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It is well recognised that adolescents and young adults (AYA) with cancer have inequitable access to oncology services
that provide expert cancer are and consider their unique needs. Subsequently, survival gains in this patient population
have imp only P with older adults and children with cancer. In 2015, the European Society for
Medical Oncology (ESMO) and the European Society for Paediatric Oncology (SIOPE) established the ]Dlﬂt Cancer in AYA
Working Group in order to increase awareness among adult and p.
on specific issues in AYA and ultimately improve the standard of care for AYA with cancer across Europe. This
manuscript reflects the position of this working group regarding current AYA cancer care, the challenges to be
addressed and possible solutions. Key challenges include the lack of speciﬁc biological understanding of AYA
cancers, the lack of access to specialised centres with age v cam and the lack of
available clinical trials with novel th Key d: include di

cooperation in AYA care and specific measures to improve trial accrual, including centralising are where that is the
best means to achieve trial accrual. This defines a common vision that can lead to improved outcomes for AYA with
cancer in Europe.
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INTRODUCTION cancer are inc ingly well i ! These

include inequitable access to oncology services which pro-
vide expert cancer care and consider their unique needs as
AYA. In addition, the complex psychological, social and
financial impact of a cancer diagnosis during a period of

In recent years, the specific challenges related to the
management of adolescents and young adults (AYA) with

What makes AYAs different?

Table 1. Special cancer care issues in the AYA (age 15-39 years) cancer population

Issue

Uniqueness
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rapid physiological, personal and psychological growth af-
fects well-being in significant ways.” Consequently, survival
gains have imp d only ly compared with adult
and childhood cancers.’

The challenges of appropriate models of care for AYA
with cancer have been appreciated by the scientific com-
munitv'l and it is now well documented that traditional
health care models do not meet the unique needs of AYA.**

https//doiorg/10.1016/.esmo0p.2021,100096 1

Epidemiology

Biology

Hereditary cancer issues

Early diagnosis and awareness

Accrual to clinical trials
Survival rates
Fertility

Psychosocial care

Survivorship and transition

Holistic approach

Environment

End-of-life care

Advocacy, patient and public
involvement

A unique spectrum of cancer types, with both paediatric- and adult-type tumours (need for multidisciplinary

competencies with both paediatric and adult oncologists).

Most common malignancies (>90% of cases) are leukaemias, lymphomas, sarcomas, melanoma, breast cancer,

testicular cancer, colorectal cancer, thyroid cancer and brain tumours.

For many histotypes, tumour genomics, biology and clinical behaviour may differ in AYA compared with children and

older adults. Age-specific molecular features are poorly understood for most AYA cancers.

The biology of the host may also differ according to age, with distinct pharmacokinetics and potential impact on

therapy efficacy and toxicity profiles.

Clinical management cannot simplistically be a children’s or adult’s standard of care approach to AYA.

The percentage of AYA with cancer who carry pathogenic variants in genes that predispose to cancer is significant.

Counselling and genetic testing is essential for cancer prevention of both the patient and their family.

Insufficient awareness (among the general population and scientific community) that cancer may occur in this age

group; complex symptom appraisal process and pathway to diagnosis, with risks of long and complex diagnostic

pathways and/or difficult access to specialised care.

Internationally-recognised limited participation in clinical research (reported rate of entering clinical trials ranges from

5% to 34% in published series).

Only modest survival gains compared with other age groups. For some tumour types, survival in AYA is poorer than in

children with the same disease.

Impaired reproductive function and possible infertility are major concerns for survivors of AYA cancers. Need for age-

specific counselling and fertility preservation before the initiation of any cancer treatment.

Complex (and often unmet) psychological needs:

e Physical changes.

e Development of self-image, identity, relationships, sexuality and independence.

e Age-appropriate information and communication challenges, shared decision making, compliance and treatment
adherence.

e Privacy and peer support.

e Peculiar behaviours of this age and risk-taking (including alcohol/substance abuse).

e Need for age-specific psychological support.

Multiple medical, psychosocial and behavioural late effects.

Specific transitions from cancer patients to cancer survivors (and to independent adulthood); transitions in medical

management.

Comprehensive assessment for patients’ needs and hospital and community support (rehabilitation programmes,

screening physical and psychosocial late effects and support services, occupational and financial support services,

individual tailored survivorship care plan).

Need for multidisciplinary care by a team that focuses on AYA-specific issues and concerns (e.g. age-specific supportive

care, fertility counselling, appropriate psychological support, education and career development, body image, sexuality

and relationships, and alcohol/substance abuse).

Need for special staff training and continuous education.

Referral to age-appropriate clinical environments with dedicated facilities and programmes, tailored to their unique

developmental needs is essential.

Challenging aspects of palliative and end-of-life care, death and bereavement; difficult adjustment to short life

expectancy in this age group, difficult acceptance of treatments of non-curative intent. Early referral to palliative care

services pathway, coordination between hospital and community of the decision-making process, are highly

recommended.

Young patients are eloquent advocates for the services they value; need to actively listen to the patient’s voice;

importance of partnership with patient advocates and networking with health care policy and research groups.

AYA, adolescents and young adults.
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Participation of adolescents with cancer in clinical
trials

Andrea Ferrari ®*, Archie Bleyer ®
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KEY THEMES IN DEVELOPING AN AYA ONCOLOGY PROGRAM

There are several subgroups to consider within the AYA popula-
tion, and the very definition is a common point of discussion and
contention for those starting a program. Most pediatric oncology
providers agree that patients newly diagnosed with cancer between 14
and 18 years of age benefit from services distinct from those of younger
patients. Indeed, pediatric oncology programs, when practicable, are
usually happy to have a program focusing on these patients. Such a
program might even attract new referrals of those older adolescents
historically seen by medical oncologists. However, a program stop-

BARRIERS TO ESTABLISHING AYA PROGRAMS

Starting an AYA program is not easy, and more centers are struggling
with the challenge than succeeding. Despite the enthusiasm of the
converted instigators, the proposal of a unit specifically dedicated to
AYA patients may not be met with eagerness by all. In some cases to
date, strong opposition has emerged, often relating to cultural,admin-
istrative, and logistic issues; prioritization; or costs. The funding issues
are significant for most nascent AYA services, because philanthropic
funds are an uncertain resource for the development of services that
ought to be regarded as standards of care. In systems where the total

VOLUME 28 -

Key themes

1. multidisciplinary approach

2. pediatricand adult medical oncologists
3. patient-focused model

4. specifictraining

5. staffing

6. space

7. the availability of clinical trials

8. research

9. patientand family advocacy

10. definition of “who AYA are”
11. funding and metrics
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Access and Models of Care . . -
20 model of care: “an overarching design for the provision of a

Adolescents and Andrea Ferrari, Karen Albritton, Michael Osborn, particular type of healthcare that is shaped by a theoretical basis,
| Young Adults Ronald Barr, Rebecca . Johnson, Dan Stark, evidence-based practice and defined standards”

Second dion and Jeremy Whelan

Cancerin

a model of care should have defined core elements and principles
as well as a framework to provide the structure for implementation
and subsequent evaluation
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The identification of an ideal model of care is still a challenge.

It remains to be seen whether a single, ideal “new” model of
delivery of care should exist, and its feasibility; or alternatively,
what adjustments should be made to one or both systems”

Developing a dedicated program should reflect not only an ideal,
but also acknowledge local issues, and variations in medical
culture and resources
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The Youth Project at the Istituto Nazionale
Tumori in Milan
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Model of Care for Adolescents and
Young Adults with Cancer: The Youth
Project in Milan

Chiara Magni', Laura Veneroni', Matteo Silva’, Michela Casanova’, Stefano Chiaravalli’,
Maura Massimino’, Carlo Alfredo Clerici'? and Andrea Ferrari'*

'Pediatnc Oncology Unit, Fondazions IRCCS Istituto Nanonale dar Tumon, Milan, Italy, * Department of Hemato-Oncology,
Unaversity of Midan, Méan, italy

launched in 2011 at the pediatric oncology unit of the Istituto Nazionale
Tumori in Milan dedicated to adolescents (over 15 years old) and young
adults (up to 25 years old) with solid tumors
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" IL PROGETTO GIOVANI

DELLA PEDIATRIA ONCOLOGICA DELLISTITUTO NAZIONALE DEI TUMORI DI MILANO
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The Youth Project at the Istituto Nazionale

-
cresre un nuove modello di organizzazione x @F—

medics ¢ di cultura specifica, con la sfida di :

occuparsi non solo dells malattia, ma dells vits del I

ragaz, facendo entrare In ospedale la loro

normalits, la loro creativitd, Ia loro forza.

Mighorare 1a qualita delle cure ¢ la qualiti della vita
1 mighorare e standardizzare particolari aspetti
clinici (I'accesso a protocolll di cure, Il
supporto  psicosodiale, le  misure  dl
conservazione deita fertilita, ..)

2 creare speri e progetti dedicati (attivith
basate sullarte che offrono ai ragazzi
strumenti nuowi per esprimersi e 3 medii "
una finestra privilegiata sulla vita interiore dei éf/ " 2 ,~‘7
ragazzi, complemento vitale alle forme pis . ’/
convenzionali di supPOrto psico-sociale)

Staff dedicato
Medico responsabile (Andrea Ferrari)
Psicologo clinico referente (Carfo AClerici)

Educatore (Matteo Silva)

Coordinatrice artistica (Paola Gaggiotti)
— Respoasabile Auls Musica (Stefano Signoconi)
- Assistente Spirituale (Don Tullio Proserpio)

Psicologi dedscati (Laura Veneroni, Elena Pagani)

“Sii entusiasts, sii creativo, sil il megiio che puoi”
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Model of Care for Adolescents and . A PO GACOA DT AL G VMO o MO —-
Young Adults with Cancer: The Youth T . | i & ——

ProjectinMilan | EEICD Ty

Chiara Magni', Laura Veneroni', Matteo Silva’, Michela Casanova’, Stefano Chiaravalli’, LR s el O e
Maura Massimino’, Carlo Alfredo Clerici'? and Andrea Ferrari'* occuprsi non solo dells malatti, ma defla vita dei | | =&
ragazzi, facendo entrare in ospedale la loro
"

Pediatnc Oncology Unit, Fondazions IRCCS istituto Nenonsle dar Tumon, Milan, Italy, * Department of Hemato-Oncology,

Unaversity of Midan, Méan, italy

una finestra privilegiata erioce dei
ragazzi, complemento vitale alle forme pii
convenzionali dh supPOro psico-sociale)

* Despite the appeal of an initial proposal to create a new unit specifically for R

Medico responsabile (Andrea Ferrari)
clinico referente (Carfo AClerici)

AYA patients, it was soon clear that such a scheme was unfeasible for I e T
administrative, logistic and economic reasons. Hence the project was an EiEwar o= | et |
offshoot of existing activities, making no major changes to the hospital’s 'i T — e
organization and posing no major demands on the institution’s

administration and board. Patients are managed by the pediatric oncology

staff, but they have access to particular services.

