional impairment for various additional symptom thresholds: 0+ = 95.8%,
treatment- 1+ = 95.8%,
seekers 2+ = 95.0%, 3+ = 91.6%, 4+ = 86.2%, 5+ = 72.8%, 6+ = 45.2% (5+ and 6+ estimates fall

in between PGD,qqg rates of agreement: 59.0%)

PGD, prolonged grief disorder; PGDcp.17, ICD-11 diagnostic criteria for PGD; PGD,cp.11 gp, diagnostic criteria according to the ICD-11 beta draft [or a description see (2)]; PGD2oog,
diagnostic criteria for PGD according to Prigerson et al. (8); PCBD, DSM-5 diagnostic criteria for persistent complex bereavement disorder; CG, diagnostic criteria for complicated grief (9);
CGQ, Complicated Grief Questionnaire; ICG, Inventory of Complicated Grief; ICG-R, Inventory of Complicated Grief Revised; PG-13, Interview for Prolonged Grief-13; SCI-CG, Structured
Clinical Interview for Complicated Grief: SCL-90, Symptom-Checklist-90. " In all cited studies, items of the respective measure(s) were used to assess (approximations of) PGDicp.1;
symptoms. Symptoms were regarded as present if judged as ‘present’ by an interviewer (4) or if an item was scored higher than a specific value (e.g., > 4) on the respective scale(s) (e.g.,
five-point Likert scale). Each symptom score was dichotomously coded as “absent” (0) or “present” (1). PGD,cp.11 caseness was then determined following the ICD-11 diagnostic rule.
2 PGDpsys.5 was interpreted here according to proposed guidelines [(10), i.e., three additional symptoms].

» o«

Inventory of Complicated Grief [e.g., ICG; (17)] do not fully
assess PGDjcp.;; criteria [6; for a recent review illustrating this
point: (18)]. Therefore, the development of new, reliable and
valid instruments is critical to assess the characteristics and
validity of PGDicp.1; and determine for common research
purposes [e.g., establishing prevalence, risk factors, treatment
efficacy] who meets PGDjcp._;; criteria. However, the typological
approach in PGDjcp.;; poses a substantial challenge to the
development of such instruments.

First, the plain language used to formulate additional criteria
makes it unclear what precisely each criterion implies. Single-

word criteria “guilt,” “anger,” “denial,” and “blame” are
particularly problematic. For example, “blame” could refer to
self-blame or other-blame, blame for the death, or blame for
something else. Since self-blame is much more prevalent in
bereaved persons than blaming others (19) the interpretation
of this criterion influences its prevalence. Moreover, blaming
oneself for the death perpetuates disturbed grief, whereas
blaming others for the death does not (20), so the
characteristics and clinical correlates of this criterion may be
very different depending on how it is interpreted [for a related
discussion: (21)].
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Second, even core criteria of “longing” and “preoccupation,”
shared with most prior proposed grief disorders, are potentially
problematic in their implementation. For example, it is unclear if
a higher item-score threshold should be used to indicate that
someone experiences persistent and pervasive longing, as it is the
most frequently reported experience in bereavement (22), and, as
a consequence, one of the least sensitive criteria in distinguishing
those with and without disturbed grief (14). Preoccupation with
the deceased is also already being interpreted differently by
influential researchers in the grief field, with some viewing it as
intrusive images about the death (23), and others as a process
similar to grief rumination (24). While imagery and rumination
are related processes, they are dissimilar in phenomenal
characteristics, such as their duration, sensory experiences, and
emotional correlates (25). The interpretation of this criterion will
therefore have repercussions for what we regard as PGD.

Third, many key characteristics of PGDycp.1; (e.g. prevalence,
classification, symptom heterogeneity) depend heavily on the chosen
diagnostic algorithm. Pioneering research on characteristics of this
disorder (with measures approximating actual criteria) used the
minimal criteria as specified in the ICD-11 (i.e., at least one core
criterion, and at least one additional criterion) in addition to the time
and disability criteria (7, 26). It soon became apparent that applying
these minimal criteria led to much higher prevalence rates for
PGDicp.1; than for prior proposed criteria of PGD [PGDyg9; (8)]
and persistent complex bereavement disorder [PCBD; DSM-5, (10)].
This algorithm is thus relatively lenient, and applying it may lead to
overdiagnosis and limited generalizability of findings on two of the
most-studied grief disorder proposals (i.e., PGD,gp9; PCBD) to
PGDicp.11 (14). This elicits the question: If the diagnostic
algorithm directly derived from the ICD-11 text is too liberal,
which diagnostic rules are then optimal for research?

MULTIVERSE ANALYSES IN RESEARCH
ON PGD ICD-11

In summary, a fundamental challenge for grief researchers in
using the PGDjcp_1; diagnosis is that its criteria are open for
multiple interpretations and that the only diagnostic algorithm
mapping one-on-one on the diagnosis description is too lenient.
While the current criteria cannot easily be amended, their
systematic investigation can make them more useful to
researchers, for instance by providing a basis for achieving
consensus on symptom interpretation, algorithms, and future
PGD criteria. We propose that multiverse analyses can be
particularly helpful in achieving such goals. Multiverse analyses
typically consist of a procedure wherein one performs similar
analyses across multiple datasets generated by making reasonable
but variable choices on excluding, transforming and coding data
(27). For example, when using a reaction time task with skewed
data, one may perform analyses based on the median or the
mean or analyze the data using parametric or non-parametric
statistical tests. By comparing outcomes of multiple analyses, one
can establish the degree of uncertainty about the conclusions one
arrives at and the robustness of findings to arbitrary decisions

made in data preparation and analysis. For example, one may
discover that the direction and significance of effects is similar
regardless of these decisions or that some decisions lead to
significant effects, whereas others do not. The first scenario
would allow for strong conclusions and the second scenario
would signal caution is warranted in the interpretation
of findings.

We advocate a similar but conceptually distinct procedure
wherein empirical research examining the characteristics of
PGDjcp.1; systematically vary certain aspects of these criteria
(e.g., using a more stringent cut-off for longing) or the diagnostic
algorithm (e.g., varying the number of additional symptoms). A
comparison of results obtained with multiple interpretations of
criteria can help illuminate how robust specific results are
dependent on multiple interpretations of the PGDjcp.;; criteria.
For example, one may be able to investigate the robustness of group
differences between people with and without PGD on risk-factors
and protective factors or treatment effectiveness (e.g., percentage
with and without diagnosis after treatment) dependent on different
interpretations of PGDcp 1. Additionally, critical information can
be gathered on the influence of variations in symptom
interpretations and algorithms on PGDcp 1; characteristics and
how these characteristics compare to other proposed criteria sets
[e.g., the newly developed PGD criteria for the upcoming text
revision of DSM-5, (10)]. That is, multiverse analyses can be
applied to shed light on a variety of clinically relevant
characteristics of PGDycp 11 (e.g., retest and interrater reliability,
specificity and sensitivity of classification, distinctiveness from
other disorders, associations with functional impairment) when
systematically modifying interpretations of its criteria.

Only a handful of studies have thus far applied such analyses,
which have predominantly narrowly focused on examining
characteristics of PGDjcp.;; and their comparability against
external standards when varying the number of additional
criteria (see Table 1 for a summary). It has been observed that
minimal PGDjcp.q; criteria yield a similar prevalence as the
relatively lenient Shear et al. criteria (9) for complicated grief (7),
but almost two times higher prevalence than relatively strict
PCBD criteria (2, 28, 29). Multiverse analyses in community
samples demonstrated that similar prevalence estimates and
good diagnostic agreement with PCBD and PGD,gp9 appears
to be achieved with five additional criteria for PGD;cp_1; [(2-4),
cf. (7)]. Similarly, in treatment-seekers, minimal PGDicp_1;
criteria correctly classified people against a relatively lenient
standard of 30 or higher on the ICG (6, 7), yet as many as six
additional symptoms were necessary to yield comparable
prevalence and good diagnostic agreement with PGD,gg9 and
PCBD (5). Moreover, one study demonstrated the influence of
the number of additional symptoms on symptom heterogeneity,
theoretically demonstrating that the number of ways to meet
PGDjcp.1; criteria ranges from 3.069 for one to 528 for seven
additional symptoms (2). A less heterogeneous diagnosis is
clearly preferable, as it would lead to less variability within
groups of people meeting grief disorder criteria, making the
distinction between these people more useful for research and
practice (30). Taken together, these examples illustrate that the
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properties of PGDjcp.1; depend on both the chosen diagnostic
rule and the stringency of the comparison standard, and that the
number of additional symptoms is critical in determining
prevalence, clinical classification, and symptom profiles.

For future research, we recommend multiverse analyses varying
not only the algorithm, but additionally symptom interpretations
of single-item criteria and cognitive preoccupation and cut-offs for
the presence of the longing criterion. We also advise to
substantially expand the current focus of multiverse analyses of
PGDjcp.1; to establish the robustness of clinically-relevant findings
(e.g., on treatment efficacy) and the variety of other aspects relevant
to the validity of a diagnosis [for reviews: (13, 24)]. The latter
includes - but is not limited to: reliability of classification [e.g.,
(31)], the structure of symptoms [e.g., (32)], distinctiveness from
related disorders [e.g., (33)], and relationships with functional
impairment [e.g., (34)]. We further advocate transparency in
applying multiverse analyses and recommend: open access
publication, data accessibility (e.g., through availability in
repositories), fully specifying the origins and formulations of
items used to assess PGDjcp_1; and, if applicable, other disturbed
grief criteria, and complete reporting of the variations of PGDj¢cp_1;
and outcomes under investigation.

DISCUSSION

In the absence of clearly defined criteria and diagnostic rules for
PGDjcp.11, researchers should broadly apply structured methods to
examine the characteristics of this disorder and compare it against
past and future proposed grief disorders. Multiverse analyses can be
a powerful tool to determine the validity and clinical usefulness of
the PGDj¢p 1 criteria. By systematically varying the number of core
and additional symptoms, the interpretation of symptoms, and the
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not consider the complex coherence between the emotional, judicial, financial, and
societal challenges that likely arise following a homicide. Despite the severity of its
consequences on mental health, no gold standard for the preventative and curative
treatment of mental health issues in homicide survivors exists. We aimed to introduce a
time-limited, traumatic grief-focused outreaching model of care designed specifically for
homicide survivors, and to examine its potential effectiveness. Furthermore, we aimed to
investigate what factors influence the severity of mental health problems and response to
treatment. In the current study, self-reported data on five different outcome measures,
namely, symptoms of posttraumatic stress, prolonged grief, depression, anxiety, and
functional impairment were available from 929 homicidally bereaved treatment receiving
adults. We used Latent Growth Modeling to analyze our repeated measures data and to
classify individuals into distinct groups based on individual response patterns. Results
showed that the current model of care is likely to be effective in reducing mental health
complaints following homicidal bereavement. Having a history of mental illness, being
younger of age and female, and having lost either a child or spouse consistently predicted
greater symptom severity and functional impairment at baseline. For change in symptom
severity and functional impairment during treatment, having a history of mental illness was
the only consistent predictor across all outcomes. This study was limited by its reliance on
self-reported data and cross-sectional design without a control group. Future
prospective, longitudinal research across different cultures is needed in order to
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replicate the current findings and enhance generalizability. That notwithstanding, findings
provide a first step toward evaluating a novel service-delivery approach for homicide
survivors and provide further insight in the development of mental health complaints
following bereavement by homicide.

Keywords: homicide, bereavement, loss, grief, posttraumatic stress disorder, bereavement interventions,

psychological interventions

INTRODUCTION

In response to the death of a loved one, many people experience
acute emotional distress and symptoms of mental health
disorders, which generally decrease over time. However, for a
significant minority, these symptoms may persist and develop
into psychopathology, such as posttraumatic stress disorder
(PTSD), major depressive disorder (MDD), anxiety disorders
and prolonged grief disorder (PGD) [e.g., (61, 62)]. In recent
literature on pathological grief reactions, PGD (1) is also
referred to as persistent complex bereavement disorder
(PCBD), a condition identified for further study in the DSM-5
[American Psychiatric Association (APA) (2)]. Because PGD is
formally included in the ICD-11 [World Health Organization
(WHO) (4)] and is related to PCBD (3, 4), in the current study
the term PGD will be used.

Violent circumstances of the death constitute an important
risk factor for developing psychopathology after loss (5). A well-
known yet understudied example of violent death is homicide,
which is defined by the WHO (4) as a fatal injury inflicted by
another person with the intention to injure or kill. The term
“homicide” covers the offences of murder and manslaughter
(including corporate manslaughter) and infanticide (6). Every
homicide is estimated to affect the lives of approximately 7 to 10
close relatives (7, 8), as well as those of numerous friends,
neighbors, and co-workers. Those affected are often referred to
as “homicide survivors” (9). Homicide survivors are typically
underrepresented in media coverage, research reports, and
government funds, that tend to focus on perpetrators (7, 10).

Research on the mental health of homicide survivors is
relatively scarce, often involving homogenous and small
samples (11-13). Studies suggest that homicide survivors are at
elevated risk for developing PGD and at nearly doubled risk for
developing PTSD, compared to other victims of violence and
compared to individuals who were bereaved due to other causes
(5, 14). Additionally, homicide survivors are prone to developing
depression and anxiety symptoms, as well as feelings of guilt and
responsibility. A study of over 400 families of homicide survivors
showed that all participants reported that their mental health was
somehow affected, with 25% of the survivors no longer working,
20% struggling with alcohol addiction, and 44% experiencing
marital problems resulting in divorce or separation (10). Other
studies reported problems such as eating disorders, insomnia
(14, 15), sleep disorders, and suicide ideation (16, 17).

The high prevalence of mental health complaints in homicide
survivors may be due to a number of complexities that are
specific for bereavement following a homicide. Firstly, the

shocking circumstances of the loss may induce intrusive
images (18). Secondly, a homicide might shatter assumptions
people have about themselves, others and the world around
them, giving rise to feelings of injustice, unfairness, guilt, anger,
anxiety, and revenge (14, 19). This may be especially true for
those who lost someone to whom the attachment was especially
strong, such as a child or spouse (5). Thirdly, in the immediate
aftermath of a homicide, additional stressors associated with
police investigations, trial procedures and media coverage may
fuel distress (20). Although feelings of anger and revenge might
not diminish after the conviction of the perpetrator (21), an
ongoing trial, unsentenced trials, and dissatisfaction about the
criminal justice are associated with higher PTSD scores and a
complicated grieving process (19, 21, 22). Fourthly, survivors’
relationships with friends, family, and the community can
become strained, as they might face stigmatization, social
withdrawal, and isolation, thereby alienating them from society
(10, 11, 22). In the United Kingdom (UK), Victims’
Commissioner Casey was appointed by the Ministry of Justice
(MoJ) to promote the interests of victims and witnesses of
crimes. In her review on the needs of families bereaved by
homicide, she found that that separation, forced relocation, job
loss, and financial difficulties commonly occurred (10).

Although the emotional consequences of homicidal loss
evidently merit clinical attention, options for preventive and
curative treatments are scarce. In existing literature on the
treatment of traumatic loss, grief- and trauma-focused
interventions are described, as well as interventions integrating
working mechanisms of both (23, 24). For the treatment of
PTSD, trauma-focused cognitive behavioral therapy (CBT) and
Eye Movement Desensitization and Reprocessing (EMDR) are
implemented in treatment guidelines (25). Furthermore, social
work and family-focused therapy are recommended (19). Due to
the aforementioned complexities surrounding a homicide,
homicide survivors constitute a special group warranting a
standardized treatment tailored to their specific needs.
However, few well-researched options for treatment exist. One
study found EMDR and CBT to be promising treatments for
homicidally bereaved individuals (25), but their sample was
characterized by a large treatment delay. It is therefore of
importance to fortify the evidence base of existing treatments
and to investigate their effectiveness over different samples.

In the UK, the attention toward the needs of homicide
survivors increased strongly after publication of Casey’s report
(12). Tt was concluded that homicide survivors constitute a
vulnerable group that did not receive the support they needed.
In 2010, ASSIST Trauma Care, a specialist Not-for-Profit
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Organization offering specialized therapeutic services to those
affected by psychological trauma, was contracted through the
government to deliver this support.

ASSIST Homicide Bereavement
Therapeutic Service—A Model of Care

Upon request by the homicide survivor or recommendation by
Victim Support or other homicide support agencies that provide
practical, judicial, and emotional support to homicide survivors,
homicide survivors can be referred to ASSIST Trauma Care.
Upon first contact, ASSIST Trauma Care provides information
about their services and performs a first diagnostic assessment.
Then, based on this assessment and the client’s needs, clients are
offered (a) so termed “early intervention”, consisting of one to
five face-to-face sessions oriented on psycho-education and
coping strategies only, or b) face-to-face traumatic-grief
focused CBT (TG-CBT). The current study focuses on the TG-
CBT only. The TG-CBT consists of approximately 15 sessions in
which psycho-education, exposure on the traumatic loss, writing
exercises, giving meaning, and activation are covered. Although
the TG-CBT is tailored to the client’s needs, it follows a
systematic approach and includes the same therapeutic
ingredients for all patients. These include an initial 15 sessions
that can be extended depending on individual circumstances, the
duration of legal and court proceedings and higher complexity of
the case; implementation of evidence-based trauma-focused CBT
[National Collaborating Centre for Mental Health (NICE) (26)]
and grief-focused CBT (26-28); provision of an outreach model
of care with the sessions taking place at the office of ASSIST or at
the homes of the clients; individual sessions with possibilities of
involvement of supporting others; deployment of qualified and
experienced therapists receiving regular training and supervision
(from the Oxford Cognitive Therapy Centre); and close
collaboration with caseworkers of Victim Support to provide
practical and judicial support throughout the process.

Purpose of the Present Study

The first aim of the current retrospective study was to offer a
preliminary evaluation of the potential effects of a traumatic
grief-focused CBT in terms of reductions in symptoms of
posttraumatic stress (PTS), prolonged grief (PG), depression
and anxiety, and general functional impairment, based on data
of over 900 people. We also investigated whether age, gender,
being a direct witness to the homicide, closeness to the victim,
recentness of the loss, status of the funeral and verdict, duration
of therapy, and number of missed sessions were associated with
changes in symptoms following treatment. The second aim was
to examine whether baseline symptom severity was related to the
aforementioned characteristics.

Concerning our first aim, we hypothesized that PTS, PG,
depression, and anxiety symptom severity and general functional
impairment would be significantly lower at the end of treatment
compared to the start of treatment. We tentatively expected that
higher symptom severity at the start of treatment would be
associated with larger symptom reduction during treatment. We
did not expect to find any effects for gender, age and recentness

of the loss on symptom change during treatment (26). Because of
the exposure-oriented nature of the therapy, we expected clients
who were direct witnesses to the homicide to show a larger
reduction in PTS, PG, and anxiety symptoms than those who
were not. Being a parent or partner of the victim was expected to
be unrelated to the magnitude of symptom reductions (29). We
expected the funeral being held or verdict being spoken during
therapy or not at all rather than before therapy would result in
smaller reduction of PTS and PG symptoms during treatment; and
that clients with a so termed “history of mental health problems”,
defined as previous mental health treatment and/or a history of
abuse (30), would benefit less from therapy as demonstrated by a
smaller reduction of all symptoms. Finally, we expected no
association for therapy duration or number of missed sessions
with change in symptoms during treatment.

For our second aim, we hypothesized that female gender,
younger age, being a direct witness to the homicide, having a
closer relation to the victim (being a parent or partner to the
victim) and the funeral or trial not yet have taken place would
negatively influence symptom severity at the start of treatment (21,
31). Since clinical PTSD and PGD levels following violent loss have
been shown to remain relatively stable over time without treatment,
we expected that baseline symptom severity would not be associated
with the time that had passed since the loss occurred (13, 30). We
expected that clients with higher baseline symptoms would require
more TF-CBT sessions but also miss more TF-CBT sessions.

As suggested by previous research, many factors may
influence the expression of symptoms and the effects of
treatment following bereavement by homicide (7, 11, 32). To
the knowledge of the authors, the current study is unique in that
it evaluates a systematic treatment approach specifically tailored
to the needs of homicide survivors, in terms of changes in various
outcomes (including symptoms of PG, PTS, depression, and
anxiety and general functioning) in a sample that is large enough
to explore potential moderators of treatment effects (i.e.,
differences in treatment effects for different subgroups). The
present study adds to existing research in a number of ways.
First, this study contributes to the overall understanding of the
manifestation and prevalence of a variety of mental health
problems following a homicide, building on previous
inconclusive research in which various and smaller samples
were used. Secondly, by describing the effects of a traumatic-
grief focused outreaching model of care, it can inform the
development of guidelines for psychosocial care tailored to the
needs of homicide survivors. Finally, the current study explores
whether the possible effects of the intervention differ as a
function of several sociodemographic, homicide-related, and
therapy-related characteristics, which may further add to the
development of such guidelines.

METHOD
Study Design

The present study was designed as a retrospective, naturalistic
pretest-posttest study among homicide survivors who received
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and completed traumatic grief focused cognitive behavioral
treatment through the services of ASSIST Trauma Care.

Participants

Between July 2010 and March 2017, 2,042 persons were referred
to ASSIST following bereavement by homicide. After referral and
initial contact, 607 persons (29.7%) decided not to engage.
Reasons for this varied from time issues to not wanting to live
through the traumatic experience, to already being engaged in a
therapy elsewhere (33). The so termed “Early intervention” was
offered to 330 persons (20.9%). The remaining 1,105 persons
(54.1%) engaged in the full course of TG-focused therapy (CB-
CBT) evaluated in the current study. For the purpose of the
study, 146 children below the age of 18 years (13.2%) were
excluded from analyses, leaving 941 adults. Of these, 12 (1.3%)
did not complete any of the questionnaires at baseline nor at the
end of therapy and were therefore also excluded from analyses.
The final sample used in the current study consists of 929 adults,
all of whom completed therapy by March 2017 and completed at
least one baseline measure.

Ethical Standards

The current collaborative study with ASSIST Trauma Care was
approved by the Ethics Committee of the Faculty of Social and
Behavioral Sciences of Utrecht University and conducted in
accordance with ethical guidelines from the UK for service
evaluation. Written consent was obtained from all participants
at the start of treatment. All information from the clients’ files
was anonymized and entered into a dataset that was made
accessible only to the researchers and stored on a secured server.

Procedure

Questionnaires to measure symptoms of PTSD, PGD, depression,
and anxiety and functional impairment were administered at
intake and at the end of treatment. Information about
demographics, the homicide, judicial procedures and whether or
not the client had a history of mental health problems was
documented in the client’s files. In 2010, only symptoms of
PTSD were measured. Later, the additional symptoms were
added to the test battery to provide a more complete picture of
the effects of the service.

Measures

Predictors

Sociodemographic variables included age and gender. Homicide-
related information included relationship to the deceased, which
was originally categorized into 22 categories. To simplify the
analyses, we dichotomized this variable into having lost a partner
or child rather than someone other than a partner of child (0 =
No, 1 = Yes). Furthermore, dichotomized variables indicated
whether or not the client witnessed the homicide (0 = No, 1 =
Yes); if, as compared to the funeral taking place before therapy,
the funeral took place during therapy (0 = No, the funeral took
place before therapy, 1 = Yes, the funeral took place during
therapy) or had not (yet) taken place (0 = No, the funeral took
place before therapy, 1 = Yes, the funeral has not yet taken place);
if, as compared to a verdict being spoken before therapy, a

verdict was spoken during therapy (0 = No, a verdict was spoken
before therapy, 1 = Yes, a verdict was spoken during therapy), or
had not (yet) been spoken (0 = No, the verdict was spoken before
therapy, 1 = Yes, the verdict has not yet been spoken); and
whether or not the loss had occurred less than six months ago
(0 =No, 1 = Yes). For each client, clinicians indicated whether or
not they had a so-termed “history of mental health problems”
referring to previous mental health treatment and/or a history of
abuse (0 = No, 1 = Yes). Lastly, based on the client files, we
gathered information on therapy-related variables including
duration of therapy in hours and number of missed sessions.

Impact of Event Scale (IES)

Symptoms of posttraumatic stress were measured by the IES (34).
This self-report questionnaire includes 15 items rated on 4-point
scales ranging from 0 (not at all), 1 (rarely experienced), 3
(sometimes experienced), to 5 (often experienced), the summation
of which provides an index of traumatic stress. A score of 26 was
used as a cut-off for clinically relevant scores (23, 34). The scale has
sound psychometric properties (34). In the present study, reliability
was acceptable for the total scale (o0 = .78).

Inventory of Complicated Grief (ICG)

PG symptoms were measured by the 19-items self-report ICG.
(35). Items are rated on 5-point scales ranging from 0 (never) to
4 (always). A cut-off score of 26 was used to indicate a probable
PGD (35). The ICG has shown high internal consistency, test-
retest reliability, and concurrent validity (35). In the current
study, Cronbach’s alpha was good (o = .86).

Patient Health Questionnaire (PHQ-9)

Self-reported symptoms of depression were measured using the
9-item PHQ-9 (36). Items are rated on 4-point scales ranging
from 0 (not at all) to 3 (nearly every day) with higher scores
indicating more severe depression. A score of 10 or higher
indicates a moderate level of depression (37). The PHQ-9 is a
reliable and valid measure (36). In the current study, Cronbach’s
alpha was good (o = .85).

Generalized Anxiety Disorder Scale (GAD-7)

The GAD-7 (38) is a short self-report questionnaire that
measures symptoms of anxiety. The questionnaire includes
seven items. Each item can be scored on 4-point scales ranging
from 0 (not at all) to 3 (nearly every day). A score of 10 or higher
indicates a moderate level of anxiety (38). Evidence supports the
reliability and validity of the GAD-7 (39). In the current study,
Cronbach’s alpha was good (o = .84).

Work and Social Adjustment Scale (WSAS)

With the WSAS (40), the degree of impaired functioning
attributable to an identified disorder can be measured. The
self-report scale contains five items referring to several facets
of life. Items are scored on scales ranging from 0 (not at all) to 8
(very severely), indicating how much a person’s problems affect
their ability to carry out certain activities. The WSAS has good
psychometric properties (40). Cronbach’s alpha in this sample
was good (o = .81).
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Data Analyses

Descriptive analyses were performed and assumptions were
checked using SPSS [version 25.0; (63)]. Frequencies, means
and bivariate and polychoric correlations were calculated for all
variables, the latter one using Mplus version 7 (41). Dropout
analyses were performed by comparing clients with
posttreatment scores with clients with no posttreatment scores
using one-way analyses of variance for continuous variables and
chi-square tests for categorical variables. We used Latent Growth
Modeling, a statistical technique used in structural equation
modeling (SEM), to analyze our repeated measures data and to
classify individuals into distinct groups based on individual
response patterns. LGM was conducted with Amos [version
19.0; (42)]. Missing data were handled using full information
maximum likelihood (FIML) estimation (43). With FIML, a
likelihood function for each individual is estimated based on
the variables that are present so that all the available data are
used. Literature indicates that the bias in FIML parameter
estimates is relatively unaffected by the amount of missing data
(44). In SPSS, missing data were handled using pairwise deletion.
At baseline, 6.9% of scores on the IES were missing, and 44.6%,
21.3%, 20.6%, and 53.2% of scores on the ICG, PHQ, GAD, and
WSAS, respectively. At the posttreatment assessment, 13.5% of
scores on the IES were missing, and 41.1%, 24.2%, 22.7%, and
54.7% of scores on the ICG, PHQ, GAD, and WSAS, respectively.
The large amount of missing data is explained by the gradual
addition of other questionnaires to the IES to measure a broader
range of mental health complaints than just PTS symptoms. Due
to this reason, the values are considered to be missing at random.
Despite the variation in sample size on the outcome measures,

the effect size for these analyses are expected to exceed Cohen’s
convention for a small effect (d = .20) with a power of.80 (45).

