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Develop an Italian AYAO Program

Develop a Japanese AYAO Program

Andrea FERRARI

First of all, I need to tell you that I am
really proud and honored for this invitation.
And I must apologize for my impossibility to
personally come to Tokyo. I hope these slides
may be of interest for you, and I hope there
will be another opportunity for me to come to
Japan and start a cooperation on this important
topic, the development of a program specifically
dedicated to adolescent and young adults with
cancer.

I would like to start my presentation
remembering that talking about adolescence
is a risk for adults. This is a slippery zone.
Adolescence is the age of incredible changes,
the development of the sense of independence,
the limits, the relationships with peers, the
process of structuring of the identity, the
changes in the body, or in the mind and the
view to see the world, the development of
personality. ‘I don’t study, I don’t have a job,
I don’t go to the cinema, I don’t play sports,
I am not as you want”. This was written on a
wall in Milan, and it is a good slogan on what
means being an adolescent today. And so, how
is complicated the situation when suddenly, at
this critical age, the diagnosis of cancer comes.
A dramatic impact on all the different aspects
of adolescents’ life. A dramatic change of the
previous self-image, living in a body that suffers,
that do not work well, that can die, a break-
off of the process of development of personality
and identity, and the planning of the future;
the necessity to depend on adults (parents,

or doctors), exactly when boys and girls are
developing their sense of independence; and so,
withdrawal into themselves, isolation.

The last 5-10 years have been a key time in
all the world for the awareness that adolescents
and young adults with cancer are a unique
group, with special characteristics. Patients in
this age group seem to inhabit a sort of “no
man’s land”, belonging to neither the pediatric
nor the adult worlds of oncology. We had the
dissemination of international reports on limited
access of teenagers to optimal cancer services
and the lack of improvement in survival rates.
The needs of teenagers and young adults
have been often inadequately addressed
by healthcare systems, and the oncology
community are gradually becoming aware of
the strong necessity to bridge the gap in the
quality of professional care for these patients.
Coping with their complex psychological
and social needs, providing age-appropriate
facilities, inclusion in clinical trials: the adequate
management of adolescents with cancer remains
a challenge that requires broad-based schemes
involving not only healthcare providers, public
awareness, cooperative groups running clinical
trials, but also national and local governments.

I would like to briefly discuss a long list of
specific clinical and psychosocial aspects, but also
challenges in patient’s management, that mark
out being a teenager or young adult with cancer.
First, the particular tumor types that affect
teenagers and young adults (TYAs). TYAs
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have a unique epidemiology: some patients
develop “pediatric” tumors such as acute
lymphoblastic leukemia, rhabdomyosarcoma,
or medulloblastoma, and some develop “adult”
tumors, such as early onset carcinomas or
breast or cervix, or melanoma; others have
tumors where a peak in incidence is seen at the
TYA age, such as Hodgkin lymphoma, germ
cell tumor or osteosarcoma. However, SEER
(Surveillance, Epidemiology, and End Results
Program) shows that around two third of the
cancers occurring in 15-19 year-olds are tumors
most typically seen in pediatric ages. There
are some literature data that suggests that a
given tumor when arising in TYAs may have
a different biology and clinical behavior than
the same tumor type developing in children
or older adults. We have some suggestions for
sarcomas, colorectal cancers or thyroid cancers.
However the amount of such biological data is
disappointing. Also the biology of the host - an
adolescent as compared to a child or an adult
- is different. And this may have consequence
on pharmacology and toxicity profiles, for
example. Or, in this slide, the differences in
Host. Differences in body composition, hormonal
status, organ maturity (liver and kidney, for
example). All may influence drug disposition
and efficacy. As well as the behavioral pattern,
such as use of alcohol, tobacco, or illicit drugs,
or psychosocial attitude and so compliance with
cancer treatment.

There is insufficient awareness that cancer
may occur in this age group, among teenagers
and their families, but also among physicians.
The diagnostic pathways is often complex:
adolescent patients were usually not referred to
pediatric oncology units, and even when they
were, they often arrived after a considerable
delay, which likely affected their chances of
cure. In our study on 425 patients (28% of them

adolescents), the median symptom interval was

47 days for patients aged 0-14 years, and 137
days for those older than 15 years.