 The Youth Project aims to create a new model of medical organization and
specific culture, with the challenge of dealing not only with the disease,
but with the life of these patients.
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The best thi
can feel is t
awareness
having a fut
and being it:
master

The Youth Project of Pediatric
Oncology ward of the Fondazione
IRCCS Istituto Nazionale dei Tumori
of Milan is dedicated to adolescent
patients and young adults with

ith the aim of dealing not
only with the disease, but with the
lives of children.

The Youth Project =) improve the quality of care of AYA patients: =) to improve the quality of life of patients within this

has two aspects: improving and standardizing particular clinical particular age group: creating dedicated spaces (a
aspects, such as access to clinical trials, but multifunctional room, a study room, a music room, a gym)
also psychosocial support, fertility conservation and dedicated projects, in a department initially created to
measures, patient management after the care for children, so to make the treatment place a little
conclusion of the therapy “special” for sick adolescents and young adults.




> Clinical trials

Protocols improve cure rates! How to improve the acces of adolescents?

The Youth Project focuses on
the access to clinical trials!

“We have the protocols for you!”




> Clinical trials

« national/international referral pediatric oncology unit
« 23 inpatient and 12 outpatient beds
260 newly diagnosed patients each year, with solid tumors

 unlike other ltalian pediatric oncology centers at children’s
hospitals or being part of pediatric departments in general
hospitals, our unit is the only pediatric oncology unit in Italy
within a large cancer hospital

« as well as attracting large numbers of patients over the
years, this has facilitated close cooperation with the INT
divisions dedicated to adult cancers

* (for many years now) there has been no upper age limit for
admitting patients with pediatric cancers to our pediatric unit
(up to 25 or even 30 years old)

’ 15- to 19-Year-Olds
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» Clinical trials
> Fertility conservation measures




» Clinical trials
» Fertility conservation measures
> Access to care after cancer therapy




» Clinical trials

» Fertility conservation measures

> Access to care after cancer therapy

> Age-specific psychological, spiritual and social support

Pediatr Blood Cancer 2008;51:105-109

Psychological Referral and Consultation for Adolescents and Young Adults With
Cancer Treated at Pediatric Oncology Unit

Carlo Alfredo Clerici, Mp, Maura Massimino, mp, Michela Casanova, mp, Graziella Cefalo, mp,
Monica Terenziani, mp, Roberto Vasquez, mp, Cristina Meazza, mp, and Andrea Ferrari, Mmp*

Purpose. Managing older adolescents and young adults with
cancer is a challenge, both medically and psychosocially: it is
important to assess these patients’ psychological issues and the type
of services they need when deciding who should treat these patients,
and where. Methods. This study describes the pattern of psycho-
logical referral and consultation for older adolescents and young
adults with cancer being treated at a pediatric oncology unit, as
compared with the case of younger patients. Results. Between 1999
and 2006, 318 patients <15 (32% of the patients in this age group)
and 117>15 years old (30%) were referred for psychological
consultation. The number of interviews per patient was 2.8 for
patients under fifteen and 7.8 for older patients. Younger patients

Key words:

adolescents and young adults with cancer; liaison; psychological support; referral

were referred by all members of staff, while most older patients were
referred by doctors, mainly because they had trouble adapting to the
cancer’s diagnosis and treatment. An ongoing, weekly, long-term
psychotherapy was needed for 1% of patients <15 and 10% of those
>15 years old. Conclusions. Adolescents and young adults with
cancer have specific psychological needs. While awaiting the full
development of programs dedicated to these patients, they would
seem to benefit from being treated in a multidisciplinary setting of the
kind usually developed at pediatric units, fully integrating the
psychological operators with the other staff members. Pediatr Blood
Cancer 2008;51:105-109. © 2008 Wiley-Liss, Inc.
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» Fertility conservation measures

> Access to care after cancer therapy

> Age-specific psychological, spiritual and social support

Pediatr Blood Cancer 2008;51:105-109

Psychological Referral and Consultation for Adolescents and Young Adults With
Cancer Treated at Pediatric Oncology Unit

Carlo Alfredo Clerici, Mp, Maura Massimino, mp, Michela Casanova, mp, Graziella Cefalo, mp,
Monica Terenziani, mp, Roberto Vasquez, mp, Cristina Meazza, mp, and Andrea Ferrari, Mmp*

Purpose. Managing older adolescents and young adults with
cancer is a challenge, both medically and psychosocially: it is
important to assess these patients’ psychological issues and the type
of services they need when deciding who should treat these patients,
and where. Methods. This study describes the pattern of psycho-
logical referral and consultation for older adolescents and young
adults with cancer being treated at a pediatric oncology unit, as
compared with the case of younger patients. Results. Between 1999
and 2006, 318 patients <15 (32% of the patients in this age group)
and 117>15 years old (30%) were referred for psychological
consultation. The number of interviews per patient was 2.8 for
patients under fifteen and 7.8 for older patients. Younger patients

Key words: adolescents and young adults with cancer; liaison; psychological support; referral

were referred by all members of staff, while most older patients were
referred by doctors, mainly because they had trouble adapting to the
cancer’s diagnosis and treatment. An ongoing, weekly, long-term
psychotherapy was needed for 1% of patients <15 and 10% of those
>15 years old. Conclusions. Adolescents and young adults with
cancer have specific psychological needs. While awaiting the full
development of programs dedicated to these patients, they would
seem to benefit from being treated in a multidisciplinary setting of the
kind usually developed at pediatric units, fully integrating the
psychological operators with the other staff members. Pediatr Blood
Cancer 2008;51:105-109. © 2008 Wiley-Liss, Inc.
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» Clinical trials

» Fertility conservation measures

> Access to care after cancer therapy

> Age-specific psychological, spiritual and social support

Tumori, 100: e130-e135,2014

Spiritual aspects of care for adolescents with cancer

Tullio Proserpio’, Andrea Ferrari?, Laura Veneroni2, Barbara Giacon?,
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Assistenza spirituale

Video informativo sull'assistenza spirituale in oncologia pediatrica. Don Tullio Proserpio, cappellano presso ['Istituto Nazionale dei
Tumori di Milano fornisce informazioni sull'assistenza pastorale ai pazienti e ai familiari
Realizzazione di Alessandro Trapuzzano. Collaborazione di Carlo Alfredo Clerici e Laura Veneroni

ABSTRACT

Aims and background. Adolescents with cancer have psychosocial issues that need to
be adequately addressed. Spirituality is a fundamental aspect of their psychological
well-being.

Methods. A chaplain is a daily presence in the Youth Project ward for adolescents at
the Pediatric Oncology Unit of the Istituto Nazionale Tumori, Milan. The chaplain
conducts daily visits to the ward and the outpatient clinic/day hospital, holds daily
meetings with the psychologists on staff, and attends biweekly meetings with doctors
and/or nurses. The cases of patients referred for spiritual assistance between January
and December 2012 were analyzed by patient age and reasons for consultation, and
were compared with cases referred for psychological consultation.

Results. A psychological consultation was offered to 84% of patients/families, and
further support was needed for 23% of children and 45% of teenagers. Spiritual sup-
port was provided for 2 children and 20 adolescents (24% of the sample considered).

Conclusions. Acknowledgment of their spiritual needs helps patients to battle with
their disease. The reasons patients and parents ask for spiritual assistance only par-
tially overlap with the motives behind requests to see a psychologist. The care of ado-
lescents with cancer should include catering for their spiritual needs by assuring the
constant presence of a chaplain on hospital wards.
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* Need for a specific comprehensive multi-disciplinary team focusing on all
the specific aspects of AYA, involving professionals from various disciplines
(e.g. psychologists, clinical nurses, social workers, youth workers, palliative
care specialists, physiotherapists, occupational therapists, experts in
nutrition, experts in fertility and sexuality)

* Involvement of both pediatric and adult medical oncologists/haematologists

» Need for special staff training and continuous professional education
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Adolescents and young adults (AYA) with cancer: a position paper from the
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It is well recognised that adolescents and young adults (AYA) with cancer have inequitable access to oncology services
that provide exper( cancer care and consider their unique needs. Subsequently, survival gains in this patient population
have imp d only modestly with older adults and children with cancer. In 2015, the European Society for
Maedical Oncology (ESMO) and the European Society for Paediatric Oncology (SIOPE) ished the joint Cancer in AYA
Working Group in order to increase awafeness among adult and paediatric oncology ¢ i
on spedific issues in AYA and ulti P the d of care for AYA with cancer across Europe. This
manuscnpl reflects the posmon of this working group regarding current AYA cancer care, the challenges to be
and Key challenges include the lack ol speﬂﬁc bmologncal understanding of AYA
cancers, the lack of access to spedcialised centres with age-appi pr ary care and the lack of
available dinical trials with novel th i Key include diversifying interprofessional
cooperation in AYA care and specific measures to improve trial accrual, including centralising care where that is the
best means to achieve trial accrual, This defines a common vision that can lead to improved outcomes for AYA with
cancer in Europe.
Key words: adolescents and young adults, cancer, clinical trials, education, interdisciplinary

INTRODUCTION

In recent years, the specific challenges related to the
management of adolescents and young adults (AYA) with
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cancer are increasingly well recognised.” These challenges
include inequitable access to oncology services which pro-
vide expert cancer care and consider their unique needs as
AYA. In addition, the complex psychological, social and
financial impact of a cancer diagnosis during a period of
rapid physiological, personal and psychological growth af-
fects well-being in significant ways.” Consequently, survival
gains have improved only modestly compared with adult
and childhood cancers.”

The challenges of appropriate models of care for AYA
with cancer have been appreciated by the scientific com-
munity* and it is now well documented that traditional
health care models do not meet the unique needs of AYA,*"

X 1




» Clinical trials

» Fertility conservation measures

> Access to care after cancer therapy

» Age-specific psychological, spiritual and social support
> Dedicated staff

I’anello mancante



We have learned from our patients that there comes a time when clinical trials
are not enough: there are other things — hidden smiles and laughs, eyes
brimming with tears, eyes that make contact, silences, scribbled notes, a
vibrating smartphone, the touch of a hand, little lies and tremendous truths — that
we cannot leave to others (psychologists, social workers, youth workers, or
nurses).

There comes a time when we doctors have to bring into play, along with our
expertise, all our humanity, our strengths and weaknesses, as adults who have
the enormous privilege of standing alongside (and being able to help) young
people in the most difficult time of their lives.

