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Chapter 1

General Introduction

Bas came to see a therapist when he was almost twelve years old. He was referred for
help because of academic and sleeping problems. The referring general practitioner
mentioned that his mother committed suicide when Bas was three years old. During
the intake interview, the therapist found out that Bas knew about this since he was
almost eight years old. He never spoke about his mother, because he thought it was
a very special secret he was not allowed to talk about. His father thought Bas did not
think a lot about his mother anymore, because Bas did not want to talk about his
mother with him and never joined him to the cemetery. Meanwhile he had a lot of
maladaptive negative thoughts about his mother (“my mother went crazy”), father (“if
I would talk about my mum with my father, he'd possibly get very upset and mad and I'd
possibly lose him too”) himself and his future (“'m not worth living for’ “I will go crazy
too”). At night he could not sleep because he could not stop thinking about his mother.
Most of the time he cried himself to sleep far beyond midnight. He did not want his
father to know about this, because he did not want to make him feel sad or guilty
about the death of his mother.

The nine-year-old Eva had been confronted with the death of her father seven months
earlier. He died suddenly due to heart failure. Eva suffered from yearning for her father’s
presence. This was central to her problems. In addition, she experienced symptoms of
a Posttraumatic Stress Disorder (PTSD) as she feared and tended to suppress memories
of moments surrounding her father’s death. Eva was afraid that she would ‘go mad’
if she would confront these memories. Coming from a Hindustan family, Eva’s social
context prescribed her to engage in active mourning for at least one year. She believed
that during the first year following the loss, her father was still present in the house as
a ghost and she felt that she would ‘betray’ him if she would go out of the house and

have fun again.

These two cases illustrate the impact of the loss of a loved one on children.” We will use the
case of Bas as anillustration in this introduction when we speak of grief in a developmental
context and when we describe the theoretical framework of problematic grief. Eva’s case
is part of chapter 7 of this dissertation, where the feasibility and potential effectiveness of

Grief-Help, a 9-session cognitive behavioural treatment for bereaved children, is described.

1 In this introduction the term children is used to refer to children and adolescents.



AIMS OF THIS DISSERTATION

Many children like Bas and Eva experience stressful events as they grow up. They are faced
with painful circumstances like parental divorce or the death of a loved one. Most children
can overcome those experiences, but some develop such psychological problems that
professional help is needed. The overall focus of this dissertation is the assessment and
treatment of problematic grief in children like Bas and Eva. First, we give an overview of
epidemiological aspects and a historical overview of research on problematic grief. Then
we describe our aims and outline for this dissertation in more detail. Our three aims were
(I) to increase our understanding of the phenomenology and correlates of Prolonged
Grief Disorder (PGD), (Il) to enhance knowledge on the role of negative thinking in the
development of PGD in children and (lll) to develop an intervention for children who suffer

from loss and to examine its potential efficacy in two pilot studies.

BEREAVEMENT: PREVALENCE AND CONSEQUENCES

Epidemiological studies on rates of bereavement are scarce, but research in the United
Kingdom of Harrinson and Harrington (2001) showed that most young people experience
the death of at least one loved one at some point in childhood; as much as 77.6% reported
the loss of at least one relative (first or second degree) or close friend. The death of a parent
is considered to be one of the most disrupting losses in childhood. Approximately 4%
of all children (through age of 18) in the Western world experience the death of a parent
(Garmezy & Masten, 1994; Harrinson & Harrington, 2001). In the Netherlands, every year,
about 6400 children lose a parent, 50% of them are between 12 and 18 years old (Nederlands
Jeugdinstituut, 2013). Even more children are confronted with other types of loss such as
the death of a close friend or grandparent, or a divorce. Furthermore, in a recent study, 14%
of Dutch primary school children in a sample from the general population (N = 1,770, mean
age 10.24 years) reported exposure to a traumatic event like a disaster, accident or domestic
violence (Alisic, Van der Schoot, Van Ginkel, & Kleber, 2008). It is worth noting that the sudden
death or serious injury of a loved one (such as a best friend who died suddenly or a sibling
who has committed suicide) was the most frequent traumatic experience.

In light of these figures, it is an important question which consequences childhood
grief may have. Longitudinal research on this topicis scarce, but stems hopeful: most children
can overcome these painful experiences and go on with their life after a while (Bonanno
& Mancini, 2008). A noteworthy minority of bereaved children experiences emotional or

psychological problems to a level that professional help is needed. Approximately 20% suffer

Uo1IdNPOJIU| [RISUSD) ‘ | s91deyd



Chapter 1

10

General Introduction

enduring and debilitating psychological symptoms like increased psychiatric problems
including depression, anxiety, Posttraumatic Stress Disorder (PTSD) and somatisation
disorders in the first two years following the loss (Brent, Melhem, Donohoe, & Walker,
2009; Cerel, Fristad, Verducci, Weller, & Weller, 2006; Dowdney, 2000, 2008; Worden &
Silverman, 1996). Retrospective research of psychopathology in adults who were bereaved
in childhood is inconclusive. Some studies suggest that there is a link between childhood
bereavement and worse adult physical health (Agid et al., 1999; Krause, 1998) and increased
psychopathology (Appleby et al., 1999; Kendler et al., 2002; Luecken, 2008; Morgan et al.,
2007; Reinherz, Giaconia, Hauf, Wasserman, & Silverman, 1999; Wilcox et al., 2010). However,
recent research on a large Dutch community sample (N = 7,076) found no link between
parental loss in childhood and adult psychopathology (Cuijpers et al., 2011; Stikkelbroek,
Prinzie, De Graaf, Ten Have, & Cuijpers, 2012). More prospective longitudinal data are needed
to determine which characteristics of children and their social context help to overcome
an adverse event like the loss of another person, and which characteristics decrease the
risk of developing psychopathology among those children.

SHORT HISTORICAL OVERVIEW OF BEREAVEMENT RESEARCH

Grief Research until World War Il

Bereavement research in children is only since a few decades the focus of research. Parkes
(2001) gives a historical overview of scientific grief research in adults. As he summarises,
interestin loss as a potential cause of physical and mental iliness goes back a few centuries.
According to Parkes, it all started in 1621 with Burton, who referred to grief as melancholia,
which nowadays resembles clinical depression. In 1703 Vogther published a thesis in which
he prescribed a variety of medications for pathological grief. A century later, Rush (1835)
used the term ‘dying of a broken heart’ to describe post mortem findings in people who
had died of rupture of the auricles and ventricles of the heart following bereavement.
Also Darwin (1872) had ideas about the nature of grief. He thought that the unique facial
expression of humans was due to ‘grief muscles’ and that these muscles were less under
voluntary control than other facial muscles.

Early influences for current grief research can be found in the work of Freud
(1917/1984), Deutsch (1937) and Lindemann (1944). Freud (1917/1984) started his work
during World War | and was the first who differentiated between mourning (Trauer) as

normal grieving and grieving and melancholia (Melancholie) as pathological grieving,



based on clinical observations. Freud linked bereavement with attachment. He stated that
bereavement is sometimes a cause of depression and suggested that it is most likely to
arise when someone dies who has been ambivalently loved. Freud stated that melancholia
was a pathological form of grief and was very much like mourning (normal grief) except
that it had a certain characteristic feature of its own, namely, angry impulses toward the
ambivalently ‘loved’ person turned inward (Freud, 1917). At the same time, Freud treated
soldiers who suffered from multiple traumas where they re-lived’the traumatic experiences.
It was seen as an effective treatment, because many of them could return to the war front.
Freud’s treatment approach of both melancholia and war neuroses had the aim to find a way
of helping people to abandon defensive avoidance and face the (painful) reality. Deutsch
(1937) drew attention to the absence of grief as forerunner for mental problems and during
World War Il, Lindemann (1944) did one of the earliest attempts to look at normal grief
reactions in a systematic way. He wrote his paper'The symptomatology and management

of acute grief, which was based on the observations of 101 recently bereaved patients.

Grief Research in the Second Half of the 20t Century

In the decades after World War II, grief researchers tried to distinguish between normal and
pathological griefin adults. In this period, the recognition of childhood bereavement slowly
started with the discussion whether children were able to grieve or not. During the 1950s
to the mid 1980s, research was mostly based on retrospective case studies or very small
samples, and findings were often interpreted from a psycho-analytic perspective (Walker,
1993). From this perspective it was thought that children were unable to grieve until they
reached adolescence (Freud, 1917/1984). Others, however, thought that children only could
grieve if they developed object constancy, which implicated that most children should
first reach the age of two to four years. In the context of his attachment theory, Bowlby
suggested that even very young children can grieve when they are separated from their
attachment figure (Bowlby, 1969, 1973, 1980).

Marris (1958) was the first to do a systematic study of bereaved people not seeking
help versus people seeking psychiatric help. One of the things he found in the population
of widowers, was that hallucinations in bereaved people could not be taken as symptoms
of psychiatricillness. Two decennia later, Parkes (1965) described a taxonomy to distinguish
between normal and three abnormal grief reactions (chronic, inhibited, and delayed
grief) which was elaborated by Jacobs in the early 1990s (Jacobs, 1993). In 1970, Bowlby
and Parkes conducted a longitudinal study and described phases of grief: (a) numbness,

(b) yearning and searching (c) disorganisation and despair, and (d) reorganisation. In the
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1980s, Bowlby (1980) distinguished between chronic mourning and prolonged absence of
grief and Parkes and Weiss (1983) linked pathological grief with features of the loss event
and introduced two grief syndromes (‘'unexpected grief syndrome’and ‘ambivalent grief
syndrome’). A decade later, Rando (1992, 1993) formulated seven syndromes of grief (absent,
delayed, inhibited, distorted, conflicted, unanticipated and chronic mourning). However,

those different syndromes were never validated in empirical studies.

GRIEF IN THE CONTEXT OF CHILDHOOD

Today, to understand the nature of normal grief the Dual Process Model (DPM; Stroebe &
Schut, 1999, 2010) and Grief Task Model of Worden (1982, 1991, 1996, 2009) are popular.
Both models describe the ways adults cope with the loss. Since to our knowledge the DPM
has not been adapted for children, we will not discuss this model further in this chapter. The
GriefTask Model describes four grief tasks, which were refined for children by Baker, Sedney
and Gross (1992, 1996). Cook and Oltjenbruns (1998) placed these tasks in a developmental
context (see Table 1.1).

Worden stated “The task model is more consonant with Freud's concept of ‘grief work’
and implies that the mourner needs to take action and can do something to heal him/herself”
(Worden, 2001, p. 26). The idea of grief tasks is based on Havighurst's (1956) idea of
developmental tasks. There are certain developmental tasks (physical, social and emotional)
that must be mastered as the child grows up. The idea is that adaptation to loss requires
completion of four grief tasks (see Table 1.1 Task | to IV), which require effort from the
bereaved person. Uncompleted grief tasks can impair further growth and development.
The grief tasks do not follow a specific order, but there is an implicit order suggested in the
definitions of the tasks. For example, it is not possible to work through the pain of grief if
the person does not accept the reality of loss.

Baker et al. (1992, 1996) formulated children’s tasks (see Table 1.1 Task 1 to 8). Even
more important is the work from Cook and Oltjenbruns (1998) that placed the grief tasks in a
developmental context. This context influences the completion of the grieving tasks and may
foster‘regrieving’or‘inhibited grief'in children. For example in the case of Bas; an adolescent
who lost his mother when he was only 3 years old and who came to see a therapist when
he was almost 12 years old. He did not have any grief related problems until he became an
adolescent. His grief was ‘inhibited’ or‘delayed’ His problems elevated when he tried to make
sense of the loss in the context of his normal developmental task to develop an identity.

The Grief Task Model does not say much about problematic grief. This is a problem

because a theoretical model of problematic grief can help enhance interventions for the



Table 1.1 Adult Tasks of Mourning Compared to Children’s

Adult’s tasks
(Worden, 2009)

Child’s tasks of mourning (Baker,
Sedney, & Gross, 1992, 1996)

Developmental context: Child’s
life stage as an influence on grief
(Cook & Oltjenbruns, 1998)

| Accept the reality of the
loss.

Il To process the pain of grief.

-

. Understand that someone has
died.

2. Face the psychological pain of
the loss.

« Mature understanding is tied

to the cognitive capacity to
understand that the death is
permanent.

« Immaturity of child’s coping

mechanisms influences certain

3. Cope with periodic resurgence grief responses.
of pain.

« As developmental tasks shift
and cognitive capacity matures,
individuals often re-grieve an
earlier loss.

Il To adjust to a world 4. Invest in new relationships.
without the deceased. 5. Develop a new sense of identity

that includes experience of
the loss.

« Over time, children use a
variety of strategies to retain a
connection with the deceased.

- If the child is unable to master
particular tasks at this time,
future success in various
developmental areas will be
jeopardised.

IV To find an enduring 6. Re-evaluate the relationship to
connection with the the person who is lost.
deceased in the midst of . Maintain an internal
embarking on a new life. relationship with the person

who has died.

. Return to age-appropriate

developmental tasks.

~N

(o]

group of children that suffer from loss. Since the mid 1990s there is a growing body of
evidence that a condition like problematic grief exists. Below we describe the research on
the definition of problematic grief and the status of problematic grief in the fifth edition
of the Diagnostic and Statistical Manual of Mental Disorders (DSM-5; American Psychiatric
Association [APA], 2013).

CONSENSUS CRITERIA FORPROLONGED GRIEF DISORDER

Over the last decade, researchers have struggled with the terminology they should use for
the same complex of feelings and behaviours. Over the years they used complicated grief,
traumatic grief, prolonged grief. In this dissertation Prolonged Grief Disorder (PGD) will be used.

In the early 1990s, two different research groups concluded that the time was

right for establishing a criterion-based definition of pathological grief in adults. First,
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Horowitz, a leading expert in the field of traumatology, and his collaborators worked on
the development of empirically based criteria for a disorder of grief. Placed within the
framework of the theory of stress response syndromes, Horowitz, Bonanno and Holen
introduced their description of ‘pathological grief’in 1993. Four years later the empirically
validated criteria for ‘complicated grief disorder’ were published (Horowitz et al., 1997).
Comparable to PTSD, this disorder was conceptualised as consisting of ‘intrusive symptoms’
(e.g., unbidden memories of the deceased, spells of emotions) and‘signs of avoidance’and
‘failure to adapt’ (e.g., avoiding reminders of the deceased, sleep disturbance). However,
their proposal received little attention of other researchers in the following years. In 2005,
one empirical validation of the condition in adults was published (Langer & Maercker, 2005).

At the same time as Horowitz conducted his work, Prigerson and colleagues (1995)
published a study in which they differentiated between two syndomes of grief which they
called ‘complicated grief’and bereavement related depression, as two syndromes of grief.
Among the symptoms that characterise complicated grief were yearning, searching for
the deceased, pre-occupation, crying, and disbelief over the loss. Bereavement related
depression was characterised by, among other things, apathy, insomnia, depressed mood,
and low self-esteem. The study showed that the symptoms that constituted complicated
grief were linked with various psychological and social impairments, whereas the depressive
symptoms were not (Prigerson, Frank et al., 1995).

