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DEFINITION OF PEDIATRIC CANCER NAVIGATION

Pediatric patient navigation is a coordinated function that facilitates access, advocacy and continuity across health, education and social systems for patients and their families. For the purpose of this study, rather than being tied to a single role or individual, patient navigation
represents a proactive, system-integrated process that ensures children and families receive timely, equitable, accessible and individualized support throughout the continuum of care — from diagnosis through treatment, survivorship or end-of-life. Patient navigation bridges formal
healthcare services with informal community-based supports, addressing the holistic and evolving needs of pediatric cancer patients and their families. It encompasses the identification and elimination of barriers, the coordination across settings and transitions, and the navigation

of resources that span biological, psychological, social, emotional, cultural, spiritual, financial and gender-diverse domains. Patient navigation in the pediatric cancer community fosters trust, communication and family empowerment. It is rooted in the Bioecological Model' and

Family Systems Theory2. Both theories underscore the importance of considering that the environment that encompasses the child is interrelated and directly impacts outcomes, making it vital to consider the family and its relations as one system. Patient navigation should also

be informed by trauma-informed, culturally inclusivity and inclusion principles to ensure that every interaction supports the patients and their families’ voices, values, beliefs and right to informed decision-making.

/ BACKGROUND \ / OBJECTIVES & STUDY DESIGN \

This project aims to:

Approximately 1,500 children and adolescents are diagnosed with cancer in Canada each year. Pediatric « Conduct an environmental scan of existing patient navigation programs and resources for children with cancer and their families in Canada;

oncology care is complex, multidisciplinary, and frequently fragmented across healthcare, education, and

Lead a national needs assessment to identify unmet navigation needs among patients, families, and healthcare teams & community-based organizations;
social systems.3® Families report persistent challenges navigating services during diagnosis, treatment,

Leveraging ACCESS’ network, Community organizations, PWLE Community and social media platforms, we intend for the cross-sectional survey to be conducted Spring 2026 and will

. . - 78 . L .
survivorship, and palliative care.”* Patient navigation has emerged as a strategy to improve care involve the administration of a self-administered online questionnaire using the REDCap™ electronic data capture system;

coordination, access, and continuity, though a national assessment of existing patient navigation programs

Assemble the existing patient navigation resources into a centralized repository for use by the pediatric cancer community in Canada; and
and resources for pediatric oncology has not been done yet in Canada.®"3

Use the information gleaned from the environmental scan and needs assessment to guide the development, implementation and dissemination of national patient navigation resources

\ / \that support families, healthcare workers and community-based organization improve access, coordination, and integration of care. /

RATIONALE / PARTICIPANTS \ / RECRUITMENT \

Hi, | am Stephanie Reid, and this is my family (well the cartoon version).
P y family ( ) Adults aged 218 years including: ACCESS Network & Partner
This project grew from years of conversations with children, youth, parents, and caregivers across diverse and intersecting lived experiences. A consistent message emerged: o . o
 Pediatric oncology healthcare professionals Organizations
navigating healthcare systems from diagnosis, through treatment, and into survivorship or bereavement is overwhelming, fragmented, and often isolating. . Childhood, adolescent, and young adult cancer survivors Community Organizations
Families described unclear pathways, repeated storytelling, gaps between hospital and community care, and inequities that compound stress during already traumatic moments. . Parents or family members of pediatric cancer patients or Social Media Dissemination
We recognize the limits of any single survey tool; no instrument can fully capture the depth, nuance, and diversity of experiences within the childhood cancer community; however, . .
survivors Patient Partners
alongside an amazing research and working group team, this work is a step in an ongoing commitment to family-centered pediatric oncology care. \ / \ /
INPUT & OUTCOME METHODOLOGY
Beyond the Binder: Tools for the Journey, Not the This is a prospective, multi-phase, mixed-method study with a multidisciplinary team of investigators intended to describe the current landscape for pediatric oncology patient
Shelf — Innovative and Integrative Family- navigation resources across Canada in addition to highlighting opportunities to enhance patient navigation care delivery. Importantly, all phases of this project aim to seek
Centered Navigation Resources will provide an iInput from persons with lived experience, health care professionals, and community organizations.
evidence-based foundation to guide the * Quantitative Methods: Survey development was led by a small group and reviewed with the broader working group for refinement. Distribution of the survey is planned
""" development, implementation and dissemination through the ACCESS network, pediatric oncology community, and community organizations for broad engagement.
of patient navigation solutions across Canada’s * Qualitative Methods: Investigators developed an interview guide to conduct semi-structured interviews with Key Informants.

pediatric cancer community to help reduce the _ o _ L o _ V7 { \
Phase | - Environmental Scan of Existing Patient Navigation Programs and Resources for the Pediatric Oncology Community 7

burden on families, strengthen service integration _ _ _
 Phase IB — Review of Published and Grey Literature

" . and ensure that every child diagnosed with _ _
Participant Group  Survey Components Domains Assessed « Phase IC — Interviews with Key Informants

cancer has access to and receives the optimal

Demographic and Access to Information
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Phase Il - Assessment of the Patient Navigation Needs of the Pediatric Oncology Community in Canada (see table)

care and support they need. . . L
Phase lll - Development of National Patient Navigation Resources
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