We can discussed about possible models of care for AYA and possible key
themes in developing a dedicated project. However, though rules and
recommendations might be defined to improve the chances of success, the
human element remains essential: no progress will be made without the
fundamental influence of forward-thinking, charismatic heads willing to dedicate
their professional lives to AYA patients.

www.impactjournals.com/oncotarget/
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Editorial

Our young cancer patients talk—we learn

Andrea Ferrari and Maura Massimino

Adolescents and young adults (AYA) with cancer
have attracted more attention in recent years, and the
international scientific community has realized they
arc special patients who nced dedicated programs
[1]. Publications about the Youth Project run by the
dell’Istituto Nazionale dei Tumori in Milan [2] describe
activities based on the arts. Patients wrote and recorded
a song, “Clouds of Oxygen”, that voiced their fear of
dying, but also of being left alone (“Take me with you,
away from here”), but they also sang: “The best fecling
of all is knowing you have a future and that it’s in your
hands” [3]. They expressed their need for beauty in a
fashion collection (“We created beauty not just for us,
but for others too. We discovered that our creativity can
20 beyond the limits imposed by our disease”) [4]. They
produced a carol about Christmas in hospital—Christmas
Balls [S]—that unexpectedly went viral on social media
[6]: they said: “The only present we want is a normal, even
boring Christmas™; and explained that their caregivers
could offer a hypothesis of normality, prepare the ground,
but it was up to the young patients to make sense of
their experience (“The real normal is the shape we give
things”). They took photographs to illustrate their personal
search for happiness (in their mum’s Sunday dinner, or
music with friends), or the suffering caused by their
bodily changes (see Figure 1, Martina’s self-portrait), or
reactions like Sefora’s defiant self-portrait published on
the paper “In search for happiness” (| 7]), taken in front
of the mirror, without her wig, challenging her discase,
regaining control of her appearance. These publications
all discuss AYA with cancer from a novel perspective: the
paticnts themsclves take center stage, both in their projects
and in our scientific publications. They tell their own story.

The aim of these few lines is to emphasize
two lessons learned from working with AYA on the
Youth Project. One concerns our model of global,
multidisciplinary care that genuinely considers not only
the clinical issues, but also the meaning of a patient’s
life. The starting point has to be a “protected” space in
hospital. Our AYA with cancer voice their courage and
awareness of their condition, but also reveal their fragility.
Carcgivers dcaling with such patients often provide
age-specific clinical facilities (clinical trials, fertility-
preserving schemes), psychosocial support, dedicated
spaces, opportunities for socializing and recreation, or
means of expression like those described above. But these
young people also need “protection”. Adolescents make
fragile patients. They need special psychological support

because of the impact of their discase and treatment on
their still-developing sense of identity and personality.
They often remain fragile after completing their treatment
t0o. Projects devised for them must be delicate (making
room for lightheartedness, beauty, and hope), but also
stable to help them weather the storm of their disease;
and they must be professionally organized, and closely
connected to the hospital. An example, to better explain:
patients embark on such projects as a group; then at
some point one of them may suddenly disappear. The
others know why; this is their world, a real world where
adolescents develop cancer, and may die. Such projects
help bring these patients together and make friends
(often forming very strong bonds because of the story
they share), but they can also provide opportunities for
further suffering. For these youngsters, the pain of losing
a friend overlaps with the fear of suffering the same fate,
or a sensc of guilt about being one of the lucky survivors.
Their anguish demands a protective network. Physicians
and psychologists must be there for them, ready to provide
support whenever necessary. There are no rules on how
caregivers should handle such situations, but they must
put their heart into it, and have the necessary professional
expertise.

Another, more personal aspect worth emphasizing
is that doctors need to learn how to engage with these
patients. The relationship with our young patients should
be based on professional trust, but it should make space
for understanding, sharing. We have learned from our
patients that there comes a time when clinical trials are
not enough; there are other things—hidden smiles and
laughs, cyes brimming with tears, cyes that make contact,

s\\&f

Figure 1: Martina’s sclf-portrait in “Searching for
happiness”.
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age-appropriate clinical environments with
dedicated facilities and programmes, tailored
to their unique developmental needs
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» Financial support

v’ rearrangement of current resources
v" new public investment

v peer-reviewed research grants

v philanthropic support

M) Check for updates
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From a story of pain, a tale of love (for patients
and science)

Dear Editor,

With reference to articles published in Tumori Journal
about the Youth Project at the Istituto Nazionale Tumori
in Milan (1) and, in particular, those regarding artistic proj-
ects aiming to give adolescent patients with cancer innova-
tive, creative tools to tell their stories (2-5), we would like to
underline the role of Associazione Bianca Garavaglia (ABG)
Onlus, Busto Arsizio (Varese), Italy (abianca.org), in the cre-
ation and development of the Youth Project.

In a global context of limited economical resources, a new
initiative such as the Youth Project must be financed without
encumbering the national health system (6). The economic
support of private donors—charities and benefactors—is es-
sential. Recalling the history of ABG is beneficial to show a
model of fruitful collaboration between a public health institu-
tion, such as a hospital (and a project born within its context),
and a private charity. For the last 30 years, ABG has supported
the activities of the Pediatric Oncology Unit at the Istituto Na-
zionale Tumori in Milan, taking care of research projects and
directly supporting care (with staff and assistance tools).

Recalling the history of ABG is significant for another rea-
son: it is a tale of how a story of pain can be transformed into
a story of love. Bianca Garavaglia was a 5-year-old girl with
Ewing sarcoma. Bianca lost her battle to her disease. Despite
the loss, for her mother Franca and her father Carlo, this end
became a beginning. Franca and Carlo teach us that “with love
you can keep on living”—a new life, a new strength, to fight
for other sick children. They decided to create an organiza-
tion capable of offering immediate and direct support to the
facilities currently operating within the world of pediatric on-
cology: fundraising to promote scientific studies and medical
cures, basic research, more effective medicines, equipment,
and psychological support for patients and their families.

“We are proud of our Youth Project,” says Franca Garava-
glia. “Proud to be working with this wonderful group of ex-
perts and of young people, proud of being pioneers in creating
a new model in which, together, we work to give access to
adolescent patients to the most adequate treatments, there-
fore fighting to offer them greater probabilities of a cure. But
we also commit to give them the possibility of studying, of
doing sports and having fun together with friends and peers,
telling their stories through artistic projects. This is the mean-
ing of the Youth Project” (7).

Tumorl Journal
2018, Vol. 104(6) NP1
® Fondazione IRCCS Istituto
Nazionale dei Tumori 2017
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sagepub.com
DOL: 1053016500680
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Exclusively for the Youth Project, ABG has permitted the
creation of multifunctional spaces dedicated to adolescent
patients (a study room; a multifunctional room to meet, have
fun, and engage; and a gym). It economically takes care of
the Youth Project by financing the dedicated psychologist,
the youth worker, and the trainers for the sport project, and
supporting the costs of all music (2, 3), photography (5), and
fashion (2) projects.

Andrea Ferrari, Maura Massimino

Pediatric Oncology Unit, Fondazione IRCCS Istituto Nazionale Tumori,
Milan - Italy

Corresponding author:
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Philanthropic financial supports have been of great importance in developing
many AYA programs, but it is clear that reliance on these may not be considered
sufficient since a sustainable model of care needs institutional, community and
government support.

ASSOCIAZIONE
BIANCA GARAVAGLIA ONLUS

per l'aiuto e il sostegno di iniziative
nel campo dei tumori infantili
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» Financial support
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the growth of the number of AYA patients seen at the unit

the proportion of AYA patients enrolled in clinical trials

« The path to sustainability is a challenge because enthusiastic schemes may

sometimes meet with obstacles in the form of ingrained cultures, physical the fraction of AYA patients receiving fertility preservation

space constraints, administrative and logistic issues, low prioritization, and the proportion of patients receiving psychological support
costs (particularly in these times of shrinking health care resources). the percentage of AYA patients participating in support
projects/activities
« An important aspect of any AYA-dedicated program should concern the patient satisfaction (specific survey)
ability to demonstrate its value, and therefore how to define and measure AYA research and publications
the desired outcome. community and media recognition

* Need to identified a number of potentially reproducible, appropriate
parameters for measuring the value of a program dedicated to AYA (difficult
to demonstrate to the potential for improving survival rates for the patients
involved)
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Access to care after cancer therapy
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Spaces and projects

Financial support

Metrics

Stakeholders

* The sustainable development of AYA services will
require acceptance as a standard of care at the
community and government level

* Local programs ought to be complemented by a
comprehensive approach, involving a national
program







“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
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Participation of adolescents with cancer in clinical

trials

Andrea Ferrari ®*, Archie Bleyer ®



“treating adolescents with cancer”
is very different from
“treating cancer in adolescents”
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A scoping exercise of favourable characteristics of
professionals working in teenage and young adult cancer
care: ‘thinking outside of the box’

GIBSON F., FERN L., WHELAN |., PEARCE S., LEWIS 1], HOBIN D. & TAYLOR R.M. (2012) European
Journal of Cancer Care 21, 330-339

Box 1. Top key competencies for health professionals
working in TYA cancer care

1 Expertise in treating paediatric and adult cancers.

2 Understanding cancer.

3 [Delivery of] appropriate information about the
discase.

4 Bridge between TYA need for information and

parental reaction to withholding

information.

Giving mutual respect.

Good knowledge and skills about diagnosis.

Using team skills.

oo ~ Ov W

Having time to sit and talk/spend time with young
people.

9 Helping young people express their emotions.

10 Involvement of siblings.

11 Not patronising.

12 Respect privacy.

13 Take the young person seriously.
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over Italy
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Loop: there’s no going back: A Graphic Novel
by Adolescent Cancer Patients on the Youth
Project in Milan
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Adolescents with cancer on the
Youth Project in Milan play with
their imagination and photography
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“Christmas Balls”: a Christmas carol by the adolescent
cancer patients of the Milan Youth Project
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“Summer is you": Adolescents and young adults with cancer
sing about their desire for summer
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“Christmas together with those who're leff,
here at my side, in Spirit,

our star lighting our way.