An example of a latent growth model for PTS symptoms is
displayed in Figure 1. In total, five latent growth models were
specified, each comprising (1) baseline levels of PG, PTSD,
depression, and anxiety and functional impairment as well as
(2) change during treatment in these symptoms and functional
impairment as the two latent factors. The pre- and posttreatment
scores on these measures were specified as the indicators. For the
baseline level factor, paths with regression weights fixed to one
were drawn to pre- and posttreatment scores, while for the change
during treatment factor, only a path was drawn to posttreatment
scores with regression weight fixed to one. Residual error
variances of the indicators were fixed at zero to enable the
model to be estimated. The model was saturated, implying a
perfect fit. This was deemed appropriate in light of our aims, as
we sought to deploy a model that allowed us to explore the size,
direction, and statistical significance of direct and indirect path
coefficients of all possible effects. Hence, no model fit indices for
the model are given. This model fits prior research using a
comparable sample and design (46). For the calculation of
Cohen’s d (47), we used the mean and standard deviation of the
change in symptoms during treatment and the correlation
between pre- and posttreatment symptoms for all measures
(48). To each of the five models, all independent predictors were
specified to both factors. Standardized coefficients were calculated
to be able to evaluate the relative strength of each independent
variable in predicting the dependent variable. Squared multiple
correlations were calculated to estimate the percentage of
explained variance by the model.

Missed
sessions

History
illness

Therapy
duration

verdict

FIGURE 1 | Example of the latent growth model with PTS symptoms as outcome.
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RESULTS

Descriptive Statistics
Descriptive data of sociodemographic, homicide-related, history
of mental illness, and therapy-related variables of the complete
sample consisting out of 929 clients are presented in Table 1.
Individuals for whom posttreatment scores were unavailable, for
whatever reason (e.g., ended therapy preliminary, or finished
therapy but were unable to fill out the end measures), were
considered study-dropouts. Patients who completed posttreatment
measures (N = 859) did not differ from study-dropouts (N = 70) in
terms of gender, age, being a direct witness to the homicide,
recentness of the loss, verdict status, history of mental health
problems, or any of the therapy-related variables. However, study-
dropouts were more likely than completers to have lost a child or
spouse (40.0% vs. 28.6%, p = .040), having had a funeral during
therapy instead of before therapy (13.0% vs. 5.1%, p = .006) and not
having had a funeral yet instead of having had a funeral before
therapy (4.3% vs. 1.2%, p = .030).

Aim 1: Treatment Effect Sizes and
Predicting Change During Treatment

Table 2 shows symptom severity as measured with the IES, ICG,
PHQ, and GAD and functional impairment as measured with

the WSAS; percentages of people scoring above the cutoff at the
start and end of treatment; and the change in symptoms during
treatment plus Cohen’s d effect sizes. All symptoms and
functional impairment reduced significantly and effect sizes
were all high.

Table 3 shows the associations between sociodemographic,
homicide-related, and therapy-related characteristics on the one
hand and the change of symptoms and functioning during
treatment on the other hand. The intercept and slope of all
measures correlated significantly and negatively. This indicates
that clients with higher baseline symptom severity showed a
larger decline in symptoms during treatment than those with
lower baseline symptom severity.

Age was not related to the change of any of the symptoms;
having a history of mental health problems was associated with a
smaller reduction of all symptoms; and the verdict being spoken
during therapy compared to before therapy was associated with
smaller reductions in PTS and PG symptoms.

Female gender was associated with larger improvement in
general functioning but not with changes in symptoms. Being a
direct witness of the homicide did not have an effect on change in
symptoms of PTS or PG, but was, in fact, associated with greater
reductions in depression and anxiety symptoms. No funeral
being held yet was related to smaller reductions on PG

TABLE 1 | Sociodemographic characteristics, homicide characteristics, history of mental health problems and therapy characteristics at baseline.

Variable M SD

Sociodemographic

Female gender

Age 43.46
Homicide related

Witness

Child/spouse

Recent loss (< 6 months)

Funeral before therapy

Funeral during therapy

No funeral

Verdict before therapy

Verdict during therapy

No verdict

History of mental health problems

Therapy related

Therapy duration (hours, range: 3-59) 16.46
No. of missed sessions 1.74

14.45

7.60
2.26

nobs, number of observations; %n, percentage of total number of observations.

n % nobs %n
700 75.4 929 100.0

817 87.9
178 19.2 928 99.9
485 52.2 929 100.0
470 50.6 915 98.5
860 92.9 926 99.7
53 5.7 926 99.8
13 1.4 926 99.7
304 32.7 810 87.2
270 291 810 87.2
236 25.4 810 87.2
367 39.5 927 99.8

928 99.9

927 99.9

TABLE 2 | Mean symptom severity and functional impairment at start and end of treatment and change in symptoms and functional impairment during treatment.

Start of treatment

End of treatment Change during treatment

M SD %cut n %n M SD %cut n %n M SD d
IES 50.37 13.55 95.1 876 94.3 21.21 16.36 33.2 814 87.6 29.25%** 17.62 1.94
ICG 43.45 13.93 89.0 521 56.1 23.64 15.38 40.2 554 56.6 19.57* 14.37 1.33
PHQ 15.87 6.83 58.6 741 79.8 6.50 6.57 12.9 713 76.7 9.39"* 6.76 1.40
GAD 13.95 5.54 76.8 747 80.4 6.10 5.38 21.6 727 78.3 7.83"** 6.12 1.43
WSAS 20.83 10.23 52.2 440 47.4 9.06 8.69 12.6 426 45.6 12.04** 8.98 1.26

IES, Impact of Events Scale; ICG, Inventory of Complicated Grief; PHQ, Patient Health Questionnaire; GAD, General Anxiety Disorder; WSAS, Work and Social Adjustment Scale; %cut,
percentage of scores above cut-off score; %n, percentage of total number of observations. Baseline and change symptoms based on FIML and end symptoms based on available data.

“*p <.007.
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TABLE 3 | Associations of demographic and homicide characteristics, history of mental health problems, and therapy characteristics with symptoms of PTSD, PGD,
general anxiety, depression, and functional impairment at baseline and change during treatment.

Variable IES ICG PHQ GAD WSAS
Baseline Slope Baseline Slope Baseline Slope Baseline Slope Baseline Slope
B B B B B B B B B B

Sociodemographics

Female gender 0.17 —-0.06 017 -0.04 0.18"* -0.05 0.18"* —-0.06 0.16* -0.10*
Age -0.11* 0.07 -0.11* 0.09 -0.01 0.02 —-0.08* 0.07 0.01 -0.05
Homicide related

Witness 0.05 -0.03 0.01 -0.04 0.06 -0.09* 0.04 -0.09* 0.00 -0.01
Child or spouse 0.07 0.04 0.16™* 0.05 0.09* -0.01 -0.02 0.05 0.15** -0.01
Recent loss (< 6 months) 0.11* -0.06 0.09 -0.13" 0.05 -0.03 0.04 -0.05 0.04 -0.05
Funeral during therapy -0.07* 0.04 -0.07 0.04 —-0.03 0.01 -0.05 0.01 -0.01 0.02
No funeral 0.01 0.02 -0.13"* 0.11* -0.02 0.04 -0.05 0.038 -0.02 0.08
Verdict during therapy -0.03 0.10* 0.02 0.13* -0.04 0.08 0.02 0.04 0.12* -0.08
No verdict -0.05 0.11* 0.03 0.07 -0.05 0.06 -0.04 0.08 0.03 0.03
History of mental health problems 0.09* 0.22* 017 0.16™* 0.22" 0.15 0.16™* 0.13"* 0.09 0.26™*
Therapy related

Therapy duration (hours) 0.10* 0.02 0.12* 0.04 0.11* 0.04 0.09* 0.08* 0.15* -0.05
No. of missed sessions 0.12%* -0.04 0.08 -0.05 0.11*= -0.08* 0.12** -0.10* 0.14** -0.07
Baseline scores —0.54*** -0.49"** -0.62** -0.63** -0.66"**

R? 0.12** 0.08 0.18 0.08 0.17 0.04 0.14 0.06 0.16 0.08

B, Standardized regression coefficient (beta weight); IES, Impact of Events Scale; ICG, Inventory of Complicated Grief; PHQ, Patient Health Questionnaire; GAD, General Anxiety Disorder;
WSAS, Work and Social Adjustment Scale; R?, proportion of variance by the model. *p <.05. *p <.01. **p <.001.

symptoms but was not associated with changes in PTS  at all was associated with higher PG symptom severity; and the
symptoms. No verdict being spoken was associated with  timing of the verdict showed no association with baseline
smaller reductions on PTS symptoms but was unrelated with ~ symptom severity.

changes in PG symptoms. Recentness of the loss was associated Clients with higher baseline symptom severity tended to have
with larger symptom reductions. a longer therapy duration and miss more sessions.
The funeral being held during therapy was unrelated to change Table 3 shows the relative strength of the association between

in symptoms and functioning. In addition, recent loss was  the sociodemographic, homicide-related, history of mental
associated with larger PG symptom reduction and was not  illness, and therapy-related predictors; and baseline symptom
associated with changes of any other symptoms during treatment. severity and symptom reduction during treatment, as indicated

We found a larger decrease in anxiety symptoms for clients by their standardized coefficients and their significance; and the
who had a shorter therapy duration. Clients who benefitted more ~ proportion of variance explained by all the predictors on baseline
from therapy in terms of symptoms of anxiety and depression ~ symptom severity and symptom reduction during treatment.
tended to miss more sessions.

Aim 2: Predicting Symptoms at Baseline DISCUSSION
Data on the extent to which symptoms of PTS, PG, depression,
and anxiety and functional impairment varied as a function of =~ The current study introduced and evaluated the effects of an
the sociodemographic, homicide-related, and therapy-related  outreaching model of care following bereavement through
variables are summarized in Table 3. homicide and examined whether baseline symptom severity
Female gender was associated with higher baseline symptom  and functional impairment and their changes during treatment
severity on all measures. Younger age was associated with higher ~ varied as a function of sociodemographic- and homicide-related
baseline symptom severity except for depression symptoms and ~ characteristics, having a history of mental health problems and
functional impairment; and having a history of mental health  treatment-related characteristics. In total, 929 treatment
problems was associated with higher baseline symptom severity ~ receiving homicide survivors were included. Prevalence of
but not with higher functional impairment. Having lost a child or ~ severe symptoms across disorders and general functional
spouse was associated with higher baseline PG and depression ~ impairment at baseline was high, adding to the body of
symptom severity and with higher functional impairment, but literature describing the broad range of detrimental effects of
not with other symptoms. Recent loss was associated only with homicide on the mental health of homicide survivors [e.g., (13)].
higher baseline PTS symptom severity. Altogether, the decrease in symptoms across disorders and
Being a direct witness to the homicide was not related to  functional impairment following treatment suggests the
higher baseline symptom severity; the funeral being held before ~ potential effectiveness of the treatment. For change in
the start of therapy compared to during therapy was associated ~ symptom severity and functional impairment during
with higher baseline PTS symptom severity while the funeral  treatment, having a history of mental illness was the only
being held before therapy compared to the funeral not being held ~ consistent predictor across all outcomes. Being a direct witness
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was predictive of change in depression and anxiety symptoms
and the status of the verdict was predictive of change in PG and
PTS symptoms.

Having a history of mental illness, being younger of age and
female and having lost either a child or spouse consistently
predicted higher symptom severity and functional impairment
at baseline.

The first aim of the study was to introduce a traumatic grief-
focused outreaching model of care and to provide a preliminary
evaluation of its potential effectiveness in terms of reduction on
symptoms of PTS, PG, depression, and anxiety and functional
impairment. As shown by the LGM, scores on all measures
decreased significantly and with a large effect size, thereby
confirming our first hypothesis. This cautiously implies that
the current model of care as employed by ASSIST Trauma
Care might be effective in reducing a broad range of mental
health complaints in treatment receiving homicide survivors,
while overcoming the geographic, financial or waiting-list
barriers for care as reported by the Victims Commissioner
(10). Consequently, that model of care could serve as a base to
develop international guidelines for the treatment of homicide
survivors. The current model includes several specific
components that merit attention, namely, close collaboration
between primary care (e.g., Victim Support) and specialized care
(e.g., organizations offering TGF-CBT), access to timely
assessment, access to TGF-CBT that is free of charge,
availability of care across the whole country, and ongoing
training and supervision of caretakers offering the TGF-CBT,
specific to the complexities of the context and aftermath
following a homicide.

Furthermore, we examined whether change in symptom
severity and baseline symptoms varied as a function of
sociodemographic variables, characteristics of the homicide, and
having a history of mental illness. Importantly, the variable
“history of mental illness” was most strongly and consistently
associated with change in symptoms and baseline symptoms.
Given the large sample size of the current study, this provides
strong indications that previous experiences such as a history of
mental health problems or abuse might be an important
determinant for poorer response to psychotherapeutic care and
the development of a variety of complaints after bereavement
following a homicide.

Corresponding to the findings of Boelen, van Denderen, and
de Keijser (5) who found that feelings of anger and revenge did
not diminish according to the progress of the judicial process,
baseline symptom severity did not differ as a function of verdict
status in the current sample. However, additional or secondary
stressors following traumatic loss may negatively influence the
course of complaints and obstruct recovery. Our findings of
smaller reductions of PGD and PTS symptoms implicate that a
slow course of justice or the absence of a verdict might negatively
impact treatment response. This underlines the impact of the
judicial process on the therapeutic outcome and the importance
of close collaboration between case workers and the therapists to
provide additional information and support regarding the course
of justice.

Partly in par with our expectations, except for PTS symptoms,
baseline symptom severity and functional impairment were
unrelated to recentness of the loss. This strengthens previous
findings that distress following homicide does not naturally
decrease over time (13, 30). We also found that homicide
survivors whose loss occurred recently displayed a greater
decline in PG symptoms, suggesting that offering intervention
in the early months following loss may actually be beneficial for a
subgroup experiencing severe distress (49, 50). In fact, these
findings support the public health model of bereavement support
that differentiates between low, moderate, and high risk and
need for support following bereavement (51). Considering
bereavement by homicide as a high-risk category, immediate
referral to specialist care is desirable.

Homicide survivors witnessing the homicide did not display
higher symptom severity at baseline compared to those who were
not a direct witness. This accords with the findings of Hertz,
Prothrow-Stith, and Chery (9), based on a literature search on
homicide victims, showing that witnesses and non-witnesses
display similar symptom severity; and the notion that intrusive
images similar to those of direct witnesses may be evoked by
reconstructive fantasy based on police and witness reports (18,
52, 53). Lastly, closer kinship to the deceased did not have a
significant relation with baseline PTS symptom severity,
suggesting that PTS symptoms are likely to develop following a
homicide regardless of closeness to the victim. This may be
explained by the violent and horrific nature of the event itself.
Corroborating the finding of a high risk bereavement profile
following such a loss (51), having lost a partner or spouse was
actually strongly associated with higher baseline PG symptom
severity in the current study. However, we did not measure
quality of the relationship with the deceased [cf. (54)] and it
would be of interest to do so in future research.

Finally, as expected, clients with more severe baseline
symptoms eventually underwent more sessions, which is in
accordance with prior findings that patients with more severe
and complex symptoms receive treatments that last longer (55).
Somewhat unexpectedly, however, clients who benefitted more
from therapy in terms of declines in anxiety and depression also
tended to miss more sessions. One possible explanation for this
finding might be that when clients feel they benefit from therapy,
they are less strongly motivated for the treatment and more
inclined to skip the last sessions. However, an alternative
explanation may be that patients who had fewer sessions
engaged in less exposure, allowing them to avoid confrontation
with the acceptation of the loss [cf. (56)].

The findings of the current study may have several practical
implications. One key message for “stakeholders” of homicidal
bereavement (e.g., mental health care workers, policy makers,
and police and court officials) is that homicide survivors are
likely to develop a broad range of severe mental health complains
that can be successfully alleviated by offering timely TG-CBT
treatment. Early assessment, extra sessions and application of
additional interventions parallel to CBT (e.g., group therapy)
may prove beneficial for individuals with a history of mental
health problems. The occurrence of the funeral and verdict may
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temporarily increase symptoms, pointing toward the possible
necessity of additional sessions to ensure therapeutic holding
during those events, as well as the importance of prompt
handling of the judicial process. Since the status of the funeral
was unrelated to therapy outcome, it might not be necessary to
postpone an intervention to after the funeral. Lastly, therapists
might consider that exposure therapy may be as beneficial for
those who did not witness the crime as for those who did.
Concluding, it may be of importance to coordinate treatment
with other parties involved so that it can be tailored to the
intertwinement between the complex external circumstances and
the needs of the individual at that time.

Limitations and Strengths

Some limitations of the current study should be taken into
consideration. First of all, because this study did not include a
control group, we were unable to evaluate the effects of TGF-
CBT relative to other treatment or no treatment and natural
recovery. Secondly, the use of self-questionnaires prohibits any
statements about the presence of disorders to be made and may
lead to an overestimation of symptom severity (57). Prevalence
rates in the current study were indeed higher than those in other
studies (14, 21, 58, 59). Because this study focused on help
receiving individuals, this might be attributable to a selection bias
as people with low level of complaints were not included, thereby
limiting the generalizability. In the same line of reasoning, since
help seeking has been demonstrated to discriminate between
those who benefit most and those who do not (60), the decline in
scores may be positively biased. Conversely, the later addition of
questionnaires other than the IES to the test battery may
underestimate the prevalence of symptoms other than PTS
symptoms. Additionally, as only two time points were used in
the LGM, no statements could be made about the shape of
growth of symptoms over time. Lastly, in aiming to describe the
current service-delivery approach to inform international
guidelines, we did not unravel which specific elements of the
therapy were effective, such as cognitive restructuring, exposure,
the outreaching nature of the therapy or the practical support
as provided by Victim Support. Notwithstanding these
considerations, the results of this study strengthen and
quantify previous findings on grief interventions using smaller
sample sizes and various specific subgroups that are difficult to
generalize. This study is the first to address a multitude of mental
health complaints after bereavement through homicide in such a
large clinical sample while considering predictors related to the
homicide, having a history of mental illness, sociodemographic
information, and the therapy.

Implications for Future Research

Future studies should include a control group and follow-up
measurements in order to determine the effectiveness and
endurance of the current model of care on PTSD, PGD,
depression, and anxiety disorders. Prospective, longitudinal
studies are needed to examine the causal direction between the
predictors used in this study and the development of symptoms
of PTS, PG, depression, and anxiety following homicide,

preferably including more than two waves so individual
patterns in changes of symptoms can be explored.

Concerning generalizability, it would be of interest to explore
whether the current service-delivery approach as offered by
ASSIST could be implemented in other countries and cultures
with similar effects and to examine whether the current model
could be beneficial for other populations facing bereavement
and/or traumatic experiences. Lastly, it would be of great interest
to explore whether clearer patterns of predictors will emerge
when examining the co-occurrence of these symptoms or
symptom profiles, using latent class and latent trajectory
analyses. In conclusion, the service-delivery approach described
in the current study appears to be effective in reducing mental
health complaints following bereavement through homicide.
Having a history of mental illness was a strong predictor for
reaction to treatment. The results furthermore provide insight in
the severe and lasting detrimental mental health outcomes that
may arise following homicidal loss and provides evidence that
timely, outreaching, specialized treatment can be beneficial to
counteract these effects.
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Bereavements that occur under external traumatic circumstances increase the risk for
dysfunction, trauma symptomatology, as well as disordered and prolonged grief. While the
majority of individuals who have experienced traumatic bereavements do not meet formal
criteria for posttraumatic stress disorder (PTSD), persistent complex bereavement disorder
(PCBD), or prolonged grief disorder (PGD), the degree of distress and dysfunction for these
bereaved can be quite significant. The assessment and intervention paradigms in use with
traumatic bereavements often prioritize the trauma and bypass the centrality of the interpersonal
loss. By using a bifocal approach in conceptualizing bereavement, the Two-Track Model of
Bereavement (TTMB) rebalances the approach to the class of traumatic bereavements. Track |
examines biopsychosocial functioning and symptoms of trauma, and track Il focuses on the
nature of the ongoing relationship with the deceased and the death story that may also have
elements of traumatic response. The model and its application serve to identify both adaptive
and maladaptive responses to loss along both axes to optimally focus interventions where
needed. The story of the death, the psychological relationship with the deceased, and the
presence of biopsychosocial difficulties each have a part to play in assessment and intervention.
A case study of assessment and intervention following traumatic bereavement due to suicide
ilustrates how attention to each of these factors in the TTMB can facilitate change. Ultimately,
the relational bond with the deceased is a major vector in grief and mourning. Assessment and
intervention with traumatic bereavements require attention to dysfunction and symptoms of
trauma as well as to the death story and the state of the relationship to the deceased.

Keywords: bereavement, prolonged grief disorder, traumatic bereavement, Two-Track Model of Bereavement,
posttraumatic stress disorder, continuing bonds, suicide, psychotherapy

INTRODUCTION

Bereavement following the death of a loved one is universal. How one grieves and mourns that loss, and
how a broad array of variables influence grief and its outcome have received increasing attention and
specification. Since the beginning of the 20™ century, the field of thanatology has undergone tectonic
changes in the way bereavement is understood. One revolution in bereavement is the break with Freud’s
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(1) view of mourning as a process leading to the minimization of the
emotional connection to the deceased. In place of a view that
breaking the bonds (decathexis) with the deceased is adaptive,
grieving is recognized as the reworking and maintenance of the
attachment bond rather than its severance and has been designated
the continuing bonds paradigm (2-4). The psychological processes
in grief and mourning are related to the life-change reorganization
that requires adaptation to the absence of the deceased’s physical
presence (5-7). As a life stressor of major proportions, the death of a
significant attachment figure puts the bereaved at risk of developing
a broad variety of difficulties and dysfunctions including, but not
limited to, depressive disorders. At the same time, the majority of
bereaved respond to loss without sustained difficulties (8).

The estimated prevalence of bereaved at risk to develop
variations of prolonged grief disorder (PGD) and complications
of grief generally range between 7-15% across all categories with
traumatic circumstances of loss yielding significantly higher
estimates (9-13).

TRAUMATIC BEREAVEMENTS

The term traumatic bereavements originated in response to
clinical reality where bereavements occurring under traumatic
circumstances resulted in the familiar mixture of symptom
pattern of PTSD together with acute grief (14). Traumatic
bereavements increase the risk for dysfunction and
symptomatic difficulties and complicated grief (7, 15-18).
Traumatic bereavement is a term that stresses the interface of
traumatic circumstances with bereavement (14, 19, 20). The
potential significance of the interplay between the traumatic
and bereavement elements in a variety of loss has received
significant attention in the literature over the years, but
consensus on diagnosis, research, and intervention remain
elusive (7, 20-22).

In a meta-analysis studying the efficacy of grief interventions
for a variety of bereavements, both traumatic loss and child loss
demonstrated benefits from intervention while “uncomplicated
losses” did not show benefit (23). This linkage would support the
understanding that both trauma and the death of a child pose
extraordinary challenges for post-death grieving and adaptation.
Child loss has itself been described as a traumatic loss (24, 25). In
our own studies of heightened grief scores with the two-track
bereavement questionnaire for complicated grief years after the
loss, we noted that the elevated scores that characterized only 5%
of adults bereaved of their parents, applied to 10% of the spousal
bereaved and to fully 25% of those who had lost children (26).
These results support a position that the loss of a child is a loss of
traumatic proportions in comparison with other family losses.

The interplay of trauma and bereavement is complex. In
research examining adults who were not physically present but
were bereaved in the 9-11 attacks, approximately 3 years later
43% received a classification of complicated grief with PTSD
among the major comorbid conditions (27). A recent study
looked at the presence of symptoms of prolonged grief
disorder, posttraumatic stress disorder, and depression for 458
persons presenting for treatment at a Dutch clinic specializing in

trauma (28). In the bereaved group, 45% reported a history of
violent loss. For their bereaved sample, the authors report
clinically relevant PGD scores for 28%, PTSD for 78% and
depression for 28%. This overlap between symptoms of trauma
and of grief in a clinical setting focusing on trauma is a repeated
and robust finding. It underscores the overlap between the two
classes of response.

In the framework of the revisions and discussions preceding
the DSM -5 (29-31), suggestions to include complicated grief
and prolonged grief were rejected. Instead, a new term was added
and specified in the category of conditions for further study-
persistent complex bereavement disorder (32). This term was put
forth to replace terms in use such as pathological grief and
complicated grief and was structured with proposed criteria
ordered in the current DSM format. It is particularly significant
to note that following specified criteria, the diagnostician is
requested to address whether the circumstances of death
are traumatic:

Specify if
“With traumatic bereavement: Bereavement due to
homicide or suicide with persistent distressing
preoccupations regarding the traumatic nature of the
death (often in response to loss reminders), including
the deceased’s last moments, degree of suffering and
mutilating injury, or the malicious or intentional
nature of the death”. [(32), pp.789-792]

The parallel diagnostic formulation for complications of grief in
the ICD 11 is classified for the first time under - 6B42 prolonged
grief disorder (33). This emphasizes the criteria extended time and
dysfunction such that “The disturbance causes significant
impairment in personal, family, social, educational, occupational,
or other important areas of functioning” (33, 34). In contrast to the
DSM-5, the ICD-11 excludes the circumstances of traumatic
bereavement from its definition thus ignoring significant
component of traumatic bereavement (33). Table 1 presents the
diagnostic criteria for PCBD and PGD. It is important to note that
proposed changes for a revised DSM-5 currently under
consideration include creating a formal diagnosis of PGD in the
DSM section II (35). We agree with those advocating for the
inclusion of PGD in a DSM-5 revision in the chapter on trauma
and stressor-related disorders rather than in the chapter on
depressive disorders (36). Irrespective of any decision on where to
place the bereavement diagnosis, we believe it valuable for any
modification of the DSM regarding disordered bereavement to
retain the specification “with traumatic bereavement” as an
important qualifier. The significance of the intersection of trauma
and bereavement are consistent findings in the clinical and research
literatures (e.g., 35).

It is premature to determine the extent to which the changes in
nomenclature of the DSM and the ICD will impact the ways in
which practitioners and researchers approach trauma and
bereavement (37, 38). In our experience in Israel and
internationally, the emphasis on trauma and PTSD in the context
of bereavement has the paradoxical effect of obscuring the centrality
of the interpersonal relationship bond in these circumstances (39,
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TABLE 1 | A comparison of the PCBD diagnosis in DSM-5 (2013) and the PGD diagnosis of ICD-11 (2019).

Category DSM-5 persistent complex bereavement-related disorder ICD PGD (2019)
(PCBD- conditions for further study)
Event Death of a close other Death of a close other
Time frame and 12 months; “on most days to a clinically significant degree” 6 months and clearly exceeds norms for culture/context
degree

Response focus

Symptoms

Traumatic death

1 of yearning/longing; sorrow/pain in response to death; preoccupation with
deceased or circumstances of death.