This formulation of complicated grief received much more attention in the literature.
Several studies have replicated the distinctiveness of complicated grief from established
mood and anxiety disorders in adults and in children (e.g., Boelen, Van de Schoot, Van den
Hout, De Keijser, & Van den Bout, 2010; Chen et al., 1999; Dillen, Fontaine, & Verhofstadt-
Deneve, 2009; Prigerson et al., 1996). Other studies among adults and children have further
examined its distinctiveness from normal grief (Boelen & Van den Bout, 2008; Dillen,
Fontaine, & Verhofstadt-Denéve, 2008; Prigerson, Maciejewski et al., 1995). Moreover,
problematic grief and its clinical correlates among youths and adults have been studied
(McDermot et al., 1997; Melhem et al., 2004; Melhem, Moritz, Walker, Shear, & Brent, 2007;
Prigerson, Maciejewski et al., 1995). Finally, still other studies in adults have gathered
evidence that complicated grief is predictive of significant mental and physical morbidity,
and impairments in health and quality of life (Boelen & Huntjens, 2008; Boelen & Prigerson,
2007; Boelen & Van den Bout, 2008; Bonanno et al., 2007; Prigerson et al., 1997; Prigerson
et al,, 2009). PGD is phenomenologically different from normal grief in that people with
PGD are essentially stuck in a state of chronic mourning in which symptoms of acute grief
do not subside, but continue to interfere with normal functioning far beyond the first half
year of bereavement (Boelen & Van den Bout, 2008; Prigerson, 2004).



Cohen and colleagues (2002) came up with a rough description, but no clear definition, of
Childhood Traumatic Grief (CTG), a condition in which complicated grief, PTSD and depressive
symptoms are present. Itis thought that trauma symptoms (e.g., intrusive thoughts, memories
and images) interfere with the child’s ability to grieve. Research into this condition is limited
and although its treatment is growing, it is still limited (e.g., Brown & Goodman, 2005; Cohen
& Mannarino, 2004; Cohen, Mannarino, & Knudsen, 2004; Cohen, Mannarino & Staron, 2006).

In the late 1990s a panel of experts in the field of bereavement, trauma and nosological
psychiatry convened to formulate standardised consensus criteria for complicated grief
(for a description of the process see Jacobs, Mazure, & Prigerson, 2000). These consensus
criteria were subjected to an empirical evaluation, which led to the ‘refined consensus
criteria’(Prigerson et al., 1999). Next, a total of 291 bereaved respondents were interviewed
three times by Prigerson and colleagues (2009). Their main finding was that the criteria set
for PGD appeared to be able to identify bereaved persons at risk of persistent distress and
dysfunction, which can enhance the detection of those bereaved and in need of treatment.
As these criteria will be referred to frequently in this dissertation, they are shown in Table

1.2. Another set of criteria for complicated grief was given by Shear and colleagues (2011).

Table 1.2 Criteria for PGD Proposed for DSM-5 and ICD-11 (Prigerson et al., 2009)

A Event: Bereavement (loss of a significant other)

B Separation distress: The bereaved person experiences yearning (e.g., craving, pining or longing
for the deceased; physical or emotional suffering as a result of the desired, but unfulfilled, reunion
with the deceased) daily or to a disabling degree.

C Cognitive, emotional, and behavioural symptoms: The bereaved person must have five (or more)
of the following symptoms experienced daily or to a disabling degree:

1. Confusion about one’s role in life or diminished sense of self (i.e., feeling that a part of oneself
has died).

2. Difficulty accepting the loss.

3. Avoidance of reminders of the reality of the loss.

4. Inability to trust others since the loss.

5. Bitterness or anger related to the loss.

6. Difficulty moving on with life (e.g., making new friends, pursuing interests).

7.Numbness (absence of emotion) since the loss.

8. Feeling that life is unfulfilling, empty, or meaningless since the loss.

9. Feeling stunned, dazed or shocked by the loss.

D  Timing: Diagnosis should not be made until at least six months have elapsed since the death.

E Impairment: The disturbance causes clinically significant impairment in social, occupational, or
other important areas of functioning (e.g., domestic responsibilities).

F Relation to other mental disorders: The disturbance is not better accounted for by major
depressive disorder, generalised anxiety disorder, or Posttraumatic Stress Disorder.
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Since May 2013 ‘Persistent Complex Bereavement Disorder’ (PCBD) has been defined as a
disorder within the Appendix (section Ill) of the DSM-5 (APA, 2013); those criteria are a mix
of those formulated by Prigerson et al. (2009) and Shear et al. (2011). As the disorders in
the Appendix have a tentative status, researchers are invited to do more research on those
diagnoses. In other words, those diagnoses are not ‘official’ disorders yet.

To summarise, many children lose a loved person, but only recently we started to
examine loss in children in a systematic way. Findings suggest that most, but not all children,
can overcome this devastating experience. There is evidence that the symptoms defining
adult PGD also adequately represent pathological grief among children and adolescents.
Although the body of knowledge on bereavement in children and adolescents is steadily
growing, there are still several unresolved issues related to assessment, the role of cognitions

and treatment.

OUTLINE OF THIS DISSERTATION

This dissertation project had three aims: (I) to increase our understanding of the phenom-
enology and correlates of childhood PGD, (Il) to enhance knowledge on the role of nega-
tive thinking in the development of childhood PGD and (lll) to develop an intervention
for children who suffer from loss and to examine its potential efficacy in two pilot studies.
The three aims were addressed in seven research-based articles and one narrative review
of interventions for bereaved children. Below we give an overview of the studies and the

review we conducted.

Part| Phenomenology and Correlates of Prolonged Grief Disorder

Construction of an instrument for PGD symptoms in children

Although studies (e.g., Layne, Savjak, Salzman, & Pynoos, 2001; Melhem et al., 2004, 2007)
are beginning to shed light on the phenomenology and correlates of PGD among children,
to our knowledge, no validated measures are yet available that are specifically designed
to tap PGD in children. To inform research and theory about PGD in children, and to be
able to assess the effectiveness of bereavement interventions, it is important to have
a measure that is specifically designed to tap PGD symptoms among children. The fact
that internalising problems are generally poorly recognised by parents (cf. De Los Reyes
& Kazdin, 2005) emphasises that it is important that children can report about their own

emotional suffering following loss. Our aim was to develop age-specific questionnaires



to assess PGD symptoms in children and adolescents, and to examine their psychometric
properties. In chapter 2 of this dissertation, the development and psychometric evaluation
of the Inventory of Prolonged Grief for Children (IPG-C) and the Inventory of Prolonged
Grief for Adolescents (IPG-A) is described. Psychometric properties of these measures were
examined in three samples, including mostly parentally bereaved children (aged 8 to 12

years) and adolescents (aged 13 to 18 years).

Distinctiveness of symptoms of PGD depression, and PTSD in children

Research on the distinctiveness and construct validity of childhood PGD is important. First, it
can enhance our knowledge of the generalisability of findings in adults to younger bereaved
individuals. Second, it can inform theory and research about underlying mechanisms of
post-loss psychopathology and the development of methods for the assessment and
treatment of such psychopathology.

In contrast with the literature on adults (e.g., Bonanno et al., 2007), only a few studies
have examined the factorial distinctiveness of PGD in children and adolescents (cf. Dillen
etal, 2009; Melhem et al., 2004). Both studies provide preliminary support that symptoms
of PGD, depression and anxiety cluster into three distinct factors. However, those studies
had some limitations. The study conducted by Melhem et al. (2004) is limited by its reliance
on exploratory (and not confirmatory) factor analysis and the use of an instrument (the
Texas Revised Inventory of Grief (TRIG)) that was developed as a measure of normal grief
and not PGD (Neimeyer, Hogan, & Laurie, 2008). Dillen et al. (2009) reported two studies,
which were limited by the fact that they only included children confronted with the loss of
a grandparent (Study 1) and did not examine the PGD distinctiveness in younger children
below 12 years of age (Study 2). Moreover, both studies did not include an assessment of
PTSD symptoms, leaving the distinctiveness of PGD and PTSD still unexamined.

Therefore, the aim of chapter 3 is to address gaps in the research literature with
regard to the phenomenology of bereavement related emotional distress in children and
adolescents. Studies among adults have shown that symptoms of PGD, PTSD and depression
aredistinct from each other (e.g., Boelen et al., 2010). We therefore aimed to replicate these
findings among children. The distinctiveness of symptoms of PGD, PTSD, and depression
were examined in separate samples of children (8 to 12 years) and adolescents (13 to 18
years) confronted with the death of a loved person. Using confirmatory factor analysis we

compared the fit of a one-factor model with the fit of a three-factor model.
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PTSD symptoms in bereaved children

PTSD among bereaved children is relatively well documented (e.g., Brent et al., 1993; Brown
& Goodman, 2005; Cerel, Fristad, Weller, & Weller, 1999; Melhem et al., 2007; Stoppelbein
& Greening, 2000). Many bereaved children experience PTSD symptoms in some way.
Bereavement related PTSD symptoms can follow both violent (e.g., murder, suicide) and
non-violent deaths (e.g., exposure to a dying parent, traffic accidents or distress seen in
family members) (cf. Kaplow, Layne, Pynoos, Cohen, & Lieberman, 2012). In the study
described in chapter 4, we wanted to examine the structure of PTSD symptoms among
bereaved children. In DSM-IV (APA, 2000) PTSD has three factors (reexperiencing, avoidance
and hyperarousal), but other models have been proposed (Kassam-Adams, Marsac, & Cirilli,
2010). In our study, we examined the fit of six models of the factor structure of PTSD in
bereaved children (aged 8 to 18 years). Understanding the structure of PTSD symptoms
in bereaved children is important for creating useful diagnostic systems that can inform

assessment and treatment (Kassam-Adams et al.,, 2010).

Partll The Role of Negative Thinking in Psychological Functioning after
Bereavement

For treatment, it is very important to understand why some children can cope with loss,
while others have difficulty dealing with it. Boelen, Van den Hout and Van den Bout (2006,
2012) formulated a cognitive behavioural model that attempts to explain why in some
adults, acute grief reactions persist and exacerbate (see Box 1.1). Based on this model,
interventions for prolonged grief for adults have been developed and validated in research.
For bereaved youth no such model exists yet. As mentioned earlier, empirical findings
suggest that PGD symptoms in children and adults have much in common; therefore we
chose to use this framework for this dissertation.

As can be seen in the model, negative thinking plays a core role in in the endurance
of grief reactions and the development of PGD in adults (Boelen & Lensvelt-Mulders, 2005;
Boelen, Van den Bout, & Van den Hout, 2003). When we have a quick look at Bas, he had
negative thoughts about his dead mother, surviving father, himself and his future. It can
be hypothesised that those (persistent) thoughts account for intense and persistent grief-
related feelings and therefore should be the focus of treatment. However, very limited
research is available in children. Findings of a preliminary study with 30 adolescent girls,
aged 13 to 18 years (Boelen & Spuij, 2008), showed that several types of cognitions were
associated significantly with complicated grief and severity of depression. Global negative

thinking about life and self and catastrophic misinterpretations were most strongly linked



Box 1.1 A Cognitive Behavioural Conceptualisation of Prolonged Grief

The cognitive behavioural model of Prolonged Grief (see Figure 1.1) is inspired by Beck’s general cognitive
behavioural model of psychopathology (Beck, 1976) and, more specifically, Ehlers and Clark’s (2000)
cognitive model of PTSD. The cognitive behavioural model of PGD proposes that three interrelated processes
account for the fact that some people suffer from bereavement to a degree that it can be described as
PGD (Prigerson et al., 2009): (1) insufficient elaboration and integration of the loss within autobiographical
memory; (2) persistent negative thinking; and (3) anxious and depressive avoidance behaviours. Next, these
three processes will be described in more detail.

Background variables Core process Clinical outcomes

Individual vulnerability
factors (e.g., pre-existing Persistent

. . Poor integration of the N .
beliefs, intellectual ability) SEFEiE i s Complicated Grief

autobiographical
knowledge

Separation distress
(yearning, searching,

Characteristics of the preoccupation,

loss event (e.g., features » » loneliness)
of relationship with Traumatic distress
deceased, mode of death) (e.g., disbelief,

feeling that life

Negative global Anxious and B meanlngles's,
. . numbness, feeling
e beliefs and L~ depressive
Characteristics of the loss - . <4 X stunned or shocked
. misinterpretations avoidance
sequelae (e.g., reactions . . .
. . of grief reactions strategies
of social environment,

secondary losses

Figure 1.1 A Cognitive Behavioural Conceptualisation of Complicated Grief (Boelen, Van den Hout, & Van
den Bout, 2006).

Insufficient elaboration and integration of the loss

The first process is insufficient integration of explicit knowledge about the irreversibility of the
separation with preexisting knowledge about the self and the relationship with the lost person stored in
autobiographical memory. This lack of integration maintains a sense of shock about the loss and a sense that
the separation is reversible, causing yearning and a persistent urge to restore proximity to the lost person.

Persistent negative thinking

The second process is persistent negative thinking. Negative cognitions about the self, life, and the
future, and catastrophic misinterpretations of one’s grief reactions such as, e.g., signalling loss of control
or insanity, are assumed to be very devastating. It is assumed that negative thoughts about the self, life,
and the future directly contribute to a persistent preoccupation with everything that is lost. Catastrophic
misinterpretations of one’s grief reactions (e.g., “If | would allow my feelings to run loose, | would go crazy")
fuel avoidant tendencies and emotional distress.

Anxious and depressive avoidance

Anxious avoidance refers to fear driven avoidance of stimuli that remind of the loss. Depressive avoidance
exists of avoidance of activities that could foster adjustment, driven by pessimistic cognitions that one is
unable to carry out and/or to enjoy such activities. Anxious avoidance maintains PGD by blocking elaboration
and integration of the loss. Interventions like exposure are assumed to decrease symptoms. Depressive
avoidance is detrimental because it maintains negative cognitions, alienation and isolation. It interferes
with constructive action that could foster adjustment.
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Box 1.1 Continued

Interaction between, and mediating role of, the three processes

As described in the model, the three processes are assumed not only to directly contribute to symptoms
of PGD, but also assumed to influence each other. For instance, negative thoughts are assumed to block
elaboration of the loss. When a child like Bas has a negative thought like for instance “I am guilty of my
mother’s death” it is not surprising that he would try to avoid this thought. This avoidance of a thought is
likely to prevent integration of the loss in Bas' life and knowledge about himself, the world and his future.
Cognitions and avoidance behaviours also have a mutual impact. For instance, negative cognitions
about the self and life are likely to maintain a depressive cycle of withdrawal and inactivity. Catastrophic
misinterpretations of grief reactions can contribute to anxious avoidance behaviours, which in turn, prevent
correction of such misinterpretations.

Also important is that the three processes are assumed to mediate the impact of various established
risk factors for poor bereavement outcome. These include personality characteristics of the bereaved
individual (e.g., neuroticism or insecure attachment style), features characterising the loss (e.g., kinship
to the deceased or the mode of death) and events and circumstances occurring in the aftermath (e.g.,
perceived social responses). In other words, it is proposed that the three processes are mediating
mechanisms that explain why, for instance, people who are insecurely attached have an elevated chance
of developing PGD. This is so because these people are likely to have more difficulties in accepting and
integrating the reality of the loss (Process 1), maintaining a positive view of him/herself (Process 2), and
engaging in helpful coping behaviours (Process 3), and thus have a greater chance of developing PGD. The
notion of the mediating processes is important because it sheds a light on changeable mechanisms (e.g.,
negative thinking or avoidance behaviour) that can be targeted in treatment to curb the effect of more
static, less easily changeable risk factors (e.g., personality features or mode of death) on the development
and maintenance of PGD.

with symptoms of PGD. To our knowledge, no research is available about specific grief-
related negative thoughts in bereaved children under the age of 13. Furthermore, cognitive
restructuring has proven efficacious in the treatment of adult PGD (Boelen, De Keijser, Van
den Hout, &Van den Bout, 2007) as well as in the treatment of psychopathology that overlaps
with PGD, such as childhood anxiety and depression (David-Ferdon & Kaslow, 2008). In order
to understand negative thinking in bereavement in youth an adequate measure is needed.