You'll be my answer,

I'll start again, become stronger”




Original Research Article

Tumori
Journal

1]

Adolescents with cancer on privacy:
Fact-finding survey on the need for
confidentiality and space

Matteo Silva', Francesco Barretta?’), Roberto Luksch',
Monica Terenziani', Michela Casanova', Filippo Spreafico',
Cristina Meazza', Marta Podda', Veronica Biassoni',
Elisabetta Schiavello', Stefano Chiaravalli', Nadia Puma',
Luca Bergamaschi', Giovanna Gattuso' (), Giovanna Sironi',
Annarita Adduci', Paolo Grampa', Maura Massimino'

and Andrea Ferrari'

Tumeri journal
[

© Fondazone IRCCS lsututs
Nazionale del Tumeri 2021
Article reuse guidelines:
sagepub.com/journals-permiss|
DOL: 10.1177/03008%1 620988
Journals sagepub.comhomeitn

®SAGE



Searching for Happiness

Andrea Ferrari, Paola Gaggiotti, Matteo Silva, Laura Veneroni, Chiara Magni, Stefano Signoroni, Michela
Casanova, Roberto Luksch, Monica Terenziani, Filippo Spreafico, Cristina Meazza, Carlo Alfredo Clerici, and

Maura Massimino



Taylor & Francis

Taylor &Francis Group

W) Check for updates

Investigating sexuality in adolescents with cancer: patients
talk of their experiences

PEDIATRIC HEMATOLOGY AND ONCOLOGY e
https://doi.org/10.1080/08880018.2020.1712502

Laura Veneroni®, Elena Pagani Bagliacca® (®, Giovanna Sironi®, Matteo Silva®,
Michela Casanova®, Luca Bergamaschi®, Monica Terenziani?, Jessica Trombatore?,
Carlo Alfredo Clerici®<, Antonio Prunas® ), Marco Silvaggi®, Maura Massimino® (@,
and Andrea Ferrari®






let our patients to tell us their stories, to tell us their needs

> a distinctive feature of the Youth Project is that it proposes
creative and artistic activities (involving music,
photography, fashion, novel writing, video productions),
offering patients novel means of expression, and giving the
medical staff easier access to their AYA patients’ world.




These projects gave our AYA patients an opportunity to get
together and share the difficult time of their treatment with other
young people going through the same experience.

An important feature of such projects is that patients can take
part in the activities organised by the Youth Project regardless of
whether they are receiving treatment at the time or have
completed their course of therapy.

» valuable both for those receiving treatment, who see those
who have finished their treatment as a positive example;

» and for those who have finished treatment and return to the
hospital just to work on such projects: this helps them to
carry on seeing the hospital as a reference, giving them a
chance to experience the passage between their life during
their treatment and their normal life elsewhere (a passage
that may be delicate and difficult).

1.

get together



https://www.google.it/url?sa=i&rct=j&q=&esrc=s&source=imgres&cd=&cad=rja&uact=8&ved=2ahUKEwil6JXWkNjnAhXSz4UKHbkAAYUQjRx6BAgBEAQ&url=https://www.pinterest.ca/pin/548876273308506249/&psig=AOvVaw2NA3_NDj0A4--Zi466uS1s&ust=1582013229660320

These projects gave our AYA patients an opportunity to live
moments of normality, reminding them that before being a
patient with cancer, they are teenagers, and finding a sense of
light-heartedness even in the middle of their hospital stays and
cures

nnnnnnnnnnnnnnnnnnnnnnnnnnnnnnn

Sex, Drugs, and Rock ‘n” Roll: Caring for Adolescents and
Young Adults With Cancer
Dy

Sue Morgan, Sinton Davies, Susan Palmer, and Meg Plaster

Promoting normalcy

One of the main challenges for young people with cancer is the
possibility to continue to live as normal a life as possible, i.e.
achieve developmental tasks, live their experiences and rites of
passage, that cannot be postponed due to the event of a cancer
diagnosis.

get together
live moments of normality and light
heartedness




1. get together

These projects gave our AYA patients an opportunity to feel 2. live moments of normality and light
important, working with professionals; this is not an easy heartedness
achievement, given that it is a critical time of their lives, when 3. tofeel important

their self-esteem might be deeply damaged.

The project involved 45 patients 15-26 years old (25 receiving treatment, and 20 being
followed up). It was the patients who chose a music project and the topic of the song: they
wanted to focus on their longing for summer, travelling, dreaming, dancing, and to bring that
energy into the hospital.

The project was scheduled to take six months. For the first three, the group of patients
worked with the Youth Project’s multidisciplinary team (a dedicated physician, a youth
worker, an artistic coordinator, and two dedicated psychologists) to pool their ideas, and
write some lyrics about summer and travelling.

They worked partly in the multipurpose room reserved for AYA patients alongside the ward
(every Wednesday afternoon), and partly from home, using the virtual room of a closed
Facebook group.

Another two months were spent on preparing the final text and putting it to music with the
help of three professional musicians, working in the ‘music room’ at the hospital.

During the final month, the song was recorded at a professional studio, where the patients
sang and some also played their musical instruments. A video clip was recorded too, partly
in hospital and partly in the recording studio.

The song was finally launched at a press conference held at the National Tumor Institute in
June 2018, and attended by the patients too.




These projects gave our AYA patients an opportunity to regain a
sense of future and longer-term planning, working on a project
expected to take several months

Their cancer obliges adolescent patients to abandon any plans
and drastically change the way they think about the future. Their
time horizon can shrink to the day they will be discharged from
hospital, or the start of their next cycle of therapy.

to get together

to live moments of normality and
light heartedness

to feel important

to regain a sense of future




These projects gave our AYA patients an opportunity to
express themselves more freely .

They need to tell their story, to themselves and others.
Talking about their disease and how they feel is of great
importance in the process of elaboration of the trauma of
the cancer diagnosis, in order to find the inner resources to
answer to the question “Why me?”.

Arts projects open a precious window on the inner world of
adolescent cancer patients, enabling us to gain a better
understanding of what they are really thinking and feeling,
directly from their own words, as a complement of
conventional methods for providing psychosocial support

>

to get together

to live moments of normality and
light heartedness

to feel important

to regain a sense of future

to express themselves




These projects gave our AYA patients an opportunity to talk
about themselves to the community and to mass-media, to
improve the general population’s awareness that even AYA can
develop cancer, and that dedicated projects are needed.

With a sense of responsibility, young patients act as
testimonials - working side-by-side with their physicians - in
schemes designed to draw the attention to the clinical problems
of AYA with cancer
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to get together

to live moments of normality and
light heartedness

to feel important

to regain a sense of future

to express themselves

to talk to the communty and act as
testimonials
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Creating beauty

Fig. 1- Patients at work in the multifunctional room at the Pediatric
Department, studying models and choosing colors, patterns, and
fabrics (photograph by Laura Larmo).

Fig. 2 - Patients at work in the multifunctional room at the Pediatric
Department, studying models and choosing colors, patterns, and
fabrics (photograph by Laura Larmo).

Fig. 3 - Patients at work in the multifunctional room at the Pediatric
Department, studying models and choosing colors, patterns, and
fabrics (photograph by Laura Larmo).

\4

Fig. 4 - Some of the patients pose at the end of the fashion show
{Photograph by Matteo Vorta).

The project attracted the attention of the mass media
and, owing to the space dedicated by the media to the artistic
aspects of the project, enabled an important message to be
circulated concerning the particular problems of adolescents
with cancer. It gave doctors a chance to make the point that
there are problems to solve concerning the early diagnosis of
adolescent patients and their access to treatment protocols.
That is why adolescents have a lower likelihood of survival
than children with the same disease. The patients involved
in the project appreciated the chance to be active partners,
together with their doctors, not only in their personal battle
against their own disease, but also as testimonials of an im-
portant message for themselves and for other patients like
themselves. These teenagers spoke about how they had to
battle not only against their disease, but also against every-
thing that the disease could mean in terms of isolation, be-
ing unable to plan for the future, feelings of inadequacy and
powerlessness, and of losing control.

Results
What the patients had to say

The fashion project proved a fundamental resource in
helping the young patients involved to regain a positive self-
image and the feeling that they could take action, both on
themselves and in their relations with others. It enabled them
to construct or reconstruct their own individuality: through
fashion, they could find fulfillment and beauty.

Valerla (a 15-year-old girl with soft tissue sarcoma) ex-
plains: “This was a creative way to go beyond the limits that
have been imposed on us by the doctors and our parents. We
created something beautiful, and not only for ourselves, but
for others too...” In their search for their own personal style
of dress, the adolescents took action not only on themselves,
but also on their relationships with other people, chang-
ing their approach to the world of their healthy peers. They
were no longer on the sidelines of what was happening in
the world; they became creators of new trends, an inspiration
for others. While fashion represents inventing beauty (for

© 2015 INTM, Italy. Published by Wichtig Publishing
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Fig 1. Patients at work with bass guitarist Faso in the multdunc
tof the

-
ute n Mian dorng the

the Pedatnc Departm

Oxygen.” Twenty 15- to 25-year-old patients took part, half of them
while receiving treatment for their cancer, the other half during their

proved a real challenge, met with enthusiasm by patients and musi
cians alike. “It gave us 2 chance to have some fun, do something
L how dhowa

Michela Casanova, Stefano Chiaravalli, Chiara Magni,

na Catania,
ia Puma, Carla Moscheo,

being” Music has an important place in every ado-
lescent’s world. It helps teenagers acknowledge and
S b i

and indistinet. Through music, adolescents can
communicate to others what they are unable to say
in words: their search for their own identity; the
sense of life love, and sex; the urge to rebek; and their
hopes for the future. Music has a cathartic effect: it
can vent emotional overload and strain, Music also
has a fundamental role in group experiences. When
people play or sing together, they live together and
contribute to a group effort, each in their own way,
doingtheir best to overcome their own limits for the
benefit of the group as a whole.

Music was chosen asa means of communication for
the adolescents taking part in The Youth Project at
the Istituto Nazionale Tumori in Milan, Italy.** The
Youth Project aims to optimize clinical care (eg.
adolescents’ inclusion in clinical trials, psychosocial
sappor, erliy-presering fclites) and devlopa
hall f treating teenag:

recording studio works,” said Elisabetta (being treated for soft tissue

sarcoma). It was an opportuniy (0 do something togethcr with

subsequent follow-up. The adolescent patients spent 3 to 4 hours with

2weeks.

a dedicated room at the hospital (Fig 1), but some were held at the

band's recording studio (Fig 2). Patients at home who were unable to

attend could join in by means of a dedicated, password-protected

Facebook profike. The project took 8 months to complete. The song
Jataspe i

(Fig 3). A video of our adolescents singing *Clouds of Oxygen” can be
found on YouTube using as search criteria the words “Nuvole di
ossigeno” (plus “English sublitles”),"' and on the Youth Project Web
site.'? Words to the song are shown in Table 1.

Writing a good-quality, marketable song with a group of teenagers
who were not musicians and had no experience in composition

Fig2 Patients at the racording stud

ograph by Marco Ubers)

e jea.ong

¢, 10 see that it wasn't just my

problem, to share anxieties and worries. Above al it was a way for me
1o tell my story.” The role of the group was hugely important, One of
the main challenges faced by adoescents with cancer s how t0 avid

tes. We asong
helped them come l\vgﬂhcr. identify with other young people with
similar problems, establish a sense of solidarity, and feel less alone in
coping with their uncertain future.

