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Abstract

Pediatric oncology psychosocial professionals collaborated with an interdisciplinary group of
experts and stakeholders and developed evidence-based standards for pediatric psychosocial care.
Given the breadth of research evidence and traditions of clinical care, 15 standards were derived.
Each standard is based on a systematic review of relevant literature and used the AGREE 11
process to evaluate the quality of the evidence. This article describes the methods used to develop
the standards and introduces the 15 articles included in this special issue. Established standards
help ensure that all children with cancer and their families receive essential psychosocial care.
Pediatr Blood Cancer 2015;62:5419-S424.
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INTRODUCTION

A large body of research documents the psychosocial risks for children and their families
during and after cancer treatment and approaches to reduce distress and support patients and
families. [1-3] Yet, there is a significant variability in psychosocial services offered to
patients in different pediatric oncology settings. Furthermore, there are no published,
comprehensive, evidence-based standards for pediatric psycho-oncology care.[4] To address
this critical gap, the Psychosocial Standards of Care Project for Childhood Cancer
(PSCPCC), a group of pediatric oncology psychosocial professionals, collaborated with a
larger interdisciplinary group of experts and stakeholders to develop evidence- and
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consensus-based standards for pediatric psychosocial care. This special issue of Pediatric
Blood and Canceris a comprehensive set of short articles that describe the standards that
have been identified as essential for psychosocial care and summarizes the relevant
supporting evidence. This introductory article provides the background for the initiative and
describes the methodology used to develop the standards.

METHODS

The formation of the PSCPCC and development of psychosocial standards of care for
pediatric cancer have been dependent upon the collaboration and support from The Mattie
Miracle Cancer Foundation (www.mattiemiracle.com). Mattie Miracle was started by Vicki
and Peter Brown in memory of their son Mattie who died of multi-focal osteosarcoma at the
age of 7 years. The foundation is dedicated to “addressing the psychosocial needs of
children and families living with childhood cancer as well as educating healthcare providers
on the impact of such a diagnosis on children and their families.” On March 20,2012, Mattie
Miracle sponsored a congressional symposium and briefing on Capitol Hill stressing the
importance of universal services to address the psychosocial needs of children with cancer
and their families. The Browns identified five leaders in psychosocial aspects of pediatric
cancer; each presented research data at the briefing related to standards for psychosocial care
(Anne E. Kazak, PhD, ABPP [Chair]; Robert B. Noll, PhD, Andrea Farkas Patenaude, PhD,
Kenneth Tercyak, PhD, Lori Wiener, PhD). A panel of parents and survivors further
emphasized the need for psychosocial care for children with cancer and their families. It
became clear in conversations with members of Congress and their staffs that any legal or
government support for such universal psychosocial care would require clear, widely
accepted, well-supported standards for the psychosocial support of children with cancer and
their families. Development of these standards based on existing research and existing
consensus became a priority of Mattie Miracle and the group leaders.

The existing literature on guideline development informed our development of standards for
the psychosocial care of children with cancer.[5,6] (Fig. 1). The group leaders completed a
systematic review of current pediatric psychosocial published guidelines, recommendations,
standards, and consensus reports.[3] The review not only highlighted the notable past efforts
to define and characterize standards of psychosocial care for children with cancer and their
family members, but also showed the lack of a widely accepted, up-to-date, evidence and
consensus-based, comprehensive standard.

To ensure coverage of all critical areas of psychosocial care, we next constructed and
administered an online survey to 20 additional psycho-oncology experts across a range of
clinical and geographic settings, asking the following questions: (1) What are the five most
important issues that we should know about families in order to provide optimal
psychosocial care?; (2) What are the most essential services/interventions that should be
provided to families throughout the cancer treatment trajectory?; (3) In your setting, what do
administrators need to know about psychosocial services that should (and could) be provided
to all families and are not currently available or need improvement?; (4) Please list up to five
challenges to developing and implementing psychosocial standards/guidelines; and (5) What
are some of the most innovative and/or effective ways you or others have discussed or
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utilized to implement psychosocial care? Three independent psychosocial clinicians
reviewed the survey data. Consensus was obtained to define five distinct critical areas
wherein standards are needed for satisfactory provision of psychosocial care for children
with cancer. These are as follows: (1) Assessment of Child and Family Well-Being and
Emotional Functioning; (2) Neurocognitive Status; (3) Psychotherapeutic Interventions; (4)
School Functioning; and (5) Communication, Documentation, and Training of Psychosocial
Services.

