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Anticipatory Guidance and Psychoeducation as a Standard of Care in
Pediatric Oncology

Amanda L. Thompson, php,'* and Tammi K. Young-Saleme, PhD2*

The aim of this review was to critically evaluate the literature on
anticipatory guidance and psychoeducation for youth with cancer
and their caregivers. Twenty-one publications were identified.
Overall, psychoeducation efforts and interventions were well-liked
and accepted by patients and caregivers, improved patient and family
knowledge about childhood cancer, and increased patient’s health
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locus of control. A number of modalities are effective in giving
families anticipatory guidance, provided the content and delivery are
matched to the needs and preferences of individual patients and
caregivers. Evidence supports a strong recommendation for psycho-
education for youth with cancer and their families. Pediatr Blood
Cancer 2015;62:5684-5693. © 2015 Wiley Periodicals, Inc.

INTRODUCTION

When a child or adolescent is diagnosed with cancer, patients,
parents, and other family members are challenged to learn about
evolving diagnostic data, treatment and treatment-related side
effects, prolonged hospitalizations, tests and procedures, navigating
the hospital system, and overall uncertainty about prognosis and
outcome.[1] Because the unfamiliar nature of the hospital can be
distressing,[2] providing patients and families with anticipatory
guidance, information, or psychoeducation about what to expect at
points along the disease trajectory (e.g., diagnosis, throughout
treatment, during survivorship, at end-of-life) is believed to be an
important aspect of care.[3-5] It has been argued that educating
children and their parents about the diagnosis and treatment plan
helps to reduce uncertainty and decrease associated distress,[6]
establish trust with health care providers, and enhance adjustment to
illness.[7,8]

Although it was standard practice in the 1960s to withhold
information about disease and treatment from children with cancer,
it is now widely accepted that patients should be offered a
developmentally appropriate education about their disease in a
timely fashion, as this understanding contributes to better
psychological outcomes.[7-10] Evidence supports that children
and adolescents want more information about their bodies, their
illnesses, and their treatment,[11,12] and that without such
information, they may form beliefs and attitudes that are inaccurate,
provoke fear and anxiety, and/or adversely affect compliance.[7,13]
Alternatively, children who know more about their illness may feel
more in control of their health overall, which can lead to reduced
distress and better outcomes.[7,14,15]

Although clinicians agree that providing guidance to and
educating patients and families is important, pediatric patients
and caregivers continue to report unmet informational needs
along the cancer trajectory, i.e., from diagnosis,[16,17] through
to end of treatment,[18-20] and into survivorship[21,22] or
end-of-life.[23] Retrospectively, caregivers and pediatric pa-
tients indicate that they needed additional guidance and
information regarding illness and treatment; treatment deci-
sions; side effects; late effects; tests and procedures; fertility;
diet/nutrition; caring for their child; physical and emotional
impact; available services and resources for support; appropriate
follow-up care; and impact on the family.[1-22,24-26] As such,
a standard of care for providing guidance and education to
patients with cancer and their families is overdue.
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Psychosocial Standard of Care

Youth with cancer and their family members should be
provided with psychoeducation, information, and anticipatory
guidance related to disease, treatment, acute and long-term
effects, hospitalization, procedures, and psychosocial adapta-
tion. Guidance should be tailored to the specific needs and
preferences of individual patients and families and be provided
throughout the trajectory of cancer care.

The scope of this work is focused on youth ages 0—18 diagnosed
with any malignancy and their caregivers and includes both
anticipatory guidance and psychoeducation. Anticipatory guidance,
a longstanding practice in general pediatrics literature,[27-30] is a
proactive, developmentally based education approach that prepares
parents for what they should expect in the coming months and years
and focuses on the needs of a child at each developmental stage.
Psychoeducation is a related concept, used in the context of chronic
illnesses to refer to the process of providing information to patients
and/or family members in order to empower them, assist with day-
to-day management of the disease and decision-making, relieve
uncertainty, and enhance psychosocial adaptation to the illness.[31]
Guidance and psychoeducation can take many forms, including
formal or informal, individual, dyadic, or group models where a
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provider gives information to the patient and/or family members via
verbal instructions/consultation, written/printed materials, or
computer-mediated methods such as video, computer programs,
video games, the Internet, and tutorial CD-ROMS.[32]

