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Putting Adolescents and Young Adults (AYA) under Spotlight



In recent years, the specific challenges related to the management of adolescents 
and young adults (AYA) with cancer are increasingly well recognised

pictures by the Milan Youth Project, a scheme dedicated to young cancer
patients (15-25 years old) with the dual purpose of optimizing medical
aspects of their care while also paying attention to their quality of life
(providing age-appropriate spaces in hospital and organizing creative
activities (photography, music, creative writing, fashion design) that give
patients special ways to express themselves



childhood 0 -14 yrs 

adolescence 15-19 yrs more focus on common 
psychosocial aspects 

(fragility, immaturity, social and 
sexual experimentation, lack of a 

career or economic independence)

inclusion of  more adult-type tumors
(carcinomas)

focus on clinical challenges
(lack of specific biological understanding of 

AYA cancers, lack of access to specialised 
centres with age-appropriate 

multidisciplinary care, lack of inclusion in 
clinical trials)

young
adulthood

20-24 yrs

24-29 yrs

30-39 yrs

AYA 



AYA with cancer are a unique group, with special characteristics: they inhabit a 
middle ground between the pediatric and the adult worlds of oncology, and their 
management is still a challenge due to various elements:

Epidemiology A unique spectrum of cancer types, with
both paediatric- and adult-type tumours

(need for multidisciplinary competencies
with both paediatric and adult oncologists)

Biology For many cancers, biology and clinical behaviour may
differ in AYA compared with both children and older adults.
Age-specific molecular features are poorly understood for many AYA cancers.
The biology of the host may also differ according to age, with distinct pharmacology and
potential impact on how well therapy works and its toxicity

Hereditary 
cancer issues

The percentage of AYA with cancer that carry variants in genes that predispose to cancer is
significant.
Counselling and genetic testing are essential for cancer prevention of both the patient and
their family

Early diagnosis 
and awareness

Insufficient awareness that cancer may occur in this age group (among the general
population and medical scientific community); complex symptom appraisal process and
pathway to diagnosis, with risks of long and complex diagnostic pathways and/or difficult
access to specialised care



Accrual to 
clinical trials

Limited participation in clinical research (rate of entering clinical trials 5%-34%)

Survival rates Lack of improvement in survival rates compared to other age groups. For some
tumour types, survival in AYA is poorer than in children or older adults with the same
disease

Entries of 51,395 pts onto U.S. 

NCI treatment trials,1997-2003

Average annual percent change (AAPC) in 

the 5-year survival (SEER, 1975-1997)

• less availability of trials due to rare cancer types
• less awareness of available trials by physicians
• age barriers in eligibility criteria
• young patients treated where relevant trials are not open or cannot be accessed
• trial design not suitable for young people lifestyle commitments



Psychosocial care Complex (and often unmet) psychological needs; need for age-
specific psychological support

• physical changes
• development of self-image, identity, relationships, sexuality and

independence
• age-appropriate information and communication challenges, shared

decision-making, compliance and treatment adherence
• privacy and peer support
• peculiar behaviours of this age and risk-taking (including

alcohol/substance abuse)

Fertility Impaired reproductive function is a major concern; need for age-
specific counselling and fertility preservation

Survivorship and 
transition

Complex medical, psychosocial and behavioural late effects

End-of-life care Challenging aspects in palliative and end-of-life care, death and
bereavement

Holistic approach Need for multidisciplinary care by a team that focuses on AYA-specific
issues and concerns

Need for special staff training and continuous professional education

Environment Need for referral to age-appropriate clinical environments with
dedicated facilities and programmes, tailored to their unique
developmental needs.

Advocacy, patient 
and public 
involvement

Young patients are eloquent advocates for the services they value;
need to actively listen to the patients’ voice; importance of
partnership with patient advocates and networking with healthcare
policy and research groups



“responding to the needs 

of adolescents with cancer”

do we know their needs?

let our patients be the ones who 

tell us their needs

let them to tell us their stories 





“treating adolescents with cancer” 

is very different from 

“treating cancer in adolescents”



















“Christmas together with those who’re left,
here at my side, in spirit,

our star lighting our way.
You’ll be my answer, 

I’ll start again, become stronger”









from:
Adolescents and young adults (AYA) with cancer: a position paper from the AYA Working Group of
the European Society for Medical Oncology (ESMO) and the European Society for Paediatric
Oncology (SIOPE)

Great disparities in AYA cancer care across Europe

When ESMO and SIOPE members were asked if their patients had access to
specialised services for AYA with cancer, or if such services were in
development, only 33% confirmed that they did.
This figure fell to just 13% in Eastern/South-Eastern Europe, while it was 45%
for Western Europe and 60% for Northern Europe

ESMO/SIOPE survey 

In 2015, the European Society for Medical Oncology (ESMO) and the European Society for
Paediatric Oncology (SIOPE) established the joint Cancer in AYA Working Group, in order to
increase awareness/education among adult and paediatric oncology communities,
enhance/exchange knowledge on specific issues in AYA, foresee joint integrated programmes
between adult and paediatric oncology, and ultimately improve the standard of care for AYA with
cancer across Europe.

