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CHILDHOOD BEREAVEMENT AND PEER SUPPORT: EPIDEMIOLOGY,
IDENTIFICATION OF EVALUATION CONSTRUCTSAND THE PROMOTION OF
RESILIENCE
Eric G. Hulsey, DrPH

University of Pittsburgh, 2008

The death of a close family member is a profound insult to a child’'s developmental
course. Though early research assumed that childhood bereavement was a risk factor for mental
and behaviora disorders in childhood and adult life, recent research has taken an ecologica view
of childhood development and considers a child’s exposures to risk and protective factors. Yet,
it remains unclear as to how many children are affected by the death of a close family member
each year and how peer support groups can help children to adapt to such an adverse event. This
dissertation represents three distinct stages in the development of a comprehensive evaluation for
an agency that provides a peer support service for bereaved children and their families.

First, a primary question that arose during initial consultations with the agency was to
determine how many children are affected annually within Pennsylvania. This led to an
exploration of the epidemiology of childhood bereavement. The methods and data sources used
to produce these estimates were critically evaluated and modified to offer a new interpretation of
available data.

Second, it was important to identify constructs that could be used in an outcomes
evaluation of the peer support program. Focus groups were used to explore the perceived
benefits of attending peer support groups among caregivers and teens who had attended a spring
session at the center. The intention to use focus groups was to increase the validity of constructs
and, ultimately, the results of an outcomes evaluation.
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Third, after identifying evaluation constructs a feasibility study was conducted to pilot an
outcomes evaluation instrument. The study involved 30 families who attended the spring 2007
sessions at the center. Results suggested that peer support programs can improve children’s
coping efficacy while helping to improve their caregivers perception of social support. The
program also improved both children and caregivers’ sense that they are not alonein their grief.

As demonstrated in this dissertation, including the loss of siblings and primary caregiving
grandparents in prevalence estimates of childhood bereavement and applying resilience theory to

peer support research is of public health relevance.
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PREFACE

Curiosity. | believe it is this wonder about the world that has driven me to pursue and
complete this degree. Since | was a boy, | have always been curious to know things in an
intimate way. As| grew wiser, | became thrilled on those occasions when | learned how much |
didn’t know about something. After studying psychology and philosophy, working as a family
therapist, and becoming a political animal | realized that | wanted to learn how to affect change
in order to improve human health. The DrPH has provided me a new path to explore.

That my dissertation was on the topic of bereavement was synchronicity. Not long after |
received notice of my acceptance into the doctoral program, my mother, Fahimy, died. Not long
before | defended this dissertation, my best friend and grandfather, “Chuck”, died. | dedicate
this dissertation to them both. To my parents, the opportunities they created for me
(opportunities they didn’t have) to pursue post-secondary education resulted in this degree. To
my grandfather, in just a few generations the family went from being sharecroppers in the South
to receiving the highest degree awarded by the academy.

Of course, | could not have completed this work without help. For Ed Ricci’s help in
securing this project and his personal attention to my professional development | will always be
grateful. Diane Abatemarco’s frequent guidance on how to approach each stage of the project
was invaluable both to the quality of the work and to my state of mind. The staff at the
Highmark Caring Place were just great. Their thoughtful comments and input into the evaluation
process truly made it a collaborative project. Finally, the dissertation committee’s thoughtful

critiques were extremely helpful to the refinement and improvement of this work.
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1.0 INTRODUCTION

For the existentialists, the only certain thing in human life is death. Since death is
inevitable, it can be considered as a part of normal human experience. The manner in which
each individual dealswith hisor her own death and mourns the death of othersis often shaped by
the social and cultural context in which it occurs. For any context, however, children must
respond and adapt while they are still negotiating social, emotional, and cognitive devel opmental
tasks. The impact of parental loss on psychosocia development has been the subject of much
discussion in the literature.

The aim of this first section is to orient the reader to conceptions of childhood
bereavement, to the program that was being evaluated, and to the approach that was used to
engage in a comprehensive evaluation with an agency that provides a peer support service for
bereaved children and their families.

The second and subsequent sections represent three distinct stages in the development of
the project over the course of two years. Each section is intended to stand alone as an
independent article yet each represents a unique aspect of this comprehensive evaluation.

Background research on childhood bereavement is embedded within a section of each article.



1.1 MODELSOFCHILDHOOD GRIEF

In the growing body of literature on childhood grief, several different approaches have
contributed to an understanding of what happens to children who have experienced loss. Clark
and colleagues (1994) characterize these different approaches to childhood grief as the blunt
trauma model, the shock/aftershock wave model, and offer a life trgectory/developmental
cascade model that accounts for how children adapt to loss over time. The blunt trauma model
assumes that the loss was a single event bound in time, powerful in impact, and particularly
disruptive for younger children (Clark et a. 1994). This model includes researchers who have
tried to establish an association between childhood bereavement and adult psychiatric disorder.
Much of the early research in bereavement developed from attempts to understand adult
depression. Hypotheses were shaped by a psychodynamic conceptualization of depression as
resulting from early object loss, the similar clinical presentations of grief and depression and the
frequency of parental loss in the histories of depressed clients (Tremblay and Israel 1998).
While some studies have found a link between early parental loss and adult depression, the
model has been criticized as oversimplifying the complexity of the life situation of the bereaved
child, failing to identify a causal relationship, and depending on seriously flawed methodol ogies,
including inadequate comparison samples (Clark et a. 1994; Tremblay and Israel 1998).

The shock/aftershock wave model hypothesizes that the loss of a parent has long-lasting,
changing repercussions over time in many domains of child functioning (Clark et al. 1994).
These repercussions can affect mental and physical health, school performance, interpersonal
relations, and identity. The impact of the death can trigger a series of reactions and changes that
give rise to others, hence, the term “aftershocks’ given by Clark et al. This model includes

secondary consequences of parental death, such as changes in family circumstances, as an
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aftershock affecting the child. Studies from this model began to elaborate the links missing from
the blunt trauma model and found that the preloss relationship with the parent, relationship with
the surviving parent, and quality of parental care increase the risk of adult psychopathology
(Tremblay and Israel 1998).

Clark et al. describe how the shock/aftershock wave model evolved further into the life
trgjectory model which suggests that a parent’s death can change the speed or direction of the
child’ s long term developmental course. The model is an attempt to empirically describe how
the child's life direction is unaffected and then affected by the parent’s death. They find it
inadequate because the ecological context in which the child’ s life course is embedded may itself
change, with implications for grief processing well into the future, and because life trajectories
are not easily amenable to empirical investigation.

Finally, Clark et a. offer the life trajectory/cascade model of childhood grief. This model
states that the changes emerging after a death can influence the psychological state of the
bereaved person as much as the loss itself for the remainder of the person’s lifetime (Clark et al.
1994). Having to move and change schools or relational difficulties with the surviving parent are
considered secondary consequences of the death that have a significant impact on the child’'s
development. The child experiences a never-ending series of events that are tinged by the
experience of the parent’s death and future stressful events are shaped and interpreted according
to the loss experience (Clark et al. 1994). The model views these changes and stressful events as
potential triggers for vulnerability to psychopathology or other less healthy outcomes as the child

developsinto adulthood.



1.1.1 Clinical Categoriesof Grief

Clinical conceptions of grief in childhood have been variously categorized according to
the quality of functional impairment in the child. Normal or uncomplicated grief can include
emotional responses such as sadness and crying, guilt, anxiety, and anger, and changes in health
status, school performance, and self-perception. Complicated or pathological grief in childrenis
often defined by the degree to which a child can carry on usual daily activities and proceed with
normal developmental tasks despite the grief (Sood, Razdan, Weller, and Weller 2006).
Disabling interference in socia, emotional, and physical development which can include suicidal
hints, somatic problems, new difficulties with school work, nightmares, sleep problems, changes
in eating patterns, and frequent regression in behaviors can warrant professional intervention
(Sood et a. 2006). Childhood traumatic grief is distinguished from complicated grief, referring
to a condition in which characteristic trauma-related symptoms interfere with children’ s ability to
grieve (Cohen, Mannarino, Greenberg, Padlo, and Shipley 2002). This condition relates to a
child’s subjective experience of death, rather than an objective classification of the death as
traumatic (such as a suicide or parents who died in the September 11 attacks), and includes
trauma symptoms such as re-experiencing in response to trauma reminders, exaggerated avoidant
symptoms, and traumatic estrangement from others, even from family members who have also
experienced the same death (Cohen et al. 2002). While clinical classifications of grief are varied,

this discussion will focus on the normal bereavement course.



1.1.2 Child’s Concept of Death and Capacity to Mourn

There has been some debate in the literature asto when a child has the capacity to mourn.
One side of the debate stems from attachment theory. Bowlby discussed three phases of the
child’s responses when separated from his mother — protest (separation anxiety), despair (grief
and mourning) and detachment (a defense leading to attachment to a new object) (1960).
“Mourning responses are displayed by infants as young as 6 months and, from this age until
about 3 or 4 years, loss of the mother figure is an event of high pathogenic potential for future
personality development” (Bowlby 1960). Others have argued that the capacity to mourn relate
to the child’ s cognitive development and his ability to achieve a‘mature’ understanding of death.
Most researchers who have examined the child’s concept of death have assessed the abstract
concepts of irreversibility, that death is permanent, nonfunctionality, that al life-defining
functions cease at death, and universality, that all living things die (Speece and Brent 1984). In a
classic early study, Nagy (1948) assessed 378 children between the ages of 3 and 10 using
written compositions, drawings and discussion. She characterized 3 stages in the devel opment of
the death concept. In the first stage, characteristic of children between 3 and 5, death is
temporary and everything, including lifeless things, is living. In the second, children between 5
and 9, death is personified and not universal. In the third, around 9, death is inevitable, takes
place in us, and is permanent. More recent scholarship has observed paralels between the
child’s concept of death and Piaget’s descriptions of cognitive development as a the child moves
from pre-operationa thought to concrete operations and find that this is achieved around 5-7
years (Speece and Brent 1984), earlier than Nagy suggested. Most of the bereavement research

contained within this dissertation had been conducted with children age 5 or older.



1.2 CHILD-CENTERED FAMILY-BASED PEER SUPPORT

The evaluation project was conducted with a center for grieving children and their
families based in Pittsburgh, Pennsylvania The center also has satellite sites in Erie and
Lemoyne, Pennsylvania. The center states that its central goal is to have the children and adults
express their grief in an atmosphere of acceptance and trust. According to the stated aims of its
service model, the center facilitates peer support to allow children to help one another cope and
to decrease the stigma or the child’'s perception that she is the only one experiencing grief. One
of the aims of the program, therefore, is to help children by facilitating the modification of
individual level variables.

The center’s mission states that it serves families because ‘grief work’ happens within the
family. As aresult of a family member’s death, family members must adjust to new roles and
parents and caregivers are supported in their grief so that they may be able to be emotionaly
available to their children. Another am of the program, then, is to help children by facilitating
the modification of family or social-environmental variables. Additionally, the program screens
families prior to enroliment to determine whether the family is appropriate and can benefit from
alevel of anon-clinical service such as peer support. Families whose members warrant mental
health or drug/alcohol treatment referral may not be appropriate for peer support services and are
referred to appropriate services in the community.

Families learn about the center through referrals from local schools, funeral homes,
healthcare professionals or advertisements. After an initial phone call and screening, families
visit the center for an initial orientation session. Thereafter, families visit the center for 10 bi-
monthly family nights. Families arrive in the evening, spend a half-hour in a common room

eating a meal with staff, volunteers, and other families, then children, teens and adults meet in
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separate group sessions for approximately one-hour. Group sessions are led by trained volunteer

group facilitators. Families then reunite in the common room and leave.

1.3 EVALUATION APPROACH

The evaluation project was guided by the principles of utilization focused evaluation
(Patton 1997). The center was interested in identifying program outcomes to be used in
community outreach efforts to highlight the potential benefits a prospective enrollee may expect
from attending its peer support programs. Therefore, in the ensuing body of work, every effort
was made to address concerns of key staff and to include these staff each step of the way to
ensure that this work was both practical and useful for their purposes.

At the outset of the project, the Executive Director needed to know how many childrenin
Pennsylvania experienced bereavement for service planning purposes. This question was
addressed prior to the start of the evaluation and is described below in this section. The articlein
section 2 of the dissertation on the epidemiology of childhood bereavement developed from
initial work on this question.

Ongoing meetings with the Executive Director and Program Managers for direction,
input and feedback were essential to this project. In an initial meeting, program managers
identified several questions they wanted to answer with this evaluation. These guestions

included:

Which family member died and what was the manner of death?

What is the duration between the event and initiating with center?

According to different types of death, do parents who lose a child desire to stay longer than
children who have lost asibling?

4. How does the center affect behaviors or well-being of aperson grieving?

5. How do families change and how do they see improvements?

wphE



6. What behaviors do parents see change?

7. How many families are involved in other types of care or referred to other types of care?

8. For families who have left and then returned when there was another death that occurred, why did
they choose to return to the center?

9. How many families make an initial call but do not enroll in the program?

Though the task of the evaluation was to identify program outcomes, many of these questions
represented program management questions. Therefore, it was decided that a process evaluation

was an appropriate first step for the project.

