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Background

•The five-year survival of childhood cancer has now reached 82%[1].

•An estimated two-thirds of childhood cancer survivors (CCS) will suffer from chronic health 

problems (late effects).

•Up to 40% of CCS will require ongoing medical surveillance or hospitalization[2].

•Late effects affect multiple organ systems and adversely affect quality of life e.g.

• Neurocognitive late effects adversely affect educational and vocational success[3, 4].

Goals and Objectives

•Goal:

• Inform policy and practice change to address the long-term care and support the 

needs of CCS. 

•Corresponding with Stage 1 of the World Health Organization’s Quality Care Strategy 

Process[5], our objectives were to involve stakeholders, conduct a situational analysis, and 

confirm care and support goals. 

Fig. 1: WHO’s Quality Care Strategy Process

Knowledge Translation Process

•A literature review of supports and barriers to providing follow-up care, and educational 

and vocational support, was conducted. 

•An environmental scan identified existing programs and initiatives, and potential models of 

care for CCS. 

•Stakeholder interview guides were developed to elicit insights from:

• Content experts familiar with pediatric cancer survivorship, supports, or system 

issues.

• Decision makers and program managers, are responsible for policy or practice 

change. 

•A snowball sampling method was employed in order to engage all relevant stakeholders.

Fig. 2: Interview Participants

•Stakeholder interviews were held over a 3-month period.

•Common issues and themes from interviews, along with those from the literature review 

and environmental scan, were compiled into a preliminary report to be shared among 

participants for feedback.

•Once these findings have been confirmed, they will be disseminated more broadly through 

various knowledge translation strategies.

Findings

Support Needs of CCS

•We identified three domains in which CCS should receive increased and ongoing support: 

health, education, and vocation. 

•Participants emphasized that it is important these domains not be considered discrete.

•The issue of transition was highlighted as a key care issue.

Fig. 3: Knowledge Translation Process

Gaps in Care

•Three key gaps in care and areas for improvement were identified, in the literature and by 

participants, for CCS across domains.

•Medical information management, survivorship expertise (in particular for survivors with multiple 

and severe problems), and psychosocial support. 

Fig. 4: Gaps in Care and Strategies for Improvement

Strategies for Improvement

•Participants identified a number of strategies that could be implemented to improve care and 

support of CCS. Suggestions with strong support were:

Risk-Based Care 

•Risk-stratification emerged as a particularly important issue, due to the broad spectrum of late 

effects and risk levels faced by CCS. 

•While many of these patients may be effectively treated in the community, those with severe late 

effects are likely to benefit from specialized long-term follow-up care. 

Electronic Medical Records (EMRs)

•EMRs were considered to make information access and transfer easier, and help to facilitate 

effective transition and continuous care. 

•A province-wide system would help to ensure that patients’ medical records are standardized 

and accessible to different care providers across the province.

Survivor Care Plans

•Healthcare providers recommended standardized survivor care plans to support transition of 

care, to ensure that all care providers have the necessary information to provide effective follow-

up care. 

•These survivor care plans should include a treatment summary and list of recommendations for 

follow-up.

Personalized Surveillance Tools

•Software solutions to help facilitate appropriate follow-up care, i.e. apps for iPads and iPhones, 

which could prompt care providers and survivors to administer or request recommended 

screening based on risk factors.

Comprehensive, Multidisciplinary and Holistic Care

•Ensuring access to the necessary specialists and experts.

•Providing support that addresses not only physical health, but also psychological and emotional 

wellness[5]. 

•Patient self-advocacy was also consistently mentioned.

Partnerships

•Participants highlighted the importance of collaboration and partnerships in transition and adult 

follow-up care.

•Partnerships can address fragmentation between different levels of care, poor communication 

between care providers, and the lack of a coherent, province-wide survivorship strategy.

•Would improve efficiency and continuity of care. 

Principles of Quality Care

•Key principles of quality care that should inform  strategies, interventions, and models of care 

were identified in the situational analysis.

•They are: accessibility, appropriateness, continuity, cost-effectiveness/efficiency,  and patient 

self-advocacy.

Potential Models of Care 

Next Steps

•Stage 2, Strategy, of the WHO’s Quality Care Strategy Process.

•Two interventions are being considered to pilot in BC: the development of a standardized 

survivor care plan for CCS transitioning to a tiered provincial follow-up program, based on their 

long-term risk profile; and an electronic medical information sharing platform for CCS 

surveillance. 

•These two interventions will provide an opportunity to leverage existing initiatives in the 

province. 

Significance 

•This knowledge translation project is an important step towards improving the long-term health 

and quality of life of the growing CCS population. Findings from our needs assessment are 

applicable to other provinces, who can use this information to help develop their own strategies 

for improvement. 
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Model Advantages Disadvantages

Multidisciplinary 

pediatric  

oncology clinic

Continuity of care 

Familiarity with treatments

 Age-inappropriate setting

 Inappropriate use of pediatric services

 Increased demand for pediatric services for 

adult care

 Lack of development of skills to navigate 

adult healthcare

 Centralized; not accessible in all regions

Adult specialist or 

multidisciplinary 

clinics

Age-appropriate

Risk-appropriate services

 Lack of availability of all appropriate 

specialities

 Oncology specialty not sufficient for all care 

needs

 Centralized; not accessible in all regions

Primary care 

(family physician)

Continuity of care post-

treatment

Age-appropriate, comprehensive 

care

Experience with complex care

Locally-based care

 Lack of familiarity w treatments and risks


