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Disclosure information

• I have no relevant financial relationships to disclose.

- AND -

• I will not discuss off label use or investigational use in my 
presentation.



Outline

• Define and describe AYA oncology

• Describe basic domains of 
psychosocial care

• Demonstrate knowledge gaps in 
psychosocial care



What age range is adolescent young adulthood?



Depends on where you live . . . 

• SEER: 15-29

• NCI: 15-39

• Canada: 15-29

• Australia: 15-25

• UK: 13-24

• Europe: 15-24



What should we use then?

More importantly . . . Am I still a young adult?!?!?!



AYA Definition

• Formally considered 15-39 in the United States

oEarly young adulthood 15-18

oYoung adulthood 19-24

oLate young adulthood 25-39



Current state

• ~89,500 new diagnoses per year in the US

•Over 1 million new diagnoses per year globally

• Incidence is increasing slowly

• Leading cause of disease related death in AYAs

Miller KD et al Ca Cancer J Clin 2020



Current state

Bleyer A et al Ped Blood Cancer 2017



Factors contributing to the disparity in AYA 
health outcomes

Out-
comes

Biology
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Enroll-
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Psycho-
social
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-ship

• Lower enrollment rate
• Multi-level barriers to 

enrollment

• Access to specialized 
treatment centers

• Insurance status
• Delays in diagnosis
• Race, socioeconomic status

• Different tumor biology
• More aggressive disease phenotype

• Pediatric vs adult regimens 
• Provider adherence to national guidelines

• Education & career goals on hold
• Employment & income concerns
• Loss of autonomy
• Self-esteem issues
• Social isolation
• Social & romantic relationships
• Mental health issues (e.g. 

depression, PTSD)

• Long-term health complications 
(e.g. cardiomyopathy)

• Fertility issues
• Poorer health-related quality of life
• Ongoing psychosocial issues



AYA Specific Issues

• “Delays” in diagnosis

• Financial toxicity

• Location of therapy

Cuglievan B et al J AYAO 2021
Bellizzi KM et al Cancer 2012
Wilder Smith A et al Ped Blood Cancer 2019



AYA Specific Issues

•Clinical trial enrollment

•Adherence to therapy

•Rehabilitation and exercise

• Transitions in management
Siembida EJ et al Cancer 2020
Suh E et al Lancet Oncol 2020
Wilder Smith A et al Ped Blood Cancer 2019



AYA Specific Issues

• Palliative and end of life care

• Psychological support

Lockwood BJ et al J AYAO 2021



AYA Specific Issues

•Oncofertility

• Sexuality, relationships, and 
body image



What is “it” . . . 

• Sexuality is the complex interrelationship between:

- Biological sex
- Physical and physiological mechanisms of the sexed body
- Body image
- Sexual identity
- Sexual orientation
- Capacity for sexual expression
- Interpersonal relationships

Moules NJ et al J Ped Onc Nurs 2017



Why is it important?

• A satisfactory sexual life is important for health and well-being

• Sexuality is a central aspect of being human throughout life

• “Complications with [ . . . ] healthy sexuality have lifelong and serious 
ramifications”

• Sexual dysfunction is associated with worse general happiness 

Jervaeus et al European J of Onc Nurs 2016
Sweden National Institute of Public Health Report 2012
World Health Organization 2006
Carpentier et al Psychooncology 2012
Moules et al J Ped Onc Nurs 2017



Why is it important?

• Adolescent survivors of childhood cancers have similar development

• AYAs with cancer do not

• Psychosexual development  happens during the adolescent young 
adult (AYA) years

• Exposure to sexuality when not prepared causes trauma

Frederick et al Ped Blood & Cancer 2018

Murphy et al Cancer 2015
Klosky et al J Ped Psychol 2012
Shandra et al J Youth Adolesc 2012



What do AYAs think?

• Sexuality is a concern at the time of diagnosis and during treatment

• Friends and peers are the first choice

• It can effect any part of cancer therapy

Jervaeus et al European J of Onc Nurs 2016
Murphy et al Cancer 2015



What do AYAs think?

• Sexuality is considered “good”

Murphy et al Cancer 2015
Jervaeus et al European J of Onc Nurs 2016
USA Today 2017



What do AYAs think?

• AYAs want better communication with doctors about sexuality

• AYAs with cancer have mentioned oncologist

Frederick et al Ped Blood & Cancer 2018
Frederick et al Ped Blood & Cancer 2016



What do AYAs think?