1.3.1 Bereaved Children in Pennsylvania

A common method used to estimate the number of children who have lost a parent is to
depend on the number of beneficiaries of the Social Security Administration’s Old Age,
Survivors and Disability Insurance (OASDI). This federal reporting accounts for the number of
dependent children enrolled to receive benefits due to the death of one or more parents.
According to an average estimate of the number of beneficiaries in Pennsylvania between the
period of 2000-2003, there were 82,055 children who had experienced the death of a parent. In
the counties where the center provides services 11,055 children are affected (8,138 in Allegheny,
2,020 in Erie and 923 in Cumberland). Figure 1.1 below presents a map we created in order to

display the number of children affected within Pennsylvania by county.



ESTIMATED NUMBER OF CHILDREN WHO HAVE LOST A PARENT CogorntTUMEER

Missing or Excluded
0.00 to 1,500.00
1,500.0110 2,000.00
2,000.01 to 2,500.00
2,500.01 to 4,000.00

4,000.01 and Above

Figure 1.1. Estimated number of children who have lost a parent in Pennsylvania

Further discussion about the methods and state of knowledge about the epidemiology of

childhood bereavement is contained within section 2 of the dissertation.

1.3.2 Phase1l: Process Evaluation

Phase 1 of the evaluation project involved a process evaluation which attempted to
answer several of the questions raised by Program Managers during our ongoing evaluation
planning meetings. Information was gleaned from the center’s database, cleaned for missing or
incorrect data, analyzed and displayed in a useful fashion. Program managers contributed a great
deal to the interpretation of the data. Presented in the figures below only represents the center’s
Pittsburgh site but each analysis was repeated for the two other sites and was presented back to

the center’s ‘all staff’ meetings for discussion among al the center’s staff.



A map was produced to display the center's service area and the number of family
members it serves through its three sites across Pennsylvania. The figure below displays the

service area.

Members of Enrolled Families Served Legend - Sarvice Count

Missing or Exeluded
1.00to 5.00
5.01t0 15.00
15.0110 40.00

5 40.01to 78.00

. T8.01 10 95.00
950110 231.00

P otter
Crawfard

Forest
Ek Cameran
Wenango
Mercer
p efferson

Lawrence

231.01 and Abs
atr, 2 Susguehann;
Warren W ckean B uehanna

Wayne

Lackawanna 4
|
E Maortham ptan

am bria L
B B
Lebanan
Westm oreland 2
» Montgom ery
Veashington Cumberland .
Somerset Bedford Lancaster Chester P Piladelpkié
Futtan Uelavare
Fayette York

Greene ¥ Adam s

Note: All available data as of April 2006 is represented: Erie 2000-on, Pittshurgh 1996-0n, Lemoyne Sept 2003-on

--'- Columbia

trthum herlaid

Butler

Indiana

Figure 1.2. Members served by the center’ s three sites.

As the figure displays, most of the individuals served live in proximity to one of the
center’s sites in Allegheny, Erie and Cumberland counties. However, this service area does not
include severa of the counties with the greatest number of bereaved children (the southeastern
counties, for instance) that are displayed in figure 1.1 above. Figure 1.3 below displays
individually enrolled family members by group attendance by year. In 2003, one of the years
used in calculating an estimate of the annual number of children receiving OASDI benefits, the
center’s site in Pittsburgh served 347 children in its pre-school, young, middle, and teen groups.
Y et, according to OASDI data, 8138 children in Allegheny county were receiving benefits that

year for the loss of one or both parents (see Figure 1.1). While some of these children may have
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sought other professional services or no services at al, thereislikely alarge service gap between
the children who would benefit from some type of bereavement service and those being served
by the center’s peer support groups. Answering the program managers question about how
many families are involved in other types of care would have required a much larger community

assets survey and other efforts beyond the scope and available resources for this project.

300

250 +—

150

100 ]

50 +—

2000 2001 2002 2003 2004 2005

@ Parent @ Pre-School O Young O Middle B Teen

Figure 1.3 Enrolled family members by group attendance by year.

Having identified which counties the center’s families came from, the center’s database
was then used to determine family sizes, number of sessions attended (1 session equals 10 bi-
monthly group nights), family member lost, and types of death experienced by families (see

Tables1.1and 1.2 and Figures 1.4 and 1.5 below).
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Table 1.1. Number of 10-week sessions per family. Table1.2. Family size.

NUMBER OF SESSIONS PER FAMILY MEMBERS PER ENROLLED EAMILY
PITTSBURGH 2000 - 2006 PITTSBURGH 2000-2006
Sessons | Freg. | Percent | Cum. #of Members | Frequency Per cent

1 467 70.86 70.86 > 304 36.15
2 146 22.15 93.02
3 26 3.95 96.97 j iig iggg
4 7 1.06 98.03 5 37 240
5 5 .76 98.79 1 31 3'69
6 5 76 99.54 6 13 2’ 14
7 3 46 100 -
7+ 9 1.08
Total number of families = 659 Average family size~3
Avg. number of sessions per family ~1.5 Y

Homicide Suicide , SIDS
3% 2% 1%
Other Cause
5%

Accident (Other)
5% Cancer
29%
Car Accident
7%

lliness (Other)

24% Heart lliness

24%

n=787

Figure 1.4. Types of death experienced by families and children: 2000-2006
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Grandfather
Grandmother 404

6%

Other
8%

Brother

7%
Father

48%

Sister
5%

22%

n=843

Figure 1.5 Relationship of deceased to child: 2000-2006

Finally, the database was queried to gather data on service information. Figure 1.6 below
displays the time between the family member’'s death, the initial call to the center, the
completion of an intake, scheduling and attending an orientation and, finaly, the total time
between the initial call and the start of a first group night. As the figure shows, most families
call within 2 months after the death. Intakes are generally completed within 2 weeks (this
includes time for staff and families to leave messages and return calls). Orientation sessions are
generaly attended within 1-2 months (this includes no-shows and rescheduling). While it
appears that it takes approximately 3 months from the time families call to the time they actually
enroll and begin a session, discussion with and feedback from staff suggested that families who
call during late spring-summer must wait until the fall sessions begin since summer sessions are
not offered. Working collaboratively with staff provided a much richer interpretation of all of

the data contained within the database.
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Time Between Death and Initial Call
Pittsburgh 2000-2006 (April)

Time Between Initial Call and Intake Complete
Pittsburgh 2000-2006 (April)

o
21 g1
o
o | o 1
© [
3 3
g 28
387 %N’
@ i
w
S |
8 - —
o
o 1 T T T T T
T U U U U U 0 5 10 15 20
0 10 50 Weeks Between Initial Call and Intake

20 30 40
Weeks Between Death and Initial Call
n=531 of 625 familes
Approximately 85% of enrolled families called within the first year of death.

Time Between Intake and Orientation
Pittsburgh 2000-2006 (April)

n=612
Approximately 98% of enrolled families complete intake within one month of initial call.

Time Between Initial Call and Joined Date: Parents/Relatives
Pittsburgh 2000-2006 (April)

o |
o )
S |
—
8- 81
= >
= 25
g g
L2 iy
o |
N
o |
N
o - o
T T T T T T T T T T T T
0 25 0 10 20 30 40 50

5 10 15 0
Weeks Between Intake and Orientation Complete
n=617

Weeks
n=721 of 825 enrolled adults

Figure 1.6 Service information

1.3.3 Phase 2: Developing and Testing Outcome M easur es

Phase 2 of the evaluation project was to begin to understand how the center’'s peer

support groups benefit children and their families. From the work conducted during phase 1 of
the project we learned that most families (~71%) attend only 1 session (again, 1 session equals
10 bi-weekly group nights) (see Table 1.1). Therefore, we decided that we would attempt to
learn from children and caregivers who had recently attended a session what they perceived to be
the benefits of attending the peer support groups. We decided to utilize focus groups to explore

these perceptions since the literature had little to say about how a peer support group intervention
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benefits bereaved children and familiess. We conducted focus groups with caregivers,
adolescents and program volunteers. The themes or constructs identified through this process
would then inform the development of outcome measures and an evaluation instrument.

As stated above, each of the following chapters is intended to stand alone as an
independent article yet each represents a unique aspect of this comprehensive evauation.
Chapters 3 and 4 below represent the results of the focus groups and a feasibility study to pilot
the evaluation instrument. The article which directly follows this section in chapter 2 below,
however, contains analysis and discussion about the epidemiology of childhood bereavement and
developed from the task begun at the outset of this project discussed in section 1.3.1 above.

Following the presentation of these articles will be a discussion section that will include a
synthesis of what we learned from this project, the public health significance of this body of

work, and suggestions for future research on childhood bereavement.
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20 THEEPIDEMIOLOGY OF CHILDHOOD BEREAVEMENT

21 ABSTRACT

This article examines the literature to date and explores the epidemiology of childhood
bereavement. Largely, published prevalence estimates of childhood bereavement have only
considered parental loss. This article serves two purposes. The first is to examine the methods
and data sources used to produce these estimates and critically evaluate their utility in estimating
the magnitude of childhood bereavement. The second is to modify these methods and offer a
new interpretation of available data. The article concludes with methodological suggestions that
aim to generate academic discussion about how to calculate a more accurate prevalence estimate

of childhood loss.

22 INTRODUCTION

A chapter of an edited volume prepared in 1984 by the Institute of Medicine's Committee
for the Study of Health Consequences of the Stress of Bereavement states, “It is not exactly clear
how many young people are affected by the death of an immediate family member” (Krupnick
1984). Over 20 years later, it still remains unclear as to how many young people are affected by
the death of an immediate family member.
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Prevalence estimates of childhood bereavement published in the literature have
frequently depended upon data presented in the Statistical Abstracts published by the U.S.
Census Bureau. The Statistical Abstracts' annual estimates of childhood bereavement have
ranged from 3.4% (1990) to 5.2% (1977). Irrespective of this variance in estimation, by the age
of 18 more than 2 million American children will have experienced the loss of at least one parent
or caregiver. Not included in these published figures are the numbers of children who lose a
sibling or a caregiving grandparent. The exclusion of the latter is not insignificant. A recent
report from the U.S. Census Bureau reported that 5.6 million children were living in households
with a grandparent present while 1.27 million were living with one or more grandparents with no
parent present in the household (Fields 2003).

The death of a close family member is a profound insult to the child’s developmental
course. Though early research assumed that childhood bereavement was a risk factor for mental
and behavioral disorders in childhood and adult life (Tremblay and Israel 1998)(Harrington and
Harrison 1998), this psychopathology paradigm is being traded in for an ecological view of
childhood development, considering a child's exposures to risk and protective factors.
Childhood bereavement compromises the emotional availability of the surviving caregiver(s)
(Bifulco, Brown, and Harris 1987; Harris, Brown, and Bifulco 1986; Worden 1996) and the
child’s social supports (Kaffman and Elizur 1983), challenges the child’s self-efficacy and self-
esteem (Worden 1996), disrupts continuity in daily family life (Bifulco et a 1987)(Harris et a
1986), and inhibits open communication with the parent (Black and Urbanowicz 1987; Cohen,
Dizenhuz, and Winget 1977; Raveis, Siegel, and Karus 1999); factors that may otherwise act as
protective resources that prevent against risks from future stressful events (Christ, Raveis, Siegel,

Karus and Christ 2005; Sandler et al. 2003).
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Though many programs exist for children and families who have experienced loss, a
method to accurately estimate the number of bereaved children in the United States has yet to be
defined by the community of researchers and practitioners interested in meeting the needs of
these children and families.

This article examines the literature to date and explores the epidemiology of childhood
bereavement. While several published estimates about childhood bereavement have referred to
governmental data, others have depended upon different data sources. Largely, published
estimates have only considered parental loss when estimating childhood bereavement. The
methods used to produce these estimates are examined and critically evaluated for their utility in
understanding the magnitude of childhood bereavement. These methods are then modified,
offering a new interpretation of available data The article concludes with methodological
suggestions that aim to generate academic discussion about how to calculate a more accurate

prevalence estimate of childhood loss.

23 BACKGROUND

The range of estimates presented in the literature makes clear that there is no agreed upon
standard used to estimate the prevalence of parental bereavement. While estimates have ranged
widely over a period of about 20 years, it is unlikely that the gross difference in these estimates
is due to public hedlth interventions that have reduced death rates so dramatically. Rather,

different data sources and cal culation methods account for these differences.
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231 Early estimates

Early estimates of parental bereavement exemplify these differences. In 1979, though
limiting the generalizeability of the findings from their study to other high school populations,
Ewalt and Perkins concluded that, “experience with death among adolescents is by no means
negligible”. They found that 11% of students had lost at least one parent through death (Ewalt
and Perkins 1979). Yet, the US Statistical Abstract states that, as of July 1979, there were
3,186,000 orphans or 4.9% of the child population under 18 years who had lost either one or both
parents.

Ewalt and Perkins based their findings about adolescent experience with death on a
survey conducted among juniors and seniors in two public high schools in Kansas City, KS.
This study followed up on a previous survey study of high school studentsin an English elective
course that found that one parent of 10% of the students had died (Perkins, Todd, and Ewalt
1978). The two schools differed dlightly on demographics, most strikingly on median income;
$9,000 for school A and $12,000 for school B, in 1979 dollars. Total sample was approximately
1448 students.” The researchers found that 11% of students had lost a parent through death by
the time of their senior year. Other findings pertinent to the discussion in this paper were that
experiences with death were more frequent for seniors than juniors and 15% of the seniors at
school A reported that a parent had died, higher than school B, possibly suggesting that income
level mediates the experience of death in adolescence. A weakness to the study was that while
the sample was racially and culturally mixed, differences within groups were not explored (Ewalt

and Perkins 1979).