The PSCPCC held two in-person meetings (“think tanks”), each at an annual meeting of the
American Psychosocial Oncology Society (APOS) with the sponsorship of Mattie Miracle
(travel and logistics) and APOS (meeting space). Between these meetings, PSCPCC held
monthly teleconferences focused on organizing reviews of literature in these five areas.

The first think tank meeting occurred on February 14, 2013. In attendance were 20 experts
in the field of adult and pediatric psycho-oncology from the majority of relevant professional
groups (oncology, psychiatry, psychology, social work, and nursing) and four parent
stakeholders. The purpose of the meeting was to determine the scope of the standards and to
reach agreement about elements of essential, high-quality psychosocial care that can be
implemented in all pediatric oncology settings. Using Livestrong’s criteria for an Essential
Element of care,[7] it was decided that each proposed standard would be evaluated for its
“positive impact on quality of life for all cancer patients and their family members,” and
potential for utilization in a wide variety of settings. Further, each element required
documented support from an existing behavioral science evidence base. Recognizing that a
strong evidence base did not exist for some elements of psychosocial care, alternative
sources of data that clearly described services widely utilized and are valued by a consensus
of the provider community and which could be evaluated in future research were also
viewed as providing an acceptable basis for inclusion of a standard of care.

During the think tank, each of the five groups reviewed qualitative data from our online
survey and contributed their clinical knowledge and understanding of the supporting
literature to make recommendations for elements considered “essential” for psychosocial
care in their domain. This was followed by a consensus session wherein all meeting
participants reviewed recommendations from the individual working groups. At the
conclusion of the meeting, 25 Essential Elements for the psychosocial care of children with
cancer and their families were identified.

In the year between the two think tank meetings, working groups were charged with
investigating and critiquing the related professional literature to determine whether there was
sufficient and compelling evidence or consensus to support each of the essential
recommendations generated during the think tank. Leaders from the working groups invited
additional interdisciplinary experts and stakeholders to join their groups, as needed. During
the first 6 months, the working groups held monthly conference calls wherein they reviewed
inclusion and exclusion criteria for their individual literature reviews; conducted systematic
literature searches; and identified and defined additional clinical issues not previously noted.
The working groups also documented and critiqued available evidence. Each group decided
whether they had agreement about whether an explicit link existed between each
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recommendation and the related evidence, including the potential barriers to implementation
of the standard. During the next 6 months, tables of evidence were created and the quality of
the literature was rated. To avoid the risk of bias, experts in the field reviewed each other’s
content and informed a second review and/or revision of the standard. This process
continued until no new revisions were recommended.

The Appraisal Guidelines for Research and Evaluation (AGREE I1)[5] were used by each
group to rate the evidence for their standard. We specifically addressed the following areas:
Identification of Target Population; Essential Element, Rationale, Key Evidence, Literature
Search Strategy, Organizational Barriers, Response to Barriers, and Literature Cited. Using a
rating form, each working group sent their findings to non-member experts who had agreed
to review the interim guidelines to determine whether the evidence supported the
recommended standard (Table ). Data from the five working groups were combined into a
single document that formed the basis for discussion at the second think tank meeting.

Throughout the year, there was a conscious effort to include representation from multiple
relevant disciplines within the working groups. Consequently, the working groups consisted
of 22 psychologists, three psychiatrists, five social workers, one advanced practice nurse,
and two oncologists from the United States, Canada, and the Netherlands and five parent
advocates. The working groups also represented members from numerous professional
groups: American Psychosocial Oncology Society (APQOS), International Psychosocial
Oncology Society (IPOS), International Society of Paediatric Oncology (SIOP), Children’s
Oncology Group (COG), Association of Pediatric Oncology Social Workers (APOSW),
Society of Pediatric Psychology (SPP, Division 54 of the American Psychological
Association [APA]), Association of Pediatric Hematology/Oncology Nurses (APHON),
American Academy of Child and Adolescent Psychiatry (AACAP), Association for
Psychological Science (APS), and the Association of Pediatric Hematology Oncology
Education Specialists (APHOES).