Psychological aspects represent a crucial
issue. Teenagers live in a complex psychological
world. Dealing adequately with their needs is
an indispensable goal of care providers. There
are many features: 1)the adaptation and the
ways of coping with illness and treatment; 2)
the importance of maintaining relationships with
peers, friends and family and living a normal
life (for example, the importance of remaining
in school or university and the relation to one’s
job); 3)the specific issue of communication (from
face-to-face communication and possible intimacy
between patients and caregivers, to the role of
social networks), the issue of information and
consensus, in relation to patient’s age and level
of maturity; 4)the peculiar behaviors of this age
and risk-taking (smoking, alcohol, substance
use, sexual health); 5)the issue of sexuality; 6)
the possibility of psychopathological disorders;
7)the compliance with treatment, adherence or
non-adherence, and the risk of refusal, rebellion
and aggressiveness, with an impact upon the
ability of doctors to deliver treatment. And
again, 8)the issues of fertility preservation, late
sequelae and psychosocial difficulties with non-
reintegration into social groups with the need
of specific follow-up and transition programs;
and 9)the issue of supportive care, with some
peculiar aspects for TYAs, concerning palliative
care, death and bereavement.

Then there are problems in clinical management
and service design. We should always take in
our mind that treatment of cancer in this age
must have the ambition to achieve a cure. A
prolongation of life with control of symptoms
is not a first goal. Never. Today we have many
data that show us a lack of improvement in
survival rates for TYAs as compared to other
age groups. For many tumor types, TYAs

survival is poorer than that of children with



the same disease. This is the most important
point of all the discussion. These figures, from
North-American registry, show that the survival
improvement — here the average annual percent
change in the 5-year survival rates — are good
for children, are good for older adults, but not
for teenagers and young adults. This slide
shows data from European registry. Survival
is better for children than for adolescents, for
leukemia, osteosarcoma and Ewing sarcoma.
35% of gap for acute lymphoblastic leukemia.
And here, again, three studies from UK, France
and Italy, that show the differences in survival
in acute lymphoblastic leukemia for adolescents
treated in pediatric or adult protocol. The
protocol adopted is a major factor influencing
survival. And here, the big difference in
survival between children and adults with
rhabdomyosarcoma. These differences in
survival may be related to many variables,
for example a different tumor biology and
aggressiveness. But we have strong findings
that suggested an important role for delivered
Many studies reported that TYAs

may have limited access to optimal cancer

treatment.

services. That have low accrual to clinical trials.
On one side, we know that clinical protocols are
a fundamental part of cancer research. Pediatric
oncologists have been striving to develop
national and international multicenter clinical
trials, and this has progressively led to advances
in the understanding of pediatric malignancies,
with a consequent improvement in outcome:
so, though pediatric cancer are rare, progress
is made because most children enter clinical
trials. On the other side, though few adult
patients enter clinical trials, progress can be
made because adult cancers are most common.
In the halfway, TYA cancer is rare and few
patients enter trials, so little progress is made.
But clinical protocols are important not only

for research, but also for quality of care and
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survival. According to SEER (The Surveillance,
Epidemiology, and End Results), average annual
percent in survival rate and the number of
cases entering clinical trials drops in TYA age
group. Always a gap in the TYA age group.
Same shape, suggesting a correlation between
the two findings. All children are virtually
treated in referrall centers, as compared to a
minority of adolescents. The different mortality
between cases treated in US Children Oncology
Group trials or outside those. A big gap. Clinical
trial improve cure rate. So the critical question
is: how improve the access to protocol for
adolescents and young adults?

A further issue regarding clinical management.
Given the peculiar pattern of tumor types, the
management of TYA patients requires effective
cooperation between pediatric and adult
medical oncologists. These patients fall between
children’s and adult services, but may also be
subject to professional competition for patient
“ownership”. It appears neither a pediatric nor
an adult clinical group can manage this group of
patients based upon their age without the active
collaboration of the other group. Currently,
however, communication and cooperation
between pediatric and adult oncologists dealing
with TY As is often insufficient. In this Editorial,
I commented on the need of harmonizing the
treatment strategy for sarcomas between adult
and pediatric oncologists. I think that sometimes
the two worlds of pediatric oncology and adult
medical oncology may appear to be worlds
apart, even when they deal with the same
diseases. We use different languages, different
classification, different practices relating to data
collection, different clinical models, different
strategy. But sometimes it seems there is scarce
will to cooperate, with the fear of losing its role
or its power. And cooperating with one another
and sharing their experiences would have

synergistic effects. This is a big challenge.
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Another issue: the peculiar aspects of these
patients need an integrated multi-professional
working team including psychologists, education
and vocational mentors, nurses, social workers,
activity organisator (with a specific training),
but also adequately specialised doctors. Each
care provider needs training in the specific
issues of TYA.

