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Abstract
Background: With published evidence-based Standards for Psychosocial Care for Children with
Cancer and their Families, it is important to know the current status of their implementation. This

paper presents data on delivery of psychosocial care related to the Standards in the United States.

Procedure: Pediatric oncologists, psychosocial leaders, and administrators in pediatric oncology
from 144 programs completed an online survey. Participants reported on the extent to which psy-
chosocial care consistent with the Standards was implemented and was comprehensive and state
of the art. They also reported on specific practices and services for each Standard and the extent

to which psychosocial care was integrated into broader medical care.

Results: Participants indicated that psychosocial care consistent with the Standards was usually
or always provided at their center for most of the Standards. However, only half of the oncologists
(55.6%) and psychosocial leaders (45.6%) agreed or strongly agreed that their psychosocial care
was comprehensive and state of the art. Types of psychosocial care provided included evidence-
based and less established approaches but were most often provided when problems were identi-
fied, rather than proactively. The perception of state of the art care was associated with practices
indicative of integrated psychosocial care and the extent to which the Standards are currently

implemented.

Conclusion: Many oncologists and psychosocial leaders perceive that the delivery of psychosocial
care at their center is consistent with the Standards. However, care is quite variable, with evidence
for the value of more integrated models of psychosocial services.
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of psychosocial healthcare needs (PSS51)?; monitoring of neuropsycho-

logical deficits (PSS2)%; screening in long-term survivorship (PSS3)7;

Providing comprehensive pediatric cancer care necessitates psychoso-
cial support and services for children and families from the time of diag-
nosis throughout treatment and into survivorship or bereavement.1-3
The multidisciplinary Psychosocial Standards of Care Project for Child-
hood Cancer (PSCPCC), consisting of more than 80 oncology profes-
sionals and parent advocates, and supported by the Mattie Miracle
Foundation (www.mattiemiracle.com), developed a set of 15 evidence-
based Standards for Psychosocial Care for Children with Cancer and
Their Families? that are endorsed by key professional organizations.

The first 14! cover the following aspects of clinical care: assessment

Abbreviation: PSCPCC, Psychosocial Standards of Care Project for Childhood Cancer

psychosocial support and interventions (PSS4)8; assessment of finan-
cial need (PSS5)?; parental mental health (PSS6)1°; psychoeducation,
information, and anticipatory guidance (PSS7)!; preparatory infor-
mation for procedures (PS$S8)12; opportunities for social interaction
(PSS9)13; sibling support (PS510)14; school support (PSS11)13; facil-
itating adherence to treatment (PSS12)16; palliative care/end of life
care (PSS13)17; and bereavement care (PSS14).18 The full set of Stan-
dards is included as Supplementary Material S1.

Each Standard is supported by a rigorous systematic literature
review, evaluating the study rigor and including an independent
appraisal of the body of evidence using the Grading of Recommenda-

tions Assessment, Development, and Evaluation system.* Collectively,
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the Standards are a strong body of evidence for a broad array of psy-
chosocial care. The question of how the Standards are being imple-
mented is currently unknown.

To advance the implementation of the Standards, it is important
to know the extent to which specialized psychosocial staff members
are available at pediatric cancer programs. Scialla et al.1? provide
data showing that in the United States, while over 90% of programs
have social workers and child life specialists, fewer have psychologists
(60%), neuropsychologists (31%), or psychiatrists (19%). Not surpris-
ingly, larger programs have larger psychosocial teams, a finding that is
consistent with an earlier survey of Children's Oncology Group sites.20

However, size is only one potential marker of quality. Selove et al.2®
reported variability in the delivery of psychosocial care and noted
that “most sites do not use validated assessment tools or evidence-
based psychosocial interventions.”?® As described in Scialla et al.,??
psychosocial care practices (e.g., the timing of initiation of care) and
psychosocial service delivery practices (e.g., attending and participat-
ing in medical rounds, meeting as a psychosocial team) did not vary by
program size. Although not previously investigated, psychosocial ser-
vice delivery models that promote the integration of psychosocial staff
within the broader pediatric oncology program may facilitate high-
quality care consistent with the Standards.

