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Psychosocial Assessment as a Standard of Care in Pediatric Cancer
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This paper presents the evidence for a standard of care for
psychosocial assessment in pediatric cancer. An interdisciplinary
group of investigators utilized EBSCO, PubMed, PsycINFO, Ovid,
and Google Scholar search databases, focusing on five areas: youth/
family psychosocial adjustment, family resources, family/social
support, previous history/premorbid functioning, and family struc-
ture/function. Descriptive quantitative studies, systematic reviews,
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and meta-analyses (n=149) were reviewed and evaluated using
grading of recommendations, assessment development, and evalua-
tion (GRADE) criteria. There is high quality evidence to support a
strong recommendation for multifaceted, systematic assessments of
psychosocial health care needs of youth with cancer and their
families as a standard of care in pediatric oncology. Pediatr Blood
Cancer 2015;62:5426-5S459. © 2015 Wiley Periodicals, Inc.

INTRODUCTION

The significant psychosocial impact of a diagnosis of childhood
cancer on the child and family over the course of treatment and
beyond is well established and widely understood. Despite this,
psychosocial care for children with cancer and their families is not
provided in a systematic or consistent manner across and even
within pediatric cancer programs. In a study of Children’s Oncology
Group institutions, about half of families were offered psychosocial
services within the first 30 days after diagnosis. Only 9% of
institutions used empirically supported psychosocial evaluations
and less than 11% implemented empirically based treatments.[1]

Assessment of the psychosocial needs of the child and family
is the first action necessary to determine subsequent steps for
delivering treatments addressing psychosocial needs for youth
(the terms “youth” and “children and adolescents” are used
interchangeably in this paper) with cancer and their families
throughout the treatment trajectory. A large literature, dating back
to the 1970s, provides support for the importance of recognizing
psychosocial concerns both during and after cancer treatment.
The psychosocial impact of pediatric cancer on the child, mothers
and fathers, siblings, and extended family has garnered the most
attention in the research literature.[2] This literature is broad but
consistent themes run through it. Most work has argued for the
consideration of children in the context of broader systems (e.g.,
families, schools, healthcare settings, communities, cultures).
Outcomes include both psychosocial risks for patients and family
members (e.g., anxiety, depression, adjustment problems,
posttraumatic stress symptoms, lack of financial resources,
poverty, family problems, social isolation) and resiliencies
(e.g., coping, well-being).

Support for the importance of assessment or brief screening in
pediatric cancer has been articulated by a number of prominent
groups and organizations, including the Institute of Medicine,[3]
the American Cancer Society,[4] the National Comprehensive
Cancer Network,[5] and the Association of Pediatric Oncology
Social Workers.[6] Screening, usually for depression or distress, has
become more common in adult oncology. The Commission on
Cancer guidelines[7] require distress screening, particularly at
times of highest distress (i.e., at diagnosis, family meeting with
oncologist to discuss treatment, transitions off treatment) and
applies to pediatric as well as adult cancer programs. This paper
refers to both screening and assessment, with the latter generally
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Psychosocial Standard of Care

Youth with cancer and their family members should routinely
receive systematic assessments of their psychosocial health care
needs.

involving a more comprehensive and lengthier approach than
screening, which is very brief. Assessment may be thought of as the
follow-up step to screening, in order to identify specific areas for
treatment.

Abbreviations: DT, distress thermometer; GRADE, grading of
recommendations, assessment development and evaluation; PAT,
psychosocial assessment tool; PSCPCC, psychosocial standards of
care project for childhood cancer; SES, socioeconomic status
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This review was performed as part of the collaborative
Psychosocial Standards of Care Project for Childhood Cancer
(PSCPCC). For a full description of the methods used to develop
each standard, refer to Wiener, Kazak, Noll, Patenaude, and Kupst
in this Special Issue.[8] This paper provides a review of the relevant
literature with the goal of identifying and summarizing the evidence
for the systematic assessment of children with cancer and their
families, reflecting the breadth of factors necessary to assure
comprehensive care.

METHODS

This review was conducted by an interdisciplinary team from the
PSCPCC. The sub-group of the PSCPCC that conducted the
reviews for this standard included pediatric psychologists (n=7),
social workers (n= 1), psychiatrists (n = 1), counselors (n = 3), all
with experience in pediatric cancer. One parent of a child with
cancer also participated. In addition to broad representation across
the United States, we included representation from the Netherlands
to provide an international perspective.