6 of the following: 1) marked difficulty accepting the death; 2) disbelief or
emotional numbness over the loss; 3) difficulty with positive reminiscing about
deceased; 4) bitterness or anger related to the loss; 5) maladaptive appraisals
about oneself in relation to deceased or death; 6) excessive avoidance of
reminders of the loss; 7) desire to die to be with deceased; 8) difficulty trusting
other people since the death; 9) feeling alone or detached from other people
since the death; 10) feeling that life is meaningless or empty without deceased or
belief that one cannot function without deceased; 11) confusion about one’s role
or diminished identity; 12) difficulty pursue interests or plan for future since loss
Specify if: With traumatic bereavement with persistent distressing

Longing for the deceased or persistent preoccupation with the
deceased

Persistent and pervasive grief response characterized by
longing for the deceased or persistent preoccupation with the
deceased accompanied by intense emotional pain (e.g.,
sadness, guilt, anger, denial, blame, difficulty accepting the
death, feeling one has lost a part of one’s self, an inability to
experience positive mood, emotional numbness, difficulty in
engaging with social, or other activities).

No specifier

circumstance preoccupations regarding the traumatic nature of death

Degree of Clinically significant in social, occupational or other important areas of functioning
impairment
Quialifier Beyond expected norms for relevant cultural, religious, or developmental stage

40). One might say that from the trauma perspective, bereavement
under traumatic circumstances that results in the familiar symptom
pattern of PTSD is PTSD. From the bereavement perspective,
however, the symptom pattern of PTSD following the death of a
significant relational figure is but one aspect of what may actually be
predominantly dysfunctional grief and disordered mourning (41,
42). Furthermore, we believe that there are additional aspects of
traumatizing elements that operate in traumatic bereavement. In
some cases, the circumstances of the traumatic death events are
highly intermeshed with the interpersonal relationship to the
deceased that itself has strong conflictual and negative
characteristics (17). Bereavements following troubled interpersonal
relationships are one example of this. While the DSM-5 describes
both homicide and suicide as qualifying as traumatic circumstances,
in reality there are important distinctions to be made. One major
difference relates to the fact that the person who dies from suicide is
both the one who took life and the one whose life was taken. For
many of the bereaved, this combination complicates the grief.
Overall, assessment and intervention benefit from attention to
greater specificity regarding the complicating and traumatizing
features involved in bereavement (43).

The literature on trauma and post-trauma has changed how
both clinicians and the lay public think about life-threatening events
and their impact (32, 44). With the passage of time and the
expanding literature base, clinical practitioners and the general
public are better informed as to the incidence, prevalence, and
pernicious deleterious effects of exposure to traumatic events (45,
46). Similarly, awareness of the various intervention programs and
their reported efficacy has increased as well (6, 47, 48).

Alongside the generally positive effect of the expanding
wellspring of knowledge and expertise that has accrued to date
in the trauma field, there is a less welcome side effect to this
phenomenon as it relates to bereavement. Specifically, since
major life threatening events directed either at the self or at a
loved one are considered events of significant magnitude as to

Significant impairment in personal, family, social, educational,
occupational, or other important functioning
Exceeds social, cultural, or religious norms

satisfy the criterion for a traumatic stressor, this categorization is
often seen to encompass the death of a loved one. Once the death
of a loved one is categorized as a major stressor of potentially
traumatic proportions, the interpersonal and attachment issues
involved in bereavement may be downplayed or missed (41, 42,
49). For example, combat soldiers whose comrades have fallen in
battle report attention and follow-up related to the post-trauma
and minimal consideration of the grief and mourning for fallen
comrades (50).

We shall return to amplify these points with clinical material after
the presentation of the Two-Track Model of Bereavement (TTMB).

TWO-TRACK MODEL OF BEREAVEMENT
(TTMB): A MODEL FOR RESEARCH AND
PRACTICE

The TTMB was developed in order to make sense of research and
clinical data that demonstrated successful adaptation to life post loss
while maintaining a strong connection to the relationship with the
deceased in the present (51, 52). The model itself addresses response
to interpersonal loss from a bifocal perspective considering both the
biopsychosocial functioning of the bereaved (track I), and the nature
of the ongoing relational bond to the deceased (track II), across the
life cycle (51, 52). Track I's focus on biopsychosocial dysfunction
reflects both the medico-psychiatric attention to human suffering
and the psychological perspectives rooted in the broad domain of
mental health, stress, and trauma literatures. Included here are the
biological, behavioral, cognitive, emotional, intrapersonal, and
interpersonal ways of one’s being in the world. These can be
negatively affected following loss for extended periods (5, 14). In
cases where there is reason to suspect manifestations of post-
trauma, inquiry into the triad of re-experiencing, avoiding, and
hyper-alertness is warranted a as part of the assessment (7). Viewed
most broadly, the exploration of negative and positive changes in
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the general domain of function span a wide range of areas. The
biospsychosocial approach shares much with the general clinical
evaluation of persons facing stressful challenges to their previous
mode of living in the world and the way in which they made sense
of its meaning (53). These challenges are not fundamentally unique
to the bereavement experience and the stresses it brings with it.
Thus, exposure to natural disasters, combat, sexual victimization,
terror, and a variety of life-threatening situations would warrant the
explorations of this first domain in many of the same ways as with
the assessment of responses post-bereavement.

The second track of the model, the relationship to the deceased,
traces its origins and significance to a wholly different set of
assumptions and postulates. In modern terminology, we would
stress the relevance of the attachment and object relations literature
and the nature of the attachment bond as central to what is unique
to bereavement and loss (2, 5, 54). The core insight related to track
II of this model is that reworking the relationship to the deceased
and the continuing bond with the deceased post-death is a critical
feature for understanding response to bereavement. This is the
central feature of what makes the loss process unique. The second

domain of the two-track framework prioritizes the nature of the
relationship to the deceased and the current status of the emotional
bond to the deceased. How the psychological experience of the
relationship and its accessibility have changed following death are
central pieces of this approach (4). An additional focus of track I is
rooted in the story of the death and how it has been integrated and
assimilated by the bereaved. Particularly in cases of traumatic
deaths, the events surrounding the death may remain
unassimilated with potentially serious consequences (10, 22). In
some cases, this unintegrated and traumatic segment interferes with
the processing of the relationship and the access to the broad range
of memories, associations, and emotions concerning the life course
with the deceased. Figure 1 illustrates the domains of the TTMB as
they unfold over time.

The importance of combining the two perspectives of
functioning and relationship in broad ways formed the basis
for the TTMB (7, 51, 52). In this model, the process of adaptation
to interpersonal loss is linked to the disruption of homeostatic
functioning that accompanies major life stressors on the one
hand but also as a byproduct of relating and reconfiguring
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FIGURE 1 | lllustration of the two-track model of bereavement (TTMB)".

!The assessment over time waves represent pictorially how a series of time points would look if graphed. The amplitudes are for illustration of fluctuation and not for

purposes of conveying degree or direction of the variables.
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aspects of the relational bond and attachment system with the
deceased on the other hand. The TTMB facilitates the assessment
of both functioning and the nature of the continuing attachment
to the deceased when significant others die—and this across the
entire course of the bereaved person’s lifetime. Figure 2 conveys
the mix of independence and interdependence of the two tracks.
The clinical implications of the model derive directly from its
binocular focus. The extent to which potential psychological
interventions should privilege one or both domains of the
response to loss remains an important clinical question (26). The
basic elements of the assessment schema of the TTMB and a rubric
for clinician ratings are presented in Table 2. The 10 domains of
track I's biopsychosocial functioning and track II's 11 domains
beginning with the death story are relevant in assessing the response
to loss at any point in time following the loss. Table 2 summarizes
the scoring scale for clinician assessment of bereaved individuals.
In assessing the impact of loss in cases of traumatic
bereavements, the objective circumstances of the loss, with
attendant symptomology characteristic of post-trauma are part of
the biopsychosocial response. At the same time, however, inquiry
and assessment of the death story are highly significant in assessing
how the ongoing relationship to the deceased is affected by that (55,
56). Thus parallel focus is also relevant in relationships where the
losses are not death but involve significant changes in requiring
adjustment due to major changes in the attachment figure (25, 57).
For example, in a recent publication, the rationale for a two-track
model of dementia grief (TTM-DG) showed how the particular
circumstances involved in caring/caretaking for a close family
member suffering from dementia was best understood from the
bifocal perspective of the TTMB (58). In particular, the ongoing loss

of personhood and identity for a person suffering from cognitive
decline and dementia is a challenge and loss for those closest to him
or her. For a fuller elaboration of the current applications of the
model in clinical work and research, see Working With the
Bereaved: Multiple Lenses on Loss and Mourning (7).

Focusing on the extent of behavioral difficulties and
symptoms of various types is valuable and is sensitive to the
ways that bereavement challenges the bereaved to readjust to a
new external reality. Whether or not the bereavement response
meets criteria for a formal diagnosis, however, many persons
seeking assistance after the death of a close person can benefit
from the bifocal approach advocated. Many aspects of the
relationship to the deceased both pre and post loss require us
to learn more about whom was lost. This includes attention to
what aspects of that relationship were lost for the bereaved and
what portion of that relationship remains active and available to
the bereaved after the death. In the case of circumstances of
traumatic bereavement, the linkage of trauma with bereavement
has often had the paradoxical effect of obscuring the decidedly
interpersonal and intrapersonal impact of the loss and replacing
it with a focus on the trauma elements (42, 59).

WORKING CLINICALLY WITH THE TTMB
IN A CASE OF TRAUMATIC
BEREAVEMENT

The following brief case study of assessment and intervention
illustrate the use of the TTMB in a case of traumatic

Track I: Biopsychosocial
Functioning and Trauma
Indicators

Track Il: Ongoing
Relationship to the
Deceased and Death Story

FIGURE 2 | The TTMB in traumatic bereavement?.

2Reprinted with permission from Rubin et al., 2012
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TABLE 2 | The TTMB clinician rating scale.

Track I: Biopsychosocial difficulties Clinician evaluation
in functioning and post-trauma

Track Il: Ongoing relationship to the deceased and death story

Clinician evaluation

Traumatic responses

Anxious affect and cognitions
Depressive affect and cognitions
Somatic and Health

Familial relationships

General interpersonal

Lowered self-esteem and distress
Involvement in life

Meaning in life

© 0N O A~WND =
© 0N OA~WND -

reorganization)

10. Strengths (growth/resilience)
11.
Clinician scoring key

Absent/mild/limited Moderate Severe/strong

Death story difficulties/unintegrated/interferes with connection to deceased
Yearning and closeness

Imagery/memory of deceased

Positive affect
Negative/unmodulated affect

Preoccupation/avoidance (specify)

Idealization/devaluation (specify)

Conflict in the relationship

Loss trajectory (rate each: shock, searching, disorganization, and

10. Self-system difficulties vis-a-vis deceased and/or death story (specify)
Memorialization

Continue to monitor Insufficient information

bereavement. In particular, the clinical example illustrates how
bereavement can operate as a complex series of traumatizing
experiences that have roots and links to both tracks of the TTMB.

Helen, a 36 year old woman, came for treatment to SSR 2 years
after the suicide of her husband David. In the initial session, Helen
said she was only now ready to get help. Early in the first session, she
spontaneously described how she had discovered her husband’s
suicide and body. Returning home from a brief business trip abroad,
she had opened the door to the master bathroom where she was
assaulted by “horrific sights and smells and waves of nausea.” Her
husband’s decaying body was lying in the bathtub several days after
he had killed himself. He had slit his wrists and the blood flow into
the water had left everything a discolored pink after the water had
drained away. Her affect as she described her experiences conveyed
minimal emotion. While it was clear that the experiences were
distressing and painful, her reporting was done in a factual way that
was devoid of emotion.

Helen: “Years later, I close my eyes, [and sometimes
still] see his body lying there and the red color of the
bathtub surrounding him. I have dreams of being
physically tortured by someone wearing his face. I
have intrusive thoughts about him, this used to be
maybe 100 times a day, but now it is much much less. I
did most of my work from home and barely went out. I
sat in the dark, self-medicated with alcohol and
marijuana. I wanted to suffer so I did not see any
mental health professionals”.

In the initial meetings, Helen shared her personal history and
details about her husband and their time together. She was the
eldest of two daughters who grew up in an intact family. She had
always been “a bit of a tomboy, interested in sports, computers,
and mathematics.” Previous losses included the death of her
father when she was 19; the departure of her younger sister for a
job overseas, and her mother’s subsequent remarriage and move
to the sister’s city of residence. Helen had many strengths and
was successful during her years of education, and eventually took
her skills set to work in the computer world of high-tech which

required a fair amount of international travel. Helen had been
introduced to her future husband by a mutual friend and they
immediately forged a connection. Soon they were living together,
and they married a year later. All told, they had been together for
12 years before David’s suicide. David had been raised in a small
town, had done well in school and college, eventually entering
into government service. At age 30 he had begun to suffer from
depressive episodes. He was seen by a mental health professional
and prescribed medications. He stopped both soon thereafter.
The couple had weathered several of David’s depressions
including one for which he was hospitalized briefly. Several
weeks before her business trip abroad, David had again gone
into what seemed to be a depressive mood, but he assured her
that his depression was under control and there was no need to
see anyone. He said he would be fine so she need not be
concerned for his wellbeing. During her stay overseas, they
were in contact for the first 2 days before he told her that he
was going to be incommunicado for several days as he was going
to hike in an area where there was no cellphone coverage. Upon
her return, she found his lifeless body at home.

At the time of her request for therapy, Helen exhibited some
symptoms of stress and depressive affect, but these did not
significantly interfere significantly with her day to day
functioning. She had seen a physician for medication for sleep
difficulties the first year, but was now sleeping relatively well
although there were the occasional nightmares reported. As
indicated above, she continued to have intrusive thoughts and
images of the death scene on a daily basis, but these were no
longer interfering with her functioning. She continued to avoid
places that reminded her of David’s depressions and she had
withdrawn from interactions with their mutual friends. She
described heightened vigilance and anxiety in response to
phone calls. Not infrequently, and particularly when the phone
rang at odd hours, she felt a reflexive fear that the call was about
bad news affecting her family overseas. These responses were
much reduced from what she had experienced for many months
following David’s suicide.

Queried about the nature of the memories, thoughts and feelings
about the relationship with David, Helen said that she felt shut
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down and unable to connect with their good times together. She felt
guilty for having left him to go on her business trip, denied feelings
of anger vis-a-vis the suicide or his deception and the way he hid his
state of mind from her. The memories of David and the
recollections of the times when she had enjoyed his company
eluded her along with the feelings of pleasure they once held.

Assessment and Intervention Plan With
the TTMB

The diagnostic categories applicable to Helen in the DSM-5 were
from the trauma and stressor related disorders (32). Helen’s
current functioning involved significant suffering and many
symptoms associated with post-trauma although not
sufficiently meeting criteria for a DSM-5 diagnosis of PTSD.
The experience of her husband’s suicide met the criterion for
exposure to a traumatic event; there were intrusions of the death
scene; avoidance of places that triggered memories; negative
alterations in mood, and a degree of hyper alertness as
manifest in her response to phone ringing. The circumstances
and degree of clinically significant distress met conditions for
“Other Specified Trauma- and Stressor-Related Disorder” with
the further specification of persistent complex bereavement
disorder. We would point out that this mix of trauma and
bereavement in the more formal diagnosis reflects clinical,
conceptual and diagnostic overlap, and interpenetration.

From the perspective of the TTMB, Helen had significant
distress on many of the track I biopsychosocial categories.
Feelings of anxiety, depression, a sense that her life was adrift
and without meaning, reduced involvement in social interactions
with family and friends, along with her lowered self-esteem
reflected the extent to which her biopsychosocial functioning
was impaired. At present, on the trauma dimension, there were
elements of the triad of intrusions/re-experiencing, avoidance,
and hyperarousal. These were significant and consistent with a
residue of active post-trauma.

Examining track IT’s death story and relational bond with her
deceased husband conveyed significant difficulties. In the quote
included earlier, Helen graphically described David’s suicide and
the experience of finding his body. The story of the death
emphasized the shocking elements, but nowhere was she able
to integrate this experience into a broader narrative. There were
no indications of some degree of acceptance and assimilation of
this experience with the bulk of her relationship with David.
Helen returned repeatedly to the question of why he had killed
himself in the way that he did without caring about what it would
be like for her to find him like that. The narrative of his death did
not fit into her description of his depressions and struggles with
suicidal thoughts. It was as if this experience began and stopped
with the discovery of his body days after his death.

The story of the relationship with David and the limited degree
to which memories of their lives together were accessible to her
indicated that the relationship bond required therapeutic attention.
Helen had difficulty accessing the wellspring of memories of their
relationship. Memories of the positive elements of their relationship
were few and vague. There was little in the way of perspective or the
ability to reference the thick history of their years together. Negative

and conflictual elements of the connection with David were present
and associated with pain. She felt guilty over having left David to go
overseas and also a sense of general unworthiness and failure as a
spouse. Despite the objective dislocation that David’s death had
caused her, she repeated stated that she was unable to be angry at
him for what he had done. With access to positive memory and
emotions of their relationship constricted and with a painful focus
on David’s suicide in the fore, the relationship domain was
problematic. In this condition, progression toward adaptive grief
and mourning were stymied (2, 5, 7).

Helen was having difficulties on track I and track II and the
question of how to focus intervention with respect to these
variables was highly relevant. On track I, the elements of
trauma, depressive thoughts and emotions, lowered self-
esteem, constricted connection with life tasks, connecting to
meaning in life, were all rated by SSR as elevated and of
moderate severity. The combination of these variables, together
with limited family support and other interpersonal
relationships, powerfully affected Helen’s ability to engage in
her life. These track I biopsychosocial difficulties convey
significant dysfunction and distress and intervention would
need to take them into account.

On track II, Helen had not integrated the death story nor had she
been able to retell the story with any degree of flexibility or
perspective. The ongoing sense of shock in the way the death
event was experienced interfered strongly with her ability to fully
describe her husband and the many years of their relationship. This
aspect of the death-related trauma is rated on track II because of its
significance in impeding grief and mourning and for its interference
with access to the interpersonal relationship and the continuing
bond with the deceased. The relationship with David was scored as
highly significant with the variables related to the death story,
negative affect, preoccupation with the deceased, conflict in the
relationship, and assault to the self-system as a result of the
relationship being coded as of severe proportions. Yearning was
pronounced, while positive affect, memories of the good times, and
progress toward memorialization of the deceased were limited.
Table 3 gives the clinician scoring of Helen at the end of the
intake evaluations on the TTMB variables discussed.

The Treatment Plan Based on the TTMB

In considering a treatment plan, once again, the TTMB
framework was used in formulating the intervention plan.
Helen’s response to the traumatic loss 2 years post-death was
characterized by significant difficulties in functioning, features of
traumatic stress, and relation based elements that served to
reinforce each other. They limited her ability to function and
her ability to grieve in ways that facilitated working through of
aspects of the loss. With difficulties on both tracks, it was
important to formulate an intervention plan that would take
into account both domains of the TTMB.

The focus on track I's biopsychosocial functioning and
trauma suggested a range of intervention possibilities. The
treatment components most relevant for the biopsychosocial
difficulties combined elements of supportive psychotherapy with
a variety of techniques and exercises that have been associated
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TABLE 3 | Helen—Clinical Assessment with the TTMB rating scale at beginning of treatment.

Track I: Biopsychosocial functioning Clinician evaluation

Track IlI: Relationship to the deceased and death story

Clinician evaluation

1. Traumatic responses Moderate 1. Death story Severe

2. Anxious affect/cognitions Mild 2. Yearning and closeness Moderate

3. Depressive affect/cognitions Moderate 3. Imagery/memory Limited

4. Somatic and health Mild 4. Positive Affect Limited

5. Familial relationships Mild/limited 5. Negative Affect Severe

6. General interpersonal Mild/limited 6. Preoccupation/Avoidance Severe

7. Lowered self-esteem Moderate 7. ldealization/devaluation Mild-deval

8. Involvement in life Moderate 8. Conflict in the relationship Severe

9. Meaning in life Moderate 9. Loss Trajectory (Shock, Searching, Disorganization, and Sh- Severe

Reorganization) Se - Limited

Dis- Moderate
ReO - Limited

10. Strengths (growth/resilience) Limited 10. Self-system Severe

11, Memorialization Limited
Clinician scoring key
Absent/mild/limited Moderate Severe/strong Continue to monitor Insufficient information

that included techniques drawn from evidence based treatment
strategies (60, 61).

Concurrent with interventions related to track I, the focus on
track II drew attention to the importance of transforming the
death story. The frozen and shocking death scene effectively
locked the death by suicide event into a kind of video clip that did
not develop into a story. Finding ways to help Helen take the
death story and continue on beyond the death scene, ultimately
integrating it to the broader story of David’s life, death, and
memory were an overarching goal of the track II intervention.
The goals of treatment here emerged squarely from the track II
conceptualization of the significance of the continuing bond to,
and the dynamic relationship with, the complex of memories,
thoughts and emotions linked to the deceased. This connection
can serve as a positive and supportive presence for the bereaved
across the life span (7). Figure 3 illustrates the double focus of
the intervention plan and goals.

Whatever the foci and plans for therapy, it was important to
get Helen’s cooperation and to enlist her in the treatment plan.
Following the initial sessions of history taking, the therapist

shared the basic outline of the TTMB as a way of thinking about
responses to loss with the goal of psychoeducation and helping
Helen make sense of her response to David’s suicide. Following a
discussion of the model, the predominant areas of difficulty and
dysfunction that she experienced were shared back with her.
Therapist and patient were in agreement on the need for
intervention, and the areas in her life that were particularly
troubling. The goals of treatment were to help her feel better, to
assist her with the various domains of functioning that troubled
here, to ease the pain and shock of her memory of David’s death,
and to help her regain a more flexible and supportive connection
with his memory.

Critical Junctures in Helen’s Treatment

The initial weeks of treatment were devoted to building the
therapeutic alliance with Helen. In this initial stage of therapy she
filled in details of her current life and the nature of the challenges
she faced as well as her feelings of estrangement and longing for
David. In order to assist her in reducing her anxiety, depression,
and tension, one set of interventions were aimed at increasing

Distress & Dysfunction
(Track 1)

Reduce Distress & Improve
Functioning

FIGURE 3 | Overview of the assessment and intervention plan with Helen.

Assessment

Traumatic Death Story &
Relationship Difficulty (Track Il)

Integrate Death Story & Restore
Fluidity to Relationship
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her ability to modulate her affect. Self-observation, journaling,
and release of tension via physical exercise were prescribed, and
she was able to follow through on all these (7). The benefits of
mindfulness were explained, and practice in the sessions was
introduced (62). Even though she did not continue with
mindfulness, the focus on allowing emotions and thoughts to
be seen as reflecting the ebb and flow of the mind rather than as
thoughts to engage or avoid were helpful to her. Above all,
encouraging her to share her thoughts and feelings about those
encounters and areas of her life that troubled her without the
requirement that they reflect the trauma or the loss were
beneficial. This allowed her to explore her thoughts regarding
meaning in life, her mixed feelings toward family and friends,
and the nature of difficulties in her work and home that were of
benefit to her. As she followed through with regular exercise,
sporadic periods of mindfulness at home, sharing her thoughts in
the sessions and journaling occasionally at home, her mood and
sense of self began to improve. These in turn contributed to the
strengthening of the therapeutic alliance.

The next stage of treatment began after the therapeutic
alliance and initial benefits from treatment were in place.
Building on the therapeutic alliance, the major intervention
focus directed at Helen’s relationship to David and the manner
of his death became the center of this next phase of treatment.

The techniques used in psychotherapy for bereavement are
myriad (60). In situations where the relationship is constrained
or moribund finding ways to open possibilities for change and
flow in the relationship can be transformative. Chair work where
the bereaved and deceased “interact” and letter writing to the
deceased are among the better known of these techniques (60,
63). From the TTMB perspective, in the case of Helen, because
the circumstances of her husband’s death were so traumatic, they
effectively stymied her ability to reorganize her relationship to
him. The therapeutic technique was designed to permit Helen to
soften the boundaries between the living and the dead, the real
and the imaginary, and to introduce the possibility of change and
the evolution of the relationship. One could think of this
intervention technique as a way of seeking to open
“transitional space and fluidity” into what had been a frozen
and “dead” relationship (64). At the same time, this intervention
technique had potential to allow for the evolution in the story of
David’s death and the discovery of his body that had heretofore
remained traumatic, stuck, and repetitious.

Some 3 months into the therapy, having made gains in
emotion regulation, having taken up walking for an hour each
day, and having attempted mindfulness but deferred it for later,
the more direct focus on Track IIs relationship began. The letter
writing that involved having Helen write a letter to David with
the goal of facilitating the reconnection and expansion of the
current relationship. (See chapter 10, pp 151-171 in (7) for a
fuller description of this type of intervention.)

The first letter she composed was straightforward:

Dear David,

There are so many things I want to say to you....
things I've thought these past several years.... I want to
be angry at you for what you did, what you promised

me you would never do. I thought you were getting
better, ...

You promised you wouldn’t hurt yourself, because you
said you didn’t want to hurt me. So why did you do it?
.... And to do it like that, for me to find you? ... how
could you never consider what it would do to me, to
find you like that?

I said I want to be angry at you, and as much as I want
answers to these questions the truth is I can’t be angry
with you I just miss you so much. All I think about is
what I would do or give up to have another 5 minutes
together, just to talk to you and hug you.

In this first letter, the connection is made, and the longing and
wish for reconnection are present. She introduces the possibility
of complaints directed toward David for his act of suicide, but
anger and disappointment are mentioned though not
experienced. The longing for the reconnection are very
much present.

The next letter was written two weeks later

Dear David,

Starting these letters is always so difficult. It feels
strange, like I'm speaking to you again back when
you were alive. ... And yet this also feels more
impersonal, as even though I feel I am talking to
you, I feel less close to you then I did in the past.
Maybe that is because I am angry over what you did.
... The truth is that I don’t know what has caused it
but my feelings for you have changed, and though I
think of you constantly still it is not through the same
rose colored glasses I once did.

I find myself feeling frustrated more and more by the
fallout of your suicide. For so long I blamed you ...
How could you not consider what would happened to
me, how utterly your actions would damage and
destroy my life. (2nd letter).

Commentary

The degree of change between letter one and two is striking. Both
letters speak to the ability of Helen to enter into the letter writing
exercise and to find herself opening up with her emotions and
entering into a dialogue with David. This entrance into a living
dialogue brings with it potential for change. The emotion of
anger that is denied in letter one emerges strongly in letter 2.
More importantly, she indicates that an idealized picture of
David referred to in the rose colored glasses of letter two have
been replaced by a more sober assessment. The shift in how
David is viewed and the change it brings with it in the
relationship are pivotal in allowing grief to progress as Helen
has more freedom to think about and experience a broader range
of emotion than she had earlier. The second letter served as a
transformative experience for Helen. Following the letter, Helen
spoke about remembering more of her time together with David,
and he felt both nearer to her and more alive than she had
experienced him for a long time. The broadened access to
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memories of David, the anger focused on David instead of only
on herself, and the story of the depressions that became part of
the narrative around the suicide all reflected the movement
toward grieving and mourning. Connecting more fully to
David also allowed her to become more whole as well.