Then the issue of the adequate setting and
environment. We should take into account
the needs of privacy and dedicated spaces,
the necessity of reducing time in hospital, the
need of young people to be care with their
peers, rather than with younger children or
older adults. And then there is the concept
of the lack of dedicated clinical research and
specific biological studies for TYAs. There are
some newborn networks, but are less mature
than those dedicated to children or adults. And
another issue: the importance of partnership
with parents associations, peers groups, charities
and testimonials, that are critical aspects for
developing dedicated projects.

So, what we did in Italy. I will talk about
our local project developed in Milan, and then
about the national Italian project. Our center
is a comprehensive cancer hospital founded in
1925. It is the largest cancer center in Italy.
Here you can see some numbers. The Pediatric
Oncology Unit is dedicated to solid tumors.
Hematological cases are referred to San Gerardo
Hospital in Monza. Our Pediatric oncology unit
has beds for 23 inpatients and 12 outpatients,
for 265 new patients with solid tumors each
year. Unlike other Italian pediatric oncology
centers, that are part of children’s hospitals,
or forming 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 hospital divisions
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dedicated to adult cancers, enabling to gain
particular experience of certain tumor types
across the pediatric and adult age groups
(sarcomas for example), adult-type tumors
occurring in children (melanoma, carcinomas),
or young adults with pediatric-type tumors
(such as rhabdomyosarcoma, medulloblastoma).
As a peculiar characteristic, there are no upper
age limits for admitting patients with pediatric
cancers to our pediatric unit. We treat also 21
or 25 or sometimes even 30 year old patients
if they have pediatric tumors. This slide shows
some numbers of our unit. Among 4110 newly
diagnosed patients treated between 1985 and
2010, 26% of all cases were over 15 years of age.
A big percentage if we consider that the same
rate in other pediatric oncology centers in Italy
1s 7%. Comparing with other Italian centers,
we can see that 40% of all patients more than
15 years old with solid-tumor registered in the
Ttalian pediatric oncology database were treated
at our center. And even one in two cases of
brain tumors, soft-tissue and bone sarcomas. In
other words, these numbers demonstrated that
a particular focus on adolescents has been a
feature of our pediatric oncology unit for many
years, long before any formal youth project was
developed.

The Youth Project officially started in 2011,
with a conference entitled “Sex, Chemo and
Rock’n” Roll”. In such a period of worldwide
economic crisis, an initial proposal to create a
new unit specifically tailored for adolescents
and young adults was considered infeasible
mainly for administrative, logistic and economic
reasons. Therefore, the idea was that of
developing a dedicated Youth Project within
the Pediatric Oncology Unit, in the conviction
that adolescent patients may benefit from our
multidisciplinary team. The Project was born
as an offshoot of our existing activities, and

did not require major changes to the hospital’s



organization and administration. Patients are
admitted to the pediatric oncology inpatient and
outpatient wards, and managed by the same
multidisciplinary staff as children, but there is a
dedicated access to particular clinical services,
that have been implemented with this project,
and a dedicated access to special spaces and
activities/events are provided.

So, the project has a double objective: to
improve and standardize clinical aspects, but
also to make the hospital a “special” place for
our teenagers. In my mind, it is the concept to
create a new model of specific culture, with the
challenge to deal not only with the disease, but
with the life of our patients, their normality,
their creativity, their strength. The first of
the clinical aspect is the availability of clinical
trials. That is not a novelty, for us. But it is
important to emphasize this point for who want
to deal with teenagers. Protocols improve cure
rate. We need to improve protocols availability
for teenager. And we can say that the Youth
Project focuses on this. We have the protocols
for teenagers.

Then, the Psychological support. Three
clinical psychology specialists are permanent
staff members in our Unit, available on a daily
basis. Two of whom are dedicated specifically
to teenagers and young adults. We believe that
research also on psychological aspect is a major
issue. For example on the issue of the informed
consent for minors (a critical aspect of phase
I-1I clinical trials), or research on quality of life
and personality. In this slide there are some
papers we published on these topics. Of interest,
in a study on the pattern of referral and reasons
for psychological consultation, we demonstrated
that adolescents require different psychological
support than children. To give an example, the
number of psychological interviews per patient
was 2.8 for children and 7.8 for older patients,

and long-term psychotherapy was needed for
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1% of patients under 15 and 10% of those >15 years
old. The study also confirmed that adolescents
are complicated and have particular emotional,
social and psychological problems, very diverse
levels of maturity and different needs, and
how they cope with the trauma of cancer can
consequently vary enormously.

