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Supporting Siblings as a Standard of Care in Pediatric Oncology
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In this study, evidence is provided for supporting siblings
as a standard of care in pediatric oncology. Using Medline,
Psyclnfo, and CINAHL, a systematic search of articles published
over the past two decades about siblings of children with can-
cer was conducted. A total of 125 articles, which were primar-
ily descriptive studies, were evaluated by the four investigators
using Grading of Recommendations Assessment, Development,
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and Evaluation (GRADE) criteria. There is moderate-quality evi-
dence, as well as support from community stakeholders, to justify a
strong recommendation that siblings of children with cancer should
be provided with psychosocial services and that parents and profes-
sionals are advised about how to meet siblings’ needs. Pediatr Blood
Cancer 2015;62:5750-S804.  © 2015 Wiley Periodicals, Inc.

intervention; pediatric; sibling

INTRODUCTION

Siblings are exposed to significant stress when a child is di-
agnosed with cancer. Concern about the ill child, disruptions in
family roles and routines, decreased contact with family mem-
bers, and additional demands for caregiving or other respon-
sibilities in the home are common.[1,2] In some cases, siblings
are also called upon to serve as a donor for stem cell transplant,
which can introduce other ethical and psychosocial concerns.[3]
Taken together, these unique challenges leave siblings of children
with cancer at risk for acute and long-term psychosocial difficul-
ties. However, there are no current evidence-based standards for
the supportive care of siblings of children with cancer.

Although severe psychopathology is rare, several reviews sug-
gest that some siblings exhibit symptoms of anxiety, depression,
posttraumatic stress; lower quality of life and healthcare utiliza-
tion; and disruption to academic and social functioning.[1,2,4,5]
Most difficulties improve over the first year after diagnosis, but
they may resurface or worsen with declines in the ill child’s health
or death.[6] Siblings can also demonstrate resilient outcomes,
such as posttraumatic growth.[4,7] This variability in adjust-
ment underscores the need for accurate screening to identify risk
and protective factors and to provide appropriate services for
siblings vulnerable to difficulties. Unfortunately, siblings have
unmet needs and psychosocial support may be limited.[8,9] Fur-
ther, in a large survey of professionals from three pediatric
oncology organizations, only 25% reported that they provide
psychosocial services to siblings.[10] Thus, it is critically impor-
tant to establish evidence-based standards of care for siblings
of children with cancer in efforts to encourage the provision of
more consistent and comprehensive services for this population.

METHODS

This review was performed as a part of the collaborative ef-
fort, Standards for Psychosocial Care of Children with Can-
cer and Their Families. A full description of the methods used
to develop each standard is in the introduction to this spe-
cial issue.[11] The literature search for this standard used three
databases: Medline, PsycInfo, and CINAHL (March 1, 1995—
March 1, 2015). Abstract search terms included keywords re-
lated to siblings AND childhood AND cancer AND psychoso-
cial outcomes (see Supplementary Table I). The search was lim-
ited to peer-reviewed journal articles written in English and
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Psychosocial Standard of Care

Siblings of children with cancer are a psychosocially at-risk
group and should be provided with appropriate supportive
services. Parents and professionals should be advised about
ways to anticipate and meet siblings’ needs, especially when
siblings are unable to visit the hospital regularly.

involving human subjects. Commentaries, opinion pieces, case
studies, dissertations, and unsystematic reviews were excluded.
After duplicates were removed, the titles and abstracts of
3,205 citations were screened by two authors (see Fig. 1). Em-
pirical studies or reviews, both qualitative and quantitative, that
included siblings of children (aged 18 and below) diagnosed with
cancer were retained for full text review (N = 278). No research
exclusively examined outcomes for sibling donors of children
with cancer who received stem cell transplant. Thus, eight arti-
cles that were nonspecific to cancer but included sibling donors
were retained. The reference lists of retained systematic reviews
were also hand-searched, resulting in the addition of six stud-
ies. In all, 106 empirical studies (74 quantitative, 32 qualitative),
16 reviews, and three guidelines were included in this report.
The preferred reporting items for systematic reviews and meta-
analyses (PRISMA) flow diagram is shown in Figure 1. The
study team included four doctoral level psychologists (authors
of this paper). The founder and current director of SuperSibs!
provided community stakeholder input, and at least two physi-
cians or psychologists from the larger standards project reviewed
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the manuscript and final recommendation for the standard of
care prior to submission for publication.

