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AND WHAT ARE MY 
PERSPECTIVES?

PROFESSIONALLY AS A MEDICAL 

ONCOLOGIST CARING FOR YOUNG 

ADULTS
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PERSONALLY AS A MOTHER OF A 

PAEDIATRIC CANCER SURVIVOR



WHAT ARE YOUNG PEOPLE?
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Young sarcoma patients care, dependent 
on age at diagnosis

Paediatric 0-13 or 0-17/18 years

Teenager and Adolescent TYA 13-24 years 
UK, France, Italy

Adolescent and Young adult AYA: 15-39yr 
US

AYA in The Netherlands: 18-35 years
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Incidence 20-39 years at diagnosis , female

Nationaal AYA 

Platform 

www.aya4net.nl
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Incidence 20-39 years at diagnosis, male

Dutch AYA ‘Young & Cancer’ Platform www.aya4net.nl
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Young adult sarcoma patients 
Common issues

• Delays and difficulties in diagnosis

• Paediatric cancer patients have centralised and 

specialist care – young adults do not alays have

• Getting access to new drugs

• Low access to trials, low trial participation

• Lack of peer groups

• What can we do to improve outcomes for these 

patients?
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LATE DIAGNOSIS
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A new European Rhabdomyosarcoma 
trial
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THERE IS MORE THAN DRUGS 
AND TRIALS
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AGE ADJUSTED CARE



Young adult cancer patients
12

http://www.nkoc.nl/
http://www.nkoc.nl/


Address their age specific issues
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The age range you choose for your

TYA/AYA service determines

which health care professionals you need

and how to build your service

Inpatient (the younger TYA model)

Outpatient (the adolescent – young adults)



The AYA hangout in the hospital



Appoint a clinical nurse specialist for 
AYA care

Addresses AYA specific 

issues

CARE for IN PATIENTS

AYA care clinic

Part of multidisciplinary 

team



2010 Online community AYA4: 
‘All Information You’ve Asked for’

AYA4 community manager



AYA TASKFORCE



Childhood cancer survivors

Much is known: guidelines for screening 

based on late effects.

Challenges: how to further prevent late 

effects, cardiac toxicity, second cancers

Life style advises..

What does it mean for the patient, and what 

for their parents..
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AYA Survivorship care 

WHERE, WHAT, BY WHOM, HOW 
OFTEN, UNTIL WHEN?

• LEARN FROM PAEDIATRIC ONCOLOGY

• ADAPT MODELS IF NECESSARY

• DO RESEARCH

• GUIDELINES DO NOT MEAN THEY ARE 
IMPLEMENTED…

• WE LIVE IN A DIGITAL WORLD
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National AYA Platform, geographical spread

Regio Noord/Oost
UMCG (/ AYA poli?)
Isala

Regio Midden/Oost
Radboudumc/ AYA poli
JBZ
CWZ
MST
Rijnstate

Regio Zuid/ Oost
MUMC+ (/ AYA poli?)
Catherina zkhs

Regio Zuid/ West
Erasmus MC (AYA poli?)
LUMC (AYA poli?/ Xenia 
Hospice)
St Elisabeth

Regio Midden
UMCU / AYA poli
Antonius zkhs

Regio Noord/West
AMC (AYA poli?)
VUmc (AYA poli?)
NKI-AVL
MCA



From 2014: Annual conferences SPACE4AYA
with young patients and professionals