Also spiritual needs are important. The
hospital priest closely cooperates with us, and
he is probably one of the few priests in the
world able to publish on international scientific
journals. In fact, adolescence is also the age of
the fundamental existential issues (who am I?
where am I going?), and dealing adequately
with these needs of faith, trust and hope is an
increasingly indispensable goal of care providers.
We believe that the spiritual assistant should
not be considered a resource only at the time
of the end of life, or called in to see a patient on
request, as a spiritual emergency assistance. We
think that only the constant and active presence
of the spiritual assistant in the hospital wards,
from the beginning of the cancer journey, may
permit to establish a genuine relationship and
therefore respond to spiritual appeals, without
any purpose of converting anyone to a given
cult. Moreover, the need to protect patients’
rights in the widest possible sense has moved
the Joint Commission for Accreditation of
Hospital Organizations to state that a modern
hospital should have in place a process to
respond to patient and family requests for
pastoral services or similar requests related
to the patient’s spiritual and religious beliefs,
irrespective of their chosen cult.

This suggests that corrective actions would
be necessary at multiple levels, that means
educational measures for teenagers and their
families or designed for school staff, training
programs for healthcare operators, university
courses, or refresher courses for general

practitioners. Within our Project, we have
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decided to focus on Internet and YouTube as a
tool for communication and intervention. If we
want to talk with teenagers, with must learn to
use their language, their modern technologies.
We went to see how many videos were on line
talking on rhabdomyosarcoma, as an example.
We found only one informative video, and
many videos talking about personal unlucky
stories. We therefore decided to provide the
right information. We built a video library,
another website, where a lot of videos that
inform patients and family, but also people
in general, were available. Videos done by
care providers, describing with simple words
signs and symptoms of the different tumors,
how to reach referred hospital, what are the
therapies. But also talking about psychosocial
needs and support, for example. And there are
also videos of patients, our first testimonials.
Teenagers that tell their histories. The voice of
adolescents.Then we developed a close platform
on Facebook. To talk with patients. We organize
the events of Magic Time. Also to learn how
to use the social networks, that may be a
wonderful and powerful tool, but may have also
some risks *** as a change in relations between
health professionals and users, possibly making
it difficult to keep private and professional
lives separate; or an unrequested exchange in
the group of information about the (possibly
unfavorable) clinical course of a disease of other
patients.

Another area of activity concern the return
to school after cancer diagnosis and treatment;
a large project in cooperation with the Milan
State University and the San Gerardo Hospital
in Monza, supported by the Near/Magica Cleme
Foundation, has led to the production of a movie
on teenagers with cancer (entitled ‘I like that
tall guy with the crutches”). The movie has
been shown in secondary schools and also at

oncology meetings and medical schools (as a
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teaching tool). Various Italian newspapers have
talked about this project. School and job support
i1s another important service. Schooling activities
are fundamental in reducing teenagers’
maladaptive reactions to their disease and
avoiding the negative impact on their future
social life of losing a year at school. Three
levels of intervention are organized: a) efforts
to enable patients to attend their own school
regularly, whenever possible; b) a hospital-
based school for when patients are admitted
to hospital or obliged to stay far away from
their homes for lengthy periods, from example
patients coming from outside the area to receive
radiotherapy; and ¢) a homeschooling program
for patients unable to attend school. Four
teachers including three high-school teachers
and five educators are part of the unit’s team
and cooperate directly with patients’ own school
teachers. When dealing with young adults, the
unit’s team may also need to address problems
relating to a patient’s job and our social workers
have a major part to play.

Preserving fertility is a major issue for
TYA patients needing radiation to the gonads
and chemotherapy regimens containing
alkylating agents. Cooperation with gynecology
departments at other hospitals in Milan
enables a sperm cryopreservation service
to be routinely offered to boys at risk of
temporary or permanent azoospermia before
they undergo cytotoxic therapy. More recently,
cryopreservation of oocytes has also become
available. Oophoropexy is considered for all
female patients needing pelvic irradiation. It
is very important to tell patients about the
risks to their fertility and the psychologist is
usually involved in doing so, because potential
damage to their reproductive capacity can have
a devastating impact on young people. Another
major issue concerns the possible impact

of cancer on an individual’s psychosexual



identity, maturation, and sexual function, and
this is a further area of intervention for our
psychologists.