RESULTS

A summary of evidence is presented in Table I, indicating
a strong recommendation based on the moderate quality of
evidence and the Grading of Recommendations Assessment,
Development, and Evaluation (GRADE) system.[12] Detailed
results from all included articles can be found in the Supplemen-
tary Table II. Several reviews have summarized the issues facing
siblings of children with cancer.[1,2,4,5] Thus, selected studies
are reported below to highlight examples of support for specific
aspects of psychosocial care for siblings.

Sibling Stressors

When a child is diagnosed with cancer, siblings face signif-
icant disruption in their lives as evidenced by eight reviews or
guidelines, six quantitative, and 11 qualitative studies. This stress
includes additional demands for caregiving and other responsi-
bilities at home, as well as experiencing diminished contact with
the ill child and less attention from parents.[13-16] Challenges
to maintaining normalcy and engaging in typical developmental
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n = 3205 citations
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activities also have been reported.[17,18] For example, siblings
may be more likely to miss school compared to peers and fall
behind academically,[18,19] although this may improve as treat-
ment subsides.[20,21] They also describe the experience of hav-
ing a brother or sister with cancer as a loss of their family’s way
of life and a loss of their sense of self.[1] Thus, these stressors
may increase the risk for psychosocial difficulties for siblings of
children with cancer.

Communication Needs

Communication with siblings is important over the course of
the illness and beyond as indicated by eight reviews or guidelines,
four quantitative, and eight qualitative studies. Siblings need in-
formation about the child’s illness and treatment, as well as op-
portunities to talk about the impact of the illness on their lives
and adjustment.[9,14,22] Psychosocial providers should work
with the healthcare team and parents to facilitate their com-
munication with siblings. Siblings should be updated regularly
and provided with information about the disease and treatment
in a developmentally appropriate manner. Based on one review,
three quantitative, and five qualitative studies, siblings who serve
as matched donors for stem cell transplant represent a special
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Fig. 1. Preferred reporting items for systematic reviews and meta-analyses (PRISMA) flow diagram demonstrating the article selection

process.
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TABLE I. Sibling Standard of Care: Summary of Evidence

Quality of Strength of
Standard Evidence summary! Methodology? evidence? recommendation®
Siblings of children * Descriptive studies indicate » Mixed methods, Moderate Strong recommen-
with cancer are a family disruption and added qualitative, quality given dation given the
psychosocially at-risk stressors in the home increase quantitative, and consistent risk—benefit

group and should be risk for sibling difficulties.
provided with * Descriptive studies and
appropriate guidelines for care suggest
supportive services. communication and
Parents and involvement are important for
professionals should siblings.
be advised about Controlled longitudinal
ways to anticipate research suggests risk for
and meet siblings’ psychopathology is highest
needs, especially early in treatment and in the
when siblings are first 2 years after a child’s
unable to visit the death.
hospital regularly. There is also evidence of
resilience from qualitative and
quantitative work.
A few intervention studies
provide preliminary support for
evidence-based practice.

literature reviews. findings from ratio including

* Majority lower level significant
cross-sectional evidence psychosocial
retrospective survey studies. effects for some

and in-depth siblings and

interviews. positive

* Replication of outcomes with
findings evident for appropriate
descriptive studies. intervention.

 Limited intervention

trials.

'Based on Supplementary Table IT *types of studies, for example, RCT, cross-sectional, longitudinal, consensus, and systematic review
articles *quality of evidence: High, moderate, low, and very low “strength of recommendation: Strong or weak based on GRADE

criteria.[12]

circumstance in which communication, informed consent, and
potential for distress should be evaluated and addressed.[3,23—
25] They should be educated about tests and procedures, as well
as the potential for success and/or failure of the transplant. The
American Academy of Pediatrics advises attention to ethical is-
sues associated with children who serve as donors,[26] and dis-
tress should be closely monitored by psychosocial providers dur-
ing the course of planning for transplant, the procedure itself,
and thereafter.

