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1. What is the decision or change (e.g., clinical topic, practice guideline, system
design, delivery of care) you are facing or struggling with where a summary of the
evidence would be helpful?

Electronic health records and related tools (eHealth) are used routinely for survivors of
childhood cancer. These tools are a critical component of survivorship care planning
and inform patients, caregivers, primary care physicians and other healthcare
specialists. Cost-effective and high-quality electronic and mobile health tools have the
potential to substantially improve long-term survivorship care because their systems are
dynamic to allow current display, updating, and rapid access. As noted in a recent
article by Marchak, et al.!, both the National Academy of Medicine and Children's
Oncology Group (COG) recommended that survivors participate in continuous, risk-
based survivor care across the lifespan to monitor for late effects of their previous
cancer treatments.?,® The Marchak article also pointed out that “Facilitating healthcare
transition and eventual transfer of risk-based survivor care from pediatric to adult
settings is critical to the long-term health of childhood cancer survivors since their
morbidity and mortality risks increase significantly over time and do not reach a
plateau.” ® ¢ In addition, a literature review in the Journal of Pediatric Nursing
concluded that there is “evidence that a structured [health care transitions] process for
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youth with special health care needs can show improvements in adherence to care,
disease-specific measures, quality of life, self-care skills, satisfaction with care, health
care utilization, and HCT process of care.”’

There is a growing interest in using digital technologies to mitigate late effects in
childhood cancer survivors. Cancer patients and survivors report positive attitudes
towards eHealth tools for care management, preferring eHealth tools that enable active
and frequent self-monitoring and more convenient survivorship care delivery. The
Children’s Cancer Cause is proposing that AHRQ produce an environmental scan of
eHealth tools that providers use to collect the information needed for the successful
transition from oncology to primary care. An accessible, comprehensive list of eHealth
summaries and tools for patients, their caregivers, and providers will enable health
professionals to streamline care coordination as patients move through the continuum
of care.

The Childhood Cancer STAR Reauthorization Act®, passed into law in late 2022,
authorizes funding to the Department of Health and Human Services to award grants to
entities for reviewing childhood cancer survivorship and to “design tools to support the
secure electronic transfer of treatment information and care summaries between health
care providers.” AHRQ should supplement this effort by producing a comprehensive list
of such tools through an environmental scan.

The AHRQ environmental scan would collect and catalogue data on active electronic
record keeping tools used for survivors of childhood cancer, including a characterization
of those programs by factors such as sponsoring entity, target audience, program
objectives, delivery method, duration, scalability, and cost. Recommendations for
revised or additional tools might be included. The ultimate goal is a comprehensive
report that would form the basis of a user-friendly database and resource for patients
and caregivers.

In summary, the Children’s Cancer Cause requests that the environmental scan
examine the barriers and challenges survivors face in receiving appropriate and timely
electronic information regarding survivorship issues following the conclusion of their
active oncological care. Included would be primary care-based strategies aimed at
providing evidence-based survivorship care through electronic means. Further, the
environmental scan would conclude with suggestions for future investigation and a
discussion of implications for policymakers. The proposed scan would include a review
of relevant published literature as well as “gray” literature on efforts that may not be
found in the peer-reviewed articles. Finally, AHRQ should highlight existing model
health care practices that are promising and scalable.
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2. Why are you struggling with this issue?

Children are living longer with cancer. According to a 2020 study, there are nearly
500,000 survivors of childhood and adolescent cancer (diagnosed at ages 0 to 19
years) who are alive in the United States today®. Despite these advances, pediatric
cancer survivors face a lifetime of numerous, complex health issues, which are often
severe and potentially life-threatening.'® '* However, primary care physicians
(pediatricians, internists, family medicine physicians, osteopaths, etc.) often are not
knowledgeable about the consequences of cancer and its treatment and the evidence-
based follow-up care recommendations of the Children’s Oncology Group Long-term
Follow-Up Care Guidelines.

In addition, survivors in many instances do not receive explicit guidance — a survivorship
care plan — from treating oncologists on how to monitor and manage survivors’ late
effects. Survivors are often unaware about their ongoing and future needs and lack the
information to anticipate and manage their care. While it is becoming more common for
survivors to receive a treatment summary and survivorship care plan, providing a plan is
not enough to secure quality care since these plans are often static and not easy for
survivors, caregivers, and primary care physicians to interpret or act upon. Further,
there is typically no formal transition from oncologist to primary care physician, and
minimal care coordination even when transitions occur.

A 2020 GAO report found that lack of knowledge was among the key reasons survivors
did not receive appropriate follow-up care. The report also highlighted a study
suggesting that “receiving reminders about needed care can increase survivors’
adherence to appointments.”'? Electronic survivorship tools can deliver these reminders
to survivors and help them receive the care they need.

3. What do you want to see changed? How will you know that your issue is
improving or has been addressed?

Developing an environmental scan of e-health tools use for survivorship care planning
and transitions to primary care will help educate the childhood cancer community -
providers and consumers - about the short and long-term needs of survivors. It will also
likely improve the implementation of survivorship care services and minimize variations
in care. Tools like Passport for Care'® use the Children’s Oncology Group (COG)
guidelines to provide information on the type and scope of cancer treatments to the
survivor in a secured database. Passport for Care is a clinical decision support tool that
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generates a guidelines-informed Survivorship Care Plan from clinician user-entered
treatment exposures. This personalized Survivorship Care Plan (treatment summary,
exposure-based risk for late effects, and recommended surveillance) is stored with the
treating clinic, automatically updated with each revision to the guidelines, and can be
shared with the survivor and his or her family via login access through the dual
language Passport for Care Survivor Website portal and subsequently shared with other
medical providers. SurvivorLink™'# serves as a patient-centric tool that provides
survivors with a secure repository to upload and organize key health-related documents
(test results, imaging, care summaries, etc.) in an online health record, and a
mechanism for survivors to share their online health record with providers for their
ongoing care. Dissemination and uptake of these available services remains a
challenge. For example, despite being used in about half of all Children’s Oncology
Group Long Term Survivor clinics (~160 clinics and hospitals worldwide), Passport for
Care only serves about 10% of survivors living in the U.S. (~50,000 individual survivor
accounts).

An environmental scan of such tools by AHRQ will facilitate identification of gaps in the
currently available resources for survivors, support augmenting resource accessibility
and uptake through potential policy changes and identify opportunities for innovation
and collaboration.

4. When do you need the evidence report?

We request the evidence report by the end of 2024.

5. What will you do with the evidence report?

The AHRQ evidence report of an environmental scan will further the Children’s Cancer
Cause public policy efforts as well as facilitating education efforts among providers.
Ultimately, we hope to use the report to encourage and increase the use of electronic
tools in survivorship care planning for children and adolescents moving from active
oncological care to primary care.
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