" Figure adapted from percentage and numbers displayed in article: “Nearly 90% of students at both schools
(1303)...” Ewalt and Perkins (1979).
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In an edited volume on childhood mourning published that same year, Kliman estimated
that 1.5 million children will lose one or both parents by the age of 15 (Kliman 1979). In the
chapter in which he stated this estimate he did not inform the reader as to what sources or
method he used to calculate his estimate. Yet, the IOM publication mentioned earlier in this
paper claimed Kliman had estimated that 5% of children in the US lose one or both parents by
the age of 15 (Krupnick 1984). The US Census indicates that the number of children under 15
years of age in the U.S. in 1980 was approximately 51.3 million. According to this arithmetic,
approximately 2.9% of children are affected by the loss of one or both parents by the age of 15.

Perhaps the US Statistical Abstract estimate of 4.9% remains the most reliable estimate for 1979.

2.3.2 Estimatesusing governmental data

US Statistical Abstracts. Several published national estimates of parental bereavement
have depended upon figures represented in government publications. A variety of estimates have
been published using the Statistical Abstracts. These estimates were culled from atable on
orphans produced by the Social Security Administration (SSA). In aspan of about 20 years, the
same data source provides arange of estimates from dlightly over 5%.(1977) to 3.4% (2002). In
1983, Critelli cited the 1977 Statistical Abstract to state that 5.2% of children under the age of 18
have lost either parent by death; 3.5% paternally bereaved, 1.5% maternaly, and .1% full
orphans (Critelli 1983). In 1988, Masterman and Reams cite the 1986 Statistical Abstract to
state that, in 1984, 3.7% of al children under the age of 18 have lost a parent by death
(Masterman and Reams 1988). Recent estimates published in 2002, cite the 1990 Statistical
Abstract and state that over 2 million children under the age of 18 (approximately 3.4%)
experience the death of a parent (Christ, Siegel and Christ 2002; Goodman 2002).
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Table 2.1 Socia Security table on orphans.

NO. 613. ORPHANS, BY TYPE: 1960 TO 1988
As of January, includes Puerto Rico and Virgin Islands; beginning 1970, also includes American Samoa and Guam. Covers
children under age 18 who have been orphaned at any time. Paternal orphan refers to loss of father only, maternal orphan to loss
of mother only, full orphan to loss of both parents. Percent of child population based on source's estimates of number of children
under 18, as of January 1. Data not exactly comparable for all years because of changes in methodology.
Year Number * (1000) Percent of Child Population

Total | Paternal | Maternal | Full | Total | Paternal | Maternal | Full
1960, i 3,333 2,281 975 77 5.0 3.4 15 0.1
1970, i 3,665 2,584 1,027 75 5.0 3.5 1.4 0.1
1980, i 2,932 2,104 775 53 4.4 3.2 1.2 0.1
1985, i 2,352 1,713 606 33 3.6 2.6 0.9 0.1
1986, . 2,293 1,674 588 31 3.5 2.6 0.9 (2)
1087 i 2,252 1,649 575 29 34 2.5 0.9 (2)
1088... i 2,213 1,625 561 27 3.3 2.5 0.9 (2)

Z: Less than .05 percent
Source: U.S. Social Security Administration, unpublished data

The table above was recreated from the table on orphans from the 1990 Statistical
Abstract. A note on the table indicates that data is not exactly comparable for all years
because of changes in methodology. A critical discussion of this statement as well asthe
published estimates derived from the Statistical Abstracts and other government data sourcesis
provided later in this paper.

Census Bureau. Another data source of published national estimates of childhood lossis
the Census Bureau’ s Current Population Survey Reports (CPS). 1n 1992, Silverman and Worden
referred to the 1989 “Marital Status and Living Arrangements’ CPS chapter and stated that 1.5
million children live in single-parent families because the other parent is dead (Silverman and
Worden 1992). According to the number of children in the US as reported by Census 1990, this
would estimate childhood loss at approximately 2.3%. Y et the same chapter of the 1994 CPS
states that 4% of children are living with awidowed parent (Saluter 1994).

Social Security Administration. Y et another source of a published national estimate isthe
Social Security Administration based on assumptions used by the SSA to project future OASDI
beneficiaries of child survivor benefits paid out by the agency to children whose parent(s) has

died. Sandler et a (2003) state that data from 1997 indicated that approximately 4% of children
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younger than 18 had experienced the death of their parent. The “Assumptions and Models
Underlying the Actuarial Methods’ section of the 2000 SSA Trustees Report indicates that the
number of entitled children was developed by applying award rates to the number of orphaned
children and by applying termination rates to the number of children already receiving benefits

(Socia Security Administration 2000).

24  STATE OF THE DATA ON CHILDHOOD BEREAVEMENT

In order to understand the magnitude of the impact of childhood bereavement in the
United Statesit is essential to gather the most accurate representation of the loss of an immediate
family member experienced by children in the country. As presented above, there is a wide
range of estimates for parental bereavement suggesting that no standardization exists for either
calculating or presenting a prevalence estimate. Furthermore, the available data is limited in its
own right. For cross-sectional studies, as conducted by Ewalt and Perkins, there will inevitably
be concerns about the generalizeability of results and, particularly, the difficulty in securing
adequate sample sizes. Additionally, one of the core functions of public health as defined by the
Institute of Medicine is to monitor health status, which includes the identification of threats to
health and assessment of health service needs. Survey studies of school children are likely to be
impractical and inefficient for the purpose of estimating the prevalence of parental bereavement
and, therefore, for assessing the needs of children and families who have suffered a loss in a
timely manner.

Government data sources are hecessary but insufficient to estimate parental bereavement.

The US Statistical Abstracts present information that is supplied by the SSA, which has since
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discontinued that particular data series on orphans (Johanson, L.B., US Census Bureau, personal
communication, March 7, 2006). The children represented in the SSA table on orphans
presented above are those children who have lost at least one parent and who enrolled as well as
received survivor benefits. The most current information published by the SSA in the 2008
Statistical Abstract reports that 1,903,000 (approximately 2.63%) children under age 18 in 2005
had enrolled and received benefits.

The estimates of parental bereavement for children under the age of 18 that have been
varioudly cited are actually stating the conservative estimate of children receiving survivor
benefits, a subset of al children who have a parent that is deceased. Not included in this
estimate is the number of children who have lost a parent employed in an occupation that did not
qualify the adult employee’s child(ren) to receive survivor benefits or who lost a parent but do
not receive OASDI survivor benefits because she was either not enrolled or was the child of a
parent that was unemployed. Perhaps a figure indicating the proportion of children who have
lost an eligible parent but did not enroll for benefits would be helpful in gathering a more
accurate picture about parental bereavement. Additionally, the table on orphans which had used
OASDI records mentioned that data was not exactly comparable for all years because of changes
in methodology. Using a method depending on current OASDI records, data suggests that only
2.63% (1,903,000) of children receive benefits. While that method does not seem to produce a
percentage comparable to those in the orphan tables, it represents the most current information
on bereaved children asit has previously been defined.

Primary caregivers who seek either clinical or support services for their child certainly do
not only seek services for their parentally bereaved child. Rather, barring the death of peers due

to violence, it seems reasonable to build into any prevalence estimate of childhood bereavement
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the loss of siblings and the loss of a primary caregiver other than a parent. A report prepared
from the CPS data presenting a broad picture of the characteristics of children across several
domains relating to their well-being suggests that there are a significant number of grandparents
serving as primary caregivers to children under 18 years of age. As of March 2002, 5.6 million
children were living in households with a grandparent present and 1.27 million were living with
one or more grandparents with no parent present in the household (Fields 2003). Certainly, the
latter 1.27 million (approximately 2.39% of al children) children have a grandparent as their
primary caregiver and would then qualify as an immediate family member. If data were
available for the average age of the grandparents of these children, a death rate of that age cohort
(and that rate is much higher than the death rate of a parent cohort) could be used to assess the
risk of loss to the child of that primary caregiver.

Information necessary to construct a rough prevalence estimate on sibling bereavement
for children under 18 is available but an estimate has yet to be reported. The discussion above
served to review the literature on published estimates about parental bereavement, examine the
methods used to produce these estimates, and critically evaluate what these measures mean for
understanding the magnitude of childhood bereavement. It is clear that there is no
standardization to either calculating or presenting a prevalence estimate for parental bereavement
in children under 18, that the information availableis at best limited and at worst inadequate, and
that there is merit to include the loss of siblings and primary caregiving grandparents in an
estimate. The case for a method to include siblings in a prevalence estimate of childhood

bereavement is presented in the section below.
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25 ESTIMATING SIBLING BEREAVEMENT

As of March 2002, 96% of children were living in households with one or more parent

and about 80% of all children were living in households with one or more siblings (Fields 2003).

To truly understand the number of bereaved children within the United Statesit is important to

include parents as well as siblings. Excluding the deaths of peers due to violence, what follows

below is a method which can be used to estimate the annual incidence of sibling bereavement.

The method uses data that is widely available to the public and depends upon both death counts

retrieved from CDC Wonder and the number of siblings retrieved from Current Population

Survey data.

The calculation begins by using the CPS data to develop a proportional model of the

number of siblingsin American families (U.S. Bureau of the Census 2003). The CPS provides

data on the number of siblings of children living in family households. Taking each category of

siblings, from “None” to “Five or more” a proportion of family sizes with children who have O to

5 or more siblingsis created. For example, of the 72,320,000 families with children under 18

years of age 18,436 families have 3 children (25.49%). In other words, each child in that family

has two siblings. See Table 2.2 below.

Table 2.2 Living arrangements of all children under 18: March 2004

MARCH 2004

LIVING ARRANGEMENTSOF ALL CHILDREN UNDER 18:

C3 Table. 2002 Current Population Survey

Presence of Siblings

Number of Siblings

%

None 14,693 0.2032
One sibling (2 child family) 28,498 0.3941
Two siblings (3 child family) 18,436 0.2549
Three siblings (4 child family) 6,965 0.0963
Four siblings (5 child family) 2,132 0.0295
Five or more siblings (6+ child family) 1,596 0.0221
Total Children (in thousands) 72,320 1.00
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Next, 1999-2002 CDC Wonder data on death countsis used to determine how many
children diein any given year. It isworth noting here that queries to the database return age
categories through 19 years of age. While this does not contaminate the estimate of family size
or number of siblings above, death counts are inevitably higher when individuals 18 and 19 years
of age are included than the under 18 age range typically used to calculate parental bereavement.
Debate isin order to adjust the estimate due to how many individuals 18 and 19 years of age
actually live in households with children under 18.

An average annual death count is presented in Table 2.3 below. Thiswas produced by
gathering the death counts for the 4 year period 99-02 and dividing by 4, assuming there are no

significant differences in death rates in this age range between years.

Table 2.3 Death counts for children under 20

DATA FROM CDC WONDER 1999-2002:
ALL RACES BOTH GENDERS, UNDER 1 YEAR THROUGH 19 YEARS
Ages 4 Yr Death Count Avg. Annual Death Count
Under 1 Year 111,574 27,894
1- 4years 20,193 5,048
5- 9years 12,838 3,210
10-14 years 16,415 4,104
15-19 years 54,708 13,677
Total 215,728 53,932

The proportions of family sizes presented in Table 2.4 are used to determine the
proportion of the annual death count (53,932) that occurs by each family size. The operating
assumption is that deaths in this age range are normally distributed by family size. For example,
if the assumptions hold, of the 53,932 deaths 25.49% (13,748) of the 53,932 deaths are

experienced by Two Sibling Families (families with 3 children).
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Table 2.4 Proportion of death count by family size.

PROPORTION OF DEATH COUNT BY FAMILY SIZE

Proportional Family Proportion of

Presence of Siblings Sizes (%) Death Count Death Count
None 0.2032 x 53,932 10,957
Onesibling 0.3941 x 53,932 21,252
Two siblings 0.2549 x 53,932 13,748
Three siblings 0.0963 x 53,932 5,194
Four siblings 0.0295 x 53,932 1,590
Five or moresiblings 0.0221 x 53,932 1,190
Total 1.0 - 53,932

Finally, families with one or more siblings have living children who experience sibling
bereavement when achild dies. More than one sibling is affected by the death of achild in
families with 3 or more children. In Table 2.5 below, family size is built into the estimated
incidence of sibling bereavement. For the proportion of children who have died in each family
size | account for the number of siblings those children had. For example, the 13,748 children

who died have 2 siblings, yielding 27,497 living siblings affected by the deaths of those children.

Table 2.5 Number of siblings affected by the death of a child.

NUMBER OF SIBLINGSAFFECTED BY DEATH OF A CHILD
Proportion of Death | Multiplicative | Living Siblings

Presence of Siblings Count Factor Affected
None 10,957 x0 0
Onesibling 21,252 x1 21252
Two siblings 13,748 X2 27497
Three siblings 5,194 X3 15582
Four siblings 1,590 X 4 6360

Five or more siblings 1,190 X5 5951
Total Children (in thousands) 53,932 - 76642

26  DISCUSSION

This estimate methodol ogy provides a rough annual estimate of the incidence of sibling

bereavement. A total of 76,642 children are affected nationally each year by the original number
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of children who diein this age range (53,932). This suggests that for each child who dies 1.42
siblings are affected annually, approximating aratio of 2:3. To any estimate of childhood
bereavement this method could add approximately .11%, a rather modest, but by no means
negligible, adjustment to conventional estimates of childhood bereavement that only captures
parental loss. Any adjustment should be considered an underestimate since prevalence would
include the cumulative number of children who have experienced parental or sibling
bereavement in agiven year.

