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Goals

• To better understand the special needs and challenges faced by 
AYAs with cancer.

• To identify current priorities for AYA-focused supportive care 
and care delivery. 
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AYA Overview
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Challenges
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Developmental Characteristics

• Adolescents – completing high school, driver’s 
license, dating

• Emerging adults – completing college, living on 
own, establishing financial independence, seeking 
employment, gaining voting privileges, forming 
intimate relationships

• Young adults – forming long-term relationships, 
establishing their careers, family building 
financially independent 
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Figure 3 





Framework for measuring quality of 
cancer survivorship care

PSYCHOSOCIAL 
EFFECTS

Surveillance and Management of 

Psychosocial Effects
• Assessment (general and tailored by 

cancer type and treatment exposure)

• Sub-domains:

• psychological, 

financial/employment, and 

interpersonal

• Treatment (e.g., medication, therapy, 

exercise)

• Risk-reducing strategies

• Reassessment for 

response/resolution



Psychological

AYA cancer survivors report: 

• greater cancer-specific distress

• high prevalence of fear of recurrence 

(31%-85%) with higher levels in AYAs

• higher rates of depression (13-25%) 

compared to AYAs without cancer 

• clinical symptoms of anxiety (15-20%) that 

persist years beyond treatment 

completion 



Financial

Finally, AYA cancer survivors experience: 

• More financial hardship than the general population

• Increased spending on out-of-pocket medical costs

• Higher uninsured rates compared with other age groups

• Higher rates of bankruptcy and more frequently forgo needed 

medical care because of cost compared with older survivors

Being uninsured or having public health insurance → 

significant delays in diagnosis → poorer outcomes and 

more extensive treatment.



Interpersonal

“Our epidemic of loneliness and isolation 

has been an underappreciated public 

health crisis that has harmed individual and 

societal health. Our relationships are a 

source of healing and well-being hiding in 

plain sight – one that can help us live 

healthier, more fulfilled, and more 

productive lives,” 

U.S. Surgeon General Dr. Vivek Murthy
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Opportunities
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Psychological Interventions for AYAs

PRISM is a brief, skills-based coaching 

program targeting 4 resilience resources 

(stress management, goal setting, 

cognitive reframing, and meaning 

making).

PRISM was associated with improved 

QoL, hope, resilience, and distress 

between baseline and 6 months, and 

these associations were sustained for 

QoL over 12 months and hope 

throughout the study period (12 and 24 

months).



NCCN Recommendations to Address 
Psychological Needs

• Child life specialists or appropriate psychosocial support specialists (if 
available) should meet with the patient soon after diagnosis to address 
any potential concerns regarding treatment or procedures and 
assist with coping mechanisms to reduce any potential anxiety.

• Consider a referral to a social worker, mental health provider, and 
community-based resources serving AYA patients to screen for any 
symptoms of depression, anxiety, suicidal ideation/behaviors, and 
self-injurious behavior.

• For lesbian, gay, bisexual, transgender, queer (or questioning), intersex, 
asexual, 2-spirit (LGBTQIA2S+) AYA patients, consider offering 
psychosocial support and referrals surrounding stressors, stigma, 
or rejection related to their sexuality or gender identity.



Financial Interventions

Mann et al., Trials, 2022



NCCN Recommendations to Address 
Socioeconomic Issues

• Assess AYA patients’ health insurance status and provide 
information on potential sources of coverage (eg, Medicaid, Health 
Insurance Marketplace, parent’s insurance) and other key elements 
associated with insurance coverage.

• Refer patients for career counseling and/or education support as 
indicated. Encourage discussion with guidance counselors and 
educators about the impact of cancer care on education.

• Direct AYA patients to legal resources and/or advocates for 
assistance with understanding health insurance coverage.

• Provide information about recommended and reliable online 
resources and financial support programs to access information 
related to their cancer.



Interventions



NCCN Recommendations to Address 
Social Needs

• Promote collaborative communication between AYA patients and 
parents, caregivers, children, spouse/partners, other family members, 
siblings, friends, and/or social networks.

• Provide AYA-specific activities and/or support groups (in person 
and/or virtually), especially for inpatients, to provide psychosocial 
support and reduce boredom, anxiety, and depression. Such 
interventions include AYA support groups, social and recreational 
programs, and psychoeducational programs.

• Provide information about peer support and social networking 
opportunities and create flexible visiting hours and an environment 
that will encourage peers to visit AYA patients.



How I actually feel 

Anxiety/Depression

Dental problems

Acid RefluxJoint pain/muscle aches

Diarrhea/nausea

Foggy Brain

Mouth Sores/change in taste

Dry Cracked Skin

Fatigue

Numbness/tingling

SOB – loss of lung function

Rash

Loss of Muscle Mass

Trouble with word retrieval/Focusing

Numbness/pain surgical sites

Severe dry eye

paronychia

Dry mouth

Sensitive skin

Chest wall pain

She looks GREAT! How my care team and

others perceive I feel

Patient 

Important 

OutcomesRandom loss of toenails
Lacerations on heels

Jill Feldman, EGFR Resisters, USA  @jillfeldman4





Summary
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1. Center and normalize the patient experience

2. Ask the “right” questions, follow-up and refer

3. Leverage medical team and community strengths

4. Prioritize AYAs’ chosen family

5. Partner with researchers to advance supportive care



“The life I envisioned before cancer is very different from 
the life I’m now living, but it’s a small price to pay for being 
alive. I was sure by now I would be married and have 
several children, and a career in forensic science. Cancer 
has given me a new perspective on life. It has made me 
realize how precious and fragile life is. Rather than lament 
what I don’t have, I’m grateful for everything I do have: a 
wonderful family and friends, a career with the American 
Cancer Society as Director of Project ECHO, good health, 
and a new life purpose to help bridge the gap between the 
health-care system and the communities it serves.”

Finding a New Life Purpose

Alison Rosen, MS
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