The access to care after cancer therapy is
another important service. The issue of access
to appropriate medical care for teenagers and
young adults who have successfully completed
their cancer therapy is a major challenge for a
dedicated TYA program. Most of these patients
require careful long-term monitoring because
of the risks of relapse and sequelae. In addition,
competent and appropriate psychosocial follow-
up is needed, partly to identify unexpressed
needs and any psychopathological consequences
of the cancer diagnosis and treatment, which
can significantly affect these patients’ future life,
and partly to help adolescents who are cured
of cancer reach an independent adulthood.
Various models have been suggested for an
adolescent’s access to care after cancer therapy
and the transition from a child-oriented to an
adult-oriented healthcare system has sometimes
reportedly been traumatic for patients. We adopt
a flexible models that are adapted to patients’
different ongoing needs in the light of their prior
clinical history. Long-term survivors continue to
be managed by the physicians who first treated
them and, although two permanent members
of staff are especially dedicated to this service,
all clinicians are involved in the follow-up. Visits
are scheduled according to the characteristics
of each patient’s cancer and its treatment, and
are generally continued up to the tenth year
after completing cancer treatment. Afterwards,
follow-up is tailored to the different situations
based on at least 3 possible options: 1) yearly
contact by phone for “low-risk” cases, that
means patients who were not heavily treated
(no radiation or alkylating agents) or who carry
no risk of functional sequelae; 2) in selected
cases, when specific expertise is required (for

example, melanoma patients are probably more
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adequately monitored by dermatologists),
a transfer to our departments for adults is
proposed (single-site switch model), although
the link with the pediatric staff is maintained in
order to update the pediatric oncology database
and support the patient’s transition; 3) for “high-
risk” patients there are dedicated programs, for
example physical, neurological and psychological
rehabilitation programs for survivors of brain
tumors, accurate cardiologic monitoring for
patients treated with anthracyclines, endocrine
function monitoring, early breast screening
after radiotherapy to the chest wall (and,
more in general, for radiation-induced second
neoplasms).

Then, our unit is partner in the European
PanCare network, the aim of which is “to ensure
that every European survivor of childhood and
adolescent cancer receives optimal longterm
care’ by developing dedicated collaborative
research and activating forms of cooperation
with the European Community to increase
awareness of the problems involved and to find
dedicated funds.

If the first objective of the project was that
of implementing the access to clinical services,
the second was that of providing dedicated
spaces and activities, to make the hospital a
special place for our teenagers, to help them
feel more at home in an hospital originally
designed for children. So, the Youth Project
has provided suitably equipped, multifunctional
dedicated spaces where AYAs can socialize
and occupy their time in recreational activities.
These rooms were provided by converting
three rooms previously used for other purposes
(two laboratories and a nurses’ locker room).
Then there is the 30 m® multifunctional room
for socializing and recreation with couches,
TVs, computers with connection to the Internet,
musical instruments, a library with books,

magazines and DVDs, a radio, a corner for face
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makeup. This is the room when we organize
special activities. Activities, events, and courses
are part of the format “Magic Time" is the that
includes, dedicated to arts, photography, music,
new technologies, and that involve various
professionals working with the patients. The
first major project, in 2012, was the stylist
collection, made by the patients, which has its
own brand (B.LIVE), the fashion parade, the
book. Our patients worked for various months
with a famous Italian stylist, Gentucca Bini.
These are our teenagers in developing the
stylist collection. It is important to note the role
of Fashion in helping them in overcoming their
limits, those imposed by the disease. Fashion
means creating the Beauty, for him or herself,
but also for the others --- and this happens in
the same place where the body suffers---. The
day of the fashion parade was unforgettable.
Our patients helped the professional models in
getting dressed. And Italian mass medias were
impressed by this activity, and it was a great
opportunity for us to talk about the problems of
adolescents, also to talk to many people, TV and
newspapers about the clinical issues as the lack
in access to care and clinical trials. The second
big project, in 2013, was the creation of a song,
“Clouds of Oxygen”, written by our patients
with a famous rock band.