Psychosocial Impact

Evidence for the psychosocial impact of childhood cancer
on siblings comes from 11 reviews or guidelines, 59 quantita-
tive, and 12 qualitative studies. Research suggests that siblings
of children with cancer are at risk for emotional and behavioral
difficulties, such as anxiety, depression, and posttraumatic stress
symptoms;[27,28] poorer quality of life and lower healthcare
utilization;[29,30] and academic and social disruptions.[30,31]
Siblings of children with cancer may also have higher rates
of borderline and clinical range scores for internalizing, ex-
ternalizing, and total problems (23-48%) relative to normative
samples (16-17%).[30,32,33] However, psychosocial difficul-
ties are not universal and severe psychopathology is rare.[20,
21,34,35] Difficulties tend to be more common in the early
phases of the illness and improve over the first year.[30,31]
Some siblings can also exhibit resilient outcomes or enhanced
functioning,[1,4,7] underscoring the need to identify those at
risk in order to triage services. Findings are mixed, but factors
such as older age, female gender, premorbid distress, lower social
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support, and family conflict have been linked to worse sibling
outcomes in some cases.[28,35-38]

Bereaved Siblings

One review, five quantitative, and eight qualitative papers fo-
cused specifically on bereaved siblings. Siblings report a desire
to be involved and informed when their brother or sister is at
the end of life.[39,40] During this time, they report both pos-
itive and negative changes in themselves (e.g., sad, more ma-
ture) and their relationships with others (e.g., closer or more dis-
tant from others).[41] Bereaved siblings have been rated by both
parents and teachers as having more internalizing and external-
izing problems than norms or control groups,[42,43] and they
can exhibit difficulties in peer relationships relative to classmates
within the first 2 years of the death.[44] These concerns may di-
minish with time, but bereaved siblings have also reported that
long-term outcomes (e.g., educational and career goals) may be
affected by the loss.[6] This highlights the need to provide ongo-
ing support to families, especially after a child has died.[45]

Supportive Care

The supportive care of siblings of children with cancer en-
compasses a broad spectrum of services, including assistance
with family communication, psychoeducation, decision mak-
ing for sibling donors, coping and prevention of psychosocial
difficulties, as well as assessment and treatment of psychopathol-
ogy. The intervention literature is limited but includes various
attempts to address sibling needs and difficulties as evidenced by
four reviews, 15 quantitative, and three qualitative papers. Most
often sibling support groups or camps are described,[46-50]



with only a few randomized controlled trials reported.[51,52]
One review concluded that camp programs may enhance phys-
ical and emotional functioning (e.g., self-esteem),[53] while re-
views including other types of interventions indicate improve-
ments in knowledge, mood, and quality of life.[54,55] Given the
preliminary nature of intervention research with siblings of chil-
dren with cancer, reliance on evidence-based strategies derived
from work with other populations may be necessary, especially
when more severe psychopathology is evident.

BARRIERS

Barriers to provide psychosocial support to siblings include
limitations in (i) availability of trained psychosocial staff and
community resources, (ii) staff knowledge of issues faced by sib-
lings; (iii) access to standardized screening tools to assess sib-
ling distress and needs, (iv) healthcare providers’ access to and
communication with siblings, and (vi) intervention research to
inform evidence-based care. Institutions should have adequate
psychosocial staff (e.g., social work, child life, and psychology)
and provide education and training to increase awareness of sib-
ling issues. Periodic assessment and provision of services across
the illness spectrum is recommended. Standardized screening
tools should be combined with clinical interviews to enhance
assessment. Services should be sensitive to the family context
and developmental level of the sibling. Partnering with parents,
extended family members, and other professionals (e.g., teach-
ers and community-based providers) to anticipate and address
sibling psychosocial needs is ideal. Flexibility in location and
modality of care is often necessary as contact with siblings may
be restricted due to hospital policy or for practical reasons. This
is especially true after a child’s death. Parent proxy report or
phone contact with siblings may be alternatives to in-person
meetings. Knowledge of resources for siblings and community
referrals are important. In addition, controlled and longitudi-
nal research is needed that includes multiple sites, methods, and
informants, particularly in the evaluation of interventions for
siblings.

CONCLUSIONS

Siblings of children with cancer are a psychosocially at-risk
group and should be provided with appropriate supportive ser-
vices. Parents and professionals close to the sibling should be
advised about ways to anticipate and meet siblings’ needs, even
when they are at a distance. Data from 74 quantitative, 32 qual-
itative, and 19 reviews or guidelines affirm this recommenda-
tion. Current evidence for this recommendation is of moderate
quality given consistent findings from lower level evidence and
small-scale studies. Nevertheless, this is an overall strong rec-
ommendation given the risk—benefit ratio, including significant
psychosocial effects for some siblings and the positive outcomes
noted from intervention. Continued research with respect to the
identification of groups at risk for psychosocial difficulties and
the evaluation of interventions is warranted for siblings of chil-
dren with cancer.
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