This paper describes how pediatric oncology treatment programs in
the United States are providing psychosocial care consistent with the
Standards and details the approaches utilized. Additionally, this paper
explores factors contributing to team leadership perceptions of the

quality of psychosocial care provided at their center.

2 | METHODS

2.1 | Study design, sample, and recruitment

A national survey open to all pediatric oncology treatment pro-
grams in the United States (n = 200)—Preparing to Implement Psy-
chosocial Standards: Current Services and Staffing (PIPS-CSS)—was con-
ducted from June to December 2016. Details of the study method-
ology are available in Scialla et al.1? Independent assessments from
up to three specific oncology professionals (one per discipline) with
leadership roles at each program—a pediatric oncologist (Medical
Director/Clinical Director), a psychosocial leader (Director of Psy-
chosocial Services/staff member with most seniority), and an admin-
istrator (Administrative Director/Business Administrator/Director of
Operations)—were included.

2.2 | Survey instrument

The survey (available as Supplementary Material S2) was written by
the principal investigator (A.E.K.) and reviewed by the Leadership Team
of the PSCPCC, three pediatric oncologists and two parent advocates.
The survey was refined based on review by faculty with expertise in
survey research methods, psychosocial care, and/or pediatric oncology,
as well an experienced nurse site coordinator. The study team further

refined the survey, and subsequent revisions to the questionnaire were

reviewed by a psychologist, social workers, an oncology administrator,
child psychiatrist, and child life specialist. The survey was pilot tested
for usability, technical functionality, clarity of items, and length.

2.3 | Measures

2.3.1 | Size

The number of new patients in 2015 was obtained on the survey from
administrators. In some cases (n = 47), these data were provided by an
oncologist or psychosocial staff member. The size of the psychosocial
team was provided by the psychosocial leader and calculated by sum-
ming the number of full time equivalent social workers, child life spe-
cialists, psychologists, neuropsychologists, and psychiatrists at each
site.

2.3.2 | Implementation of the standards

Both psychosocial providers and oncologists (one of each per site)
answered a question for each Standard that asked about the extent
to which the Standard was met on a five-point scale, from never (1) to
always (5). For each participant, a total sum implementation score (14-
70) was calculated representing the extent to which the 14 Standards
are implemented.

2.3.3 | Overall quality of care

Both psychosocial providers and oncologists responded to an item
about the overall quality of psychosocial care (“The psychosocial care
that pediatric cancer patients/families receive in our program is com-

w

prehensive and ‘state of the art.””) on a five-point scale from “strongly

disagree” (1) to “strongly agree” (5).

2.3.4 | Approaches used and timing of care

Psychosocial staff indicated specific approaches that were used to
meet each standard. They could check all responses that applied (e.g.,
structured interview, questionnaire). For most of the Standards, they
also indicated when the services were provided (e.g. at diagnosis,
within the first week). These follow-up questions were presented to all
psychosocial leaders, and were not dependent on responses to previ-

ous survey items.

2.3.5 | Psychosocial service delivery/integration of
psychosocial care

This section included eight questions related to practices of the psy-
chosocial staff and the extent of their integration into the broader
oncology team: regular attendance at medical rounds and patient care
conferences, documentation in the electronic health or medical record,
attendance at oncology journal clubs and tumor boards, providing
consultation and training to other team members, meeting regularly
as a psychosocial team, and holding psychosocial rounds for all staff
focused on psychosocial concerns. Both psychosocial providers and
oncologists answered these questions. For each, a total sum integra-
tion score (0-8) was calculated indicating extent of integration into

broader oncology care.
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2.4 | Dataanalysis

Survey responses were collected and maintained in Research Elec-
tronic Data Capture2! and imported into SPSS (version 24; IBM SPSS
Statistics). Data for items describing the frequency of care provided
consistent with the Standards were first analyzed descriptively. Differ-
ences in these outcomes based on discipline of the respondent (oncol-
ogists and psychosocial leaders) were tested using Mann-Whitney U
test. Multiple regression was conducted to examine factors that were
associated with quality of care. The outcome variable was percep-
tions of “comprehensive and state of the art” psychosocial care. Predic-
tors were the integration and implementation scores, number of new

patients in 2015, and size of the psychosocial team.