The sense of betrayal and assault that Helen experienced in
response to the suicide were a traumatizing experience for her.
Most importantly, the act of suicide served to shatter the person
and internal working model of the David she had known. Not
only were the memories and connections to him less available,
they were also colored by the action that changed the way she
viewed him and their relationship. So that in addition to the
trauma of the discovery of the dead body and the assault on the
senses involved with that, there was an additional trauma, and
one that directly related to the experience of who her husband
was for her. Helen in effect was dealing with a double trauma, one
of external characteristics of the encounter with the death scene,
and one that was rooted in the traumatic encounter with her
experience of who her husband was for her, and his actions
toward her. On the one hand, the Track I trauma has an objective
component of exposure to David’s death and his dead body. On
the other hand, the Track II trauma was also centered around the
relationship with David and the betrayal that his suicide brought
to Helen. The death story remained one that she had been unable
to integrate and weave into the story of their relationship.

A Brief Note on the Treatment Conclusion
Helen’s initial letters to David were followed by more letters, by
chair work where she took both roles in the dialogue with her
deceased husband, and by her newly recovered ability to talk
about their relationship. She continued her journaling, exercise,
and self-care activities. The reconnection to the relationship with
David allowed her to integrate the death story with the
relationship in a way that prioritized David’s struggles with
depression as most significant, and the mode of death and
death scene as secondary. Positive memories, humorous
incidents, and discussion of the painful periods of depression
came up regularly. Treatment continued for another half-year.
Notable changes followed and included a deeper engaged with
her work, family, and friends; increasing positive emotions; and
reduction in traumatic imagery and dreams. Yearning for David
was less pronounced, the death story was better integrated with
the life story, and Helen found increased support in the memory
of the good times in her relationship with David. In the
concluding sessions, her experience of the therapist and
therapeutic relationship, and how these contributed to her
improvement, were part of the closing of this treatment.

CONCLUDING REMARKS

The interplay between trauma and bereavement in traumatic
bereavements has received much attention but consensus
remains elusive (65). Attention to the extreme stresses involved
in bereavements occurring under traumatic circumstances is

critical to understanding both adaptive and maladaptive
bereavement responses. At the same time, the decidedly
interpersonal aspects of bereavement, grief and mourning
should remain squarely in the center of the understanding of
traumatic loss. It is a mark of the maturation of the bereavement
field that many clinicians with a bereavement focus pay
particular attention to circumstances of trauma. The traumas
involved in the death circumstances can be joined by traumas
related to the psychological representations of the attachment
bond and interpersonal relationship. Any number of
bereavement circumstances can result in the bereaved
responding with a combination of trauma-related elements.
These may be most appropriately understood from a
combination of the biopsychosocial (including stress and
PTSD), the degree of integration of the story of the death, and
the degree and types of psychological engagement with the
continuing bond with the deceased. We advocate for the use of
the TTMB because its conceptual and applied perspective
address the relevant biopsychosocial functioning, death
narrative, and relationship with the deceased variables (7, 14, 56).

Clinical work is often geared to assessment and interventions
seeking to restore balanced biopsychosocial functioning. In
interventions following disordered and maladaptive bereavement,
the rebalancing and reworking of the relationship to the deceased
may proceed without any direct assistance or awareness of the
therapist. In other situations, therapy may focus on the ongoing
relationship to the deceased without particular attention to the
biopsychosocial status of the griever. It is most efficacious, however,
for clinicians to use a balanced approach such as that of the TTMB
to address both function and the relationship to the deceased. Such
an approach facilitates the return to more adequate function,
growth, and adaptation to loss over time.
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Introduction: The loss of a loved one in a terror incident is associated with elevated risk
for mental health disorders such as prolonged grief disorder (PGD) and posttraumatic
stress disorder (PTSD), but the long- term adaptation after such losses are not well
understood. This study aims to explore the trajectories of PGD among parents and
siblings (n = 129) after the 2011 terror attack on Uteya Island, Norway.

Methods: The 19-item Inventory of Complicated grief (ICG) was used to measure PGD
at 18, 28, and 40 months post-loss. Latent class growth analysis (LCGA) was used
to identify trajectories of grief and a multinomial regression analysis was conducted to
examine predictors of class membership.

Results: The analysis identified three grief trajectories; moderate/decreasing class
(23%), high/slow decreasing class (64%), and a high/chronic class (13%). Predictors of
high/slow recovery or chronic grief was female gender, previous depressive symptoms,
and intrusion and avoidance symptoms.

Conclusion: The findings highlights the difficult grief process and slow recovery
that characterizes the majority of close family members bereaved by a terror-incident.
Community mental health programs should strive for both early outreach and long-term
follow-up after such incidents.

Keywords: bereavement, terror, prolonged grief, trajectories, latent class growth analysis

INTRODUCTION

Prolonged grief disorder (PGD) is a chronic, unrelenting grief that was included in the revised
International Classification of Diseases (ICD-11) in 2018 (1) and is now also proposed for inclusion
in DSM-5. PGD is distinguishable from other mental disorders such as depression and PTSD (2, 3),
and is associated with poor physical health, reduced quality of life, and functional impairment (4).
The core symptoms of PGD are intense yearning or preoccupation with the deceased, combined
with severe emotional pain related to the loss (e.g., difficulties accepting the death, anger or
bitterness, feeling that life is meaningless). PGD affects ~10% after expected losses, but certain
subgroups show higher prevalence rates. A recent meta-analysis found that 50% of bereaved after
unnatural losses (e.g., suicide, homicide, accident or combat-related deaths) experience PGD (5).
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Persons who lose a loved one to terror-incidents are more
vulnerable for developing PGD and other mental health disorders
than persons bereaved by other types of disasters (5). High
prevalence of PGD (43-83%) and comorbid PTSD (43-85%)
have been found after different terror-incidents such as 9/11 (6),
the 2011 Uteya-killings (7), and the 2015 terror attack in Paris
(8). Long-term studies are limited, but one recent study by Cozza
et al. (9) examined the mental health status of bereaved family
members 15 years after the 9/11 incident and concluded that the
majority of family members could be considered healthy.

Both degree of exposure to the incident and closeness in
relationship to the deceased affects the level of mental health
difficulties. In a study of 704 adults bereaved by the 9/11 terror
attacks Neria, Gross et al. (6) found elevated levels of PGD among
persons that witnessed the attacks on television and among
parents who had lost a child.

The co-existence of trauma reactions or PTSD symptoms and
grief may create a synergy effect that delays recovery (10). A
common assumption is that traumatic imagery or intrusions may
hinder normal grief from progressing. However, recent studies
have also suggested that increase in grief levels predict later levels
of PTSD and not vice versa (11, 12). Overall, the combination of
PGD and PTSD is associated with functional impairment (13).

Longitudinal bereavement studies have traditionally relied
on mean scores to measure grief reactions across time. While
these studies are informative, mean scores do not capture the
diversity of grief reactions over time (14). More advanced
quantitative methods, latent class growth analysis are able to
identify subpopulations or different pathways to adjustment, also
termed trajectories. Few studies have investigated trajectories of
grief or PGD after disasters. In a study of 170 adults bereaved
by the South East-Asian tsunami in 2004 Sveen et al. (15)
examined the course of PGD on three different occasions up
to 6 years after the disaster. Three distinct trajectories were
identified: recovery (48% of the sample), resilient (41%), and
chronic (11%). The strongest predictor of chronic grief was loss
of a child. Lenferinket al. (16) examined trajectories of PGD,
depression, and PTSD on four occasions up to 2% years post-
loss among 172 adults bereaved by a plane disaster in Ukraine
in 2014. Two trajectories of grief were identified: mild (82%) and
chronic (18%). Low education was associated with the chronic
grief trajectory. These studies demonstrate that the majority of
disaster-bereaved adults will adjust to their loss, but a significant
minority continue to struggle with chronic grief reactions several
years after the death.

While studies of disaster-bereaved populations suggest that
resilience and recovery are the two most common trajectories,
no study has, as far as we know, examined trajectories of
PGD among close family members after a terror-incident.
Subsequently, our knowledge of their long-term adaptation after
terror is scarce.

AIM OF THE STUDY

The main aim of this study was to examine the trajectories
of PGD among close family members bereaved by the 2011

terror attack at Utoya, Norway. A second aim was to investigate
predictors of the different grief trajectories. We chose factors that
has shown to predict PGD in other studies such as gender (17),
type of loss (18), exposure to the incident (18), previous losses
(19) and pre-loss mental health difficulties (20). In addition we
chose to explore whether trauma reactions such as intrusions and
avoidance would affect recovery from their loss (21). Satisfaction
of social support was also included since it is regularly mentioned
among the bereaved as important for recovery. These factors were
all measured on timepoint 1.

THE EVENT

OnJuly 22nd, 2011 a Norwegian born terrorist detonated a 950 kg
car bomb close to several governmental buildings in the city
of Oslo, killing 8 persons and severely injuring 10. Just before
the bomb went off the terrorist drove to Uteya, a small island
outside of Oslo, where over 500 adolescents and young adults
were attending a political youth summer camp for the Norwegian
Labor party. The terrorist, dressed as a police officer, chased
people all over the island for 1 h and 20 min with the aim of killing
as many as possible. Before he was arrested, he had killed 69
persons between 14 and 51 years of age, and physically injured 56.

MATERIALS AND METHODS

This project is derived from a longitudinal study, which examines
the mental health effects of the loss of a child or sibling in the 2011
terror attack at Uteya Island, Norway. Participants completed a
self-report questionnaire 18 (T1), 28 (T2), and 40 months (T3)
after the attack.

PROCEDURES AND PARTICIPANTS

Biological parents and siblings, as well as step-parents and step-
siblings of the adolescents and adults who were killed at Utoya
were invited to participate in the study. Public records of the
deceased were linked to the National Population Register (NPR)
in order to obtain the names of the biological parents and
siblings. The parents and siblings were first sent an informational
letter regarding participation in the study. Those who wanted to
participate returned their informed consent forms and received
the questionnaire by ordinary mail or filled it in using Survey
Monkey (a digital platform). Parents and/or siblings who were
on Uteya during the terror attack were excluded from the study
since they were invited to participate in a project on the direct
survivors mental health. As two of the deceased were non-
Norwegian citizens and not registered in the NPR, their families
were also excluded from the study. Moreover, one of the deceased
had no parents alive.

A total of 208 biological parents and siblings were identified
through the NPR, and 121 of them participated (58%). In
addition, seven step-parents and one step-sibling participated in
the study. Thus, the total sample consisted of 129 bereaved, that
is, 86 parents and 43 siblings. At T1 103 persons participated, at
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T2 123 persons participated (including 25 new persons), and at
T3 111 persons participated.

A total of 83 (64%) persons participated at all three time
points. A total of 17 persons (13.2%) dropped-out from the study
either after T1 (n = 5) or T2 (n = 12). There were no significant
differences between ‘drop-outs’ and ‘completers’ neither on the
sumscore on the ICG (M = 39.18 vs. M = 36.62), t = 0.75 (96), p
= 0.46), on the intrusion subscale (M = 17.12 vs. M = 16.15,
t = 0.51 (96), p = 0.61) nor on the avoidance subscale (M =
15.35 vs. M = 13.06, t = 1.28 (96), p = 0.20). The participants
came from 51 families representing 74% of the deceased, with
one-to-six members belonging to the same family.

The project was approved by the Regional Committees for
Medical and Health Research Ethics in Norway.

MEASURES

The survey consisted of questions mapping socio-demographics,
loss-related questions, questions related to exposure, previous
depressive symptoms, previous losses, psychosocial help after the
terror-incident, PTSD and PGD.

Exposure was measured with the following question: “Were
you in contact with your child or sibling either by telephone or
SMS during the terror attack™ (yes vs. no). Previous depressive
symptoms were measured with the following question: Have you
ever before July 22nd 2011 had low mood, felt depressed or had
feelings of hopelessness for 4 weeks or more (yes vs. no)? Previous
losses were measured with the following question: Have you any
time before July 22nd 2011 lost someone through death whom you
were closely attached to? (yes vs. no). Received psychosocial help
was measured with the following question: Have you received help
from mental health care after your loss? (yes vs. no).

The Inventory of Complicated Grief (ICG) (22) was used to
measure PGD. The ICG consists of 19 items; answers were ranked
on a 5-point scale ranging from never (0) to always (4). Scores
vary from 0 to 76 with a high score indicating a higher level of
PG. The ICG has shown high internal consistency, test-retest
reliability, and concurrent validity (22). The Norwegian version
of ICG has shown good psychometric properties (23), and the
internal reliability was found to be good across all three time
points (e = 0.89-0.92). A cut-off score >25 indicates probable
PGD (24).

The Impact of Event Scale-Revised (IES-R) (24) was used to
measure symptoms of post-traumatic stress. IES-R consists of
22 items divided into three subscales: intrusion (re-experiencing
the traumatic event), avoidance (avoiding trauma reminders),
and hyperarousal (disturbed sleep, irritability, hypervigilance).
Replies were given on a 5-point scale ranging from not at
all (0) to extremely (4). The Norwegian version has shown
good psychometric properties in a non-clinical sample (25).
The internal reliability was found to be good across the three
time points for intrusion (¢ = 0.83-0.90), for avoidance (a =
0.83-0.85), and arousal (o = 0.86-0.88).

One item from The Crisis Support Scale (26) was used
to measure satisfaction with social support: “Overall, are you

satisfied with the social support you have received after the terror
incident?” This question has been used in other disaster studies
(27). The respondents rated their overall satisfaction on a seven-
point Likert scale, ranging from 1 (never) to 7 (always).

STATISTICAL ANALYSIS

SPSS 23.0 was used for descriptive statistics, frequency, cross
tabulation, student t-test, generalized mixed logistic regression,
and linear mixed models (28). These two mixed (multilevel)
models were used in order to account for family clustering in
the data. The p-level was set to 0.05 (two-tailed). Mplus 7.4 was
used for analyzing level and change in PGD as latent contrast
difference score models (29). This model, which is a restricted
latent growth curve model, analyzing each interval as separate
pieces of change, was combined with mixture modeling in order
to explore data heterogeneity and identify different sub-groups
(latent classes) with different levels and change profiles of PGD
(30). The mixture model was specified as a Latent Class Growth
Analysis (LCGA) which constrain the variances in intercept and
slope factors constrained to zero. This model may give one
more class than the growth mixture model (GMM), with these
variances estimated freely.

Based on an unconditional latent difference score in PGD,
LCGA were analyzed (31). Evaluation of the number of classes
was based on the entropy index, and the model fit indices from
Akaike Information Criterion (AIC), the Bayesian Information
Criterion (BIC) and sample-adjusted BIC (SA-BIC). Lower AIC,
BIC, and SA-BIC values indicate a better model fit (32, 33), while
entropy values should preferably be over 0.80, at least 0.70 (31).
BIC and bootstrap LRT have been found to perform best out of
all these indices across several simulated models (34).

Statistically significant improvement as a result of adding
classes was tested by the Vuong-Lo-Mendell-Rubin Likelihood
Ratio Test (LRT), and by a parametric bootstrapped likelihood
ratio test for k-1(HO) vs. k classes with 1,000 bootstrap draws
(35). The evaluation was in addition based on the estimated class
size and relative class frequencies. A sample size of 25 classified
subjects (5%) has been proposed (36).

The Maximum Likelihood Estimator with robust standard
errors (MLR) was chosen in order to account for non-normality
(32). Due to observation within families, the clustering option
was used in order to achieve correct standard errors. The Full
Information Maximization Likelihood method uses all available
data under the “Missing at Random” assumption (32, 37). Thus,
the effect of missing data is minimized (38), in contrast to listwise
deletion methods, and ensures stronger statistical power and
generalizability to the results. However, this do not rule out that
missingness may be related to the values that would be observed
if given, the “missing not at random” situation.

After the model with the best fit was determined, a
multinominal logistic regression analysis examined potential
predictors of class membership, including gender, type of loss,
previous losses, previous depressive symptoms, exposure to the
attack, received psychosocial help after the attack, social support
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TABLE 1 | Sample characteristics and mean sum scores on ICG and IES-R
(n=129).

TABLE 2 | Latent class growth analysis (LCGA) of the PG sum score with fit
measures for evaluation (n = 129).

Frequency Percentage

Age

12-24 27 20.9

25-40 17 13.2

40+ 85 65.9
Gender

Female 7 59.7

Male 52 40.3
Type of loss

Child 86 66.7

Sibling 43 33.3
Exposed to incident

Yes 22 24.2

No 107 75.8
Pre-22.7 depression

Yes 24 24.5

No 105 75.5
Previous loss

Yes 100 77.5

No 29 22.5
Psychosocial help after 22.7

Yes 88 68.2

No 41 31.8

Mean (range) SD

SS —satisfaction with social support (at T1) 4.67 (1-7) 1.59
IES-R Intrusion (sumscore at T1) 16.38 (1-32) 6.41
|IES-R Avoidance (sumscore at T1) 14.36 (0-30) 6.34
ICG (total sumscore at T1) 37.52 (4-66) 11.59
ICG T2 (total sumscore at T1) 34.49 (2-72) 13.92
ICG T3 (total sumscore at T1) 32.46 (3-70) 13.48

(measured at T1), intrusion (measured at T1), and avoidance
(measured at T1). The multinominal regression compares each
group with a reference category.

RESULTS

The characteristics of the sample and descriptive statistics of PG
is shown in Table 1. A total of 67% had lost a child among the
participants. About half the parents were female (52.3%). Their
mean age was 51.6 years (SD = 6.9), and almost all parents were
married or cohabitants (85.5%). The mean age of the deceased
children was 18.7 years (SD = 5.4). In the sibling sub-group
74.4% were female. Their mean age was 22.3 years (SD = 7.6),
and 55.8% had lost a sister. The mean age of the deceased siblings
was 18.6 years (SD = 5.2).

Based on the fit measures and the number of subjects and
frequencies, a three-class solution was decided to be the final
model (Table 2). The six-class model represented the variability
in the observed scores even better but could not be used for

Classes AIC BIC SABIC LRT LRTs

p-value® p-value®

Least class
predicted n (%)

Entropy

1 3,000 3,107 3,088 - - - -

2 2,987 3,016 2,984 0.310 0.000 0.71 55 (42.6)
3 2,906 2,946 2,902  0.004 0.000 0.89 17 (13.2)
4 2,891 2,942 2,885 0.142 0.001 0.81 15 (11.6)
5 2,886 2,950 2,880 0.259 0.099 0.80 14 (10.9)
6 2,887 2,961 2,879  0.689 - 0.81 8(6.2)

AIC, akaike information criterion; BIC, bayes information criterion, SABIC, sample-
adjusted bi; LRT, likelihood ratio test. @Vuong-Lo-Mendell-Rubin LRT for k-1(HO) vs. k
classes. © Parametric bootstrapped LRT for k-1(HO) vs. k classes (1,000 bootstrap draws).
Clustering corrections removed in order to being able to estimate the models.

further analyses due to the very low sample size in several
classes. The three-class model is presented in Figure 1. The
subjects in the moderate/decreasing class (N = 29/22.5%) started
with a PG score of 25.58, and showed a statistically significant
reduction in the first period (—0.78, p < 0.01), but not in the
second period (0.01, p = 0.972). The high/slow decreasing class
(N = 83/64.3%) started with a PG score of 39.30 and showed
statistically significant reduction in both time intervals (T1-T2 =
—0.32,p < 0.01; T2-T3 = —0.25, p < 0.05). The high/chronic grief
class (N = 17/13.2%) started with a PG score of 50.95, increased
their scores significantly in the first interval (T1-T2 = 0.62, p <
0.05), but showed no further change (T2-T3 = —0.12, p = 0.526).

The generalized mixed multinomial regression results are
presented in Table 3. Adjusted predictor estimates showed an
increased probability for being in the high/slow decreasing class in
contrast to the moderate/decreasing class (reference), if the subject
was female, reported symptoms of depression before the attack,
and had higher scores on intrusion (measured at T1). We found
increased probability for being in the high/chronic grief class in
contrast to the moderate/decreasing grief class (reference) if the
subject was a female, reported symptoms of depression before
the attack, and had higher scores on intrusion or avoidance (both
measured at T1). The type of loss was not related to being in the
high/chronic grief class.

DISCUSSION

This is, to our knowledge, the first study of trajectories of
PGD following a terror-incident, and we found that a three-
class model best represented the data. All three groups started
above the recommended threshold for probable PGD (22), but
had different developments across time. The classes included
a high/slow recovery trajectory of (64%) with initial high level
of grief which attenuated slowly from 1 to 3% years after the
incident; a moderate/decreasing trajectory (23%) with an initial
moderate to high level of grief, which decreased below the
threshold for PGD and a chronic trajectory (13%) which started
with very high level of grief which even increased slightly from 1
to 3 1/2 years after the loss.
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FIGURE 1 | Different grief trajectories among bereaved family members after the 2011 terror attack on Uteya Island.

The lack of a a distinct resilient group is noteworthy, since
most disaster-studies find resilience to be among, if not the
most common trajectory (15, 16). Still, it is consistent with
studies that suggest that resilience is far from normative among
grieving parents (39). It is worth noting that the sample in the
current study was homogenous constituting only of parents and
siblings of those who were killed. Closeness in the relationship
to the deceased is a stronger risk factor for PGD than both
the circumstances of the death and time since the loss (40,
41). Also, almost all of those who were killed were adolescents
between 14 and 19 years of age, which is an age that has
been associated with more intense parental grief than loss of
either a younger child or adult child (42). Also, some suggest
that vulnerable persons find more meaning in participating in
research (43). If this is true we may have a biased sample. On
the other hand, those who struggle most with their grief may
also refuse to participate in order to avoid reminders of the
loss (44).

The finding that almost 80% of the participants displayed
either a high grief level and a slow recovery or chronic grief is
alarming, and suggest that the large majority of terror-bereaved
family members may struggle for several years with adapting to
their loss. Several factors may account for this. In addition to
losing a child or a sibling, which is a devestating experience in
itself, the terror-bereaved need to cope both with the traumatic
circumstances of the loss and with secondary stressors such as
media coverage and a potential trial which function as constant
reminders of the incident. This affects their opportunity to grieve
privately, but also to take time off from their grief (45).

Our finding that pre-loss depressive symptoms predicted
chronic grief is regularly documented in studies of PGD, and
should be routinly screened for after traumatic losses (4).
Also, our finding that comorbid PTSD symptoms intrusion
and avoidance predicted a slow recovery and chronic grief are
consistent with a recent meta-analysis (21). Horowitz stated
that intrusions are common after sudden traumatic events, and
that avoidance is a strategy that is used to ward off the painful
emotions related to these intrusions (46). While avoidance can
be adaptive in the early stages of a loss, if it is used as the main
coping strategy to regulate grief it may hinder the bereaved from
confronting the reality of their loved one’s death or processing
the loss (47). Intrusive thoughts or re-enactment fantasies of how
their loved one was killed can interfere with positive reminiscing
of the deceased (48). This suggest that PTSD symptoms may
hinder or delay the resolution of grief. Recent studies have,
however, found that an increase in grief levels can predict later
PTSD levels and not vice versa (11). This suggest that PGD
and PTSD may influence each other reciprocally, which requests
a thorough assessment in clinical practice since it may have
implications for the choice of treatment.

LIMITATIONS

The current study has several limitations. Due to confidentiality,
the ethical committee did not permit inquiries about non-
responders beyond the information of gender and age of
the deceased. However, there were no statistically significant
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TABLE 3 | Trajectory group (class) prediction based on generalized mixed
multinomial regression analyses.

Class predictors B P Exp (B) 95% Cl 95% CI
Low High
High/decreasing
- Gender 1.88 0.007 6.57 1.66 25.99
- Loss (child) 0.16 0.823 1.17 0.29 4.77
- Exposure 0.35 0.662 1.42 0.29 6.88
- Previous depressive symptoms  3.03 0.012 20.67 196 218.33
- Previous loss 1.256 0.072 3.50 0.89 13.72

Satisfied with social support (at T1) —0.39 0.119 0.68 0.41 1.11
- Received psychological help (at T1) —0.50 0.557 0.61 0.12 3.20

- Intrusion (at T1) 0.16 0.010 1.17 1.04 1.33
- Avoidance (at T1) 0.08 0.162 1.09 0.97 1.22
High/chronic

- Gender 3.31 0.005 27.48 279 27117
- Loss (child) 2.02 0.082 7.58 0.77 73.26
- Exposure 1.75 0.102 5.73 0.71 46.34
- Previous depressive symptoms  3.23 0.025 25.24 1.60  425.71
- Previous loss 0.31 0.762 1.36 0.19 9.92
- Satisfied with social support (at T1) —0.47 0.165 0.62 0.32 1.21
- Received psychological help (at T1) 0.95 0.404 2.60 0.28 24.34
- Intrusion (at T1) 0.32 0.001 1.38 1.14 1.67
- Avoidance (at T1) 0.26 0.009 1.30 1.07 1.58

The Moderate level/improved class was set as reference category. Intercept values not
presented (n = 129).

group differences between participants and non-participants
concerning these demographic variables. Furthermore, the study
suffer from low sample size. In the LCGA two classes had a
relatively small number of predicted persons. The estimated
relationships are a result of the included predictors, but also
a result of the potential predictors not included in the model.
Also, we used single non-validated questions in the assessment
of previous depressive symptoms and psychosocial help after the
attack. These measures may be subject to reporting bias. The
use of ICG to tap grief symptoms does not capture the current
symptoms or criteria for of PGD as defined in either DSM-5
or ICD-11 (1). Comparative studies show that it matters which
criteria are used to define disturbed grief in terms of prevalence
and predictive validity (49).

CLINICAL IMPLICATIONS

There are several implications of these findings. First of all,
the high level of PGD and slow recovery characterizing the
majority of bereaved suggest that an early out-reach in the
follow-up of family members bereaved by terror is warranted
(50). Use of adequate screening measures may be helpful in
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Background: This study aimed to examine the psychometric properties of the Swedish
PG-13 in a bereaved trauma exposed sample. A second aim was to examine the latent
structure of prolonged grief using the PG-13.

Methods: The participants were adults (n = 123) taking part in an ongoing longitudinal
study regarding the effects of potentially traumatic events. Participants had experienced
a potentially traumatic event in the past 5 years and had reported a death of a significant
other either as their primary traumatic event or in addition to another traumatic event.
Assessment included self-report of prolonged grief, posttraumatic stress, and general
psychological distress. Clinical interviews were used to assess depression, posttraumatic
stress disorder, and disability level. The psychometric properties of the Swedish PG-13
were examined through reliability tests and assessment of associations with symptoms
of posttraumatic stress, depression, general psychological distress, and disability level.
Principal component analysis (PCA) and confirmatory factor analyses (CFA) were used
to assess the latent structure.

Results: The internal consistency (Cronbach’s a = 0.86) and test-retest (r = 0.86)
reliability were good. PCA suggested a three-factor model as descriptive of the latent
structure of the instrument. Therefore, the CFA used this model, as well as two models
suggested in the literature. The three-factor model had the best fit to data. Support
of concurrent validity of PG-13 was shown by moderate positive associations with
measures of posttraumatic stress, depression, and general psychological distress.

Conclusions: The Swedish PG-13 demonstrated good psychometric properties, and
its use in research and practice to assess prolonged grief was supported. The factor
analyses provided stronger support for models with two or three factors, as compared
with a unidimensional model of prolonged grief, with the three-factor model having the
best fit.