METHODS

To develop this standard, we used methods described by Wiener
etal.[33] in this special issue for the Standards for Psychosocial Care
of Children with Cancer and Their Families project. Computerized
literature searchers of PubMed, Psychlnfo, and CINHAL were
performed. Search inclusion criteria included English-language
literature published from March 1, 1995 to March 1, 2015 in peer-
reviewed journals with participants aged 0-18 years and with a
history of any malignancy. Exclusion criteria included non-cancer
diagnoses, patients over age 18, foreign language publications, and
literature that was not empirical research. Specific search terms
included “psychoeducation,” “anticipatory guidance,” “information
intervention,” “didactic intervention,” “patient education (as topic)”
OR “family education” AND cancer-related terms AND “Child” OR
“Adolescent” OR “Pediatric” OR “Pediatric” OR “Youth” OR
“Children” (using indexed MeSH terms). Results of database
searches were supplemented with hand-searching of the reference
lists of all included studies. Searches revealed a total of 1,168
citations. Authors followed PRISMA guidelines for systematic
reviews[34] and excluded 1,147 articles for the following reasons: 1)
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duplicate articles, 2) articles not related to childhood cancer, 3)
articles not about patients or parents of patients age 0—18, and 4)
articles not related to the topic of anticipatory guidance/psycho-
education. Articles were restricted to informational interventions,
excluding skills-based interventions (i.e., cognitive-behavioral),
except in cases where informational interventions were included
with skills-based interventions and study designs precluded teasing
apart unique effects of intervention components. Articles specific to
siblings and to providing procedural support were excluded, as they
are more relevant to and are covered in separate standards.[35,36]
Finally, articles describing education about research were excluded.
These exclusions left 21 articles for inclusion in the synthesis of
evidence.

External reviews were conducted by representatives of child life
and nursing education, as well as physicians, several parents of
children with cancer and childhood cancer survivors. Revisions
were made according to feedback received from these reviewers.
No members of the study team had any conflicts of interest with the
development of this standard.

RESULTS

The search strategy identified 21 peer-reviewed articles,
including four systematic reviews, one meta-analysis, and three
randomized controlled trials (RCTs). A summary of the evidence is
provided in Table I. Supplemental Table I briefly summarizes each

TABLE I. Anticipatory Guidance and Psychoeducation Standard Summary of Evidence Table

Standard Evidence summary’'

Methodology?

Quality of
evidence®

Strength of
recommendation”

Youth with cancer and their

Patients and caregivers report Systematic reviews, RCTS,

Moderate quality Strong recommendation

family members should be
provided with
psychoeducation,
information, and
anticipatory guidance
related to disease,
treatment, acute and long-
term effects,
hospitalization, procedures,
and psychosocial
adaptation. Guidance
should be tailored to the
specific needs and
preferences of individual
patients and families and
be provided throughout the
trajectory of cancer care.

unmet informational needs
along the cancer trajectory.
Psychoeducation appears to
have the most consistent
effects on improving
patient/caregiver
knowledge about disease
and treatment and on
increasing health locus of
control. A number of
modalities are effective in
providing families
anticipatory guidance,
provided the content and
delivery is matched to the
needs and preferences of
the particular patient and
caregiver.

Existing studies had

methodological and
conceptual weaknesses,
including lack of an
organizational model, lack
of support for the ideal type
of education, and
inconsistent assessment of
health-related or
psychological outcomes.

Pre/post-test designs, and given given risk-benefit ratio
individual qualitative and consistent (i.e., minimal risk to
quantitative studies. findings from patients and caregivers
Consistent findings moderate- and potential benefits of

evident, although literature
is quite scattered.

level evidence
studies.

meeting unmet
informational needs,
improving disease-related
knowledge, and
increasing health locus of
control).

"Based on summary of evidence table for that standard. *Types of studies: e.g., RCT, cross-sectional, longitudinal; consensus; systematic review
articles. *Quality of evidence: high, moderate, low, and very low. *Strength of recommendation: strong or weak (based on GRADE quality criteria).
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of the 21 studies with regard to study design, sample characteristics,
main findings related to this standard, study rigor, and level of
evidence.[37] In general, multiple reports support psychoeducation
efforts as helpful to, well accepted, and appreciated by patient and
family stakeholders.[38—44]

Five articles, including one systematic review and two RCTs,
indicated that psychoeducational interventions improve patient and
caregiver knowledge about disease and treatment.[45-49] Bradlyn
et al.[45] concluded that acquisition of health-related knowledge in
children is best facilitated by modalities that are highly interactive
and individualized. In a large, multi-site RCT of adolescents and
young adults with cancer, a psychoeducational video game
improved cancer knowledge and was found to be an effective
method of delivery for disease education.[48,49] A small
intervention study reported that parents participating in a four
session intervention demonstrated better cancer knowledge
compared to waitlist controls,[47] and an evaluation of a
survivorship education program reported that adolescent and young
adult survivors and their caregivers perceived an increase in
knowledge of survivorship topics and resources after program
attendance.[46]

Three articles found that psychoeducation increased patient’s
health locus of control.[38,39,42] Children with leukemia,[38] and
solid tumors[42] randomized to receive an interactive CD-ROM
about disease and treatment showed increased feelings of control over
their health, compared to children who received written materials.
Data on other health-related outcomes were less consistent, with some
studies reporting improvements in outcomes like anxiety,[2,8]
depression,[2] pain,[40] disease-related skills,[50] caregiver well-
being,[44] self-efficacy,[48] and adherence.[48] Others reported no
differences or changes in nausea,[51] stress,[47,48] psychological
problems,[47] or quality of life (QoL).[48]

