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Abstract: Adolescence is a particularly complex time of life, entailing physiological, psycho-
logical, and social changes that further the individual’s cognitive, emotional, and social growth.
Being diagnosed with cancer at this time can have important consequences on an individual’s
emotional and physical development, and adolescent and young adult cancer patients have par-
ticular medical and psychosocial needs. Patient—physician communications are important in any
clinical relationship, but fundamental in the oncological sphere because their quality can affect
the patient—physician relationship, the therapeutic alliance, and patient compliance. A major
challenge when dealing with adolescent and young adult patients lies in striking the right bal-
ance between their need and right to understand their disease, treatment, and prognosis, and the
need for them to remain hopeful and to protect their emotional sensitivity. We herein describe
the activities of the Youth Project of the Istituto Nazionale Tumori in Milan, Italy in order to
share a possible model of interaction with these special patients and the tactics our group has
identified to help them communicate and share their thoughts. This model implies not only the
involvement of a multidisciplinary team, including psychologists and spirituality experts, but
also the constitution of dedicated creative activities to give patients the opportunity to express
feelings they would otherwise never feel at ease putting into words. These efforts seek the goal
to minimize the potentially traumatic impact of disease on the patient’s psychological well-being.
Our group focused also on communication using modern media as vehicles of information, eg,
integrating the use of social networks in the involvement of patients in adolescent- and young
adult-dedicated activities and uploading informative videos on YouTube.

Keywords: relationship, teenagers, psychology, spirituality, art, social network

Introduction
Adolescence marks an individual’s arrival at the crucially important crossroads between
childhood and adulthood, when particular physiological, psychological, and social
changes take place that lead to their cognitive, emotional, and social development.'?
It is a highly complex time of life. Though all the changes involved are needed in
order to enter adulthood, adolescents often worry about “losing themselves”.> They
are torn between their newfound desire for independence, and their lingering need for
adults to care for them.?

Being diagnosed with cancer in this particular phase of an individual’s development
can have important emotional and physical consequences. Adolescent cancer patients
need to be seen as special cases with particular medical and psychosocial needs.'*3
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Oncologists should concern themselves with ensuring that
young cancer patients maintain their social relations with
their peers, nurture new relationships, and do not abandon
the path toward independence while they are being treated.
Their cancer should not be allowed to interfere with their
development of their own, mature personality.®

Patient—physician communication
Patient—physician communication is hugely important in
any clinical relationship, but even more so in the case of
oncological patients because of the dramatic impact of their
diagnosis and long-term treatment, which obliges patients to
engage in long-lasting relations with their physicians. The
quality of the information they are given, of the link that is
established, and of the consequent patient—physician rela-
tionship will always affect the therapeutic alliance, patient
compliance with proposed treatments, and the patients’ and
their families’ satisfaction with the health services.””

By the end of the 1990s, it had been established that
adult patients have the right to take part in the decision-
making process concerning their treatment. Patients must
be able to make a decision based on their full and adequate
understanding of all the detailed information they receive
from their care providers.!®!! As a rule, physicians do not
question adults’ capacity to make their own treatment-related
decisions.!? When it comes to children, their participation in
such decision-making processes will depend on their age and
developmental level. The physician’s communication meth-
ods have to be adapted to each child,'>'* who must be fully
involved in deciding the treatment they should undergo.®®

One of the greatest challenges when dealing with ado-
lescent and young adult (AYA) patients lies in striking the
right balance between their need and right to understand
their disease, treatment, and prognosis, and the need to
keep them hopeful and protect their emotional sensitivity.
The International Society of Pediatric Oncology (SIOP)
guidelines underscore the importance, when communicat-
ing with AYA cancer patients, of giving them information
proportional to their age and maturity.*'* In many countries,
the lower limit for legal capacity is set at 18 years of age,
beyond which patients must personally consent to any treat-
ment they receive. Although an adolescent under 18 years
is not legally entitled to accept or refuse a treatment, it is
nonetheless crucial to ensure their understanding and obtain
their assent.®!"> Like the SIOP, several international conven-
tions — such as the United Nations’ Convention on the Rights
of the Child,'® the Convention on Human Rights and Bio-
medicine,'® and the European Convention on the Exercise of

Children’s Rights'” —impose respect for minors’ rights within
the health care system. These conventions establish the need
to consult children and take their opinion into account during
the decision-making process regarding their disease.