Given the breadth of this standard, the study team identified
distinct areas embedded in the broader content of the standard
during its first meeting.[8] The group subdivided accordingly into
five groups, each with 2-3 members: 1) Youth and family
psychosocial adjustment (e.g., depression, anxiety, posttraumatic
stress); 2) Family resources (e.g., financial, socioeconomic status
[SES], language issues, barriers to care); 3) Family and social
support (e.g., extended family, friends, community resources); 4)
Previous history/premorbid functioning (e.g., prior stressors,
behavioral, and educational problems); and 5) Family structure
and function (e.g., family dynamics, beliefs, cultural factors).

Each group conducted the initial literature search indepen-
dently for their subgroup in the spring of 2013. In March 2015,
the search was monitored across groups by team members (SD,
JC) under the supervision of the senior authors (AK, MJK),
including updating the search to capture literature from a broader
range of January 1, 1995 through March 31, 2015. The literature
search utilized five databases: EBSCO, PubMed, PsycINFO,
Ovid, and Google Scholar. Literature search terms included:
“ped* cancer” OR “pediatric cancer” OR “childhood cancer” OR
“child* cancer” OR “cancer*” AND “PAT” OR “psychosocial
assessment tool” OR “ongoing assessment” OR “assessment” or
“child adjustment” OR “parent adjustment” OR “family adjust-
ment” OR “adjustment” OR “child understanding” OR “family
understanding” OR “understanding” OR “PedsQL” OR “distress
thermometer” OR “quality of life” OR “QOL” OR “language
barrier” OR “outcome barriers” OR “barriers” OR “barriers to
care” OR “psychosocial” OR “SES barrier” OR “SES” OR
“healthcare disparities” OR “family resources” OR “barriers to
treatment” OR “treatment barriers” “outcome barriers” OR
“cancer support” OR “family support” OR “support” OR “child
support” OR “peer*” OR “peer support” OR “friend” OR
“commun*” OR “community” OR ‘“church” OR “faith” OR
“spirit*” OR “pre-morbid” OR “family history” OR *“illness
history” OR “ill* history”” OR “prior loss” OR “behavioral” OR
“behavior*” OR “education”” OR “previous history” OR
“function*” OR “before diagnosis” OR “family” OR “family
functioning” OR “functioning” OR “family structure” OR
“cultural factors” OR “culture” OR “family dynamics” OR
“dynamics” OR “family belief*” OR “belief.” The reference
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sections of identified studies were hand-searched for additional
studies. All studies were reviewed to assure that they included
families of children 0—18 years of age. All studies were evaluated
for their quality using grading of recommendations, assessment
development, and evaluation (GRADE).[9]

RESULTS

A large number (n = 149) of studies/reviews was identified in
the literature search. Because of the size and breadth of the
literature, the original five areas of psychosocial assessment were
considered separately initially (and reported separately in this
section) and then combined for the Summary of Evidence
Table (Table I). Supplemental Table I includes all of the studies
identified and briefly summarizes each study with regard to study
design, sample characteristics, main findings related to this
standard, study rigor, and level of evidence.[9]

Youth and Family Psychosocial Adjustment

There is strong and highly consistent research evidence that
children and parents experience increased distress, poorer quality of
life, and difficulties in psychosocial functioning immediately and in
the months after the diagnosis of cancer.[10] These papers (n =29)
come from mostly quantitative descriptive studies, conducted at
single institutions, with some mixed methods research. These
findings are strongly supported by systematic reviews (n=3),
randomized clinical trials (n = 1), longitudinal studies (n = 6), and
consensus statements (n = 3).

Family Resources

Cancer care is impacted by family resources, including
socioeconomic status (SES), parental education, and income.
Families at socioeconomic risk experience more difficulties with
respect to access to care and barriers to treatment throughout the
course of care.[11-13] There are health care disparities and barriers
as well with respect to language.[14] The research in this area
provides rigorous and critically important justification for the
importance of identifying families that are at risk for poorer
outcomes related to pre-existing socioeconomic considerations
(n=38). Most studies are quantitative (n=25) although there is
also evidence from qualitative (n=35) and mixed methods studies
(n=4). Additional support comes from longitudinal (n = 3) studies,
retrospective chart reviews with large samples (n=6), and
systematic and narrative reviews (n=>5).

