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Psychosocial Standard of Care

All youth with cancer and their family members should have

access to psychosocial support and interventions throughout the

cancer trajectory and access to psychiatry as needed.

INTRODUCTION

Position statements from professional organizations, guidelines,

and journal articles emphasize that pediatric cancer patients and

their families need access to psychosocial support and in tervention

throughout the illness trajectory, including at the time of diagnosis

and through survivorship. The type of support and interventions

provided may vary depending on resource and staff availability, but

should be provided by an individual with training and expertise in

child development, emotional adjustment to illness, psychological

and psychiatric syndromes, family systems, and/or concrete

resources the family may need. Refer to Patenaude et al.[1] in

this edition for further information about training for professionals.

Although pediatric cancer survival rates have increased in the

past four decades, these treatments place patients and families at

increased risk for coping difficulties throughout the treatment

course, survivorship, and at end of life. Although many childhood

cancer patients and their families cope effectively during the illness

course,[2,3] it is quite clear that a significant subset of patients and

their parents will indeed experience significant clinical levels of

psychological distress at the time of diagnosis, during the course of

treatment, and after treatment ends.[2,4] Numerous studies have

highlighted the importance of providing access to resources at the

time of diagnosis as the majority of patients and parents directly

benefit from support from a psychosocial provider.[5–7] As such,

access to and provision of psychosocial services is clearly necessary

throughout the cancer experience from the time of diagnosis

throughout survivorship.

METHODS

This review was performed as part of the collaborative

Standards for Psychosocial Care of Children with Cancer and

Their Families effort. Articles were reviewed using GRADE

methodology. For a full description of the methods used to develop

each standard, refer to Wiener et al.[8] in this special edition.

Computerized literature searches of OVID, PSYCINFO, and

PUBMED were performed. Searches were limited to articles

published in the English language from March 1, 1995 to March 1,

2015. Search terms included combined neoplasm terms with child

and follow-up-related terms and MeSH headings. See Supplemen-

tal Table SI for a full list of search terms used. Search results were

supplemented with hand searching of the bibliographies of

systematic reviews and selected seminal articles, and contributions

from personal files.

Consultation With Other Experts/Groups

The study team comprised three pediatric clinical psychologists

and a child and adolescent psychiatrist who jointly reviewed all

articles. As part of the development of standards process, expert

opinion of this work was sent to various individuals for their review

and commentary; these individuals included pediatric oncologists,

pediatric psychologists, and child psychiatrists. Minor changes,

such as reviewing additional psychosocial literature and making the

scope of the standard broader, were made following feedback from

reviewers.

Abbreviations: ALL, acute lymphoblastic leukemia; CBT, cognitive

behavioral therapy; CNS, central nervous system; GRADE, grading of

recommendations assessment, development, and evaluation; PSST,

problem solving skills training; PTSD, post-traumatic stress disorder;

PTSS, post-traumatic stress symptoms; RCT, randomized controlled

trial
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RESULTS

The search strategy identified 173 peer-reviewed papers,

including 19 randomized controlled trials, 109 quantitative studies,

8 qualitative studies, 36 systematic reviews of the literature, and one

consensus report evaluating various aspects of psychosocial

interventions. See Supplemental Table SII for a description of

articles reviewed. This review resulted in three key findings: (i)

youth diagnosed with cancer are at risk for negative adjustment

difficulties; (ii) parents are at risk for negative adjustment

outcomes; and (iii) support and intervention provides clear benefit

in helping youth and parents adjust. These findings are discussed in

more detail below.

Child Adjustment Outcomes

For well over four decades, researchers have examined the

psychosocial functioning of children with cancer and their

families.[9,10] Numerous studies document that children diagnosed

with cancer experience various forms of distress associated with the

cancer experience.[11] Cancer and its associated treatment can

have a serious social and emotional impact on the child and the

parent.[12] Much data indicate that child functioning is

closely associated and often dependent on parent and family

functioning.[13] The physical symptoms of cancer and associated

treatment can have serious social and emotional consequences for the

child and parent.[14] Further, children treated for acute lymphoblas-

tic leukemia (ALL) or lymphoma report poorer emotional function-

ing, cognitive skills, autonomy, and family interaction than do

children treated for non-CNS solid tumors.[15] For children whose

disease or treatment directly involves theCNS, the risk of developing

social isolation and peer difficulties appears much greater than

children whose disease or treatment does not, and these children are

less likely to be endorsed as friends by their peers.[16]

Specifically, children with cancer are at relative risk of

experiencing anxiety, inhibited and withdrawn behavior, behavior

problems, intense stress, depression, post-traumatic stress disorder

(PTSD), academic difficulties, peer relationship difficulties, and

worries about the future in relation to career and relationships.