The song’s lyrics are a jumble of phrases, images, memaries,
hopes and fears, written by the teenagers—partly asa group, partly on
their own—and then pieced together with the essential help of the
professional musician. The music flowed in the same way; the teens
were asked to bring brief sequences of notes: tunes they hummed to
themselves on their mopeds, in the shower, or in the doctor's waiting
room. The musician blended all these contributions together to create
amelody that the adolescents then helped to develop. With the addi-
tion of the right chords and musical arrangements, the song came to
life. The music even contains snippets of hospital sounds, like the
thythmic hum of the chemotherapy pump and the nurses’ buzzer.

1t was the adolescents who best explained the meaning of the
Iyrics. Elisabetta said, “One of the parts I wrote is ‘Let’s get away,

fblue.’love the sea. It
of escape from daily life, and especially now that daily life means
chemotherapy. The idea of being immersed in a sea of blue can also
mean sinking into a different world,
body feels heavy and suffers. In the

Sunsets were a recurring theme,
sunsets of this workd.") Matteo (being treated for medulloblastoma)
said, “Knowing that the sunsets of this world are repeated, day after
day, helps us to remember that after sunset and the night comesa new
dawn.” Matteo also wrote, ceth if they tell you no,
things aren'tright.” He goes on to explain, “I was never cross with the
doctors, not even when they gave me bad news, or asked me to make
es. They were doing it for my own good. That is why I also

nch your
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ers, paying attention to their quality ofife, and mak
ingtime and space inside the hospital for them to be
together and to feel as normal as possible. A core
objective is to give adolescent patients  chance to
express themselves through different social activi-
ties. In a first project, the teenagers designed their
own fashion collection and organized a fashion
show. The second project, begun n 2013, focused on

music, its purpose being to use music as a form of
expression, (This is distinct from music therapy,
whichis the dlinical and evidence-based use of music
interventions as part of a therapeutic relationship
with a credentialed therapist)."’

With help from a famous Italian rock band
(Elio e Le Storie Tese) and particularly from the
group's bass guitarist Faso and vocalist Paola Folli,
our young patients wrote a song called “Clouds of
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“We can create beautiful things based on our own senses: |
create with purple like the smell of lavender and the flavor of
grapes purple like cold, melancholy and envy” (Elisa, 16 years,

Ewing sarcoma)
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“The clear horizon that you see from a mountaintop, where
you can look in every direction, feel the freedom, and see
everything distinctly after a time of darkness and uncertainty”
(Eleonora, 18 years, Ewing sarcoma)
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and swllow everything up in a sepulchral silence, ke @ swdden annthilating storm. * Luke tells
of his “fear of fimding no friends who can help him grow up.” Alex doscribes 3 recurrent
nightmare in which he “falls and is impaled on the sharp fips of the rocks ™

A cose element in the story is the concept of change: there is a before and mn afier the dhasacters
discover their superpowers. rather like the before and afier the pasents” discover they have cincer.
These changes affect both bady and mind and the pitients” nehitionship both with themsclves and
with the ousside world. The words of the tithe, there’y mo going hack, very effectivdy descnibe the
et lesson we can beaum from the young people on the Youth Project, nd thie i 10 keep looking
shead, one way or another. Their graphic novel tells us how 1o find our own convincing answers 1o
the question of what makes life worth fiving. It takes coumge wd a capacity for self-mockery to
came %0 terms with the mndom nature of cancer ("Why me?”) at an age when you should be full
of lifie and busy meetng poople. Like their charctens, our adolescent patients find a wary tolend a
new sense 1 thar lives, accepting the change and the scars. But this is a long and difficult process.
a cousse impassible 1o chart alkme. The adolescents on the Youth Project are 1dling w they noed
the help of people who can peovide comfon bt also energy and courage. They need the example
of those who have been through the same experience. That is why it s so snporant for them 1o be
piet of a group with other young people who have completed their seagments. They also need the
support of peaple like Peser Geniass, the good doctar in Sheir story, wha cam stand beside them,
withowt ever merging with thenx people who understind and accept them, while retaining the
lucidity needod 10 avoid being engulfied by ther fear. Here hies another imporntant message in the
graphic sovel: these adokscant paticnts are fragile and noed 10 be proweaied. The young patients
Kl s ey an be baave, but they dlso want 0 witness what is happening songsade their
physicians: they also voice thar feas, thes weaknesses and fradty (Clencl ot o 2008, 105-
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At aiionsandsuzoon o This is the story, told through ther own  particular gravity when considered from a room
sl s s ¥ oo raphs, of a group of adolescent patients with  at the pediatric oncology unit of a cancer center.
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Fig 1. One of the photos tsken by Matteo (treated for medulloblast
individual project on the seaich for happines:

people smiling, but the background from which they emerge is
always dark and dismal.

Lorenzo (treated for ependymoma) took pictures from
unusual perspectives (Fig 2). He explained: “My photographs are
the metaphor of how I try to deal with the obstacles that life
places before me, and how I seck happiness. I have learned how to
try and overcome the obstades from my worst limitation, the
visual impairment caused by my disease. I literally had to learn to
look at reality from different perspectives. Then I realized that I
could transform this difficulty of mine into an opportunity. I look
at reality from different angles, finding particular details that
make it special and fascinating. Maybe the important thing is not
10 see the whole picture, but to look (and live) from as many
alternative and original viewpoints as possible. This enables you
to give a different interpretation to what you see, it lets you find
something unique in every view, with the awareness that you can
find happiness in it

Two girls, Sefora and Martina, chose to photograph
themselves and tell us explicitly about their disease, in rather

frcan 0

ies Oresiogy 208

Figd Aso treated for synoval )

startling images. Sefora (treated for synovial sarcoma) removed
her wigin front of the camera, showing her bald head. She wanted
to not only produce an iconographic image of cancer but also
show how she met the challenge of the disease, looking it straight
in the face. Sefora wanted to find happiness by regaining pos-
session of her beautiful appearance, but her gesture also reveals
a sense of anger and fatigue (Fig 3).

Martina (treated for Ewing sarcoma) took melancholy

Fig 2. One of the photos taken by Lorenzo (rested for ependymomal. Lorenzo
takes photogrphs from unu: spectives because, as he himse! axpisined,

dsease has left him with 2 visual impaitment that makes him look at reaity
from different angles.

22W  ©2017 by Amarkan Socity of Chnial Orcology

pictures. “I wanted my photographs to illustrate what my search
for happiness has been like in this period of my life. On the one

Jotaeas or Cuacas, Owotoay

“linvented Super Mike to represent myself. Super Mike is
incredibly strong and he recovers instantly whenever he’s
hurt. That's how I'd like to be” (Riccardo, 20 years,
sarcoma of the meninges)

‘| literally had to learn to look at reality from different angles, finding
particular details that make it special and fascinating; you find something
unique in every view, with the awareness that you can find happiness in
it” (Lorenzo, 18 years, ependymoma,)
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a normal Christmas, something completely ordinary, with his
mum preparing Christmas dinner. The box he envisages hold-
ing isn’t a box of things he wishes for, but a box of ‘people who
are wishing,” of all the young people who are in his same situ-
ation, and who just want to be back to normal.” When dealing
with adolescent patients, it is common to see that what they
want most s to be treated like normal young people. They do
not want to be pitied; they do not appreciate special atten-
tion. They want to be like their heaithy peers, ordinary young
people like everyone else, even though they have had the mis-

© 2016 Wicntig Publizning

2 - The making of the video:
3 Christmaz party for the young
seople of the Youth Project (photo-
£raph by Veronica Garavagiia).

Fig. 3-Some of the patients poze for
the photographer together with the
musician/researcher (in the micdle)
3nd zome caregivers [photograph by
Verorica Garavagiia).

fortune of developing a severe disease (the room number 13
in the lyrics of their Christmas carol also symbolizes their bad
luck). Despite their cancer, they want the same things in life as
other people. They want to fall in love with a classmate, study
for a difficult examination, and argue with their parents over
how long they can stay out in the evenings; they want to dress
up, to get drunk on Saturday nights (8).

Lorenzo (receiving treatment for a brain tumor) told us,
“For me, the Youth Project is about entering this room and
not needing anything,” and Cristian (being treated for an

AV

“The real normal is the shape we give things” (sings Samuele, 19
years, rhabdomyosarcoma) “It is up to us, the patients, to decide
what Christmas means to us, and how we want to experience it.”
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Figure 4. Davide dressed as a motocross rider.

around me now are helping me to stay on the right path. I'd
like to become a youth worker perhaps, which ultimately
means being a superhero for children and adolescents who
arc ill" (Figure 2).

Rebecea, 19 years old: “It's really difficult to decide
what I'd like to be when | grow up. I still haven't worked
it out (too many different dreams, which one will be best
for me?). But one of my favorites is to become a scientist
or rescarcher and discover something in the medical ficld
that can make even the most awful treatments, like chemo-
therapy, more tolerable. And if we want to really exagger-
ate, | want to win a Nobel prize for my studics. I'm allowed
to dream big, right?” (Figure 3).
years old: "My ambition is to become a
r who, in his small way, can have the
inventiveness and ereative spirit to design products,
objects that can be uscful and helpful to socicty. Without

— being the inventor of the century, but trying to contrib-
Figure 2. Jart would like to be a superhero for children and ute in my own way to making the world a better place
adolescents who are Il But actually my sccret dream for when | grow up is to

stay a child.”

Davide, 17 years old: “I've never allowed myself to be
discouraged by anything or anybody, and especially not by
those who told me it would be impossible to get back to
doing everything I did before. But that's my dream and |
want it to come true. ‘Impossible is a word that doesn’t
exist in the vocabulary of a dreamer. 1 decided to take this
photo dressed like a motocross rider” (Figure 4).

Marco, 22 years old: “I've never been a dreamer. People
who know me know that I almost never dream. At night 1
sleep, and I sometimes snore. People who dream can wake
up and find that reality very often isn’t up to their expecta-
tions. I've always preferred practical things, facts, things |
can see and touch, problems 1 can look at, analyze and
solve, if 1 can. But I've increasingly realized that, rather
than *doing great things," it’s important o *be great peo-
ple.’ whatever you do. When I'm a grownup 1'd like peo-
ple to think of me and say, ‘I have good memorics of
I"'m not sure what I want to be, 1 know for certain that I~ Marco.” I'd like to be good at reading situations in life,
want to contribute to helping other people the way those  capable of adding a positive note and a good smell to other

Figure 3. Rebecca dreams to become a scientist and
“discover something in the medical field that can make even the
most awul troatments, like chomotharapy, more tolerable.”

s and making
personal lives.
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e results were

ssed the wish
ymmon theme

d. The project
n with young

INazionale dei
hone IRCCS
ogy. Psychology

frale dei Tumort,

hzions IRCCS
3 Milan, Il

“Impossible’is a word that doesn’t exist in the
vocabulary of a dreamer” (Davide, 17 years,

osteosarcoma)
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organizing complementary inf
tal, and social needs** Ond
ogy Unit's Youth Project (
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Institutein June 2018, with the AYA participants in attendance.