Therefore, chapter 5 focuses on the construction of a questionnaire on negative think-
ing in bereaved children. In this study we developed the Grief Cognitions Questionnaire for
Children (GCQ-C) and examined its psychometric properties. We studied the dimensionality,
internal consistency, temporal stability and validity of the GCQ-C in bereaved children

(aged 8 to 18 years)

Part lll Development and Examination of Grief-Help

Our third aim was to develop an intervention for bereaved children. Although a lot of
children are confronted with loss, very little research is done in the treatment of PGD in

children.We found four review studies that were conducted in the past decade thatincluded



studies among children. First, a systematic review on bereavement care interventions was
conducted by Forte, Hill, Pazder and Feudtner (2004). Aim of their research was to determine
the best way to care for bereaved persons. From the 74 studies included in their review only
nine studies were done among children and adolescents. Overall findings in both adults
and children suggest that no consistent pattern of treatment benefit has been established.
Second, Currier, Holland and Neimeyer (2007) conducted the first meta-analytic review on
the effectiveness of bereavement interventions with children. Only 13 controlled studies
could be included in the meta-analysis. It was found that the overall weighted effect size,
representing the benefit of bereavement interventions compared to no-intervention at
posttest, was d = 0.14, which did not differ significantly from zero. A third meta-analytic
review conducted by Currier, Neimeyer and Berman (2008) on the effectiveness of
bereavement interventions in both children and adults included 61 controlled studies.
Their findings suggest that interventions should only target grievers who are in need for
help. Fourth and finally, a meta-analytic review on 27 (controlled and uncontrolled) studies
on interventions for bereaved children was conducted by Rosner, Kruse and Hagl (2010).
Although the analyses of Rosner et al. (2010) and Currier et al. (2007) were both dealing
with children, they differ in several ways. First, Rosner et al. (2010) included more controlled
studies, however, there was an overlap of 73%. Also, Rosner et al. (2010) conducted a
separate analysis of uncontrolled studies. The findings of Rosner et al. (2010) indicate small
to moderate treatment effects (Hedges's g = 0.35 for controlled studies and an overall
weighted effect size of 0.49 for uncontrolled studies) and were therefore less pessimistic
about the effectiveness of grief interventions than Currier et al. (2007). Furthermore, Rosner
et al. (2010) concluded that music-therapy interventions and trauma/grief-focused brief
psychotherapy are the most promising treatment models. Despite these findings, in our
view, those interventions also have limitations. For example, music-therapy has only been
studied among children and in very small samples and trauma focused psychotherapy
has only been studied in bereaved children who suffered a loss due to traumatic causes.
Given the lack of effective interventions for bereaved children and adolescents we
aimed to develop an effective intervention. First we conducted a narrative review on
published studies of existing interventions. In an intermezzo chapter (chapter 6) about
interventions for bereaved children we give a description of those interventions. One
of these interventions is Grief-Help, an intervention that we developed as a part of this
dissertation project. In chapter 7 of this dissertation we describe how we developed the

Grief-Help? program. Grief-Help is a 9-session cognitive behavioural treatment for childhood

2 Foradetailed description (in Dutch) of the protocol see Spuij and Boelen (2013).
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PGD (8 to18 years), combined with 5 sessions of parental counselling. In the intermezzo we
give a short description of Grief-Help and also describe how Grief-Help differs from existing
interventions. Chapter 7 includes a more detailed description of the content of Grief-Help
and the findings of a multiple baseline study among six recently (between 6 to12 months)
bereaved children and adolescents. All children participating in the Grief-Help program gave
ratings of their satisfaction with each session, about the contact with their therapist and
the information they received. Chapter 8 describes a second pilot study of the potential
effectiveness of Grief-Help. This open trial was conducted among 10 bereaved children and
adolescents who were further removed from their loss than in the previous study. Chapter
9 includes a study design of a multicentre randomised controlled trial of the Grief-Help
intervention that is conducted in the Netherlands. In this study bereaved children (8 to 18
years) and their parent(s) will be included. Finally, chapter 10 provides a summary and a

general discussion of the studies presented in this dissertation.
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ABSTRACT

A significant minority of bereaved adults develops Prolonged Grief Disorder (PGD), a
syndrome encompassing debilitating symptoms of grief distinct from depression and
anxiety. Few studies have examined the phenomenology and correlates of PGD among
children and adolescents. In part, this is due to the lack of a psychometrically sound
guestionnaire to assess PGD symptoms in these groups. Based on an adult-measure of
PGD, we developed two questionnaires of PGD symptoms for children and adolescents
respectively, named the Inventory of Prolonged Grief for Children (IPG-C) and Inventory of
Prolonged Grief for Adolescents (IPG-A). Psychometric properties of these measures were
examined in three samples, including mostly parentally bereaved children (8 to 12 years,
total sample N =169) and adolescents (13 to 18 years, total sample N = 153). First, findings
showed that items of the IPG-C and IPG-A represented one underlying dimension. Second,
the internal consistency and temporal stability of both questionnaires were adequate. Third,
findings supported the concurrent validity (e.g., significant correlations with measures of
depression and Postraumatic Stress Disorder [PTSD]), convergent and divergent validity
(stronger correlations with similar questionnaires of ‘traumatic grief’than with two dissimilar
questionnaires of ‘ongoing presence’ and ‘positive memories’), and incremental validity
(significant correlations with an index of functional impairment, even when controlling
for concomitant depression and PTSD) of the IPG-C and IPG-A. This report provides further
evidence of the clinical significance of PGD symptoms among children and adolescents
and promising psychometric properties of questionnaires that can be used to assess these

symptoms.



INTRODUCTION

Theloss of a relative to death is one of the most common and stressful life events that youths
can experience (e.g., Alisic, Van der Schoot, Van Ginkel, & Kleber, 2008; Breslau, Wilcox, Storr,
Lucia, & Anthony, 2004). Bereavement among youths has been associated with increased
psychiatric problems including depression, anxiety, Postraumatic Stress Disorder (PTSD)
and somatising disorders in the first two years following the loss (Brent, Melhem, Donohoe,
& Walker, 2009; Cerel, Fristad, Verducci, Weller, & Weller, 2006). A growing literature has
enhanced our knowledge about the phenomenology and correlates of pathological grief
among youths, which has been variously labelled as traumatic, complicated, and prolonged
grief (e.g., Melhem, Day, Shear, Day, Reynolds, & Brent, 2004; Melhem, Moritz, Walker, Shear,
& Brent, 2007).

Recent research on pathological grief among youths has been informed by research
among bereaved adults. Specifically, since the mid-1990s, there is growing recognition of a
syndrome in adults that is referred to as Prolonged Grief Disorder (PGD). As currently defined,
PGD is a disorder that encompasses grief specific symptoms including separation distress,
a sense of disbelief regarding the death, numbness, and a sense that life is meaningless,
present to a disabling and distressing degree at least six months following the death of a
loved one (Prigerson et al., 2009). PGD has been found to be distinct from uncomplicated
grief and from depression and PTSD, and to be associated with persistent impairments in
health and quality of life (Boelen & Huntjens, 2008; Boelen & Prigerson, 2007; Boelen & Van
den Bout, 2008; Bonanno, Neria, Mancini, Coifman, Litz, & Insel, 2007; Dillen, Fontaine, &
Verhofstadt-Deneve, 2008; Prigerson et al., 2009).

There is growing evidence that the symptoms defining adult PGD also adequately
represent pathological grief among children and adolescents. For instance, Melhem et al.
(2004) found PGD symptomatology among adolescents exposed to a peer’s suicide to be
distinct from normal grief and found a diagnosis of PGD - defined as a score in the upper
25% of summed PGD symptom scores - to predict the onset and course of depression and
PTSD at subsequent assessments. In another study by these authors among parentally
bereaved children and adolescents similar findings emerged, with PGD symptoms being
associated with significant functional impairments beyond concurrent depression and
PTSD (Melhem et al., 2007).

Although studies are beginning to shed light on the phenomenology and correlates
of PGD among youths, to our knowledge, no validated measures are yet available that were
specifically designed to tap PGD in this group. Melhem et al. (2004) used the Texas Revised
Inventory of Grief (TRIG; Faschingbauer, Zisook, & DeVaul, 1987) to assess pathological
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grief that includes some but not all symptoms that denote the PGD syndrome. In their
later study, Melhem et al. (2007) assessed PGD using the adult version of the revised
Inventory of Complicated Grief (ICG-R; Prigerson & Jacobs, 2001). Although they modified
the wording of some items, their ICG-R was not specifically constructed for youths who
may have compromised the findings. Specific measures of grief in children and adolescent
have in fact been constructed in earlier studies. For example, Layne, Savjak, Saltzman, and
Pynoos (2001) developed the Expanded Grief Inventory (EGI). Nevertheless, although this
measure has been found to have adequate psychometric properties (Brown & Goodman,
2005) it was designed to assess the construct of Childhood Traumatic Grief — defined as
a combination of trauma symptoms and grief symptoms among traumatically bereaved
children - rather than PGD symptoms per se.

To inform research and theorising about PGD in youths, and to be able to assess
the effectiveness of bereavement interventions, it is important to have a measure that is
specifically designed to tap PGD symptoms among children and adolescents. The fact that
internalising problems are generally poorly recognised by parents (cf., De Los Reyes & Kazdin,
2005) emphasises that it is important that youths can report about their own emotional
suffering following loss. The aim of the present study was to develop and examine Dutch
questionnaires to assess PGD symptoms in children and adolescents. We constructed a
children’s version (for ages 8 through 12 years) and adolescents’version (for ages 13 through
18 years) of the 30-item ICG-R, a scale originally developed by Prigerson and Jacobs (2001)
to assess symptoms of PGD (or Complicated Grief as it was formerly termed) in adults.
Consistent with recent labelling, the questionnaires were named Inventory of Prolonged
Grief for Children (IPG-C) and Inventory of Prolonged Grief for Adolescents (IPG-A). In this
study, we examined the psychometric properties of the IPG-C and IPG-A. Specifically, we
investigated their (a) dimensionality; (b) internal consistency; and (c) temporal stability,
as well as their (d) concurrent; (e) convergent and divergent; and (f) incremental validity.
Finally, we examined the extent to which scores on both questionnaires varied as a
function of demographic and loss-related variables. Apart from seeking to contribute to
the development of tools to assess PGD among youths, our secondary aim was to enhance
knowledge about the phenomenology and (demographic and health-related) correlates
of childhood PGD. The relevance of this is emphasised by the fact that Diagnostic and
Statistical Manual of Mental Disorders, Fourth Edition (DSM-IV) does not yet include a
specific diagnostic category for a disorder of grief (American Psychatric Association [APA],
2000). Notably though, working groups preparing DSM-5 are now considering inclusion of
such a disorder, although the naming and exact criteria of this disorder are still uncertain
(APA, 2011; Prigerson et al., 2009; Shear et al., 2011).



METHOD

Participants and Procedure

Three samples were recruited from different sources. In all samples, participants aged 8 to 12
years comprised the children sample and completed the IPG-C. Participants aged 13 to 18
years comprised the adolescent sample and completed the IPG-A. Children, adolescents, and
their parents from Sample 1 completed no additional questionnaires. Children, adolescents,
and their parents from Samples 2 and 3 completed complementary scales to be described
below. Table 2.1 shows characteristics of all participants. In total, 169 children completed
the IPG-C and 153 adolescents completed the IPG-A.!

Sample 1

Sample 1included youths who participated in bereavement projects in Flanders (the Dutch-
speaking part of Belgium) led by L.D. They were recruited through (a) media publicity;
(b) direct mailing of self-support organisations to their members; (c) contact with victim
services; and (d) announcements among psychology graduate students. People were
deemed eligible for participation in the bereavement projects if they had lost a parent,
brother or sister. Consequently, those who lost other relatives were not included in this
sample. Sample 1 included 32 children and 63 adolescents. Assent was obtained from

children, informed consent from parents and adolescents.

Sample 2

Sample 2 was recruited through collaboration with a national grief support group for
children in the Netherlands that offers council and advice to parents and children about
grief and bereavement and organises support weekends for children and their parent(s).
During the period of data-collection for the present study, all families that had a child or
adolescent applying for such a weekend were sent a letter. The letter included a description
of the study and a stamped refusal card. If no refusal card was received within two weeks,
the family was contacted and - if parent(s) and child agreed to participate — a home visit
was planned. Home visits were conducted by trained graduate students. During the visits,

aims of the study were explained and questionnaires administered. If so needed, the

1 The response rate in Sample 2 was 86% and in Sample 3 was 99%; the distribution of study information
in Sample 1 precluded exact monitoring of the response rate, but the impression was that this was over
90%. Reasons for non-participation were not systematically recorded, but it was our impression that most
of the people who refused participation did so because they did not feel that they could profit from
participation themselves.

¥-9dl Pue 3-9d| 42 | z sardey)

37



"SIUDISI|OPY 404 JOLID PabuO|oid JO AI0JUBAU| = Y-Dd| "UIP|IYD 104 Ja1ID PabUO|0Id JO A101UdAU| = D-Dd| A101UDAU| UOIssaIda SuRIp[IYD = |dD 910N

(L6L)€Lel  (L19)EL6  (908)9T¥L  (ZTS)oTe (€L12)S€0L  (LS9)0L'6 = = 1a>
(9T°T1) 05°0S (€S'LL) LL0S (8L'TL)650S (820L)S6'LY (6¥71L) €C0S (€¥°LL) 0¥ LS (€S°LL)CS0S (66CL) LL'LS V-2dl/ D-Odl
sa403s woydwifs
(zege) sv'er (80'7T) SO'EE (LL'6E)8E LY (19'67) 88'8E (66'77) ¥9'6C (£5°TC) L'TE (L90V) ££'0S (LSET) 9T6T ((@S) W) syruow ui ssoj duls dwi|
(0'79) 96 (cey) el (6°09) 6€ (6'79) ¥T (0zL) 6l (0'52) SL (6°€9) 6€ (6'L4) €T ON
(0'9€) ¥ (8'£0) LY (L'6€) ST (L1'se) €L (0'82) £ (0'52) 5T (L'9g) ¢ (1'80) 6 SOA
¢swuedpnied Ag padadxs sem yieaq
(00 € (6'9) 0l (L)€ (9T - (09 s S ('6) € JBy10
(£'S1) ¥ (L) 6l (9s1) oL (L9t (6'92) £ 07L) ¥L (WA (7e) € (pene ueay “6-9) asned [edipaw usppns
(§'€2) 9¢ (LI'€0) 6€ (osL)olL (6'C0) 8 (z6l) S (0'€0) €T (€'€e) LT (0s0) 8 (®pI1Woy ‘apIdIns Quspidde) diewnel|
(8'85) 06 (9'89) 66 (L'p9) LY (£'59) €T (8°€S) L (0'85) 85 (9°59) 5¢€ (z'99) 81 ssau]||
((%) N) s! Yaeap Jo asne)
(soL)olL (WAK4) (0's2) 9L (ree) el = = = SA13e|31 J3Y10
(6'07) € (091) £t (601) £ (S€L) S (SLL) € (002 (6'7€) TT (6'9%) S1 Buiqis
(9'89) SOL (6'92) €L (L'%9) LY (L'7S) 0T (5'88) €T (0°€6) €6 (1'59) LY (L1'es) £L jualed

((%) N) SI paseadaq
$2135143)2DIDYD p3A)D[a4 SSOT

(ev'1)cosL  (zyege (8rL)zzsl  (BTL)L66  (E€L)SsEvl  (OTL) L6 (SEL)LL'SL (0TL) L6'6 ((@s) w) aby
(£'79) 66 (£°6Y) ¥8 el Ly (8,8 vl (Les el (0'6v) 61 (r'ee) €€ (9°99) LT olews
(€'5€) ¥S (€'€S) S8 (992) £1 (z79) €T (6'920) L (0'19) LS (9'£v) o€ (rve) LL S|l

((%) N) 1opuss

$213S1423204DYd d1ydpvibowaqg

€Sl 691 ¥9 LE 9C 00L €9 [43 N

SJUSDSIIOPY  UIP[IYD  SIUSDSIIOPY  UIP|IYD  SIUIDSIOPY  UIIP|IYD  SIUIDSIOpY  UIp[IyD

s9|dwes pauiquod) ¢ 9|dwesg Z 9|dwes | 3|dwes

Chapter 2 | Dutch IPG-C and IPG-A

sajdwes ssoudy sainsealy uoissaidaq pue Jan pabuojoid UO $9101S pue ‘soisualdelIey) Pale|ay ssoT ‘sonsualdeley) dlydesbowaq L*z dqel

38



students could help with the completion of the questionnaires. Assent was obtained from
children, informed consent from parents and adolescents. Sample 2 included 100 children
and 26 adolescents. Because the support-weekends were all focussed on children bereaved
by the loss of a parent or sibling, this sample did not include any children who lost other
relatives. Fourteen randomly selected children and 10 randomly selected adolescents
filled in the IPG-C or IPG-A a second time, approximately six weeks (M = 35.79, SD = 5.47
days, range 25-45 days) later. These were all participants that were on a waiting list for a

support group.

