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Outline 

• What is AYA survivorship?

• Fertility preservation

• Financial independence

• Treatment at recurrence

• Supportive services
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Who is an AYA (adolescent and young adult) cancer survivor?

NCI definition of cancer survivor:

Any person with cancer, from time of diagnosis until the 

end of life.



Who is an AYA (adolescent and young adult) cancer survivor?

Similar survivorship issues as 

pediatric cancer survivors:

Pediatric patients diagnosed 

<15yo, now age 15-39

NCI definition of AYA: 

Patients diagnosed with 

cancer within the ages of 

15-39



https://seer.cancer.gov/statfacts/html/aya.html

Incidence of cancer among AYA patients

https://seer.cancer.gov/statfacts/html/aya.html


https://seer.cancer.gov/statfacts/html/aya.html

AYA cancer incidence and death rate over time

https://seer.cancer.gov/statfacts/html/aya.html


https://seer.cancer.gov/statfacts/html/aya.html

5-yr survival from all cancers by age

https://seer.cancer.gov/statfacts/html/aya.html
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ONCOFERTILITY

• Rate of fertility planning counseling (FPC) varies widely 

by specialty and medical care site, range varies ~7-84%

• There are multiple barriers to oncofertility counseling and 

preservation, including provider training, insurance, and 

female gender.

Lawson et al., J Womens Health (Larchmt), 2017.
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ONCOFERTILITY CARE - INTERVENTION



EMPLOYMENT AND INSURANCE



AYA cancer survivors have a high rate of unemployment

even 5 years after baseline assessment 

Janssen et al., ESMO Open. 2022



CNS cancer is a risk factor for unemployment in AYA oncology survivors

Janssen et al., ESMO Open. 2022



AYA patients have high rate of underinsurance

*Furthermore, 25% of AYA patients had no insurance at some point 

during the first 35 months after diagnosis.
Parsons et al., Cancer. 2014



EMPLOYMENT AND INSURANCE

Interventions

- early social worker/case worker involvement

- alternative work/school scheduling to minimize cognitive and physical fatigue

e.g. 5 hrs/day, 5 day/week (rather than 8 hrs/day, 3 days a week)

- cognitive/speech therapy

- vocational counseling

- early application for disability

- early application for Medi-cal (after 2 years of disability)



CANCER RECURRENCE IN AYA PATIENTS



Recurrence is the leading cause of death in AYA Patients

Armenian et al., Cancer. 2014



Differences in molecular subtype across age spectrum: example glioma

Weiser et al., Frontiers Onc, 2023.



Barriers

• Administrative/logistical issues (45%)

• Disparate enrollment practices (42%)

• Perceived limited trial availability (27%)

• Communication issues between 

pediatric and medical oncology (27%) 

Stimulants

• Strong communication between 

pediatric and medical oncology (48%)

• Supportive research infrastructure 

(35%)

• Presence of AYA champions (33%)

AYA clinical trial enrollment

Mittal et al, Scientific Reports. 2022



Barriers

• Administrative/logistical issues (45%)

• Disparate enrollment practices (42%)

• Perceived limited trial availability (27%)

• Communication issues between 

pediatric and medical oncology 

(27%) 

Stimulants

• Strong communication between 

pediatric and medical oncology 

(48%)

• Supportive research infrastructure 
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• Presence of AYA champions (33%)

AYA clinical trial enrollment

Mittal et al, Scientific Reports. 2022

*Consider clinical trial options on both the pediatric and adult sides.



Additional Trial opportunities – Early Phase and Basket Trials

Trial Eligible cancer types

TyrNovo TYR-219-01 (dual inhibitor of IRS 1/2, STAT3) HNSCC

IO BIOTECH IO102-IO103 lung, UBC, and HNC

Poseida Therapeutics - MUC1-C Allogeneic CAR-T Study epithelial-derived cancer

Merus MCLA-158-CL01 (EGFR and LGR5) HNSCC

KINNATE Biopharma KN-8701 (pan-RAF inhibitor) Solid tumor

Kinnate KN-4802 (FGFR) Any type of advanced tumors harboring FGFR2 and/or FGFR3 gene alterations

Merus MCLA-145-CL01 (ab for PD-L1 and CD137) NSCLC, immunotherapy naive MSI-H or dMMR

Takeda TAK-676-1002 (IV STING agonist) Solid Tumor: neuroendocrine, small cell lung, CRC, HNSCC

A2 Biotherapeutics BASECAMP-1 ( site 107) CRC, pancreatic, NSCLC, ovarian, mesothelioma

Gilead GS-US-570-6015
HNSCC, NSCLC, gastric and EGJ adenocarcinoma, breast cancer (all subtypes), MSS mCRC, cervical, 

vaginal, and vulvar carcinoma, esophageal SCC, and cutaneous SCC.

