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Standards of Psychosocial Care for Parents of Children With Cancer
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Parents and caregivers of children with cancer are both resilient
and deeply affected by the child’s cancer. A systematic review of
published research since 1995 identified 138 studies of moderate
quality indicating that parent distress increases around diagnosis,
then returns to normal levels. Post-traumatic symptoms are common.
Distress may be impairing for vulnerable parents and may impact a
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child’s coping and adjustment. Moderate quality evidence and expert
consensus informed a strong recommendation for parents and
caregivers to receive early and ongoing assessment of their mental
health needs with access to appropriate interventions facilitated to
optimize parent, child, and family well being. Pediatr Blood Cancer
2015;62:5632-S683.  © 2015 Wiley Periodicals, Inc.

INTRODUCTION

Parents are profoundly affected by a child’s cancer diagnosis.
Many parents are resilient and well functioning; for them pediatric
cancer is an extreme stressor which causes transient, marked
distress, slowly returning to a new, changed “normal” that includes
the reality of the illness. For parents already struggling to cope or
with pre-existing mental health problems, a child’s diagnosis of
cancer can be overwhelming. A parent’s emotional issues may
disrupt the ill child’s cancer treatment, impact parenting and
support for the ill child and well siblings, and threaten family
functioning and stability over time.[1-4]

Consistent with growing literature on the interconnectedness of
parent and child mental health,[5—7] family centered psychosocial
care has been long considered essential in pediatric oncology.[8—10]
This paper reviews the literature for evidence of a need for parent
mental health support, to determine which parent-directed supports
should be considered “essential” for pediatric oncology centers to
provide, when they should be offered, and what barriers exist to
providing this care within diverse healthcare settings. The evidence on
psychological impact of childhood cancer on parents of children with
cancer (PCC) as well as literature on the development of parent-
specific interventions will be reviewed.

METHODS

This review was performed as part of the collaborative
Psychosocial Standards of Care Project for Childhood Cancer
(PSCPCC) which was created to develop evidence- and consensus-
based standards for psychosocial care in pediatric oncology.
PSCPCC consists of a group of pediatric oncology psychosocial
professionals in collaboration with a larger interdisciplinary group
of experts. For a full description of the methods used to develop
each standard, please refer to Wiener et al.[11]

After review of published search strategies,[12] and iterative
refinement of the strategy, the final search (Supplemental
Table SI) was carried out (March 2015) in PubMed, OVID,
and PsycINFO databases. Studies were identified which contained
four main concepts: (i) psychosocial adjustment; (ii) parents/
caregivers; (iii) pediatric/child; and (iv) cancer. Papers were
limited to the English language and restricted by publication date
range March 1995-2015, resulting in 4,580 citations. Through
title, abstract and full text review, they were narrowed by the
authors to 138 citations with these inclusion criteria: (1) subjects
are parents of pediatric cancer patients, ages 0—18 years old, on
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Psychosocial Standard of Care

Parents and caregivers of children with cancer should have
early and ongoing assessment of their mental health needs.
Access to appropriate interventions for parents and caregivers
should be facilitated to optimize parent, child, and family well
being.

treatment (not in survivorship or bereavement) and (2) studies
report parent outcomes measuring distress, coping or psychopa-
thology (Supplemental Fig. S1). The three authors received
extensive training in GRADE methodology[13,14] as part of the
PSCPCC; each author reviewed a selection of the citations for
inclusion in the final review. Regular discussion was used for
clarification and consistency of the application of both inclusion
criteria and assignment of study rigor. High-quality qualitative
research on this subject was identified, but given the large number
of articles, qualitative studies were excluded except where they
added new or clarifying data. International studies were included
if judged to be culturally relevant to the United States health
system. A detailed summary of each study’s results and study
rigor is in Supplemental Table SII. This standard was developed
using the GRADE methodology[13,14] for both qualitative and
quantitative research. The evidence was reviewed throughout its
development by several national professional committees
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including experts from multiple disciplines in psycho-oncology
and pediatric oncology.