3 | RESULTS

3.1 | Participants

Participants were oncologists (n = 99), psychosocial leaders (n = 132),
and administrators (n = 58) representing 144 pediatric oncology treat-
ment programs from 44 states and the District of Columbia, with an
institutional response rate of 72%. Each participating program could
contribute only one participant per discipline. Most participants iden-
tified as White (non-Hispanic) (84.1%) and female (70.9%). A detailed
table of participant information is available in Scialla et al.1? Eighty-
three (59.3%) programs returned data from both an oncologist and a

psychosocial leader.

3.2 | Implementation: Providing care consistent with
each standard

Psychosocial leaders and oncologists rated the frequency with which
care consistent with each Standard was provided. The mean frequen-
cies across the Standards ranged from 3.17 to 4.74 on a 1 (never) to 5
(always) scale (Table 1). The Standards that participants indicated were
usually or always met were PSS1 (assessment of psychosocial health-
care needs), PSS4 (psychosocial support), PSS5 (assessment of factors
related to access to care), psychoeducation and education (PSS7), and
developmentally appropriate end of life care (PSS13). Those rated as
occurring relatively less frequently were PSS13 (integration of pallia-
tive care) and PSS10 (provision of sibling support).

Oncologists and psychosocial leaders were quite similar in their
ratings and both indicated that psychosocial care consistent with the
Standards was provided at their center either usually or always. How-
ever, psychosocial leaders indicated that ongoing assessment of finan-
cial need and access to care (PSS5) occurs more frequently than the
oncologists reported (Ps = 0.05,0.002, respectively) and that psychoe-
ducation, information, and anticipatory guidance (PSS7) is provided
more frequently than the oncologists indicated (P < 0.001). However,
oncologists indicated that opportunities for social interaction (PSS9)

are provided more often than psychosocial leaders (P = 0.006).

WILEY-—"

3.3 | Specific care provided for each standard

Ten of the Standards were grouped into three clinically logical sets
(Tables 2-4). The other four are discussed individually in the text.

3.4 | Core psychosocial services at diagnosis and
during treatment

Table 2 presents three Standards (PSS 1, 4, 6) focused on the delivery of
care to families during diagnosis and treatment phases—psychosocial
assessment, interventions for patients, and parental mental health
assessments. Informal discussion was endorsed as the most frequently
used approach (81.3-98.3%) for each of these Standards. Evidence-
based approaches were also used, including validated screeners such
as the psychosocial assessment tool (PAT22) in 28.8%, the Distress
Thermometer?324 in 13.6%; Problem Solving Skills TrainingZ> for
43.1% of centers, Surviving Cancer Competently Intervention Pro-
gram (SCCIP2¢; SCCIP-ND?7) for 7.8% as well as other standardized
measures and approaches. Referrals for further treatment for par-
ents/caregivers were the general treatment approach in 93.9% of sites
for the Standard related to parental mental health (PSSé6).

In terms of when care was provided, the most frequently endorsed
option was “when a problem is identified” (93.2-96.5%). More care is
provided consistent with these Standards at diagnosis and during the
first week and month of treatment, with less frequent delivery of ser-
vices consistent during ongoing treatment and into survivorship.

Financial assessments at diagnosis and over time (PSS5) were most
often performed by social workers (88.0%). Financial advocates and
counselors were used in a small number of sites (3.4%), as well as other
hospital staffs.

