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Abstract

Objectives. We identified types of interventions used by bereaved family members and exam-
ined associations with demographic and medical factors. Furthermore, we examined associa-
tions between distress and intervention use among bereaved families.

Methods. Bereaved families (n=85) were recruited from three children’s hospitals 3-12
months after their child died of cancer. One eligible sibling (ages 8-17) per family was ran-
domly selected for participation. During home visits 1-year post-death, parents reported on
their own and the sibling’s intervention use, helpfulness, and dose (self-help books, support
groups, therapy, medication), and distress, defined as internalizing, externalizing, and total
problems (Adult Self Report, Child Behavior Checklist).

Results. Fifty percent of mothers used medications (n = 43); utilization was low among fathers
(17%, n =9) and siblings (5%, n = 4). Individuals with more total problems were more likely to
use medications (mothers: r,;, = 0.27; p = 0.02; fathers: ,;, = 0.32; p = 0.02; siblings: 7, = 0.26;
p =0.02). Mothers and siblings with more total problems used more services (r = 0.24; p = 0.03
and r = 0.29; p = 0.01, respectively). Among mothers, the overall regression was significant, R
=0.11, F(2, 80) =4.954, p =0.01; the deceased child’s age at death was significantly associated
with total services used (b =0.052, p =0.022). Among fathers, the overall regression was sig-
nificant, R* = 0.216, F(3, 49) = 4.492, P =0.007; race and years of education were significantly
associated with total services used (b =0.750, p =0.030 and b =0.154, p = 0.010). Among sib-
lings, the overall regression was significant R* = 0.088, F(2, 80) = 3.867, p = 0.025; greater total
problems were significantly associated with total services used (b =0.012, p =0.007).
Significance of results. Although few background factors were related to intervention use,
bereaved mothers and siblings may seek services if they have more distress. Healthcare pro-
viders should be aware of the types of services that are most often utilized and helpful to
bereaved families to connect them with appropriate resources. Future research should inves-
tigate other predictors of intervention use and outcomes after the death of a child.

Introduction

In the United States, cancer remains the second leading cause of death among youth 1-14
years of age (Siegel et al, 2022). Of approximately 15,950 new cancer diagnoses among
youth under the age of 19 each year, there are nearly 1,600 cancer deaths expected (Siegel
et al,, 2022). The death of a child is an extremely painful event that affects parents, siblings,
and other surviving family members for years (Jonas et al., 2018). These negative effects on
long-term functioning indicate a need for early and ongoing support for bereaved families
(Rosenberg et al.,, 2015; Pohlkamp et al., 2019). However, families often prefer personalized
bereavement services and may face barriers to accessing these resources (Lichtenthal et al.,
2015a; Aoun et al, 2017). Unfortunately, limited research has identified factors related to
the use of different services after the death of a child and their impact on adjustment.

A parent’s grief journey is complex and stressful, with many parents beginning to grieve
their child’s impending death at the time of a life-threatening diagnosis (Higgs et al., 2016;
Snaman et al., 2016). Bereaved parents often experience prolonged grief, in addition to high
levels of depression, post-traumatic stress, insomnia, and separation distress (McCarthy
et al.,, 2010; Pohlkamp et al., 2019). Although these symptoms vary in intensity over time,
parental difficulties after the death of a child can persist for years (Kreicbergs et al., 2007;
Pohlkamp et al., 2019). Throughout the grieving process, parents experience fluctuations in
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emotions, including sadness, anger, guilt, and yearning for the
deceased (Gilmer et al., 2012; Zetumer et al., 2015; Jonas et al.,
2018). Bereaved parents also commonly experience changes in
relationships with family members and social networks (Barrera
et al., 2009; Gilmer et al,, 2012). Some parents describe unstable
relationships with their partners due to an inability to understand
each other’s expressions of grief (Barrera et al., 2009). Within
broader social networks, parents reported feeling the absence of
social support or the inability to find comfort in the support
they were receiving (O’Connor and Barrera, 2014).