Then, the 30 m* gym, built on the same
floor as the inpatients ward, with an exercise
bike, a rowing machine, treadmill and
various other equipment, and with a group of
personal trainers with specific skills (also in
physiotherapy and management of disabled
patients) periodically available to assist patients
at the gym. Sport is an essential part of the life
of boys and girls. Like toys for small children.
It is important for patients maintaining their
body active, feel themselves as having a body
that works. These pictures show the opening

ceremony of the gym, with famous sportsmen
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at the machines. And we have also outdoor
activity. These are our patients on a sailing
boat. A fantastic experience. And again,
newspapers talking about our project! This slide
to say that nothing would be possible without
our philanthropic support. The limited budget
of hospital administrations is an obstacle to the
development of any new scheme. The charity
called the Associazione Bianca Garavaglia has
been supporting our unit for 25 years and
recently adopted the Youth Project as its main
objective. Like other charities elsewhere, for
example the Teenage Cancer Trust in the UK
and the Lance Armstrong Foundation in the
USA, this association has made an important
contribution not only to covering the costs,
but also to stimulating new ideas and actions.
More recently, this charity has been helped
by another partner, the Near/Magica Cleme
Foundation, which focuses particularly on
organizing activities and events.

And then we have to talk about the national
activity. In Italy, the first action to implement
specific programs tailored to TYAsS arose
from the pediatric oncology community, from
the pediatric cooperative group Associazione
Italiana Ematologia Oncologia Pediatrica
(AIEOP). AIEOP has been founded in the
late 1970s to improve the quality of care for
pediatric cancer patients by creating a network
of Italian pediatric oncology centers (54 centers)
and promoting multicenter clinical trials and
research, coordinating national protocols; and
establishing international cooperative schemes.
A formal Committee on Adolescents was
officially established in 2010. In light of previous
research indicating adolescents’ limited access
to dedicated cancer centers and under-accrual
into clinical trials, the first objective of the
Committee was to investigate whether this
was true also in Italy. This study went to

compare the number of 15-19-year-old cancer



patients treated at AIEOP-affiliated pediatric
oncology centers to the number of cases
expected to occur in Italy based on incidence
rates obtained from population based cancer
registries AIRTUM. The ratio of observed to
expected (O/E) adolescents was compared
to that in children aged 0-14 years old. The
study included more than 22,000 cases, of whom
1743 were adolescents. We found that the O/E
ratio was only 0.10 for adolescents, as opposed
to 0.77 for children. For some specific tumors,
this ratio was 1 for children, that means that
100% of cases were treated in AIEOP protocols.
For adolescents, at the best it was 33% (for
sarcomas). This ratio increased gradually over
the years. However, it emphasized that the
AIEOP network was far less effective in serving
adolescents than children. Mass media largely
talked about this study: “adolescents in the no-
man lands” says this paper. Given these results,
the Committee launched a survey to investigate
whether a possible reason because adolescents
were not accessing AIEOP units was the
existence of rigid upper age limits for admission
to pediatric cancer units and pediatric hospitals.

The study shows, first of all, a great
variability in the age limits adopted at pediatric
oncology centers in Italy. Most of the pediatric
oncology units were within pediatric hospitals.
This slide says that 46% of centers used upper
limits as low as 16, 15, or even 14 years old,
while other 39% placed a limit of 18 years of
age. In principle, centers with such age cut-
offs reject patients over the upper age limit
even if they suffer from tumors typical of
childhood, such as rhabdomyosarcoma or acute
lymphoblastic leukemia. In fact, the arrow show
that a correlation exists between the presence
of an upper age limit and the overall number
of adolescents treated. Of interest, centers with
age limits fixed at 18 saw a limited number of

not only 18-year-olds but also those aged 15-17.
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This slide shows the soft tissue sarcomas cases
enrolled in the European protocol EpSSG from
2005 to June 2011 by Italian AIEOP centers,
according to age (rhabos in orange, non rhabos
in green). Two big centers forming part of
children’s hospitals - the Gaslini Hospital in
Genova and the Ospedale Pediatrico Bambino
Gesu in Rome - had upper age limits for patient
admission fixed by the hospital administration,
and so have a low median age of treated
patients, and do not have patients older than
15. Padova University is part of a large general
hospital, has a flexible upper age limit for
patient admission of 18 years, and its median
age is higher. Our center is the only Italian
pediatric oncology unit forming part of a large
referral cancer hospital, with no fixed upper
age limits for admitting patients to the pediatric
unit: the median age of sarcoma patients is
higher and also adolescents are treated.