3.5 | Child-centered psychosocial care

A second set of Standards (PSS 7, 8, 9, 11) were related to the deliv-
ery of care directly to patients to prepare them for treatments and
to encourage ongoing social and educational experiences and are pre-
sented in Table 3, including care of siblings. The most frequent way
that care was provided for these child-centered standards was using
written information (69-93%), online resources (48.7-86%), or videos
(52.2%). When interventions were provided (n = 113), distraction
(96.5%), relaxation (96.5%), and cognitive behavioral therapy 67.3%)
were used, consistent with evidence-based practice in this field.® For
siblings, in addition to materials provided to parents (85%) and infor-
mal discussion with parents (90%), referral to community providers,
agencies, and programs (54-81%) were used.

3.6 | Neuropsychological monitoring and adherence
to treatment

A third set of Standards (PSS 2, 12) are closely related to the ongo-
ing course of medical care, neuropsychological screening and monitor-
ing, and adherence to treatment (Table 4). The most common approach
to neuropsychological monitoring is referral to a neuropsychologist
(84.5%), along with informal discussion (77.6%) and neurocognitive

screens (30.2%). These services are generally provided when a problem
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TABLE 1 Meanfrequency of care/service provision

Standard

PSS1: Assessment of psychosocial healthcare needs

PSS2: Monitoring of neurocognitive problems

PSS3: Screening in long-term survivorship

PSS4: Psychosocial support and intervention

PSS5: Assessment of financial need (at diagnosis)

PSS5: Assessment of financial need (ongoing)?

PSS5: Assessment factors ... access to care (initial)

PSS5: Assessment factors ... access to care (ongoing)®
PSSé: Parental mental health

PSS7: Psychoeducation, information, anticipatory guidance®
PSS8: Preparatory information about invasive procedures
PSS8: Psychosocial interventions for invasive procedures
PSS9: Opportunities for social interactiond

PSS10: Psychosocial support and interventions for siblings
PSS11: Support for school re-entry

PSS12: Adherence to treatment is assessed and monitored
PSS13: Palliative care concepts throughout disease process
PSS13: Developmentally appropriate end of life care
PSS14: Psychosocial care after a child's death

2P=0.041.
bpP=0.002.
¢P =0.000.
4p=0.006.

Note: Reported P values for the Mann-Whitney U test comparison of means.

is identified, although somewhat more frequently at the end of treat-
ment and during survivorship visits. Adherence to treatment was gen-
erally assessed by asking the patient (96.4%) or family members (69%)
and/or using self-report measures with the patient (80.5%) or parents
(79.6%).

3.7 | Long-term survivors

The Standard related to psychosocial screening for long-term sur-
vivors was met primarily by informal discussion (84.0%), educational
and vocational screening (44.8%), screening for social and relationship
issues (48.3%), and screening for distress (50.9%). A variety of stan-

dardized and institution-specific approaches were noted.

3.8 | Palliative care and bereavement

No detailed information was obtained about how palliative care is
delivered because it usually involves referral to a palliative care team
and is not a primary psychosocial team responsibility. In terms of
bereavement, the majority (69%) of centers send a card or letter and
(50.4%) reported making a phone call to assess psychosocial status
after a child's death. Most have a hospital memorial service (59.3%)
and some prepare legacy items (36.0%). In person meetings (7.1%),
psychotherapy (2.7%) or support groups (13.3%) were less commonly
offered.

Mean (1-5 scale)

Psychosocial leaders (n = 132) Oncologists (n = 99)

4.66 458
4.15 415
3.98 405
4.59 4.46
450 443
4.18 3.91
4.74 4.60
4.46 411
433 411
4.58 411
4.19 4.09
3.88 3.88
382 412
3.61 3.69
4.25 4.34
4.39 4.49
3.17 321
461 451
3.79 4.00

m Strongly Disagree M Disagree  ® Neutral M Agree M Strongly Agree

40 40%

Percent

20 17%

-
(=]

Oncologist (n=99)

Psychosocial leader (n=112)

FIGURE 1 Endorsement of “comprehensive and state of the art”
care by oncologists and psychosocial leaders

