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Goals 

• To review the history and the current standard guidelines for cancer 
survivorship.

• To discuss Adolescent and Young Adults ( AYAs) cancer survivor’s unique 
needs and concerns. 

• To present Cure4thekids foundation survivorship experience “StoryBook 
Homes”. 



History of chemotherapy 











Survivorship



Pioneers of the Survivorship Movement

The New England Journal of Medicine



Co-founder of NCCS / First Executive Director 

Catherine Logan Carillo

National Coalition for Cancer Survivorship (NCCS)











Long Term Follow-Up Guidelines 

• To raise awareness of the risk of late 
treatment-related sequelae

• To facilitate early identification and 
intervention for these complications

• To standardize follow-up care and improve 
quality of life of young cancer survivors 

• Provide guidance to health care 
professionals including pediatricians who 
supervise survivors 



The adolescent and young adult 
(AYA) cancer survivorship 

population



• Patients aged 15 to 39 years old at their initial 
diagnosis constitute the adolescent and young 
adult (AYA) cancer survivorship population

• 2% of all invasive cancers diagnosed &<10% 
of all cancer survivors

• AYA cancer survivors are at risk of several late 
and long-term effects that can influence 
cognitive, psychosocial, and physical 
functioning as well as financial prospects.

LIVESTRONG Young Adult Alliance http://www.livestrong.org/What-We-Do/Our-Actions/Programs-Partnerships/LIVESTRONG-Young-Adult-Alliance (Accessed on June 30, 2014).

Bleyer A, Viny A, Barr R.. Introduction. In: Cancer Epidemiology in Older Adolescents and Young Adults 15 to 29 Years of Age, Including SEER Incidence and Survival: 1975-2000. National 
Cancer Institute, NIH Pub. No. 06-5767., Bleyer A, O’Leary M, Barr R, Ries LAG (Eds), National Institutes of Health, Bethesday 2006. p.1.



Cancer statistics for adolescents and 
young adults, 2020

CA A Cancer J Clinicians, Volume: 70, Issue: 6, Pages: 443-459, First published: 17 September 2020, DOI: (10.3322/caac.21637) 



What unique about AYA ?

• Special difficulties  with  fertility,  sexual  
dysfunction,  and  body  image,  particularly  among 
AYA women

• 14% of AYA cancer survivors developed a 
subsequent cancer 30 years postdiagnosis

• 1.5-fold higher risk of dying from recurrence or 
progression of their primary cancer

• Worse overall psychosocial functioning due to 
difficultly in coping with cancer during early life 
transitions.

• Substantial disruptions in school , career, 
functioning and appearance, leading to further 
challenges in resuming daily-life activities.

• Tend to present at a more advanced stage 

• AYAs have been underrepresented in clinical trials, 
particularly when compared with pediatric populations



“AYA gap” 
Report of the Adolescent and Young Adult Oncology Progress Review Group



Fertility 
• In our US population-based study, >70% of AYA 

cancer patients reported being told that treatment 
may affect their fertility

• Male patients were more than twice as likely as 
female patients to report that fertility preservation 
options were discussed

• Almost one-third of males reported making  
arrangements for fertility preservation, 4 to 5 
times higher than females

• 18% of males and 38% of females had not made 
such fertility-preservation because they were not 
aware 







Disparities of care 

More likely to report unmet needs related to recurrence, 
treatment, and financial support for medical care





• 25% of cancer survivors indicated there 
were doctor-recommended 
tests/treatments not covered by their 
insurance 

• 80.6% of the individuals with non-covered 
tests/treatments stated that they chose to 
receive the tests/treatments regardless 

• Compared with older survivors, young 
survivors have higher rates of bankruptcy 
and more frequently forgo needed 
medical care because of cost

Financial Burden 







• A comprehensive visit and is seen by 
one of our Board-Certified Pediatric 
Hematology-Oncology providers, a 
Pediatric Neuropsychologist, a Social 
Worker, and an Education Specialist.

• After utilizing the clinic, each patient 
receives a binder containing all the 
details and specific cancer treatments 
each patient received, as well as the 
possible future health risks those 
treatments may cause.



To improve survival and other health related 
outcomes for all adolescent and young adult 
patients (15 to 39 years of age) diagnosed 
with cancer
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