The SIOP has also been concerned with the psychosocial
aspects of a cancer diagnosis in pediatric age. A Working
Committee on Psychosocial Issues in Pediatric Oncology was
formed by the SIOP after the SIOP first officially acknowl-
edged the need to recognize the importance of psychosocial
issues in the care and treatment of children with cancer in
1991. Over the years, the SIOP committee has worked on
various issues and published numerous documents to promote
psychosocial support intervention in pediatric oncology,
and to integrate it in the model of care.®%!*182> Core aspects
in the pediatric oncology setting concern: the need for a
multidisciplinary team comprising different professionals
coordinated by the pediatric oncologist; the establishment
of a therapeutic alliance between the medical staff and the
patient’s family, which implies actively involving the latter
in the patient’s care; and focusing attention on the patient’s
needs. Communication with patients must be adequate and
appropriate for their age and developmental level.!* Listening
carefully to patients and obtaining their consent to treatments
(consistent with their age and ability to understand) are
essential to patient compliance, so patients should have an
active role in making decisions that concern them.?

The pediatric oncology community has made more
progress than other medical specialties in this field, having
promptly recognized the importance of addressing new
social and psychological needs within the patient—physician
relationship.’ Compared with any other branch of medicine,
and adult oncology in particular, pediatric oncology has
certain features that have played an important part in focus-
ing attention on these fundamental issues. First, the ratio
of pediatric oncologists to patients in a typical pediatric
oncology unit is generally higher than in an adult oncology
department, and this makes it easier to establish stronger
relationships with patients. Second, pediatric oncologists
have always been more exposed than other specialists to
patients’ and their families’ emotional issues, given the
dramatic impact of a diagnosis of childhood cancer. Third,
the patients’ physiological growth is a major concern in the
pediatric oncology setting, and any neoplastic disease and
its treatment should be allowed to interfere as little as pos-
sible with the normal physical, emotional, and psychosocial
development of patients of developmental age.®

After a consensus conference in 1997, the SIOP Working
Committee on Psychosocial Issues in Pediatric Oncology
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stated that communicating a diagnosis should not be an
isolated event in the patient—physician relationship. It should
be the first of many steps in what is called a “communica-
tive process and relationship” between the multidisciplinary
health care team, patients, and their families.®!* A diagnosis
must be communicated in a manner that responds to patients’
and their families’ needs, and their different levels of prior
knowledge and awareness, in order to gain the confidence
of the parties involved. The guidelines were written with
special reference to pediatric patients, but are also applicable
to AYA cases.

The health care staff’s open, honest communication with
patients and families, and the latter’s involvement in mak-
ing clinical decisions, are considered extremely important
to assuring a good compliance with the treatment.>!82¢ This
is not always feasible, however, so it becomes important to
make the model they use adaptable to different situations. It
is also important to identify the most suitable setting in which
to communicate and receive a cancer diagnosis: this should
be a separate space, a quiet and comfortable room,'* where
interruptions can be avoided; the encounter should be handled
by the head of the pediatric oncology unit or a senior member
of the medical staff, with the support of another member
of the staff; and both the young patient’s parents should be
present. Other relatives, the family’s local physician, or close
friends may attend too, with the family’s consent. Patients
should take part in this meeting as well, adapting the setting
to their age and level of development. It is fundamental to
inform patients in an age-appropriate manner about their
disease, the planned treatment, and the general prognosis.
Information about the possibility of side effects, the duration
of treatments, and the related pain and distress should not be
omitted, otherwise patients might lose faith in their parents
and the medical staff when they begin to experience these
aspects. Most patients want to be clearly informed, and this
is especially true in the case of AYAs. The information they
demand often goes beyond the characteristics of the disease
itself, also concerning whether they will be able to maintain
the current lifestyle and routines. The specialists should
explain the situation accurately to their patients and help them
voice their questions and worries, demonstrating that they
trust them and respect their rational and emotional concerns.
A member of staff should also conduct a separate, private
session with patients (especially in the case of teenagers and
young adults), where the health care operator should elicit
patients’ questions and concerns about their disease and its
treatment that they may not wish to share with their parents.
The specialist should encourage them to talk openly and