So, this slide is one of the first slide we
used talking about the Italian Committee. The
Mission, to ensure that Italian adolescents with
cancer have prompt, adequate, and equitable
access to the best care in order to optimize
their treatment outcomes and quality of life.
The first aim, that of increasing the number
of adolescents referred to pediatric oncology
units. But also the critical comment that it was
clear that for this to occur, pediatric centers
must demonstrate commitment, such as having
the adequate infrastructure for clinical trials
access, age-appropriate psychosocial teams,
supportive care projects, fertility programs, and
plans for transitions in care, just to make some
examples. As one of the first action, an official
document was submitted to AIEOP centers’
administrations and boards, with the aim of
removing administrative barriers and raising
the institutions’ upper age limits for patient
admission. We decided to focus on an age range

that can be managed in the pediatric setting:
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adolescents (15 to 19 years old) and young
adults (20 to 24 years old) with pediatric-type
tumors. The age range is an interesting issue,
and there is no a formal and official age range
used by everybody involved in TY A oncology.
This slide tells you that we have three TYA
local projects ongoing in Italy: our, in Milan, a
similar project in Aviano, arising from a from
medical oncology ward, and a regional project
in Liguria. Notably, these projects developed
in completely different local settings, but as
common denominator as the effort to establish
a fruitful cooperation between pediatric
and adult medical oncologists, regardless of
their origins. Then, the slide shows further
actions of the National Committee: Improving
awareness at various levels with major effort
in public information and education programs,
the cooperation with other AIEOP disease-
specific working groups, and the collaboration
with the FIAGOP, the Federation of parents’
associations. I am proud to say that our activity
has been recognized at an international level:
changing the landscape of service provision
for adolescents in Italy, says this Editorial.
But we strongly believed that this was not
enough. A further step was necessity, that it
is to evolve from a pediatric oncology-based
committee on adolescents to a national broad-
based task force dedicated to adolescents and
young adults, forming an official structure which
can be accessed by public authorities. With
the full involvement of adult medical oncology
groups, the aim to achieve the Ministry of
Health’s formal support, and cooperate with
other international groups involved in the field.
A structure formed by our Italian pediatric
association, but also by the adult medical
oncology and hematology associations AIOM
and SIE, and the parents associations, and all
the possible stakeholders, cancer survivors,

testimonial, charities, friends. The process is
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ongoing, and STAMO will be probably the name
of the group, Societa Italiana Adolescenti con
Malattie Oncoematologiche. We are planning
to clearly write in the National Cancer Plan
that TYAs with cancer must be a priority
for Italy: an age group requiring a special
attention, the collaboration between adult
and pediatric oncologists, new research. And
we want to clearly define within the National
Cancer Plan the specific criteria to allow centers
(whether they are pediatric or adult units)
to treat adolescents with cancer. Form the
absence of restrictive age cut-offs to the need
of multidisciplinary team and cooperation ped /
adults, the need of adequate setting and staff, or
specific programs for fertility preservation and
transition.

Finally, here you find the different countries
that already established national comprehensive
programs for TYAs with cancer. UK, US,
Canada, Australia and recently France. All
these projects have a formal support from the
Health Care System and Ministry. Some of
these groups are working for the scope of a
joint European project, launched by ENCCA
- European Network for Cancer Research
in Children and Adolescents: “Improving
Outcomes for Teenagers and Young Adults
with Cancer”. For a new network, the European
Network for Teenagers and Young Adults with
Cancer - ENTYAC, with various objectives,
as you can see in the slides. From education to
clinical trial to biological research. Though the
ENCCA project was a pediatric-based initiative,
ENTYAC includes adult oncologists as well
as pediatric oncologists, taking the view that
TYAs with cancer deserve collaboration to give
them the best (not the worst) of both worlds.
A key mark of ENTYAC is the full involvement
of all the possible stakeholders, notably patients
themselves, but also the range of excellent

caregivers and charities. Patient’s voice is of major



importance: young people influence politicians
more than professionals, and can achieve
results at level of local hospital service planning,
national service policy and even in the European
Parliament. The role of charities is fundamental;
more than meeting some costs of services
and research or service development projects,
but coordinating service user involvement,
engaging clinicians and researchers, stimulating
ideas and actions by bringing ideas from
outside the healthcare sector, and convincing
the community and governments to accept
the development of a new dedicated TYAs
oncologic discipline and dedicated services as a
standard of care.