Due to the significance of sibling bonds, which are uniquely
characterized by siblings’ connected identities and long-lasting rela-
tionships (Packman et al., 2006), the bereavement experience can
also be distressing for healthy siblings (Bolton et al, 2016).
Although studies show that behavioral outcomes for bereaved sib-
lings are within normal limits (Greenwald et al., 2017; Hoffmann
et al, 2018), some suggest elevated internalizing and externalizing
problems. McDonald et al. (2020) found that high levels of unmet
needs (e.g., lack of support from peers, information, recreation)
were associated with increased psychological distress in adolescent
and young adult (AYA) bereaved siblings. Moreover, research
shows that bereaved siblings report higher levels of anxiety and dis-
tress in the long-term if they felt unsatisfied with communication
from parents and/or healthcare providers (Rosenberg et al., 2015;
Lovgren et al., 2016; Wallin et al., 2016). In one of the few controlled
studies, Howard Sharp et al. (2020) found that bereaved siblings had
elevated externalizing problems relative to matched peers, however
average scores were still within normal limits. Similarly, other studies
show that bereaved siblings report an increase in risky behaviors,
such as the use of alcohol and illegal drugs (Barrera et al., 2013;
Rosenberg et al., 2015; Bolton et al., 2016).

The actions of healthcare providers before and after the death
of a child, such as follow-up calls and offering psychosocial sup-
port, can be important in the family adjustment process
(Kreicbergs et al., 2007; Lichtenthal et al., 2015b; Stevenson
et al,, 2017). For example, the introduction of psychosocial sup-
port in conjunction with palliative care services can help alleviate
the family’s long-term grief (Kreicbergs et al., 2007; Donovan
et al, 2015). However, psychosocial service use remains low
among bereaved family members that experience heightened dis-
tress. Lichtenthal and colleagues found that although half of
bereaved parents expressed a desire for support services, 40%
did not receive any services (Lichtenthal et al, 2015a).
Additionally, findings from a bereaved community sample in
Australia showed that individuals at high risk for grief-related
issues (including those bereaved by the death of a child) felt
they did not receive enough support services (Aoun et al,
2015). Research shows that even when psychological and psychi-
atric services are offered at the family’s medical institution, few
parents utilized these services (Sedig et al., 2020). These parents
also underutilized outside services, such as support groups,
despite reporting that they would be helpful (Sedig et al., 2020).
Many bereaved siblings may feel they lack support from peers
with similar experiences, indicating a need for illness-specific sup-
port, such as bereavement camps, to help meet these needs
(McDonald et al., 2020).

These findings highlight the important role that healthcare
providers play in communicating information about available
support services, even before the death occurs. However, the avail-
ability, type, and quality of psychosocial services, especially in
pediatric oncology, varies widely across institutions (Steele et al.,
2015). Evidence supports the provision of psychosocial care
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throughout the illness trajectory as a standard of care in pediatric
oncology (Steele et al, 2015). Common interventions offered
include support groups, therapy, and psychotropic medications,
or referrals to local providers that could facilitate these services
(Steele et al., 2015; Jonas et al., 2018). Research also suggests that
bibliotherapy could aid in coping skill development and may be
effective in conjunction with counseling services in a pediatric pal-
liative care setting (Rusch et al., 2020). However, most research has
focused on a single service (e.g., specific support group), without
delineating the frequency of use and perceived helpfulness of differ-
ent types of resources, particularly among bereaved children.
Despite the significant and persistent difficulties found among
families who have experienced the death of a child, limited
research has identified specific factors associated with the use of
different bereavement services, as well as the potential benefits
of such services on acute and long-term adjustment.
Additionally, few studies have examined the use of services
among siblings bereaved by pediatric cancer. Thus, we aimed to
characterize intervention use (e.g., type, frequency, perceived ben-
efit) among mothers, fathers, and siblings in the first year follow-
ing the death of a child to cancer and to identify associations with
background factors (e.g., demographic characteristics, circum-
stances related to the illness/death) and psychological adjustment.

Methods

This research was part of a longitudinal study of families after the
death of a child from cancer. In the larger study, bereaved families
with surviving siblings were recruited from cancer registries at
three children’s hospitals in the USA and Canada (Gerhardt
et al, 2012). Eligible siblings were: (a) 8-17 years old, (b) in
school without full-time special education, (c) English speaking,
and (d) living within 100 miles of the hospital. Half-, step-, and
adoptive siblings were eligible if they had regular contact with
the child who had died. If there were multiple eligible siblings,
one was randomly selected from each family using a computer-
generated numbers table.