3.9 | Overall quality of psychosocial care in general

There was a range of responses to the item asking whether psy-
chosocial care at the participants’ institutions was “state of the art”
(Fig 1). The distributions of responses for oncologists and psychosocial
leaders are quite consistent. Many oncologists (55.6%) and psychoso-
cial leaders (45.6%) indicated that they “agree” or “strongly agree” with
this statement. However, more than a quarter of oncologists (27.3%)
and psychosocial leaders (30.3%) indicated that they “disagree” or
“strongly disagree.” The multiple regression analysis indicated that
integration of psychosocial care and implementation of the standards

explained a significant amount of variance in perceived psychosocial
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TABLE 2 Psychosocial standards: core psychosocial services at diagnosis and in treatment®P

Standard Care delivery (%)

PSS1: Youth with cancer and their
family members should routinely
receive systematic assessments of
their psychosocial health care
needs

Informal discussion

Structured interview
Psychosocial assessment tool

Distress thermometer

Also mentioned were institution

specific tools used by social
workers and standardized

measures of child and family

When is care provided (%)

functioning, not specific to cancer

PSS4: 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

Informal discussion

Supportive psychotherapy
Support groups

Family therapy

Cognitive behavioral therapy
Problem solving skills training

Surviving cancer competently
intervention program

Psychotropic medication

PSSé: Parents and caregivers of Informal discussion

children with cancer should have
early and ongoing assessment of
their mental health needs

Referral to therapist in the
community

Referral to psychiatrist in the
community

Supportive psychotherapy

2Based on respondents answering each question.n=113-118.
bResponses allowed for multiple answers (“check all that apply”).

care (F(4, 144) = 33.6, P < 0.001, R2 = 0.48). The extent of inte-
gration significantly predicted perceived psychosocial care, g = 0.22,
t=3.2, P <0.002, as did degree of Implementation, p =0.51,t =7.51,
P < 0.001, indicating that more integration and implementation were
associated with perceived better psychosocial care. The size of the
psychosocial team did not predict the perceived psychosocial care,
p =0.08,t=0.9, ns, neither did the size of the institution, p = 0.133,
t=1.349,ns.

81.3 When a problem is identified 93.2
66.1 At diagnosis 71.2
28.8 First week after diagnosis 62.7
13.6 Within the first month after 54.2
diagnosis
At every inpatient admission 57.6
At every clinic visit 24.6
At end of treatment 424
At survivorship visits 54.2
98.3 When a problem was identified 97.4
83.6 At diagnosis 724
43.1 First week of treatment 724
49 First month after diagnosis 62.9
69 Every admission 60.3
43.1 Every clinic visit 36.2
7.8 At end of treatment 47.4
58.6 Survivorship visits 54.3
98.2 When a problem is identified 96.5
93.9 At diagnosis 74.6
74.6 First week after diagnosis 69.3
70.2 Within the first month after 64.9
diagnosis
Every inpatient admission 50.9
Survivorship visits 404
At end of treatment 39.5
Every clinic visit 325

4 | DISCUSSION

Delivering care consistent with the Pediatric Cancer Psychosocial
Standards of Care is an important mandate for multidisciplinary
pediatric oncology programs. Although the importance of psychoso-
cial care in pediatric oncology is widely endorsed as a concept,
few details are available in terms of what care is provided across

treatment centers. Models of care have been described?® and evidence
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TABLE 3 Psychosocial standards: child centered psychosocial care®:P

Standard Care delivery (%)
PSS7:...psychoeducation, information, and anticipatory Written materials 93.0
guidance related to disease, treatment, acute and
long-term effects, hospitalization, procedures, and
psychosocial adaptation
Online resources 86.0
Informational videos 40.4
PSS8:...developmentally appropriate preparatory Written materials 69.0
information about invasive medical procedures and
psychological interventions for these procedures
Online resources 48.7
Informational videos 52.2