1.2 | Musicto tell a story: the words of our AYA
cancer patients

The major cbjective of the project was to give our young patients a
novel way to voice their hopes and fears. In the first months of the
Iaboratary, the patients produced an abundance of lyrics about sum-
mer. evenings spent gazing at the stars, making new friends, romantic
encounters, and the urge to travel. Some wrote simple sentences, in
peose and chyming verse, and some wrots longer passages. The con-

A collection of the patierts’ work won a fiterary prize orga-
nized by the Italian Association of Medical Oncalogy. an impartant
acknowledgment of all their efforts, since the firal lyrics of the song
‘contained only 3 small partof their material.
g and video cl paraliel

summer travels ing for treatments,

The video shows the patients preparing their bags and taking the ele-
vatar, they are not sure where. They emerge on floor 7% (the Pedi-

' This is 2 special pla
fiends anc fur love an musicwhere  summer arty s fll viog
(Figre 1), "M sile despite the rain, because summer is you if you
‘dance with me. dance, 3nd don't worry any more” ~they sing, and again
“Well rave tright s that when you askme where we'e going. | can

poetic,

150 to the station, catch a train, @ rucksack on my back, and
adeor fiend beside me. A night at the camsite, and one at
the hostel we draw the world witha pen and a crayon”
“You've hidden your happiness under the sand, in that spot
o the beach that you whispered tome.”

Al your fifeis asummer season, a hoday to recall ot sail
i the hold, the Northstar is waiting for youon shore.”

There were more o less explicit references to the hospital (The
Youth Project’s like a pirate ship’) and to the patients’ dfficulty cop-

Tbles1)

In the subtitle “Rain dance in reverse’, the patients wanted to
express the sense of magk they experienced: “rain washing sway the
painin your soul”~they said. O again: Here the magicisin arain dance
in reverse, because we want to make the sun shine on our life again';

inside h and
horrible: it really seemed like magic” (Figure 2).

2 | DISCUSSION

Ou the "Summer s you" he value

treatments (‘Firstof all.
thasin shiring iekde ') Some mesitoned reling couparions 10
ger “Like:a shel, you!
not here. and you've no idea how angry it makes me. Here. | swear, |
50 miss your company, but | want you to know youTl always be in my
thoughts).

of the madel and the use of creative laboratories a5 3
novel form of psychosocial spport for AYA cancer patients—through
sroup acceptance and shared emotions in a long-term project—as 3
omplement to the more traditional approaches based on Interviews.
The challerge of such projects is to let our patients know that it is
safe and often therapeutic to talk about themselves, especially to

438 PAGANI BAGLIACCA ET AL.

TasLe 2. CITATIONS FROM THE VIDEOS OR 1ROM NOTES TAKEN DURING THE MEETINGS

Tumorial title Particularly significant citations

School “I believe school is very important o getting back to everyday life. It helped me a lot because
going back to normality is fundamental: taking the bus, sitting written tests. worrying about an
oral test, instead of worrying about a possible injection.

*“To avoid being excluded, and being treated like a stranger, my advice is to talk about it with your
classmatesand teacher, becaus i you don't e ohers undertand you, they can't help you.I's
up to you to take the

Sex “*No one can tell you what Yo have s o, what you can o can't do. Nobody can stop you having
a relationship.”

““Even if there are physical changes, we aren’t changing as people.”
“When we were about 1o have sex. my girlfriend told me she didn't want to have sex with
someone who had cancer. | got dressed and threw her out of the house.

Parents “‘Parents have to strike a balance between breathing down their kids' neck and pretending they
aren't worrying about them.”

“I’s important to remind our parents that we're sick teenagers, but we're still teenagers.””

Hair ““The first thing I thought about when I found out T had cancer was losing my hair. I thought about
it all night. Our hair is part of our identit

“I don't like it when they tell me hair loss isn't a problem, and I don't like it that some doctors
don't understand the problem.”

Social networks *“When you sart sharing yoursory you have o bear i mind very clearly that you expose younelf
10 pedple’s judgement. Sometimes people’s comments may netimes
annoying and mean.
“Social media have been a way of accepting myself. If I published a photo, I was indirectly
accepting the idea of seeing myself like

Privacy “We don't have our own space any more. You can't choose your own way of doing things
because we have 1o do as we are told and we can't rebel.”
Changes s meumbk mnhanLe We discover new resources. We keamn 10 look at the world from a new,

Mzm) penple tel me | Jook stronger, mare magure. [ ctually have the impression that noting
goes in the right direction, that I'll never go back to being like I was bel
“*You can analyze and review your goals, and start again from there. The im mmm thing is for the
goals 1o be achievable, which implies accepting (not without difficulty) your limits and changes.
And then, if it takes a bit longer to reach these goals, it doesn’t matter!”

Relating with doctors  *'Before being patients, we are people: and before being doctors, they are people.”

and nurs “We wank 10 44y 1 otk dockers: take off your white coats, get ot o the role, at Jast onoe in &

while."

Ward companions ““The Youth Project gives us opportunities 1o create bonds that are true and profo
different. Meeting someone who was in the same sifuation as me was ennml\uslv mpml but
these friendships can also tum into something terribly painful.”
“ICs as if someone who is no more survives in the group. What he was, his words, his way of
doing things stay with us forever."”

After their presentation in June 2019, the Tumorials ap-
peared in various newspapers and other mass media
(in roughly 100 articles), and on TV. In October 2019, the
Youth Project was also awarded the Arete Prize for Re-
sponsible Communication for its Tumorial project.

TasLe 3. Tue List oF “THINGS TO Avoip™

Don't flit with the doctors 10 get discharged earlier Discussion
Don’t ask an anxious doctor if you can play football when

you have a

Don’t bribe the nurses to get more morphine

Don't secretly leave the hospital 10 eat an ice-cream

Remember you're bald; watch out for the sun and sunbum

Don’t arrive at the clinic with a suntan

Don't do wheelies in o wheelchair

Don’t use the floor lamp as a skateboard

Don’t have your eyebrows tattooed because you don't know
where they'll grow back

Don't cat five hamburgers and a kilo of mascarpone cheese

Don't watch “The Fault in Our Stars on your own

Don't snog while you're in isolaion

‘This is an innovative approach to communication in the
world of oncological disease in the young that can be an
extremely useful 0ol as part of their course of care.

Providing appropriate and exhaustive information for
AYA with cancer is fundamentally important. It is now clear
that teenagers and young adults go online more and more.
When diagnosed with cancer, the first thing they do is search
the web for details about their tumor, often checking for
videas on YouTube.'” Unfortunately, these media frequently
provide information that is unreliable or uscless. In a study
conducted some years ago, we investigated how many and
what types of video regarding a certain pediatric twmor

' Pacla Gaggiotti, BA!
sca Cattaneo, BSc!'
Bergamaschi, MD

and Andrea Ferran, MD'

joped @ new communication
morial, they talk about their

ck in a dedicated room near
Flves, who talked about their
used as script for a video,

involved 53 teenagers and
Jroject began. There were 23
r. privacy, social networks,
Project’s YouTube channel

al discase in the young can

ering that social networks.
In making the project, pa-

W carcgivers developed the

the questions that inevitably
" This is one of the main chal-
lents, and one of the reasons why
(and their families) as a whole,
Fofessional figures working to-
ream 4

facent’s life like a tsunami, and
ing through the same hellish
hand them and find the right
s why the Youth Project’* has
Inunication project that breaks
bout the impact of cancer, how
future, the disease’s challenges
la few little survival tricks. The
their own words, about their

“Before being patients, we are people; and before being doctors, they
are people: we want to say to our doctors: take off your white coats,
get out of the role, at least once in a while” (Matteo Davide, 24 years,
medulloblastoma)

“We'll travel at night so that, when you ask me where we're
going, | can promise there'll be sunshine” (Martina, 17
years, lymphoma)
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The Arts

cancer

Being diagnosed with and treated for cancer is traumatic
atany age, but the situation is even more difficult when
it occurs during adolescence. Young patients with cancer
are suddenly faced with a new condition that severely
Interferes with varlous aspects of thelr everyday ife
The emational responses to this new diagnosis have an
Important impact on psychological wellbeing, with an

relationships with friends and family, sense of freedom
and independence. and, most Importantly, about future
prospects. Adolescent patients have a special need to
search for ways to ensure their life i not dominated by
their disease and at the same time they must maintain a
sense of normality in their lives. Professionals who care
for adolescents with cancer must be aware that these
patients are particularly demanding, with many unmet
Needs o consider (eg. the delicate symptom appraisal
process and the complex pathway to diagnosis, which is
often delayed; access to optimal care including accrual
to dinical trals; the need for age-specific psychosocial
adhers

to treatment; the necessity for an age-appropriate
environment: the specific tssues regarding fertility and the
impact of disease and treatment on sexuality, body

and relationships with peers). and with a challenging
clinical management.

In the past 15 years, several projects (eg, the Teenage
Cancer Trust activites and the BRIGHT-LIGHT project
in the UK; the LiveStrong and Progress Review Group
programme in the USA; and the European Network for
Teenagers and Young Aduts with Cancer) designed for
this particular age group of patients have been developed,

care hasyet
An ideal programme should limit the devastating impact
that this disease might have, by attempting to reduce
Isolation through connection with other adolescents
(ward companions or peers outside the hospital), by
educating and training staff on how to manage the
emotional and developmental needs of this age group,
and by modifying the hospital environment (eg. dedicated
space with simple attendance rules, to respect the need

prevent isolation; and specific multifunctional areas with
appropriate technology) to make it more comfortable for
them.

