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Health care transition 
 

• A reasonable definition of health care transition, adapted from the 
formulation by Blum et al, is the movement of older adolescents and young 
adults from a child-centered to an adult focused health care program. 

• The key transitional care concerns and services that need to be provided for 
young adult survivors consist of: 

• health related education 

• health surveillance and screening 

• management of cancer-related complications 

• often psychosocial support. 
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A continuously growing population 
 

• Today, almost 80% of children and adolescents with cancer survive their 
disease, so there are more than 300,000 childhood cancer survivors in 
Europe. A significant proportion is at high risk to develop adverse health-
related outcomes that can appear several years after treatment completion.  

• Many late effects depend on the type of cancer and its treatment. Patients 
with brain tumors and malignant sarcomas are very often affected by 
secondary diseases. 

• Their journey from health through diagnosis and treatment to survivorship 
involves multiple transitions.  

• Survivors require lifelong care that focuses not only on the medical risks 
arising from their cancer therapy, but also the psychosocial, educational, and 
vocational implications of surviving cancer.  
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The impact of the problem 
 

• The experience of long-term survivors in Europe is extremely variable, both 
within a country but especially between countries.  

• One of the most important question is “who cares for patients after treatment 
is over?”. In many countries, also in Europe and most of all in adolescent and 
young adult age, patients feel abandoned as their treatment ends, because 
lack adequate resources to assure the care they need.   

• General Practitioner or Family Paediatrician usually lack confidence to deal 
with cancer related issues. It is mandatory that they must be involved as soon 
as possible in the management of their patients since the beginning of the 
disease and the definition of therapeutic program.  

• They would take a crucial role in the management of the patient after the end 
of treatment. 

Transition times.  
Supporting the child and adolescent's transitions in Pediatric condition 

2nd S.I.P.Ped. International Conference  

November  7 – 9, 2019  
Palermo, Sicily ,Villa Magnisi, Ordine dei Medici Chirurghi e Odontoiatri 

Palermo 



Transition times.  
Supporting the child and adolescent's transitions in Pediatric condition 

2nd S.I.P.Ped. International Conference  

November  7 – 9, 2019  
Palermo, Sicily ,Villa Magnisi, Ordine dei Medici Chirurghi e Odontoiatri 

Palermo 

What should we do? 
• Not all survivors, mostly those treated many years ago, have adequate 

information of possible late effects and of their possible risks. There is not 
enough knowledge about screening investigations (what, when and why are 
they necessary), and survivors report fewer contacts with experts in the field, 
and the phrase “don’t know where to go” can summarize their common 
feeling. 

• Physicians or nurses, who are in most cases the first points of contact, lack 
essential knowledge on likely side-effects of cancer drugs.  

• Most young survivors experience long-term side-effects after chemotherapy or 
radiotherapy. In most countries, after a successful treatment, there is no long-
term care plan for cancer survivors.  

• We must give to our patients, after the end of treatment, a report of the 
clinical history, with detailed information about the disease and all treatments 
received, with personalized follow-up and screening recommendations. 



The ‘Survivorship Passport’ for childhood cancer survivors 
 

• It consists of electronic documents, which report the clinical history of the 
childhood or adolescent cancer survivor, developed by paediatric oncologists 
of SIOPE networks and experts of Cineca, together with parents, patients, and 
survivors’ organizations within the European Network for Cancer research in 
Children and Adolescents.  

• It consists of a template of a web-based, simply written document, 
translatable in all European languages, to be given to each cancer survivor.  

• The SurPass provides detailed information about the original cancer and 
treatments received,  together with personalised follow-up and screening 
recommendations.  

• The SurPass is potentially an essential tool for improved and more harmonised 
follow-up of childhood or adolescent cancer survivor. 
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They are also stigmatized as the society fails to 
fully integrate them in the workplace, and in 
some countries they find it hard to get home 
loans or insurances even 7-10 years after 
surviving the disease. 

Generally, this is not true for the pediatric cancer 
center care, not only in our experience, but is 
generally seen in all the centers of our network, 
Italian Association of Pediatric Hematology and 
Oncology  (AIEOP). 

Our boys and girls remain linked to the staff of 
the pediatric care center for many years after the 
discontinuation of the treatment, for gratitude, 
emotional dependency, psychological support, 
and problem solving, and this last can include the 
whole enlarged family, “a tenacious umbilical 
cord”. 
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What could be the program? 
 

• In the most of cases it is not necessary that the adolescent who suffered 
of cancer, diagnosed in pediatric age, should be referred to an adult 
oncology center. 

• It can be enough a responsible and adequately informed taking the 
burden by the family doctor, that has been involved in the management 
since the beginning of the disease. 

• In some particular cases it may be necessary an integrated management 
with one or more specialists, ie endocrinologist, orthopedic, cardiologist, 
gynecologist, dermatologist…. according to the characteristics of the 
original cancer diagnosis and potential long term side effects of the 
various treatments. 
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The challenge of treating adolescents and young adults with 
cancer 

 

• No longer children and not yet adults. Adolescents and young adults (AYAs) 
with cancer represent a specific patient population posing outstanding 
challenges to oncologists all over the world. 

• The true nodal point of the management of adolescents with cancer is the 
initial taking charge in the age group between 14 and 19 years.  

• These patients, when they develop their disease, remain for a long time in 
"no-man's-land", the taking charge is delayed, and diagnosis is often done 
late.  

• They present a dramatically extensive clinical picture and receive adequate 
treatment with considerable delay, with prognostic implications that impact 
on their chances of recovery.  
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What we can do to improve the results in adolescents group 
 

• The real battle should be to extend the age of competence of the 
pediatrician to at least 18 years, and provide adequate space for their taking 
charge, in contiguity with those dedicated to the child.  