RESULTS

This body of literature is based on empirically supported
theoretical frameworks that initially stemmed from developmental
literature and have been refined to account for the unique
experiences and needs of children with cancer and their families.
Three main themes were identified as interwoven in the literature:
(i) adjustment trajectories of parents of children with cancer (PCC);
(ii) identification of psychopathology in PCC (primarily anxiety,
depression and posttraumatic stress symptoms [PTSS]); and (iii)
development of psychological interventions for PCC. The 138
articles included 102 observational studies (92 quantitative cohort,
case control, or cross-sectional descriptive designs, 10 qualitative);
14 systematic reviews; 18 intervention studies (mostly pilot,
randomized controlled trial (RCT) studies) and four critical
analysis/expert commentary articles. The evidence consistently
indicates that attention to parental mental health in pediatric
oncology populations is imperative.

Trajectories of Parental Adjustment and Patterns of
Risk for Psychopathology

The first two themes discovered in the literature are found
throughout all 138 articles included here. PCC must engage
internal and external resources to effectively cope with the
tremendous stress of their child’s diagnosis and treatment. A
typical pattern of adjustment is one of elevations in distress
around the time of diagnosis, with decreases over time to normal
functioning, 3—6 months post-diagnosis,[3,15-22] but a cluster
analysis showed there may be more than one trajectory of
distress.[23] Most PCC and families adjust well, and report
growth, increased closeness, and good family functioning.
Potential resiliency factors include higher socio-economic
status[24,25] higher levels of social support[26-30] and higher
family cohesion and functioning.[31] Parent attributes such as
optimism[32,33] and use of problem-solving coping strategies
(defined as “sets about solving problems purposefully”,
compared to “emotion-focused coping” and other described
coping styles)[26,34-36] have also been associated with
decreased parental distress.

Parental distress has a negative impact on parental quality of
life, mental and physical health factors, family functioning,
[3,37-39] and marital distress.[40] Parental psychosocial
functioning at 6 months post-diagnosis has been found to
predict long-term psychosocial outcomes,[2] with a significant
number of PCC (27% of PCC vs. 15% in control group of
parents without children with cancer) still reporting elevated
distress up to 5 years post-diagnosis.[15] Although most data on
parental adjustment is based on mothers, both parents have been
shown to exhibit significant distress.[41-45] Gender differences
in parent adjustment and coping should be considered in
intervention development.[19,34,46—48]

Measurement of the impact of parent distress on child
adjustment and distress has been methodologically challenging.
Previously, parent reporting bias (distressed parents report more
child distress) seemed to explain much of the link between these
two outcomes.[18,20,23,31] However, a recent longitudinal study
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showed a lagged, downstream relationship between maternal
distress and child internalizing symptoms, one that may not be
completely explained by methodology.[49] Furthermore, adoles-
cents’ self-reports of distress have been found to correlate with
higher parent distress.[50] More research, using controlled,
longitudinal designs and multiple reporters, is needed to delineate
this relationship.

Data reflecting elevations in distress are based primarily on self-
report questionnaires compared to either measure norms or control
groups comprised of parents of healthy children[3,51-54] or
parents of children with other acute or chronic conditions.[1] Data
from these studies indicate that a subset of PCC is at risk for marked
or prolonged distress or psychopathology. Rates of reported
depression, anxiety, and PTSD vary amongst samples and
methodologies with one paper reporting no clinically significant
elevations on standardized measures,[51] and others reporting rates
up to 43%.[29,42,52,55-59] Others, using questionnaires based on
diagnostic criteria, have shown that 11% of mothers and 9% of
fathers have PTSD.[55] Virtue et al.[60] reported 27% of mothers of
children undergoing stem cell transplant met criteria for specific
depressive or anxiety disorder diagnosis.