frankly with their families about the disease, its treatment,
and their intellectual and emotional needs.’?” All these steps
are essential to enable patients and their families to feel at
ease about asking the staff for support and help on a variety
of issues, if necessary.!*

The development of communication strategies dedicated
to AYA with cancer still remains a challenge. In particular,
it is difficult to propose and validate shared evidence-based
guidelines. Similarly, up to now, the development of AYA
cancer programs has been ad hoc rather than systematic, with
no international guidelines nor methods to address all these
issues typical of AYA patients.?® As the few existing AYA-
dedicated programs have not been systematically evaluated, it
is not clear whether they impact upon determinants of health
and health outcomes in this population. Recently, Tsangaris
et al tried to address these issues using descriptive methods
(qualitative interviews) while at the same time providing
a systematic review of the literature.?” The authors stated
that, amongst the most common needs expressed by AYA
patients included in the study and in the analyzed litera-
ture, there are communication needs, together with social
and service provision needs. Other research applies newly
introduced scales, eg, the Parent-Adolescent Communication
Scale and the Family Adaptability and Cohesion Evaluation
Scale (FACES 1I), to evaluate communication between the
AYA patient and their families.’® This study suggests that
interventions to improve adolescent—parent communication
could facilitate better family cohesion and ameliorate their
psychological adjustment.

When developing age-specific models of care, care
providers should always bear in mind that one of the main
challenges for young people with cancer is to continue living
as normally as possible, and to complete the developmental
stages typical of their age. The rites of passage associated
with adolescence should not be deferred because of the cancer
and its treatment.*¢3!

The founding principle behind any model of care for cli-
nicians dealing with AYA is that their patients are, first and
foremost, young people — who just happen to have cancer.
Clinicians should promote this sense of their normality in
every aspect of their care. In 2010, Morgan et al wrote a
review entitled “Sex, drugs, and rock ‘n’ roll: caring for
adolescents and young adults with cancer” to describe the
fundamental issues to consider when dealing with AYAs
with cancer.® To be able to have constructive conversations
about such sensitive matters, it is imperative to establish an
open relationship first. Of course, these issues need not be
brought up when patients are first told about their diagnosis,

Clinical Oncology in Adolescents and Young Adults 2015:5

submit your manuscript 65

Dove


www.dovepress.com
www.dovepress.com
www.dovepress.com

Magni et al

Dove

but they cannot be neglected, and a frank discussion on these
issues should be part of the communication process. It may
be difficult for a young patient to talk about “sex” (sexual
practices, sexual identity, and possible sexual dysfunctions)
with a doctor, but it is essential to tell patients about the need
to avoid sexually transmitted diseases, and to avoid pregnan-
cies during their treatment.® It is equally important to talk to
patients about fertility, the risk of their fertility suffering as a
result of their treatment, and the available fertility-preserving
methods.*3? A sensitive, nonjudgmental and non-paternalistic
approach to “drugs” (alcohol and drug use and abuse) is
also essential. Physicians are aware of the negative impact
of alcohol and drugs on a patient’s health, of their interac-
tions with chemotherapies, and of the related psychosocial
morbidity and risk of dependence. At the same time, they
must remember that some alcohol and drug consumption
may be part of an individual’s physiological development at
this age and have a particular role in peer group dynamics.
To contain any problems of treatment compliance, care
providers should deal flexibly with these issues, instead of
taking a moralistic stance or imposing prohibitive rules that
patients would be bound to disregard.® “Rock ‘n’ roll” refers
to young people’s lifestyle, perception of the world, and need
to stretch the limits. It is important to help patients talk about
their passions and their dreams for the future too.