Sample 3

The third sample was recruited via several outpatients clinics in the Netherlands. During the
period of data-collection, consecutive patients aged 8 to 18 years who reported emotional
problems associated with the death of a parent, sibling, or other loved one among the
complaints they sought help for were invited to participate. Those who did so completed
questionnaires accompanied by their therapist. Assent was obtained from children, informed
consent from parents and adolescents. Sample 3 included 37 children and 64 adolescents.
Four randomly selected children and 10 randomly selected adolescents filled in the IPG-C
or IPG-A a second time, approximately six weeks (M = 34.50, SD = 7.36 days, range 25-46

days) later. These were all participants that were on a waiting list for help.

Measures

All participants completed the IPG-C or IPG-A, together with a questionnaire about
demographic (e.g., age) and loss-related (e.g., mode of death) variables. In addition, children
and adolescents from Samples 2 and 3 completed the Child PTSD Symptom Scale (CPSS),
Children’s Depression Inventory (CDI), and Extended Grief Inventory (EGI). Adolescents from
Samples 2 and 3 also completed the Youth Self Report (YSR). In Samples 2 and 3, at least
one of the parents completed the Child Behaviour Checklist/6-18 (CBCL).

Inventory of Prolonged Grief for Children and Inventory of Prolonged Grief for Adolescents
Construction of the IPG-C and IPG-A was accomplished in five steps. We initially strove for
a single children’s version. Hence, for the first step, wording of the 30 items of the ICG-R
(Prigerson & Jacobs, 2001; Dutch adult version by Boelen, Van den Bout, De Keijser, &
Hoijtink, 2003) was simplified by three experts in the field of clinical child psychology. In
the second step, this version was evaluated by five independent reviewers; two experts on

psychological assessment for youths, one expert on child language, and two clinical child
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psychologists with expertise in grief. Reviewers provided narrative feedback on item clarity
and appropriateness for the age group (8 to 18 years). Moreover, they gave suggestions
for simplification of instructions and some of the items, for children below 13 years of
age. Accordingly, in the third step, it was decided to construct two versions for children
and adolescents, respectively. Moreover, it was decided to replace the original 5-point
response scale (with anchors ‘almost never’ to ‘always’) by a 3-point scale, with categories
1 = almost never, 2 = sometimes, 3 = always. This decision was motivated by the fact that
(a) the 3-point scale was deemed more easy to comprehend; (b) the 3-point scale matches
other widely used questionnaire measures such as the CDI (Kovacs, 2003); and (c) a recent
item-response theory analyses of the adult ICG-R indicated that response option thresholds
were ordered when items were scored on 3-point scales but not when they were scored
on 5-point scales (Boelen & Hoijtink, 2009). In the fourth step, the IPG-C was reviewed by
five children between eight and twelve years old (M = 10.05 years) and the IPG-A by five
adolescents aged thirteen to eighteen (M = 15.30 years). Children where asked to comment
on the questionnaire’s comprehensibility which led to minor additional changes in wording.
In the fifth step, both measures were evaluated again by six other children (three girls) and
six other adolescents (three girls).2 This did not lead to further changes. Thus, the final
versions of the IPG-C and IPG-A both included 30 items, representing symptoms of PGD
and other putative markers of debilitating grief symptoms. The general content of each
item is shown in Table 2.2; English translations of the Dutch IPG-C and IPG-A are shown in
the Appendix. Respondents were instructed to rate the frequency of each symptom in the

preceding month, on 3-point scales (1 = almost never, 2 = sometimes, 3 = always).

Child PTSD Symptom Scale (CPSS)

The CPSS is a 17-item questionnaire that taps symptoms of PTSD symptoms as defined in
the DSM (APA, 2000). It was originally constructed by Foa, Johnson, Feeny, and Treadwell
(2001; Dutch translation Engelhard, 2005). Respondents rate the occurrence of symptoms
on 4-point scales ranging from 0 (not at all/only once a week) to 3 (almost always/five or
more times a week). Psychometric properties have been found to be adequate (Foa et al.,
2001).In the present sample, the internal consistencies (Cronbach’s alphas) in the combined
children sample (N = 137) and adolescent sample (N =90) from Samples 2 and 3 were 0.85
and 0.91, respectively.

2 Children and adolescents reviewing the items in the fourth and fifth steps were all bereaved by the loss of
a family member, other than a parent or sibling, within the last 3 years.



Children’s Depression Inventory (CDI)

The CDI developed by Kovacs (2003) taps symptoms of depression. It contains 27 groups

of three statements representing depressive symptoms at increasing levels of severity,

scored from 0 (symptom absent) to 2 (symptom present always/most of the time). For all 27

Table 2.2 Abbreviated Items of the Dutch IPG-C and IPG-A and Factor-Loadings in the One-
Factor Solutions

Factor-loadings in

Factor-loadings in

combined combined
children sample adolescent sample
Item content (N=169) (N=153)
1 Loss feels devastating. 0.62 0.73
2 Thinking so much of him/her that it is difficult to do 0.75 0.73
usual things.
3 Memories of him/her are upsetting. 0.47 0.53
4 Feel it's difficult to accept this loss. 0.68 0.65
5 | yearn for him/her and want to be with him/her. 0.65 0.69
6 | seek places and things that remind me of him/her. 0.36 0.42
7 Feel angry about his/her death. 0.50 0.62
8 Can hardly believe that he/she died. 0.52 0.68
9 Feel shocked and overwhelmed by loss. 0.60 0.89
10  Feelitis hard to trust people. 0.68 0.67
11 Feel distant from other people. 0.49 0.61
12 Do or feels things that he/she used to do/feel. 0.56 0.40
13 Avoid thinking that he/she is dead. 0.32 0.50
14  Life feels empty or meaningless. 0.64 0.83
15  Hear his/her voice. 0.59 0.42
16 |see him/her. 0.63 0.34
17  Have difficulties to experience feelings. 0.55 0.80
18  Feel guilty being alive while he/she is dead. 0.73 0.78
19  Feel bitter inside. 0.73 0.69
20  Feel jealous of others who didn't lose someone. 0.37 0.50
21  Feeling that the future is meaningless. 0.79 0.81
22 Feel lonely since he/she died. 0.68 0.79
23 Feel that life is worthless. 0.69 0.79
24 Feel like part of me died. 0.68 0.73
25  Feel that his/her death changed everything. 0.62 0.60
26  Feel unsafe. 0.74 0.66
27  Feel like having no control over things happening. 0.62 0.79
28 Do less well in different areas (in school, with friends). 0.65 0.69
29  Feel tense since he/she died. 0.72 0.73
30 Sleep poorly since he/she died. 0.49 0.58

Note. IPG-C = Inventory of Prolonged Grief for Children. IPG-A = Inventory of Prolonged Grief for Adolescents.
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items, respondents select the statement that best describes the severity of the symptom
during the preceding week. Items are summed to form an overall depression severity score.
The original English (cf. Cole & Martin, 2005) and Dutch versions of the CDI (Timbremont,
Braet, & Roelofs, 2008) have adequate psychometric properties. The alphas in the combined
children sample (N = 137) and adolescent sample (N = 90) from Samples 2 and 3 were 0.83
and 0.87, respectively.

Extended Grief Inventory (EGI)

The EGI, constructed by Layne et al. (2001; Dutch version by Dillen, 2005), is a 28-item
measure designed to assess Childhood Traumatic Grief — a combination of symptoms of grief
and traumatic stress. Respondents rate the presence of each reaction during the previous
month on 5-point scales ranging from 0 (rarely) to 4 (almost always/daily). The EGI constitutes
three subscales: (a) Childhood Traumatic Grief; (b) Ongoing Presence; and (c) Positive
Memories (Brown & Goodman, 2005). The first scale (23 items) assesses a combination of
grief and posttraumatic stress reactions, the second (2 items) taps a sense of presence of
the deceased, and the third (3 items) assesses the presence of positive memories of the
deceased. Prior research has supported the psychometric properties of the EGI (Brown &
Goodman, 2005). In the present samples it was found that the three subscales had alphas
of 0.91, 0.49, and 0.64, respectively in the combined children samples, and 0.95, 0.47, and
0.54 in the combined adolescent samples from Sample 2 and 3.

Child Behaviour Checklist/6-18 (CBCL)

The CBCL is a measure of emotional and behavioural problems of children and adolescents
(aged 6 to 18 years) constructed by Achenbach and Rescorla (2001; Dutch translation,
Verhulst, Van der Ende, & Koot, 1996). Itincludes 118 items, representing different problem
areas (e.g., anxious, depressive, somatic symptoms, aggressive behaviour, attentional
problems). The measure can be completed by parents or other people close to the child.
Items are rated on 3-point scales (0 = not true, 1 = somewhat or sometimes true, 2 = very true/
often true) and tap into eight different problem areas. Scores on some of these areas can be
summed to obtain indices of Internalising Problems and Externalising Problems, whereas
the summed score of all items represents a Total Problem score. Psychometric properties of
the original version (Achenbach & Rescorla, 2001) and Dutch version (Verhulst et al., 1996)
are adequate. In Samples 2 and 3, at least one of the parents completed the CBCL. In case
both parents completed the scale, we only used data from one randomly selected parent.

Random selection of CBCLs was justified, given that correlations between the father’s and



mother’s version, if available, were high.® The internal consistencies of the Internalising
subscale, the Externalising subscale, and the Total scale in the combined children samples
from Sample 2 and 3 were 0.95,0.89, and 0.91 respectively, and in the combined adolescent

samples from Sample 2 and 3 were 0.96, 0.88, and 0.92 respectively.

Youth Self Report (YSR)

The YSR, developed by Achenbach and Rescorla (2001), is a 120-item measure of emotional
and behavioural problems among youngsters between 11 and 18 year. Its items are
comparable to those of the CBCL except that they are written in the first person and
completed by youngsters between 11 and 18 years of age. Items representing problems
are rated using a forced-choice response format (0 = not true, 1 = somewhat/sometimes true,
2 = very/often true). As with the CBCL, indices of Internalising Problems and Externalising
Problems, as well as a Total Problem score can be obtained from the measure. Psychometric
properties of the original version (Achenbach & Rescorla, 2001) and the Dutch version
(Verhulst, Van der Ende, & Koot, 1997) are adequate. In the present study the YSR was only
completed by adolescents from Samples 2 and 3. The YSR yielded Cronbach’s alphas of
0.94 (Internalising Problems), 0.89 (Externalising Problems), and 0.87 (Total scale) in the

combined adolescents samples from Sample 2 and 3.

Statistical Analyses

First, the dimensionality of the IPG-C and the IPG-A was examined, using exploratory factor
analysis implemented in Mplus 4 with maximum likelihood estimation (Muthén & Muthén,
2007). The dimensionality of the IPG-C was examined using the three combined children
samples (N =169). The dimensionality of the IPG-A was examined using the three combined
adolescent samples (N=153). Second, the internal consistency and temporal stability of the
IPG-C and IPG-A were examined. Next, several predictions were tested with respect to the
validity of the IPG-C and the IPG-A. With respect to the concurrent validity, it was expected
that PGD severity as tapped by the IPG-C and IPG-A would be significantly and positively
associated with the severity of concomitant depression severity (CDI), PTSD severity (CPSS),

and Internalising Problems, Externalising Problems and Total Problems as indexed by the

3 Specifically, for 39 children from Sample 2 and 3 data were available from both parents. The correlations
between scores of the fathers and mothers for the Internalising score was r = 0.87, for the Externalising
score was r=0.92, and for the Total score was r=0.87 (ps < 0.001). For 40 adolescents from these samples
data were also available from both parents. Correlations between scores of the fathers and mothers for
the Internalising score was r=0.72, for the Externalising score was r = 0.85, and for the Total score was r =
0.78 (ps <0.001).
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CBCL. In addition, IPG-A scores were expected to be positively associated with YSR scores.
With respect to the convergent and divergent validity, it was expected that the IPG-C and
IPG-A both would be more strongly (and positively) associated with the Childhood Traumatic
Grief subscale from the EGI, tapping a construct that is similar to PGD, than with the Ongoing
Presence and Positive Memories subscales from the EGI, tapping dissimilar constructs. With
respect to the incremental validity, we predicted that scores on the IPG-C and IPG-A would
be significantly and positively associated with the degree to which children and adolescents
experienced impairments in functioning as a result of the loss (indexed by one item from
the IPG-C and IPG-A), even when controlling for concomitant depression (CDI) and PTSD
(CPSS) severity. Finally, we explored the extent to which IPG-C and IPG-A scores differed as
a function of demographic and loss related variables that we assessed (see Table 2.1).

RESULTS

Characteristics of the Study Samples

Table 2.1 shows background and loss related characteristics of the three samples. Across
the samples, most participants had lost a parent. Most losses were due to illness and were
experienced as being unexpected. Scores on the IPG-Cand IPG-A (minimum 30, maximum
90) and the CDl are also shown in Table 2.1. Scores on the IPG-C did not differ between the
three children’s samples (F(2, 166) = 1.38, p = 0.26). Likewise, scores on the IPG-A did not
differ between the three adolescent samples (F < 1). Children and adolescents from Sample
2 and 3 completed the CDI. In comparison with reference groups from Timbremont et al.

(2008) scores fell in the subclinical range.