Keywords: prolonged grief, PG-13, loss, trauma, factor analysis, latent structure
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INTRODUCTION

A significant minority of bereaved individuals experience
persistent and severe symptoms of grief that do not diminish
with time (1, 2). Chronically disabling and distressing grief
reactions have, under various names, attracted research interest—
most recently as Prolonged Grief Disorder (PGD). Prigerson
et al. (2) proposed diagnostic criteria for PGD to be included in
the 11th edition of Internal Classification of Diseases (ICD-11)
and 5th version of Diagnostic and Statistical Manual of Mental
Disorders [DSM-5; (3)]. However, in the DSM-5, a disorder
called persistent complex bereavement disorder was included
for further study (PCBD; 3), with symptoms divided into core
symptoms (e.g., yearning, sorrow, emotional pain), reactive
distress to the death (e.g., difficulty accepting the loss, bitterness
related to the loss, avoidance of reminders of the loss), and
social/identity disruption (e.g., difficulty trusting others, feeling
life is empty without the deceased, confusion about one’s role in
life). The more recently released ICD-11 (4) includes Prolonged
Grief Disorder as a disorder specifically associated with stress,
differing from the PGD proposed by Prigerson et al. (2). PGD in
ICD-11 is characterized by persistent and intense longing for the
deceased, preoccupation with the deceased, additional symptoms
suggestive of emotional pain, and a difficulty to accept the loss (5).
These responses should be associated with functional impairment
and persist for at least 6 months after the loss (6).

A meta-analysis by Lundorff et al. (7) found that one out
of 10 bereaved adults, following a non-violent loss, is at risk of
developing PGD, whereas a recent meta-analysis by Djelantik
et al. (8) showed that almost half of the bereaved adults
experienced PGD following unnatural losses. Previous research
suggests that while PGD shares features with both depression
and post-traumatic stress disorder (PTSD), it also provides
unique explanatory power (2, 9-11) and is independently related
to decreased mental and physical health (12-16). However,
uncertainty remains regarding PGD in people with a history of
traumatic events. For example, it is uncertain if the qualities
of PGD mentioned above are found also among bereaved
individuals who report a traumatic index event not related
to bereavement.

Prigerson et al. (2) created a diagnostic self-rating instrument
for their proposed criteria for PGD, the Prolonged Grief
questionnaire-13 (PG-13). However, there are few studies
examining the psychometric properties of the PG-13. One study
has shown that the PG-13 has good psychometric properties
with high sensitivity and specificity (93.3 and 98.3%) for
bereaved adults (17). The Swedish PG-13 has shown satisfactory
psychometric properties in a sample of cancer-bereaved parents,
with the latent structure of PG-13 being explained by a
unidimensional structure (18). In this study, the Swedish PG-13
was slightly adopted to bereaved parents by changing the wording
“the person you lost” to “the child you lost.”

There are several studies examining the latent structure of
prolonged grief using different measures, such as the Inventory
of Complicated Grief and the revised version of Inventory
of Complicated Grief. Most studies have found support for a
unidimensional structure of prolonged grief (2, 9, 10, 19, 20).

In a sample of older adults, O’Connor et al. (21) examined the
one-factor model, as well as a theoretically derived two-factor
model (i.e., separation distress and traumatic distress), and found
that the two-factor model had a better fit. However, the two
factors were highly correlated and the one-factor model had an
acceptable fit. Newson et al. (22) found four factors in a sample
of older adults.

As the psychometric properties of the Swedish PG-13 has
only been examined with a slightly modified version in bereaved
parents, additional validation should be conducted with more
heterogenous populations. This study aimed to examine the
psychometrics of the Swedish PG-13 in trauma exposed sample,
who had also experienced bereavement. Internal consistency
and test-retest reliability were evaluated, as was the concurrent
validity of the PG-13 in relation to posttraumatic stress disorder,
depression, and general psychological distress. A second aim
was to examine the latent structure of prolonged grief using
the PG-13.

MATERIALS AND METHODS

Participants and Procedure

The participants in the current study were individuals taking
part in an ongoing longitudinal study regarding the effects
of potentially traumatic events—the Traumatic Events in a
Longitudinal Survey (TRACES) study—at Uppsala University,
Sweden. TRACES aims to examine psychological reactions to
adverse events among health care and non-health care seeking
individuals and how such reactions fluctuate over time.

Participants were self-recruited from the general public in two
urban counties in Sweden via advertisements in local and social
media, flyers at primary care and outpatient psychiatric care, as
well as via information from health-care providers. Participants
signed up for the study via health care staff, who provided
the research group with contact information, or via an online
form. Inclusion criteria for the longitudinal study were: being
>18 years of age, having experienced a potentially traumatic
event in the last 5 years, and being able to understand and
speak Swedish. Exclusion criteria were ongoing traumatic event
or stressors (e.g., ongoing violence, disease), and concurrent
severe mental illness (e.g., ongoing psychosis). Participants were
compensated with two movie tickets. For the current study,
participants who reported bereavement of a significant other (i.e.,
a family member, close relative, or close friend) were drawn from
the longitudinal study. No criteria were issued on the relationship
to the deceased.

All participants were screened via telephone with questions
about the nature of their potentially traumatic events and
additional questions related to the inclusion and exclusion
criteria. Participants then responded to a survey, including
several questionnaires, either via a secure online web portal
or on paper. After the survey was filled out, the participants
took part in structured face-to-face interviews conducted by
licensed psychologists, psychologists in training, or master’s
students in clinical psychology under the supervision of licensed
psychologists. All interviewers were trained in the interview
protocols by the researchers. The interview sessions encompassed
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assessment of the participants’ history of potentially traumatic
events, and structured clinical interviews, as detailed below.
During the interview, participants who reported having
experienced a loss of a significant other filled in the Swedish
version of PG-13. After their interview, each participant was
given a retest questionnaire to complete the following day, at the
earliest, and return by post.

Measurements

PG-13

The PG-13 is comprised of 13 items which follow the
diagnostic criteria suggested by Prigerson et al. (2). The
questionnaire assesses symptoms of separation distress and
symptoms of cognitive, behavioral, and emotional changes, as
well as the duration of these symptoms and perceived functional
impairment. The first four items concern symptoms—yearning,
intense grief, avoidance, and numbness—during the preceding
month, rated on a five-point frequency scale (Not at all to
Several times a day), with the fifth item establishing whether
yearning or intense grief have been present at least daily beyond
6 months after the loss (No/Yes). The next seven items concern
confusion with one’s role in life, difficulties accepting the loss,
loss of trust, bitterness, difficulties moving on in life, emotional
isolation, and meaninglessness. These items are rated on a five-
point intensity scale (Not at all to Overwhelmingly). Lastly, one
item asks about deterioration in everyday function (No/Yes).
A total symptom severity score is computed by giving the 11
symptom items (items 1, 2, 4-12) a score of 1 to 5 and summing
up these scores. Thus, symptom severity ranges from 11 to 55.
A dichotomous scoring for PGD screening is also used. For
a positive screening, the respondent must endorse yearning or
intense grief at least once a day (items 1-2), at least 6 months
after the loss (item 3), experience at least five of the remaining
symptoms at least “daily” (items 4-5) or “a lot” (items 6-12),
and report functional impairment (item 13). The PG-13 has
previously been translated into Swedish at the National Center
of Disaster Psychiatry at Uppsala University. The original PG-
13 was translated into Swedish by a professional translator and
then revised by lic. clin. psychologists with extensive experience
of grief. A second professional translator, a native English speaker
with a PhD in psychology, did a back-translation of the final
Swedish version. This person was blind to the English original.
The psychometric properties of the Swedish version of PG-13 has
been examined in cancer-bereaved parents (18).

Clinician-Administered PTSD Scale for DMS-5
(CAPS-5)

The CAPS-5 (23) is a structured clinical interview considered
to be the gold standard for diagnostic assessment of PTSD.
The interview assesses PTSD symptoms, as described in DSM-
5, within the preceding month. It contains 20 symptom items,
each assessed on a five-point Likert scale from 0 (Not present)
to 4 (Extreme). The total symptom severity ranges from 0 to
80. CAPS-5 also assesses functional disability due to PTSD
symptoms and the duration of the disorder.

The PTSD Checklist for DSM-5 (PCL-5)

The PCL-5 (24) was used as a self-report measure of PTSD
symptoms during the preceding month. It contains 20 items, each
symptom corresponding to a symptom in DSM-5. Items ask how
much respondents have been bothered by each symptom during
the preceding month, and are answered on a five-point Likert
scale from 0 (Not at all) to 4 (Extremely). The total symptom
score ranges from 0 to 80. The Swedish version of PCL-5 has been
shown to have good psychometric properties (25).

The Symptom Checklist 27 (SCL-27)

The SCL-27 (26) was used as a measure of general psychological
distress. It is a self-report scale and measures symptoms on six
subscales: depressive, dysthymic, somatization, mistrust, social
phobic, and agoraphobic symptoms. Each subscale includes
four to six items. All items are answered on a four-point
Likert scale and the total severity score ranges from 0 to
108. In this study, both the subscales and the total score
were used in the analyses of the concurrent validity of
the PG-13.

MINI Neuropsychiatric Interview (MINI 7.0)

MINI 7.0 (27, 28) is a screening interview for several
psychiatric disorders. The data from the depression module,
ongoing and previous depression, were used in the current
study. The number of depression criteria fulfilled was
used to assess the level of depression symptoms; it ranges
from 0 to 9.

World Health Organization Disability Assessment
Scale (WHODAS 2.0)

WHODAS 2.0 is a structured interview assessing a person’s
disability levels in several domains. Items are scored from 0
(No difficulties) to 4 (Extreme difficulty/cannot do). The current
study employed the 12424 version, where the interview is
discontinued if the interviewee responds negatively to the
first six to 12 items, and the remaining items are scored 0.
If a respondent reports disability in any domain, additional
domain-specific items are given and scored. The complex
scoring method suggested by WHO was used, which provides a
total score ranging from 0 (No disability) to 100 (Full disability).
WHODAS 2.0 has demonstrated excellent psychometric
properties (29).

Statistical Analyses

The statistical analyses were performed using IBM SPSS Statistics
26. The reliability was examined using Cronbach’s alpha, mean
inter-item correlation, and the test-retest correlation coeflicient.
The reliability analyses were calculated using the PG-13 symptom
severity score.

Concurrent validity was assessed by examining associations
between PG-13 and measures of PTSD (PCL-5 and CAPS-5),
depression (MINI), and general psychological distress (SCL-27).
Pearson’s r was calculated for both concurrent validity and test-
retest reliability.

The factor analyses included an exploratory and a
confirmatory analysis. First, a principal component analysis
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TABLE 1 | Mean (SD) scores on symptoms of prolonged grief, posttraumatic stress, depression and general psychological distress, disability level, and comparison

between the two subsamples.

Index event
All Bereavement Comparison T-score?
(n =123) (n=72) (n =51)

PG-13 24.98 (8.47) 26.56 (8.35) 22.75(8.29) 2.51*

PCL-5° 24.68 (17.46) 22.81(16.01) 27.53 (19.30) —1.42
CAPS-5 18.39 (12.28) 16.18 (10.34) 21.51 (14.11) —2.30"
Intrusion 4.76 (3.89) 3.93(3.12) 5.92 (4.56) —2.70*

Avoidance 2.10 (2.02) 1.94 (1.93) 2.31(2.14) —1.00

NACM 6.23 (4.80) 5.60 (4.24) 7.12 (5.42) —1.74

Hyperarousal 5.31(3.54) 4.71(3.17) 6.16 (3.88) —2.20*

Depression® Ongoing 1.42 (2.73) 1.27 (2.44) 1.66 (3.14) -0.76
Previous 5.34 (3.21) 5.03 (3.27) 5.81(3.09) -1.30

SCL—27° 27.72 (21.40) 25.62 (21.35) 30.93 (21.48) -1.30
Depressive 5.16 (3.60) 4.87 (3.51) 5.60 (3.72) —1.06

Dysthymic 6.48 (4.56) 6.23 (4.85) 6.87 (4.10) -0.73

Somatization 5.64 (6.03) 5.13 (6.00) 6.00 (6.06) -1.12

Agoraphobic 3.32 (4.42) 2.65 (3.56) 4.36 (5.36) —1.88

Social phobic 3.76 (3.87) 3.68 (3.82) 3.89 (3.99) -0.28

Mistrust 3.63 (3.64) 3.25(3.48) 4.22 (3.85) —1.30

WHODAS 2.0¢ 15.98 (17.35) 13.15 (156.71) 20.23 (18.94) —2.18*

Means and standard deviation for all scales used in the study. Means presented for all participants, participants with bereavement as index event and participants with other index events
(i.e., comparison group). PG-13, Prolonged Grief questionnaire-13; PCL-5, PTSD Checklist for DSM-5; CAPS-5, Clinician-Administered PTSD Scale for DMS-5; SCL-27, Symptom

Checklist 27; WHODAS, World Health Organization Disability Assessment Scale.

aT-test of the difference of means between participants with bereavement as index event and participants with other index events.

bMissing data, n = 114 (69 and 45).
SMissing data, n = 118 (71 and 47).
9IMissing data, n = 113 (69 and 44).
‘P <0.05 "p<0.01.

(PCA) with oblique rotation was performed. The number of
factors was determined by an evaluation of the scree plot and
the eigenvalues. Confirmatory factor analyses were conducted
using Mplus version 8 (30). Given the ordinal nature of the item
response options, a robust weighted least-squares with a mean
and variance adjustment (WLSMV) estimator was employed
(31-33). Goodness of model fit was assessed with the x? test,
the comparative fit index (CFI), the Tucker-Lewis Index (TLI),
the root mean square error of approximation (RMSEA), and
weighted root-mean-square residual (WRMR). The following
standards were used in assessing model fit: a non-significant test
of model 2, x2/df between 2 and 3, CFI and TLI >0.90, RMSEA
<0.08 (34), and WRMR < 1.0 (35, 36).

T-tests were conducted to explore whether there was a
difference in symptoms between individuals who reported
bereavement as the traumatic index event and bereaved
individuals who reported a traumatic index event not related
to bereavement. To compare correlation coeflicients, Fisher’s z-
tests were conducted. For participants missing one or two items
on PG-13 (n = 3), the missing values were imputed using the
estimated mean values on PG-13. The same procedure was used
for missing data on SCL-27 (n = 15). Participants with more
than 50% missing values on PG-13 were excluded from the
study (n = 3).

RESULTS

Sample Characteristics

In total, 123 participants were included in the study. A majority
were women (80.5%) and the mean age was 37.85 years (SD
= 14.97, range = 18-78). In all, 52.8% were working (n =
65), 23.6% (n = 29) were studying, and 65.8% (n = 81) had
a high level of educational attainment (attended or finished
university). Of those reporting that the loss was not the
trauma index event (n = 51), 13 reported the event to be
sexual violence, 12 reported somatic disease/injury, 10 reported
accident, 10 individuals reported interpersonal violence, and
6 reported another traumatic event. The total sample mean
score on PG-13 was 24.98 (SD = 8.48). Four participants
reported no symptoms and only three participants screened
positive for PGD. See Table1l for descriptive statistics on
all measures.

Reliability

The internal consistency of the PG-13 was good, Cronbach’s
a = 0.86, and it was not improved by removal of any of the
PG-13 items. The item-total correlations of the PG-13 items
with the total score ranged from ry. = 0.42 (item 9) to rig
= 0.63 (item 11). The mean item-total correlation was rj,. =
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TABLE 2 | PG-13 correlations with symptoms of posttraumatic stress,
depression, general psychological distress, and disability level, and comparison
between the two subsamples.

Index event
All Bereavement Comparison z-value?
(n=123) (=72 (n=51)
PCL-5° 0.52*** 0.61** 0.42** 1.39"
CAPS-5 0.48** 0.79** 0.32* 3.94**
Intrusion 0.33*** 0.63*** 0.20 2.87*
Avoidance 0.49*** 0.63*** 0.39** 1.75*
NACM 0.48*** 0.73*** 0.31* 3.24**
Hyperarousal  0.38*** 0.58*** 0.29* 1.94*
Depression® Ongoing 0.27* 0.44** 0.13 1.77%
Previous 0.03 0.25* —-0.25 2.64*
SCL-27P 0.56"* 0.71** 0.46™* 1.98*
Depressive 0.54** 0.65** 0.49** 1.21
Dysthymic 0.52*** 0.65"** 0.38* 1.90*
Somatization  0.42*** 0.57** 0.29 1.77*
Agoraphobic  0.46™** 0.63*** 0.45* 1.30
Social 0.49*** 0.60*** 0.37* 1.54
Mistrust 0.40*** 0.56*** 0.35* 1.36
WHODAS 2.0° 0.43*** 0.62*** 0.27 2.29*

Correlations between PG-13 mean score and mean score on the other scales for all
participants, participants with bereavement as index event and participants with other
index events (i.e., comparison group). PG-13, Prolonged Grief questionnaire-13; PCL-
5, PTSD Checklist for DSM-5; CAPS-5, Clinician-Administered PTSD Scale for DMS-
5, SCL-27, Symptom Checklist 27, WHODAS, World Health Organization Disability
Assessment Scale.

aComparison of correlations (Z-test) between participants with bereavement and
participants with other index events.

bMissing data, n = 114 (69 and 45).

SMissing data, n = 113 (71 and 47).

9Missing data, n = 115 (69 and 46).

'p < 0.05.

“p<o0.01.

" p <0.001.

0.55. The mean inter-item correlation was r = 0.36, range r =
0.12-0.75. The mean inter-item correlation was lowest between
“yearning” (item 1) and “trust in others” (item 8), r = 0.12, and
highest between the two separation distress items (items 1 and 2),
r=0.75.

A total of 84 participants completed and returned the
retest questionnaire. The temporal stability of PG-13 was
good, with high correlations for the total symptom score r
= 0.86 (p < 0.001). The correlations ranged from r = 0.65
(p < 0.001) to r = 0.81 (p < 0.001) at the item level
The mean time for retest was 6.26 days (SD = 9.41 days,
range = 0-50 days).

Concurrent Validity

The correlations between PG-13 and the other measures of
distress and function are shown in Table 2. In the total sample,
there were low to moderate correlations between the PG-13
and the measure of related disorder. The strongest correlation
was with the SCL-27 total score and the second strongest was
with PCL-5.

Construct Validity

Principal Component Analysis

The factor analysis rendered a significant Bartlett’s test of
sphericity (p < 0.001), the sampling adequacy was 0.83 (Kaiser-
Meyer-Olkin), and 67.7% of the total variance was explained with
three factors (Table 3). The first factor, labeled social/identity
disruption, included four items and explained 42.9% of the
variance. The second factor, labeled separation distress, included
four items and explained 15.1% of the variance. The third factor,
labeled traumatic distress, included three items and explained
9.8% of the variance (Table 3).

Confirmatory Factor Analysis

Based on the principal content analysis suggesting three factors,
the theoretically derived two-factor model (37) and previous
research supporting a one-facture model for prolonged grief (2,
9, 10, 18-20), three models with 1, 2, and 3 factors, respectively,
were tested. The two- and three-factor models yielded acceptable
model fit; however, the three-factor model performed slightly
better (Table 4 presents model fit indices).

Between-Group Comparison

The bereavement group had significantly higher scores on PG-
13 than the comparison group (Table 1). The total scores for
PCL-5, CAPS-5, and WHODAS were significantly higher for
the comparison group than for the bereavement group, whereas
there were no significant differences between groups on SCL-27
or depression (Table 1). As noted in Table 2, the correlations in
the bereavement group were stronger than in the comparison
group for the majority of the measures, excepting only some
of the subscales of SCL-27. In the comparison group, the
correlations were non-significant between PG-13 and the PCL-
5 intrusion subscale and the SCL-27 somatization subscale.
This was also the case for both the interview-based depression
score and the functional disability score. In contrast, in the
bereavement group, all correlations for PG-13 were significant,
except that with previous depression.

DISCUSSION

This study examined the psychometric properties of the PG-13
and the latent structure of prolonged grief in a Swedish sample.
The Swedish PG-13 possessed adequate internal consistency
and mean inter-item correlations as well as temporal stability
at both the scale and item levels. Support of concurrent
validity of PG-13 was shown by significant positive correlations
with measures of posttraumatic stress, depression, and general
psychological distress. This is consistent with there being
overlap in symptoms between prolonged grief, depression, and
posttraumatic stress, which are known to correlate to some extent
(18, 38). Nevertheless, PGD, depression, and PTSD are distinct
clinical entities (21).

The factor analyses provided stronger support for models with
two or three factors, as compared to a unidimensional model of
prolonged grief. The two-factor model yielded slightly poorer fit
than the three-factor model. The two-factor model encompassed
a separation distress factor, including yearning, which is one
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TABLE 3 | Principal component analysis with oblique rotation of the PG-13.

Items

Factor loadings

Factor 3:
Traumatic distress

Factor 2:
Separation distress

Factor 1:
Reorientation/identity

1. In the past month, how often have you felt yourself longing or yearning for the
person you lost?

2. In the past month, how often have you had intense feelings of emotional pain,
sorrow, or pangs of grief related to the lost relationship?

4. In the past month, how often have you tried to avoid reminders that the
person you lost is gone?

5. In the past month, how often have you felt stunned, shocked, or dazed by
your loss?

6. Do you feel confused about your role in life or feel like you don’t know who
you are?

7. Have you had trouble accepting the loss?
8. Has it been hard for you to trust others since your loss?
9. Do you feel bitter over your loss?

10. Do you feel that moving on (e.g., making new friends, pursuing new interests)
would be difficult for you now?

11. Do you feel emotionally numb since your loss?

12. Do you feel that life is unfulfilling, empty, or meaningless since your loss?
Eigenvalues

Explained variance (%)

—0.85

—0.89

-0.79

—-0.73

0.83

0.52

0.64

0.87
0.75

0.74
0.78
4.7 1.7 1.1
42.9 15.1 9.8

TABLE 4 | Fit indices for the confirmatory factor analyses of the PG-13.

Model x2 df CFI

TLI RMSEA [90% CI] WRMR

193.60"* 44
81.69"* 43
69.62** 41

0.89
0.97
0.98

One factor
Two factors
Three factors

1.32
0.75
0.66

0.87
0.97
0.97

0.17[0.14; 0.19]
0.09 [0.06; 0.11]
0.08[0.04; 0.11]

“p<o0.01.
“p <0.001.

Df, degrees of freedom;, CFl, Comparative fit index; TLI, Tucker-Lewis Index; RMSEA, Root mean square error of approximation;, WRMR, Weighted root-mean-square residual.

of the core symptoms of prolonged grief, and a second factor
including items that could be understood as manifestations of
traumatic distress and items of social/identity disruption, such
as confusion about finding a new role in life, difficulty to
move on, and feeling that life is empty after the loss. In the
three-factor model, the factors were social/identity disruption,
separation distress, and traumatic distress. These findings may
reflect the sample composition and they diverge from previous
studies supporting a unidimensional structure of PG-13 (2, 18)
and studies on other measures of prolonged grief examining
the underlying structure of prolonged grief (2, 9, 10, 19, 20).
However, the study by O’Connor et al. (37) found support for
the theoretically derived two-factor model, in agreement with the
present study. A recent study on a Hebrew version of Inventory of
Complicated Grief among older bereaved parents found support
for a three-factor structure (39). It should be noted that the fit
of the three-factor model in the present study may be positively
biased because the fit was assessed on the same sample that was
used in the exploratory factor analysis. The possible positive bias
for the fit of the three-factor model and the small differences in

model fit between the two-factor and three-factor models speak
in favor of the two-factor model.

To the authors’ knowledge, this is one of few studies
examining differences in symptom severity of PTSD and other
psychiatric illnesses between bereaved individuals with and
without loss as the primary index event. Individuals who reported
bereavement as their index event had higher levels of grief,
and lower symptoms of PTSD and functional disability as
compared to individuals that reported a different event than
the loss as an index-event. In addition, there were overall
lower associations between grief and the other measures in
the comparison group. This suggested that prolonged grief
symptoms were more strongly associated with symptoms of
PTSD and depression when they arose from the same event.
It also suggested that PTSD symptoms were slightly more
pronounced and functional disability was markedly higher if
the traumatic index event was not the same as the precipitating
event for the PGD symptoms. Although these findings are
tentative, they provide an interesting picture of the dynamics
between prolonged grief symptoms and other forms of distress
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and functional disability related to the type of traumatic
index event.

Some limitations of this study warrant mention. Low overall
symptom scores may have caused inflated correlations. Only
three participants screened positive for PGD, a rate that is lower
than in previous studies (7, 8, 22, 40). Additionally, the TRACES
study was not primarily aimed toward bereavement and thus
no additional questions were asked about the nature of the
relationship between the participant and the deceased other than
if it was a significant other. Another limitation is that convergent
validity was not investigated. The small sample size limits the
generalizability of the findings, which need to be replicated in
larger samples with higher overall symptom burden. However,
the findings are likely reflective of the wide range of reactions
that may arise after experiencing loss, with the majority of those
affected recovering well and a minority developing long-term
distress. Finally, although a factor model should be validated
through exploratory analysis on an independent sample, the
sample size precluded such independent validation in this study.
The model fit of the three-factor model should be viewed in light
of this. This does not impact the advantage of the two-factor
model over the unidimensional model.

In conclusion, the study supports the use of the Swedish PG-
13 to measure prolonged grief in bereaved adults. The Swedish
PG-13 was shown to have good reliability, including temporal
stability, and findings supported construct and concurrent
validity. The latent structure of prolonged grief suggested two or
three factors, and not a unidimensional structure, which has been
suggested previously. Overall, the PG-13 is a useful instrument
in research, to increase the understanding of prolonged grief in
adults. Although, due to the limitations of the study, including
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Background: Functional impairment is essential in the diagnostic criteria for prolonged
grief disorder (PGD) in the ICD-11. It refers to the negative impact on everyday life,
including inability to maintain the usual level of functioning. We aimed to assess the extent
of functional impairment, emotion-related role limitation, and impaired social functioning
before and after bereavement, and to explore associations with PGD, as measured by
the 183-item Prolonged Grief Scale (PGDpg13)-

Method: Relatives of terminally ill patients (n = 1,622) completed a questionnaire before
and after bereavement. The questionnaire assessed “overall functional impairment”
(PG-13 item) and “aspects of functional impairment” measured by mean scores of the
36-item Short Form Survey (SF-36) subscales emotional role and social functioning
(0: worst; 100: best). We analyzed associations between PGDpgi3 and functional
impairment prior to bereavement using logistic regression models adjusted for age,
gender, personal relation, education, time interval to patient’s death, and pre-loss grief.

Results: In total, 51% reported overall functional impairment before bereavement,
27% reported functional impairment at 6 months after bereavement, and 19% reported
functional impairment at 3 years after bereavement. The mean emotional role score was
47.5 (95%Cl: 45.4-49.7) before bereavement, increasing to 77.4 (95%CI: 75.7-79.0) at
3 years after bereavement, compared to 85.1 (95%Cl: 77.6-92.6) in a reference sample.
Mean social functioning score increased gradually reaching the mean of the reference
sample at 3 years after bereavement. PGDpg13 was present in 26% of those with overall
functional impairment at 6 months after bereavement, decreasing to 11% at 3 years after
bereavement. Pre-bereavement measures of emotional role and social functioning were
associated with PGDpg13at 6 months and 3 years after bereavement.

Discussion: Overall functional impairment was prevalent as reflected in low scores
on daily activities and social functioning compared to a reference sample. Functioning
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may be an important factor during caregiving and bereavement and pre-bereavement
functional impairment was associated with PGDpg13.

Future studies should investigate if maintaining daily activities and social functioning
before bereavement could be key in early supportive care. Moreover, the role of functional
impairment in bereavement interventions should be explored.