[17–20] Importantly, childhood cancer survivors have been

identified as being particularly at risk for anxiety and somatic

concerns. For more information about survivorship, refer to Lown

et al.[16] in this special edition.[21] It should be noted, however,

that some studies have not identified children to be at higher risk of

experiencing post-traumatic stress (PTSS).[22]

Parent Adjustment Outcomes

Caregivers of children with cancer are also at risk for a variety of

poor adjustment outcomes. Approximately 40% of caregivers of

children with cancer meet criteria for acute distress disorder, a

possible precursor to PTSD, within the first 2 weeks following their

child’s diagnosis; these symptoms appear to continue through the

course of their child’s illness.[11,23] Subclinical levels of

symptoms of PTSS have also been documented in both mothers

and fathers of childhood cancer survivors, and mothers of children

newly diagnosed with cancer report significantly higher levels of

PTSS than parents of long-term cancer survivors.[24] Other

research has found that parents can experience moderate to severe

post-traumatic stress at time of diagnosis in comparison to

caregivers of long-term survivors.[25] Thus, parents of children

with cancer appear to be at risk for experiencing distress both during

the early diagnosis phase and after their child’s cancer treatment

ends. For more information related to psychosocial support for

parents, refer to Kearney et al.[26] in this special edition.

General psychological distress in parents of children with

pediatric cancer has also been documented. Rates of global

psychological distress (e.g., a combination of depressive and

anxious symptoms) have been estimated to be as high as 51%.[27]

Numerous studies indicate that parents experience high levels of

general distress during the initial weeks of treatment,[28] and that

this distress remains stable or moderately decreases through the

course of treatment.[29] Other studies would similarly indicate that

both fathers and mothers have self-reported levels of psychological

distress above normative means[30] with large sample studies

demonstrating that mothers in particular evidence moderate levels

of distress (Table I).[6,7,31]

In sum, both children and parents are at risk for poor adjustment

outcomes throughout the illness course. The many other psychoso-

cial challenges involved in pediatric cancer clearly warrant

intervention to facilitate positive psychosocial adjustment.[32,33]

Psychosocial Interventions

Due to challenges associated with a diagnosis of childhood

cancer and subsequent treatment, the development and implemen-

tation of effective psychosocial support resources is of the utmost

importance. Such psychosocial support can be tailored to pediatric

patients and their families as they face the challenges of cancer

treatment.[34] Although little research has been conducted to assess

practice patterns, traditional individual therapy appears to be

broadly utilized in pediatric cancer centers. Individual therapy may

take many forms, but most often, it appears to involve crisis

intervention approaches or supportive therapy, especially in the

time period following the initial diagnosis.[35] Traditional marital

therapy and medical family therapy may be utilized as well.[36,37]

Efforts have been made to establish the efficacy of specific

psychosocial interventions within pediatric cancer populations.

Traditional cognitive behavioral therapy (CBT) approaches have

witnessed empirical examination in pediatric cancer populations.

CBT can include a variety of strategies, including the encourage-

ment of emotional expression, identification of distorted automatic

thoughts, use of problem-focused coping skills, discussion of

psychosocial impact on the family, and training in assertiveness and

communication skills, among others.[38–40] CBT has been utilized

in working with both children with cancer as well as their parents.

For example, Marsac et al.[41] provide them with strategies to deal

with cancer-related stressors, such as medical procedures and

hospital visits. Similarly, Wiener et al.[42] developed an innovative

board game called “ShopTalk” that can be used in individual or

group therapy sessions to assist in starting conversations about

difficult emotional issues related to the child or adolescent’s

medical illness and the impact this illness has in various situations

(e.g., school, home, peer relations).

PSST has been shown to be feasible and efficacious in reducing

parental distress[6,7,43] compared to standard care as well as to

non-directive supportive therapy in two large RCTs. This training

involves teaching a very broad, general strategy that is designed to

address a given problem situation. The client is taught to effectively

utilize all available strategies that will address or solve the problem,

evaluate the specific pros and cons of each possible solution to the
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problem, select a solution and take action, evaluate the effectiveness

of that action, and determine whether another option or course of

action is needed in order to effectively solve the problem.[44]

Mullins et al.[45] developed an interdisciplinary CBT-based

intervention that targeted helping mothers learn to cope with the

uncertainty of the cancer experience. This intervention was shown

to be feasible, acceptable, and tended to improve adjustment in

mothers. Cognitive behavioral approaches have also been integrat-

ed with other therapeutic approaches, such as family therapy, and

have demonstrated feasibility and efficacy. The best example of

such an intervention is the Surviving Cancer Competently

Intervention Program developed by Kazak et al.[46,47] It should

be noted that while the above interventions are highlighted, there is

still the need for further research and development of evidenced-

based interventions for children diagnosed with cancer and their

parents.