Post-traumatic stress symptoms (PTSS) and PTSD have
received significant attention. Models of pediatric medical
traumatic stress have informed this research and show that a
pediatric cancer diagnosis and subsequent events can be potentially
traumatic.[9] PCC have more PTSS than ill children themselves—
nearly all PCC report at least one PTSS symptom in the first 2—4
weeks after diagnosis and, in one study, 51% of mothers and 40% of
fathers met criteria for acute stress disorder (ASD) in the first
2 weeks.[61] Beyond the first month, studies have varied with some
groups finding PTSD/PTSS rates similar to those of the general
population of adults (without children with cancer), reinforcing the
findings that in general PCCs as a group are resilient.[62]
Assessment of subclinical levels of PTSS and associations with
other outcomes may be most applicable as a framework to inform
research and intervention.[63]

Several potential factors have emerged as indicators of risk for
parental maladjustment. Socioeconomic factors like lower
household income,[55,56] lower level of education, lack of
employment;[55,64] pediatric disease factors such as relapse,
treatment severity/risk;[65,66] or poorer child’s functional
impairment or physical symptoms[67] prior traumatic life events
and prior parent psychiatric treatment have all been associated
with parental caregiving burden and distress and poorer
adjustment in different studies.[68]

Interventions

Psychological interventions to reduce distress and improve
adjustment in PCCs are emerging. Most are family systems
informed cognitive and behavioral therapies that are delivered
individually. Twenty-one articles focused on interventions were
identified (Supplemental Table SII), of which three were reviews;
[69-71] the other 18 described various aspects of development of
ten distinct intervention programs.[10,49,72-86] Unifying this
group of studies are strong theoretical frameworks based in social
ecological psychology, resiliency and illness-specific coping
models, as well as overall good tolerability and feasibility. Problem
solving skills training (PSST), which has now been implemented
with over 800 mothers, was efficacious in improving problem
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solving skills and reducing negative affect in mothers of children
newly diagnosed with cancer.[78-81,87] It may be most effective
for young, single mothers, but is effective for all groups, with lasting
benefits beyond the timing of the intervention.[78] In addition,
Fedele et al.[49,72] showed parent and child benefits after a
12-session intervention targeting mothers’ coping with illness
uncertainty, which supports the parent-targeted intervention model.
Critiques of the literature overall, have cited methodological
problems with small populations of generally psychologically
healthy parents, difficulties with recruitment when families are
stressed, inclusion of mostly mothers, timing of interventions and
lack of appropriate controls.[71,88] Future studies should focus on
dissemination, and further refining interventions to target patients at
risk for poor adjustment.

DISCUSSION

Based on this review a recommendation was developed and
circulated to colleagues in pediatric oncology, as well as discussed
at a “think tank” of pediatric psycho-oncology professionals from
various clinical settings.[11] Structured feedback (received through
rating forms) and unstructured comments from the Standards
Committee supported the recommendation but helped refine the
language, resulting in a final standard that was applicable in a wide
range of pediatric oncology centers. We strongly recommend the
following standards of psychosocial care for PCC:

Parents and caregivers of children with cancer should have
early and ongoing assessment of their mental health needs. Access
to appropriate interventions for parents and caregivers should be
facilitated to optimize parent, child, and family well being. Table 1
details a summary of the results and the basis of the recommenda-
tion based on GRADE criteria. Family centered care should include
standard systematic screening for psychosocial risk,[89] including

TABLE I. Summary of Results (GRADE)[9,10]

assessment of parent mental health and coping.[9,90] Assessment
of children referred for distress or psychiatric disturbance should
also include assessment of parent functioning.

Evidence-based interventions for families facing childhood
cancer are not yet routinely available, given the recent and
developing nature of this literature, lags in dissemination, and site-
specific resource limitations.[91] Appropriate interventions for
PCC are those provided by mental health providers who are
knowledgeable about childhood illness and its effects on the family.
Providers should be familiar with established theoretical frame-
works (e.g., pediatric medical traumatic stress, models of resiliency
and family systems theory),[92] aware of the normal trajectory of
resilience so they do not miss persistent distress or psychopathology
in PCC,[93] prepared to address cancer-specific parenting concerns,
parental traumatic symptoms, difficulties coping with illness
uncertainty, need for support for problem solving, and stress
management.