Several weaknesses are evident with this methodology though the operating assumptions
used to calculate the estimate are reasonable. It was assumed that there are no significant
differences in death rates in the age range between years and that deaths in this age range are
normally distributed by family size. Also, as mentioned above, debate is certainly in order to
adjust the estimate due to how many individuals 18 and 19 years of age actualy live in

households with children under 18.

27 CONCLUSION

This article examined the literature and explored the epidemiology of childhood
bereavement. Largely, published estimates have only considered parental 10ss when estimating
childhood bereavement. A critica evaluation of the methods used to produce prevalence
estimates suggests that available data can only serve to approximate an estimate. This article has
also shown that there is no standardization to either calculating or presenting a prevaence
estimate for parental bereavement in children under 18. Certainly, a discussion amongst

researchers is warranted on this matter.
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While OASDI child survivor benefits appear to provide the most accurate estimates of
parental bereavement, these estimates could be informed through periodic supplemental surveys.
One survey could be used to estimate the number of children who are eligible for OASDI
benefits but do not enroll to receive benefits. Like the children included in the Statistical
Abstracts, these children aso represent the pool of children who are parentally bereaved.
Another survey, perhaps a modification of the Current Population Survey, could be used to
gather information about the age of grandparents serving as a primary caregiver. Information
about the age of this cohort would permit the calculation of a death rate, and, therefore, a third
contributor to an estimate of childhood bereavement. Both of these approaches would
supplement existing data.

This article adso offered a method to roughly estimate the incidence of sibling
bereavement each year using available data. The resulting conclusion suggests that any estimate
of childhood bereavement can be positively adjusted approximately .11% due to sibling
bereavement. Adding the 76,642 children who experience sibling bereavement (table 4 above)
to the 1,903,000 children receiving OASDI survivor benefits in 2005, a prevalence estimate for
childhood bereavement would be adjusted from 2.63% (parent only) to 2.74% (parent or sibling).

A concluding question remains to be answered: Should not childhood bereavement be
explicitly and formally defined as a child’s state of loss following the death of an immediate

family member; be that a parent, sibling, or grandparent who is a primary caregiver?
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3.0

WHAT DO PEER SUPPORT GROUPS OFFER BEREAVED FAMILIES? USING

FOCUSGROUPSTO IDENTIFY EVALUATION CONSTRUCTS

31 ABSTRACT

This study used focus groups to explore the perceived benefits of attending peer support
groups among bereaved adults and adolescents. One focus group was held with each group.
Focus group data was analyzed for themes. These themes were then trandated into constructs to
be used to guide an outcomes evaluation. In this study, the results of the focus groups suggest
that perceived social support, universality, caregiver-child warmth and communication, and
coping are constructs that are relevant to the study of how peer support groups impact bereaved

families.

32 INTRODUCTION

This study used focus groups to explore the perceived benefits of attending peer support
groups among caregivers and teens who had attended a spring session at a center for grieving
children in their families based in western Pennsylvania. Results from the focus groups are
organized into themes. Discussion then follows to compare these themes from caregiver and

adolescent focus groups and translate them into constructs which can then be measured.
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The rationale for the use of focus groups stems from the literature on childhood
bereavement. Early research focused on the increased risk of depression and other psychiatric
disorders during adulthood among individuals who were bereaved as children (Tremblay and
Israel 1998). Recent reviews of research on childhood bereavement have called for molecular
analysis of grief processes, such as grief-related interactions between parents and children, rather
than rates of presence or absence of psychiatric disorders as objects of study (Dowdney 2000;
Tremblay and Israel 1998). Therefore, using focus groups to learn from bereaved children and
adults the perceived benefits of attending peer support groups can increase the validity of

constructs and, ultimately, the results of an outcomes evaluation of peer support groups.

3.2.1 Child-centered Family-based Peer Support

A brief introduction to the service model will serve to orient the reader to the services the
center provides and the object of the evaluation. In its family services guide, the center states that
its central goal is to have the children and adults express their grief in an atmosphere of
acceptance and trust. According to the stated aims of its service model, the center facilitates peer
support to alow children to help one another cope and to decrease the stigma or the child’s
perception that she is the only one experiencing grief. One of the aims of the program, therefore,
isto help children by facilitating the modification of individual level variables.

The center states that it serves families because the family is adjusting to new roles, that
parents and caregivers are supported in their grief so that they may be able to be emotionally
available to their children, and that grief work [sic] happens within the family. Another aim of
the program, then, is to help children by facilitating the modification of family or social-
environmental variables.
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After an initial phone call and screening, families visit the center for an intial orientation
session. Thereafter, families visit the center for 10 bi-weekly group nights. Families arrive in
the evening, spend a half-hour in a common room eating a meal with staff, volunteers, and other
families, then children, teens and adults each meet in separate group sessions for approximately
one hour. Group sessions are led by trained volunteer group facilitators. Families then reunitein

the common room and leave for the evening.

33 METHODS

3.3.1 Purposefor focus group method

Nearly twenty years ago, Greene, Caracelli, and Graham argued that mixed-method
evauation designs could be used to serve purposes beyond triangulation and they aimed to
develop a conceptual model that could inform and provide for a more defensible mixed-method
evaluative approach (1989). From areview of the literature on mixed-method evaluation, these
authors proposed five purposes for mixing-methods. triangulation, complementarity,
development, initiation and expansion (Greene et al. 1989). The development purpose was of
interest for the present study. This purpose for mixing methods was conceived as using the
results from one method to help develop or inform the other method to increase the validity of
constructs and inquiry results by capitalizing on inherent method strengths (Greene et al. 1989).
This study utilized focus groups in order to inform the conceptualization and development of

outcome measures.



3.3.2 Setting

One focus group each was conducted with caregivers and teens at the center's

northwestern Pennsylvania site.

3.3.3 Participants and Recruitment

After a series of evaluation planning meetings with the program managers and the program
director, these staff decided that the family services coordinator at the site would be best to
recruit participants and coordinate focus groups with family members because of the established
relationship she had with family members. The family services coordinator was asked to
purposively select families whose members could articulate well the benefits of attending peer
support groups. Selection criteria were caregivers of children under the age of 14 who
participated in the program and were between 6 months to 1 year out of the program, adolescents
who participated in teen groups and had recently finished a session, and program volunteers. All
family members had completed only 1 introductory session (10 bi-weekly group nights). No
other exclusionary criteriawere applied.

The family services coordinator telephoned families who had recently completed the
spring support group session. Caregivers were informed that the center wished to hold focus
groups with adults and children who had attended support groups in order learn about what they
had gained from attending the support groups. A small incentive was offered for participation.

Five caregivers (ranging in age from late-30’'s to mid-50"s) and 7 teens (ages 13-18)

participated.
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3.3.4 Proceduresand Data Collection

Participants were asked to arrive approximately 15-20 minutes prior to the scheduled start

of the focus group to sign-in and allow time to eat. The focus group facilitator began by reading

an introductory script welcoming participants, explaining why the focus groups were being

conducted, offering to answer any questions, and explaining ground rules. The family services

coordinator served as note taker throughout the focus groups with caregivers and teens while the

volunteer services coordinator served as note taker for the volunteer focus group. Focus groups

were audio recorded and then transcribed for analysis. This study was approved as exempt by

the Institutional Review Board of the University of Pittsburgh.
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Interview Guides (presented below) were used to guide each focus group discussion:

Caregiver Group

When you decided to enroll your family in the Center, what did you expect your family would gain from
participating in the program?

What wasit like for you as an individual to participate in the parent group?

What did your family [child] learn from participating in the program?

What changes have you observed in your child(Speece and Brent)?

What isimportant about being with other families who have also experienced l0ss?

How does the Center help families who grieve the loss of afamily member?

How do you think your family would be now if you did not come to the Center?

What changes occurring in your family after the loss were not affected by the Center?

Adolescent Group

What did you expect your family would gain from participating in the program?

What wasit like for you to participate in the teen group?

What did you learn from participating in the program?

What isimportant about being with other teens your age that have also experienced loss?
How does the Center help families who grieve the loss of afamily member?

How do you think you would be now if you did not come to the Center?

What was the Center unable to help you or your family with after the loss?

Analysis. Analysis of focus group data followed a systematic procedure which included

transcribing, coding, sorting, and integrating (Weiss 1993). Each focus group was transcribed
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into a digital Word file. Upon initial reading of the texts, benefits to program enrollment as
expressed by participants were coded as emerging themes. These codings were also compared to
notes on emerging themes and group processes as observed by the note taker during the focus
group. Codings were modified on subsequent readings of the text and were then sorted into
separate files by topical unit. Integrating the variety of responses was achieved through
summarizing the codings and grouping themes. Careful attention was paid to interpersonal
processes, so as to distinguish between individual opinions and group consensus, and variant

responses were noted (Kitzinger 1995).

34 FOCUSGROUPS

Interpretations grounded in the transcriptions of the focus groups are described in this
section. Themes from each focus group important to the development of summative evaluation
measures are described below. The discussion section that follows will compare these themes
from caregiver and adolescent focus groups and attempt to translate them into constructs which

can then be measured.

3.4.1 Adolescents

“It’s a good place to talk about it”
There seemed to be a variety of reasons expressed in the focus group as to why the

Center isagood place for teens to talk about grief. The Center was distinguished from other
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places. One girl explained how “you can’t really talk about it”” just anywhere, that the Center
“helps everybody to talk about it more”, and that the center creates a place where “you can
actually talk about it””. At the Center, people understand and will not make insensitive
comments. Two teens explained how other teens at school do not understand what they are
going through and how some make insensitive comments. When the focus group facilitator
reflected these comments about how the Center is different from the mall or school the note taker
made a note that all agreed.

The Center isagood place to talk about it because people “didn’t want to just keep
jabbing at you about how you felt”” and *““they didn’t like force you to do anything you didn’t
really want to do”. Teensin the group seemed to appreciate the unigueness of a place where
talking about grief ison an individual’s terms and no one is “jabbing’ or probing about feelings.
One girl explained how her teacher, who was aware her father had died, angered and upset her
by including her in a class activity to make a Father’ s Day gift. Perhaps the teacher was
attempting to ‘help’ her student by encouraging her to deal with it. Clearly, the student did not
appreciate this imposition.

Realizing that oneis not alonein his grief seemsto be an important role the Center plays
in the healing process for teens. At a developmental stage when an individual is attempting
establish his or her individual identity outside of the family, peers play a significant role in
identity formation. Being around other teens who are ““dealing with the same stuff”” was
described as comforting. One girl explained that before coming to the center she knew,
cognitively, that there were other people who have gone through a similar experience but still felt
alone, that no one else knew what she was going through. She stated that she ““didn’t have

anybody else except my family but sometimes you don’t wanna talk to your family””. A boy

38



explained that if it were not for the warm environment at the Center ““you kinda feel like you’re
secluded and everybody else is different and that’ll make you feel shy”. Another girl explained
how “we’re growing up, we’re starting like the next stages of our lives and it’s just difficult
because like this is the time when I could talk to my dad about stuff and like he’s not here and |
know she [referring to her friend in the focus group] feels the same way about her mom”. The
note taker observed that all heads were nodding in agreement after this statement, suggesting that
ateen does not feel different and secluded at the center since other teens share asimilar identity;
each haslost afamily member.

“You can help other people and they can help you”

Collectively, teens can help one another while, independently, an individual teen may be
struggling to manage very strong feelings. The poignant statement above was expressed by a girl
in the focus group and it seemed to summarize what many of the group members had expressed
regarding one of the benefits of attending peer support groups as evidenced by affirming gestures
by other teensin group. It was preceded by “you don’t have to keep helping yourself”.

Two girls stated similarly how othersin the group helped them to communicate their
anger. The girl who was angered when her teacher included her in a class activity to make a
Father’s Day gift explained how angry and shocked she was at her teacher’ s behavior until she
visited the Center. There she was able to speak to a girl with whom she had made friends and
with “people that understand”. She stated how othersin group acknowledged her anger and
helped her to process this anger in communion. Another girl described how she felt a great deal
of anger regarding the unjustly death of her father. She said that the Center helped her to ““have
peace with the situation”. Both girls' storiesreveal the emotional transformation gained through

processing their grief experiences and emotions with peers.
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Two girls explained how they attempted to offer their support to aboy in their group
whose mother had committed suicide. They said they tried to “be there for him” by reassuring
him and being ““the friend for him to talk to”” when he was struggling with feelings of guilt.
While ““sometimes he tried to still keep to himself”’, they both said that he knew their support was
available to him. Expressions like these suggest how adolescents attempt to provide support to
one another during groups.

Y et there isa corollary to how peers support one another. For children who have
experienced a parental suicide thereisadlightly different context. Two girlswho had lost a
parent (one lost her mother and the other afather) described how they attempted to comfort
another boy in their group whose parent committed suicide. They described how his reception of
this support varied from being receptive and starting to talk about it to saying “I’m fine”” and
behaving in away they described as ““macho”. Perhaps similar to this boy’s occasional response
to peer support, another girl in group whose father also committed suicide had indicated that she
wished she could have talked more about what had happened and that she had othersin her

group who had also experienced a suicide.

“... it can be different than something like passing away in a different way and like sometimes
people don’t know how to help you. And even if they had a parent or a family member die...they
don’t understand what it’s like when someone commits suicide and | just wish that there were
other people like in my group that went through the same thing™.