Of note, the systematic review of published research on
psychoeducation by Bradlyn et al.[45] concluded that psycho-
education is most effective and impactful when it is tailored to the
individual patient/family, rather than based on assumptions about
the patient’s needs or preferences. Factors suggested to influence
the effectiveness of informational interventions include socio-
demographics (e.g., education and literacy level of the patient or
caregiver), coping styles/preferences (e.g., information seekers vs.
information avoiders), learning styles (e.g., auditory, visual), and
culture. Similarly, in a study of parents over the course of the first
year of diagnosis, qualitative analysis supported that information
should be adjusted to caregiver needs and that providers should
consider what information is provided when and in what format,
depending on family preferences.[52]

Several studies described development, feasibility, and
acceptability of computer, video, or web-based formats for
providing guidance and information to patients and families.
[2,38,39,41,42,45,48,49,53,54] These formats appear to be well-
received by families and may be promising, but additional
research is needed, as some studies showed low utilization of
information web-based resources[53] and no differences in
knowledge gains, QoL, self-efficacy, or coping when compared
to less technological/handbook formats.[38,42]

DISCUSSION

Overall, review of data from 21 studies indicates that psycho-
education appears to have the most consistent effects on improving
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patient/caregiver knowledge about disease and treatment and
increasing health locus of control. A number of modalities are
potentially effective in providing families anticipatory guidance,
provided the content and delivery is matched to the needs and
preferences of the particular patient and caregiver. The benefits of
anticipatory guidance as an intervention per se are limited in the
literature; however, information needs at critical times during the
cancer trajectory have been described[16,18,19,21,22] and,
consistent with the adult cancer literature, patients and families
want and benefit from information.[55] Although the Children’s
Oncology Group’s Survivorship Guidelines are currently being
used as an anticipatory guidance tool for patients and families,[56]
standardized, evidence-based tools for other points along the
trajectory are lacking or have not been widely disseminated.

The current evidence base is somewhat scattered and lacks an
organizational or theoretical model. In general, studies were rated
as moderate quality because of small sample sizes, lack of control
groups, and limited RCTs. Many studies combine psychoeduca-
tional/informational interventions with skills-based interventions
(e.g., cognitive behavioral therapy), making it difficult to tease apart
unique effects of intervention components. Furthermore, the
terminology used in the cancer literature to refer to psychoeduca-
tional efforts (e.g., information, knowledge, education, training,
didactics) is inconsistent and frequently used without qualification
or definition,[45] which makes it difficult to draw generalizable
conclusions across studies.

Psychoeducational or informational interventions for increasing
patients’ knowledge, self-help skills, and attitudes are already well
established for other chronic diseases of childhood such as asthma
and diabetes.[57,58] Similarly, the adult cancer literature shows that
such interventions can reduce distress, depression, anxiety, improve
a variety of health-related outcomes, and increase satisfaction with
care.[59,60] Comparatively, studies evaluating the impact of
psychoeducation and anticipatory guidance on health outcomes
in children with cancer and their families are relatively limited. As
such, more research is needed to guide best practice. Important
future directions include evaluating effects of informational
interventions on health-related (e.g., adherence, illness-self
management) or psychological outcomes (e.g., anxiety, depres-
sion), determining components of psychoeducation that are most
helpful, the appropriate depth and timing of info to give children
and families undergoing treatment, and preferred and most
efficacious models and methods of delivery. Finally, little is known
about how educational needs change at different points along the
illness trajectory and across a patient’s development or how to tailor
education to families of different compositions, cultures, and
learning styles.

Having sufficient personnel resources may be an organizational
barrier to implementation of psychoeducation and anticipatory
guidance for patients with families and their caregivers. This is
especially true if providers make efforts to tailor education to the
individual needs and preferences of specific patients and families,
as the research recommends. Providing education in a group format
or through the use of standard curriculum/platforms may assist with
reaching multiple patients and families with less expenditure of
personnel resources, but the consequence may be a lack of
personalization to patient needs and preferences. Lack of role
definition of providers may present additional challenges to
effective education of patients and caregivers, as professionals
across a wide-range of disciplines (e.g., nurses, physicians, social



workers, psychologists, child life specialists) have experience with
and expertise in providing psychoeducation and anticipatory
guidance to patients and families; this may result in duplication
of effort and inefficient use of resources. Communication and
coordination of services may be accomplished through clear
documentation of efforts and through multidisciplinary rounds,
where providers can discuss patient and family education needs and
delineate what guidance will be provided by whom along the
trajectory of cancer care.

With some consistent findings from moderate-level evidence
studies, current evidence for this psychoeducation standard is of
moderate quality overall; notably, there are no data regarding essential
elements of services or consistent evidence for improved health-related
outcomes. This standard is an overall strong recommendation given the
minimal risk to patients and families and the potential benefits of
meeting unmet informational needs, improving disease-related
knowledge, and increasing health-locus of control (Table I).
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