• Cancers in AYAs are different from cancers in children and in older adults 
even when, at least by name, the disease is the same. Adolescence and 
young adulthood represent the period of transition from childhood to 
maturity.  

• It was clearly demonstrated that AYAs with acute lymphoblastic leukemia can 
strongly benefit from ‘pediatric type’ treatments so that pediatric regimens 
are nowadays considered standard ALL-therapy even in adult oncology 
departments. This issue may be extended to other cancers  and the related 
therapeutic program. 
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Adolescence towards adulthood 

• it is without doubt a delicate and important moment in the 
formation of the individual’s personality  

 

• The Basic Experiences must be “positive” not just during childhood 
but also during adolescence. These Experiences include being able 
to be contained and protected, letting themselves go, being loved, 
being seen, contact, movement, curiosity and knowledge and they 
must be given a lot of attention by the adult world. 
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Pediatric oncology 

• The experience of neoplastic 
disease during 
developmental age has very 
special characteristics both 
on the medical and 
psychological level. 
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The relationship with adolescents and parents 

• Adolescents diagnosed with 
cancer are not only 
confronted with the cancer 
disease and associated 
stressors but also physical, 
social, emotional, and wider 
psychological changes 
related to the transition 
from childhood to 
adulthood  

"The relationship with the parents is 

extremely important; supporting and guiding 

them is fundamental for the climate and the 

well-being of the whole family ». 
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In literature 

 

«Trauma, traumatic modality, discomfort» 

 Vs  

«Resilience, post-traumatic growth» 
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The fundamental work with parents 
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Which Trauma?  

Research on the psychological aspects related to the experience 
of cancer in pediatric age concerns mainly: 

• QoL 
• Family implications 
• Cognitive, emotional, 

psychopathological outcomes 
• Long-term QoL 
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• "A greater alteration of QoL in cases where family stress becomes chronic and 
prevents any type of planning (Schultz et all, 2003) 

• «Need to identify and intervene on families with greater psychosocial risk (Tarbell 
et all 1998) 

• "Chronic stress on mothers; symptoms of anxiety, depression and impotence that 
alter the resources for the little patient (Rodrigue et al 1997) 

• Families that openly express feelings and concerns, supporting each other favor 
the adaptation of the little patient to the stress during the procedures (Uzark et 
al, 1992) 

• Correlation between prolonged levels of parental anxiety and perceptive and 
emotional confusion of small patients (Shemesh et al, 2005) 
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Esperienze di base e competenza genitoriale 

indispensabili del prendersi cura 

 Receiving Attention 

Being Seen 

Being Listened to 

Being Understood 

Being Helped 

Being Encouraged) 

Being Held 

Being Held, Being Contained (Being 

Stopped) 

Protection 

Being Taken Up 

Being Taken Up 

Being Carried (guidance) 

 Contact 

Contact (Fusion) 

Being Nourished (Absorbing) 

Love 

Being Loved (Belonging, Being Carried 

inside the other person) 

Loving (Carrying the other person inside us) 

Positive Continuity (Memories) 
 Strength 

Original Strength (Detachment, Space) 

Soft Strength 

Calm Strength 

Open Strength (Letting Out) 

Changing Others (Moving) 
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The Functions and the Basic Experiences 



Control 

Losing Control (Explosions) 

Loosening Control (Head Bent, 

Collapses) 

Soft Attention 

Letting Go 

Letting Go (Daydreaming) 

Just Being 

Abandoning ourselves to 

Calm 

Esperienze di base e competenza genitoriale indispensabili 

nell'impedire la cronicizzazione dello stress aggiungi 

progettualità  

Authority 

Presence (Determination) 

Authority (Standing, Confidence, 

Knowing Our Own Value) 

 

Autonomy 

Opposition 

Separation 
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The Functions and the Basic Experiences 



• Openness in emotions among family members, contact 
• Ability to hold, understand one's child, guide the other through events and 

sensations (learning by absorption) 
• Clarity in emotions and perceptions related to one's body 
• Mobility in managing moments of stress. No chronicity 
• Planning, support for autonomy 

• Protection, positive expectation, strength, consistency in showing oneself. 
• Greater psychological maturity, greater empathy and solidarity towards 

others, new values and priorities, better ability to face difficulties 
• Greater possibility of returning to experience lightness, free movements, no 

tension, no continuous fears 
• Authority and ability to plan life. 

*Resilient subjects / resilient families 
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*Non-resilient subjects / Non-resilient families 

• Difficulty communicating emotions, lack of clarity, not said 
• Difficulty recognizing physiological sensations related to stress and fear, magical 

thinking 
• no calm in relationships, poor tendency to contact between family members 
• Difficulty leaving tension, fear, and negative thoughts even temporarily. 

• Fear, perceptive confusion with respect to one's body and feelings, 
difficulty in showing oneself, high control 

• Psychopathological disorders such as stress, depression, anxiety, 
social maladjustment 
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Focus group  

genitori 

 

Esperienze di 

base 

 

Competenze 

genitoriali 





Work in progress 
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rebalancing 

 stopping therapy 

And  

storytelling 



“ Resilience“ and ”post-traumatic growth” 

It is possible to understand both studies 
that underline long-term "discomfort" and 
those that record "post-traumatic 
growth". 

Detecting "risk factors", and planning 
prevention interventions; in order to 
guarantee those Basic Experiences 
recognized as indispensable for the well-
being 
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