Procedures

Ethics or Institutional Review Board (ERB/IRB) approval was
obtained at each of the three children’s hospitals prior to recruit-
ment. Three to 12 months post-death, families received a letter
introducing the study from their child’s oncologist.
Approximately two weeks later, study staff called families to
describe the study and, if interested in participating, confirm fam-
ily eligibility. Informed consent/assent was obtained from partic-
ipants. Data collection included a school-based assessment of the
sibling’s peer relationships and two home-based assessments, on
average in the first- and second-year post-bereavement. Data pre-
sented are from the first home-based assessment consisting of a
series of questionnaires with bereaved siblings, mothers, and
fathers.

Participants

Demographic characteristics of the sample are in Table 1. The
sample of bereaved siblings was primarily female (55%, n =47),
White (73%, n=62), and an average of 12.26 years old (SD =
2.60). Mothers (n =85) averaged 39.80 years of age (SD =6.57),
and 80% (n=68) were White. Fathers (n=>53) averaged 42.34
years of age (SD=6.67), and 85% (n=45) were White.


https://doi.org/10.1017/S1478951522001018

Palliative and Supportive Care

Table 1. Family demographic characteristics

Mean (SD) or n (%)

Mother demographic characteristics (N =85)

Age in years (SD) 39.80 (6.57)
Race
American Indian/Native Alaskan 1(1.2%)
Asian 5 (5.9%)
Black or African American 6 (7.1%)
Native Hawaiian/Pacific Islander 1(1.2%)
White 68 (80.0%)
Other 4 (4.7%)
Ethnicity
Hispanic 6 (7.4%)
Non-Hispanic 75 (92.6%)
Years of Education (SD) 13.88 (2.15)

Income (SD)

$57,794 ($32, 617)

Father demographic characteristics (N =53)

Age in years (SD) 42.38 (6.73)
Race
American Indian/Native Alaskan 0 (0%)
Asian 1 (1.9%)
Black or African American 2 (3.8%)
Native Hawaiian/Pacific Islander 0 (0%)
White 45 (84.9%)
Other 5 (9.4%)
Ethnicity
Hispanic 2 (3.8%)
Non-Hispanic 50 (96.2%)
Years of Education (SD) 14.53 (2.30)

Income (SD)

$70,518 ($31,688)

Sibling demographic characteristics (N =85)

Age in years (SD) 12.28 (2.60)
Race
American Indian/Native Alaskan 1 (1.2%)
Asian 6 (7.1%)
Black or African American 8 (9.4%)
Native Hawaiian/Pacific Islander 2 (2.4%)
White 62 (74.7%)
Other 6 (7.1%)
Ethnicity
Hispanic 5 (6.1%)

Non-Hispanic

77 (93.9%)

Mothers’ education level averaged 13.88 years (SD = 2.15), while
fathers’ education level averaged 14.53 years (SD=6.67). Data
were collected an average of 11.57 months (SD =3.48) after the
child’s death.
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Measures

Intervention use

The Parent Intervention Survey examines prior use of formal
and informal bereavement services, frequency or length of
use, and perceived benefit in the past year. Based on previous
literature (Lichtenthal et al., 2015a; Aoun et al., 2018; Rusch
et al., 2020), four types of resources were assessed: books, sup-
port groups, therapy, and medication. For each intervention,
parents reported whether it was utilized (yes/no), their fre-
quency of attendance/use or length of involvement, and how
helpful the intervention was on a three-point scale ranging
from 1 (not helpful) to 3 (very helpful). Parents then completed
proxy report of the bereaved sibling’s use of the same four
services.

Internalizing, externalizing, and total problems

Parents reported on sibling’s internalizing, externalizing, and total
problems using the Child Behavior Checklist (CBCL). This
113-item inventory has established reliability and validity and is
widely used for children aged 6-18 years (Achenbach and
Rescorla, 2001). The CBCL yields eight syndrome subscales for
emotional and behavioral problems, as well as three subscales for
competence. Higher order factors include Total Competence,
Total Problems, Internalizing problems, and Externalizing prob-
lems. Analyses were conducted using raw scores, but T-scores
were calculated using national norms and are reported to aid
with interpretation. T-scores > 60 on the broad-band scales were
considered in the clinical range based on manual recommenda-
tions, as scores in the borderline clinical range can be combined
with those in the clinical range to efficiently distinguish between
“deviant” and “nondeviant” scores (Achenbach and Rescorla,
2001).

