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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.,