Dimensionality

Inventory of Prolonged Grief for Children

Exploratory factor analysis on the IPG-C, using data from the combined children samples
(N =169), resulted in the emergence of seven factors with eigenvalues greater than 1.00
(i.e., 11.94, 2.05, 1.63, 1.56, 1.26, 1.05 and 1.02). However, there were reasons to conclude
that the IPG-C items are best characterised as one factor. First, the first factor explained
38% of the variance in the ICG-C with the second through seventh factor each adding only
3to 6% to the variance explained by the first factor. Second, inherent to that, the scree plot

revealed a clear break after the first component. Third, as shown in Table 2.2, in the one



factor solution, all 30 items had factor loadings > 0.30. Finally, in the models with more
than one factor, several items loaded highly on more than one factor and components
could not be interpreted in a meaningful way. Overall, the findings suggested that, within
the present dataset, the IPG-C items clustered together into one underlying dimension of
PGD symptomatology.

Inventory of Prolonged Grief for Adolescents

Exploratory factor analysis on the IPG-A, using data from the combined adolescent samples
(N=153), resulted in the emergence of six factors with eigenvalues greater than 1.00 (i.e.,
13.92,2.23,2.04,1.58,1.22,1.02). However, as with the IPG-C, it seemed that the IPG-A items
are best characterised as one factor. First, the first factor explained 45% of the variance
in the ICG-C with the second through sixth factors each adding only 3.5% to 6.5% to the
variance explained by the first factor. Second, the scree plot showed a clear break after
the first component. Third, as shown in Table 2.2, in the one factor solution, all items had
factor-loadings > 0.30. Finally, in the models with more than one factor, several items again
had strong loadings on more than one factor and factors did not seem to represent easily
interpretable aspects of PGD. Overall, the findings suggested that, in the current dataset,

the IPG-A items represented a single dimension of PGD symptomatology.

Internal Consistency

Inventory of Prolonged Grief for Children

Cronbach’s a for the children in Sample 1 was 0.94, in Sample 2 was 0.91, and in Sample
3 was 0.89. For the combined children samples (N = 169), the a was 0.91. In line with the
results of the exploratory factor analysis, in the combined children samples the item-total
correlations were all positive and ranged from 0.24 (item 13) to 0.63 (item 26). Seventeen
items had item-total correlation greater than 0.50 and the a did not increase with the

deletion of a single item.

Inventory of Prolonged Grief for Adolescents

Cronbach’s a for the adolescents in Sample 1 was 0.93,in Sample 2 was 0.96, and in Sample
3 was 0.93. For the combined adolescent samples (N =153), the a was 0.94. In the combined
samples the item-total correlations were all positive and ranged from 0.27 (item 16) to
0.75 (item 9). Twenty items had item-total correlation greater than 0.50 and the a did not

increase with a deletion of a single item.
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Temporal Stability

Inventory of Prolonged Grief for Children
The test-retest correlation for the 18 children from Samples 2 and 3 who completed the

IPG-C twice with a four to six weeks interval was r = 0.88 (p < 0.001).

Inventory of Prolonged Grief for Adolescents
The test-retest correlation for the 20 adolescents from Samples 2 and 3 who completed the

IPG-C twice with a four to six weeks interval was r=0.72 (p < 0.001).

Concurrent Validity

Inventory of Prolonged Grief for Children

Correlations of the IPG-C with the CDI, CPSS, and CBCL scores for the combined children
from Samples 2 and 3 are shown in Table 2.3. As predicted, the IPG-C was significantly and
positively correlated with indices of depression (CDI) and PTSD (CPSS). Unexpectedly, IPG-C

scores were not significantly correlated with CBCL scores.

Inventory of Prolonged Grief for Adolescents

Correlations of the IPG-A with the CDI, CPSS, CBCL, and YSR scores for the combined
adolescent from Samples 2 and 3 (N = 90) are also shown in Table 2.3. As predicted, the
IPG-A was significantly and positively correlated with measures of depression (CDI) and
posttraumatic stress (CPSS), with scores on the CBCL, and with self-rated Internalising
Problems and the Total Problems score on the YSR. Unexpectedly, IPG-A scores were

unrelated to Externalising scores on the YSR.

Convergent and Divergent Validity

Inventory of Prolonged Grief for Children

Correlations of the IPG-C with the EGI subscales for the children from Samples 2and 3 (n =
135) are shown in Table 2.3. As predicted, the IPG-C was more strongly associated with the
Childhood Traumatic Grief subscale than with the Ongoing Presence and Positive Memories
subscales. Differences between correlations were significant (r = 0.86 versus r = 0.52; t =
7.01,p <0.001, and r=0.86 versus r = 0.38; t =8.81, p <0.001).



Table 2.3 Correlations Between Study Measures among Children and Adolescents from Samples
2and3

IPG-C IPG-A

r n r n
Posttraumatic Stress (CPSS) 0.78** 135 0.76** 90
Depression (CDI) 0.62** 134 0.69%* 90
Childhood Traumatic Grief (EGI) 0.86** 135 0.91** 89
Ongoing Presence (EGI) @52 135 0.30% 89
Positive Memories (EGI) 0.38** 135 0.21 89
Internalising Problems (CBCL) 0.09 134 0.33* 83
Externalising Problems (CBCL) 0.05 134 0.36% 83
Total Problems (CBCL) 0.11 134 0.40%* 83
Internalising Problems (YSR) = - 0.62** 84
Externalising Problems (YSR) - - 0.21 84
Total Problems (YSR) - - 0.49%* 84

Note. Samples sizes differ due to occasional missing values. CDI = Children’s Depression Inventory. CBCL =
Child Behaviour Checklist. CPSS = Child Posttraumatic Stress Disorder Symptom Scale. EGI = Extended Grief
Inventory. IPG-C = Inventory of Prolonged Grief for Children. YSR = Youth Self Report.

*p <0.01.** p <0.001.

Inventory of Prolonged Grief for Adolescents

Table 2.3 also shows correlations of the IPG-A with the EGI subscales for adolescents from
Samples 2 and 3 (N = 90). As predicted, the correlation with the Childhood Traumatic Grief
subscale was higher than with the Ongoing Presence and Positive Memories subscales.
Again, differences between correlations were significant (r= 0.91 versus r = 0.30; t = 9.35,
p <0.001,and r=0.91 versus r=0.21; t = 9.86, p < 0.001).

Incremental Validity

Inventory of Prolonged Grief for Children

Among the children from Samples 2 and 3 (n = 135), higher scores on the impairment in
functioning item of the IPG-C (item 28) were significantly correlated with the summed
score of the other 29 items of the IPG-C: r = 0.54, p < 0.001. Regression analysis showed
that - when controlling for the shared variance between scores on the IPG-C (without item
28), the CDI, and the CPSS - IPG-C scores ( = 0.26, t = 2.29, p < 0.05), but not scores on the
CDI(B=0.19,t=1.81,p < 0.10) and the CPSS (3 =0.21, t = 1.67, p < 0.10) predicted scores

on this impairment in functioning item.
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Inventory of Prolonged Grief for Adolescents

Similarly, among the adolescents from Samples 2 and 3 (n = 90), higher scores on the
impairment in functioning item from the IPG-A (item 28) were significantly correlated with
higher total scores on the IPG-A (omitting this particular item); r=0.64, p < 0.001. Regression
analysis showed that — when controlling for the shared variance between scores on the
IPG-A (without item 28), the CDI, and the CPSS -IPG-A scores (B =0.39, t = 2.84, p < 0.01),
but not scores on the CDI ( = 0.08, t = 0.64, p = 0.53) and the CPSS (3 =0.21,t=1.49,p =

0.14) predicted scores on this item.

Demographic and Loss Related Correlates of PGD Severity

Inventory of Prolonged Grief for Children

In the combined children samples from Samples 1, 2, and 3 (N = 169) scores on the IPG-C
varied as a function of time from loss (r=-0.22, p < 0.05) with lower scores being observed
among those further removed from their loss. Scores did not vary as a function of age,

gender, relationship to the deceased, cause of death, and expectedness of the death.

Inventory of Prolonged Grief for Adolescents
In the combined adolescent samples from Samples 1, 2, and 3 (N = 153) scores on the
IPG-A also varied as a function of time from loss (r =-0.23, p < 0.05) but none of the other

background and loss-related variables that we assessed.

DISCUSSION

The aim of the present study was to examine psychometric properties of two questionnaires
for the assessment of PGD symptoms among children (aged 8 to 12 years) and adolescents
(aged 13 to 18 years), called the IPG-C and IPG-A respectively. Is doing so, we also aimed
to enhance knowledge about the phenomenology and correlates of PGD symptoms in
these groups. The questionnaires were adjusted versions of the 30-item revised Inventory
of Complicated Grief (ICG-R), a scale originally developed by Prigerson and Jacobs (2001)
to assess PGD in adults. The main findings can be summarised as follows.

First, it was found that both the IPG-Cand IPG-A represented one underlying dimension
of PGD symptom severity. These findings are consistent with prior research among children
and adolescents (e.g., Melhem et al., 2007) and adults (e.g., Boelen et al., 2003; Boelen &

Hoijtink, 2009) which have also shown that PGD symptoms form a unidimensional construct.



Second, Cronbach’s alphas of both questionnaires were high, further supporting that the
variety of emotional (e.g., yearning), behavioural (e.g., avoidance), cognitive (e.g., reduced
sense of meaning), interpersonal (e.g., reduced trust), and experiential (e.g., seeing the
lost person) symptoms form a unitary and internally consistent construct. Third, test-retest
analyses showed that the endorsement of items was stable across a six-week period.

The fourth main finding was that higher scores on the IPG-C and IPG-A were
significantly correlated with symptoms of depression and PTSD, attesting to the concurrent
validity of both questionnaires. Notably, among children, scores on the IPG-C were not
significantly correlated with their parent’s rating of Internalising and Externalising Problems
as indexed by the CBCL. However, among adolescents, scores on the IPG-A were in fact
correlated with CBCL-scores. These findings can be interpreted as indicating that parent’s
estimation of the severity of loss related problems of their offspring is more accurate when
these children are older (i.e., > 12 years). Moreover, the findings suggest that it is important
to be able to have young children (i.e., < 13 years) report about their own grief, instead of
solely relying on their parents’observation of their degree of emotional suffering following
loss. The finding that parents seem more aware of the suffering of adolescents than of
children seems unexpected. It is notable though, that this may be due to the composition
of the present study groups. That is, the combined adolescents from Samples 2 and 3
included relatively more participants who sought help at outpatient clinics (i.e., 64/90 =
71%) compared to the combined children (i.e., 37/137 = 27%).To the extent that adolescents
who seek help are more inclined to communicate about their feelings than children who
do not seek help, it is likely that parents of adolescents were more aware of their children’s
suffering than were parents of younger children. At the same time, it is also possible that
parents are generally more aware of the possible devastation a loss may bring about, and
more inclined to monitor the effects thereof, when their children are older.

We also examined the correlations of the IPG-C and IPG-A with symptoms of
Childhood Traumatic Grief, and the experience of‘'Ongoing Presence’and Positive Memories’
as tapped by the EGI (Brown & Goodman, 2005). As predicted, both the IPG-C and IPG-A
were more strongly associated with Childhood Traumatic Grief — a construct that is similar
to PGD - than with a sense of ongoing presence and positive memories of the lost person,
constructs that are different from PGD symptoms. These findings support the convergent
and divergent validity of the IPG-C and IPG-A. Furthermore, these findings indicate that PGD
symptoms in children and adolescents are phenomenologically similar to combination of
griefand posttraumatic stress symptoms implicated in the concept of Childhood Traumatic
Grief. Findings obtained with the EGI should be interpreted with some caution, given that

the internal consistencies of its subscales were not very strong.
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Our findings also revealed that scores on the IPG-C and IPG-A were significantly
correlated with the degree to which participants reported impairments in functioning as a
result of the loss. These associations remained significant when controlling for concomitant
depression and PTSD symptom severity. These particular findings provide initial support
for the incremental validity of the IPG-C and IPG-A. Moreover, they are in keeping with
prior findings among children and adolescents (Melhem et al., 2007) and adults (Boelen
& Prigerson, 2007; Bonanno et al., 2007) that PGD symptoms have a specific linkage with
impairments in functioning beyond symptoms of depression and posttraumatic stress.

In our final rounds of analyses, we found that scores on the IPG-C and IPG-A were lower
among children and adolescents that were further removed from their loss, but did not
vary as a function of other demographic and loss related variables, including age, gender,
and mode and expectedness of the death. Again, these findings are fully consistent with
findings from Melhem et al. (2007). Although more studies are needed to further elucidate
possible correlates and risk factors for increased PGD severity in children and adolescents,
these findings suggest that factors other than demographic variables and aspects of the
loss event — possibly including cognitive behavioural variables such as thinking and coping
styles —are more important determinants of PGD symptom severity (cf. Boelen & Spuij, 2008).

Altogether, the present findings suggest that the IPG-C and IPG-A are reliable and valid
tools to examine PGD symptomatology among children and adolescents. Thus, both scales
may be used in future research examining causes and consequences of PGD in these groups,
as well as in treatment studies examining the effectiveness of bereavement interventions
for youths. Moreover, the findings enhance our knowledge of the phenomenology of
childhood PGD in showing that PGD symptoms form a unidimensional construct that is
associated with depression, PTSD, functional impairments, and - at least among adolescents
older than 12 years of age — with the severity of Internalising and Externalising Problems
as observed by their parents.

Some limitations should be taken into account when interpreting the present
findings. First and foremost, both the IPG-C and IPG-A are adjusted versions of an adult
measure of PGD, the ICG-R. Consequently, the conceptualisation of childhood PGD as
examined in this study is an extension of PGD as defined in adults (Prigerson et al., 1999;
Prigerson & Jacobs, 2001). It would be useful for future studies to investigate if there are
other symptoms, beyond those included in the item pool of the ICG-R, that are also, or
even more specifically indicative of problematic grief among youths. Second, the present
study tested Dutch versions of the IPG-C and IPG-A. Although it is conceivable that the
present findings are generalisable to other Western, including English speaking, cultures,

the psychometric properties of versions of the questionnaires in other languages remain



to be tested. Third, given the variety of methods of recruitment, most of the analyses we
conducted relied on a rather heterogeneous group of children and adolescents. Thus, it
would be interesting for future studies to further examine psychometric properties of the
IPG-C and IPG-A, and — more generally - the phenomenology of childhood PGD, in more
specified and homogeneous groups (e.g., children suffering severe emotional problems
following loss). As a related point, although the cultural background of participants was
not systematically assessed, it was our impression that most participants had a Western
origin. Thus, generalisation of the present findings to non-Western subgroups remains to
be determined. Fourthly, CBCLs for participants from Samples 2 and 3 were completed
by parents. Because of their own grief, these parents possibly were not the most reliable
informants of their children’s problems. Thus, it would be relevant for future studies to
correlate PGD severity with indices of children’s impairments rated by other, more distant
informants such as teachers. A final pointis thatin Samples 2 and 3, participants completed
questionnaires with the possible assistance of a student or their therapist respectively. Such
assistance was not present in Sample 1. Although this likely has not affected the current
findings (particularly since most analyses were based on data from Samples 2 and 3) future
studies should preferably provide assistance to all participants comprising the study group.