Interventions included

Distraction 96.5
Relaxation 96.5
Hypnosis 16.8
Cognitive behavioral therapy 67.3
PSS9: ...opportunities for social interaction ... Facilitated activities and programs 84.1
Camps 85.0
Support groups 38.9
Online groups/chat rooms 221
Informal discussion (usually w/parents) 90.3
Materials provide to parents 85.0
Referral to community agencies 814
PSS10: Siblings of children with cancer should be provided Supportive psychotherapy 54.0
with appropriate supportive services
Support groups 21.2
Programs 54.9
PSS11:...school-age youth ... should receive school School program within the hospital 65.5
reentry support ... coordinate communication between
the patient/family, school, and the health care team
Coordinating staff member 87.5

2Based on respondents answering each question.n=113-118.
bResponses allowed for multiple answers (“check all that apply”).

for the important contributions of psychosocial research and care
documented.?? The data presented in this paper are unique and pro-
vide information that can inform clinical care and related research to
advance the integration of psychosocial care for children and families.
The data reflect the complexity of understanding psychosocial care
in pediatric cancer. There was a broad range of responses with respect
to whether oncologists and psychosocial leaders think that the psy-
chosocial care they provide is comprehensive and state of the art—
about half of the centers indicated that they agreed or strongly agreed
that their care was strong in this area. However, a sizeable minority of
oncologists and psychosocial leaders were much less positive about the
quality of psychosocial care at their institutions. It is important to learn
more about why care was viewed as less comprehensive and state of
the art at some centers, and to also understand the current services
offered that inform these perceptions. Furthermore, there is no avail-
able guidance at present for recommended ways to meet the Stan-
dards, thus allowing for subjectivity and variability in appraisals.

Psychosocial practices that are indicative of integrated care were
predictors of comprehensive state of the art care. Integrated care is
characterized by partnerships among members of the treatment team,
working in proximity to other healthcare providers, and often report-
ing to the same divisional or program leaders. Practices consistent
with integrated care include regularly attending medical rounds and
tumor boards, meeting as a psychosocial team, and cotraining and
consultation activities. Integrated care is also enhanced by interpro-
fessional education and competencies for collaborative practices.3°
Integrated care activities are less likely to occur in “refer out” models
or in situations where providers from another team or service provide
singular patient-oriented consultations. It is also reassuring that
perceptions of comprehensive care were associated with meeting
the Standards. This suggests that the Standards are a viable means
by which care can be organized and evaluated. However, it is also
important to evaluate the quality of care and how quality care can be
delivered in a measurable and consistent manner.
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TABLE 4 Psychosocial standards: neuropsychological monitoring and adherence to treatment?®:?

Standard Care delivery %
PSS2: Patients with brain tumors and others at high risk for Referral to a Neuropsychologist 84.5
neuropsychological deficits ... should be monitored for
neuropsychological deficits during and after treatment
Informal discussion 77.6
Brief neurocognitive screen 30.2

When is this care delivered?

When a problem was identified 87.9
At survivorship visits 534
At the end of treatment 50.0
PSS12: Adherence should be assessed routinely and Ask the patient 96.4
monitored throughout treatment
Ask family members 69.0
Self-report measures/patients 80.5
Self-report measures/parents 79.6
Self-report measures/staff 72.6
Blood test 40.7
Monitoring systems (MEMS) or similar 4.4

2Based on respondents answering each question.n=113-118.
bResponses allowed for multiple answers (“check all that apply”).

The size of the institution and the size of the psychosocial team
were not significantly associated with the perception of state of the art
psychosocial care. In some ways, this is surprising as larger centers may
have more resources and larger multidisciplinary teams may be able to
provide a broader array of care. However, the data suggest that inte-
gration of this care is equally important in influencing the perception of
quality care. Establishing and promoting clinical partnerships with the
medical team, psychosocial team, nursing, and other disciplines creates
a framework for integrated care and collaboration. Integration can be
achieved regardless of size and may not require substantial resources.
For example, activities such as colocated psychosocial team members,
an identified cohesive psychosocial team that meets and coordinates
care, and participation of psychosocial team members in training for all
disciplines are ways in which integration can be fostered regardless of
program size.

