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CHILDHDOOD CANCER - The Battle We Can Win

The book you are holding is the minutes of one discussion that we aspire
to be the beginning for the creation of a registry for pediatric cancer
in Greece. The pediatric cancer registry's scope is to share knowledge,

experience, and data for science to rise fo the challenge and help us win

this battle.

Dedicated to Polyxeni and Sophia
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INTRODUCTION

Maria Spyraki

Member of the European Parliament

September has been recognized by the European Parliament, on the initiative of
the European People’s Party, as the awareness month for the treatment of pediat-
ric cancer. In this context and under my capacity as the only MEP from Greece who
is a full member at the BECA Committee, | co-organized in cooperation with the
Chairman of the Panhellenic Medical Association Thanasis Exadaktylos and the 3
Rector of the National and Kapodistrian University of Athens, Thanos Dimopou-
los, an open online event on the 30" of September under the title “Childhood and
Adolescence Cancer Awareness Month: A battle that we can win” will be open
to everyone.” The discussion was the outset for launching a dialogue platform on
pediatric cancer in Greece and setting a measurable goal: The establishment of
a pediatric cancer registry that will facilitate science and raise the possibilities to
have more and more victories in this battle.
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CHILDHOOD CANCER - The Battle We Can Win

As you will read in the following suggestions, the numbers highlight all aspects
of the problem. Starting from the unpleasant elements, approximately 250,000
children globally are diagnosed with cancer each year. Of these, only 20% can ac-
cess proper medical care. Especially in Europe, 20 children lose their lives every
day from a different type of cancer, with the most common being the Hodgkin’s
disease with 16.1%, gonadal tumors (GCT) with 15.2%, brain tumors with 10%,
Non-Hodgkin lymphoma with 7.6%, thyroid cancer with 7.2%, malignant mela-
noma with 7% and Acute Lymphoblastic Leukemia (ALL) with 6.4%. However, the
positive element that we can keep is that 70%-80% of these children who have
access to specialized medical treatment manage to overcome the disease due to
medical science’s progress, the adequacy in terms of medicaments, and the qual-
ified scientific personnel. So, the little fighters that have won against cancer now
amount to 500,000 in Europe and 400,000 in the United States. It is estimated
that by the end of this year, one out 350 adults will have developed and survived
from some form of cancer during childhood or adolescence, a rate that is expect-
ed to increase even more in the future.

Pediatric cancer is often considered invisible cancer. Our aim and primary con-
cern, both if we held and in the ongoing committee work of BECA in the European
Parliament of which | am a member, is to make it visible. A significant percentage
of cancer cases stem from potentially preventable causes. Each passing year adds
new, powerful, and effective “weapons” to scientists’ hands in the fight against
childhood and adolescent cancer. This means that the scope of action in the Eu-
ropean Union is enormous. At the legislative level, BECA has been commissioned
with the formulation of a plan against cancer, which will include horizontal leg-
islative measures aimed at prevention, amplification of access to medicines and
treatments, and the increase of patients’ life expectancy, for children with cancer
to achieve a complete cure, without outer complications and problems.

It is true that when cancer affects a person, it also affects the whole family, espe-
cially when the patient is a child or an adolescent. By opening up the discussion
and highlighting the difficulties that ouryoung patients and their families face, we
shed light on the areas that require intervention, with the contribution of the con-
stant progress of medical research and the specialization of healthcare scientists,
the tireless activity of associations and non-governmental organizations (NGOs),
the digital technology with the collaboration and transfer of best practices in an
international level, as our speakers competently analyze in the presentations that

4 will follow. After all, cancer is a vital health issue that will directly affect 40% of EU
citizens with a significant impact, not only towards the European health systems
and economies but also towards the daily lives of the families called upon to deal
with it.
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It may sound trivial, but the truth is that only the battle that was not fought is lost.
And the fight against childhood cancer is a fight that we want, can, and must give
to win against cancer.

For our families.