Informed consent process

A particular aspect of patient—physician communication
concerns the informed consent process, especially when
dealing with young patients who have a poor prognosis and
may be candidates for inclusion in experimental studies
(Phase I and Phase II trials). Ensuring adherence to such
treatments while helping patients to think as positively as
possible and keeping them adequately informed demands a
careful analysis of the methods used to communicate and deal
generally with AYAs. This is a key issue for the involvement
of patients with refractory and relapsing disease in experi-
mental studies that are often likely to only be of any real
benefit to future patients. Striking the right balance between
informing adolescent patients about their disease, treatment,
and prognosis and respecting their need to know the truth
and to be fully aware of their condition while protecting their
feelings and sustaining their hope at the same time may be
extremely challenging. The informed consent process is a
complex procedure that is completed in various stages, fol-
lowing strict guidelines, and it involves different aspects of
communication and of the decision-making process. It has
an important influence on the patient’s psychological domain

and on the biomedical issues involved in recruiting patients
for the experimental protocols needed to improve treatments.
For instance, the purpose of experimental Phase I studies is
to establish the maximum dose of a drug that can be toler-
ated with an acceptable toxicity, and communicating this
information is a challenge for physicians trying to involve
families in such clinical trials. The whole issue becomes
particularly complex when dealing with adolescents under
18 years of age, because they are not legally independent
and they must be consulted together with their parents or a
guardian legally responsible for them. Underage patients are
entitled to be properly informed, and they have the faculty to
sign to indicate their own consent, in addition to that of their
legal representatives — and young patients may oppose the
idea of being the object of such experimentation. Communi-
cation naturally cannot be reduced to the mere formality of
obtaining a signature. We have to consider the advisability of
telling patients that the drug they will be administered has no
demonstrated efficacy and its potentially therapeutic effects
have yet to be established. In the recent scientific literature,
there is a paucity of studies on communication with oncologi-
cal patients of developmental age involved in Phase I and
Phase II protocols.*® There is no general consensus on the
most appropriate minimum age, timing during the course of
the disease, and terms to use for explicitly telling patients that
their prognosis is poor and that the conventional therapeutic
options are of no use. On the other hand, it is hard to imagine
how a young patient might prefer to receive such information.
Physicians should always focus on their patients’ feelings.
Doctors must be able to adapt their words to each patient’s
cognitive level. It is only by establishing a genuine relation-
ship and understanding with their patients that physicians can
address this task adequately, or at least try to do so.

Spiritual aspects of care

Teenagers typically wonder about the future and look for
the meaning of life.** These processes are already emotionally
charged per se, raising doubts in young people’s minds. But
suffering and illness, and especially life-threatening diseases
such as cancer, invariably interfere with their usual course.*
Giving patients and families the opportunity to talk about
these issues is a crucial aspect of communication.

Religion and spirituality are topics that interest young
patients with cancer.>*3 They are two different concepts:
according to the National Cancer Institute, “religion” refers
to precise beliefs and practices considered peculiar to a given
form of worship, while “spirituality” is a more challenging
concept to define.* It is a concept existing in all cultures and
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considered a universal human capacity that may or may not be
expressed in the form of a religious faith or practice. In fact,
many atheists and agnostics may consider themselves spiri-
tual individuals, though they are not religious.***’ Spirituality
covers different meaningful spiritual experiences, such as the
search for a sense of inner peace and the meaning of life and
death, in religious faith or along other paths.3¢3%

In a hospital ward, the person best qualified to deal with
these topics is generally the hospital’s chaplain. Regrettably,
this figure is often associated with the idea of a patient’s
imminent death, and this prevents patients or their families
from seeking the chaplain’s support. In addition, patients,
families, and even health care operators may not be aware
that chaplains are trained to work with patients.*