Practical barriers and recommended responses to parent
treatment, discussed in Supplemental Table SIII, should be
systematically and individually assessed. Importantly, the parents
who are most impaired will struggle to overcome these common
obstacles to referral-based mental health care and it is important to
partner with them to prioritize and facilitate their own mental health
care even during a child’s active cancer treatment.

Several gaps are identified as targets for research. Specific risk
factors for parent maladjustment such as need for stem cell
transplant, presence of hereditary cancer risk, and prior child loss
will likely require tailored interventions. The impact of co-existing
parent mental illness (e.g., major depression, bipolar disorder,
substance abuse) on parent and child adjustment in cancer and
suitability of these PCC for participation in emerging evidence-
based treatments for PCCs is not well understood. Finally, research
is urgently needed to guide best practice for the delivery of

Standard

Evidence summary

Methodology1

Strength of

Quality of evidence? recommendation®

Parents and caregivers of
children with cancer
should have early and
ongoing assessment
of their mental health
needs. Access to
appropriate
interventions for
parents and caregivers
should be facilitated
to optimize parent,
child, and family well
being

Most parents experience a
trajectory of significant
transient distress, but
ultimately good coping
and resiliency

Subset of at-risk parents,
25-30%, will have
increased or prolonged
distress or
psychopathology

Parent distress to due
childhood cancer has a
broad and deep impact
on parent, child and
family functioning over
the long term (at least 5
years)

Mixed-methods,

qualitative

quantitative studies,

and literature reviews
Majority cross-sectional

survey and in-depth

interviews
Randomized

trials and pilot
intervention trials
Replication of findings

evident

Think tank/expert

consensus

Moderate quality
given consistent
findings from
lower to moderate
level evidence
studies.

Strong recommendation
based on moderately well
documented impact of
parent mental health on
child mental health and
family functioning;
consistent replication of
findings in moderate
quality studies on levels of
parent distress and wish
for support; flexibility and
tolerability (low risk) of
the recommended
intervention to fit
individual parent and
family values, address
their needs, and overcome
barriers to care and
limited resources

controlled

1Types of studies: for example, RCT, cross-sectional, longitudinal; consensus; systematic review article; 2Quality of evidence: high, moderate, low,
or very low (based on GRADE criteria); Strength of recommendation: strong or weak (based on GRADE quality criteria).
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integrated medical and mental healthcare that is accessible and
effective.[94]

A significant body of literature now supports a family systems

approach to pediatric cancer care with special attention to the
mental health needs of PCC. Pediatric oncology and psycho-
oncology clinicians must address the barriers unique to each setting
and case to achieve this essential integrated, flexible, expert care for
PCC.
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SUPPLEMENTAL FIGURE 1: Flow Diagram of Literature Review for Psychosocial Standard of Care for Parents of Children with Cancer.
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SUPPLEMENTAL TABLE I: Detailed Search Strategy for Psychosocial Standard of Care for Parents of Children with Cancer

Database Name

Search Strategy

Number of Results

PubMed (3/18/15)

((psychiatr* OR psychopharm® OR intervention OR cognitive behav* OR problem solving) OR