Keywords: functional impairment, bereavement, grief, family caregivers, Prolonged Grief Disorder (PGD),
SF-36 = 36-item short form health survey, prolonged grief diagnostic criteria

INTRODUCTION

Severe illness, bereavement and other losses are likely to
impair the ability to maintain daily activities and thereby cause
functional impairment (1). The World Health Organization
(WHO) defines functional impairment as an umbrella term in
the International Classification of Functioning, Disability and
Health (ICF) and conceptualizes a biopsychosocial approach to
functioning in the context of health (2). Moreover, functional
impairment may imply emotional suffering and is a common
reason for healthcare seeking (3).

According to the 11th revision of the International
Classification of Diseases (ICD-11), prolonged grief disorder
(PGDicp11) entails longing for, or preoccupation with, the
deceased person, which is accompanied by intense emotional
pain, and functional impairment is described as “impairment
of personal, family, social, occupational, educational or
other important areas of functioning” (4). Thus, functional
impairment needs to be present to fulfill the diagnostic criteria
for PGDicp11 (4).

Functional impairment has been included as a clinical
significance criterion in the diagnosis of mental illness in the
Diagnostic and Statistical Manual of Mental Disorders (DSM)
by the American Psychiatric Association since 1980 (1). It
was added as a new criterion in the ICD-11 to improve
the distinction between normality and disturbance (5). Hence,
including functional impairment in the diagnostic criteria of
PGDicp1; may support the clinical utility of the diagnosis, which
is intended to help health professionals assess the needs of the
bereaved person, to differentiate between PGD and natural grief
or other disorders, and to plan treatment (6, 7).

Despite the central role of functional impairment, only
few studies have explored aspects of functional impairment
in bereaved persons. Maladaptive emotional symptoms of
grief have been investigated without including functional
impairment; these studies have revealed subgroups of people
with different patterns of grief symptoms (8, 9). Functional
impairment has been associated with PG symptoms measured
on different grief symptom scales in disaster settings (10),
in bereaved adolescents (11, 12), and in a small-scale study
of bereaved persons recruited from a funeral service (13). A
recent cross-sectional study used network analysis to explore
associations between aspects of quality of life impairments
on the WHO abbreviated multidimensional quality-of-life
scale (WHOQOL-BREF) and PG symptoms measured on the
Prolonged Gried-13 scale (PG-13) (14). The PG-13 includes

both grief symptoms and functional impairment. Different
aspects of impairments were associated with different PGDpg3
symptoms. For example, poor psychological health was
associated with the PGDpg3 symptoms of meaninglessness
and role confusion, whereas poor social health was associated
with the PGDpgi3 symptom lack of trust in others. These
results point at functional impairment as a complex
concept encompassing a range of aspects that interact with
symptoms of PG. However, previous research has focused on
functional impairment in bereaved persons suffering from
PGD, whereas the role of functional impairment as a risk
factor for bereavement outcomes like PGD and depression
remains unknown.

Stroebe et al. established groups of risk factors for adverse
bereavement outcomes. These risk factors may interact, and they
are mediated by the person’s coping and emotion regulation
(15). Risk factors include intrapersonal factors, such as low
educational level and a history of poor mental health (16, 17),
interpersonal factors, such as lack of social support and situational
factors related to the context of caregiving and death (15).
Social network and everyday life, including work are areas
related to interpersonal and situational factors. These areas are
highlighted in the PGDjcp;; criteria. According to the ICE
functional impairment includes bodily functions, activities, and
participation in daily life including work and social life, which
interact with personal factors and the context (2). The PG-13
scale is widely used for measuring prolonged grief and includes
an item of overall functional impairment, without assessment of
specific areas (18). The level of impairment in specific areas of
daily activities and social functioning can be assessed by the Short
Form survey-36 (SE-36) (19).

We aimed to examine the overall extent of functional
impairment before bereavement and the level at 6 months after
bereavement and at 3 years after bereavement, including the
impact on daily activities and social functioning. Furthermore,
we aimed to explore the association between emotion-related role
and social functioning with PGDpg3.

We hypothesized that functional impairment would more
often be present in bereaved persons compared to an age-
matched reference population, and we anticipated that the
extent of functional impairment would decrease to the level
seen in a reference sample at 3 years after bereavement when
the proportion of severely impaired bereaved persons would
be low. Furthermore, we hypothesized that all aspects of
functional impairment before bereavement would be associated
with PGDpg 3 after bereavement.
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METHODS
Setting and Design

We conducted a longitudinal, population-based study in a cohort
of Danish family caregivers, which was established in 2012. The
current study was a secondary analysis. The primary and previous
secondary analysis focused on symptoms of grief and depression
before and after death (17, 20, 21), trajectories of grief symptoms
(8) and physical and mental health (22).

Participants were identified through patients registered with
a drug reimbursement scheme due to terminal illness in
the Danish National Database of Reimbursed Prescriptions
(23). On a weekly basis, we sent an information letter and
a questionnaire to newly registered patients and requested
their closest family caregiver to complete the questionnaire
(20). Enrolled family caregivers providing informed consent
were asked to complete a questionnaire at inclusion (TO0),
at 6 months after bereavement (T1), and at 3 years after
bereavement (T2).

In this study, we included caregivers who had completed a
questionnaire at all three time points, filled in the functional
impairment item of the PG-13 scale before bereavement (T0),
and the total PG-13 at 6 months after bereavement (T1)
(Figure 1).

Ethics

The Committee on Health Research Ethics of the Central
Denmark Region confirmed that this study required no ethical
clearance according to the Danish Act on Research Ethics Review
of Health Research Projects (24). The study was approved by
the Danish Data Protection Agency (file no. 2013-41-2603) and
registered in the Record of Processing Activities at the Research
Unit for General Practice, Aarhus (Id 207) in accordance with the
provisions of the General Data Protection Regulation (GDRP).
The participants gave written informed consent to participate in
this study.

Functional Impairment

Opverall functional impairment (yes, no) was measured as social,
occupational, and other impairment in one measure by the
item “Have you experienced a significant reduction in social,
occupational, or other important areas of functioning (e.g.,
domestic responsibilities)?” of the PG-13. It was reported as
proportions with impairment before bereavement, at 6 months
after bereavement, and at 3 years after bereavement (18).
Functional impairment related to limitations in daily role due
to emotional impairment and limitations in social functioning
was assessed by the SF-36 subscales emotional role and social
functioning before bereavement, at 6 months after bereavement,
and at 3 years after bereavement (19). Subscale mean scores were
weighted with scores of the remaining SF-36 subscales according
to the manual, and a sum score was derived (25). Scores were
graded from zero to 100, with 100 indicating highest performance
(i.e., better functioning). Thus, low scores indicate impaired
functioning. For comparison, we used standardized mean scores

from the general Danish population aged 55-65 years as the mean
age of the cohort was 62 years (26).

The emotional role subscale consists of three items exploring
whether less time is spent on activities (RE1), accomplishment
of tasks (RE2), and carefulness devoted to performing activities
(RE3) (yes, no). As the items cover functioning in both daily
activities and occupation, they are also applicable to retired
individuals (19). The social functioning subscale consists of two
items. One item (SF1) measures whether physical and emotional
problems interfere with the extent of social activities with family,
friends, neighbors, or others (no (not at all, little), yes (some,
a lot, very much)). The other item (SF2) measures the extent
of interference from physical health or emotional problems on
social activities, such as visiting friends, relatives, or others (not
at all, little of the time, some of the time, most of the time, all
the time) (19). Raw means of individual items were calculated
according to the manual (25).

Grief, Depressive Symptoms, and

Sociodemographic Factors

All items of the PG-13 scale (18) were used to measure fulfillment
of the PGDpg)3 criteria (yes, no) at 6 months and at 3 years
after bereavement. To fulfill the criteria, participants must have
reported core symptoms of longing/yearning or intense feelings
related to the loss at least daily (a score of at least 4 on a 5 point
scale), at least five out of nine accessory symptoms such as trouble
accepting the loss, bitterness and emotional numbness (a score of
at least 4 on a 5 point scale), a duration of 6 months or longer,
and functional impairment (18). In collaboration with the author
of the PG-13 scale, Dr. Prigerson, the Danish version of the PG-
13 was developed according to the WHO recommendation for
translation of scales using forward and back ward translation
(27). The Cronbach’s alpha of the entire scale was 0.90. The
documentation of the translation process is described in a paper
in preparation.

Grief symptoms during the patients illness trajectory were
assessed by a version of the PGDpgi3 adapted to terminal
illness (20). In the pre-loss version, “the loss” was replaced by
“your relative’s illness,” the item concerning “moving on” was
replaced with an item about concentration problems inspired by
a previous study on grief before death (28), and the duration item
was left out (please see details in Supplementary Material A).

Depressive symptoms were assessed before bereavement
by the Beck Depression Inventory-II (29) and dichotomized
according to severity (no-mild, moderate-severe).

Information on the family caregiver’s personal relation to the
terminally ill patient was obtained at TO [partner, non-partner
(adult child, other relation)]. Data on the family caregiver’s
age, gender, educational level, and the patients survival time
from drug reimbursement were extracted from the Danish Civil
Registration System (30).

Statistical Analysis

Questionnaire data and registry-based data were combined at
Statistics Denmark (31). Overall functional impairment was
reported as proportions. Weighted mean scores of the emotional
role and social functioning subscales and mean scores of the
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Population source

11,628 patients with drug reimbursement in 2012 Patient died before contact: 1,348 (11.6%)
Patient publicly protected
«| from research participation letter: 757 (6.5%)
| Patient aged <18 years: 7 (0.1%)
" Address N/A or database error: 4 (0.1%)
Pre-loss study population y 4,488 (47.0%)
. . : . oresponse: : .0%
9,512 patients eligible for letter to their caregivers Caregiver deslined: 421 (4.4%)
Patient declined: 378 (4.0%)
Patient was imminently dying: 284 (3.0%)
s, Other reasons: 209 (2.2%)
Patient had no close relative: 117 (1.2%)

\ /4
Respondents at baseline (T0)
3,635 (38% of pre-loss study population)
; Patient alive at follow-up: 1,031 (28.4%)
No caregiver |ID number: 147 (4.0%)
v Caregiver had died: 20 (0.5%)
- - Caregiver declined new contact: 13 (0.2%)
Six-month follow-up population Address N/A or database error: 4 (0.1%)

2,420 caregivers eligible

Non-respondents:

257 (10.6%)

Caregiver declined: 20 (0.8%)
Address N/A: 18 (0.7%)
A\'’4
Respondents at six-month follow-up (T1)
2,125 (88% of follow-up population)
> Caregiver had died: 50 (2.4%)
Other: 23 (1.0%)
(other includes late registration of response,
Three-year follow-up population address N/A or caregiver declined contact)
2,052 caregivers eligible
Non-respondents: 280 (13.6%)
Caregiver declined: 30 (1.5%)
5| Caregiver had died or address N/A: 7 (0.3%)
\ 4
Respondents at three-year follow-up (T2)
1,735 (85% of second follow-up population)
Functional impairment item (PG)
>{ not completed at TO: 26 (1.5%)
PG-13 not completed at T1: 87 (5.0%)
A\

Study population

1,622

FIGURE 1 | Flow diagram of family caregivers at the time of the patient’s drug reimbursement registration due to terminal illness (T0), 6 months after the patient’s
death (T1), and 3 years after the patient’s death (T2).
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TABLE 1 | Characteristics of the total study cohort (n = 1,622).

Total cohort Overall functional impairment* No overall functional impairment
(n =1,622) (n=831) (n =791)
Caregiver characteristics Mean (95% Cl) n (%) Mean (95% Cl) n (%) Mean (95% Cl) n (%)
Age, years® 61.8 (61.2; 62.3) 60.6 (59.8; 61.4) 63.0 (62.2; 63.7)
Gender
Male 480 (30) 178 (21) 302 (38)
Female 1,142 (70) 653 (79) 489 (62)
Personal relation
Partner 1,050 (65) 552 (66) 498 (63)
Other 572 (35) 279 (34) 293 (37)
Education
Low (<10 years) 405 (25) 204 (25) 201 (25)
Intermediate (>10 and <15 years) 780 (48) 388 47) 392 (50)
High (>15 years) 437 27) 239 (29 198 (25)
Pre-death PG criteria®
Not fulfilled criteria 1,345 (83) 570 (69) 775 (98)
Fulfilled criteria 252 (16) 252 (30) - -
Missing 25 (] 9 1) 16 2
Depressive symptoms®
No-mild symptoms 1,318 (81) 601 (72) 717 91)
Moderate-severe symptoms 239 (15) 195 (29) 44 6)
Missing 65 4) 35 4) 30 4)
Patient characteristics Median (1Ql) Median (IQl) Median (IQl)
Time from drug reimbursement** 69.4 (67.0; 71.8) 66.6 (63.4; 69.9) 72.3(68.7; 75.8)

to death, days

*Based on the impairment item of the PG-13.

**Registration of patient with drug reimbursement due to terminal illness and invitation for study inclusion.

aCaregivers’ age at baseline.

bProlonged grief criteria measured on an adapted pre-death version of the Prolonged Grief-13 scale.

¢Depressive symptoms measured on Beck’s Depression Inventory-Il.

single items (RE1-3 and SF1-2) were reported as means with 95%
confidence intervals at TO0, T1, and T2. Emotional role and social
functioning mean scores were compared to standard scores in a
Danish reference sample aged 55-64 (26), and interpreted using
minimal clinical important difference (MCID) between the mean
scores of the study sample and the reference sample. The MCID
is the smallest change in an outcome score that the individual
person will consider important and corresponds to 3-5 units on
the SF-36 scale (32).

We used logistic regression with 95% confidence intervals
to calculate associations between SF-36 measures of functional
impairment before bereavement and PGDpg3. We adjusted for
age, gender, personal relation, education, time from inclusion
to the patient’s death, and grief symptom level before death
(sum score). These covariates were socioeconomic factors and
clinical factors that have been associated with in earlier studies
(28, 33). Due to the number of fulfilling the criteria for
PGDpgi3 (n = 117 events), inclusion of these covariates did
not violate the assumptions of logistic regression (34). Results
were reported as odds ratios with 95% confidence intervals.

All analyses were conducted by Stata 14 (StataCorp, Texas,
USA, RRID:SCR_012763).

RESULTS
Study Population

A total of 1,622 bereaved persons were included in the
study (Figurel). The mean age was 62 years (Table1).
Participants were predominantly female (70%), partner to
the patient (65%), and 25% had <10 years of education.
Furthermore, pre-loss grief (fulfilling the criteria of the adapted
PGDpg)3 before bereavement) was reported in 15 and 16%
had depressive symptoms before bereavement. Among those
reporting overall functional impairment (PG item), the mean
age was lower (60.6 years (59.8; 61.4) vs. 63.0 (62.2; 63.7))
and proportions of females (79% vs. 62%) and participants
with depressive symptoms (23% vs. 6%) were higher compared
to in participants without overall functional impairment
(Table 1).
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TABLE 2 | Functional impairment in the study sample (n = 1,622) before bereavement, at 6 months and 3 years after bereavement and in a standardized reference

sample of Danes aged 55-64 years.

0-6 months before 6 months 3 years after Reference
bereavement after bereavement bereavement sample®

Overall functional impairment (PG item)? n (%) n (%) n (%)
Impairment criterion (single item), yes (%) 831 (51) 438 27) 306 (19) NA NA
Emotional role (SF-36)° Mean (95% CI) Mean (95% CI) Mean (95% CI) Mean, SD
Emotional role subscale, weighted mean (95% ClI) 47.5 45.4; 49.7 71.5 69.8; 73.3 77.4 75.7;, 79.0 85.1 77.6;92.6 *
RE1. Cut down on amount of time spent on work/other activities® 1.5 1.5;1.5 1.78 18,18 1.8 1.8;1.8 1.9 0.29
RE2. Accomplished less than you would like® 1.4 14,14 1.55 15,16 1.7 1.6;,1.7 1.8 0.40
RES. Did not do work or other activities as carefully as usual® 1.5 1.5;1.6 1.8 1.8;1.8 1.8 1.8;1.9 1.9 0.30
Social functioning (SF-36)°
Social functioning subscale, weighted mean (95% Cl) 77.3 76.1;78.5 85.3 84.3; 86.3 88.9 87.9;89.8 89.9 82.0;97.8 *
SF1. Extent, mean (95% Cl)4 4.3 4.2,4.3 4.5 44,45 4.6 4.5;4.6 4.7 0.71 #
SF2. Time, mean (95% Cl)® 3.9 3.9;4.0 4.4 4.3;4.4 4.5 4.5,4.6 4.7 0.74 #

aFunctional impairment item of the Prolonged Grief-13 scale (18).
bShort Form 36-item Health Outcome survey (19).

CText of the RE items: “During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities as a result of any emotional problems (such

as feeling depressed or anxious)”.

9Text of SF1 item: “During the past 4 weeks, to what extent has your physical health or emotional problems interfered with your normal social activities with family, friends, neighbors,

or groups?”

eText of SF2 item: “During the past 4 weeks, how much of the time has your physical health or emotional problems interfered with your social activities (like visiting friends, relatives, etc.)?”

8Danish standardized norm population (25).

*Mean (95% CI) in the Danish standardized norm population aged 55-64 years.
#Mean (SD) in the total standardized Danish norm population (n = 3,602).

NA: not applicable.

Functional Impairment Before and After

Bereavement

In total, proportions of 51% reported overall functional
impairment before bereavement, 27% at 6 months after
bereavement, and 19% at 3 years after bereavement measured on
the PG-13 impairment item (Table 2). Of those reporting overall
functional impairment at 6 months, 63 (54%) also reported
overall impairment before bereavement, whereas 21 (68%) of
those reporting overall impairment at 3 years also had overall
impairment before bereavement.

Before bereavement, the mean emotional role score (47.5
(95% CI: 45.4-49.7)) and the mean social functioning score (77.3
(95% CI: 76.1-78.5)) were significantly lower compared to the
reference sample (85.1 for emotional role and 89.9 for social
functioning) (Table 2). The difference between means was 37.6
for emotional role and 12.6 for social functioning. As the MCID
was three to five for SF-36 subscales, the mean scores were
significantly lower in the study sample (The mean scores of
both subscales had increased at 6 months after bereavement and
almost reached the level of the reference sample at 3 years after
bereavement (emotional role: 77.4 (95% CI: 75.7.9-79.0), social
functioning: 88.9 (95% CI: 87.9-89.8)). An MCID of five was
reached for the emotional role subscale mean score compared
to the reference sample, but no MCID was found for the social
functioning mean score at 3 years after bereavement (Table 2).

The mean scores of all emotional role and social functioning
subscale items were accordingly low in the bereaved persons,

and the social functioning item regarding less time spent
on social activity was very low before bereavement (3.9
(3.9-4.0) compared to a reference sample (4.7 (SD 0.74))
(Table 2).

In those with overall functional impairment before
bereavement, the mean scores of emotional role (31.0 (95%
CIL: 28.3-33.7)) and social functioning (68.6 (95% CI: 66.8-
70.4)) were lower than in the total study cohort before
bereavement (Table 3a). Mean scores improved over time
(Figure 2). However, an MCID of at least three was present
at all measurement points in those with overall functional
impairment. Women and those below 60 years of age were more
likely to report overall functional impairment and limitation
in social functioning, whereas women and those above 60
years were more likely to report limitations emotional role

(Tables 3b,c¢).

Of the 438 Dbereaved persons reporting overall
functional impairment at 6 months after bereavement,
27% fulfilled the PGDpg3 criteria. Accordingly, 10%

of those reporting overall functional impairment at 3
years after bereavement fulfilled the PGDpg)3 criteria
(data not shown).

Functional Impairment Before

Bereavement and PGDpg13
Functional impairment before bereavement was associated with
PGDpgi3 at 6 months after bereavement on the emotional role
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TABLE 3a | Functional impairment aspects (SF-36) before bereavement, 6 months after bereavement, and 3 years after bereavement in the subgroup with overall
functional impairment before bereavement (PG item?) (51% of the total population).

Overall functional impairment? before bereavement (n = 851)

Before bereavement 6 months after bereavement 3 years after bereavement
Emotional role (SF-36)°
Emotional role subscale, weighted mean (95% Cl) 31.0 (28.2; 33.7) 63.2 (60.6; 65.7) 71.6 (69.1; 74.1)
RE1. Cut down on amount of time spent on work/other activities® 1.3 (1.3; 1.4) 1.7 (1.7;1.8) 1.8 (1.7;1.8)
RE2. Accomplished less than you would like® 1.2 (1.2; 1.3) 1.4 (1.4;1.5) 1.6 (1.6; 1.6)
RES. Did not do work or other activities as carefully as usual® 1.4 (1.3; 1.4) 1.7 (1.7;1.7) 1.8 (1.8;1.8)
Social functioning (SF-36)°
Social functioning subscale, weighted mean (95% Cl) 68.6 (66.8; 70.4) 79.8 (78.2; 81.4) 85.1 (83.6; 86.6)
SF1. Extent, mean (95% CI)¢ 3.9 (3.9; 4.0) 4.3 (4.2;4.3) 4.4 (4.4; 4.5)
SF2. Time, mean (95% ClI)® 3.5 (3.5; 3.6) 41 (4.1, 4.2) 4.4 (4.3; 4.5)

aFunctional impairment item of the Prolonged Grief-13 scale (18).

bShort Form-36 Health Outcome survey (19).

CText of the RE items: “During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities as a result of any emotional problems (such
as feeling depressed or anxious)”.

9Text of the SF1 item: “During the past 4 weeks, to what extent has your physical health or emotional problems interfered with your normal social activities with family, friends, neighbors,
or groups?”

eText of the SF2 item: “During the past 4 weeks, how much of the time has your physical health or emotional problems interfered with your social activities (like visiting friends,
relatives, etc)?”

Emotional role subscale Social functioning subscale

=

=

5 — —
Q ©
—
o
(&
(2}
5 3
]
E
9 o
Q<
(=
2
()
= =

N

o —

T T T T T T
TO T T2 TO T T2
Time: TO before, T1 6 months after, T2 3 years after bereavement
Functional impairment
B No [N Yes
FIGURE 2 | The development in weighted mean scores of the SF-36 subscales emotional role and social functioning from before to after bereavement according to
overall functional impairment (n = 1,622). Dashed horizontal lines represents general population sample mean scores.
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TABLE 3b | Functional impairment aspects (SF-36) before bereavement, 6 months after bereavement, and 3 years after bereavement according to gender.

Functional impairment, males (n = 480 (30%))

Before bereavement

6 months after bereavement 3 years after bereavement

Overall functional impairment (PG-13 scale)?

Yes, n (%) 178 (37)
Aspects of functional impairment (SF-36 scale)®

Emotional role subscale, weighted mean (95% Cl) 53.4 (49.5; 57.4)
Social functioning subscale?, weighted mean (95% Cl) 82.8 (80.8; 84.8)

95 (20) 75 (16)
74.0 (70.9; 77.1) 76.6 (73.5; 79.6)
89.2 (87.5; 90.9) 89.4 (87.7;91.2)

Functional impairment, females (n = 1,142 (70%))

Before bereavement

6 months after bereavement 3 years after bereavement

Overall functional impairment (PG-13 scale)?

Yes, n (%) 653 (57)
Aspects of functional impairment (SF-36 scale)®

Emotional role subscale, weighted mean (95% ClI) 45.0 (42.5; 47.6)
Social functioning subscale®, weighted mean (95% Cl) 751 (73.6; 76.5)

343 (30) 213 (20)
70.5 (68.4; 72.6) 7.7 (75.7; 79.7)
83.7 (82.4; 85.0) 88.6 (87.5; 89.8)

aFunctional impairment item of the Prolonged Grief-13 scale (18).
bShort Form-36 Health Outcome survey (19).

TABLE 3c | Functional impairment aspects (SF-36) before bereavement, 6 months after bereavement, and 3 years after bereavement according to age.

Age <60 (n = 665 (41%))

Before bereavement

6 months after bereavement 3 years after bereavement

Overall functional impairment (PG-13 scale)?

Yes, n (%) 384 (58)
Aspects of functional impairment (SF-36 scale)?

Emotional role subscale, weighted mean (95% Cl) 48.4 (45.1; 51.6)
Social functioning subscale?, weighted mean (95% Cl) 76.3 (74.4;,78.2)

210 (32) 137 @1)
72.6 (69.9; 75.3) 79.7 (77.2;82.3)
83.1 (81.4; 84.8) 87.8 (86.2; 89.4)

Age >60 (n = 957 (59%))

Before bereavement

6 months after bereavement 3 years after bereavement

Overall functional impairment (PG-13 scale)?

Yes, n (%) 447 (47) 228 (24) 169 (18)
Aspects of functional impairment (SF-36 scale)®
Emotional role subscale, weighted mean (95% Cl) 47.0 (44.1; 49.8) 70.7 (68.5; 73.0) 75.7 (73.5; 79.0)
Social functioning subscale?, weighted mean (95% Cl) 781 (76.5; 79.6) 86.8 (85.5; 88.1) 89.6 (88.4; 90.8)
aFunctional impairment item of the Prolonged Grief-13 scale (18).
bShort Form-36 Health Outcome survey (19).
(OR = 0.97 (95% CI 0.96; 0.98)) and social functioning (OR = DISCUSSION
0.97 (95% CI 0.96; 0.98)) subscales of the SF-36 (Tables 4 and .-

Key Findings

5). The emotional role items indicating less time spent on work or
activities, accomplishment of tasks, and carefulness in performing
activities, and both social functioning items indicating lower
extent and less time spent on social network, were also associated
with PGDpg13.

Functional impairment before bereavement on the emotional
role and social functioning subscales was also associated with
PGDpgj3 at 3 years after bereavement in unadjusted analysis
(Table 5).

The present study explored functional impairment in family
caregivers and revealed novel findings. Firstly, functional
impairment was present in a large proportion of bereaved persons
before the bereavement, and the scores relating to specific aspects
of impairment in daily activities and social functioning were
much lower in this group compared to a reference sample.
Secondly, the functional impairment improved over time. The
mean social functioning scores reached the level of the reference
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TABLE 4 | Functional impairment (SF-36 subscales) and the association with prolonged grief disorder (PG-13)? at 6 months after bereavement in the total cohort (N =
1,622) and in the subgroup with overall functional impairment before bereavement (n = 831)°.

PG-13 Prolonged grief disorder at 6 months after bereavement?

Total cohort Overall functional impairment® before bereavement
No PG (n =1,505) PG (n=117) No (n = 742 (89%)) Yes (n =89 (11%))

Emotional role (SF-36)°
Emotional role subscale, weighted mean (95% Cl) 50.0 (47.7;52.2) 16.4 (11.0;21.8) 33.0 (30.1; 35.9) 13.8 (8.1; 19.5)
RE1. Cut down on amount of time spent on work/other 1.5 (1.5; 1.5) 1.2 (1.2,1.3) 1.4 (1.3; 1.4) 1.2 (1.1;1.3)
activities?
RE2. Accomplished less than you would like® 1.4 (1.4;1.4) 1.1 (1.0;1.2) 1.3 (1.2; 1.3) 1.1 (1.0; 1.1)
RES. Did not do work or other activities as carefully as usual® 1.6 (1.5; 1.6) 12 (1.1;1.2) 1.4 (1.3; 1.4) 1.1 (1.1;1.2)
Social functioning (SF-36)°
Social functioning subscale, weighted mean (95% Cl) 79.0 (77.8;80.2) 56.4 (51.8;61.0) 70.4 (68.6; 72.3) 53.0 (48.0; 58.0)
SF1. Extent, mean (95% CI)® 43 (4.3; 4.4) 35 (3.3;3.7) 4.0 (3.9; 4.1) 3.4 (3.1;3.6)
SF2. Time, mean (95% CI)f 4.0 (3.9;4.0) 3.0 (2.8;3.2) 36 (3.5;3.7) 2.9 (2.7:3.1)

aProlonged Grief-13 scale (18).

b Functional impairment item of the Prolonged Grief-13 scale (18).