Varlous papers have been published In the past

5 years on how adolescents with cancer Included in
the Youth Project at the Istituto Nazionale dei Tumori

bt comioncsiony Vo3 March 1020

YOU™: the sweatshirt collection created by adolescents with

in Milan (1taly) have expressed their hopes and fears, - Fesatrnskoy
their anger, and their determination to keep smiling In

creative projects involving music, photography, novel
writing, and video productions. In this project, the
boys and gis paricparing . the Vouth Prvject hare
designed a fashion collection (a range of

2019
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Experiencing Social Isolation
(Even in the Era of COVID-19 Pandemic Lockdown):
Teachings Through Arts from Adolescents with Cancer
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and alogo: YOU™. The project involved 32
15-24 years (20 of whom were receiving t
12 who had completed their course of
worked with the fashion designer Gen
patients shared their ideas, studied grag
and chose models, matertals and colours|
top-quality end-product Intended for thq
adolescents also created a trademark to id

Figee 1. The patient inthe photaJar s wearing 3 swests
of etk b et e domg o £

their fashion collection, but also the whale Youth Project

treatment and return to the hospital to work on such
projects This helps them to canry on seeing the hospitalas
a reference, giving the adolescents a chance to experience
the passage between thelr life during thelr treatment
and their normal life elsewhere—a passage these young
patlents describe as one of the most difficult in the
whole course of their cancer experience. For them, the
sweatshirts designed in hospital are emblematic of their
hard journey, a physical reminder that they can share
outside and wear in their daily Iives. As Anna, one of the
dolexcers it cance, desribes 1t °| shll we oy
sweatshirt the first day | go baci

Working on a project apu(ed 1o take several months
1o complete also enables patients to regain a sense of
plaingfor the feie. Tha cancrcilgesadescent

1ts superscript meaning to the n® powes. But the word Is
slashed by a horizontal line that, for

way me; think about the future. Their time scales can
hospital

originally represented the scar left by their Port-a-Cath
(the catheter used for their chemotherapy infusions),
which all young cancer patients have. The scar represents
an opening in their bodies not only for cances treatments
0,90 In, but also for emotions, change. colours,

and dreams to come out. This slash has been stylised,
but remains, as described by the young patients, “like
Something tha cus your adolescence in two 3 wound,

Ik

lm rebirth. The YOU™ logo is boldly stated on the front

Three of the models have the word “fuck” on the back,
to vokce the rebellious spint of adolescence, and also
the patients’ frustration with their condition. One of
the sweatshirts shows  patient’s face, partly concealed
by the same slash that cuts through the YOU™ logo
(Bigure 1). The young designers produced eleven different

o models, which went on sale at a dedicated stand in the
famous Rinascente megastore in Milan's Plazza Duomo
In December, 2019 (figure 2).

or
the start ofthei next cyde of therapy. When our young
people started working in May and June, 2019, towards.
the launch of a fashion collection In December, It gave
them a chance to think more positively about the future.
for thelr cancer,

could use their fashion ideas to express themselves, Their
choices of colours and logo revealed thelr tastes, values,
and emotions, and brought colour and beauty inside the
hospital. Spending time together during these projects
allowed the patients to experienice moments of normality,
reminding them that before becoming a patient with
cancer, they were teenagers. and finding a sense of
light-hearted relief even in the middie of their hospital
stays and treatment. At the same time, participating in
significant projects together with professionals, made
them feel important. this is not an easy achievement
considering that adolescence is a crucial time in an
Individual's life, when self-esteem can be deeply affected
by negatwe expes

goto the
=" non-profit Associazione Blanca Garavagha Onlus, which
‘Supports the Youth Project.

bewor by others, healthy young people too, promoting
meaningful exchanges. Such forms of communication
"

ghi

v 0 get together
. young people going through similar treatment. An
Important featue of such projects Is that patients can
take part in the activites organised by the Youth Project
regardless of whether they are receiving treatment at
the time or have completed their course of therapy
This approach s valuable both for patients recehving
treatment, who see those who have fnished treatment
a5 a positive example. and for those who have finished

Including the more strictly medical aspects, such as the
difficulty of accessing appropriate treatments and dinical
trials, and the need for age-specific spaces in hospitals and
dedicated projects.

Elena Pagani Bagliacca, Matteo Silva, Laura Veneron,

Michefa Casanova, Patrizia Gasparini. Stefano Signoroni,
Maura Massimino, * Andrea Ferrari

e hebncet comfonciogy Vol 21 March 2020

“Like something that cuts your adolescence in two, a wound, but also
something that duplicates it, like an opportunity for rebirth”
(Jari, 16 years, lymphoma)

dedicated to isolation, was created, with a view to tell all the
lessons that these adolescent patients recurrently deal with
during social isolation, in such a peculiar period related to
COVID-19 pandemic in which we all find ourselves living in
a somewhat similar situation, isolation, confinement, fear,
and uncertainty of the future.

Methods.

“This project was realized between April 2018 and March
2019, Participating patients were adolescents and young

of Milan, or patients who had completed their treatments
no more than | year previously. No further specific inclu-
siowexclusion criteria were used. Patients were invited to
join this initiative by the Youth Project team (that includes
dedicated doctors, psychologists, youth worker, and art pro-
ject director) and were totally free to join or not the project

All patients (o their parent/legal guardians for underage
patients) gave their written informed consent to their in-
volvement in the project (the Youth Project program is ap-
proved by the Rescarch Ethics Committee at the Istituto
Nazionale dei Tumori

As for other 1 projects,®® additional specific
professionals were involved, that is, artists, architects,
modelers, graphic designers, and photographers. These
professionals were selected by the Youth Project stff, for
their specific technical expertise, but also for their ability in

a e
lationship with young people with cancer. Professionals

FERRARI ET AL.

were explained the aims of such projects, which used arts to
offer patients a novel way to voice their emotions and tell
dhei storis, and o provide a particular form of psychoso-
cial support.

based on interviews.

Closed in the isolation room. young patients described
their ideal room, a bit real but a bit of a fantasy place that
represents their personality and their dreams. To this end.
they produced texts, images, drawings, and mus
materials ki
project: the aim was fo build architectural models, one for
cach “mom"™ (Fig. 1). To do this, architects and other pro-
fessionals tried to identify the features that better represcoied
the description made by the patients, and pre
skeaches, Thos skesches were shared with oach ptient, 1o
obtain the final three-dimensional model more consistent
with patients” original ideas.

Al the work was carried out during group meetings (or-
ganized in the dedicated mullipurpose room alongside the
pediatric unit), but was also developed “at home™" using the
virtual room of a closed Facebook group that was created for
this purpose.

“The Youth Project team (and, in particular, the dedicated
psychologists) constantly participated to all the discussions
and meetings with patients, to guarantee the complete respect
of all their psychological aspects.

Subsequently, the different rooms were ideally put to-
gether in an apartment building, which become a common
space, assembling different feelings, different music, differ-
ent cities, and different lives. The photographs of the models
and the texts were then grouped into a book, including also

, MD!' Monica Terenziani, MD
Jeazza, MD,' Marta Podda, MD
Stefano Chiaravali, MD!
fassimino, MD"

ic approach to discuss about their social
ionak 17 young patients closed in their
tasy place) producing texts and images,
l'wced to social isolation by the lockdown
h us meaningful life lessons: how social
hat is really important in life.

19

cer patients, regandless of hospitalization, find
ing an experience of social distancing for the
being sick: often an invisible barrier rises be-
(who lose their hair and are waiting for the
Ehemotherapy treatments) and classmates (who
atestat school, a kiss from the dream girl/boy,
at the beach with friends). Being left out—
as different, as sick—is the great fear of ado-
lcancer.*®
Youth Project—dedicated to adolescents
bld) and young adults (defined as up to 25 years
optimize clinical aspects of patient care (as the
linical trials, e..) and to promote a life as
iblc for the paticnts in care, by providing them
ific spaces and organizing specific activities. ™
fears, the Youth Project develops projects that
paticnts fools [0 cxpruss their experiences
ivity and art.”"” On various occasions, ado-
s have told professionals how the aspect of
. fencedby

y they
hte a project o it.

describes how a project called “Condominy™
“condominum” or “‘apantment buikding”),

. ltaly
Italy.
umori. Milan, laly

b, ialy.

“Feeling lonely, while being surrounded by people who want to give you affection;
feeling alone without friends, because your friends cannot relate to what you are
going through. To feel good about yourself, you need to accept the sense of
loneliness” (Mary, 18 years, Ewing sarcoma)
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photography. creative writi]
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After ilustrating examples {
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of lockdown—of being unal
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imori in Milan (Italy) for ado-
/A) paticnts. Alongside medi-
hticnt access to clinical trials),

particular attention to how
bviding dedicated spaces and

fic community recognizes that

SR D e FIGURE 1 Thefirst topic of the project focused on the window FIGURE2 ‘L s padleals with; schstestilly
the photagrapher proposed & andwinter arrives inaninstant. It doesn't take much, just a bit of

look outon the world (Figurd il 5 gy hi tar and an innocent smile on the face of spring, and we

pital. when you can't enjoy Davide took a photograph of the window itself,with the shutters. canreathe the susaimer aic agald’” (Danlele) s
reaming are the clouds in closed.” y Unie, Fonduzione IRCCS lsututo
stuck in bed, and | fly with mself

ffe he knew. He has spent a ot of time shut in room. and had time to hato-oncology. Ursversiy of M,
turn his gaze inwards to try and make sense of things. There are many

things he has yet to understand, but one thing is clear to him: the only.

the photographic journey

onto the outside world of pd e IRCCS lstituto Nazionale de

dows as openings that let s i
(Figures 4-6).
Istituto Nazionale del Tumori,
Figure. Front cover of the podcast. with photographs taken by the young participants. 20133, ey
frumiie

designed to draw the attention of the scientific community  Funding

PudatrBlood Cocer 2021:68:¢
hitpsidoiong/10 2f

Inconcl

tance of giving young patients with cancer a chance to freely "voice*
their emotions, and helping them process what is happening to them.
Usingart as afilter canmake it alittle easier to give vent to strongemo-
tions, while ine and

in expressing their feelings. This ultimately helps our young patients
find the resources and the venues they need to cope with the life-
changing experience of being diagnosed and treated for cancer in as
positive a manner as possible.