-+ and I want to conclude with the words
of Ambrogina, 19 year old girl affected by
rhabdomyisarcoma. “Always smile!” - she
says - ‘I was in a traditional bed, in a general
hospital tailored for adults - the diagnosis came
later -+ I was a rare and interesting case “**”
And then: “throughout many vicissitudes, we
finally arrived in the Pediatric Oncology Unit of
the INT --- they gave a name to my illness, they
took care of me as person ‘** few minutes after
my admission, it was clear that the priority was
me, my life, my projects”. When she arrived
to my Unit, after a 12 months of delay time,
Ambrogina had an advanced and metastatic
disease. She died two years after the start of
chemotherapy. Smiling. Thank you very much
for your attention.
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Experiences and Emotions of Mothers Had When They Encountered
Problems About School Transfer of Children With Cancer

%
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Kobe Tokiwa University, Faculty of Science, Department of Nursing

Abstract

This paper explored experiences and emotions mothers had when they encountered problems about
school transfer of their children suffering from cancer, and the author suggested there should be a more
efficient and integrated school transfer support system for the mothers. In the beginning of their children’s
hospitalization, the mothers just became disturbed and distressed. Gradually they looked at the situation
in more positive ways, and decided that their children should change schools. While struggling for their
children, they confronted challenges, such as negotiating with established institutions, or meeting their
children’s wish to attend school events like an entrance ceremony. They also suffered from a sense of
alienation or felt unease about absence of face-to-face interaction with teachers. They got through all these
difficulties by themselves with support from teachers either at regular schools or special needs education
schools. Eventually they accepted that they had no other alternative but to choose special needs education
schools. However, not every case turned out to be successful. Some mothers felt anxieties about their
children’s school life. It is crucial, therefore, to investigate and reform the existing school transfer system,
and to organize a cooperative structure where healthcare providers, school officials and teaching staff, and
parents work together to support mothers of children with cancer.

Key words : children with cancer, mothers, school transfer system, special needs education school
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Interaction Between Mother and Infant With Blood or Immune Disorders
: Focus on Characteristics and Factors
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3) WEER R KRFESETA BB Medical Hospital of Tokyo Medical and Dental University

Abstract

The purposes of the study are to explore the characteristics of 1) mother-infant interaction in play, 2)
development of infant with blood or immune disorders and 3) mother’s parenting stress, mental health and
anxiety, and to examine the relationship between the quality of interaction and several factors. Subjects
were eight pairs of infants with blood or immune disorders and their mothers. They were compared with
other eight pairs of healthy infants and their mothers as a control group. We used JNCATS to measure
mother-infant interaction. Development of infants was assessed with the Enjoji developmental test. Mother’s
mentality was assessed with self-completed questionnaires that were PSI, SUBI and STAI for Japanese.
Mothers who have infants with blood or immune disorders were significantly higher sensitivity in their
interaction. While mean score in cognitive development of the infants tended to be low in case of getting
outpatient treatment, and their language development tended to be delayed. Mothers who had high-risk
scores in the psychological scales tended to have children with developmental delay, multiple children and
less support by family. As a result, this study showed tendency that mother-infant interaction, development
of infant and mother’s mentality were related each other.

Key words : blood or immune disorders, infant, mother, mother-child interaction
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Long-term Involvement of the Mother Concerning the Announcement of the
Childhood Cancer to Her Daughter Who Underwent Surgery in
Pediatric Solid Malignant Tumors in Childhood.
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1) B RFRFBEREFIIZERHE L RIEEFE  School of Health Sciences, Niigata University.
2) BHEBRFRFREFWIZER  Graduate school of Health Sciences Gunma University.
3) <y 7 rrERKY:  St. Marianna University School of Medicine.

Abstract

[Objective] We clarified the experience of a mother whose daughter had experienced childhood cancer,
which was a pediatric malignant solid tumor, regarding what kind of feelings she had and how she told her
daughter about her childhood cancer history through some cases. Then we examined the nursing support.
[Method] The subject was a 60-year-old mother whose daughter had experienced childhood cancer, which
was a pediatric malignant solid tumor. Our research was based on the qualitative descriptive method. A
semi-structured interview method was conducted. The interview was about the mother’s experience and
feelings regarding how she told her daughter about the childhood cancer. The interview was conducted
after obtaining an approval of ethical review of the target facility.

[Results] The mother thought about how to tell her daughter about the childhood cancer history during
her puberty due to the necessity of self-care. However, she decided not to tell her at that time because
she thought it could have an adverse effect on her mental state because of her delicate and unstable
psychological state. When the daughter was in her 20s, her father experienced the onset of cancer. At that
time, the mother decided to tell her the truth.

[Consideration] Telling her grown-up daughter about the childhood cancer history was a big challenge for
the mother, so she had been frustrated. The mother was looking for the best time to tell her while taking
her daughter’s psychological state into account.

Key words : mother, pediatric malignant solid tumor, telling
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