¢Short Form 36-item Health Outcome survey (19).

9Text of the RE items: “During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities as a result of any emotional problems (such
as feeling depressed or anxious)”.

eText of SF1 item: “During the past 4 weeks, to what extent has your physical health or emotional problems interfered with your normal social activities with family, friends, neighbors,
or groups?”

Text of SF2 item: “During the past 4 weeks, how much of the time has your physical health or emotional problems interfered with your social activities (like visiting friends, relatives, etc.)?”

TABLE 5 | Functional impairment before bereavement and associations with prolonged grief disorder (PG-13)2 at 6 months and at 3 years after bereavement (n = 1,622).

Prolonged grief disorder (PG-13)

6 months after bereavement 3 years after bereavement

Unadjusted OR (95% ClI) Adjusted” OR (95% Cl) Unadjusted OR (95% ClI)

Emotional role (SF-36)°

Emotional role subscale, weighted mean (95% Cl) 0.98 (0.97; 0.98) 0.98 (0.98; 0.99) 0.98 (0.97; 0.99)
RE1. Cut down on amount of time spent on work/other activities® 0.27 (0.17; 0.43) 0.43(0.27; 0.70) 0.347 (0.15; 0.76)
RE2. Accomplished less than you would like® 0.15(0.08; 0.28) 0.24 (0.13; 0.46) 0.16 (0.05; 0.53)
RES. Did not do work or other activities as carefully as usual® 0.16 (0.10; 0.26) 0.25 (0.15; 0.43) 0.13(0.04; 0.37)
Social functioning (SF-36)°

Social functioning subscale, weighted mean (95% Cl) 0.97 (0.96; 0.98) 0.98 (0.97; 0.98) 0.97 (0.96; 0.98)
SF1. Extent, mean (95% CI)® 0.52 (0.45; 0.61) 0.63 (0.53; 0.76) 0.53 (0.40; 0.70)
SF2. Time, mean (95% Cl)® 0.54 (0.47; 0.63) 0.63 (0.53; 0.75) 0.52 (0.39; 0.68)

#L ogistic regression model adjusted for age, gender, personal relation to the patient, education, time from inclusion to the patient’s death and grief symptoms before death.

aProlonged Grief-13 scale (18).
bShort Form 36-item Health Outcome survey (19).

CText of the RE1-3 items: “During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities as a result of any emotional problems

(such as feeling depressed or anxious)”.

9Text of SF1 item: “During the past 4 weeks, to what extent has your physical health or emotional problems interfered with your normal social activities with family, friends, neighbors,

or groups?”

eText of SF2 item: “During the past 4 weeks, how much of the time has your physical health or emotional problems interfered with your social activities (like visiting friends, relatives, etc.)?”

sample at 3 years after bereavement, whereas the mean emotional
role scores remained significantly lower than in the reference
sample at 3 years after bereavement. In the subgroup with overall
functional impairment before bereavement, the emotional role
and social functioning mean scores were even lower than in the
total cohort.

Thirdly, low scores on the emotional role and social
functioning subscales and specific aspects of reduced time,

accomplishment, carefulness in performing activities, and extent
and time spent on social activities before bereavement were risk
factors for PGDpg13.

Comparison With Previous Finding

The extent of functional impairment was surprisingly high at
all measurement points. We used the PG item of functional
impairment to measure overall impairment. This broad measure
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included social, occupational, and other important areas of
functioning and is likely to capture functioning in general.
By investigating functional impairment aspects on the SF-36
emotional role and social functioning subscales, we showed
that limited “daily role functioning due to emotional state”
and reduced “social functioning” were associated with overall
functional impairment. This is in line with our hypothesis.
The ICF interprets functional impairment in a biopsychosocial
framework, emphasizing the importance of maintaining daily
activities in the context of bereavement (2). Our findings of
high overall functional impairment support the interpretation
of functional impairment according to the ICF. Moreover, we
established new knowledge as we found that a high proportion of
relatives were functionally impaired; this knowledge can support
the clinical assessment of bereaved persons and enhance the
planning of health care services before and after bereavement.

Half of the participants reported overall functional
impairment before the bereavement. End-of-life care is highly
demanding for relatives, and the situation may affect their quality
of life and cause psychological distress (35). Our study did not
investigate the functional impairment before the end-of-life
period and did not include a matched comparison group.
This limits our opportunity to conclude that the functional
impairment was caused by caregiving. Nevertheless, the very low
mean scores of emotional role and social functioning compared
to the reference sample suggest that end-of-life care considerably
affects the functioning of relatives. The impact of caregiving has
been explored in a comparative study (n = 70); this study showed
that grief symptoms were more present and that general health
and quality of life were significantly worse in family caregivers
than in the comparison group (36). The measures of grief,
general health and quality of life improved 9-10 months after
bereavement. We found similar results in a large-scale sample,
although functional impairment in terms of emotional impact
on everyday role was still shown at 3 years after bereavement.

We showed a pattern of improved functioning in the period
from before to after bereavement. This finding is in line with
earlier research based on the present cohort, which showed
that a higher proportion of bereaved individuals reported
psychological distress (i.e., symptoms of grief and depression)
before bereavement than after bereavement (17). Still, a high
proportion (19%) reported overall functional impairment at
3 vyears after bereavement, which was unexpected as we
hypothesized that only a few would still be functionally impaired
for a long time after bereavement. Of the bereaved persons with
overall functional impairment at 3 years after bereavement, only
a small proportion fulfilled the criteria of PGDpgi3. Previous
studies have focused on the functional impairment in bereaved
persons as a consequence of PGD (10-12) and used the level of
functional impairment to monitor the status of the condition.
However, our findings establish that functional impairment in
daily activities, social network and other areas plays an important
role in the grief process in general, not only in bereaved persons
with severe bereavement reactions like PGD.

In a previous study, we found that poor mental and physical
health status measured by the SF-36, including the subscales
of emotional role and social functioning, were risk factors for

PGDpg;3. Importantly, we now provide detailed knowledge
on the aspects associated with functional impairment. Aspects
of daily activities, including time spent, accomplishment, and
carefulness in performing activities, but also time and extent of
social activities were severely affected before bereavement in our
cohort compared to the general population sample, and these
aspects constituted risk factors of PGDpg;3. Daily activities prior
to bereavement are related to the caregiver context and constitute
situational factors in the integrated risk factor framework for
bereavement outcome. The authors of the framework describes
caregiver burden residue as a restoration-oriented stressor that
may affect the adaptation to the bereavement (15). A few previous
studies point to caregiver burden as a risk factor for PGD (15, 37).
However, we did not find such association in a prior study, which
was based on the cohort of the current study, when using the
Burden Scale for Family Caregivers as a measurement tool (17).
Nevertheless, we now show that impairment of specific areas
of the relative’s daily activities and social life during caregiving
increases the risk of developing PGDpg;3.

Reduced extent and time spent on social activities during end-
of-life care was also associated with PGDpgi3. Lack of social
support has been associated with adverse bereavement outcome,
but it is not well-established as a bereavement-specific risk factor
(15). In a recent cross-sectional study based on network analysis,
Maccallum et al. showed that social functioning (measured by the
WHO Quality of Life scale) was associated with the PGDpg;3
item lack of trust in other (14). The cross-sectional design did
not allow for causal inferencoe in the network analysis, whereas
the present findings point at reduced social activities prior to
bereavement as an interpersonal risk factor for PGDpgj3.

However, both a lack of social network before the patient’s
illness trajectory and reduced social activities due to end-of-life
care may affect social life before bereavement and contribute to
the development of PGD. The present study lacks information
on social network before the illness trajectory as a contributing
factor. Yet, the low social functioning scores in the study sample
compared to the reference sample indicate that reduced activity
because of affected physical and mental health in the end-of-life
period is an important factor.

Strengths and Limitations

The strengths of the study are the population-based and
prospective study design, the use of validated scales (SF-36 and
PG-13), and the use of Danish registers with low levels of missing
data. Additional advantages were the large sample size and the
systematically collected data, although some selection bias might
have been present. We contacted patients who had recently been
registered under the public drug reimbursement scheme due
to terminal illness, and we received completed questionnaires
from relatives to 38% of these patients. At baseline, the patients
of responding relatives were higher educated than were non-
respondents, and relatives responding at follow-up were better
educated than were non-respondents. Since high education
has been associated with reduced risk of PGDpgi3 (17), the
participants included in the present study might have had
better average mental health, and the extent of PGDpg;3could
thus have been underestimated. Additionally, we expected that
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functional impairment would reduce the participation in the
study. As the present study sample is likely to have had better
functioning than the average population of relatives, the level
of functional impairment in the present study might have
been underestimated. However, we believe that selection bias
is unlikely to have affected the association found between
functional impairment and PGDpg3.

No comparison sample was included in this cohort study
and this limits direct comparison with non-bereaved individuals.
Hence, it was not possible to conclude on the effect of caregiving
on functional impairment. Information on patients’ symptom
burden was not available, which may account for some of the
residual confounding of the analysis as symptom burden is
likely to impact the function of the participants and could also
be associated with PGD. A clinical interview is necessary to
diagnose PGD and the use of self-report questionnaires in this
study may overestimate symptom levels (38). However, the use of
self-report questionnaires enables the large-scale data collection
in a general population caregiver cohort. Another shortcoming
was that the measure of overall functional impairment (the PG
functional impairment item) was a PG-13 item; this limited
our opportunity to analyze the associations between overall
functional impairment and PGDpg;3. Furthermore, we included
no specific measure of occupational impairment. Still, the impact
on daily activities may better cover the situation of all bereaved
persons because loss and bereavement become increasingly
common with higher age, and a large number of bereaved persons
is likely to have retired. In the present study cohort, up to
half of the participants had retired before the bereavement (20).
Nevertheless, future studies should investigate the impact of
bereavement on occupation in the group of bereaved persons in
the work force.

We used the PG impairment item to assess overall
functional impairment. This measure is broad and includes both
occupational, social, and other impairment in a single item. Still,
the PG impairment item may not fully capture ICD-11 functional
impairment, which also includes impairment regarding personal,
family, and educational functioning. Thus, the used measure
could have underestimated the level of functional impairment.
Furthermore, the PGDpg3 scale was developed in 2009 before
the inclusion of PGDjcpy; as a diagnosis in 2018. Hence, the
PGDpg;3 is not a diagnostic tool and it does not fully account
for the PGDicpi1 (38). The core symptom of intense yearning
and half of the symptoms of intense emotional pain highlighted
in the PGDjcp;; and functional impairment are covered using
the PGDpg;3. Still, the PGDpgi3 was found to identify 59%
of clinical cases verified in a Structured Clinical Interview
for Complicated Grief (SCI-CG), whereas 95.8% was identified
using the PGDjicp1; (39). This may limit the generalizability of
our results to clinical care. However, the association between
functional impairment and PGDpgj3 is independent of the
differences between PGDpg;3 and PGDicpi;. Thus, our findings
that impaired daily functioning due to emotional problems and
impaired social functioning is associated with developing high
levels of grief symptoms still shed light on areas of interest
for clinical interventions during caregiving. In line with prior
studies based on the study sample (17, 20), the findings may be

generalized to populations of family caregivers in similar health
care settings.

Clinical Implications

Temporary functional impairment due to grief may improve
over time in most persons as the grief reactions gradually
lessen. Nevertheless, several bereaved persons in this sample
had functional impairment for years after bereavement. Hence,
healthcare interventions to restore the daily functioning may be
necessary for some groups. Preventive interventions from health
professionals before bereavement should focus on maintaining
the daily functioning and social networks, which could also
benefit the severely ill patient.

Functional impairment is a frequent reason for seeking
healthcare (3), and health professionals should investigate
for underlying mental illness. Prior studies have shown that
PGDpg13 (40), persistently high grief symptom levels (8, 41),
depressive symptoms (42), self-harm, suicide, and psychiatric
illness (43) were long-term adverse bereavement outcomes. Since
functional impairment before bereavement was associated with
PGDpg3, health professionals need to direct attention toward
these persons at an early time point during caregiving to help
them balance risk factors and prevent PGD development.

The new knowledge gained from the current study may
support the clinical usefulness of functional impairment in
the PGDjcp1; criteria. However, the PGDjcpy; do not include
specific criteria to assess functional impairment; they rely on
a thorough clinical assessment by a physician. Clinicians have
recommended such flexibility to be able to consider PGD in
bereaved persons maintaining a high level of functioning. Thus,
assessment of both symptoms and daily functioning is crucial in
the clinical care for bereaved persons.

Future Research

Future studies need to investigate the role of functional
impairment after bereavement, including occupational
impairment such as sick leave due to bereavement and
impairment in bodily function. Studies are called for to explore
whether bereaved persons would benefit from early supportive
intervention to maintain their daily functioning and their social
network already before bereavement. Such studies should also
address the crucial question: Could development of PGD be
prevented by promoting a better balance in daily life?

CONCLUSION

The present study establishes functional impairment as an
important risk factor in bereavement and functional impairment
was common both before and after bereavement. Although
functional impairment was reduced over time, the loss may
affect the daily activities of bereaved persons for a long time.
Impairment in both daily work/activity aspects and social aspects
before bereavement was associated with the development of
PGDpgj3. Hence, bereaved persons may benefit from early
supportive intervention to maintain their daily functioning and
social network already before bereavement.
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Large groups with functional impairment were identified
at 6 months and 3 years after bereavement, but only small
proportions had PGDpg3. Hence, functional impairment call
for clinical assessment of mental well-being, as it may be related
to development of conditions such as depression, or it could be
an independent long-term consequence of bereavement. Future
research is needed to further establish the role of functional
impairment in bereavement, including impairment in bereaved
persons in the work force and potential associations with other
adverse bereavement outcomes.
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Present-centered therapy (PCT) was originally developed as a strong comparator for
the non-specific effects of psychotherapy in the treatment of posttraumatic stress
disorder. PCT qualifies as a not strictly supportive treatment as it is structured and
homework is assigned between sessions. It does not focus on cognitive restructuring
or exposure. A growing body of literature supports its beneficial effects. For example,
it demonstrated only slightly inferior effect sizes and lower dropout rates compared
to that of trauma-focused cognitive behavioral therapy in several trials with patients
suffering from posttraumatic stress disorder. The current study is the first to evaluate
the feasibility and the treatment effects of PCT in adults with prolonged grief disorder
(PGD). Meta-analyses on psychotherapy for PGD have yielded moderate effect sizes.
N = 20 individuals suffering from PGD were treated with PCT by novice therapists as
part of a preparation phase for an upcoming RCT in an outpatient setting. Treatment
consisted of 20-24 sessions a 50 min. All outcomes were assessed before treatment,
at post-treatment, and at the 3-month follow-up. The primary outcome, PGD symptom
severity, was assessed using the Interview for Prolonged Grief-13. Secondary outcomes
were self-reported PGD severity, depression, general psychological distress, and somatic
symptom severity. Furthermore, therapists evaluated their experiences with their first
PCT patient and the treatment manual. In intent-to-treat analyses of all patients we
found a significant decrease in interview-based PGD symptom severity at post-treatment
(d = 1.26). Decreases were maintained up to the 3-month follow-up assessment
(d = 1.25). There were also significant decreases in self-reported PGD symptoms,
depression, and general psychological distress. No changes were observed for somatic
symptoms. The completion rate was 85%. Therapists deemed PCT to be a learnable
treatment program that can be adapted to the patient’s individual needs. The preliminary
results of PCT as a treatment for PGD demonstrate large effects and indicate good
feasibility in outpatient settings. The treatment effects were larger than those reported
in meta-analyses. Thus, PCT is a promising treatment for PGD. Possible future research
directions are discussed.
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INTRODUCTION

Prolonged grief disorder (PGD) has emerged as a well-defined
mental disorder, distinguishable from major depression and
posttraumatic stress disorder (PTSD) or other stress-related
disorders (1). It has now been included in the ICD-11 (2), with
slightly different criteria to those of its counterpart in the DSM-
5, the “persistent complex bereavement disorder” (3). Earlier
concepts of PGD encompassed complicated or traumatic grief
[e.g., (4, 5)]. The core symptoms of all concepts are intense
yearning and preoccupation with the deceased; reactive distress
symptoms, such as feeling stunned or shocked by the loss;
avoidance of reminders of the reality of the loss and emotional
numbing, and finally social/identity disruption, for instance
feeling detached or finding it difficult to trust others (6). The
symptoms and impairment have to persist for more than 6
months after the death of a significant other.

PGD rates have varied considerably across studies due to
methodological heterogeneity, sample demographic features, and
loss-related characteristics. While a recent meta-analysis has
found that 1 in 10 bereaved adults following non-violent death
of a loved one suffer from PGD (7), representative studies report
lower prevalences [e.g., 7% conditional prevalence in (8)]. Higher
prevalences are associated with unnatural losses, with nearly half
of the bereaved persons experiencing PGD (9). PGD has been
found to be associated with both psychological and physical
morbidity, such as impaired quality-of-life (10), increased risk
of comorbid disorders with high rates of depression, PTSD, and
anxiety disorders (11), increased suicidality (12) and deteriorated
health (13). The negative consequences of PGD indicate a
need for efficacious treatments. Still, there are relatively few
controlled studies examining psychological treatments for PGD.
Boelen and Smid (14) list three recommended psychological
therapies that have been tested in at least two independent
and controlled studies, including “complicated grief treatment”
[including elements of exposure, cognitive restructuring, and
interpersonal therapy; (15-17)], cognitive behavioral therapy
[CBT; combining exposure and cognitive interventions; (18,
19)], and internet-based CBT [encompassing exposure, cognitive
interventions, and behavioral activation applied using writing
assignments; (20, 21)].

Meta-analyses on the treatment of complicated, traumatic
or prolonged grief yielded effect sizes (ESs) for grief outcomes
between 0.53 for those with clinically relevant symptoms (22),
0.53 for those undergoing psychotherapy (23), and 0.45 overall,
and 0.58, when only considering those treated who were
minimally 6 months post-loss (24). The respective ESs for
depressive symptoms ranged between 0.16 (22) and 0.35 (24). ESs
for general mental distress were reported as small [d = 0.26 in
(24)]. In recent reviews (14, 24) on PGD treatment research, it
was found that most interventions were grief-specific approaches
and used exposure, cognitive restructuring, behavioral activation,
and elements of interpersonal therapy. The authors also state that
there are too few randomized controlled trials (RCTs) with active
controls and that dismantling studies are missing. Consequently,
no conclusions can be drawn about the active ingredients of
successful treatment manuals.

Present-Centered Therapy [PCT; (25)] was originally
developed as a strong comparator for the non-specific effects
of psychotherapy in the treatment of PTSD. The goals of PCT
are to enhance interpersonal connectedness, improve patients’
insight into their current symptoms, and promote a greater sense
of mastery via use of effective approaches to solving problems.
Therefore, it involves empathic listening and support from
the therapist as well as the basic components of behavioral
therapy, namely education about the links between symptoms
and daily problems, and the fostering of problem-solving skills,
including homework exercises. The treatment is provided within
the context of intentionally compassionate and helpful acts of
the therapist based on client-centered principles like offering
empathy, unconditional positive regard and congruence and is
led by the individual daily stressors and problems the patient
presents. PCT excludes specific trauma-focused components
(i.e., exposure, cognitive restructuring of dysfunctional beliefs,
stress inoculation training), and therefore seems to choose an
alternative approach to address avoidance: by actively dealing
with the current problems that may have arisen as a result of
the traumatic event, but without engaging emotionally with the
traumatic event itself.

In an older meta-analysis based on five RCTs, PCT showed
good results in PTSD treatment and lower dropout rates than
trauma-focused approaches (26). In a recent Cochrane review
(27) based on 12 RCTs, PCT was found to be superior to waitlist
(SMD = —0.84). A comparison of PCT to trauma-focused CBT
did not support PCT non-inferiority. ESs differed for PCT and
trauma-focused CBT with 0.32 in favor of trauma-focused CBT.
PCT resulted in 16% lower dropout rates than trauma-focused
CBT. Current treatment guidelines suggest that PCT may be
offered as a treatment for PTSD when trauma-focused CBT is
either not available or not preferred by the patient (28).

Taken together, PCT can be deemed to be what is known as
a bona fide therapy, namely a therapy based on psychological
principles containing specific factors (i.e., specific techniques like
fostering of problem-solving skills and homework exercises, or
promoting a theory of the therapeutic change, namely by client-
centered principles of offering empathy, unconditional positive
regard and congruence) and delivered by trained professionals
[cf. (29, 30)]. Tt is, therefore, a credible intervention for both
patients and therapists. Unlike almost all other interventions
that have been examined in patients suffering from PGD so far,
PCT does not include exposure or cognitive interventions. Given
that patients with PGD, as well as those with PTSD, suffer from
avoidance (albeit to slightly different degrees), an intervention
that takes a different approach to addressing avoidance seems
to represent an interesting alternative to previously studied
interventions. Furthermore, on a theoretical basis, by focusing
on the active mastery of daily problems and functional coping,
one might speculate that PCT resembles restoration-orientation
according to the Dual Process Model of coping with bereavement
(31). This is why we decided to adapt PCT to the needs of
patients suffering from PGD. If PCT for PGD would prove
feasible and clinical impactful, it might not only serve as an
active bona fide treatment with a different treatment focus most
PGD interventions had so far, but it also promises to be an ideal
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active control condition in future PGD trials. Therefore, the aim
of this study was to evaluate the feasibility and the treatment
effects of PCT in adults with PGD, and to explore therapists’ and
supervisor’s experiences with this new treatment.

METHODS

Participants

Participants were treatment-seeking adults aged 18 to 75, whose
losses had occurred at least 6 months previously. A primary
diagnosis of PGD, as assessed in the Interview for Prolonged
Grief-13 [PG-13; (6, 32), see below], was required for inclusion.
Because of the ongoing discussion about a multiplicity of
different criteria sets for PGD (2, 3, 6, 33, 34), and because the
final ICD-11 criteria were not available when we started this trial
in 2017, we decided on a compromise between criteria according
to Prigerson et al. (6) and the not yet finalized ICD-11 (2). To
meet the criteria for PGD in the current study, it was necessary for
participants to report at least (a) one separation distress symptom
(rated as >4 on a 5-point-scale: 1 = never/not at all, 5 = several
times a day/extremely), (b) four out of nine cognitive, emotional,
and behavioral symptoms (each symptom rated as > 4), and (c)
significant impairment in social, occupational or other important
domains, for 6 months or longer, after the loss according to the
PG-13, see below. Patients had to have sufficient cognitive and
German language skills, and give their written informed consent.
If patients were on antidepressant medication, the treatment
regime needed to be stable for at least 4 weeks prior to joining
the trial. The exclusion criteria were: (1) current psychotic or
severe substance use disorder, or acute suicidality; (2) ongoing
psychotherapy; (3) participation in another treatment trial; and
(4) continuous treatment with benzodiazepines, antipsychotics,
or opioids. Any change in psychotropic medication during the
course of the study was continuously monitored.

Procedure
The current trial was an integral part of a preparation phase for an
RCT [(35), German Clinical Trials Register, ID: DRKS00012317].
Treatment was offered at four University outpatient mental
health clinics in Germany. The study was approved by the
Institutional Review Board of the Catholic University Eichstaett-
Ingolstadt (2016/21), and by three Institutional Review Boards
of the other study centers (Ethics Committee of the Department
of Psychology and Sports of the Goethe University Frankfurt,
Ethical Committee at the Medical Faculty of Leipzig University,
Local Ethics Committee of the Department of Psychology of the
University of Marburg). Recruitment efforts included a study
website, advertisements in public and social media, newspaper
and radio interviews, flyers in family practices, health and
community centers, or churches, and informing general and
mental health practitioners via mailings, as well as via talks
and publications in the specialized press. The first patient
started therapy in June 2017, the last patient finished therapy in
May 2019.

The trial included assessments at baseline, post-treatment, and
at the 3-month follow-up, each comprising the same clinical
interviews and self-ratings described below. All assessments

were conducted by trained clinical raters who were blind
to the participants’ baseline assessment results and treatment
progression. Study safety was ensured by monitoring for the
incidence of serious adverse events (e.g., suicide attempts, death,
occurrence of life-threatening conditions, events that lead to
physical disability) using a therapist/rater-administered checklist
every treatment session and at post-treatment and follow-up.
Participants received a small financial compensation for taking
part in the post-treatment and follow-up assessments (€20 for
each assessment).

Treatment was administered by 20 study therapists, who
were predominantly female (94%), master’s level psychologists
in advanced postgraduate clinical training (71%) and specialized
in CBT (100%). All therapists were novices in PCT and were
interested in taking part in an upcoming RCT. They were
free in choosing training in PCT or an alternative grief-
focused CBT training. All included patients represented each
therapist’s first training case. All PCT therapists attended a
2-day personal training course in PCT delivered by one of
PCT’s original authors, Dr. Shea. During the trial, therapists
were supervised bi-weekly at the respective study center. In
addition, they participated in centralized bi-weekly telephone
case consultations to maintain treatment adherence. Therapeutic
adherence and competence are currently being evaluated with
independent ratings by two raters based on video-documented
sessions selected at random.

Outcomes and Measures

The primary outcome was the PGD severity score assessed by the
PG-13 in an interview format [(6, 33), German version (36), as
published in (37)], which was obtained by calculating the sum of
the 11 symptom item scores (range: 11-55). Cutoff scores of 34
and 35 have been suggested for the PG-13 (37, 38). Psychometric
evaluation showed good internal consistency [e.g., Cronbach’s
alphas from 0.83 to 0.93 in (39)]. The PG-13 was also used to
assess PGD diagnostic status as defined for the current study (see
above) as well as a reliable change in PGD symptoms. In the
current sample, the internal consistency of the total severity score
(11 items) was 0.71.

Secondary outcomes were assessed that targeted self-
reported symptoms of prolonged grief, depression, somatoform
symptoms, and general mental distress.

Prolonged grief symptoms were also measured using the
self-report measure Inventory of Complicated Grief [ICG; (40),
German version ICG-D; (41)]. Participants were asked to rate the
extent to which they had experienced 19 grief symptoms during
the previous month on a 5-point scale ranging from 0 = never to
4 = all the time. A prolonged grief score was computed (range:
0-76), Cronbach’s alpha was 0.70. Prigerson et al. (40) suggested
an ICG score >25 as the threshold for distinguishing syndromal
from subsyndromal levels of PGD. However, later studies [e.g.,
(42, 43)] used a cutoff score of > 30 as a more conservative
threshold to identify clinically significant cases.

Self-reported depressive symptoms were measured using the
German version of the Beck Depression Inventory II [BDI-II;
(44)]. The 21 items refer to symptoms of depression during the
previous 2 weeks and are rated on a 4-point scale, resulting in a
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total depression score ranging from 0-63. Cronbach’s alpha in the
current sample was 0.85.