https://www.google.it/url?sa=i&url=https://www.vjoncology.com/upcoming/esmo-2019/&psig=AOvVaw3XAW43AG9oWVzUCFfjiNQy&ust=1613135529803000&source=images&cd=vfe&ved=0CAIQjRxqFwoTCND5hqT04e4CFQAAAAAdAAAAABAE
https://www.google.it/url?sa=i&url=https://siope.eu/&psig=AOvVaw1UDTx_29EBeNnpvGCJLmhS&ust=1613135642853000&source=images&cd=vfe&ved=0CAIQjRxqFwoTCJji4dn04e4CFQAAAAAdAAAAABAE


Two main areas:

1. The access to clinical trials

2. The definition of the minimal essential requirements for AYA centers

from:
Adolescents and young adults (AYA) with cancer: a position paper from the AYA Working Group of
the European Society for Medical Oncology (ESMO) and the European Society for Paediatric
Oncology (SIOPE)

AYA with cancer: ESMO-SIOPE position paper

In 2015, the European Society for Medical Oncology (ESMO) and the European Society for
Paediatric Oncology (SIOPE) established the joint Cancer in AYA Working Group, in order to
increase awareness/education among adult and paediatric oncology communities,
enhance/exchange knowledge on specific issues in AYA, foresee joint integrated programmes
between adult and paediatric oncology, and ultimately improve the standard of care for AYA with
cancer across Europe.

https://www.google.it/url?sa=i&url=https://www.vjoncology.com/upcoming/esmo-2019/&psig=AOvVaw3XAW43AG9oWVzUCFfjiNQy&ust=1613135529803000&source=images&cd=vfe&ved=0CAIQjRxqFwoTCND5hqT04e4CFQAAAAAdAAAAABAE
https://www.google.it/url?sa=i&url=https://siope.eu/&psig=AOvVaw1UDTx_29EBeNnpvGCJLmhS&ust=1613135642853000&source=images&cd=vfe&ved=0CAIQjRxqFwoTCJji4dn04e4CFQAAAAAdAAAAABAE


ACCELERATE Fostering Age 
Inclusive Research (FAIR)

A multifaceted strategy

• trial design driven by drug mechanism-of-action
(rather than eligibility driven by cancer type or age)

• inclusion of adolescents in early phase I/II clinical
trials from puberty

• inclusion of young adults in paediatric protocols for
paediatric-type malignancies

• revision of the European Paediatric Regulation

• encourage multicentre and paed/adult cooperation,
reducing competing protocols

• raise awareness (public and health care
professionals) of the importance of clinical trial
entry for AYA

• engage AYA patients in the design of research
projects

1. The access to clinical trials

2. The definition of the minimal 
essential requirements for AYA 
centers



1. The access to clinical trials

2. The definition of the minimal 
essential requirements for AYA 
centers

• sustainable programmes for AYA, with strong referral
pathways and standards of care from the clinical,
patient and health care authorities’ position

• a large multidisciplinary team with professionals from
different clinical disciplines; and the involvement of
both paediatric and adult medical
oncologists/haematologists

• clinical trial availability and disease expertise for the
variety of tumour types

• flexible age ranges for access to AYA care

• age-specific environment designed around AYA needs
(e.g. access to peers, provision of social/arts activities,
education, etc)

• age-appropriate psychosocial support
• genetic counselling and testing

• fertility preservation
• late effect/survivorship clinics
• primary health care engagement
• transition programmes
• age-specific palliative care services

involvement of wider professional age-specific skills: mental health
specialists; clinical nurse specialists; clinical trial managers; palliative
care specialists; social workers; physiotherapists; occupational
therapists; experts in nutrition, fertility and sexuality; youth workers



In response to the increasing complexity of cancer care for AYA and the broad landscape 
across Europe, now there is a need to widen this engagement

A European Network for Teenagers and Young Adults with Cancer 

ENTYAC

https://www.google.it/url?sa=i&url=https://www.vjoncology.com/upcoming/esmo-2019/&psig=AOvVaw3XAW43AG9oWVzUCFfjiNQy&ust=1613135529803000&source=images&cd=vfe&ved=0CAIQjRxqFwoTCND5hqT04e4CFQAAAAAdAAAAABAE
https://www.google.it/url?sa=i&url=https://siope.eu/&psig=AOvVaw1UDTx_29EBeNnpvGCJLmhS&ust=1613135642853000&source=images&cd=vfe&ved=0CAIQjRxqFwoTCJji4dn04e4CFQAAAAAdAAAAABAE


A European Network for Teenagers and Young Adults with Cancer 

ENTYAC

Dedicated working groups of 
scientific societies

National AYA groups

• UK
• France
• The 

Netherlands
• Italy
• Spain
• …
• …

Stakeholders

as a federation where existing
health care professional societies,
national AYA professional groups,
Non-Governmental Organisations
(patients, advocates and their
families) that have a stake in AYA
cancer can co-operate and grow
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