Given the depth and complexity of the spiritual sphere, we
have acknowledged the need for a specialist, and that is why a
priest has come to have an active role in the multidisciplinary
team working at the Oncology Unit of the Istituto Nazionale
Tumori, Milan, Italy. The chaplain is now a permanent staff
member, and his role is mainly to sustain patients’ need
for religious faith (for those who are believers), to address
patients’ spiritual needs, and to help patients, family members,
and health care operators to remain positive and hopeful 34142
His role is fundamental in communications between staff
and patients and/or their families. The chaplain on our mul-
tidisciplinary team is a Catholic priest specifically trained in
counseling and working with people who are ill. He conducts
general religious practices in hospital, such as celebrating
mass and giving the sacraments at the request of patients and
families.>* But, since 2011, his activities have been reorga-
nized and better structured, and his work now includes daily
ward visits, daily meetings with the psychologists on the staff,
and weekly meetings with the medical personnel. During his
daily rounds, the chaplain assesses patients’ and any relatives’
spiritual needs. He offers spiritual support to non-Catholic
patients and families too, or, at the families’ request, he calls
in local representatives of other religions. The type of support
he provides only partially overlaps with the work done by our
psychologists, and it is available to patients throughout the
time they are in our care, instead of being relegated to the
end of the patient’s life. Spiritual assistants should be seen as
a fundamental part of the hospital staff, a source of spiritual
support and a comforting presence in the ward, accompanying
patients right from the early stages of their experience. It has
been demonstrated that being able to count on the support of
a chaplain who sustained their hope, comforted them, and
responded to their spiritual needs had a positive impact on
AYAS’ attitudes to their disease.>**?

This model might apply to non-Catholic countries and
cultures too. Recognizing the role of spirituality in AYA
patients is, however, fundamental, regardless of their origin,
faith, or culture. Therefore, addressing their spiritual needs
with the help of a dedicated spiritual assistant who is part
of the staff is fundamental in order for AYA patients to find
meaning and gain acceptance of their cancer experience. It
is worth mentioning that there are international guidelines
for the training of chaplains (eg, the European Network of
Health Care Chaplaincy) with the goal of addressing all
patients’ needs, regardless of their religion. Moreover, the
Joint Commission International Accreditation Standards for
Clinical Laboratories states that, given the need to safeguard
patients’ rights in the broadest possible sense, a modern hos-
pital should have in place “a process to respond to patient and
family’s requests related to the patient’s spiritual and religious
beliefs”.* According to this view, the purpose of a spiritual
assistant in the pediatric department should not be to convert
individuals to a given belief system, but to respond to patients’
spiritual needs and to provide comfort, thereby facilitating
communication and relationships and preserving hope.>**

Communicating feelings to others:

new strategies

Even in a normal context, AYAs experience great difficulty
in communicating their feelings, hopes, and fears, especially
to adults. Adolescents tend to keep their private, intimate
thoughts and feelings jealously to themselves in an effort to
defend the emergence of their own individuality and identity
against the constraints of the adult world. They try to prevent
adults from gauging their innermost feelings. Under normal
circumstances, this secretiveness can serve evolutionary
goals, but it can become dangerous when adolescents keep
frightening thoughts and negative emotions secret. Disease
and treatments can incur painful changes in an individual’s
physical appearance and affect their relations with their
peers and their future projects — and not voicing the feel-
ings associated with these issues does not help adolescents
to cope with them.

Sharing their emotions with someone else enables them
to experience new thoughts and types of behavior and helps
them to adjust. It is crucial for AYAs with cancer to be given
the chance to express their emotions* to health care profes-
sionals and to peers® after their disease has been diagnosed,
during treatment, and throughout follow-up. This helps
them to manage their emotional response and cope with the
psychological impact of their condition,®'®434¢ in order to
minimize the emotional burden of the disease. It also helps
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them avoid being overwhelmed by the disease and to absorb
this experience as part of their own life history.

Psychologists can help, but only if the service they offer
fulfills certain requirements. These specialists should not be
seen as an emergency response, someone to call when some-
thing alarming happens, or when patients show symptoms of
distress. They should be part of the team that accompanies
adolescent patients from their diagnosis onward. Meeting
a psychologist who is a daily presence in the ward, right
from the very beginning of the course of their disease, gives
teens the chance to engage with them and develop a relation-
ship of trust and confidence, so that they can also talk about
difficult things if they wish.