For our children.
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CHILDHOOD CANCER - The Battle We Can Win

Dr. Athanasios A. Exadaktylos
Chairman of Panhellenic Medical Association

Welcome Speech of the Chairman of Panhellenic Medical Association.

It is estimated that every year 250.000 children worldwide suffer from various
types of cancer, while approximately 8.600 new diagnoses occur only in the USA.
In our country, about 300 children are affected every year by cancer, with the most
common type of it being leukemia.

6 But despite these alarming numbers concerning the affected children by cancer,
the survival rate is high since, currently, more than 70% of the children affected
by cancer manage to survive in the USA.

in the european parliament



Nevertheless, cancer is responsible for most deaths compared to any other dis-
ease during the school and pre-school age, after traffic accidents.

The most common cancer in childhood is leukemia, responsible for about one-
third of cancers in children.

In terms of frequency (responsible for about 20% of childhood cancers), the sec-
ond type of cancer is the malignant brain tumor, while many more are following.

The causes of cancer remain unknown, and the diagnosis falls as a “bomb” inside
the fFamilies, which persistently ask doctors if they were in any way responsible for
this unfortunate event.

There is one thing about which parents should be immediately informed, and that
is that all children’s cancers are cured or respond in the same way to treatments as
the cancers of adults, while they possess a considerably higher rate of cure. Also,
the hopes that they will not be deprived of their child are high.

However, the suffering caused to the child, the parents, the siblings, the grand-
parents, the uncles, and each one close to the family, is immeasurable.

Both the states, insurance companies, the healthcare systems, and the medical
community must address the efficiency and sensitivity of this ordeal by explaining
every aspect of the child’s condition and treatment. The psychological support
coming from young and older adults is essential not only during the stage of diag-
nosis but also during the treatment stage and the recuperation stage.

| wish you the best of luck with your work.

nnnnnnnnnn
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Prof. Thanos Dimopoulos
Rector of the National and Kapodistrian University of Athens

SALUTATION FOR THE CHILDREN’S CANCER DAY 30.09.2020

As a Professor of Hematology-Oncology in the Hematology-Oncology Unit of the
University Clinic of “Alexandra” Hospital and the Eugenides Hospital of the Uni-
versity of Athens, | deal daily with many dozens of cases that need chemotherapy
or clinical evaluation and treatment advice. Cancer is the second leading cause of
death in developed countries, after cardiovascular disease, and in our country is
responsible for about 25,000 deaths annually. Young adults, usually over 18 years
old, also come to our Clinic, while the younger ones are treated in the Pediatric
Hospitals, and their large majority in our country (approximately 80%) in the Pedi-
atric Oncology Unit “Marianna V. Vardinogianni - ELPIDA.”

Pediatric cancer is rare, with the most common types being leukemias, lympho-
mas, and central nervous system cancer. It has also had lower mortality rates in
recent decades, with 80% of children surviving more than five years from diag-
nosis due to effective treatment and early diagnosis. Nevertheless, it is a primary
cause of death in this “tender” age of the child and adolescent, significantly re-
ducing survival expectations, as many years of life are lost. In our country, about
400-500 children are diagnosed with cancer every year, while in the USA, the new
diagnoses are about 11,000.

in the europ

- Maria Spyraki Member of the Enropean Partiament |

aaaaaaaaaaaaa



CHILDHOOD CANCER - The Battle We Can Win

Childhood and adolescent cancer treatment can follow various protocols through
chemotherapy, radiotherapy, surgery, immunotherapy, and bone marrow trans-
plantation. Here, | want to highlight the enormous effort in this area for bone
marrow donation so that its heterologous transplantation is another treatment
of choice. Already, the fact that more than 100,000 samples have been voluntarily
collected from the bone marrow donor banks, the majority through “Orama Elp-
idas,” inspires confidence that our compatriots stand by the side of children with
cancer who need it.