Family and Social Support

Perceived support from family members and others is related to
psychosocial functioning and reduced distress across the course of
treatment. Similar to the other areas of psychosocial assessment, the
literature (n= 17 studies and reviews) consists primarily of cross
sectional studies, including qualitative (n = 6) and quantitative (n =15,
plus two longitudinal) studies. Systematic (n = 4) and narrative (n = 3)
reviews provide additional support. This literature documents the
association of child and parent social support with other psychosocial
outcomes and provides justification for helping families remain
connected with important support systems during and after treatment.
[15-17] The overall evidence is robust; the literature is highly
consistent albeit smaller in size than the other areas.
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TABLE I. Summary of Evidence—Assessing Psychosocial Needs in Children and Adolescents With Cancer and Their Families

Standard

: 1
Evidence summary

Methodology?

Quality of evidence®

Strength of
recommendation®

Youth with cancer
and their family
members should
routinely receive
systematic
assessments of
their psychosocial
health care needs

The diagnosis and treatment of childhood
cancer has a significant impact on the
emotional and behavioral functioning of
children and their families, including
increased distress and lower quality of
life. Many well-designed studies have
determined risk and protective factors that
affect psychosocial outcomes. Pre-cancer
stresses and psychosocial functioning are
related to psychosocial functioning in
children with cancer and their parents.
There is some evidence that psychosocial
functioning early in treatment is predictive
of later functioning during and after
treatment. Family factors play an
important role in adaptation to childhood
cancer. Family resources (SES, education,
income) as well as disparities and barriers
based on race/ethnicity and language are
related to access to care, burden of care,
adherence, relapse, and survival. Family
cohesion, resources, perceived family, and

149 studies and reviews

Systematic reviews
(16), two meta-
analyses, 9 narrative
reviews, and 3
consensus studies
have indicated
consistent results.
Most studies were
quantitative, with
qualitative and mixed
method cross-
sectional descriptive
studies. Longitudinal
(22) and comparison
group (17) studies,
two RCTS (one pilot)
reviewed. In addition,
six retrospective
record surveys were
conducted with large
scale cohorts

High quality evidence
based on the results
of meta-analysis,
systematic reviews,
and a large number
of well-designed
lower level studies

Strong recommendation
based on the quality of
evidence as well as the
balance between desirable
(early screening and
continued monitoring of
risk and protective factors)
and undesirable (lowered
psychosocial functioning
going undetected and
untreated) effects

social support can be protective factors in
psychosocial outcomes. There is some
evidence that cultural factors are related to
access, utilization, communication, and
adherence to treatment. These findings
strongly indicate the need for early and
continued screening and monitoring of
factors related to psychosocial functioning
of children with cancer and their families.
Reliable and valid screening instruments
have been developed for this population,
as well as use of standard psychological
measures

'Based on summary of evidence table for that standard; *Types of studies: e.g., RCT, cross-sectional, longitudinal; consensus; systematic review
articles. Quality of evidence; 3High = A, moderate =B, low, and very low =C (based on GRADE criteria) strength of recommendation;

“Strong = 1, weak = 2 (based on GRADE quality criteria).

Previous History/Premorbid Functioning

Stressors and experiences that predate the diagnosis of cancer in
a child are associated with functioning after diagnosis. This finding
is well supported by the literature (n = 20 studies and reviews), with
quantitative (n=18), one systematic review, and one narrative
review. Most studies are descriptive with five cohort/comparison
group studies, some are longitudinal (n =5), and there is one pilot
randomized clinical trial. The strongest evidence comes from the
longitudinal studies of Kupst[18] and from studies of families
entering stem cell transplantation because a true “pre” evaluation
can be conducted.[19,20]

Family Structure and Function

There is a substantive and cogent body of evidence to support the
roles of both family structure and functioning in relation to
psychosocial outcomes in pediatric cancer (n=45 studies and
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reviews). Most were quantitative studies, with four qualitative and
two mixed methods studies (six case comparison studies and six
longitudinal studies); one meta-analysis and seven systematic
reviews provided additional support. With respect to family
structure, being a lone parent is associated with increased risk.
[21,22] Family cohesion, resources, and perceived social support
from family and community can be protective factors in
psychosocial outcomes across family members, findings that are
supported in narrative reviews.[23,24] There is some evidence that
cultural factors are related to access, utilization, communication,
and adherence to treatment.[25]

DISCUSSION

The evidence for understandable levels of psychosocial distress
of patients and families is strong and highly consistent across
multiple areas related to child and family functioning during
childhood cancer treatment. The evidence all points in the expected



directions, demonstrating that cancer is an extreme stressor for
children and families and one that is often associated with distress
and decreases in overall quality of life. Family structure and beliefs
of the family, as well as the family’s natural ability to cope and
function, are similarly associated with adaptive adjustment to
cancer and its treatment. The social support system for the child and
family is critically important. Similar to other literatures, social
isolation and poverty are risk factors for ongoing and escalating
distress. In addition, a prior history of child or family dysfunction,
the presence of pre-existing problems, or the presence of other
stressors are also associated with less optimal psychosocial
outcomes. Finally and notably, the socioeconomic status of the
family, the extent to which the family experiences cancer as a
financial hardship[26] and other factors associated with health
disparities in pediatric cancer are all well documented and critical
factors related to overall adjustment and wellbeing.

