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Survivors of Childhood Cancer

 5 year survival rates for childhood  
cancer is 80% 

 1 in 570 between the ages of 20-34 years 
is a childhood cancer survivor

 # of life-years saved in childhood cancer 
is second only to breast cancer
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Selected Late Effects of Childhood Cancer

• Growth
• Physical impairment
• Gonadal Function
• Fertility/Offspring 
• Subsequent Malignancy
• Cardiotoxicity 

•Pulmonary Function
•Neuropsychologic
•Psychosocial
•Liver Function
•Thyroid
•Gastrointestinal
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Institute of Medicine Recommendations 

 Develop evidence based 
clinical practice guidelines

 Define a minimum set of 
standards for follow-up 
care 

 Improve awareness of late 
effects and implications to 
long-term health 

 Improve professional 
education and training 
regarding late effects and 
their management 



5

 Created through the Children’s Oncology 
Group 

 Screening and Management Guidelines

 Organized by treatment agent

 Evidence-Based

 Recommended by a multi-disciplinary 
taskforce

Long-Term Follow-up Guidelines
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Research Initiative: SurvivorLink

 Agency for Healthcare Research and 
Quality (AHRQ) grant
 SurvivorLink - an IT system designed to 

support pediatric cancer survivor care in 
the state of Georgia
 Population-based initiative to provide 

foundation for longitudinal, innovative 
research
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SurvivorLink

 Research Goals
• Increase number of patients receiving 

recommended late effects screening
• Improve knowledge of survivor care issues
• Improve patient satisfaction with care

 Provide educational material 
• patients/families
• health care providers
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SurvivorLink - Phase 1

 Development of Healthcare Provider portal

 Target users - all healthcare professionals in 
Georgia

Web based learning
• Best practices in survivor care
• CME credits
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Healthcare Provider Interviews

 11 interviews throughout Georgia
• Primary care (n=7), specialists (n=4)

 Results:  
• Moderate to very low familiarity with late 

effects management in survivors 
• High level of interest in SurvivorLink 
• Present survivor healthcare issues as 

quick facts
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SurvivorLink HCP Education
QuickFact Sheets
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SurvivorLink HCP Education 
CME Module
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Number of Visits to SurvivorLink
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Number of Visitors to Date
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SurvivorLink – Phase 2

 Development of Patient/parent portal

 Serve as central repository for Survivor 
Healthcare Plan (SHP) 
• cancer treatment summary
• individualized risk profile
• individualized late effects screening 

profile
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SurvivorLink - Phase 2

 Recruit Patient/parents and providers
• 300 patients at GA cancer center
• 100 not seen at a cancer center
• 100 patients from Aflac cancer survivor 

program

 Provide educational material to encourage 
patients to seek out a survivor consultation 
(to include SHP)
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Next steps for SurvivorLink

 Utilize IT system to facilitate transfer of 
medical information through critical 
transitions of care

 Expand utilization to all Georgia pediatric 
cancer survivors

 Develop IT program to include materials 
pertinent to adult cancer survivors
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How to Utilize SurvivorLink

Healthcare Providers:
• Visit SurvivorLink site at 
   www.cancersurvivorlink.org
• Share website address 
• Fill out registration card