The protocols for the treatment of childhood and adolescent cancer are quite dif-
ferent from those we follow in the treatment of adults. For this reason, we need
specialized pediatric oncology departments, with pediatricians specialized in he-
matological and oncological diseases. In addition to specialized hematologists
and oncologists, we have hired specialized staff, nursing psychologists, psychia-
trists, pediatric neurologists and child psychiatrists, social workers, pediatric ra-
diotherapists, surgeons, and others. At the same time, because childhood cancer
is one of the “rare diseases,” there is a significant number of clinical trials with
innovative drugs that require a large number of patients to evaluate their efficacy
and safety and to be administered globally, with the result being that there is a
need for physicians to be aware of the importance of conducting clinical trials for
these diseases.

Finally, an essential parameter for childhood and adolescent cancer in Greece and
internationally are the so-called “childhood cancer survivors,” i.e., children, ad-
olescents, and adults who have now been cured of childhood cancer. They now
need a society that will provide them with an individualized approach to the prob-
lems that may remain from this disease (e.g., disability - loss of a limb) or the side
effects of chemotherapy and radiation therapy (e.g., reduced ejection to cardiac
function, psychology), etc. For all these reasons, the cooperation of all relevant
bodies in creating a corresponding pediatric cancer registry, accelerating clini-
cal trials for new, more effective, and safer treatments, and generally highlighting
these children and their families’ needs is an essential priority for all of us.

10
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CHILDHOOD CANCER - The Battle We Can Win

Marianna V. Vardinoyannis

UNESCO Goodwill Ambassador and President of ELPIDA Association
of Friends of Children with Cancer

Ladies and gentlemen,

| feel great joy but also great emotion to participate in this important initiative.

An Awareness Initiative on Childhood Cancer, a challenging subject to which |
have devoted much of my life and work.

“A battle we can win”. | believe the title of this virtual conference is now closer to
reality than ever before.

My experience in the field of childhood cancer began in 1990 when there was no
infrastructure in Greece and the word “cancer” was covered by deep prejudice.

Thirty years later, everything is different.

12 We have our Oncology Hospital, one of the best in Europe. The rates of childhood
cancer cure are now impressive since 3 out of 4 of our children are being cured
and Greek society has embraced children suffering from cancer and their families.

This process was not easy nor self-evident.

The whole fFamily of “ELPIDA” worked all these years tirelessly to achieve the goal
we had set from the beginning “not to lose a single child, while it can be saved.”

nnnnnnnnnnnnnnnnnnnnnnn



We recently inaugurated the state-of-the-art “Cell and Gene Therapy Center”,
which offers hope even in the most difficult cases of childhood cancer. At the
same time, the significant increase in the number of volunteer bone marrow do-
nors, through the “ORAMA ELPIDAS” Association, allows even more children to
find a compatible donor.

This course of 30 years, especially the smiles of parents and children who did it, re-
ally makes me believe that, yes, childhood cancer is a battle we can and must win.

With the help of science which has made tremendous progress, medical commu-
nity, and social solidarity, | believe we can all do it together!

So with the hope of a better future without borders in children’s health, | welcome
this Conference.

| congratulate Mrs. Maria Spyraki, Mr. Exadaktylos, and Mr. Dimopoulos for their
initiative, which is another step in the fight against childhood cancer that fills our
hearts with hope!

Thankyou very much!

nnnnnnnn

- Maria Spyraki Member of the Enropean Partiament|
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CHILDHOOD CANCER - The Battle We Can Win

Anastasia Stamatea
President of the “Pisti” Association

It is the highest social obligation to offer to children. All together.
The work of the “Pisti” Association very briefly, but purposefully:

We, the parents who were at the “Agia Sofia” Children’s Hospital, wanted to face the
daily problems together. Thus, at the beginning of 1993, PISTI was created.

Our goal is to assist doctors, nurses, and other staff of the Hematology-Oncology
Clinics and the Bone Marrow Transplant Unit.