Notwithstanding these considerations, the current findings indicate that PGD
symptoms can bereliably assessed among children and adolescents, using adjusted versions
of the ICG-R (Boelen et al., 2003; Prigerson & Jacobs, 2001). The current study findings
also provide further evidence of the existence and clinical significance of PGD symptoms
among children and adolescents. Further studies are needed to examine causes, correlates,
and consequences of these symptoms and, taking into account the lack of effective
interventions for childhood grief (Currier, Holland, & Neimeyer 2007), useful treatments
for these symptoms. The importance of such studies is stressed by the fact that, as noted,
working groups preparing DSM-5 are considering inclusion of a new category for a specific
disorder of grief in this influential diagnostic system (see APA, 2011).
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Appendix 2.1

English Translations of the Dutch Inventory of Prolonged Grief for Children

(IPG-C) and Dutch Inventory of Prolonged Grief for Adolescents (IPG-A)

IPG-C

IPG-A

[ )NV, S SV}

20
21

22
23
24
25
26
27

28

29

30

That he/she died, feels as something that has torn
everything apart.

I find it hard to do the things | normally do,
because | think of him/her so much.

Thinking of him/her confuses me

It feels difficult that s/he died; | think it's not fair.

I would like to be with him/her.

| want to go to places that are related to him/her.

I am angry about his/her death.

| cannot believe that s/he died.

His/her death has scared me; | am totally upset
by it.

| find it difficult to trust other people since he/she
has died.

I find it difficult to love other people since he/
she died.

| do or feel the same things as he/she did.

| don’t want to think about the fact that he/she
is dead.

| feel no interest in things since he/she died.
| hear his/her voice speak to me.

| see him/her stand in front of me.

It feels as if nothing really touches me.

It feels unfair that | am still alive while he/she is
dead; | feel guilty about that.

| continue to feel angry about his/her death.

| am jealous of people who did not lose someone.

I think that the future has no purpose without
him/her.

| feel very alone since he/she died.

My life can only be pleasant if he/she is around.

It feels as if a part of me is dead.

It feels as if his/her death has changed everything.
| feel less safe since he/she died.

| have no control over things happening in my
life.

I am doing worse (in school and with friends)
since he/she died.

| am more easily angry, nervous and scared since
he/she died.
| sleep poorly, since he/she died.

Idem.

I think of him/her so often, that it’s hard for me to
do the things | usually do.

Memories of him/her upset me.
I find it hard to accept that he/she is dead.
I long for him/her.

| seek out and feel attracted to places and things
that are associated with him/her.

Idem.
| can hardly believe that he/she died.

| feel numb or overwhelmed by his/her death; |
am totally upset by it.

Idem.

| feel unable to love other people or feel distant
from other people, since he/she died.
Idem.

| do everything to avoid thinking about the fact
that he/she is dead.

Life feels empty or meaningless since he/she died.
Idem.
Idem.
Idem.

| feel guilty about the fact that | am still alive
while he/she is dead.

| feel bitter and angry inside, because of his/her
death.

Idem.
Idem.

| feel lonely since he/she died.

Life feels meaningless without him/her.

It feels as if part of me has died with his/her death.
Idem.

Idem.

Since he/she died, it feels as if | cannot control
things happening in my life.

Since he/she died, my functioning in different

areas is impaired (for instance my functioning in
school, with friend, in my job).

| feel tensed and easily annoyed since he/she
died.

Idem.
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ABSTRACT

Studies among adults have shown that symptoms of Prolonged Grief Disorder (PGD) are
distinct from those of bereavement-related depression and Posttraumatic Stress Disorder
(PTSD). This study was an attempt to replicate that finding in two distinct samples of
bereaved children (N = 197; aged 8 to 12 years) and adolescents (N = 135; 13 to 18 years),
confronted with the death of a parent, sibling or other close relative. Using confirmatory
factor analyses, we compared the fit of a one-factor model with the fit of a three-factor
model in which symptoms formed three distinct, correlated factors. In both samples,
findings showed that the model in which symptoms of PGD, depression, and PTSD loaded
on separate factors was superior to a one-factor model and displayed excellent model fit.
Summed scores on the PGD, depression, and PTSD items were significantly associated with
functional impairment, attesting to the concurrent validity of the PGD, depression, and PTSD
factors. The current findings complement prior evidence from adult samples that PGD is a
distinct syndrome and suggest that PGD symptoms should be addressed in the assessment

and treatment of bereaved children and adolescent seeking help following their loss.



INTRODUCTION

There is growing evidence that the death of a loved one can precipitate the development
of different forms of psychopathology, including depressive and anxious symptoms and
syndromes, and Prolonged Grief Disorder (PGD), also named Complicated Grief (Bonanno
et al., 2007; Prigerson et al., 2009; Shear et al., 2011). PGD is a syndrome that includes
persistent, disruptive yearning, trouble accepting the death, detachment, excessive
bitterness, difficulties to move on, and a sense that the loss has shattered one’s view of self,
life, and future, present to the point of dysfunction beyond six months post loss (American
Psychiatric Association [APA], 2012; Prigerson et al., 2009; Shear et al., 2011).

Evidence of the existence and clinical significance of PGD has mainly been gathered
in adult samples. Nonetheless, there is growing evidence that PGD symptoms can also
occur in bereaved children and adolescents. For instance, in a study among 146 (11- to
23-year-old) friends and acquaintances of suicide victims, Melhem et al. (2004) found that
symptoms of what they called ‘traumatic grief’ assessed as six months post loss clustered
together and predicted symptom levels of depression and Posttraumatic Stress Disorder
(PTSD) at subsequent assessments. In another study among 129 parentally bereaved
children (aged 7 to 18 years), PGD symptoms were associated with significant functional
impairment beyond concurrent depression and PTSD (Melhem, Moritz, Walker, Shear, &
Brent, 2007).

Findings that PGD symptoms predict health impairments over and above other
forms of distress (e.g., depression and PTSD) attest to the incremental validity of PGD.
However, the phenomenology of dysfunctional grief in children and adolescents is still
not very well understood. For instance, in contrast with the adult literature (Bonanno et
al., 2007; Prigerson et al., 2009; Shear et al.,, 2011) few studies have examined the factorial
distinctiveness of PGD in children and adolescents. Such research is important because it
can enhance our knowledge of the generalisability of adult findings to younger bereaved
individuals. This is timely given upcoming revisions of the Diagnostic and Statistical Manual
of Mental Disorders (DSM) to create the fifth edition (DSM-5) that is likely to include a
new disorder of grief (APA, 2012; Boelen & Prigerson, 2012a). Moreover, research on the
distinctiveness versus overlap of PGD, depression, and anxiety in bereaved children and
adolescents can inform theorising and research about underlying mechanisms of post loss
psychopathology and the development of methods for the assessment and treatment of such
psychopathology.

There are only a few studies which have addressed the distinctiveness of PGD in

children and adolescents. For instance, Melhem et al. (2004) subjected items of the Texas
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Revised Inventory of Grief (TRIG; Faschingbauer, Zisook, & DeVaul, 1987) to principal
component analysis and found these items to cluster together into one cluster of traumatic
grief and a second cluster of what they called ‘milder or even normal grief reactions’ (p.
1411). Dillen, Fontaine and Verhofstadt-Deneéve (2009) conducted two studies, one among
14- to 18-year-old adolescents confronted with the death of a grandparent, and a second
among 12- to 19-year-old adolescents confronted with losses of different relatives. Both
studies indicated that symptoms of PGD, depression, and anxiety clustered into three
distinct factors. These studies provide preliminary support of the distinctiveness of PGD.
Nonetheless, the study by Melhem et al. (2004) is limited by its reliance on exploratory (and
not confirmatory) factor analysis and the use of the TRIG that was developed as a measure
of normal grief, not PGD (Neimeyer, Hogan, & Laurie, 2008). The two studies by Dillen et
al. (2009) are limited by the fact that they only relied on children confronted with the loss
of a grandparent (Study 1), did not examine the PGD distinctiveness in younger children,
below 12 years of age (Study 2), and included no assessment of PTSD symptoms (Studies
1 and 2) which leaves the distinctiveness of PGD and PTSD still unexamined.

The aim of the current analyses was to address gaps in the research literature with
regard to the phenomenology of bereavement-related emotional distress in children and
adolescents. To this end, we examined the distinctiveness of symptoms of PGD, PTSD,
and depression, in separate samples of 8- to 12-year-old children and 13- to 18-year-old
adolescents, all confronted with the death of a parent, sibling, or other close loved one.
Two related reasons guided our decision to conduct analyses in separate samples; the
first is that the cognitive capacity to verbalise and contemplate the consequences of loss
differs between children in primary versus secondary education (Dowdney, 2005), the
second is that, accordingly we used two different (though strongly similar) measurement
instruments to assess PGD symptoms among 8- to 12-year-old children and 13-to 18-year-
old adolescents, respectively (Spuij et al., 2012) (see below).

Using confirmatory factor analysis (CFA), our first aim was to test the prediction that
a three-factor model with symptoms loading on three distinct factors of PGD, depression,
and PTSD, would be more suitable than a one-factor model. Our second aim was to examine
associations between PGD, depression, and PTSD symptom-clusters on the one hand and
indices of functional impairment on the other. We expected that the three symptom-clusters

would all be correlated with functional impairment.



METHOD

Participants and Procedure

Data were available from 332 children and adolescents, aged 8 to 18 years. Approximately,
half of all participants were recruited via lay mental health care workers who organise
individual support and mutual support groups for bereaved children and adolescents.
Other participants were recruited via outpatient mental health clinics in the Netherlands.
Questionnaires administered for the present study were completed in the presence of either
aresearch assistant or a health care worker. Assent was obtained from children (aged 8 to
12 years), and informed consent from parents and adolescents (aged 13 to 18 years). For
the present study, separate analyses were conducted with data from N =197 children (8 to
12years)and N =135 adolescents (13 to 18 years). Characteristics of participants are shown
in Table 3.1. Most participants had suffered the death of a parent, mostly due to an illness.

Measures

Demographic and loss related variables

We registered the participant’s age and gender and collected information about the
relationship to the deceased (categorised as mother, father, sibling, or other loved one),
cause of death [loss was due to illness, a violent cause (accident, suicide, homicide),
unexpected medical cause (e.g., heart attack), or some other cause], whether the death

was experienced as unexpected (yes/no), and the time passed since the death occurred.

Inventory of Prolonged Grief for Children (IPG-C) and Inventory of Prolonged Grief for
Adolescents (IPG-A)

PGD items were taken from the IPG-C and IPG-A. The IPG-C and IPG-A are both 30-item
questionnaires, designed to assess symptoms of PGD among children and adolescents,
respectively. Both measures are based on the Inventory of Complicated Grief designed
to assess PGD among adults (Prigerson & Jacobs, 2001). The IPG-C and IPG-A are very
similar, although the wording of some of the items differs between the versions. Sample
items include “/ want to go to places that are related to him/her","I find it difficult to love other
people since she/he died” (IPG-C), and “I seek out and feel attracted to places and things that
are associated with him/her","I feel unable to love other people or feel distant from other people,
since she/he died” (IPG-A). Respondents rate the frequency of each symptom in the preceding
month, on 3-point scales (1 = almost never, 2 = sometimes, 3 = always). A recent study by
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Table 3.1 Demographic Variables, Loss Related Characteristics, and Symptom Scores in Children

and Adolescents Samples

Children Adolescents
(N=197) (N=135)
Demographic characteristics
Gender (N (%))
Boys 99 (50.3) 44 (32.6)
Girls 98 (49.7) 91 (67.4)
Age (years) (M (SD); range) 9.9(1.3); 8-12 14.9(1.5); 13-18
Loss characteristics
Deceased is (N (%))
Mother 38(19.3) 42 (31.1)
Father 123 (62.4) 63 (46.7)
Sibling 16 (8.1) 13 (9.6)
Other relative 17 (8.6) 15(11.1)
Cause of death is (N (%))
Iliness 105 (53.3) 77 (57.0)
Violent (accident, suicide, homicide) 48 (24.4) 26 (19.3)
Unexpected medical cause 34 (17.3) 28 (20.7)
Other cause 8(4.1) 4(3.0)
Experienced loss as unexpected? (N (%))
Yes 57 (28.9) 46 (34.1)
No 140 (71.1) 86 (63.7)

Time since loss (months) (M (SD); range)

Symptom severity scores

31.7 (23.6); 1-119

34.0 (28.4); 2-119

Prolonged Grief (IPG) 50.8(11.2) 50.3 (12.8)
Depression (CDI) 6.4 (6.6) 12.8(7.5)
PTSD (CPSS) 13.3(9.4) 14.5(10.7)

Note. Samples sizes differ due to occasional missing values. CDI =
Child Posttraumatic Stress-Disorder Symptom Scale. IPG =

Children’s Depression Inventory. CPSS =

Inventory of Prolonged Grief.

*p <0.05. % p < 0.01. ** p < 0.001.

Spuij et al. (2012) supported the psychometric properties of both questionnaires. In the
current study, the IPG-C yielded an a of 0.91 and the a of the IPG-A was 0.94.

Child PTSD Symptom Scale (CPSS)

Symptoms of PTSD were measures with the CPSS, a 24-item self-report questionnaire with
17 items corresponding to symptoms of PTSD as defined in DSM-IV (APA, 2000), all rated on
4-point scales ranging from 0 (not at all/only once a week) to 3 (almost always/five or more

times a week), and 7 items tapping functional impairment resulting from these symptoms,



dichotomously rated as absent or present. The index event was defined as‘the death of your
loved one’ The CPSS was constructed by Foa, Johnson, Feeny and Treadwell (2001; Dutch
translation by Engelhard, 2005) and has adequate psychometric properties. The alphas for
the 17 symptoms and 7 functional impairment items in the children sample were 0.88 and
0.66, respectively. In the adolescent sample, the alphas were 0.92 and 0.67, respectively.

Children’s Depression Inventory (CDI)

Symptoms of depression were taken from the 27-item CDI (Kovacs, 2003; Timbremont,
Braet, & Roelofs, 2008). Each item contains three statements representing depressive
symptoms at increasing levels of severity from which respondents select the statement that
best describes their feelings in the preceding week, scored on a 0 to 2 scale, representing
increasing symptom severity. In the children and adolescent sample alphas were 0.85 and

0.87, respectively.

Statistical Analyses

Constraints of the sample sizes limited the number of items that could be included in the
analyses. Consequently, we selected five items from each of the three symptom measures.
Items for the factors were selected before any of the models were tested. Specifically, from
the IPG-C and IPG-A we selected the ‘yearning/longing’item, which is seen as a hallmark
symptoms of PGD, and four items which are all included in the symptom criteria proposed
by Prigerson et al. (2009) and were among the items most highly correlated with the IPG-C
and IPG-A total scores. For the PTSD factor, we selected two items from the reexperiencing
cluster, two items from the avoidance cluster, and one item from the (hyperarousal cluster)
that were most strongly correlated with the total score of each symptom cluster. Finally,
from the CDI we selected five items that represented DSM criteria for a depressive episode
and were among the items most highly correlated with the CDI total score. Items are shown
in Table 3.3.

To test the prediction that a three-factor model with symptoms loading on three
distinct factors of PGD, depression, and PTSD would be more suitable than a one-factor
model, CFA was conducted using Mplus-6.12 (Muthén & Muthén, 2007). As item scores
were non-normally distributed, a robust weighted least squares (WLSMV) estimator was
used. As missing data were rare (i.e., a maximum of 2% per item) and completely at random,
participants with missing data were included in the model estimations using full information
maximum likelihood estimation (Enders & Bandolos, 2001). Goodness-of-fit was evaluated

using the comparative fit index (CFI), Tucker-Lewis index (TLI), and root mean square error
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of approximation (RMSEA). Although there is little consensus on cut-off values for adequate
fit (Lance, Butts, & Michels, 2006), conventional guidelines were followed whereby fit is
considered adequate if CFland TLI values are > 0.90, and RMSEA is < 0.05. x? difference tests,
calculated using the DIFF TEST option of Mplus-6.12 (Muthén & Muthén, 2007), were used to
compare the fit of competing models. To examine associations between PGD, depression,
and PTSD factor scores on the one hand, and CPSS functional impairment scores on the

other hand, correlation and regression analyses were conducted.