Since establishing adequate communications with patients
can be so difficult, it is important to seek new strategies for
making contact with them and letting them express them-
selves, as well as offering conventional psychological support.
Innovative methods can prove very useful for communicating
with AYAs. We have developed two main channels. First, we
give patients the chance to express themselves during their
treatment and follow-up by organizing ad hoc activities based
on art and creative spirit as part of our Youth Project. Second,
we have begun to consider the role of the Internet and social
networks in our AYA patients’ community, with a view to
filling the gap in the information available on the Web and to
creating a new platform for communicating with patients.

The Youth Project at the Pediatric Oncology Unit of
the Istituto Nazionale Tumori in Milan, Italy is dedicated
to adolescents (over 15 years old) and young adults (up to
25 years old) with pediatric solid tumors. Although such
patients access the same facilities and are managed by the
same staff as our pediatric patients, they are also offered some
dedicated services.*’ The Youth Project was founded in 2011 to
develop a model of care for AYA patients based on a change
of cultural and organizational approach to their treatment.
It has two main goals: to improve clinical aspects of

AYA patient care (eg, by increasing their involvement in
international clinical trials, supporting scientific research
in this area, providing psychosocial support and fertility-
preserving facilities); and to design activities tailored to
their needs. As a result, the Pediatric Oncology Unit now has
dedicated multifunctional spaces to AYA patients (a leisure
room, a classroom, and a gym where patients can work out
with two personal trainers), where these patients engage in
structured creative activities supported by professionals.

Communicating through art

Creative activities have proved a very effective way to help
patients express feelings, thoughts, and fears they would
otherwise never have the chance or the courage to put into
words. In the dramatic experience of cancer, releasing emo-
tions is crucial to minimizing the potentially traumatic impact
of the disease on the patient’s psychological well-being. Art
thus becomes a vehicle that enables patients to share their
emotions freely without being asked explicitly to do so, thus
relieving their psychological burden. They are given a chance
to tell their story and to be heard.

Our first project (completed in 2012) focused on fashion.
Over a period of 6 months, patients designed a fashion col-
lection with their own brand and logo (B. Live), then they
presented their collection at a proper fashion show. The project
was coordinated by a professional fashion designer, Gentucca
Bini, and other professionals were involved (a photographer,
a fashion journalist, and a makeup artist). Twenty-four patients
aged 15-20 years took part in the project (18 of them while
receiving treatment, the remainder during their follow-up).
They met in hospital twice a month, for at least 2 hours each
time. Beginning with a review of the fashion iconography
of the last 30 years, they studied designs and analyzed the
images used in advertising, films, fashion magazines, and
cartoons. Then, they chose the colors, patterns, fabrics, and
accessories they wanted to use (Figure 1).

Figure | (A) Patients met in hospital twice a month in the multifunctional room in the Pediatric Department (Istituto Nazionale Tumori, Milan, Italy) to prepare the fashion
collection. (B) Patients at work, studying apparel models, and choosing colors, patterns, and fabrics.

Note: Photographs courtesy of Laura Larmo.
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A private, password-protected group on Facebook was cre-
ated so that patients unable to attend the meetings could stay
in touch, and this also enabled patients to work together on
the project in between meetings. The project helped the AYA
patients to feel they were part of a group sharing the same kinds
of problems and made them feel better able to cope with their
cancer. Being involved in creating something beautiful while
in hospital — an environment previously experienced only as a
place of suffering, anxiety, and fear — helped them to feel more
at ease about coming to appointments. Some of our patients said
the project and the relations it enabled them to develop with
peers and doctors supported their hopes better than anything
else.”®4® At a time when they were experiencing a loss of con-
trol over their own bodies and physical appearance, designing
their own personal style of clothing could restore a sense of
some degree of control over the changes they were undergoing
(Table 1). The fashion project integrated the usual forms of
psychological support offered to patients, serving as a special
form of expression during the course of their treatment.