To achieve the above objectives, we have hired specialized staff. More specifically,
we have hired psychologists, social workers, and an occupational therapist for the
psychosocial support of children and their families.

This group works daily in all three clinics of the Pediatric Oncology Unit “Marianna
Vardinogianni-Elpida” of the Children’s Hospital “Agia Sofia.”

In recent years, we have been able to provide the hospital with a geneticist, Mr.
Glentis, who contributes with his very specialized knowledge to perform genome
analyzes.

14  Ofcourse, we should mention that the staff of “Pisti” is dynamically supported by
a group of remarkable volunteers, who contribute significantly to the work of our
Association.

The board of “Pisti” consists of 7 members, all parents of children who have fought
the disease. Let me mention them one by one; they are friends; they are compan-
ions in the life struggle we give for all children.

nnnnnnnnnnnnnnnnnnnnnnn



George Tamboureas, Vassilis Neratzakis, Themis Chalkias, Vasiliki Alevizou, Tassos
Vlachos, Dimitris Alexandropoulos, and, of course, all the other active parents of
the club.

“The value of volunteering and social contribution.”

The comparative advantages of social contributions are unlimited. Our Associa-
tion does not replace the state but cooperates and complements through coop-
eration. The individual experience of the people of the clubs and the empathy of
the volunteers are transformed into active action. Social contribution volunteers
have the flexibility, and by activating both the private and the public sector, they
achieve practical solutions to urgent issues.

We are all members of “civil society,” we talk, we cooperate, we are the link be-
tween public authorities and citizens for the benefit of the latter. All those who
put themselves at the most vulnerable groups’ service are the living proof of the
value of individual responsibility to defend the collective interest. We all do this
every day; individual responsibility has always been essential and primary to us.

Especially during this period of the pandemic. Our role is maximized.

We are here now, today, but also at every moment to activate all the healthy forc-
es, to awaken, and to highlight the role of supply and solidarity.

The Covid era’s challenges require us to look for new ways to strengthen our work
and alternative models of volunteer mobilization. We need a more focused ap-
proach and even greater cooperation in the light of a holistic strategy around
childhood cancer. New issues emerge every day (anxiety, uncertainty, fear, igno-
rance, the fronts are many). We have to adapt.

We are here today to represent the pillars that support the fight against child-
hood and adolescent cancer. What | would like to highlight this message here
today is the value of mutual support and cooperation.

This is the hope and strength of our children. Let us not forget that these are the
most vulnerable population groups and the future of our world. Research has
shown that social sensitivity increased during the pandemic, and we need to cul-
tivate this further.

The main problem is that the pandemic interrupted the traditional methods of
communication of the work of the clubs (sports-cultural events), which were part
of the financial resources. There is an urgent need for new practices to attract
volunteers and funding from competent bodies.

| feel the need to thank Ms. Spyraki for her exceptional initiative to highlight the
issues of childhood and adolescent cancer through this meeting that takes place
under this peculiar regime.

- Maria Spyraki Member of the Enropean Partiament |
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CHILDHOOD CANCER - The Battle We Can Win

Warm thanks to you, Rector and President of Panhellenic Medical Association.

Mrs. Vardinogianni, every time | am with you, | feel special gratitude and joy be-
cause you always make sure to have us under your auspices. Your international
radiance and your work for the suffering people is an example and a model for
everyone.

At the same time, | consider it my duty to thank our Hospital manager, Mr. Papas-
avva, the directors of our clinics, Mr. Kattami, Mrs. Kitra, Mrs. Polychronopoulou,
as well as all the doctors and nurses who frame the Oncology Department, for
their non-stop offer.

W EUERS LN
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Menia Koukougianni
Founder - CEO

NGO KARKINAKI, Awareness for Childhood and Adolescent Cancer and Board
Member of PanEuropean Network for Care of Survivors after Childhood and
Adolescent Cancer.