This suggests that children who have experienced a parental suicide feel an additional dimension
of grief such that even other children who are parentally bereaved cannot fully understand and
therefore do not completely share thisidentity. Not al deaths are the same and the peer support

process may work differently for children whose parent committed suicide.
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“She just kinda carried it home”

A few teens in the group suggested that family communication patterns change as a result
of the peer support groups. One girl explained that before the Center she felt as though her
mother was having a difficult time and did not want to bother her. She then stated that,
currently, she and her mom talk more about everything. This change in communication with her
mother resulted from the support she was similarly experiencing in the teen groups. Another girl
directly followed up on this comment when prompted by the facilitator and described a similar
changein her family.

*““Oh, I think its cause she had that [referring to growing comfortable with sharing feelings of
about the loss with others] here too. She could talk about it openly with other people and then she
just kinda carried it home™

“OK DOES THAT RESONATE FOR ANYONE ELSE?”

“That’s like almost like the same thing with my mom and me ‘cause my dad died of cancer to and
um we talk about it like more™

This communication process may be carried home in yet another way. A boy stated that
the Center helps “families realize what’s going on in each family member’s own mind and let’s
them know how each one has to be treated”. In a family, processing one's grief includes

considering the needs of another family member.

3.4.2 CaregivergParents

“...if I wanted to I could walk around in my underwear, not literally, but to have that freedom
if you wanted to”

This statement seemed to capture to the depth of the relief parents said they felt at the
Center and many in this focus group, while laughing, were gesturing in agreement with the

statement. Throughout this discussion parents reported a feeling of safety, and two described it
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as freedom to be able to laugh or cry but also feeling, ““I don’t have to cry. | don’t have to laugh.
I don’t have to do anything”. The Center was a place where a parent could just be with her grief.

Therelief that the Center offered to these bereaved adults came in avariety of forms. As
asurviving adult family member, “the burden becomes kind of just on you to be the strength...to
be the pillar for everybody else””. The note taker observed several heads nodding as this mother
was speaking. Another parent described how sometimes she, herself, would console other family
members who would call or visit. ““You don’t have any of that stuff going on in these
rooms...it’s a relief””. In addition to grieving, the surviving parent also must maintain the
responsibilities of the household. Dinner seemed to be an important part of the program
structure for parents. A father said that he “didn’t have to cook on Wednesdays™. A mother
said:

“it was just a relief just to come in, play some cards and have a pizza and the kids would play in
the rooms up there and do their project and, just for a minute it, was just nice to step back and
think about it and not have to worry about anybody else™.

The discussion seemed to suggest that the program provided some degree of respite for the
surviving parent giving her the opportunity to focus on her own grieving.

Connecting with other people who are in the same situation was also described as arelief.
All appeared to expressrelief in recognizing that they were not alonein their grief, expressing
common experiences and feelings, and sharing suggestions with one another. Two parents were
in agreement that they were relieved to learn that other parents ““are worse than | am”, and
several heads were nodding in agreement as one spoke. Thisfeeling was qualified by one
parent- ““it didn’t make me feel good™- but both expressed relief in learning to place their grief in
context and appreciate their unique situation. In addition to the relief through learning about
others’ experiences, parents expressed something akin to relief in having the Center to rely upon

in the community.
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Comments throughout the discussion illustrated parents' concerns prior to enrolling and
how the Center provided a place to turn. One mother stated that she had three different aged kids
who were all processing their father’ s death differently and that she did not know how to help
any one of them because she was not “doing too well”” herself. ““I just don’t have a clue and |
need help”. Another mother mentioned that she called the Center in anticipation of the death of
her husband, for whom her son was providing some care, so that her son could have the
“opportunity to be with kids and be a kid and not have to be an adult with the really scary
responsibility for anyone, let alone a kid”’. Another mother said she called ““out of desperation”,
wondering what to do with her ““angry little child” until the fall session beginsin afew months
(there are no peer support groups in the summer months). For his teenage daughter, a father
explained how he thought the Center would ““open her a little bit” since she was close with her
mother and how ““it’s kinda hard to talk with dad’” about certain things at her age. All of these
adults seemed to have realized their limits as parents and turned to this resource in the
community.

“...here where nobody’s a teacher but we learn to communicate about death”

The group support processis unique in that “just the people who kinda know what they’re
feeling are the one’s that we’re gonna be learning from”. The quote seemed to capture a process
described throughout the focus group whereby being with others provides an opportunity to learn
from and with others. Another mother responded to this comment by contrasting all the
counseling she had been in with her adopted son prior to his mother’s death with the group
process; it “never would have prepared us and still [hasn’t] touched on any of that...the way this

place did”.
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There are several things that parents gain in the groups that help them to parent through
the grief process. The group process helps to dereflect one' s grief and focus on another’s grief.
One mother noticed a parallel process between her and her child’s experience in the group. She
recognized that she was ““self-absorbed”. Being with other adults also experiencing grief “I
suddenly was not, you know, | was feeling for them”. Through communicating in group she was
able to examine her grief in the context of others' grief and empathize with them. She and
another mother also noticed this process occurring in their sons through the groups. Statements
like, ““Suddenly it wasn’t all about (her son) anymore, you know”” and “It did my heart good to
see him worrying about somebody else” described what parents were experiencing directly and
also observing in their children. Perhaps as parents process grief with othersthey are ableto
recognize their children are doing the same, decreasing their worries about the child’ s well-
being.

Parents support each other by sharing tips and suggestions with one another. ““You see
other people’s point of view”. Examples of this ranged from thingsin everyday life, like a
mother learning in groups about plumbing problems which her husband used to manage for the

household, to having to deal with the holidays.

“... I didn’t want them to suffer, didn’t have tree, just like how do you do this...everybody had a
first Christmas that they had to get through it was just incredible to be able to get ideas and
thoughts and expectations, too, like, you know, this happened and it might happen with you™.

An example of this support appeared during the focus group. One mother was questioning why
she had such a difficult time getting her son to want to come to the Center each week. She
wondered if he was ““just pushing my buttons’ and another mother later in the group offered that
maybe he resisted coming because he was having a good day and did not want to talk about

sadness. The first mother replied with alook on her face asiif testifying for this feature of the



group process, “I never thought of that””. She might have used that information in away that
resulted in decreased parent-child conflict.

In addition to tips and suggestions, adults share parenting skills with one another.
Learning what to expect about their child’s behavior a parent can more confidently parent their
child through grief. One mother explained how the death of a parent is such a significant event

in achild’ slife and, about his reactions:

“...you don’t know, is that ok? Is that normal? Should | be worried about that?...[y]Jou just don’t
know what to expect and it’s nice to have other parents giving you know their uh experiences so
that when you’re watching your kid do these crazy things... you feel like ok this is normal...a
natural reaction”.

She described how, in her group, another mother had shared with her that her son had behaved in
asimilar way, putting the worried mother at ease. Several other parentsin the focus group were
chiming in saying ‘yeah’ and beginning dyadic conversations reflecting this mother’ s story,
suggesting that she was describing a common experience among parents in the adult groups. The
mother continued and explained how this helped her to not become overbearing with her child,
something she said did not want to do as a parent.

Parents support one another emotionally so that they may be able to more effectively
parent their child. One mother explained “I feel a little better now. | can make it through the
next week till we come back here”. Another described how she could share her frustrations so
that ““when you leave here you sorta can set that a little bit aside ...uplifted so that you can you
can deal more appropriately with those children™.

The group process alows parents to place their grief in context with others' grief, share
suggestions with one another about parenting during grief, anticipate their child’s behaviors, and

to compartmentalize their individual grief with other grieving adults resulting in feeling more
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emotionally capable of effectively parenting their child. Perhaps all of this servesto give
parents the confidence to begin speaking with their children about death.
“I did better than I thought | was gonna do”

A clear theme in this focus group was that attending the Center resulted in parents and
children communicating about death, for which most of the parents were explicitly thankful.
Prior to coming, parents explained that there were a number of barriersto parent-child
communication. ““I wouldn’t know if I was saying the right thing, making it worse or making it
better, | wouldn’t have known’” or, ““You don’t want to put on the kids your pain and the kids
don’t wanna talk to you about it cause they’re, like you said, afraid that you’re gonna start
crying” were statements shared during the discussion. Other parents seemed to be in agreement
with comments like these through gestures or uh-huh’s.

Parents and children begin to communicate about death through the process of attending
groups at the Center. Each of the parents were nodding their heads and three made explicit
statements in agreement with the process described by one mother about the process of being
able to communicate with her son. Though her son was nine years old at the time of the group
other parents whose children are different ages were in agreement with her about this process.
This mother explained that after a group night it was away for her to communicate with him.
She said that they would talk about their evening at the Center, about what they heard another
say, about what that person might have felt, and about what project he made that night. It served
as an opportunity to communicate about death. This mother explained later in the group how
she told her son “I said it’s ok if I cry, you know...I told him I like to cry’”, communicating

directly with him about her personal grief response.
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Communicating about death after agroup night is particularly noteworthy since all but
one of the parentsin the group agreed with one mother who explained how difficult it was to get
her twelve year old son to group each Tuesday. Coming to the Center is much different than
leaving the Center. ““Ten weeks | fought my kid tooth and nail...But once he was here, like you
said, he walked in the door his whole demeanor changed, he was happy, he played with the other
kids...””. Others described the mood prior to a group night as atension or as nervousness but
agreed that thisis resolved by the time group ends.

Life-skills and coping-skills

Parents perceive that they are teaching their children life-skills through the opportunities
created through the Center. All parents gestured in agreement when one mother mentioned that
her son was learning alife-skill. Thisterm appeared afew more times during the focus group.
“Well, it’s like a life-skill that you discuss with them because he brings home things from
school... we’re teaching him how to cope and showing them that we can cope...” Another
mother agreed that you teach your children that you can cope, ““You can move, you can live, you
can you know you can smile again.... our life isn’t over and we need to make the best of our time
too, yeah, and teach’em some life-skills””. A father responded to this latter comment about how
his children were learning to cope through talking with other children their age.

Towards the end of the focus group, a mother made a point to say that the events that go
on at the Center are agreat help. ““...it sort of equates with happiness...You can go somewhere
outside these walls, you can laugh and carry on and maybe not talk about your loved one at all
and just have a good time”. Several other parents followed and gave examples of enjoyable

events they attended with their children, suggesting that another life-skill that families gain from
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attending the center’ s support groupsis that learning to enjoy one another again is part of the

healing process.

35 DISCUSSION

The am of this section is to trandate the themes presented from caregiver and adol escent
focus groups into constructs which can then be measured. As stated above, the rationale to use
focus groups stems from the literature on childhood bereavement which has suggested the study
of grief processes rather than psychiatric disorders ((Tremblay, 1998 #14)(Dowdney 2000).
Using focus groups to learn from bereaved children and adults the perceived benefits of
attending peer support groups increases the validity of constructs and results of an outcomes
evauation. In this study, the results of the focus groups suggest that perceived social support,
universality, caregiver-child warmth and communication, and coping are constructs that are

relevant to the study of how peer support groups impact bereaved families.

3.5.1 Saocial Support

A number of researchers have suggested that the perception of supportive relationships
buffers the effect of stressful events (Kaffman and Elizur 1983; Sandler 2001). The center’s peer
support groups fostered social support to reduce feelings of isolation, alienation, and loneliness
among family members. Focus group data suggested that both parents and adolescents gained
multiple dimensions of support through the groups. Adolescents expressed that they learn to

process emotions in communion with others their age and that “you can help other people and
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they can help you”. Adults expressed that, with others, they learn to place their grief in context
and appreciate their unique situation and that the program structure gave them the opportunity to
grieve and get respite from the responsibilities that come with being the surviving parent.
Additionally, the center provided institutional support in that it provided a place to turn in the

community.

3.5.2 Universality

Irvin Yaom, amajor figure in group therapy practice and research, acknowledged identified 11
primary “therapeutic factors’ that are involved in the therapeutic experience but rarely operate
independently from one another (Yalom 1995). One that operates uniquely in groupsis what he
termed universality. He findsthat, especially in the early stages of group, the disconfirmation of
apatient’ s feelings of uniquenessis a powerful source of relief (Yaom 1995). While Yaom was
strictly speaking of group therapy with clinical populations, it is not inconceivable that a similar
‘therapeutic factors could operate during the peer support group process.

Family membersin peer support groups appear to experience the healing factor of
universality. Among adults, all appeared to express relief in recognizing that they were not alone
in their grief and excitement that, ““just the people who kinda know what they’re feeling are the
one’s that we’re gonna be learning from”. Several expressed their satisfaction that their children
were in groups with other children who had similar experiences. Among adolescents, occasions
of consensus devel opment around the uniqueness of the center as “a good place to talk about it”
suggests that a teen does not fedl different and secluded at the center since other teens share a

similar identity.
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For adolescents, however, the manner in which a care giving adult or parent dies seemsto
modify the degree of perceived support. The girl whose father had committed suicide mentioned
how she felt a layer of difference between her experience and that of others her age who did not
experience asuicide. This suggests that children who have experienced a parental suicide feel an
additional layer of grief such that even other children who are parentally bereaved cannot fully

understand and therefore do not completely share thisidentity.