• Vulnerable populations are even more at risk 

- LGBTQ with cancer report negative experiences

- Report being discriminated against

- Only 1/3 disclosed their orientation 

Murphy et al Cancer 2015



Barriers to discussing reproductive health and 
sexuality
• Overshadowing focus on survival

• Misperceptions regarding AYA sexuality and cancer

• Presence of parents

• Clinicians are uncomfortable 

Murphy et al Cancer 2015
Grinyer A. Sexuality and fertility 2002
Frederick et al Ped Blood & Cancer 2018



AYAs on active therapy

• “Similar but different”

• Well established that AYAs with cancer have increased isolation and 
lower self-worth compared to peers

Murphy et al Cancer 2015



AYAs on active therapy

• Not enough experience to discuss adequately

• Not confident enough to engage in relationships

• Cancer patient as asexual and/or as “damaged goods”

• Greater sexual health concerns compared with healthy AYAs

• Single AYAs have worse sexual outcome than coupled
Murphy et al Cancer 2015
Carpentier et al Psychooncology 2012



Survivors of AYA cancer

• Fewer sexual experiences

• High anxiety regarding sexuality

• Increased risk-taking behavior
- Negative body image

- Missed experiences

- Peer influence

- Lower QoL

• Less likely to initiate discussion with medical provider

Murphy et al Cancer 2015
Klosky et al J Ped Psychol 2012
Bober et al J Sex Med 2013
Enskar et al Cancer Nurs 2010



Survivors of AYA cancer

• Difficulties with disclosure of cancer

• Cohabitation and marriage rates lower than age-matched controls

• Stable employment lower than age-matched controls

Murphy et al Cancer 2015
Torp et al Eur J Public Health 2013
Hamilton R, Zebrack B 2011



• Emotional, physical, and functional well being improves over time

• Social and family well being scores worsen over time



University of Chicago AYA Oncology Program



Mission

We aim to improve the outcomes and quality of life of every adolescent 
and young adult (AYA) cancer patient and survivor through team-based, 
comprehensive, collaborative care addressing the unique medical and 
psychosocial needs of AYAs.



Vision

Our program aims to improve the life of every AYA cancer patient and 
survivor locally while leading the world in revolutionizing AYA oncology by:

- Designing and leading novel interventional trials focused on improving 
outcomes while reducing treatment burden and late effects for AYAs 

- Performing focused, responsive outcomes research to identify and fill 
gaps for AYAs across the care continuum 

- Advocating for AYAs through community outreach and promotion locally 
and remotely

- Interdisciplinary collaboration delivering the most effective care which 
seeks to address all of the needs of AYAs
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University of Chicago AYA Oncology Program
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•Goals of Visits: 

oProvide fertility preservation counselling and connect 
with subspecialists as needed

oAYA specific anticipatory guidance

oPsychosocial needs assessment and support

oIncrease access to AYA Oncology Program’s resources 
and research opportunities

oToxicity follow up / supportive care / survivorship 
monitoring

AYA Oncology Program – Consult service



•Consult visits:
oAt time of diagnosis
oEnd of therapy
oRelapse / survivorship / as needed

AYA Oncology Program – Consult service



UofC AYA Oncology Program Research

•Clinical Trials

•Psychosocial research



UofC AYA Oncology Psychosocial Research

•Quantitative Measure:

DURING TREATMENT

I need to be able to: No     Need Low  Need
Moderate 

Need
High Need

Very High 

Need

40 spend time with people my own age ○ ○ ○ ○ ○

41
talk to people my age who had been through 

a similar experience
○ ○ ○ ○ ○

42
Attend some of my cancer care appointment 

remotely/virtually using telehealth options
○ ○ ○ ○ ○

43
Information about sexual health and activity 

during treatment
○ ○ ○ ○ ○



UofC AYA Oncology Psychosocial Research

• Sexual and Gender Minorities:



UofC AYA Oncology Psychosocial Research

•Qualitative Research:

oAim 1: Amplify patient and caregiver voices in clinical and translational 
research

oAim 2: Develop, evaluate, and improve mechanisms for disseminating health 
experiences research for use by CTSA researchers and stakeholders. 

oAim 3: Build infrastructure and capacity

Erika Cottrell 

PhD, MPP



UofC AYA Oncology Psychosocial Research

• Enroll 50-60 patients

•Diagnosed with cancer 18-39

•0-3 years post treatment – this is flexible



UofC AYA Oncology Psychosocial Research



Conclusions

•AYAs with cancer have decreased improvement in APC 
of survival

•AYAs have unique needs and suffer from long term 
deficits in many psychosocial domains

•Much is not known yet about how best to address 
these needs 



Future Directions

•Collaborative group studies specifically directed to AYA 
population
• S1826 – SWOG / COG for advanced Hodgkin
• COG with adult groups for early stage Hodgkin
• SWOG and COG T cell ALL studies

•Determine effective interventions and when they 
should be offered 