Oncologists and psychosocial providers indicated that care consis-
tent with each Standard was frequently provided. Those standards
endorsed as being most frequently delivered are core services of
assessment of psychosocial risk at diagnosis, determination of finan-
cial needs, and the delivery of psychosocial support. How and when this
careisdelivered isimportant and again shows the complexity of under-
standing psychosocial services. “Informal discussion” was reported in
nearly all cases across these Standards. This is likely because informal
discussion is a key component of rapport building and in connecting
with patients and families and as a first-step in determining what ser-
vices may be helpful to the family. However, there is also likely vari-
ability in how extensively informal discussion is used. If used in isola-
tion or as the sole service provided, it is likely not sufficient in terms
of meeting the Standards. Evidence-based approaches (PAT,!® DT,23
PSST,25 and SCCIP2627) are typically being used in less than half of the

responding centers, indicating the need for further information on bar-
riers to implementation of these approaches. Data also indicate that
psychosocial care is most often delivered in response to an identified
problem, which is inconsistent with the preventative approach of the
Standards. Although a more universal model of psychosocial care may
be challenging to implement, particularly for centers with fewer staff
and resources, this approach is likely to be beneficial for patients, fam-
ily, and staff over time.

Child-centered psychosocial care (psychoeducation, educational
information, support during procedures, preparatory information,
social interactions and school re-entry support) were frequently used
approaches. Interventions used were generally evidence based (dis-
traction, relaxation, cognitive behavioral therapy).8 In many cases,
written materials and online resources were also used. Some evidence-
based approaches such as camps3! and sibling support groups!4 were
utilized but not as extensively. In some cases, specialized staff may not
be readily available to implement Standards. For example, less than
one-third of centers have a neuropsychologist,1é necessitating exter-
nal referral to monitor neuropsychological deficits. In adherence to
treatment, centers relied on asking the patient or family members, with
limited use of standardized self-report measures.

Overall the data speak to the broad array of services that are
provided across centers in the United States. Although the overall
response rate was strong at 72%, centers with fewer resources or
those without psychosocial staff may not have participated. There is
subjectivity in the appraisals and there may also be a response or
social desirability bias in the data. The Standards are intentionally
broad, enabling programs to implement the Standards utilizing strate-
gies and methods that best meet the needs of their patients and fami-

lies. It is important to further understand the different ways in which
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the Standards may be met. There are ways in which this work can
progress immediately. One is to explicitly describe approaches that
may be used to meet each Standard competently and to evaluate
their implementation. Use of evidence-based approaches will facilitate
broader acceptance of psychosocial care and is consistent with current
reimbursement models, helping to address barriers related to funding
for psychosocial services.16 Providing care consistent with the Stan-
dards can also be evaluated as part of quality improvement projects.
In this way, psychosocial care can be defined and measured and
tracked, with an eye to identifying strategies that work as well as need
improvement.

A focus on dissemination and implementation science, where
evidence-based approaches are shared and evaluated systematically, is
also an exciting future direction. For example, current trials of problem-
solving skills training are focused on increasing accessibility to this
evidenced-based intervention by training additional interventionists
and creating an online delivery modality.32 Future research will also
be enriched by understanding the readiness of centers worldwide to

implement psychosocial care consistent with the Standards.

5 | CONCLUSION

The data point to the value of using the Standards to organize the deliv-
ery of psychosocial care. They also highlight the importance of insti-
tuting clinical activities that promote integrated psychosocial care by
involving psychosocial staff in rounding, patient care discussions, and
inthe training of other healthcare providers. Integrated care is also fos-
tered by the identification of a psychosocial team and steps to assure a
cohesive unit within the pediatric cancer unit to deliver care in a coor-
dinated manner in partnership with the broader team. In addition, cur-
rently delivered services are often delivered primarily when a problem
is identified. While providing interventions for an identified problem is
very important, the absence of evidence for proactive and preventative

psychosocial care is a concern.
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