The second project was implemented in 2013 and focused
on music. This form of expression has a very important role
in every adolescent’s life, as it can put what young people
experience into words, speak of their search for love and the
meaning of life, or the need to stretch the limits. Here again,
the project was coordinated by professionals — the bass guitarist

Table | The fashion project gave our adolescent and young adult
patients a novel way to express themselves; here are some of
their comments

Valeria (I5-year-old,
affected by soft tissue
sarcoma)

“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”

Federica (16-year-old, “Behind every item of clothing there was a
Ewing sarcoma) choice, an act of self-determination against
everything that had been done to my body”
Eleonora (17-year-old, “With ‘B. Live’, we feel we are part of
osteosarcoma) something again, part of a group where
everyone is equal, happy to meet and spend
time together”

Alessandro (16-year-old, “Fear is the main thing we feel. Fear that we
Hodgkin lymphoma) won’t make it, certainly, but especially fear
of being alone. With ‘B. Live’, | realized that |
was no longer alone in this difficult journey”
Elisa (16-year-old, “With ‘B. Live’ we can create beautiful things
Ewing sarcoma) based on our own sense. | create with purple,
like the smell of lavender and the flavor of
grapes, purple like cold, melancholy and envy”
Gabriele (19-year-old, “We adolescents need to leave our mark on

brainstem tumor) the world ...”

Note: Quotes from Veneroni et al.*®

of'a famous Italian rock band (Faso, from Elio e le Storie Tese)
and a vocalist, Paola Folli — who helped our patients write their
story in music, in a song called “Clouds of Oxygen”. Twenty
patients from 15 to 25 years old took part in the project, which
took 8 months to complete and was organized along the same
lines as the previous year’s fashion project. The song’s lyrics
emerged from a jumble of phrases, images, memories, hopes,
and fears contributed by the patients. The melodies came from
scraps of tunes and brief sequences of notes written or sung by
the teenagers, but also hospital sounds like the rhythmic hum
of the chemotherapy pump and the nurses’ buzzer, all pieced
together by the professional musician (Figure 2).

The Journal of Clinical Oncology published the story of
the song® and the adolescents’ comments on the meaning
of the lyrics, which spoke of their feelings, difficulties, and
expectations — and that publication is proof in itself that the
oncology community recognizes the importance of coping
with the complex psychological world of teenagers with
cancer by developing dedicated projects and novel methods
for communicating with their inner world.

Internet and social networks

Since engaging in these specific projects, we have begun
to consider the role of the Internet in our AYA patient
community. The advent and diffusion of the Internet, and of
social networks in particular, has contributed to revolution-
izing the way people communicate. When dealing with AYA,
we should never forget the role of the Web in their lives, and
especially of Facebook (a social network with more than a
billion active users over 13 years old). Using Facebook has its
pros and cons. It poses some risks that are reason for concern
among health care professionals, but it can also be a powerful
resource.*® Clinicians using a personal Facebook profile to
communicate with patients must take care because it has been
demonstrated that their self-disclosures may diminish their
patient’s satisfaction and trust.’! It can also lead to a sense
of intimacy that distorts the established patient—clinician
roles. Some patients or families may feel free to ask for the
clinician’s advice or opinion outside the institutional commu-
nication channels, not only creating embarrassment but also
raising important medicolegal issues.” Relationships between
patients have also been affected by the diffusion of Facebook.
Social networks enable patients to stay constantly up to date
on each other’s state of health, and the pervasiveness of such
messages can overwhelm an individual’s legitimate prefer-
ence not to know about other patients failing to respond to
treatments or dying. Such information can make patients lose
hope and fear that it will be their turn next.
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Figure 2 Music as a means of communication with and among adolescents taking part in the Youth Project at the Istituto Nazionale Tumori in Milan, Italy.
Notes: With help from a famous Italian rock band (Elio e Le Storie Tese), patients wrote a song called “Clouds of Oxygen”. The picture shows some of the patients posing

for the photographer with one of the doctors. Photograph courtesy of Matteo Volta.