Although the data presented in this paper and in the accompa-
nying supplemental table show the consistency of findings across
study designs and methodologies, this succinct report summarizing a
large body of literature precludes a detailed discussion of many of the
nuances of work in this field. One of the significant strengths of this
literature is its inclusion of the family voice in psychosocial
assessment and care delivery. Many of the studies reviewed
conceptualize the care of children with cancer from a family systems
or socioecological perspective and accordingly include data from
multiple members of the family (e.g., mothers, fathers, siblings). We
also know, for example, that distress is elevated at diagnosis but that it
tends to return to baseline levels after 3-6 months for most, but across
multiple studies and reviews 10-30% of families have long-term
sequelae.[27-29] Indeed, although many families cope remarkably
well with cancer and its treatments, identifying those families who
will continue to experience difficulties is a paramount concern, and
entirely consistent with recent efforts to mandate screening in cancer
programs. The research summarized in this report provides
additional strong support for this effort and for the implementation
of a standard of care associated with psychosocial assessment: Youth
with cancer and their family members should routinely receive
systematic assessments of their psychosocial health care needs.

Implementation of this standard can facilitate the early
identification of risks and resiliencies for families and the
delivery of evidence-based treatments to assist all members of the
family across the continuum of cancer treatment. How can this be
accomplished? Fortunately the literature in the field has shifted
more recently in the direction of developing models to guide
psychosocial screening and assessment and toward the validation
of instruments to assure that screening can be accomplished in an
evidence-based practical manner.[30] Kazak et al. conducted a
systematic review,[31] which identified the psychosocial assess-
ment tool (PAT)[29,32] and the distress thermometer (DT)[33]
as two evidence-based screening approaches used in pediatric
cancer.

The conceptual model underlying the PAT is the Pediatric
Preventative Psychosocial Health Model[34] a three-tier model,
based on a public health approach, identifying families at universal,
targeted, and clinical levels of risk. These levels are determined by
examining risk across multiple domains (e.g., family resources,
family problems, social support, child and sibling problems, etc).
Intervention approaches depend both on level of risk and also
specifically identified risk areas. The PAT is a parent-report screener
that takes 5—10 min to complete and is available in web-based and
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electronic health record forms. PAT is used currently in 50 sites in
the United States and has been adapted/translated for use in a
number of other countries,[29] with published reports from Canada
[35] and Australia.[36] The PAT is also used in survivorship, with
scores associated with survivors requiring psychological consulta-
tions.[37]

The DT is a brief screening instrument which provides a rating
of distress on a 1-10 scale. The DT was used in a prospective study
using multiple respondents (children, parents, and staff), highlight-
ing the importance of each perspective in a thorough understanding
of distress.[38,39]

The well-documented evidence for psychosocial risk and the
availability of valid instruments for screening can minimize some of
the barriers to systematic screening and assessment. This is
necessary in order to implement this psychosocial standard and
advance pediatric cancer care. Concerns about the time necessary
for screening can be addressed by use of the brief PAT or DT.
Screening that is family-centered, integrated into the health record,
and that quickly flags patients and families at risk is an essential first
step in accessing psychosocial care quickly and efficiently by
addressing staffing concerns (e.g., who will conduct the screening).
It is also important to consider the timing and frequency of
screening and assessment. The evidence shows that although
distress usually diminishes over the first year after a pediatric cancer
diagnosis,[40-42] many disease, treatment, patient, and family
factors may contribute to ongoing or even escalating distress over
time,[43] including demographic and socioeconomic factors that
indicate the importance of delivering early evidence-based
interventions.[44]

Although the evidence is strong, it is not without its
limitations. There are few randomized clinical trials in this
field and a reliance on mostly single institution studies, based in
the United States. It is important that screening be viewed as the
first step in a process of psychosocial care delivery and that
pediatric cancer centers provide adequate levels of appropriate
staff to implement interventions pertinent to the identified needs,
while at the same time conducting further research to identify
optimal evidence-based interventions to promote adaptive
functioning and quality of life in youth with cancer and their
families.
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