RESULTS

Descriptive Statistics

Mean scores on the symptom measures of PGD, depression, and PTSD are shown in Table
3.1. Compared with reference groups for the IPG-C and IPG-A (Spuij et al., 2012), the CDI
(Kovacs, 2003; Timbremont et al., 2008), and CPSS (Foa et al., 2001), the current samples

seemed best described as subclinical, rather than clinical samples.

Confirmatory Factor Analyses

Outcomes of the CFA among children showed that the three-factor model with symptoms
loading on three distinct but correlated factors fit significantly better than the unitary model
(Ax? =43.708, Adf = 3, p < 0.001). Fit estimates (shown in Table 3.2) showed that the three-
factor model fits very well to the data as indexed by, for instance, a non-significant x* and
very low RMSEA value. Correlations between factors were 0.54 for PGD with depression,
0.84 for PGD with PTSD, and 0.67 for depression with PTSD.

Table 3.2 Fit Statistics for Competing Models of the Factor Structure of Prolonged Grief,
Depression, and Posttraumatic Stress Symptoms

Samples and models X2 DF p x*/df TLI CFI RMSEA
Children
One-factor model 140.941 90 0.0005 1.57 0.939 0.947 0.054
Three-factor model 75.355 87 0.8090 0.87 1.015 1.000 0.000

Adolescents
One-factor model 132.298 90 0.0025 1.47 0.919 0.934 0.059
Three-factor model 94.412 87 0.2753 1.09 0.962 0.988 0.025

Note. CFl = comparative fit index; RMSEA = root mean square error of approximation; TLI =Tucker-Lewis index.



Similarly, outcomes of the CFA among adolescents showed that the three-factor
model fits significantly better than the unitary model (Ax? = 27.965, Adf = 3, p < 0.001). Fit
estimates (Table 3.2) showed that the three-factor model again fits very well to the data
as indexed by, for instance, a non-significant x? and very low RMSEA value. Correlations
between factors were 0.54 for PGD with depression, 0.80 for PGD with PTSD, and 0.66 for
depression with PTSD.

Table 3.3 shows standardized factor-loadings from the three-factor models in both
samples. All items loaded highly (> 0.40) on their respective factors. Cronbach’s alphas of
the items constituting each cluster were all > 0.70, except the a of the depression items in

the children’s sample, which was 0.58.

Associations of PGD, Depression, and PTSD Factor Scores with Functional
Impairment

Items on the three factors were summed to obtain PGD, depression, and PTSD factor scores.
In the children sample (N = 197), the functional impairment score from the CPSS was
significantly correlated with the PGD factor score (r = 0.41), the depression factor score (r
= 0.34), and the PTSD factor score (r = 0.46, ps < 0.001). When the three factor scores were
simultaneously entered in a regression equation predicting CPSS functional impairment, a
significant model emerged [F(3,194) = 22.70, R? = 26%, p < 0.001], in which the PGD factor
score (B =0.19, t = 2.48, p < 0.05), the depression factor score (f = 0.15, t = 2.14, p < 0.05),
and the PTSD factor score (3 =0.29, t=3.63, p < 0.01) all explained unique variance in CPSS
functional impairment.

In the adolescent sample (N = 135), the functional impairment score from the CPSS
was also significantly correlated with the PGD (r = 0.42), depression (r = 0.44), and PTSD
factor-scores (r=0.55, ps < 0.001). A regression analysis in which the CPSS impairment scores
were regressed on factor scores entered together yielded a significant model [F(3,134) =
21.91, R? = 33%, p < 0.001). The PTSD factor-score (3 = 0.38, t = 4.03, p < 0.01), and, as a
trend, the depression factor (3 = 0.16, t = 1.79, p < 0.08), but not the PGD factor ($ = 0.13,
t=1.50, p = 0.14) predicted unique variance in CPSS impairment scores.

Associations of PGD, Depression, and PTSD Factor Scores with Back-
ground and Loss-related variables

We examined if the PGD, depression, and PTSD factor scores varied as a function of

demographic variables (age, gender) and loss-related variables (kinship, cause of death,
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unexpectedness of death, and time since loss). In the children sample, no significant
associations emerged, except for a negative correlation between the PTSD factor score and
age (r=-0.23,p < 0.001). In the adolescent sample, age was positively correlated with PGD
(r=0.19), depression (r = 0.20), and PTSD (r=0.17, ps < 0.05). In addition, girls had higher
scores than boys on the PGD factor (M =9.9, 5D =2.4vs.M=8.6,5D = 2.6; F(1, 134) =7.48,
p <0.01, d=0.53), the depression factor (M =3.1,SD=19vs M=1.7,SD=1.8; F(1,134) =
16.16, p < 0.001, d = 0.76), and the PTSD factor (M =3.9,SD =3.2 vs. M= 2.6, SD = 2.8; F(1,
134) =5.49, p < 0.01, d = 0.43). No other significant associations emerged between factor

scores and the loss related variables in the adolescent sample.

DISCUSSION

The aim of the present study was to examine the distinctiveness and correlates of PGD,
depression, and bereavement-related PTSD in bereaved children and adolescents. The main
finding of this study was that, in both these groups, CFA showed that a model in which
symptoms of PGD, depression, and PTSD loaded on three factors was superior to a unitary
model and had good excellent fit-estimates. Correlations between factors were moderate,
indicating that the symptom clusters represent distinguishable, but related constructs.

The current findings extend prior research in adult samples (Boelen & Prigerson,
2012a; Bonanno et al., 2007; Prigerson et al., 2009; Shear et al., 2011) and children and
adolescent samples (Dillen et al., 2009; Melhem et al., 2004) which have shown that
symptoms of intense yearning, difficulties to accept the loss, anger, and a sense that life is
meaningless constitute a unique cluster of grief symptoms that can be distinguished from
other emotional symptoms that can occur post loss. The few prior studies among bereaved
children that tested the distinctiveness of PGD were limited by their reliance on exploratory
analyses, on children exposed to grandparental loss, relatively older children, and inclusion
of generic measures of anxiety rather than PTSD (Dillen et al., 2009; Melhem et al., 2009).
Thus, the present findings are an important extension of these prior findings by showing
that the distinctiveness of PGD from its diagnostic‘nearest neighbors’ (i.e., syndromes from
DSM which are phenomenologically close to PGD) is generalisable across a wide range
covering childhood and adolescence.

A second main finding was that, in both the children and adolescent samples, summed
scores of the PGD, depression, and PTSD items were all significantly associated with a
measure of functional impairment obtained from the CPSS. This attests to the concurrent

validity of the three factors. In the children sample, the PGD, depression, and PTSD factor
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scores predicted unique variance in functional impairment when controlling for the shared
variance between the three factor scores. In the adolescent sample, the PTSD factor was the
single factor explaining unique variance in functional impairment. The findings could be
taken to indicate that symptoms of PGD have a more specific invaliding impactin children
compared to adolescents, and that symptoms of PTSD are relatively more invalidating in
this later group. Yet, this conclusion seems premature, taking into account that our analyses
relied on a single index of functional impairment, which was part of the PTSD measures, and
that the size of the adolescent sample may have been too small to detect unique significant
associations between PGD and functional impairment. Thus, future studies are needed to
further examine this aspect of incremental validity of PGD in adolescents.

There are other limitations that should be taken into account. All data were obtained
from self-report measures. It is possible that model fit and patterns of associations with other
variables would have been different in case data were obtained from interview measures.
A further limitation is that, given the variety of methods of recruitment, analyses relied on
a rather heterogeneous group of children and adolescents. Thus, it would be interesting
for future studies to further examine the factor structure and correlates of loss related
emotional symptoms following loss in more specified and homogeneous groups (e.g.,
children suffering severe emotional problems following loss). Finally, because of constraints
of the sample size, we could only include a limited number of PGD symptom criteria in our
analyses. The distinctiveness of the more complete list of PGD symptoms thus requires
further research with larger samples.

Notwithstanding these limitations, the results of this study provide further evidence
that the complications of bereavement in children and adolescents may include symptoms
of PGD that constitute a clinical entity that is distinct from bereavement related depression
and PTSD. These findings seem particularly timely given that a new disorder of grief will
possibly be included in upcoming revisions of the DSM (APA, 2012; Boelen & Prigerson,
2012b).The results also underscore that different treatment methods may be required for the
various syndromes that may develop in children and adolescents who fail to recover from a
loss. Forinstance, activation-based methods may be indicated for depression, imaginary and
in vivo exposure treatment may be useful for PTSD, and cognitive behavioural interventions
targeting dysfunctional meanings assigned to the loss and maladaptive coping may be
indicated for typical grief related symptoms. The development and evaluation of such

specific treatment methods is an important challenge for future research.



REFERENCES

American Psychiatric Association. (2000). Diagnostic and Statistical Manual of mental disorders (4™ Edition, Text
Revision). Washington: Author.

American Psychiatric Association. (2012). Proposed revision for adjustment disorder. Retrieved April 23,2012
from http://www.dsm5.org/ProposedRevision/Pages/proposedrevision.aspx?rid=367

Boelen, P. A,, & Prigerson, H. G. (2012a). Prolonged Grief Disorder as a new diagnostic category in DSM-5. In
M. S. Stroebe, H. A.W. Schut, & J. Van den Bout (Eds.), Complicated grief: Scientific foundations for health
care professionals (pp. 85-98). London: Routledge.

Boelen, P. A, & Prigerson, H. G. (2012b). Commentary on the inclusion of persistent complex bereavement-
related disorder in DSM-5. Death Studies, 36, 771-794.

Bonanno, G. A, Neria, Y., Mancini, A. D., Coifman, D., Litz, B., &Insel, B. (2007). Is there more to complicated grief
than depression and PTSD? A test of incremental validity. Journal of Abnormal Psychology, 116, 342-351.
doi:10.1037/0021- 843X.116.2.34

Dillen, L., Fontaine J.R.J., & Verhofstadt-Deneéve, L. (2009) Confirming the distinctiveness of complicated grief from
depression and anxiety among adolescents. Death Studies, 33, 437-461.doi: 10.1080/07481180902805673

Dowdney, L. (2005). Children bereaved by parent or sibling death. Psychiatry, 4, 118-122. doi: 10.1383/
psyt.2005.4.9.118

Enders, C. K., & Bandalos, D. L. (2001). The relative performance of full information maximum likelihood
estimation (FIML) for missing data in structural equation models. Structural Equation Modeling, 8, 430-457.

Engelhard, I. M. (2005). The Child PTSD Symptom Scale [Dutch version]. Utrecht: Utrecht University

Faschingbauer, T., Zisook, S., & DeVaul, R. (1987). The Texas Revised Inventory of Grief. In S. Zisook (Ed.),
Biopsychosocial aspects of bereavement (pp. 111-124). Washington: American Psychiatric Press.

Foa, E. B, Johnson, K. M., Feeny, N. C,, & Treadwell, K. R. H. (2001). The Child PTSD Symptom Scale: A preliminary
examination of its psychometric properties. Journal of the American Academy of Child & Adolescent
Psychiatry, 45, 1485-1493. doi: 10.1207/515374424JCCP3003_9

Kovacs, M. (2003). Children’s Depression Inventory (CDI): Technical manual update. North Tonawanda: Multi-
Health Systems.

Lance, C. E., Butts, M. M., & Michels, L. C. (2006). The sources of four commonly reported cutoff criteria: What
did they really say? Organizational Research Methods, 9, 202-220. doi: 10.1177/ 1094428105284919

Melhem, N. M., Day, N., Shear, M. K., Day, R., Reynolds, C. F, & Brent, D. (2004). Traumatic grief among
adolescents exposed to a peer’s suicide. American Journal of Psychiatry, 161, 1411-1416. doi: 10.1176/
appi.ajp.161.8.1411

Melhem, N. M., Moritz, M. P. H., Walker, M. S.W., Shear, M. K., & Brent, D. (2007). Phenomenology and correlates
of complicated grief in children and adolescents. Journal of the American Academy of Child & Adolescent
Psychiatry, 46, 493-499. doi: 10.1097/chi.0b013e31803062a9

Muthén, L. K., & Muthén, B. O. (2007). Mplus user’s guide (5* Edition). Los Angeles: Muthén & Muthén.

Neimeyer, R. A, Hogan, N. S., & Laurie, A. (2008) The measurement of grief: Psychometric considerations in
the assessment of reactions to bereavement. In M. S. Stroebe, R. O. Hansson, H. Schut, & W. Stroebe M.
(Eds.), Handbook of bereavement research and practice: advances in theory and intervention (pp. 133-162).
Washington: American Psychological Association.

uaJp|iyD panealag ul 4sld pue ‘uoissaidaq ‘aod ‘ ¢ 1oadeyd

69



Chapter 3

70

PGD, Depression, and PTSD in Bereaved Children

Prigerson, H. G., Horowitz, M. J., Jacobs, S. C., Parkes, C. M., Aslan, M., Goodkin, K., ... Maciejewski, P. K. (2009).
Prolonged grief disorder: Psychometric validation of criteria proposed for DSM-V and ICD-11. PLoS
Medicine, 6, €1000121. doi: 10.1371/journal.pmed.1000121

Prigerson, H. G., & Jacobs, S. C. (2001). Traumatic grief as a distinct disorder: A rationale, consensus criteria, and
a preliminary empirical test. In M. S. Stroebe, R. O. Hansson, W. Stroebe, & H. Schut (Eds.), Handbook of
bereavement research: Consequences, coping and care (pp. 613-637). Washington: American Psychological
Association.

Shear, M. K., Simon, N., Wall, M., Zisook, S., Neimeyer R, Duan, N., ... Keshaviah, A. (2011). Complicated grief
and related bereavement-issues for DSM-5. Depression and Anxiety, 28, 103-117. doi: 10.1002/da.20780

Spuij, M., Prinzie, P, Zijderlaan, J., Stikkelbroek, Y., Dillen, L., De Roos, C., & Boelen, P. A. (2012). Psychometric
properties of the Dutch Inventories of Prolonged Grief for Children and Adolescents (IPG-C and IPG-A).
Clinical Psychology & Psychotherapy, 19, 540-551. doi: 10.1002/cpp.765

Timbremont, B., Braet, C., & Roelofs, J. (2008). Handleiding Children’s Depression Inventory (herziene versie) [Manual
for Children’s Depression Inventory (revised version)]. Amsterdam: Pearson.