Similarly, the Adult Self Report (ASR), an upward extension of
the CBCL, was used to examine internalizing, externalizing, and
total problems in parents. The ASR has well-established reliability
and validity (Achenbach and Rescorla, 2003).

Analysis

Data were analyzed with SPSS version 26. Descriptive statistics
were used to characterize family background factors and medical
characteristics surrounding the child’s death; frequency distribu-
tions summarized responses on the Parent Intervention Survey.
McNemar’s tests (a=0.05) were used to compare intervention
use between family members. Point biserial and Pearson’s corre-
lations (a=0.05, two-way) were used to examine associations
between background factors (e.g., race and education level), med-
ical characteristics (e.g., age of child at time of death), the four
types of intervention resources, and adjustment (i.e., internalizing,
externalizing, and total problems). Hierarchical linear regressions
tested if background characteristics, medical factors, and adjust-
ment were associated with the total number of services used.
Separate models were examined for mothers, fathers, and siblings.

Results
Intervention use characteristics

Intervention use and comparisons among family members are
shown in Figure 1. The utilization of self-help books was moder-
ate to high for mothers (74%, n = 63), fathers (42%, n =22), and
siblings (45%, n=38) in the first year after the death. Support
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Fig. 1. Types of intervention use.

group utilization was low for mothers (19%, n = 16), fathers (11%,
n = 6), and siblings (24%, n = 20). Formal therapy usage was mod-
erate among mothers (40%, n=34) and siblings (42%, n = 36),
but low for fathers (25%, n = 13). Fifty percent (n =43) of moth-
ers used medications, while utilization was low among fathers
(17%, n=9) and siblings (5%, n=4). Of those who reported
the type of medication used, anti-depressants were the most fre-
quently endorsed medication type across all family members.
Comparisons of intervention use between family members indi-
cated that mothers were significantly more likely than siblings
(p<0.001) and fathers (p=0.001) to use self-help books (see
Figure 1). Additionally, mothers were significantly more likely
than siblings (p <0.001), and fathers (p <0.001) to use medica-
tions. Average helpfulness scores across family members for
each type of service are shown in Figure 2. All family members
did not find any one service more helpful than any other service
(p>0.05).

Intervention use and background factors

For siblings, demographic and medical factors (e.g., race, age, time
since death) were unrelated to intervention use. Mothers used
more bereavement services overall if their deceased child was
older at the time of death, r(83)=—0.27; p=0.02. Fathers with
more years of education and who identified as White used
more bereavement services overall, r(53)=0.28; p=0.04 and r
(53) =0.31; p=0.02, respectively. Because deceased child age at
death, race (White vs. non-White), and years of education were

3.00
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Fig. 2. Mean helpfulness scores.
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significantly correlated with total services used, these variables
were included as covariates in hierarchical regression models.
Fathers also perceived services to be more helpful closer in time
to the child’s death, r(30) = —0.41; p = 0.02.

Intervention use and adjustment

Average internalizing, externalizing, and total problem scores for
the sample are listed in Table 2. Mothers and siblings with more
total problems used more interventions overall, r(85) =0.24; p =
0.03 and r(85)=0.29; p=0.01, respectively. Individuals with
more total problems were also more likely to use medications
(mothers: r(85) =0.27; p=0.02; fathers: r(53)=0.32; p=0.02;
siblings: r(85) =0.26; p=0.02). Moreover, mothers with more
internalizing problems specifically were more likely to use ther-
apy, r(85)=0.23; p=0.04.

Hierarchical linear regressions were used to test if demo-
graphic characteristics, medical factors, and total problems were
significantly associated with the total number of services used
among mothers, fathers, and siblings. Trimmed models were con-
ducted based on significant variables in univariate analyses. For
mothers and siblings, step one in the hierarchical regression
included the deceased child’s age at death, and step two included
mean scores for total problems. For fathers, step one in the hier-
archical regression included race (White vs. non-White) and years
of education, and step two included mean scores for total prob-
lems. Among mothers, the overall regression was significant, R
=0.11, F(2, 80)=4.954, p=0.01. The deceased child’s age at

1 Mothers
m Fathers
m Bereaved Siblings

Therapy Medication
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Table 2. Internalizing, externalizing, and total problems