As we had found a high level of somatoform symptoms in
two earlier studies (45, 46), we decided to include a measure
to specifically address somatoform complaints. The Screening
for Somatoform Disorders [SOMS-7D; (47)] was used to assess
self-reported somatoform symptoms. Participants were asked to
rate the extent to which they had suffered from 53 somatoform
symptoms during the previous 7 days on a 5-point scale (0 =
not at all, 4 = very much). A somatization severity index was
calculated ranging from 0-208. Cronbach’s alpha was 0.89 in the
current sample.

Self-reported general mental distress was measured using the
Global Severity Index (GSI) from the German version of the Brief
Symptom Inventory [BSIL (48)]. The BSI is a widely used 53-
item measure of subjective distress caused by psychological and
somatic symptoms over the previous seven days. Responses are
scored on a 5-point scale (0 = not at all, 4 = extremely). The
GSI is calculated using the sums for the nine subscales plus the
four additional items, and divided by the total number of items to
which the individual responded (score range: 0-4). In the current
sample, Cronbach’s alpha of the BSI-GSI was 0.94.

To obtain information about the study therapists’ evaluations
of PCT, we asked all study therapists to fill in an online
questionnaire after having completed their first treatment case.
We obtained ratings on four subscales: beliefs and attitudes
about the intervention (i.e., individuals’ attitudes toward and
value placed on the intervention); design quality (i.e., perceived
excellence in how the intervention is bundled, presented, and
assembled); adaptability and trialability (i.e., degree to which an
intervention can be adapted, tailored, refined, or reinvented to
meet local needs and ability to test the intervention on a small
scale in the organization); and resources and access to knowledge
(i.e., level of resources dedicated for implementation and on-
going operations and ease of access to digestible information
and knowledge about the intervention and how to incorporate it
into work tasks). For this questionnaire, we used items by Cook
et al. (49) or generated items based on the framework model
of Damschroder et al. (50). The Consolidated Framework for
Implementation Research by Damschroder et al. (50) includes
the most common concepts from published implementation
theories. The framework is designed to allow researchers
to select the concepts most relevant for their particular
setting and use them to evaluate the implementation process.
As we were primarily concerned with implementing a new
intervention, PCT, within the well-established structures of four
University outpatient clinics, we selected concepts relating to the
characteristics of the intervention, individual characteristics and
the inner setting of our clinics to evaluate the implementation
process of PCT. Therefore, for the purpose of this study, we
created four subscales to evaluate the implementation process of
PCT from the viewpoint of therapists. Overall, the questionnaire
consisted of 23 items to be rated on a 5-point scale (1 =1 do not
agree at all, 5 = I agree fully). Mean scores were calculated for
each of the four subscales (mean score range: 1-5). One item on
barriers to the implementation of PCT also included the option of
giving an answer in an open format, if applicable. In the current

sample, the internal consistencies of the beliefs and attitudes
about the intervention scale (9 items; o = 0.78), the design
quality scale (3 items; a = 0.80), and the resources and access
to knowledge scale (5 items; a = 0.78) were good. The internal
consistency of the adaptability and trialability scale (4 items;
a = 0.70) was acceptable. See Supplementary Material 1 for
the questionnaire.

The presence of comorbid mental disorders according to
DSM-1V criteria at baseline was determined using the Structured
Clinical Interview for DSM-IV Axis I [(51), German version:
(52)]. DSM-1IV criteria were used, because no validated German
version for the Structured Clinical Interview for DSM-5 was
available in 2017 yet. Interviewer-rated acute suicidality was
assessed using the Columbia-Suicide Severity Rating Scale [C-
SSRS; (53)]. The five items in the intensity of suicide ideation
subscale were used to rate the intensity of current suicide ideation
on 5- and 6-point scales (score range: 2-25).

Intervention

The PCT manual for PTSD (25) was adapted in cooperation
with Dr. Shea for its use with PGD patients (54). To adapt
PCT for treating PGD in Germany, we made the following
modifications: (1). In order to make PCT a credible intervention
for both patients and therapists, session length and number were
adapted to the standard health insurance coverage for outpatient
CBT treatments in Germany, that is, 20 50-min sessions (as
compared to 10 100-min sessions). (2). Educating the patient
at the beginning of treatment focused on grief-specific topics
including grief symptoms and their relation to problems in
day-to-day life. Furthermore, therapists were allowed to collect
information relevant to the loss in the first sessions in order to
establish a therapeutic relationship. (3). Up to four additional
optional sessions were possible to handle special occasions or
needs (e.g., suicidality, dealing with anniversaries). Altogether,
a maximum of 24 therapy sessions was possible according to
the protocol, see Table 1 for an overview. Besides educating
the patients on grief symptoms, PCT did not include any
grief-specific cognitive-behavioral components (e.g., exposure,
cognitive restructuring of dysfunctional beliefs, instructions to
do specific homework). Its focus was on the daily monitoring
of stressors and problems in their relation to PGD and on their
active mastery. The therapists provided support and established
an empathic relationship. This encouraged the expression of
thoughts or feelings and explicitly focused on factors of client-
centered therapy. Therefore, PCT has elements of supportive
therapy, but is a more structured approach that follows a manual
and includes the use of a diary to record problems throughout
the week. It did not, however, use any active interventions except
for giving information, pointing out themes, or other ways of
fostering functional coping and the patient’s problem-solving
skills. If the patient brought up problems regarding the loss,
discussions on the loss itself were avoided in favor of focusing
on how to better cope with symptoms in daily life resulting from
the loss. The aim was to achieve greater insight and support
regarding the consequences of the loss. When patients were
emotionally distressed during sessions, therapists acted in an
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TABLE 1 | Treatment protocol of PCT adapted for PGD.

Session number Treatment strategies

1-2 Present an overview of the program, discuss
the general rationale for the treatment
approach (aims of the study, session frequency,
etc.), answer client’s questions and identify
areas of concern, collect information relevant to
the loss using a PGD interview guideline.
Homework: filling-in relevant forms.

2-3 Ask about the reaction to the first session,
present agenda for the current session,
educate the patient about frequent reactions to
loss. Homework: reading the handout on
frequent reactions to loss.

3-4 Present the agenda for the current session,
clarify the background and the methods of the
treatment, explain the use of daily monitoring in
the diary card (recording of events or
problems). Homework: filling-in the diary card,
reading the handout on the treatment.

4-17 Revise the diary card, establish the agenda for
the current session, problem-solving focused
on difficulties identified by the patient.
Homework: filling-in the diary-card.

18 Follow format for session 4, prepare the patient
for impending termination.

19 Follow format for session 4.

20 Review the past week, review the progress in

treatment, terminate therapy saying goodbye.

PCT, present-centered therapy; PGD, prolonged grief disorder.

empathic, compassionate and helpful manner and promoted
functional problem-solving when appropriate.

Data Analyses

All primary and secondary outcome analyses were performed
as intent-to-treat (ITT) analyses. We used the last observation
carried forward (LOCF) procedure to replace missing values due
to participants dropping out of the study. To examine the effects
of PCT on primary and secondary outcomes, we conducted a
repeated-measures multivariate analysis of variance (MANOVA)
with measurement time points (pretreatment, post-treatment,
follow-up) as a within-subject factor. To assess the effects on
each of the outcome measures, repeated measures analyses of
variance (ANOVAs) were performed with three measurement
time points post hoc. The significance level for all analyses was
set to o = 0.05 (2-tailed). As analyses were considered in an
exploratory manner, the significance level was not adjusted for
multiple tests. Cohen’s d ES was calculated for within group pre-
post comparisons. Cochran’s Q test, which is a generalization of
the McNemar test for more than two measurement time points,
was applied to investigate the change in diagnostic status with
respect to PGD (55). Statistics were calculated using IBM SPSS
Statistics 25 for Windows. The criterion for a clinically reliable
change in the PG-13 severity score according to Jacobson and
Truax (56) was calculated on the basis of Cronbach’s a of the PG-
13 severity score in the current study, as proposed by Martinovich

etal. (57). Thus, clinically reliable improvement was defined as a
reduction of more than 6.88 points in the PG-13 severity score.

The open format answers regarding barriers to
implementation of the PCT survey were analyzed and
summarized by creating condensed meaning units according to
Bengtsson (58).

RESULTS

Participant Flow

We screened 32 individuals for eligibility; 12 of them did not meet
the study criteria. Six of them had not been clinically diagnosed
as having PGD. See Figure 1 for participant flow. One eligible
candidate for treatment declined. As a result, 20 participants
began treatment with PCT. Their ages ranged from 37 to 74, with
n = 3 aged under 50.

Most participants were women (80%) and currently employed
(50%). Fifteen participants had completed secondary education
only (<12 years), and five had been to college (>12 years). The
majority of participants had lost a partner (45%), or child (35%).
The deaths were mostly natural (75%) but unexpected (50%). The
mean time since loss was 48.8 months (Mdn = 27.0; range: 6-
337). All patients met the criteria for PGD diagnostic status as
defined for the current study.

At baseline, 16 participants (80%) met the criteria of at least
one comorbid psychiatric disorder with an average of M = 1.00
(8D = 0.65) in addition to PGD. For further details, see Table 2.

Of all the participants who began treatment with PCT, three
participants (15%) discontinued treatment prematurely after
session 5, session 7, and session 12, respectively. In all of these
cases, treatment was terminated because of a lack of treatment
motivation. In two of these cases the reasons for dropout reported
by the respective therapists were relatively long travel distances
coupled with low motivation for change. In the third case a very
low motivation to attend therapy sessions was mentioned. We
were able to obtain further data from one of the participants
who dropped out at post-treatment. Another participant did not
complete the post-treatment self-report ratings, and data of the
SOMS-7D of one further participant at the follow-up assessment
was missing.

The mean duration of treatment was 23.65 weeks (SD = 7.10),
with an average of M = 18.70 (SD = 4.99) sessions provided.
Neither suicidal crises nor other serious adverse events occurred
during the intervention or up to the 3-month follow-up.

Treatment Outcome

The repeated measures MANOVA of the primary (PG-13) and
secondary outcome measures (ICG, BDI-II, BSI-GSI, SOMS-7D)
calculated on the basis of the ITT sample (N = 20), demonstrated
a significant effect of time, F(;¢,108) = 2.08, p = 0.032.

Repeated measures ANOVA revealed a significant large effect
for the total severity score of interview-rated PGD symptoms
(PG-13) from pre- to posttreatment with d = 1.26. Improvements
remained stable at the 3-month follow-up, d = 1.25. See Table 3
for the results of respective ANOVAs and effect sizes.

At post-treatment, 15 participants (75%) no longer met the
PGD criteria according to the PG-13, and 13 participants (65%)
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32 Assessed for eligibility (t0)
12 Excluded
11 Did not meet inclusion criteria
6 Criteria for PGD not met
>~
o
5 Did not meet other inclusion
criteria
1 Declined to participate
\ 4
20 Allocated to intervention
(ITT sample using LOCF)
.| 3 Dropout
N4
18 Posttreatment assessment (t1)
N4
17 3-month follow-up assessment (12)
FIGURE 1| Flow diagram of study participants. ITT, intent-to-treat; LOCF, last observation carried forward; PGD, prolonged grief disorder.

at the 3-month follow-up. Three of the five cases who still met
the PGD criteria after treatment, were the participants who had
dropped out. The change in PGD diagnostic status over time
was significant, Cochran’s Q(2) = 24.57, p < 0.001. At post-
treatment, 10 participants (50%) met the criteria for reliable
change according to the PG-13 score, whereas 11 participants
(55%) met the criteria for reliable change at the 3-month follow-
up. No clinically relevant worsening of symptoms was observed.
Throughout the trial, no serious adverse event was reported.

The results regarding self-reported PGD symptoms (ICG)
revealed a significant large effect from pre- to post-treatment with
d = 1.02, see Table 3. The ES remained large at the 3-month
follow-up, d = 0.90. However, total sum scores at posttreatment
as well as 3-month follow up remained at or above more
conservative cutoff scores used in other studies [e.g., (43)].

Participants improved significantly from pre- to post-
treatment and up to the 3-month follow-up with regard to BDI-II
and BSI-GSI. ESs for improvements of depressive symptoms and
general mental distress were medium to large, ranging from 0.54
to 0.86. There were no significant improvements with regard to
somatoform symptoms as assessed by the SOMS-7D.

Evaluation of the Study Therapists’
Perspective

Of all the PCT study therapists, 17 (85%) responded to our
online questionnaire after having completed their first treatment
case, including the three therapists whose patients discontinued

treatment prematurely. Their demographic characteristics are
given in Table 4.

The mean scores of the four subscales of the evaluation of
PCT can be considered as medium to high, with M = 3.65 (SD
= 0.54) regarding beliefs and attitudes about the intervention, M
= 3.94 (8D = 0.64) regarding design quality, M = 3.94 (SD =
0.64) regarding adaptability and trialability, and M = 3.95 (SD
= 0.74) regarding resources and access to knowledge. Therefore,
PCT adapted for PGD as evaluated by the study therapists seems
to be an adaptable and learnable intervention of good design
quality that was evaluated positively by CBT therapists.

Only nine therapists (53%) reported at least one barrier
to administering PCT with their pilot cases. The reported
barriers were grouped into five categories. In three cases (17.6%),
therapists reported that features of a personality disorder or
rigid behavior patterns complicated implementing the manual
with their patient. Three categories were each mentioned by
two therapists (11.8%) as a barrier: patient’s lack of motivation
for change or reactance, lack of permission to use typical
CBT methods (like cognitive restructuring, exposition), and
problems during treatment because the patient would have
needed clearly defined goals. One therapist (5.9%) reported the
PCT manual as being not specific enough as a further problem
when administering PCT. Two of these categories (personality
features and rigid behavior patterns, reactance from the patient
and lack of motivation for change) seem to be associated with
the individual patient’s characteristics and might not, therefore,
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TABLE 2 | Sociodemographic and loss-related characteristics of study
participants in the feasibility trial of PCT adapted for PGD.

Characteristic Total sample (N = 20)

Female, % (n) 80.0 (16)
Age in years, M (SD) 56.00 (8.84)
Education, % (n)

<12 years 75.0 (15)
>12 years 25.0 (5)
Employment, % (n)

Employed 50.0 (10)
Unemployed 20.0 (4)
Retired 20.0 (4)
Other 10.0 (2)
Marital status, % (n)

Married/in a relationship 45.0 (9)
Divorced/single 15.0 (3)
Widowed 40.0 (8)
Antidepressant medication, % (n) 25.0 (5
Comorbid disorder DSM-IV?, % (n)

None 20.0 (4)
1 60.0 (12)
2 20.0 (4)
Mood disorders 80.0 (16)
Anxiety disorders 10.0(2)
Somatoform disorders 10.0 (2)
Relation to the deceased, % (n)

Child 35.0 (7)
Spouse/partner 45.0 (9)
Parent 10.0 (2)
Other 10.0 (2)
Cause of death, % (n)

Natural 75.0 (15)
Unnatural 25.0 (5)
Expectation of the death, % (n)

Expected 40.0 (8)
Unexpected 50.0 (10)
Time since loss in months, M (SD) 48.75 (75.56)

PCT, present-centered therapy; PGD, prolonged grief disorder.
aAccording to the Structured Clinical Interview for DSM-IV Axis |.

be a problem specific to PCT. The other three categories (lack
of target definition with the patient, unspecific manual, no
permission to use typical CBT methods) seem to constitute
specific problems associated with differences between the nature
of the PCT program and the prior CBT-training of the therapists.

Experiences With PCT From the

Supervisor’s Perspective

Multicenter case consultations were put in place to monitor
treatment adherence throughout the study. Study therapists
became easily engaged in PCT, reported generally positive
relationships with their patients and no important problems
with regard to treatment adherence. They also reported that

most patients engaged very well in PCT. Some therapists
expressed doubts about the effectiveness of the PCT treatment
and were reminded of the body of evidence that had been
published up to then. All therapists had a CBT qualification,
including mastery of a minimal amount of client-centered
techniques. The group repeatedly discussed appropriate and
inappropriate therapist behaviors to stay within the limits of
the treatment manual. Another challenging question was how
important problem solving and filling in the diary card were.
Some therapists, for example, reported, that patients did not fill
in the diary cards or carry out specific homework assignments.
During case consultations therapists were motivated to focus
more on the therapeutic relationship as mode of action rather
than following a CBT-typical perspective when dealing with
homework assignments undone. In most cases a decision was
taken to focus on behaviors that enhance a positive relationship
and promote factors of client-centered therapy. With respect
to problem-solving, therapists were reminded to first help the
patient to identify their emotions, and only thereafter to work on
problem-solving, thus avoiding the risk of talking about solutions
that were trivial and not specific enough.

DISCUSSION

Outcomes and Safety of PCT for PGD

This study is the first to investigate the feasibility of PCT in
patients suffering from PGD. While PCT previously had been
evaluated in samples with PTSD (27), we were interested in the
feasibility and treatment effects of PCT in a sample of bereaved
adults. We found significant pre- to post-treatment reductions in
PGD symptoms as assessed by the PG-13 and the ICG indices
with large ESs. However, PCT did not yield ICG total sum scores
substantially below clinical cutoffs at post-treatment or follow-
up. According to the PG-13 severity score, 50% of participants
showed clinically meaningful improvement, and 75% of the
participants achieved remission from PGD. Improvements
remained nearly stable at the 3-month follow-up. Regarding
secondary outcome measures, significant improvements from
pre- to post-treatment were observed with respect to depressive
symptoms and general mental distress as assessed in self-report,
with medium pre-post ESs and large ESs at follow-up.

The ESs regarding PGD symptoms were higher than those
reported in meta-analyses for PGD treatments in adults (22—
24). These results are encouraging as the self-reported baseline
severity of PGD symptoms, Mjcg = 41.70, in our sample was
comparable to several RCTs evaluating grief-focused treatments
[e.g., MicG = 42.6 in (18), Micg = 47.5in (19), MicG = 45.8 in
(15), Micg = 46.1 in (59)]. Compared to small ESs for depressive
symptoms and general mental distress reported in the literature
(22, 24), our results with medium pre-post ESs and large ESs
at follow-up seem to be promising. However, because of the
small sample size and the uncontrolled design of the study,
interpretation of these ESs should only be made with caution
(60). Furthermore, compared to ICD-11 criteria, the more strict
criteria set used in this study (6) might also have affected ESs,
as including participants with lower symptom scores might have
yielded in lower ESs.
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TABLE 3 | Primary and secondary outcomes of study participants in the feasibility trial of PCT adapted for PGD adults based on intent-to-treat analyses with LOCF,

N = 20.
Outcome t0 t1 t2 Time effect to-t1 t0-t2
M (SD) M (SD) M (SD) F df P d d

PG-13 39.25 (4.61) 29.95 (9.37) 30.25 (9.08) 8.75 2 <0.001 1.26 1.25
ICG 41.70 (8.67) 29.00 (15.28) 30.70 (14.96) 5.35 2 0.007 1.02 0.90
BDI-II 26.05 (8.39) 19.75 (9.72) 18.45 (10.12) 3.71 2 0.031 0.69 0.82
BSI-GSI 1.33(0.52) 1.02 (0.63) 0.86 (0.58) 3.48 2 0.038 0.54 0.86
SOMS-7D 30.85 (18.87) 29.20 (23.67) 24.80 (22.58) 0.41 2 0.665 0.07 0.29

PCT, present-centered therapy; PGD, prolonged grief disorder; LOCF, last observation carried forward; tO, baseline; t1, posttreatment; t2, 3-month follow-up, PG-13, interview
for prolonged grief-13; ICG, inventory of complicated grief; BDI-Il, beck depression inventory; BSI-GSI, brief symptom inventory global severity index; SOMS-7D, screening for

somatoform disorders.

The severity of somatoform symptoms at baseline was high
in the current sample, as the mean score of the SOMS-7D
corresponded to percentile rank = 93 according to the German
norm sample (47). This is in line with results from other bereaved
samples (46, 61, 62). The non-significant differences with regard
to somatoform symptoms, as assessed by the SOMS-7D, might be
explained by the fact that PCT does not contain any components
that are assumed to be specific mechanisms of change for the
treatment of somatoform disorders (63, 64).

To adapt the treatment protocol to the standard health
insurance coverage for outpatient CBT treatments in Germany,
we allowed 20 to 24 50-min sessions to be administered, with a
mean of 18.70 sessions conducted. Therefore, the mean number
of treatment sessions was considerably higher than the number
reported by meta-analyses evaluating grief-focused treatments
[10 in (24), 10 to 16 in (23)]. This higher number of treatment
sessions might, in part, explain the large ESs we found with
respect to PTG symptoms.

Acceptability in Patients and Therapists

We did not observe any exacerbation of PGD symptoms from
pretreatment to any later assessment point, nor did any adverse
event occur during the trial. These results indicate that the
intervention was well-received by the participants and was safe.
PCT was a new treatment for all of the study therapists as
PCT was previously unknown in Germany. In particular, the
strong focus on client-centered techniques (following the core
conditions sensu Rogers) while dispensing with almost all CBT
methods, constituted an unusual approach for many of the
therapists. They were all trained in CBT but had not undergone
training with the focus on client-centered techniques prior to
the current trial. In line with this, the lack of target definition
with the patient, the unspecific manual, and the withholding of
permission to use typical CBT methods seemed to be specific
problems associated with the nature of the PCT program.
Some study therapists reported them as barriers. However, these
problems might decrease with an increasing number of cases
treated with PCT and with growing expertise in emphasizing
client-centered techniques in the therapeutic process. It is also
questionable whether these problems occur at all with non-CBT
therapists. Therefore, implementing PCT with therapists with

other theoretical backgrounds than CBT in future studies would
be very informative.

Three participants dropped out of treatment (15%). In two
of these cases, the respective patients had to travel very long
distances to the treatment site combined with a reported low
motivation for change, as indicated by their therapists. In the
third case very low motivation to attend therapy sessions was
mentioned from the start. All dropouts may also be associated
with the participants’ high pretreatment PG-13 severity (all above
the median of 39) and ICG scores (all above the median of 40).
However, in terms of completion rates, the results in our study
are good, with 85% completion in PCT vs. 82% in the study by
Shear et al. (59), 73% in the study by Shear et al. (15), 79% in
the study by Rosner et al. (46) and 71% in the study by Boelen
etal. (10).

Overall, the promising results of PCT in patients suffering
from PGD as studied in this trial, but also in previous trials
with PTSD patients, raise questions about possible psychological
mechanisms that are responsible for change in PCT. Unlike
many effective interventions for PTSD and PGD, PCT clearly
does not include any exposure or cognitive restructuring. It
can be assumed that exposure and cognitive restructuring cause
direct symptom reductions in patients via facilitating emotional
processing, minimizing avoidance, and modifying negative
cognitions—mechanisms that seem to be crucial for recovering
from PTSD (65) as well as PGD (66). In contrast, patients treated
with PCT seem to experience enhanced psychosocial functioning
through the application and practice of more effective solutions
to daily stressors, and this might indirectly lead to a symptom
reduction. PCT’s focus on problem-solving in the present might
be especially attractive for bereaved patients, as they often have
to deal with new problems after the loss (e.g., inheritance
issues, problems in everyday life as a result of secondary losses).
Furthermore, they might be afraid of interventions that foster
emotional engagement with the loss because of avoidance or
unbearable emotional pain. This might be also the case in patients
suffering from PTSD, for whom PCT achieved lower dropout
rates than trauma-focused CBT (26, 27). Additional mechanisms
underlying PCT may rely on the therapeutic benefits that emerge
from a caring relationship, including mobilization of hope and
optimism, and increased positive self-regard (67). These are

Frontiers in Psychiatry | www.frontiersin.org

150

April 2021 | Volume 12 | Article 534664


https://www.frontiersin.org/journals/psychiatry
https://www.frontiersin.org
https://www.frontiersin.org/journals/psychiatry#articles

Vogel et al.

Present-Centered Therapy After Loss

TABLE 4 | Demographic characteristic of study therapists in the feasibility trial of
PCT adapted for PGD.

Characteristic Total sample (N = 17)

Female, % (n) 94.1 (16)
Age in years, M (SD) 32.41 (5.85)
Education, % (n)

Licensed psychotherapist 29.4 (5)
Master’s level psychologist in advanced postgraduate 70.6 (12)
clinical training

Specialization in cognitive behavioral therapy, % (n) 100 (17)
Duration of clinical work in months, M (SD) 50.88 (44.76)
Number of treated cases, M (SD) 26.75 (51.03)

PCT, present-centered therapy; PGD, prolonged grief disorder.

non-specific elements every psychotherapy contains, but they
might be activated to a special degree in PCT. However, these
assumptions regarding mechanisms underlying PCT and how
they affect long-term effects of treatment success require precise
evaluation in future process-outcome studies.

Limitations and Strengths

The generalizability of our study results is limited by the small
sample size and the predominantly female (80%) sample. A
more general limitation is the lack of a control group, which
reduces the strength of the conclusions that can be drawn from
the findings. Therefore, natural remission of symptoms or non-
specific effects of supportive study attention cannot be excluded.
In addition, the non-randomized design may have influenced
participants’ motivation for taking part in the trial and their
retention other than an RCT design. Hence, an RCT with a
solid sample size is necessary to test the specific efficacy of
PCT for PGD. Furthermore, follow-up assessments for a longer
period than 3 months after treatment would have been advisable.
Since the ratings of treatment adherence by independent trained
raters are not completed yet, we are unable to report on the
results of a formalized adherence rating. Yet, specific focus
in supervision and case consultations was given to treatment
adherence and specifically to the omission of CBT interventions.
Finally, using a qualitative methodological approach would have
provided further insight regarding therapists’ acceptability of
PCT. Despite these limitations, which are primarily due to the
study design, feasibility trials are of high interest, especially
to foster research when there is a lack of controlled studies
as for PGD (14). Feasibility trials allow to examine the safety
and acceptability of a new or adapted intervention for a new
target group before administering it in larger trials. They are
also crucial to examine treatment and training protocols. When
developing a psychological treatment, it is important to consider
how easily and successfully health professionals new to grief
treatment can learn to administer it. If a high amount of
training is needed to teach the new treatment, dissemination
and implementation might prove difficult. Finally, feasibility
trials allow for developing adherence/competence measures and
recruitment procedures that are crucial for subsequent RCTs,

if the treatment demonstrates clinical impact. To address these
goals, the current trial served as an important first step in
evaluating PCT for PGD and is in line with sample sizes
of other pilot and feasibility trials with bereaved patients
[e.g., (68-70)].

Implications

In conclusion, our study furnishes preliminary evidence
of the feasibility, efficacy, and safety of PCT with PGD.
PCT adapted for PGD was deemed to be an adaptable
and easy-to-learn intervention of good design quality by
our relatively young CBT therapists. Future studies are
needed to address the question of the efficacy of PCT
adapted to PGD compared to adequate control conditions.
Based on our results, it seems reasonable to choose and
evaluate PCT as an active control condition compared
to a grief-focused CBT, including exposure and cognitive
structuring, in a current RCT (35). Furthermore, the need for
specific treatment components, such as exposure, cognitive
restructuring techniques, or behavioral activation, should
be addressed in dismantling studies targeting patients
suffering from PGD. PCT might be a viable alternative for
patients unable or unwilling to participate in grief-focused
treatments. Further evaluation of PCT in RCTs may help
determine which treatment components are beneficial and
necessary for the individual PGD patient and might allow
formulation of individualized treatment recommendations
and different treatment selection [see (71)]. Therefore, further
research regarding the efficacy of PCT but also regarding
individual predictors of treatment success in PCT is of
high interest.
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