The NGO “KARKINAKI” was created exclusively by parents of children with can-
cer, with a dual goal: on the one hand, to fill the vast public information gap on
childhood and adolescent cancer and the other hand, to actively support families
facing the illness.

About one child gets cancer every day in Greece. KARKINAKI transports the diffi-
cult daily life experienced by these children’s families to the whole world, informs
about the ways of their support, undertakes initiatives and actions to make their
everyday life more sustainable, either in the hospital or at home, or during treat-
ment after or after it.

From the simplest things, e.g., hand hygiene that ensures the reduction of infec-
tions that endanger even the lives of children under treatment, up to the most
complex, such as the contribution to the proper functioning of Pediatric Clinics
and the promotion of clinical research in our country, KARKINAKI demands inter-
vention and substantial contribution to the effort of childhood and adolescent
cancer not only to cease to be a taboo subject, but to find as many eyes and as

nnnnnnnn

- Maria Spyraki Member of the Enropean Partiament |
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CHILDHOOD CANCER - The Battle We Can Win

many hearts as possible open and willing to help every child with the disease to
have access to a high-level hospitalization, effective treatment and, ultimately,
the right to life.

Cancer is the leading cause of death for children over one year of age in Europe. It
is estimated that there are 500,000 cancer survivors in childhood.

Children and adolescents with cancer have specific problems in their treatment
that differ from those of adults.

A vital requirement of the European Organizations for Childhood and Adolescent
Cancer is that the European Cancer Action Plan (Europe Beating Cancer Plan) in-
cludes a separate chapter on Pediatric Cancers and treats them as distinct cancer
cases different from adult cancers.

Why;

We all know that research and innovation are market-driven, and that means
these patients are lagging as innovative therapies and new drugs are not de-
signed for this age group.

Pediatric cancers cannot be prevented.

The toxicity of treatments and drugs in pediatric cancers is extreme. Children face
long-term effects of these treatments for most of their lives, with the immediate
consequence being their low quality of life.

These are the main reasons why we are asking for the following to be included in
the European Cancer Action Plan:

* Equal access to standard-of-care medicines, access to innovative treat-
ments and technology across Europe

* Easy access to innovative drugs and the development of research and
technological environment that will develop new drugs designed for young
patients

*  Funding for pediatric cancer research

* Provide long-term medical care to childhood cancer survivors to improve
their quality of life

* Establishment of a European database for pediatric cancers (genome, clin-
18 ical research, imaging) and use of Artificial Intelligence (Al) to analyze and
process data and facilitate research

*  Psychosocial and Financial protection of the foster fFamilies of these children

nnnnnnnnnnnnnnnnnnnnnnn
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Adolescents and young adults are a unique, distinct group of patients. It is not
the focus of pediatric oncology research of adult oncology research. Their needs are
specific and require special provisions from the European Action Plan against Cancer.

Greece demands togetherwith the European Organizations for Cancer in Children
and Adolescents the improvement of the quality of life of all children and adoles-
cents and young adults with cancer and joins the European Agencies to achieve
ZERO deaths from cancer for our children.

Maria Spyraki

nnnnnnnnn
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Professor Pamela Kearns
President of SIOPE (The European Society for Pediatric Oncology)

| am talking to you as the President of the European Society for Paediatric Oncolo-
gy (SIOP Europe), and | want to say a big thank you to Maria Spyraki who is an MEP
and a great champion of childhood cancer.

| really appreciated the supportive statements that she made at a recent Gold
September Webinar event that was organised by the MEPs Against Cancer (MAC
Group).

And | am equally delighted to be talking to you at this important event, which
has been organised by Maria Spyraki and the National Kapodistrian University of
Athens and the Association of paediatric doctors of Greece. It is a real honour to
have this invitation.

The European Society for Paediatric Oncology is a single united society for health
care professionals and is looking after children and young people with cancer. And
in Greece, the Hellenic Society of Paediatric Haematology and Oncology, chaired
by Professor Kattamis, is our close friend and partner.