3.5.3 Parent-child Communication

Much research on bereaved children has stressed the importance of open communication
between the surviving parent and the child (Black and Urbanowicz 1987; Cohen, Dizenhuz, and
Winget 1977; Raveis, Siegel, and Karus 1999). Focus group data suggested that peer support
groups improved parent-child communication. Comparing the data between adult and adol escent
groups suggests that this is an important benefit of attending peers support groups. Both claimed
that, prior to groups, communication was somewhat awkward; adolescents explained how they
did not want to make their parents worse and adults explained how they were unsure whether
talking about grief would make the situation worse. After attending groups, adults described
how the activities at the center became an opportunity to talk about what happened at group and
about others' experiences. Adolescents described a process of how ““she just kinda carried it
home™ as a result of the parent’s peer support group experience. It is also plausible that better

communication between parent and child also leads to an improved parent-child bond.
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354 Parent-child Warmth

Research has provided overwhelming evidence that a positive warm relationship with the
parents following divorce or parental death predicts lower levels of mental health problems for
children (Sandler 2001). Warmth and support in the parent-child relationship can be measured
through expressions of love and affection, positive involvement, responsiveness, and a lack of
rejection or hostility (Schulderman and Schulderman 1970). One could imagine a bereaved
parent so emotionally distressed that an otherwise benign child behavior could ignite parent-child
conflict.  Yet, in the focus group, adults described how the sharing of experiences, tips and
suggestions allowed them to support one another so that they may be more emotionally capable
of parenting their child through grief, minimizing rejection or hostility. Adults explained how
they learned to be responsive to their child and not dismiss or punish their child for strange
behaviors. Adults aso described positive involvements such as how the program structure
allowed families to learn how to have fun and enjoy one another again. The results of the focus

groups strongly suggest that peer support groups encourage parent-child warmth.

355 Coping

Coping efficacy is defined as a global belief that one can deal both with the demands
made and the emotions aroused by a situation, including the belief that one has dealt well with
stressors in the past and can deal effectively with stressors in the future (Sandler 2000). Bandura
describes coping efficacy as a specific instance of the broader construct of self-efficacy (1997).
Adolescents explained how others in their support groups helped them to communicate their

anger and resolve their stressor. Processing grief experiences and emotions with others can teach
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a young person how to handle challenging situations that stem from the death of a family
member. Learning that this helped you to “have peace with the situation” could encourage a
coping skill like thisin the future. Adults also perceived that their children were learning coping
skills in the support groups - “we’re teaching [them] to cope and showing them that we can
cope”. Focus group data suggest that peer support groups impart coping efficacy for bereaved

children, if not concrete coping skills as well.

36 CONCLUSION

This study attempted to demonstrate the utility of using focus groups to learn from
bereaved children and adults the perceived benefits of attending peer support groups. Focus
group data suggested that families who attended peer support groups experienced improved
parent-child communication, parent-child warmth, coping, and a healing effect when they realize
their grief is not unique. Data also suggested that perceived social support in peer support
groups reduced feelings of isolation and alienation among family members. Focus groups were
an extremely useful method to develop evaluation constructs as expressed by beneficiaries of the
center’s peer support groups, however, until they are tested quantitatively construct validity will
remain a question.

A recommendation for any future work with this population would be to consider that the
needs of children who have lost a parent to suicide or other traumatic cause of death may be

quite different than the losses of other children.
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40 DO PEER SUPPORT PROGRAMSPROMOTE RESILIENCE IN BEREAVED

CHILDREN?

41  ABSTRACT

This article represents a feasibility study to pilot an outcomes evaluation instrument for a
child-centered family-based peer support program for bereaved children. Contextual resilience
has emerged as an empirically supported theoretical framework to understand the impact of
interventions for bereaved children. Whereas previous work has applied the theoretical
framework to a cognitive behavioral intervention, this study seeks it to extend this framework a
peer support program. The study involved 30 families 35 adults and 38 children who attended
the spring 2007 sessions at a center for grieving children and their families in Pennsylvania
Results suggest that peer support programs can improve children’s coping efficacy while helping
to improve their caregivers perception of social support; the program improved both children

and caregivers sense that they are not alonein their grief.

42 INTRODUCTION

The death of a close family member is a profound insult to the child’s devel opmental

course. Though early research assumed that childhood bereavement was a risk factor for mental
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and behavioral disorders in childhood and adult life (Harrington and Harrison 1998; Tremblay
and Israel 1998), this psychopathology paradigm is being traded in for an ecological view of
childhood development, considering a child’'s exposures to risk and protective factors.
Childhood bereavement can compromise the emotional availability of the surviving
caregiver(Zimet, Dahlem, Zimet, and Farley) (Bifulco, Brown, and Harris 1987; Harris, Brown,
and Bifulco 1986; Worden 1996) and the child’'s social supports (Kaffman and Elizur 1983),
challenge the child’'s self-efficacy and self-esteem (Worden 1996), disrupt continuity in daily
family life (Bifulco et al. 1987; Harris et a. 1986), and inhibit open communication with the
parent (Black and Urbanowicz 1987; Cohen, Dizenhuz, and Winget 1977; Raveis, Siegel, and
Karus 1999); factors that may otherwise act as protective resources that prevent against risks
from future stressful events (Christ, Raveis, Siegel, Karus, and Christ 2005; Sandler et al. 2003).
A recent literature review claimed that the lack of a coherent conceptual research
framework designed to test hypotheses of clinical relevance has hampered the development of
systematic and satisfactory research on the impact of childhood bereavement (Dowdney 2000).
Sandler and colleagues at the Prevention Research Center at Arizona State University have
pioneered the application of resilience theory to the study of childhood bereavement. They
developed and tested a cognitive-behaviora intervention designed to modify known mediators of
positive mental health outcomes for children who have suffered a mgjor loss (Sandler, Ayers,
and Romer 2002). This randomized intervention study has bolstered the empirical validity of
the theoretical framework of contextual resilience (Kwok et a. 2005; Lin, Sandler, Ayers,
Wolchik, and Luecken 2004). In order to build systematic and satisfactory research about the
impact of childhood bereavement, it is necessary for investigators to conduct research within the

theoretical framework of contextual resilience.
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This study was designed to observe outcomes and seeks to extend resilience theory by
piloting an outcomes evaluation instrument for a child-centered family-based peer support
program at a center for bereaved children in Pennsylvania. It was a feasibility study that would
help to determine whether to proceed with a formal evaluation. The process of conducting this
study was guided by the principles of utilization focused evaluation (Patton 1997). The center
was interested in identifying program outcomes to be used in community outreach efforts to
highlight the potential benefits a prospective enrollee may expect from attending its peer support
programs. Therefore, in what follows below, every effort was made to include key staff in the

methods and study design to ensure that this work was both practical and useful for that purpose.

421 Theoretical Framework

Resilience in children is defined as the achievement of positive developmental outcomes
and avoidance of maladaptive outcomes under significantly adverse conditions (Wyman et al.
1999). An adverse condition is defined as a relation between children and their environments
that threatens the satisfaction of basic human needs and goals (e.g. need for esteem, social
connectedness, and control) and impedes the accomplishment of age appropriate developmental
tasks (Sandler 2001). Bereavement, an adverse condition, may affect the child’s self-esteem, his
parental and peer relationships, and the perception of his ability to control the environment
around him, all of which are essential for accomplishing age appropriate devel opmental tasks.

The theoretical framework of contextual resilience devel oped by Sandler and colleagues,
and that which was used for this study, rests on three propositions: that the effects of adversities
on children’ s functioning can be accounted for by how well they adapt to the disruptions and
restructuring of their environments after the death, that both positive and problem outcomes are
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of concern, and that resilience is determined by multiple risk and protective factors (Sandler et
a. Inpress). Risk and protective factors operate on multiple ecological levels (at both the
individual- and social-level) and affect children differently over time. Certain factors pose risks
to the child (e.g. limited emotional availability of surviving caregiver) while others (e.g. positive
sense of self) protect the child from the adverse effects of a stressor such as the loss of afamily
member.

Through a cognitive-behavioral intervention, Sandler and colleagues targeted certain risk
and protective factors for change based on evidence of their association with child mental health
outcomes (Sandler et a. 2003). Modifying these known factors can minimize their adverse
effects, protect the child against future adversities, and promote resilience. In this study, we seek
to identify whether a peer support program can modify factors that are known to be associated

with child mental health outcomes and promote resilience.

4.2.2 Contributionsof the Current Study

This study offers several contributions to the literature on childhood bereavement. It
extends the application of the contextual resilience model. Childhood bereavement research has
been hampered by the lack of a coherent conceptual research framework designed to test
hypotheses of clinical relevance (Dowdney 2000). Previous research designed and tested a
cognitive behavioral intervention to promote resilience in bereaved children, whereas this study
will apply the theoretical framework to the evaluation of a peer-support program. Although
research has shown that social support is important for positive health related outcomes, the
significance of this consistent finding is waning because researchers have not shown that health
outcomes can be modified through social support (Hupcey 1998). While this study will not
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investigate the relationship between peer support and health outcomes directly, it will examine
whether peer support modifies factors known to be associated with child mental health outcomes.
If peer support promotes resilience, then peer support may help to minimize adverse menta
health outcomes in bereaved children. This study will contribute to social support research by
assess the feasibility and utility of using the contextual resilience framework by examining the

link between peer support and mental health outcomes.

43 BACKGROUND

4.3.1 Child-centered Family-based Peer Support

This study was conducted with a center for grieving children and their families based in
western Pennsylvania. The center states that its central goal is to have the children and adults
express their grief in an atmosphere of acceptance and trust. According to the stated aims of its
service model, the center facilitates peer support to allow children to help one another cope and
to decrease the stigma or the child’'s perception that she is the only one experiencing grief. One
of the aims of the program, therefore, is to help children by facilitating the modification of
individual level variables.

The center’ s mission states that it serves families because ‘ grief work’ happens within the
family. As aresult of a family member’s death, family members must adjust to new roles and
parents and caregivers are supported in their grief so that they may be able to be emotionally
available to their children. Another aim of the program, then, is to help children by facilitating

the modification of family or social-environmental variables. Additionally, the program screens
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families prior to enrollment to determine whether the family is appropriate and can benefit from
alevel of anon-clinical service such as peer support. Families whose members warrant mental
health or drug/alcohol treatment referral may not be appropriate for peer support services and are
referred to appropriate services in the community.

Families learn about the center through referrals from local schools, funera homes,
healthcare professionals or advertisements. After an initial phone call and screening, families
visit the center for an intial orientation session. Thereafter, families visit the center for 10 bi-
monthly family nights. Families arrive in the evening, spend a half-hour in a common room
eating a meal with staff, volunteers, and other families, then children, teens and adults meet in
separate group sessions for approximately one-hour. Group sessions are led by trained volunteer

group facilitators. Families then reunite in the common room and leave.

4.3.2 Childhood Bereavement

Quality of parental care is the most consistent predictor and mediator of the child's
bereavement outcome in the literature (Tremblay and Israel 1998). Severa studies have found
that the gender of the parent, particularly the mother, affects the process and outcome of the
child’s adaptation to the loss because it was associated with either an increase in daily life
changes for the child or due to less physical and emotional availability of the surviving father
(Bifulco et al. 1987; Harris et al. 1986; Worden 1996). Others have stressed the importance of
open communication between the surviving parent and the child (Black and Urbanowicz 1987;
Cohen et a. 1977; Raveis et a. 1999) and the availability of socia support for the surviving
parent and child (Kaffman and Elizur 1983). One plausible conclusion from the literature would
be that physical and emotional availability of the surviving parent (of either gender), continuity
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in daily family life, social support, and open communication with the parent play important roles
in the child’'s adaptation to the loss of a parent. These factors may also act as protective factors
that prevent risks from future stressful events (Christ et al. 2005; Sandler et al. 2003).

Thereis evidence that the death of a parent is an insult to a child’s self-esteem, often
operating as stigmatization or teasing from peers (Bifulco et al. 1987; Worden 1996). The
enduring effect of parental death on self-efficacy suggests that active rather than passive coping
styles are associated with better outcomes (Worden 1996). Additionally, the perception of an
internal locus of control might lead to less emotional dependency (Elizur and Kaffman 1982) and
active coping styles may play arolein reducing social isolation (Zambelli and DeRosa 1992).

The age and gender of the child seem to determine the shape and form of the grief
responses but not the level of risk. The particular developmental stage of the child may
influence how the child responds. While younger children often experience difficultiesin
regulating strong emotions and older children experience difficultiesin social dimensions, age
does not appear to place a child at increased risk (Kaffman and Elizur 1983; Raveis et al. 1999;
Van Eerdewegh, Clayton, and Van Eerdewegh 1985; Worden 1996). While boys display
increased behavioral difficulties or report lower levels of depressive symptoms (Raveis et a.
1999; Worden 1996) and girls experience more anxiety (Elizur and Kaffman 1982; Worden
1996), gender does not appear to place a child at increased risk (Worden 1996).

While there appear to be consistent findings about the impact of childhood bereavement,
answersto other questions remain murky. Whether parental death has a delayed effect on the
child’s developmental courseisunclear. While some investigators have found evidence for a
delayed effect at 2 years (Worden 1996), others have suggested the effect manifestsitself later

(Bifulco et al. 1987; Kaffman and Elizur 1983; Rutter 1966). The delayed effect often presents
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as an emotional/behavioral disturbance and is often explained as resulting from difficultiesin
adapting to the changing family environment. Children’s delayed responses may range widely
from anxiety responses and aggression to social withdrawal and dependent behaviors. Itisaso
unclear as to whether there is a mean time or an increased risk period for these effects to
manifest since there have been few longitudinal studies and none that have followed the
experiences of bereaved children for longer than 3 %2 years.