The second PSCPCC think tank was held on February 13, 2014, in Tampa, Florida. In
attendance were 15 of the participants from the initial meeting and four additional experts
with specific clinical and research expertise in areas not previously represented. Each of the
25 recommendations was further evaluated in connection to the related evidence. During this
meeting, each standard was reviewed and rated by a different working group than the one
that had created the standard. Working groups each included a pediatric oncologist,
psychiatrist, psychologist, social worker, and a parent or survivor stakeholder. Working
group members reviewed each individual standard, the corresponding evidence table,
external reviews, and barriers to implementation. Standards without sufficient evidence were
eliminated and those with apparent overlap were combined. A shortened list of 15 standards
was developed via a consensus process with the full group during the meeting. The wording
of each standard was further refined via conference calls.

For each of these final 15 standards, individual members were charged with re-reviewing the
literature to assure all relevant and/or new evidence was included. PRISMA guidelines were
used to conduct the systematic reviews.[8] For consistency, all authors were instructed to
include studies published from March 1995 to March 2015. Search terms and inclusion
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criteria were specified in advance. Group members used the Critical Appraisal Skills
Programme[9] checklists to assess individual study rigor, through examination of study
design, analysis, and results. In standards for which there was limited evidence, expert
opinion or consensus reports were included and described.

As guidelines can be inconsistent in how they rate the quality of evidence and grade the
strength of their recommendations,[10] several journals now require authors submitting
clinical guidelines to use a formal system known as Grading of Recommendations
Assessment, Development, and Evaluation (GRADE). In summarizing the evidence for each
standard, the authors were required to independently appraise their body of evidence as a
whole using the GRADE system.[10] Specifically, the GRADE system classifies the quality
of evidence in one of four levels—high, moderate, low, and very low. Evidence based on
randomized controlled trials begins as high-quality evidence, but confidence in the evidence
may be decreased for reasons, including inconsistency of results and reporting bias. Ratings
reflect specific methodological considerations. For example, a case-control study may be
rated as having a higher level of evidence if the treatment effect is large. The GRADE
system also classifies recommendations as strong or weak. The strength of the
recommendation reflects confidence that the desirable effects of an intervention outweigh
the undesirable effects. For example, desirable effects of an intervention include
improvement in the quality of life, reduction in the burden of treatment, reduced resource
expenditures, whereas undesirable consequences include adverse effects that have a
deleterious impact on quality of life, morbidity, mortality, or increase use of resources. [11]
The individual papers in this special issue summarize the evidence base for the full set of
consensus standards.

RESULTS

The 15 standards for psychosocial care of children with cancer and their families (Table I1)
represent the results of what is, to our knowledge, the largest, comprehensive review of this
large psychosocial literature. The systematic reviews conducted across the standards
involved 66 authors and a total of 1,217 studies. The evidence included quantitative,
qualitative, and mixed method studies. Meta-analyses, systematic reviews, and consensus
reports and recommendations from relevant professional organizations provided additional
evidence.

Table Il also summarizes the systematic assessment of the quality of the evidence and
strength of each of the recommendations. The strongest evidence (e.g., high quality) was
found for four standards: Psychosocial assessment during cancer treatment[12] and in
survivorship;[13] neurocognitive monitoring for children at risk;[14] psychosocial support;
[15] and interventions for painful procedures.[16] Although based on a less rigorous
literature, moderate evidence was found for assessment of financial issues; [17] addressing
behavioral health issues of parents;[18] psycho-education;[19] social interaction;[20]
supportive services for siblings;[21] assessment and monitoring of adherence;[22] early
integration of palliative care;[23] and bereavement.[24] Mixed moderate and high quality of
evidence was found for survivorship. [13] and moderate-to-low quality of evidence was
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found for communication, documentation, and training.[25] Low-quality evidence was
found for school re-entry[26] and information about invasive medical procedures.[16]

As noted earlier, the GRADE system also classifies recommendations as strong or weak,
with the strength of the recommendation reflecting confidence that the desirable effects of an
intervention outweigh the undesirable effects.[10,11] Even in the absence of strong research
evidence, recommendations can be strong if there are multiple expert groups coming to
highly consensual conclusions. Although there is variability in the quality of evidence across
standards, based on the risk-benefit ratios, practice-based evidence, and consensus, strong
recommendations were made for the implementation of each of the 15 standards.