CHAPTER

Symptoms of
Posttraumatic
Stress Disorder in
Bereaved Children
and Adolescents:
Factor Structure
and Correlates

Paul A. Boelen
Mariken Spuij

Journal of Abnormal Child
Psychology (2013), 41,1097-1108.
doi:10.1007/s10802-013-9748-6



Chapter 4 ‘ PTSD in Bereaved Children

72

ABSTRACT

This study investigated the factor structure and correlates of Posttraumatic Stress Disorder
(PTSD) symptoms among children and adolescents confronted with the death of a loved
one.Three hundred thirty-two bereaved children and adolescents (aged 8 to 18 years; 56.9%
girls) who all received some form of psychosocial support after their loss, completed self-
report measures of PTSD, together with measures tapping demographic and loss-related
variables, depression, prolonged grief, and functional impairment. Parent-rated indices of
impairment were also collected. We first evaluated the fit of six alternative models of the
factor structure of PTSD symptoms, using confirmatory factor analyses. Outcomes showed
that the four-factor numbing model (King, Leskinn, King, & Weathers, 1998), with distinct
factors of reexperiencing, avoidance, emotional numbing, and hyperarousal fit the data
best. Of all participants, 51.5% met the fourth edition of the Diagnostic and Statistical
Manual of Mental Disorders (DSM-IV) criteria for PTSD. PTSD status and scores on the PTSD
factors varied as a function of age and gender, but were unrelated to other demographic
and loss-related variables. PTSD-status and scores on the PTSD factors were significantly
associated symptom levels of depression, prolonged grief, and functional impairment.
Findings complement prior evidence that the DSM-IV model of the factor structure of PTSD
symptoms may not represent the best conceptualisation of these symptoms and highlight
the importance of addressing PTSD symptoms in children and adolescents seeking help

after bereavement.



INTRODUCTION

The death of a loved one is one of the most stressful life events that children and adolescents
can experience (e.g., Alisic, Van der Schoot, Van Ginkel, & Kleber, 2008; Breslau, Wilcox,
Storr, Lucia, & Anthony, 2004). Childhood bereavement may precipitate the development
of diverse anxiety and depression syndromes and prolonged grief disorder (e.g., Melhem,
Moritz, Walker, Shear, & Brent, 2007; Prigerson et al., 2009). Prolonged Grief Disorder is a
recently defined syndrome that includes separation distress, disbelief regarding the death,
numbness, and a sense of purposelessness and meaninglessness, present to a disabling and
distressing degree beyond the first half year of bereavement (Prigerson et al., 2009; Shear
etal., 2011). PGD is not an established disorder in the fourth edition of the Diagnostic and
Statistical Manual of Mental Disorders (DSM-IV; American Psychiatric Association [APA],
2000). However, there is growing evidence in studies among children (Melhem et al., 2007;
Melhem, Porta, Shamseddeen, Walker Payne, & Brent, 2011; Spuij, Reitz et al., 2012) and
adults (Boelen & Prigerson, 2013) that symptoms of prolonged grief are distinct from both
depression and posttraumatic stress disorder (PTSD) and are associated with functional
impairment. In light of these findings, prolonged grief disorder will likely be included in the
DSM-5, albeit that it is uncertain how exactly this condition will be named (e.g., Prolonged
Grief Disorder, Complicated Grief, or Persistent Complex Bereavement Related Disorder) and
whether it will be placed in the main text or in the appendix of the DSM-5 (for discussions
see Boelen & Prigerson, 2012; Kaplow, Layne, Pynoos, Cohen, & Lieberman, 2012; Nader &
Layne, 2009; Wakefield, 2012).

PTSD is a relatively well-documented consequence of different types of violent and
nonviolent deaths among children and adolescents. For instance, increased rates of PTSD
symptomatology have been observed among friends of adolescent suicide victims (e.g.,
Brent et al., 1993), children confronted with parental death due to illness (Cerel, Fristad,
Weller, & Weller, 1999; Stoppelbein & Greening, 2000), children of parents who were killed
in the World Trade Center attacks of September 11, 2001 (Brown & Goodman, 2005), and
youth confronted with sudden parental death (Melhem et al., 2007). Although it may seem
strange that nonviolent losses can induce PTSD, circumstances surrounding ‘natural’losses
(e.g., exposure to a dying parent, or distress seen in family members) can be just as‘traumatic’
as circumstances surrounding violent deaths (cf. Kaplow et al., 2012).

Our knowledge about the phenomenology and correlates of PTSD symptoms
following loss in children and adolescents is limited. A first understudied issue is the factor
structure of PTSD symptoms associated with childhood bereavement. Several studies have

examined the factor structure of PTSD symptoms as described in DSM-IV (APA, 2000) and
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have provided evidence that the DSM-IV clustering might not be the best conceptualisation
of PTSD symptoms. For instance, several adult studies have yielded evidence that PTSD
symptoms are better conceptualised as representing two factors (e.g., Buckley, Blanchard, &
Hickling, 1998; Taylor, Kuch, Koch, Crockett, & Passey, 1998) or four factors (e.g., Baschnagel,
O’Connor, Colder, & Hawk, 2005; King et al., 1998; Marshall, 2004; Palmieri, Weathers, Difede,
& King, 2007; Simms, Watson, & Doebbeling, 2002). Similar findings have been obtained in
studies among traumatised children and adolescents (Ford, Elhai, Ruggiero, & Frueh, 2009;
Kassam-Adams, Marsac, & Cirilli, 2010; Saul, Grant, & Carter, 2008). To our knowledge, no
studies have yet examined the factor structure of PTSD symptoms among children and
adolescents confronted with the death of a loved one. Such an examination is important
because it can increase knowledge about the generalisability of the structure of PTSD
symptoms across a broad range of age groups and life events. Moreover, understanding
the structure of PTSD symptoms is important in creating useful diagnostic symptoms that
can inform assessment and treatment (Kassam-Adams et al.,, 2010).

Accordingly, the first aim of this study - conducted in the Netherlands - was to
examine the factor structure of PTSD symptoms among bereaved children and adolescents
(aged 8 to 18 years). We compared the fit of six models that represent the main hypothesised
models of PTSD symptoms from studies among adults, children, and adolescents, using
confirmatory factor analysis (CFA). Models are summarised in Table 4.1. Model 1 was a one-
factor modelin which all 17 PTSD symptoms loaded on a unitary factor. In accord with prior
studies (e.g., Kassam-Adams et al., 2010) this model served as the‘baseline model’ with which
other models were compared. Model 2 was a two-factor model with distinct dimensions of
reexperiencing/avoidance and numbing/hyperarousal. This model has, to our knowledge,
not been tested in children but has received some support in studies with adults (Buckley
etal., 1998; Taylor et al., 1998). Model 3 was the three-factor DSM-IV model with dimensions
of reexperiencing, avoidance, and hyperarousal. This model has received some support in
studies among students exposed to community violence (Foy, Wood, King, & Resnick, 1997)
and children exposed to an earthquake (Bal & Jensen, 2007; Giannopoulou et al., 2006).
Model 4 was the four-factor numbing model in which the avoidance factor from the DSM
model was distinguished into a two-item factor tapping active avoidance and a five-item
factor tapping emotional numbing. This model was originally proposed by King et al. (1998)
and has received substantial support in studies among adults (e.g., DuHamel et al., 2004;
Marshall, 2004). Notably, this model has also received the most supporting evidence in
studies among children and adolescents exposed to trauma (Kassam-Adams et al., 2010).
Model 5 was the four-factor dysphoria model with four dimensions of reexperiencing,

avoidance, dysphoria, and hyperarousal. This model was proposed by Simms et al. (2002)



Chapter4 | PTSD in Bereaved Children

1000 >d «
"9IUBPIOAY = AY "BudUBLIRAXI3Y = JY *SS211S dIIWNRINSO] = d ‘|esholesddAH = AH ‘Buiquin jeuonnow3 = N3 eoydsAg = AQ 910N

«9879  60)S60  (650) 920 99| (90800290 AH/AY  AH  AH  AH  AH/NI  d aess pajessbbexy /1
«OFEE (260)SL0  (09°0) STO L1l (@80)1S0 AH/AY  AH  AH  AH  AH/NI  d adue(IbIIRdAH 91
«008L (901 /9L (€6'0)69°0 €L aryeLt - A AH  AH  AH/NI  d BunenuadUOd BgNoIL G|
«ESPOL (98°0)S9L  (L£0) €50 6lE (L60) LL'L - AD  AH  AH  AH/NI  d 1ebue/Aujiqenu)  p1
«l689  (BLULELL (€01 LLO L0y (aaV 7zl - A AH  AH  AH/NI  d doajs paqumisig €1
«l6T6  (£6'0)680  (8€°0) 600 6€l (580050  AH/AY  AQ NI AV  AH/NI  d aininj pauayioysaiod i
«5T9%6  (S60)60°L  (#S0)+Z0 991 (6800890  AH/AY  AQ NI AY  AH/NI Daye padinsay ||
&OLLL (Z60)¥60  (SE0)0L0 o€l (@80 €50  AH/AY  Ad NI AV AH/NI  d wswydeleg oL
L6LLL @ODELL  (8K0)6L0 '8l (€6'0) 890 - AQ NI  AY  AH/NI  d 1s2091U1J0SSOT 6
«SSLE  (ZO1TE0  (SL0)9€0 S/L (¥6°0) 590 - Ad NI AY  AH/NI 4 uediuenodwi|edai oy Aujiqeu; g
«§8ZL (€0 0Tl (S0) 00 L8l (S6002£0 AH/AN AV AV AV AY/AY d siapuiwal bulplony £
LTIl (€018l (6£0) £SO Y43 (SO60L  AHAY A AN AV AR d siybnoyy Buiplony 9
#6001 (LOLTEL  (€9°0) SE0 L'vT (L6°0) 580 3y EN EN ™ AV d Auanceas jedishyd g
«S8TL  (980)SLL (£0)SLO 6'8€ 6°0) LT'L £ £ £ M AV d sispuiwalieissdn b
«6E°1L (2600660  (55°0) L0 991 (¥8°0) ¥9°0 3y e EN M AV d speqysely €
965y (00460 (99°0) 0£0 991 (16'0) €90 3 EN EN ™ AV d sweaip buissansia 7
«LLTL WE0)VTL  (L90) L0 6T (16'0) 980 EN EN EN ¥ AV d siybnoyyanisniul |
4 @s)w @s)w €107 % @s)w 9 S b € z L
adUBIYIP asld asLd syuedpn.ed |y P331533 S]9PO
10}1S9] sose) SoSed UON

(z€€ = N) saAndudsag Wil pue ‘s|opojA paisa] 1oy buiddepy wai| qusiuod) wal| paleinaiqqy L'y d|qeL

75



Chapter 4

76

PTSD in Bereaved Children

and has also received substantial support in studies with adults (e.g., Baschnagel et al.,
2005; Boelen, Van den Hout, & Van den Bout, 2008; Palmieri et al., 2007) and children and
adolescents (Kassam-Adams et al., 2010). Finally, Model 6 was a model with 12 of the 17
PTSD symptoms constituting two dimensions of reexperiening and combined avoidance/
numbing/hyperarousal symptoms. This model was put forth by Elhai, Gurbaugh, Kashdan,
and Frueh (2008), based on Spitzer, First, and Wakefield's (2007) proposal to remove five
symptoms that overlap with depression or anxiety. This model has yielded some support
among traumatised adolescents (Ford et al., 2009). We compared this relatively large number
of models because, to our knowledge, the factor structure of bereavement related PTSD
symptoms among children and adolescents has not yet been studied before (cf. Elhai &
Palmieri, 2011).

Although our main interest was to examine the structure and correlates of PTSD
symptoms, we also examined the prevalence of PTSD ‘caseness; i.e., the number of partici-
pants who did vs. did not meet criteria for PTSD from DSM-IV (APA, 2000). Consistent with
these criteria, PTSD-cases were defined as children endorsing at least one reexperiencing
symptom, three avoidance symptoms, and two hyperarousal symptoms (Foa, Johnson,
Feeny, & Treadwell, 2001). A further aim of this study was to examine the ability of the 17
PTSD items to distinguish between participants who did vs. did not meet criteria for PTSD
caseness. This was deemed relevant because, as said, little is known about bereavement-
related PTSD in children and adolescents, including the strength of items in distinguishing
between high and low levels of PTSD. The third aim of this study was to examine the extent
to which particular demographic variables and characteristics of the loss were associated
with PTSD severity. Specifically, we examined the degree to which PTSD caseness (i.e.,
meeting vs. not meeting PTSD criteria) and PTSD factor scores varied as a function of
demographic variables (e.g., gender, age) and loss related variables (e.g., kinship relationship
with deceased, cause of loss, time since loss). Knowledge about variables associated with
PTSD caseness and PTSD factor scores is important because it sheds light on possible risk
factors for elevated PTSD following loss.

The fourth aim of this study was to examine associations of PTSD-status and scores
on the PTSD factors on the one hand, and indices of mental health problems (including
symptom levels of depression, prolonged grief, and Internalising and Externalising
Problems) on the other hand. This issue was examined in order to enhance knowledge about
the degree to which bereavement related PTSD co-occurs with other poor bereavement-
outcomes. In addition, examining the relative strength of the associations of the different
PTSD factor scores with these indices of psychopathology adds to knowledge about the

construct validity of these factors and could have clinical implications (e.g., by elucidating



the most distressing aspects of bereavement related PTSD that should receive most
clinical attention). Finally, we sought to compare the relative impact of elevated levels of
PTSD, depression, and prolonged grief disorder on functional impairment. To this end,
we calculated and compared correlations of these symptom clusters with self-rated and

parent-rated impairment.

METHOD

Participants and Procedure

Data were available from 332 children and adolescents, aged 8 to 18 years, who were
recruited from different sources. A first group of 126 participants was recruited via a grief
support group that offers council and advice to parents as well as children and adolescents
about grief and bereavement and organises support-weekends for these individuals. During
the period of data-collection, children and adolescent applying for support-weekends
were sent a letter. The letter included a description of the study and a stamped refusal
card. If no refusal card was received within two weeks, the family was contacted and - if
the parent(s) and their child agreed to participate — a home visit was planned. Home visits
were conducted by a team of six master students with a bachelor degree in pedagogical
sciences, who received a one day training from the second author (focused on explanation
of study design and protocol and administration of questionnaires), that was followed up
by regular supervision meetings. During home visits, students handed out questionnaires
and, if needed, could help with the completion of the questionnaires. Assent was obtained
from children (aged 8 to 12 years), informed consent from parents and adolescents (aged
13 to 18 years).

A second group of 206 participants was recruited via several outpatient clinics in
the Netherlands. During the period of data collection, consecutive patients aged 8 to 18
years who reported emotional problems associated with the death of a parent, sibling, or
other loved ones were invited to participate. Those who did so completed questionnaires
accompanied by their therapist. Assent was obtained from children, informed consent
from parents and adolescents. Groups did not differ on variables assessed for the present
study and were combined in the analyses. The present study’s protocol was approved by
a local review board.

Of the total group of participants, almost all (n = 330; 99%) had the Dutch nationality.

No data were collected on socio-economic status. Table 4.2 shows additional characteristics
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PTSD in Bereaved Children

of the sample. The mean age of participants was 11.9 (5D = 2.9) years; 189 (56.9%)
participants were girls. Most participants had experienced the death a parent, and most

losses were caused by illness.

Measures

Demographic and loss related variables

We collected information on the participants'gender, age, and whether or not he/she was
actively religious (yes/no). Furthermore, information was gathered about the relationship
to the deceased (categorised as mother, father, sibling, other loved one), cause of death
(loss was due toillness, a violent cause [accident, suicide, homicide], unexpected medical
cause [e.g., heart attack], or some other cause), whether the death was experienced as

unexpected (yes/no), and the time passed since the death occurred.

Child PTSD Symptom Scale (CPSS)

Symptoms of PTSD were assessed with the CPSS, a 24-item self-report questionnaire. The first
17 items correspond to symptoms of PTSD as defined in DSM-