Alongside these controversial aspects, it is imperative not
to forget the positive side of social networking. First, there
is the previously mentioned opportunity for patients to work
together on a project even when they cannot physically be in
the same place. Facebook helps patients to form peer groups,
an essential way for AYA patients to find support* because it
brings them into contact with others who understand them and
share the same feelings.?®#¢ Patients can also maintain their
social relations with friends at home, and thus feel less isolated
while in hospital. This helps them not to feel eradicated from
their social background, which is crucially important to their
well-being and physiological development. They can stay in
touch with classmates, swap notes, and try to keep up with
their school lessons, feeling more integrated with their group
at school.” For all these reasons, social networks cannot be
ignored when dealing with AYA patients, but it is essential to
find the best way to integrate them in the work of the health
care staff, leveraging on the positive aspects and creating strict
guidelines with which all operators must comply.

Our interest in the Internet should not be limited to the use
of Facebook, however. Previous studies have shown that AYAs

are diagnosed with a significant symptom delay by comparison
with younger children.™** Not only AYAs and their families,
but also other specialists, seem to be scarcely aware of the
possibility of this age group developing cancer,** hence our
intention to improve awareness by using the media that young
people use most in their normal everyday life. Video-sharing
sites have become increasingly important in recent years in
providing information and orienting people’s decisions relat-
ing to their health, and adolescents and their families use the
Internet to find information about oncological diseases.
Browsing the Internet, we found a real knowledge gap on
the topic of cancer in adolescence; there was little or even false
information available. In a study on the availability and type
and origin of video content on YouTube relating to a particular
set of pediatric neoplastic diseases (rhabdomyosarcoma and
soft tissue sarcomas), we identified 149 videos, only 25 of
them judged to be useful; only one was produced by a doc-
tor, while 123 were produced by patients or families, often to
commemorate a patient who died.> To fill this gap, we shot
some informative videos about the main pediatric cancer
diseases,™* uploaded them on YouTube, and added them
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to the Youth Project website archive under the link http://
www.ilprogettogiovani.it/index.php/iprogettispeciali/2-non-

categorizzato/65-nuvole. We also prepared a video (see https://

www.youtube.com/watch?v=ZELwII7fdPw) wherein some

of the patients we treated talk about their experience. In the
spirit of peer support, they talk about their symptoms and how
they felt when they were told their diagnosis and administered
their treatments, and afterward when they returned to normal
life. Hearing these patients talk about their experiences is
useful for other young people in the same predicament, and
also for the staff who treat them and for those who allocate
resources and organize services and spaces in the hospitals
where they are treated. It is important to give “voice and
choice” to AYA patients in the process of developing services
tailored to their needs. The initiatives developed within the
Youth Project may therefore represent a possible model to
improve the challenge of the patient—physician relationship
and communication with people in this peculiar age range.
Currently, there is no evidence that such strategies effectively
work, and further validation is needed. However, applying
rigorous methodological research designs to such projects
may be very difficult, if not impossible, as we cannot random-
ize our patients’ participation to the different projects held.
Quantitative analyses are extremely difficult to apply to these
issues, and a single local project will unlikely demonstrate the
effectiveness of a proposed model. Possible matters to analyze
may be: the growth of the number of AYA patients seen at
a single institution; the percentage of AYA patients enrolled
in clinical trials; the percentage of AYA patients receiving
fertility preservation, or teaching support; the number of
publications or grants on AYA projects; and the community
and media recognition. More focus on the psychosocial and
communication projects and patient (or provider) satisfaction
may be a possible goal, and specific surveys and quality-of-life
measurements are ongoing.

Conclusion

Patient—physician communication poses a huge challenge
for physicians dealing with AYA cancer patients. It is
important to meet patients’ needs and to devise tactics to
help them communicate freely with us and thereby contain
the psychological burden of their situation. Modern com-
munication media should not be ignored when dealing with
adolescents, partly because they can be helpful, and partly
because otherwise they may be a source of misinforma-
tion. It is important for health care operators to play a part
in social networks and the Internet, based on established
behavioral guidelines.
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