(psychological AND (stress OR resilience OR adaptation OR adjustment OR support OR
trauma)) OR (psychosocial) OR (cope OR coping) OR (distress OR distressed) OR (depression
OR depressive) OR (anxiety) OR (emotion OR emotional)) AND (parent* OR caregiver* OR
mother* OR father* OR maternal OR paternal) AND (infan* OR newborn* OR new-born* OR
perinat® OR neonat* OR baby OR baby* OR babies OR toddler* OR minors OR minors* OR boy
OR boys OR boyhood OR girl* OR kid OR kids OR child OR child* OR children* OR
schoolchild* OR schoolchild OR school child[tiab] OR school child*[tiab] OR adolescen* OR
juvenil* OR youth® OR teen* OR under*age* OR pubescen™ OR pediatrics/mh] OR pediatric*
OR paediatric* OR peadiatric® OR school[tiab] OR school*[tiab]) AND (cancer OR cancers
OR oncology OR oncolog* OR neoplasms OR neoplas* OR carcinoma OR carcinom™ OR tumor
OR tumour OR malignan® OR hemato oncological OR hemato oncological OR hemato-
oncological OR hematologic neoplasms OR hematolo® OR bone marrow transplantation OR
bone marrow transplant® OR lymphoma OR leukemia OR leukemi* OR leukaemi* OR lymphoma
OR lymphom* OR hodgkin OR hodgkin* OR t-cell OR b-cell OR non-hodgkin OR sarcoma OR
sarcom” OR sarcoma, ewing’s OR Ewing* OR osteosarcoma OR osteosarcom* OR wilms tumor
OR wilms* OR nephroblastom* OR neuroblastoma OR neuroblastom® OR rhabdomyosarcoma
OR rhabdomyosarcom* OR teratoma OR teratom™ OR hepatoma OR hepatom* OR
hepatoblastoma OR hepatoblastom® OR pnet OR medulloblastoma OR medulloblastom* OR
PNET* OR neuroectodermal tumors, primitive OR retinoblastoma OR retinoblastom* OR
meningioma OR meningiom™ OR glioma OR gliom™ OR (pediatric oncology OR paediatric
oncology) OR (childhood cancer OR childhood tumor OR childhood tumors) OR (brain tumor
OR brain tumour* OR brain neoplasms OR central nervous system neoplasm OR central
nervous system neoplasms OR central nervous system tumor OR central nervous system tumour*
OR brain cancer* OR brain neoplasm* OR intracranial neoplasm*) OR (leukemia, lymphocytic,
acute[mh])) AND ((“1995/03/01“[PDAT]: “2015/03/01“[PDAT]) AND English[lang])

PsycINFO (3/19/15) ((psychiatr$ OR psychopharm$ OR intervention OR cognitive behav$ OR problem solving) OR

(psychological AND (stress OR resilience OR adaptation OR adjustment OR support OR
trauma)) OR (psychosocial) OR (cope OR coping) OR (distress OR distressed) OR (depression
OR depressive) OR (anxiety) OR (emotion OR emotional)) AND (parent$ OR caregiver$ OR
mother$ OR father$ OR maternal OR paternal) AND (infan$ OR newborn$ OR new-born$ OR
perinat$ OR neonat$ OR baby OR baby$ OR babies OR toddler$ OR minors OR minors$ OR
boy OR boys OR boyhood OR girl$ OR kid OR kids OR child OR child$ OR children$ OR
schoolchild$ OR schoolchild OR school child OR school child$ OR adolescen$ OR juvenil$ OR
youth$ OR teen$ OR underage$ OR under-age$ OR pubescen$ OR pediatrics OR pediatric$ OR
paediatric$ OR peadiatric$ OR school OR school$) AND (cancer OR cancers OR oncology OR
oncolog® OR neoplasms OR neoplas$ OR carcinoma OR carcinom$ OR tumor OR tumour OR
malignan$ OR hematooncological OR hemato oncological OR hemato-oncological OR
hematologic neoplasms OR hematolo$ OR bone marrow transplantation OR bone marrow
transplant$ OR lymphoma OR leukemia OR leukemi$ OR leukaemi$ OR lymphoma OR
lymphom$ OR hodgkin OR Hodgkin$ OR t-cell OR b-cell OR non-hodgkin OR sarcoma OR
sarcom$ OR sarcoma, ewing’s OR Ewing$ OR osteosarcoma OR osteosarcom$ OR wilms tumor
OR wilms$ OR nephroblastom$ OR neuroblastoma OR neuroblastom$ OR rhabdomyosarcoma
OR rhabdomyosarcom$ OR teratoma OR teratom$ OR hepatoma OR hepatom$ OR
hepatoblastoma OR hepatoblastom$ OR pnet OR medulloblastoma OR medulloblastom$ OR
PNETS$ OR neuroectodermal tumors, primitive OR retinoblastoma OR retinoblastom$ OR
meningioma OR meningiom$ OR glioma OR gliom$ OR pediatric oncology OR paediatric
oncology OR childhood cancer OR childhood tumor OR childhood tumors OR brain tumor OR
brain tumour$ OR brain neoplasms OR central nervous system neoplasm OR central nervous
system neoplasms OR central nervous system tumor OR central nervous system tumour$ OR
brain cancer$ OR brain neoplasm$ OR intracranial neoplasm$ OR leukemia, lymphocytic,
acute,) limit 5 to (english language and yr="1995 - 2015“)