FIGURE 3 “Lookingat aphoto of how you were before the cancer
can hurt, butit's easier if you doit with your best friend, who has
shaved her head like you in a gesture of afection that only areal friend
can make" (Lucia)

and general public to the reality of cancer in the young
Many cancers can be cured, but only if the patient receives
the right treatment, at the right time, and in the right place:
AYAs need specialized centers and dedicated projects !
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“So | emptied the suitcase. | took out all the clothes for going out dancing
and | filled it instead with strength, hope, saintly patience, courage and
determination - and lots of pajamas, of course. | looked in the mirror and

said to myself, ‘Now it’s up to you™ .
(Giorgia, 18 years, sarcoma of the kidney)

‘Like autumn leaves, my hair falls in front of the mirror, and winter arrives in an
instant. It doesn’t take much, just a bit of sunshine, a guitar and an innocent smile
on the face of spring, and we can breathe the summer air again” (Daniele, 21
years, rhabdomyosarcoma)
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Abstract

This short piece briefly describes a creative project undertaken by a group of adolescent and young adult cancer patients
as part of our Youth Project (a scheme dedicated to young cancer patients with the dual aim of optimizing medical
aspects of their care and promoting a holistic approach to their needs, including the organization of artistic activities). In
this project, young cancer patients designed their personalized playing cards, with kings receiving chemo, queens wearing
bandanas, jacks dressed as nurses, and jokers as doctors. The playing cards, with the patients’ own words, contain a little
bit of these young cancer patients’ stories in them.
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“Talking about magic when we're undergoing chemotherapy helps us to

see beauty even where there is none. These cards depict us, and our - B niis
magicians, our doctors and nurses. Magic is something inexplicable, e /UuzT
something you don't expect, like a laugh and a hug on a pediatric

oncology ward”

(Edoardo, 17 years, osteosarcoma)




“The Youth Project gave me the opportunity to make a friend of my fears...

and we’ve even had a lot of fun...
...but you need to understand that this is Science, itis Science of the Suofl’

(Camilla, 22 years, osteosarcoma)
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vation that survival rates for patients diagnosed with cancer between 2d, depending on
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quate and equitable access to the best available AYA-dedicated programs have been launched recently in various

lescents with cancer.? The first study of the cc European nations, though their development has progressed at dif-

the accrual rate of adolescents to AIEOP center ferent rates and to different extents in different countries. For exam-

showed that only 10% of 15-19-year-old patient: Ple, in France, a national association called Groupe Onco-hematologie
AIEOP referral centers from 19890 2006,asopp Adolescents et Jeunes Adultes was born, and the Institut National
du Cancer has defined 11 AYA centers with multidisciplinary clini-
cal teams and psychosocial programs. In Spain, with a process sim-
ilar to what happened in Italy, the Spanish Society of Pediatric



2007 1 “first” AIEOP Committee on Adolescents

ltaly has tried to deal with the increasing demand for AYA-specific care and a
first nationwide project began in 2007, promoted by the Italian Association for
Pediatric Hematology-Oncology (Associazione Italiana Ematologia Oncologia
Pediatrica [AIEOP))

The AIEOP Adolescents Committee launched various initiatives, in particular,
various projects aimed to induce the scientific community to pay more
attention to these patients, and to organize educational projects designed for
teenagers and their families.




A few examples worth mentioning are:

a campaign called “There’s no reason why” (to improve
awareness that cancer can develop in adolescence)

the #fattivedere campaign (an ltalian term with the dual
meaning of “Don’t hide!” and “Get a check-up”) aimed at helping
young people to interpret any symptoms they experience, seek
medical advice, and arrive at an earlier diagnosis;
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“There’s no reason why”: a campaign to raise cancer
awareness among adolescents
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LA DIAGNOSI PRECOCE

Early diagnosis is important. It comes from you.
- Ifyou feel a pain that doesn’t have any other medical reason and that always comes back
If you have a swelling you don't know where it comes from and that doesn't heal in many weeks
If you have been feeling tired for a long time, with no clear reason
If you often have bleedings
If you have been losing a lot of weight in the past weeks
If you have a mole that changed its form, color or dimension
If you experience any long lasting symptom that you don’t understand,

Don't panic: consider there may be lots of explanations for it but just to be sure, we suggest you see your
doctor
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* a campaign called “There’s no reason why” (to improve

awareness that cancer can develop in adolescence) Among the speakers at the

convention, alongside medical and
psychological professionals, there
were also several adolescent cancer
patients involved in the Youth

» the #fattivedere campaign (an ltalian term with the dual Project.
meaning of “Don’t hide!” and “Get a check-up”) aimed at helping |
young people to interpret any symptoms they experience, seek Our patients told us what they

expected from the medical and
nursing staff taking care of them, and
what kind of facilities made life easier
when they had to spend a lot of time
in the pediatric oncology ward.

medical advice, and arrive at an earlier diagnosis;

» The congress “The hospital that I, as an adolescent, would
like”, organized by SIAMO and FIAGOP with the support of the
|talian Health Ministry




A few examples worth mentioning are:

a campaign called “There’s no reason why” (to improve
awareness that cancer can develop in adolescence)

the #fattivedere campaign (an ltalian term with the dual
meaning of “Don’t hide!” and “Get a check-up”) aimed at helping
young people to interpret any symptoms they experience, seek
medical advice, and arrive at an earlier diagnosis;

The congress “The hospital that I, as an adolescent, would
like”, organized by SIAMO and FIAGOP with the support of the
|talian Health Ministry

the “Winners’ Cup” (a football tournament for adolescents with
cancer or a history of cancer that, in its third edition in 2019,
involved young people from eight different European countries.

Tumori 2017; 103(4): e25-e29
DOI: 10.5301/1j.5000655
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over Italy
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such as the FIAGOP parents’ associations, the FC internazio-
nale Milano professional football club and its sponsor Pirelli,
and the Milan committee of the Centro Sportivo italiano (CSI)
{a national body for sports and social promotion), under the
auspices of the Comitato Olimpico Nazionale Italiano (The
National Olympic Sports Committee). The basic idea of SLAMO
was to induce its various pediatric cancer treatment centers
to form a group of adolescents, starting with a football team.
This could then prompt the development of other local proj-
ects dedicated to these adolescents with cancer being treated
at the various italian oncology units. The football tournament
was held on April 22, 2017, in Milan, at the Centro Sportivo di
Formazione Suning in Memoria di Giacinto Facchetti, owned
by the FC Internazionale. There were 12 teams involved, rep-
resenting a total of 16 different pediatric oncology centers
from all over Italy (some teams were formed in cooperation
by several centers): Milan, Monza, Genova, Padova, Rome,
Bologna, Modena, Napoli, Bari, Pisa/Firenze, Aviano/Udine/
Trieste, and Palermo/Catania. The tournament was held from
8 AM until Iate in the evening, with 3 rounds of 4 teams each,
semifinals, and finals, for a total of 22 matches (Figs. 1and 2).
Each team consisted of 12 players from 15 to 24 years old
{mainly male, but also female}, all patients who were being
treated for cancer or had already completed their therapies.
Th were ped by 4 adults physicians
or nurses, or members of parents’ associations). The Winners’
Cup thus involved 144 adolescent patients who met in Milan
to play football together and share their stories (Fig. 3). The
teams stayed 2 nights in hotels near the football field and this
made it easier for participants to sodialize. The players were
also followed by numerous supporters from all over italy, in
many cases other patients who could not play themselves for
various reasons. About 600 people watched the matches.

An event of this kind had never been attempted before
in italy. Bringing together such a large group of patients from
all over the country for such a festive occasion, to play sports
and swap their experiences of cancer, proved an extraordi-
nary success, also arousing the interest of the mass media,
including the national television channels. This gave SIAMO
a chance to bring these young people into the spotlight, tell-
ing the stories of their courage and of their ability to carry

Fig. 1 - Piayers in one of the teams taking part in the Winners’ Cup
gz each other on before the match. Picture by Pietro Ferrani.

© 2017 Wictig Publishing

Fig. 2 - An action during one of the Winners' Cup matches. Picture
by Pietro Ferrari.

Fig. 3 - Ater the prize-giving, the adolescents and the aduits
accompanying them gather in the field for 2 group photograph.
Picture by Pietro Ferrari

on normally. It was also an opportunity to speak about the
special needs of these patients, who live in a no man's land
between the worlds of pediatric and adult oncology, and who
are entitied to their own spaces and to dedicated projects.
The attention of the media was facilitated partly by

. the popularity of football as a sport in Italy, but also by

the Winners' Cup anthem, which was drculated on the
web. The song—*Uniti per vincere” (United to win) —was
written by the adolescents on the Youth Project in Milan
and the musician Stefano Signoroni {the same team pro-
duced a successful Christmas carol called “Palle di Natale™)
(15, 16). The video of the song (https://www.youtube com/
watch?v=0uwOckowzxw) also features contnbutions from
patients in Bari, Genova, and Padova. The lyrics (Tab. Il re-
peatedly say “we are,” which in italian reads exactly the same
as the acronym SIAMO.

Sport as a medicine to help combat disease
The adolescents want to “change reality.” They are “united

to win." By coming together, and playing sports together, they
want to combat the reality of their disease. For young cancer

W4
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A national project called SIAMO (Societa Italiana Adolescenti con Malattie Onco-ematologiche [ltalian
Society for Adolescents with Onco-hematological Diseases]) was launched in 2014 as an extension of
the AIEOP Committee on Adolescents.

The aim was to create a broad-based, comprehensive national platform together with scientific
societies focusing on adult oncology (and other stakeholders, such as parents’ associations).
Unfortunately, efforts to develop a genuinely effective collaboration between pediatric and adult
oncologists failed, and, given the lack of support from the ltalian national health service and
government, the SIAMO project was abandoned in June 2018
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2018 ——  “second” AIEOP Committee on Adolescents

2020 —— AIEOP Adolescent Working Group The effort of AIEOP to improve adolescents’ access to
AIEOP centers, raising awareness that adolescents can

suffer from cancer, and promoting cooperation with the
world of adult medical oncology however continued.




The percentage of adolescents treated at AIEOP
centers has increased over the years, with the
O/E ratio rising from 10% in 1989-2006 to 28%
in 2007-2012, to 37% in 2013-2017

Nowadays only a minority (20%) of AIEOP
centers still set age limits for patient admission
<18 years (and they are units with low patient
volumes).

This should be seen as an important
improvement vis-a'-vis the situation described 10
years ago, when 44% of AIEOP centers imposed
age limits at 16, 15, or even 14 years

A survey also showed that 19 AIEOP centers
now have specific projects in place for
adolescents.

Ten years ago, only two ltalian centers had
attempted to organize tai-lored projects for them)

0-14 years

1989-2006 15-19 years

2007-2012

2013-2017
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Effots to achieve a closer
collaboration between pediatric and
adult oncologists on the topic of AYAs
2018 ——  “second” AIEOP Committee on Adolescents have continued to be made, and - in
April 2021 - the Italy’s adult medical
oncology society (AIOM - Associazione
2020 -~ AIEOP Adolescent Working Group ltaliana di Oncologia Medica) joined
forces with the AIEOP to set up a
formal AIEOP-AIOM Working Group
dedicated to AYAs.

2021 ——  AIEOP-AIOM Working Group dedicated to AYAs
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Italian pediatric and adult oncology
communities join forces for a national
project dedicated to adolescents and
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to formalize the collaboration between pediatric and adult oncologists;

to raise awareness regarding cancer in AYA age by producing educational
projects and making them available via e-learning platforms;

to promote clinical and biological research on cancer in AYAs

to draw up clinical recommendations or guidelines on various topics common
to both societies;

to promote cooperation with potential stakeholders;

to establish (in an institutionally-shared document) the essential structural
and functional characteristics for a center to be considered suitable for the
clinical management of adolescent patients, with the aim of identifying a
network of specifically dedicated onco-hematological centers - be they medical
oncology or pediatric oncology units - distributed all over the country;

to earn institutional recognition in order to make the program sustainable,
make local programs part of a comprehensive national approach, and adopt a
standard of care, the final goal being to establish a comprehensive national
approach supported by the central government and the Italian national health
system;

to decide on the best approach to treating adolescent patients with onco-
hematological diseases, starting from the patients’ needs, from “what is best
for them”, and always bearing in mind the importance of involving the patients
themselves.
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