Mean (SD)
Mothers (N =85)
Internalizing 57.29 (12.13)
Externalizing 51.86 (10.38)
Total 52.64 (12.16)
Fathers (N =53)
Internalizing 50.17 (11.15)
Externalizing 47.37 (8.18)
Total 46.44 (10.78)
Siblings (N =85)
Internalizing 56.01 (12.48)
Externalizing 51.44 (11.25)
Total 53.88 (12.84)

death was the only significant predictor of total services used by
mothers (b=0.052, p=0.022), such that mothers who had an
older child at time of death used more services overall. Among
fathers, the overall regression was significant, R* =0.216, F(3,
49) =4.492, p=0.007. Race and years of education were signifi-
cantly associated with total services used by fathers (b=0.750,
p=0.030 and b=0.154, p=0.010), such that fathers who identi-
fied as White and had more years of education used more services
overall. Among siblings, the overall regression was significant, R
=0.088, F(2, 80) =3.867, p=0.025. Greater total problems were
significantly associated with more total services used (b=0.012,
p=0.007).

Discussion

Given the significant risk for distress and under-utilization of
bereavement services in families after the death of a child, we
examined factors associated with greater use of services among
mothers, fathers, and siblings bereaved by childhood cancer.
While nearly all mothers utilized at least one service, nearly half
of fathers and siblings reported using no services at all. The
most commonly used resources were self-help books; mothers
were more likely than fathers or siblings to rely on books and
medications. Few background factors were associated with service
utilization among parents, except White race and higher educa-
tion level for fathers. Older age of the deceased child was related
to more service use among bereaved mothers, while more total
problems were associated with service use in siblings. In order
to facilitate practitioners’ recommendation for bereavement ser-
vices, future research should continue to identify factors that
may predict mental health service utilization for bereaved
families.

Most bereaved family members, particularly mothers, sought
out some form of assistance to cope with the child’s death.
Similar to current literature (Aoun et al., 2018), these services
were most often informal (i.e., self-help books), but a substantial
portion of mothers and siblings also used formal services, such as
therapy and medications. Moreover, most mothers and siblings
who utilized therapy and medications reported that they were
somewhat or very helpful. However, previous evidence has
shown that professional services for bereaved families were
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utilized less often, or unhelpful when utilized, with therapy
being the most frequently discontinued service by parents
(Lichtenthal et al., 2015a, 2015b). Although parents have reported
that it is too painful to talk about their child’s death (Lichtenthal
et al,, 2015a), it appears mothers in our sample may have been
more open to discussing their experiences in a formal service
setting.

It is possible that some families faced potential barriers in
accessing formal services, such as therapy or medication prescrip-
tions. In a study examining the implementation of standardized
bereavement care in pediatric oncology, 41% of staff reported
inconsistent, or absence of, bereavement services in their facility
(Wiener et al., 2018). Literature supports the need for pre-death
bereavement services to be initiated by the child’s healthcare
team and for these services to be personalized for each family’s
unique needs (Donovan et al, 2015; Helton et al., 2021).
Roberts et al. (2020) examined whether a pre-screener for
bereavement services would be helpful for families of an individ-
ual with advanced cancer. Many participants supported screening
at multiple time points, including before and after the patient’s
death (Roberts et al., 2020). A similar initiative could be applied
to a palliative care setting, especially when considering the unique
needs of healthy siblings. Other potential barriers to service use in
medical settings include difficulty speaking about their loss or dif-
ficulty returning to the hospital due to painful or traumatic mem-
ories, which highlights the potential of offering services via
telehealth (Darbyshire et al., 2013; Lichtenthal et al., 2015a).
Accordingly, research should examine whether virtual services
are beneficial for extended family members, who may not be
able or allowed to see the patient at end of life, due to visitor
restrictions.