We are working in a close partnership between parents, patients, and survivors,
and we have a memorandum of understanding with CCl Europe — the Europe-
an patients and parents organisation which includes amongst others Karkinaki,
founded by Menia Koukougianni.

We also have a memorandum of understanding to work in close partnership with
the survivors’ organisation called PanCare and together we represent the needs of
children and adolescents with cancer throughout Europe.

nnnnnnnnnnnnnnnnnnnnnnn



- Maria Spyraki Member of the Enropean Partiament |

Just to remind you, paediatric cancers remain a major health and socio-economic
burden in Europe. It remains the first cause of death by disease in children over
the age of one.

Every year, 35,000 children are diagnosed with cancer in Europe, and more than
6,000 young people die of cancer each year.

For the survivors, at least 60% of the survivors experience a long-term side effect
that impacts on how they lead their daily lives. So, there is a lot of work still to be
done. At the top, and a theme throughout is inequality:

e There remains unacceptable inequality in access to the best available mul-
tidisciplinary care for children with cancer.

e There remains a 20% difference in survival from West to East across Europe.

e There remains a lack of equality in terms of access to therapeutic innova-
tion.

Most of the drugs that we use to treat young people and children with cancer are
old drugs, which have been around for many decades and were originally devel-
oped for treating adult cancers.

In an era when multiple new targeted therapies are being developed for adult
cancers, this is still lacking for childhood cancer. In the last decade, over 150 drugs
were developed and licensed for adult cancers, and in that same period, only nine
new medicines were licensed for children with cancer.

So, we need early access to early phase clinical trials to develop new drugs for our
children.

The other under-served population are the survivors: half a million survivors of
paediatric cancer in Europe today, and growing. And yet there remains a lack of
organisation in the surveillance for long-term side effects and for long-term fol-
low-up of these patients.

Today is the 30" of September, and it is the final day of the Childhood Cancer
Awareness Month. We must be aware of childhood cancer throughout the year,

but the initiatives that have gone on in the ‘Shine Gold’ campaign throughout
Europe in support of all children with cancer have been astounding. | am also

aware that the Greek Parliament was lit up in gold as a real commitment fromyour =~ 21
government to the importance of childhood cancer.

So, | congratulate you on organising this exciting event, and | really look forward
to working with all of you and with all our colleagues in Greece to champion the
specific needs of children and adolescents with cancer in Greece and in the rest
of Europe.

Thankyou.
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Fani Athanasiadou - Piperopoulou
Emeritus Professor of Pediatric Hematology — Oncology AUTH

Childhood cancer is still a significant cause of childhood mortality and morbidity
in children. It is the second leading cause of death after traffic accidents and a
continually rising public health issue worldwide.

The prognosis of neoplastic diseases in children and adolescents has improved
during the last 20 years with a survival rate fluctuating from 65-75% for all types
of cancer, while for the acute lymphoblastic leukemia (ALL), it exceeds the 80%.
Their treatment in the five Pediatric Oncology Departments from Pediatricians
specialized in Pediatric Oncology, special nursing personnel, and standard treat-
ment protocols contributed to this progress. Early diagnosis is undoubtedly a cru-
cial factor in the outcome of the disease.

This requires the:

22 |

. Adequate information sharing and awareness-raising to parents for suspicious
signs and symptoms that contribute to childhood cancer development.

