
P-92 

Elevating the Voice of the Survivor to Improve  
Survivorship Care Planning 

Authors: Julie Taylor, BA, Children’s Cancer Cause, Washington, DC, USA, Steve 
Wosahla, BA, Children’s Cancer Cause, Washington, DC, USA, Jessica Kean, BA, 
Children’s Cancer Cause, Washington, DC, USA, Mary McCabe, RN, MA, 
Consultant, Cancer Survivorship and Medical Ethics, Arlington, VA, USA 

Background/Purpose: Many pediatric and adolescent cancer survivors are not 
receiving sufficient survivorship care planning1 2. To address this issue, 
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Children’s Cancer Cause has worked with pediatric cancer survivors and 
caregivers to ensure that their voices are heard by key stakeholders who have 
the capacity to improve post-treatment care planning.  
 
Methods: Conducting an annual survivorship survey to learn about the top 
health concerns among pediatric and AYA survivors and hosting a Food and 
Drug Administration (FDA) approved externally-led patient-focused drug 
development (EL-PFDD) conference to hear directly from survivors and 
caregivers on a significant late effect, which both exemplify the importance of 
survivorship care planning for life-long health issues.   
 
Results: Our survey gleans valuable insights about survivors’ top health 
concerns, including fear of relapse or second cancers, mental health issues, and 
fertility. Responses revealed the gaps in consistent, long-term follow-up care: 
only half of the survivors surveyed (51%) report that they are currently receiving 
follow-up care from a survivorship clinic; 29% report that they are “receiving 
follow-up care but not from a survivorship clinic”; and 17% are not receiving 
follow-up care (Figure 1). Thirty percent of respondents answered that they 
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don’t know or did not receive a summary of care or treatment history which is 
vital as they transition to primary care. These findings are critical to establishing 
policies that provide for successful transitions and meet the specialized needs of 
pediatric cancer survivors as part of survivorship care planning. These findings 
are critical to advocating policies that provide for successful transitions and 
meet the specialized needs of these survivors as part of survivorship care 
planning. 

Another key finding that one out of five survivors surveyed (21%) listed cardiac 
effects as one of their top three health concerns, helped inform the 
development of CCC’s EL-PFDD conference on reducing cardiac late effects in 
these survivors. The perspectives shared by survivors living with significant, life-
long, cardiac late effects provide vital patient-centered information to identify 
gaps in meeting their health care needs as they face other co-morbidities and 
require long-term follow-up care. Their experiences help inform survivorship 
care planning needs critical to managing cardiac and other late effects (Figure 
1). 
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Conclusions: Advocacy organizations such as Children’s Cancer Cause play an 
important role in providing opportunities for pediatric cancer survivors and 
caregivers to share their perspectives with stakeholders as a critical element for 
improving survivorship care planning. Furthermore, the voice of the patient and 
their experiences help inform public policy efforts to improve care. 
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