Total citations

3698

1598

5296
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SUPPLEMENTAL TABLE III. Barriers and Responses to Barriers to Mental Healthcare (MH) for Parents of Children with
Cancer (PCC)

Levels of
Barriers Parent and Family Pediatric Oncology Adult Psychiatric Systems
Barriers[1] e Emotionally overwhelmed or unwill- e Inadequate funding for staff (e.g., too Limitations in mental health insurance
ing to leave the bedside of their ill few providers, not enough dedicated coverage and “out of network” benefits
child. time to address the clinical need) Insurance requiring approval and ap-
e Parent needed at bedside for care/ e Training needs of staff (e.g. little peals to approve out of state/network
comfort of sick child experience with adult/parent individual mental health care
e Feel guilty caring for self, or normal treatment, unfamiliar with parent Lack of appropriate providers who
defense mechanism to put self last literature) speak multiple languages
when child is sick e Pediatric institutions unwilling to ac- Inflexible and overburdened commu-
e Bias about using mental health services cept parents as “adult patients” nity mental health systems (e.g. poli-
e Pre-existing or distress-related im- e Billing and documentation of parent cies which discharge adult patients
pairment of problem-solving skills, treatment in context of child cancer who miss appointments, inability to
further limiting parent’s ability to care (e.g. PSST) schedule according to child’s clinic
follow through with community-based schedule, make last minute or urgent
mental health referrals. appointments as needed when medical
e Time limitations for parents with crises for child occur, wait-lists)
multiple responsibilities (e.g. work, ill Lack of training and awareness of
child’s care, well child care) PCCs’ experiences, needs, evidence-
e Lack of access to transportation based interventions, and parenting
guidance among community mental
health providers
Suggested e Psychoeducation about normal trajec- e Integrated bedside or on-site MH
Responses tories of distress, resilience, and impact services for parents in Peds Oncology
to Barriers on child e Educational and training opportunities
e Problem solving skills training, for staff regarding effective interven-
modeling prioritizing parent mental tions for parents
healthcare e Outreach, education and advocacy to accessible psychiatric/psychotherapy
e Targeted practical support around practices or clinics to create referral mechanism and practice policies consistent
overcoming barriers to accessing ad- with pediatric medical home and family-centered care [2, 3]
ditional parent mental healthcare (e.g. ® Direct and ongoing communication between pediatric psycho-oncology providers
helping with scheduling, paperwork, (e.g., social workers, psychologists, psychiatrists) with community providers who
insurance issues) are not familiar with pediatric oncology psychosocial frameworks (e.g. child cancer
e Provision of respite care for the sick prognoses and treatments, parental adjustment trajectories, medical traumatic stress
and well children models) [4]
e Transportation assistance for parents e Parents report openness to technology (e.g., web or telephone based) supported

interventions to improve engagement, and online versions of existing interventions

and other innovations are being tested.[5]

Abbreviations: PSST = Problem solving skills training
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