2. Adequate knowledge of the Pediatrician for the immediate referral of young
patients to the the Pediatric Oncology Department and

3. Permanent overnight duties of the 5 Pediatric Oncology Departments that
function in Greece.

nnnnnnnnnnnnnnnnnnnnnnn
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As the challenge to win the battle against cancer is constant, we must all mobilize
State — Authorities and Healthcare Workers to submit our proposals to contribute
to improving healthcare treatment and the final prognosis of children. We should
always keep in mind that the best prevention of cancer in children is early di-
agnosis.
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CHILDHOOD CANCER — The Battle We Can Win

MNarti eivat onuavtikog o maidikog Kapkivog;

ZNIavITKO  aiTion OYNTOTNTAG/NOCHPOITNTAG TG
TAIDIKNG NAKITG

HEemimuxnc Oepameiat CUNDAAAEIN GESONHaVaTRY
avGnon NG OMNKNG ETIPIWONG

HaUENoN TG ETTi PIWO NG OXETILET AN HE QITWTEPEG
ETITAOKEG

IIpooOEPETAINYIANPACIKG EPEUY AL KAD OO0V VEVETIKO)
(INXAVIGHOI EVEXOVIAINGTNVATTADOYEVEIQ! TOU
ATTOTEAEI AUEAVONEVO TPO PANIIAN TG ONIooIAG
UYEIAG TayKOoHIWG

Ovnvotnta and Tov KapKivo ota maidid

artuxhgara/Tpavyarioyoi
KApKivog

VEUPOAOYIKEG TAOhoEIg
KAnpovouikég mabnoeig
avanVeuoTIKEG TaBNRoeIg
Aoipwéeig
Kapdiayyelaka

Aoima
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Antonis Kattamis

Professor of EKPA Pediatric Hematology — Oncology Department

President of the Hellenic Society of Pediatric Hematology —
Oncology Department

Childhood and adolescent cancer is, unfortunately, a reality. Fourteen children
and twenty adolescents per 100,000 population will develop cancer each year.

In recent years, the Pediatric Oncology Department has demonstrated signifi-
cantvictories in the fight against cancer. Survival and healing expectancy in most

types of cancer has improved significantly. These successes have been based on 27
the close cooperation of pediatricians through working groups and international
multicenter studies.

New paths for cancer treatment are opening and are expected to improve the out-
comes while significantly avoiding toxicity and possible complications.
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Personalized treatment or precision medicine is now an affordable approach. With
extensive genetic analysis, significant progress has been made in understanding
the pathogenetic mechanisms of cancer. Analysis of the genetic background of
cancer cells allows accurate diagnosis of the tumor, correct classification of pa-
tients at risk of relapse, and targeted therapeutic approaches. Advances in immu-
notherapy, that is, the use of immune mechanisms to destroy cancer cells, make
it an essential weapon in anti-cancer therapy. The targets of the treatments are
usually antigens that are primarily expressed by cancer cells. Specific antibodies
have been developed against these targets, leading to the destruction of cancer
cells.

Newer approaches focus on binding antibodies to venom molecules or the use of
dual-specific antibodies that bring cancer cells and the cytotoxic T-lymphocytes
of the immune system into contact. The development of therapies that block the
mechanisms of avoiding the immune surveillance of cancer cells leads to the im-
mune system’s activation against cancer. Genetically modified T-lymphocytes
carrying chimeric antigen receptor (-CAR) receptors against cancer antigens have
led to the cure of end-stage patients.

In Greece, there are seven organized pediatric oncology units. The Oncology
Center ‘Elpida - Marianna V. Vardinogianni’ at the General Children’s Hospital
‘Agia Sofia’ hosts the three general oncology units of Athens and the bone mar-
row transplant unit and treats most of the patients of the Territory. All centers in
Greece have excellent cooperation with each other under the auspices of the Hel-
lenic Society of Pediatric Hematology-Oncology (EEPAO), which is the exclusive
scientific body for doctors working in the field. EEPAO and Greek doctors actively
participate in the actions and working groups of the European Society for Pediat-
ric Oncology (SIOP-E).

The immediate goals of EEPAO are the reorganization of the patient register and
the development of coordination structures for non-subsidized academic clini-
cal trials throughout the country. Assistants of the actions and EEPAO and all the
Units are the associations of Parents and support of children with cancer, such as
“FLOGA”, “ELPIDA”, “PISTI”, “LAMPSI”, “ILIAHTIDA”, “KARKINAKI”, etc.