DISCUSSION

The goal of this process was to provide evidence- and consensus-based standards for
services considered essential for all children diagnosed with cancer and their families
regardless of treatment setting. Through this rigorous process, standards of care for children
with cancer and their families were developed. The standards provide a starting point for
cancer centers to identify essential elements of comprehensive psychosocial care.

Although it is recommended that these standards be followed at all sites where children with
cancer are treated, full implementation will occur at variable rates in different centers, with
some already easily concurring and others needing changes to come up to this minimally
acceptable level. Pediatric cancer programs can utilize these standards to identify their
program strengths and areas where improvements and/or resources are most needed. Having
the evidence underpinning each standard available in the Supplementary Evidence Tables
will provide support and compelling evidence for implementation of the standards. The
articles that follow discuss potential challenges with implementation and provide
suggestions for reducing organizational barriers. Each article also clearly addresses areas
where additional evidence-based data are needed to strengthen recommendations for a
specific psychosocial intervention(s) for children with cancer and their family members.

There are limitations worth noting. First, addressing the needs of young adults with cancer
was beyond the scope of this project and special issue. We recommend that similar methods
be used to develop psychosocial standards of care for young adults living with cancer.

Second, implementation is likely to occur first in developed countries with established
pediatric oncology programs. In lowresourced nations, psychosocial services may differ and
develop in concert with the development of high-level medical care for children with cancer
in these countries.

Third, the standards do not elucidate optimal care for children with cancer, only essential
psychosocial care. There are valued, evidence-based treatments or interventions of known
value, which go beyond a minimum standard of universal care. In some centers, it is
reasonable to expect provision of services that exceed the essential standards. Fourth, the
think tanks did not include child life specialists, educators, or hospital administrators,
although we did engage these professionals in the working groups and as reviewers.
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Next steps in this project involve the development of recommendations to improve guideline
implementation and utilization. With support from Mattie Miracle and APOS, the PSCPCC
group leaders have devised a strategic plan to meet yearly at the APOS annual meetings to
evaluate implementation of these standards and encourage broader dissemination. New
research will also be reviewed annually and the guidelines updated as needed.

CONCLUSION

A lack of standardized psychosocial standards in childhood cancer results in inconsistent
access to behavioral healthcare for pediatric cancer patients and their families. The evidence-
based standards presented in this special issue include strong recommendations for basic
elements of psychosocial care for all children with cancer. These include both well-
researched interventions proven effective in clinical trials and other consensus-based widely
used interventions with less research support. These broadly implementable standards are
sufficiently general to be tailored to the resources of individual sites that treat childhood
cancer and to the needs of individual children and families. With evidence that such care
contributes to positive quality of life outcomes of children with cancer and their family
members, it is hoped that universal access to psychosocial support and intervention for
patients and family members can be guaranteed for all 21st century families who face
childhood cancer and its sequelae.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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recommended evidence
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Fig. 1.
Phases in the development of standards for the psychosocial care of children with cancer and

associated tasks.
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TABLE I.
Items From the AGREE Il Rating Forms Used to Rate Evidence for Each Standard

1. The strengths and limitations of the body of evidence are clearly described.

2. There is an explicit link between the recommendations and the supporting evidence.

3. The potential organizational and logistic barriers that could prevent successful implementation of this element at every pediatric cancer
center have been addressed.

4. The recommendation provides advice and/or tools on how it can be put into practice.

The potential resource implications of applying the recommendations have been considered.

The literature search strategy is adequate.

There is enough evidence to support this Recommendation as a Standard of Care at every center where a child with cancer is treated.

I Nl

Rate the overall quality of this recommendation.
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