Though the literature is consistent regarding how children react after the loss,
investigators disagree on how many children are at-risk and qualify for treatment referrals.
Whereas some have found that about 20% of their study populations remained at-risk after 2
years (Worden 1996), others found that about one-third remained at risk (Elizur and Kaffman
1982) and still others that have found either relatively low levels or no risk among bereaved
children (Fristad, Jedel, Weller, and Weller 1993; Raveis et al. 1999). These inconsistencies

likely resulted from differences between sample populations and length of follow-up.

44  OPERATIONALIZING CONTRUCTS

The study guestion was whether the center’s peer support program affects either risk and
protective factors known to be associated with child mental health outcomes. These factors were
identified based on research that identifies the risks that bereavement poses for children as
discussed in the section above and through consultation with the center’s staff members.
Embedded within the center’ s evaluation instruments were scales (either validated scales or those
developed for use in the evaluation of the Family Bereavement Program) used to measure these

risk and protective factors.
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441 Social Environmental-level Factors

Quality of parental care. Inareview of the state of knowledge about the consequences
of parental bereavement, the quality of parental care, stability of family circumstances, and the
availability of social support for children and surviving parents/caregivers emerge as crucia
determinants of acute and long-term adaptation to the loss of a parent (Tremblay and | srael
1998). While peer support groups may not directly affect the stability of family circumstances,
they potentially may improve the positive quality of the relationship and the open
communication between parent/caregiver and child. These two latter variables are
operationalized as protective factors.

There is overwhelming evidence that a positive warm relationship with the parents
following divorce or parental death predicts lower levels of mental health problems for children
(Sandler 2001). The Children’s Report of Parental Behavior Inventory (CRPBI) was originally
designed by Schaefer (1965) to assess children’ s perceptions of parental behavior. It wasrevised
and shortened by Schludermann and Schludermann in 1970 and 1988 to a much shorter version
with 10-item subscales (1970). The acceptance subscale is arelationship quality index that
measures warmth and support in the parent-child relationship through expressions of love and
affection, positive involvement, responsiveness, and alack of rejection or hostility. The
shortened version was used in this pilot study to reduce the amount of burden on families. This
scale was included in the center’ s evaluation instrument for both children and caregivers.

Research on bereaved children has stressed the importance of open communication
between the surviving parent and the child (Black and Urbanowicz 1987; Cohen et a. 1977;
Raveiset a. 1999). Thereisno standardized instrument to measure parent-child communication

following the death of afamily member, however, Sandler and colleagues devel oped two
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instruments to assess communication quality during thistime. The Sharing Emotions with
Parent Scale (SEP) was designed to determine the extent to which children perceive their
caregiver as being an empathic, understanding, helpful, and comforting and with whom to share
negative feelings (PRC 2007c). This scale wasincluded in the center’ s evaluation instrument for
children. The Talk with Reassurance Subscale (TWR) of the Parents’ Expression of Emotion
Questionnaire assesses how caregivers communicate with their children about stressful family
events (PRC 2007b). This scale was also included in the center’ s evaluation instrument for
caregivers.

Social support. Research suggests that the perception of supportive relationships buffers
the effect of stressful events (Kaffman and Elizur 1983; Sandler 2001). The Social Provisions
Scale examines the degree to which respondent’ s social relationships provide various dimensions
of social support (Cutrona and Russell 1987). This scale was included in the center’ s evaluation
instrument for caregivers since it was validated with a number of adult populations ranging from
college undergraduates to elderly populations. The Multidimensional Scale of Perceived Social
Support (M SPSS) was designed to measure various dimensions of social support (Zimet et al.
1988) and validated with a number of pre- and adolescent children. This scale was a so included
in the center’ s evaluation instrument for children.

Group Process and Universality. Irvin'Yaom, amajor figure in group therapy practice
and research, acknowledged that therapeutic change is an incredibly complex process. He
identified 11 primary “therapeutic factors’ involved in the therapeutic experience that rarely
operate independently from one another (Yalom 1995). One that operates uniquely in groupsis
universality. He found that, especially in the early stages of group, the disconfirmation of a

patient’ s feelings of uniquenessis a powerful source of relief; afeeling expressed by the phrase,
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“We'redl inthesame boat” (Yaom 1995). Initsfamily service guide, the center states that it
uses the peer support model because it isimportant for grieving children to know that they are
not alone. Staff frequently stated that this was an important way the support groups help families
so this factor was included in the evaluation instrument. While Y aom was strictly speaking of
group therapy with clinical populations, this “therapeutic factor” could operate in other group-
based services.

Yaom developed a 60-item Q-sort (approximately 5 questions per therapeutic factor)
examining the importance of these therapeutic factors in the group experience (Yaom 1995).
Four questions modeled after those that appear in Yaom's origina questionnaire were devel oped
for the center’s evaluation instrument. This measure (UNIV) was designed to determine the
therapeutic quality of the group support process for caregivers and children as well as
complement the self-esteem measure described below. Children should theoretically experience
less stigma and isolation once the group process unfolds and, therefore, improve self-esteem.

This scale was included in the center’ s evaluation instrument for both children and caregivers.

4.4.2 Individual-level Factors

Coping Efficacy. Coping efficacy is defined as a global belief that one can deal both with
the demands made and the emotions aroused by a situation, including the belief that one has
dealt well with stressors in the past and can deal effectively with stressorsin the future (Sandler,
Tein, Mehta, Wolchik, and Ayers 2000). Bandura described coping efficacy as a specific
dimension of the broader construct of self-efficacy (1997). In this study, active coping strategies
such as depending on trusted peers to process difficult emotions and are differentiated from

avoidant coping strategies such as repression. Research has demonstrated the enduring effect of
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parental death on self-efficacy and has suggested that active rather than passive coping styles
were associated with better outcomes (Sandler et a. 2003; Worden 1996; Zambelli and DeRosa
1992). Sandler and colleagues found support for coping efficacy as a mediator of the relations
between active coping and psychological problems (2000).

Two scales were included in the center’ s evaluation instrument for children; the active
coping dimension of the Children’s Coping Strategies Checklist-2"! (CCSC), a self-report
inventory in which children describe their coping efforts (PRC 2007a), and the Coping Efficacy
Scale (GCE), a subjective evaluation of efficacy rather than an objective measure of the effects
of coping on outcome (PRC 2001).

Self-esteem. Asacomponent of the self-concept, self-esteem is defined as totality of the
individual's thoughts and feelings with reference to himself as an object (Rosenberg 1989).
Research has observed the negative impact of bereavement on a child’s self-esteem (Worden
1996) . Any stressful event in the child slife has the potential to either positively or negatively
affect the child’ s self-esteem. It is a common measure used by researchersto gauge a child's
perception of self-worth. This measure was used complimentary to and interrelated with coping
efficacy and universality. The center’s service model aims to decrease stigmarelated to
bereavement. The Rosenberg Self-Esteem Scale (SE) is a standardized instrument widely used to
measure self-esteem in children (Rosenberg 1989) and was included in the center’ s evaluation
instrument.

Active Inhibition. Activeinhibition of emotional expression is defined as the conscious
effort to avoid revealing one' s affective state to another . Expression of emotion is generally
considered beneficial to well-being and research has demonstrated that suppression of emotional

expression is linked to indicators of physical illness (Pennebaker and Beall 1986). In itsfamily
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services guide, the center statesthat its central goal isto have the children and adults express
their grief in an atmosphere of acceptance and trust. The Active Inhibition Scale (Al) to assess
children’s active inhibition of emotion (PRC 1997) and was included in the center’ s instrument

for children.

45 METHODS

45.1 Participants

Participants in this study consisted of families enrolled in spring 2007 sessions that
completed a questionnaire as part of the center’s service improvement evaluation. The center
informed all families that it would be conducting a service improvement evaluation and asked all
families with children 11 years and older who would be attending the spring 2007 sessions at its
3 sitesin Pittsburgh, Erie, and Lemoyne, Pennsylvania to complete a questionnaire as part of this
evaluation. All eligible families who agreed to participate in the center’s evaluation and

completed the questionnaire were included in this study. No other exclusionary criteria were

applied.

45.2 Procedures

The center administered the evaluation instruments to adults and children 11 and over
during the first family night and again during the last family night as part of the group session

(onceindividual family members were separated into groups and prior to the activities of the
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facilitated group session). The volunteer group facilitator and program staff remained available
to answer any questions. Table 4.1 below displays what was contained within the center’s
evaluation instrument.

The center provided de-identified data for this study which included responses to the
evaluation instruments, demographic data, and attendance records. This study was approved as

exempt by the Institutional Review Board of the University of Pittsburgh.

453 Analytic Plan

To test the significance of the differences between pre and post measurements, tests of
paired differences was performed. Person mean substitution was used to estimate missing data.
This method replaces missing data with the mean of an individual’ s responses for that scale
(Downey and King 1998). When tested, this method produced an accurate representation of
original data when both the number of respondents with missing data and the number of items
missing were 20% or less (Downey and King 1998). In this dataset, individua respondents who
omitted more than 20% of responses on an individual scale were not included in the data
analysis. Due to the unknown distribution of differences between pre/post assessments, STATA
was first used to conduct a skewness and kurtosis test of normality in order to apply the correct
statistical test. Data appeared to be from anormal distribution except for those on the Al and
MSPSS scales used in the children’ sinstrument and UNIV and CRPBI scales used in the
caregiver instrument. Paired t-tests were performed for data with normal distributions; Wilcoxon
signed-rank tests were used to analyze data with non-normal distributions. The research

reviewed for this study suggests that age seems to determine the shape and form of the grief
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Table 4.1 ScaesIncluded in the Center’s Evaluation Instrument

VARIABLE SCALE AUTHOR WHAT IT MEASURES RATER # ITEMS
Social Environmental-level Variables
Parental Warmth Children's Rep'ort.of Parental Behavior Inventory (Schaefer 1965) Care_g_lvers positive or negative Both 10
Acceptance/Rejection Subscale provision of acceptance and support
The extent to which children perceive
Open their caregiver to be an empathic,
c pen Sharing Emotions with Parent Scale (PRC 2007c) supportive, and comforting and with Child 10
ommunication h 3
whom they can share their negative
feelings.
, . . . . How caregivers communicate with
Opep . Parent_ s Expression of Emotion Questionnaire (PRC 2007b) their children about stressful family Caregiver 6
Communication Talk with Reassurance Subscale events
The degree to which respondent’s
Social Support Social Provisions Scale (Cutrona and Russell 1987) social relationships provide various Caregiver 25
dimensions of social support
Social Support Multidimensional Scale of Perceived Social Support (Zimet et al. 1988) Dimensions of social support. Child 12
, . . . Group process of identifying with
Universality Adapt Ya]om s Curative Factors Questionnaire Adapted from (Yalom 1995) other members of Both 4
Universality subscale o )
group/normalization of experiences.
Individual Level Variables
Child's satisfaction with handling
. . problems in the past and anticipated .
Coping Efficacy Scale (PRC 2001) effectiveness in handling future Child 7
Positive Coping problems
Children's Coping Strategies Checklist Rev 2 (PRC 2007a) Active coping skills. Child 24
Active Coping Dimesion
Self-esteem Rosenberg Self-Esteem Scale (Rosenberg 1989) Child's perception of self-esteem Child 10
Active Inhibition Active Inhibition Scale (PRC 1997) Inhibition of emotional expression. Child 11
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response but not the level of risk. Therefore, separate analyses were conducted for children 11 to

14 years and, again, for children over 14 years of age.

46 RESULTS

A total of 30 families (35 adults and 38 children) were included in this study. Of the 35
surviving caregivers who enrolled with the children, 20 (57.1%) were mothers, 9 (25.7%) were
fathers, 5 (14.3%) were other family members, and 1 (2.9%) was a grandmother. Of the 38
children, 23 (60.5%) were female. Eleven children (47.1%) had experienced the death of their
father, 5 (18.5%) of their mother, 9 (33.3%) of a grandparent, and 2 (7.4%) of another family
member. Cause of death was reported as. 29.6% due to cancer, 18.5% due to heart illness,
11.1% due to homicide, 3.7% due to suicide, and 37% was categorized as ‘ other’ which includes
accidental deaths and deaths from other illnesses. Mean age of the children was 14.5 years,
ranging from 11-17 years. Ethnicity of the families could not be assessed because the center
does not record this information.
The center’ s overall service population experienced similar proportions of which family member
was lost and the cause of death, with the exception of homicides which were overrepresented in
this sample (3% from service data and 11.1% in sample).

Table 4.2 below presents the results from the pre/post analysis. The center’s peer support
program appears to have a strong effect on a child’s perception of coping efficacy (p < .003), a
factor that can protect him from the negative effects of an adverse event. Coping efficacy

includes the belief that one has dealt well with stressors in the past and can deal effectively with
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them in the future (Sandler et a. 2000). Participating in the center’s peer support groups appears

to improve achild' s belief about how well he is dealing with the family member’ s death and how

well he will be able to deal with it, aswell as new stressors, in the future. The program also

appears to have a strong effect on younger children’s (11 to 14 years) sense of universality (p <

.045), the perception that his bereavement experience is not unique. While the program

effect on universality approaches significance for all children included in this study (p < .084),
the significant finding for only younger children confirms earlier research suggesting that age
determines the shape and form of the grief. Participating in the center’s peer support groups

appearsto help the younger child realize heisnot alone in his grief and lessens his sense of

isolation.