Mental health service utilization rates among fathers are low
(Isacco et al., 2016), and our sample of bereaved fathers showed
similar under-utilization of services. Fathers may face barriers to
seeking mental health support due to negative attitudes about
help-seeking and a desire for self-reliance (Giallo et al., 2017).
The traditional role of a father has been stereotyped as the “bread-
winner” or head of household, however this role is often chal-
lenged or re-defined after their child is diagnosed with a
chronic illness (Goldstein et al., 2013). Many fathers struggle to
balance financial responsibilities with caring for, and spending
time with, their ill child (Goldstein et al, 2013). Although
research has shown that fathers do experience high levels of dis-
tress related to their child’s cancer diagnosis (Alderfer et al.,
2009; Schepers et al., 2018), fathers may prioritize the emotional
needs of their family members over their own needs. In a study of
fathers of children with brain tumors, information about emo-
tional or bereavement support was ranked as their lowest priority
(Robinson et al, 2019). Instead, fathers focused on receiving
information related to their child’s diagnosis and stepping into
the role of a present and supportive father (Robinson et al.,
2019). Factors related to fathers’ minimal interest in mental health
help-seeking should be further characterized, and alternative sup-
port options, such as internet-based information resources,
should be explored.

While parents did report some distress for both themselves
and for the bereaved sibling, average scores for internalizing,
externalizing, and total problems were in the normative range.
Rosenberg et al. (2015) found that while anxiety, depression,
and other mental health concerns among siblings increased
within the first year since death, these levels gradually returned
to baseline. Considering our sample completed measures an
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average of 11 months after the death of their child, family mem-
bers’ internalizing problem levels could have declined from initial
levels. However, other literature indicates that parent mental
health problems persist or increase after the first year following
their child’s death (Lichtenthal et al., 2015a). Additionally, quali-
tative studies emphasize that the grief journey is never-ending and
that grief may change over time or vary in its presentation
(Gilmer et al,, 2012; Snaman et al.,, 2016). Despite our findings,
literature shows the importance of long-term bereavement sup-
port for families over the first full year post-death (Schuelke
et al,, 2021). Although many families do receive support from
other family and friends, this support may drop off after the
first few months of bereavement (Schuelke et al., 2021). Thus, it
is important for healthcare providers, as well as other formal sup-
port services, to continue to provide resources even beyond the
first year (Lichtenthal et al., 2015b).

These findings should be considered in the context of several
limitations. First, this is a cross-sectional study, limiting the ability
to examine the long-term effectiveness of services and whether dis-
tress changed over time in these families. Additionally, our sample
was predominantly White and non-Hispanic with high reported
income, which could explain greater access and therefore higher uti-
lization of services. Bereaved siblings did not provide self-report in
this study, and the extent of sibling distress and service use may not
be fully captured with the use of only parent-proxy reports. Our
intervention survey was limited and only asked respondents
about four types of service utilization. It is unclear if participants
who reported no service utilization did in fact seek services that
were not listed on our survey, such as online resources.
Furthermore, we were unable to differentiate if these services
were used in the context of hospital-based care or if they were
sought in community-based settings. Finally, detailed information
about service use, such as when the service was started or potential
barriers to accessing services, was not collected.

Future research should further examine predictors of the fre-
quency and helpfulness of mental health services for bereaved
families, including prior to the death of the child. Particularly,
research should examine how cultural and gender differences
may affect the perception and utilization of mental health services
in the context of pediatric cancer. Given the high utilization rate
of medications by mothers in our sample, more research is needed
to examine medication-specific information in a pediatric cancer-
bereaved sample, such as when the medication began and who
prescribed the medication. The development of family-centered
interventions should be long-term to ensure continuity of care
for bereaved families. Specifically, these interventions could target
fathers to promote mental health help-seeking behaviors and
increase service utilization. Healthcare providers should establish
relationships with families early in the illness trajectory and con-
tinue to initiate contact post-death to offer support. In a pediatric
cancer setting, providers should screen for grief and distress
before the death of the child so that mental health services may
be offered early in the grief journey. Special attention should be
paid to healthy siblings in the family, who are often overlooked
and may require more individualized bereavement services due
to the unique nature of sibling bonds. At present, providers
could use existing screening tools such as the Psychosocial
Assessment Tool (Kazak et al., 2018) or the Distress
Thermometer (Patel et al, 2011) to assess psychosocial risk at
multiple timepoints, such as at the time of hospice referral and
during the last weeks of life. Although a bereavement-specific
screening tool has been explored in oncology, more research is
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needed to validate this measure in a pediatric oncology setting
(Roberts et al., 2017). Incorporation of bereavement services as
a standard of care in psycho-oncology can help optimize out-
comes among bereaved families and promote resilience over the
long-term (Lichtenthal et al., 2015b).
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