HiberCell HC-366 SCCHN, CRC, NSCLC, TCC, other solid tumors

BioEclipse CRX100-001 (somatastatin receptor) MSI-H CRC, HCC, TNBC, Ovarian Epithelial Cancer, Gastric Cancer, Osteosarcoma

GenMab GCT1042-01 (bsAb CD40/4-1BB) Melanoma, NSCLC, HNSCC

DSP-107 KAHR Medical MSS-CRC or NSCLC w/wild-type actionable oncogenic driver mutation.

CA111-001 BMS
NSCLC, RCC, PDAC, gastric/gej, CRPC, ovarian, SCCHN, bladder, melanoma, mesotheloioma, TNBC, 

and soft tissue sarcoma

Biomea COVALENT-102 (pan KRAS) NSCLC, PDAC, CRC

Profound Bio PRO1184-001 (ADC folate receptor α FRα) Ovarian and Endometrial cancers

Immunocore (PRAME) IMC-F106C-101 Non-Small Cell Lung Cancer (NSCLC), Melanoma, Uterine / Endometrial Carcinoma

Strata Oncology STR-004-001 Cohort 1: ALK ROS fusion, Cohort 2: BRAF P.V600X (not P.V600E), Cohort 3: (Lof) BRCA ½ or PALB2

NCI 10572
Solid tumor w/MGMT, Extracranial solid tumor (Neuroendocrine tumor,small cell lung cancer, 

melanoma or soft tissue sarcoma)

Pyxis PYX-106-101 (Siglec-15) NSCLC, BC, Endometrial ca., Thyroid ca., RCC CCA, bladder, CRC, HNSCC

Takeda TAK-500 (STING agonist with high specificity for CCR2)
Gastroesophageal adenocarcinoma, Pancreatic adenocarcinoma, HCC, NSCLC, SCCHN, 

Mesothelioma, TNBC, NPC, RCC

*Contact:Nidha Patel nidpatel@health.ucsd.edu

mailto:nidpatel@health.ucsd.edu


Treatment in AYA patients with recurrence

Consider:

- repeating molecular testing and consideration of different targeted 

therapies

- Clinical trial opportunities on adult AND pediatric side, including 

disease specific trials and basket trials



SOCIAL AND EMOTIONAL SUPPORT

• Psychotherapy for patients and families

• Consider psychiatric referral

• AYA specific support groups



AYA patients have different support needs

from peers versus providers

Hines and Schulte, Neuro-oncology, 2023.



Look for AYA support groups



Summary 

• AYA patients have different information and 

resource needs than adult and pediatric patients

• Oncofertility counseling should be offered early 
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• AYA patients may benefit from early vocational and social service planning to 

improve employment and insurance outcomes

• AYA patients benefit from an AYA-specific approach to treatment at recurrence



THANK YOU!



Other AYA resources

General info

•American Society of Clinical Oncology (ASCO): Cancer in Young Adults

•Livestrong: Adolescents and Young Adults

•Stupid Cancer

Fertility

•The Oncofertility Consortium

•Livestrong: Fertility

Survivorship

•National Coalition for Cancer Survivorship (NCCS)

•Expect Miracles Foundation

•Young Survival Coalition (YSC)

•CancerCare

•Cancer and Careers

http://www.cancer.net/coping/age-specific-information/cancer-young-adults
https://www.livestrong.org/we-can-help/young-adults
http://stupidcancer.org/
https://oncofertility.msu.edu/
http://www.livestrong.org/we-can-help/fertility-services/
http://www.canceradvocacy.org/
https://expectmiraclesfoundation.org/samfund/
http://www.youngsurvival.org/
http://www.cancercare.org/
http://www.cancerandcareers.org/