Children with cancer may also have pre-existing psychiatric

diagnoses, and are vulnerable to developing a range of psychiatric

disorders related to psychological challenges of cancer treatment,

as well as the physiological effects of the illness and cancer-directed

therapies.[17,48,49] Psychiatric assessment and pharmacologic

treatment should be available when other approaches are not

sufficient, andmedications should be used in conjunction with other

psychotherapeutic modalities. Effective psychopharmacologic

treatments are available for depression, anxiety, and delirium,

and can be used safely in children receiving oncology treatment,

although randomized controlled studies are lacking in this

population. SSRIs are effective and well-tolerated first line

treatments for depression in the general pediatric population,

especially in combination with CBT.[50–52] Small studies demon-

strate tolerability and efficacy in children with cancer.[48,51–55]

There is widespread prescribing of anti-depressants by mental

health professionals and pediatric oncologists, sometimes without

mental health follow-up,[49,56–58] highlighting the need for

access to specialized psychiatric consultation. Refer to Weaver

et al.[59] in this special edition for information about palliative care

standards.

DISCUSSION

Although accessible psychosocial resources for children and

their families are a widely held expectation in pediatric oncology,

models of assessment and delivery of services vary widely across

centers, as does the availability of psychosocial staff.[35]

Additionally, barriers may be present that hinder centers from

providing comprehensive psychosocial care. For example, pediatric

cancer centers vary in size and location, and as such have varying

amounts of resources and funding. Some centers may not treat a

sufficient number of patients to justify the financial cost of

supporting a comprehensive multidisciplinary psychosocial team

(e.g., a social worker, pediatric psychologist, and psychiatrist).

Centers can provide training for members of their staff on how to

effectively support patients and families. Examples include

ongoing trainings on family centered care, empathic listening,

communication, child development, problem solving, and health

literacy, among others.[60–62] Centers can build strong referral

bases within the community through community support agencies,

psychologists, psychiatrists, religious support, and can direct

patients and families to these trained professionals. Centers can

appoint or hire a staff member to oversee psychosocial support for

families who would monitor supportive care given to patients and

families and facilitate referrals. Centers can provide formal

consultation services with local professionals to assist patients

and families during clinic or hospital visits.

Additionally, staff at treatment centers may have limited access

to training in supporting the specific needs of pediatric cancer

patients and families. Those centers should ensure access to

appropriate multimedia resources for both parents and children

throughout the course of illness, including, but not limited to,

disease education, procedure preparation videos, games, books, and

handouts. Books and videos that normalize the cancer experience

and feelings associated with different stages of illness could also be

available. Centers should make a commitment to having at least one

staff member with education or training in supportive care (social

work, psychology, or counseling) to assist patients and families.

Based on the available high quality of evidence in the literature,

it is a strong recommendation that pediatric oncology centers

should provide psychosocial support for patients and families

throughout the illness course. Child life specialists, social workers,

psychologists, psychiatrists, clinical educators, patient/nurse

navigators, and spiritual leaders may all serve in this role.[63]

Services from social work and psychology, tailored to the specific

needs of each family, are especially valuable at initial evaluation

and are critical to the family’s active participation in the treatment

TABLE I. Psychosocial Interventions and Therapeutic Support as a Standard of Care: Summary of Evidence Table

Standard Evidence summary Methodology Quality of evidence

Strength of

recommendation

All youth with cancer and their family

members should have access to psychosocial

support and interventions throughout the

cancer trajectory and access to psychiatry as

needed

• Empirical evidence exists for providing

access to psychosocial resources, as the

majority of pediatric cancer patients and

their families experience increased distress

and benefit from such support

• Research indicates that a subset of children

and families will experience clinically

significant adjustment issues. Additionally,

psychosocial interventions can produce

clinically meaningful decreases in distress

Evidence gaps:

• Prospective research and more randomized

clinical trials could add to existing evidence

base

• Consensus

• Systematic

review

articles

• Randomized

controlled

trials

• Replication of

findings

High quality of evidence

given with consistent

findings from

numerous

well-designed studies

• Cross-sectional studies

Strong recommendation,

given the impact of

disease and treatment

factors on the patient and

family
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of their child. Identifying and addressing risk factors early is

essential.[64]
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SUPPLEMENTARY INFORMATION

SUPPLEMENTAL TABLE I. Psychosocial Interventions and Therapeutic Support As a Standard of Care: Search Terms

Literature searches of OVID, PSYCINFO and PUBMED

1. (“Neoplasms”[Majr] OR cancer OR oncology)

2. (parent� OR caregiver� OR mother� OR father� OR maternal OR paternal)

3. (“Child”[Mesh] OR children OR youths OR teens OR adolescents OR teenagers OR pediatric OR pediatrics)

4. (“Family”[Mesh] OR family OR relatives)

5. (“Psychotherapy”[Majr] OR “Psychology”[Majr] OR “psychology”[Subheading] OR “Psychiatry”[Majr] OR “Psychiatric Nursing”[Majr]

OR “psychosocial support” OR “psychosocial interventions”)

6. (“Quality of Health Care”[Majr] OR “standard of care” OR “standards of care” OR “Continuity of Patient Care”[Majr] OR “Continuity of

Patient Care” OR “cancer trajectory”) OR “Psychopharmacolog�” OR “Psychotropic” OR “Depression” OR “Anxiety” OR “Antidepressant”

7. Filters: From 3/01/1995–3/01/2015

8. Filter: English

9. Filter: Child: birth-18 years
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