Table 4.2 Peer Support Group Program Effect on Protective Factors

Peer Support Group Program Effect on Protective Factors

Pretest/Posttest: Children and Caregivers

t(n) = paired t-test z(n) = Wilcoxon signed rank

Measure

Active Coping t(31) = -0.919 p <0.183
Coping Efficacy* t(29) = -3.033 p < 0.003
Self-Esteem t(31) = 0.389 p < 0.650
Active Inhibition” z(31) = 0.305 p=0.761
Universality t(30) = -1.416 p < 0.084

11-14 years* t(15) = -1.824 p < 0.045
Parental Warmth t(31) = 0.602 p<0.724
Sharing Emotions with Parent t(29) = 0.038 p < 0.515
Social Support z(31) = 0.029 p=0.977

Caregivers

Social Support* t(29) = -1.987 p < 0.029
Universality* z(27) = -2.543 p=0.011
Talk with Reassurance t(29) = -1.176 p< 0.125
Parental Warmth z(29) = -1.410 p=0.159

"Lower score on scale denotes less inhibition of emotion (i.e. more favorable
outcome). Therefore, positive z-score, though insignificant, could suggest
program effect on lowering children's inhibition of emotion.

*p<.05
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The center’ s peer support program appeared to have an effect on caregivers perception
of social support (p <.029). Previous research suggests that the severity of the child’s mourning
responses are influenced by the degree of social support available to the surviving caregiver
(Kaffman and Elizur 1983) Participating in the center’ s peer support groups appears to improve
acaregiver’s perception of available social support. Like their younger children, the center’s
peer support groups also appear to help caregiversrealize that their bereavement experienceis
not unique (universality, p < .011).

The center’ s peer support groups did not appear to have a stronger effect on either
individual-level (coping efficacy) or social environmental-level factors (universality and
caregiver perception of social support). While the program appeared to have stronger or weaker
effect on other variablesin the study, the lack of significance of the tests suggests that those

differences could be due to chance.

4.7  DISCUSSION

This article represents a feasibility study to pilot an outcomes evaluation instrument for a child-
centered family-based peer support program for bereaved children. In light of this, several
factorswere significant. The findings provide evidence that peer support groups may have an
effect on social environmental- and individual-level risk and protective factors for children
following the death of afamily member. The center’s peer support program may improve a
child’s perceived ability to cope, adimension of self-efficacy, and provide a sense of healing
knowing that other children have experienced loss aswell. It also provides surviving parent(s) or

caregiver(s) with that same sense of universality aswell as the social support necessary to
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prevent the parent’s own grief from interfering with the loving, supportive parenting the child
needs to adjust.

While research has attempted to show that social support isimportant for positive health
related outcomes, it has failed to show that health outcomes can be modified through social
support (Hupcey 1998). While this study did not investigate the relationship between peer
support and health outcomes directly, it demonstrated that peer support can modify factors that
are known to be associated with child mental health outcomes. The application of a contextual
resilience theoretical framework to the study of peer support provides insight into the black box
phenomenon of previous social support research.

The center’ s peer support program had no demonstrable effect on many of the variables
selected for this study. Because peer support programs intend to provide socia support to
grieving children we expected the program would have an effect on perceived socia support, yet
it remained virtually unchanged. This could be due to the self-selection of families choosing to
enroll in the program whose children already perceive supportive relationships; the average score
for children on the Multidimensional Scale of Perceived Social Support was 5.67 on a 7-point
scale. We hesitate to recommend against using this scale in afuture study because the constructs
of social support and peer support are so closely related and because of the small sample sizein
this study. However, upon insignificant findings in afuture study with an adequate sample size,
this scale should be dropped from the evaluation instrument for children.

Since children share experiences with one another in groups and volunteers facilitate
activities aimed to help children process and explore their experiences, we expected that the
program would be associated with improved active coping skills. It is curious that while the

program had a positive effect on coping efficacy, actual coping skills remained unchanged.
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Since the risks of bereavement change over time as children adjust to the loss of afamily
member (Worden 1996), perhaps the belief that one can cope well serves to protect the child
against future adverse events. While there were some positive findings for this pilot, future
studies would be served to heed the lessons learned from this study.

There are several weaknesses with the design of this pilot study that should be addressed
prior to alarger formal study. The pretest-posttest design does not allow one to attribute any
observed changes to the program being evaluated (Suchman 1967). For this purpose, it would
have been preferable to add a comparison group to the design and ideal to utilize a follow-up
group of at least 6 months out of the program since the impact of bereavement (and, presumably,
peer support programs) changes over time. However, as stated earlier, the study was aimed to
be utilization-focused (Patton 1997) and the program director and program managers were to be
the primary users. We made every effort to include these key staff in the methods and study
design and, therefore, adapted the design to what was both practical and useful for their
pUrposes.

The study population did not permit a complex analysis of factors determining program
impact. The sample was small. While adequate to pilot test the feasibility of an evaluation
instrument, the sample size was inadequate to conduct an analysis of variance using variables
such as age, time since family member death, cause of death, and relationship of surviving
caregiver to child. The sample only permitted simple pre/post analysis and while we did attempt
a sub-group analysis of changes by child age, these results should be viewed with caution
(n=15). It would be useful to gather a sample that would allow an investigator to understand

how peer support programs work, for which children and under what conditions.
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Procedures for the center’ s administration of the instrument limited the extent to which
program effects could be observed. Administration of the evaluation instrument should be given
to families as early as possible so as to not contaminate true program effects. The center
administered the instrument on the first group night for many practical and programmatic
reasons. However, by thistime, caregivers had already made at least an initial phone call (if not
several) to the center and families attended an orientation session prior to providing a baseline
assessment. During the orientation session, particularly, families mingle with other families who
have also experienced aloss. It is quite conceivable that during the orientation session families
derived some benefit on the measures chosen for this study. Mailing the instrument to families
after theinitial phone call or administering the instrument prior to commencement of the
orientation session, perhaps once it is scheduled, may be a preferable approach for future studies.

Finally, thiswas afeasibility study to pilot an evaluation instrument and the results
suggest that the instrument should be modified. Simple changes such as shading even numbered
guestions would serve to minimize skipped responses, even though this did not appear to be a
consistent respondent error.  Although most scales included in the instrument had been
validated, additional work is warranted to ensure that chosen measures identify the benefits that
children experience while attending peer support groups. Perhaps beta testing the instruments
and gathering feedback from formerly enrolled children would result in amore tailored
evaluation instrument. Though the instrument should be modified, the results of this study also
suggest that the center’s peer support program is evaluable and can strengthen resilience factors

in bereaved children.
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50 GENERAL DISCUSSION AND CONCLUSIONS

Included in this section is a review and discussion of the findings from the articles presented in
chapters 2-4, suggestions for future research on childhood bereavement and for public health

practice.

51 OVERVIEW OF FINDINGS

5.1.1 Epidemiology of Childhood Ber eavement

In the first paper, we explored the epidemiology of childhood bereavement and
determined that the information available to calculate a prevalence estimate of childhood
bereavement is at best limited and at worst inadequate, and that there is merit to include in any
estimate the loss of siblings and of grandparents who are primary caregivers.

The Social Security Administration is the most common source of information for
determining how many children experience bereavement. Implicit in this calculation is a
definition of bereavement as parental loss, excluding the loss of siblings and grandparents.
However, as displayed in Figure 1.5, 22% of the losses experienced by children whose families
sought services at the center were not parental losses. Parents and caregivers were seeking

services for their children who lost siblings and grandparents. Therefore, we made arguments for
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the inclusion of grandparents and siblings and offered a method to calcul ate the annual incidence
of sibling bereavement.

The method offered to use existing data to estimate the annual incidence of sibling
bereavement. We found that for each child under 18 years of age who dies annually (53,932),
there are 1.42 siblings (76,642) who are affected, approximating aratio of 2:3. Since prevalence
would include the cumulative number of children who have experienced parental or sibling
bereavement in a given year, this could substantially increase prevalence estimates of childhood

bereavement.

5.1.2 FocusGroups

This study attempted to demonstrate the utility of using focus groups to learn from
bereaved children and adults the perceived benefits of attending peer support groups. Focus
group data suggested that families who attended peer support groups experienced improved
parent-child communication, parent-child warmth, coping, and a healing effect when they realize
their grief is not unique. Data also suggested that perceived social support in peer support
groups reduced feelings of isolation and alienation among family members. Focus groups were
an extremely useful method to develop evaluation constructs as expressed by beneficiaries of the

center’s peer support groups.

5.1.3 Feasbility study

The results of the focus groups were used to develop evaluation constructs. From what

we learned through that process, we developed an outcomes evaluation instrument. Embedded
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within the instrument were scales used to measure risk and protective factors that we identified
through the focus groups but which also reflected the current scientific understand of childhood
bereavement.

Though this was a feasibility study to pilot the evaluation instrument, several factors were
significant. The findings provided evidence that peer support groups may have an effect on
socia environmental- and individual-level risk and protective factors for children following the
death of afamily member. The center’s peer support program may improve a child’'s perceived
ability to cope, a dimension of self-efficacy, and provide a sense of healing knowing that other
children have experienced loss as well. It also provides surviving parent(s) or caregiver(s) with
that same sense of universality as well as the socia support necessary to prevent the parent’s
own grief from interfering with the loving, supportive parenting the child needs to adjust.

While this study did not investigate the relationship between peer support and health
outcomes directly, it demonstrated that peer support can modify factors that are known to be
associated with child mental health outcomes. We found that the application of a contextual
resilience theoretical framework to the study of peer support provides insight into the black box
phenomenon of previous socia support research.

Though we recognized that the instrument should be modified, the results of this study
also suggested that the center’s peer support program is evaluable and can strengthen resilience

factors in bereaved children.
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5.2  SUGGESTIONSFOR FUTURE RESEARCH

The body of work contained in this dissertation implies several suggestions for future
research on childhood bereavement. First, there are several approaches to improving estimates
of childhood bereavement. While OASDI child survivor benefits appear to provide the most
accurate estimates of parental bereavement, these estimates could be informed through periodic
supplemental surveys. One survey could be used to estimate the number of children who are
eligible for OASDI benefits but do not enroll to receive benefits. Like the children included in
the Statistical Abstracts, these children also represent the pool of children who are parentally
bereaved. Another survey, perhaps a modification of the Current Population Survey, could be
used to gather information about the age of grandparents serving as a primary caregiver.
Information about the age of this cohort would permit the calculation of a death rate, and,
therefore, a third contributor to an estimate of childhood bereavement. Both of these approaches
would supplement existing data. Perhaps a new |OM committee on childhood bereavement could
be formed to revisit the question about what constitutes bereavement in childhood and to suggest
standardization to reporting the prevalence of childhood bereavement.

Second, future research on peer support programs should improve upon the study
methods and design but work within the same theoretical framework. Childhood bereavement
research has been hampered by the lack of a coherent conceptual research framework designed to
test hypotheses of clinical relevance (Dowdney 2000). The feasibility study demonstrated that
the resilience framework is useful and applicable to the evaluation of peer support programs.
Future research from this framework is needed to demonstrate the validity of resilience theory.

Future evaluations of peer support programs should heed the lessons learned from these

studies. It would have been preferable to add a comparison group to the design and ideal to
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utilize afollow-up group of at least 6 months out of the program since the impact of bereavement
(and, presumably, peer support programs) changes over time.  Future research should also
attempt to gather a sample large enough to conduct an analysis of variance using variables such
as age, time since family member death, cause of death, and relationship of surviving caregiver
to child. Additionaly, any administration of an evaluation instrument should be given to
families as early as possible so asto not contaminate true program effects.

Following any of the above suggestions will substantially improve research on childhood

bereavement and how peer support groups help children to adapt to such an adverse event.

53 PUBLICHEALTH SIGNIFICANCE

One of the core functions of public health as defined by the Institute of Medicine is to monitor
health status, which includes the identification of threats to health and assessment of health
service needs. The body of work contained in this dissertation identifies several gaps where our
discipline has performed less than satisfactory and offers suggestions and findings that are of
public health significance.

First, as discussed above, a new method using existing data was offered for calculating
the incidence of sibling bereavement. In addition to offering a new calculation method, we have
argued for the field to consider the loss of siblings as well as grandparents who are primary
caregivers, agrowing reality in the lives of children in the United States.

Second, in researching the prevalence of childhood bereavement, a service gap was
identified. The information displayed in Figure 1.1 tells us that 8138 children in Allegheny

County were receiving benefits in 2003 for the loss of one or both parents, yet only 347 children
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received services through the center’s peer support groups that year. The center is the major
provider of peer support services for bereaved children in the county and only a handful of other
agencies offer similar services for this population. Therefore, while some of these children may
have sought other services or no services at al, there is likely a large service gap between the
children who would benefit from some type of bereavement service and those being served by
the center’s peer support groups.

Second, this work has provided the field with an approach to evaluate how peer support
groups help children to adapt to an adverse event such as the loss of a close family member. To
date, there has been no published research that has applied the resilience framework to determine
the potential benefits of a peer support intervention for bereaved children. The results of the
feasibility study suggest that peer support programs could improve the way children adapt to the
loss of aclose family member. Though the study design could be improved in several ways, it is
this new approach to evaluating the potential benefits of peer support that is of public health

significance.
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