The level of service provision in Greece is particularly high, as shown by the treat-
ments’ results and the equal acceptance of the Greek centers in the international
treatment protocols. The state must stand next to the health workers of the area
and address the system’ s gaps and imperfections. With advances in science and
the support of the State and Society, the goal of curing most patients without
long-term complications is achievable in the near future.
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Emmanouil S. Hatzipantelis

Associate Professor of Paediatrics & Paediatric Haematology - Oncology at the
Aristotle University of Thessaloniki. Head of Children and Adolescent Haematology
- Oncology Unit, 2nd Paediatric Department of Aristotle University of Thessaloniki,

“AHEPA” University General Hospitai of Thessaloniki

ADDRESSING CANCER IN ADOLESCENTS
Adolescence

By the term adolescence, we mean the evolutionary process in human life that be-
gins biologically with the gradual appearance of puberty and ends psychosocially
and emotionally with the acquisition of self and gender identity, the acquisition
of cognitive function, and the coveted independence. In contrast with the onset

38 of adolescence, which is biologically explicit, its duration is sometimes different,
sometimes very prolonged, and depends on idiosyncratic factors, social trends,
and cultural parameters. Therefore, the World Health Organization (WHO) con-
siders adolescence the period between 10-19 years, to encompass cultural and
transnational differences, while the European Union officially refers to adoles-
cence from the age of 10 to 18 years.
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Cancer in adolescents and young adults

Adolescents and young adults (AYAs) are considered the oldest patients in pedi-
atric hematology-oncology, or, as the youngest patients by pathologists hema-
tologists - oncologists. Currently, there are no internationally accepted age limits
because health services vary from country to country. The frequency of cancer in
adolescence (15-19 years) is about 200 cases per one million population, a rate
similar to the ages 0-4 years, but higher than the ages 5-9 years and 10-14 years.
The types of cancer that appears in adolescence differ significantly in terms of
their frequency at younger ages or in adults. The most common malignancies in
adolescence are Hodgkin’s disease (16.1%), gonadal tumors (GCT) (15.2%), brain
tumors (10%), Non-Hodgkin’s lymphoma (7.6%), thyroid cancer (7.2%), malig-
nant melanoma (7%) and Acute Lymphoblastic Leukemia (ALL) (6.4%).

The overall 5-year survival of adolescents with cancer has significantly improved
from year to year. For some types of cancer, such as Hodgkin’s disease, gonadal
tumors (GCT), thyroid cancer, and melanoma, survival rates now exceed 90%. For
othertypes of cancer, such as osteosarcoma, Ewing’s sarcoma, ALL, and AML, sur-
vival rates in adolescents improved but remained below 60%. More young people
of all ages are surviving today than they did in the past, according to a recent pub-
lication in the journal Lancet Oncology (EUROCARE-5). Still, AYAs are less likely to
survive than young children with eight different cancers (especially leukemias and
non - Hodgkin’s lymphoma). Also, from this study, it was shown that AYAs had an
advantage in survival compared to adults in most cancers (except breast cancer
and prostate).

Addressing cancer in adolescents

Adolescents with cancer have been described as the “lost tribe” in terms of their
treatment. It is a fact that their participation in clinical research is clearly low-
er compared to children and older adults. Therefore, they have not benefited as
much as they could from the progress that was achieved in the treatment and
survival of children and adults with cancerin the last 20 years. It appears that this
does not stem only from the problems that are caused by the provision of health
services, the delay in diagnosis, but also from the different biology of cancer in
adolescents. Most adolescents aged 15-19 are treated in adult groups, despite
most types of cancer being similar to those in childhood. Probably the best option 39
would be treated based on the type of tumor and not on age. There is unequivocal
literature evidence for some types of cancer, such as leukemias and lymphomas,
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based on which treatment with the most intensive pediatric treatment protocols
leads to better results.

Concerning tumors that often occur at these ages, such as osteosarcoma and Ew-
ing sarcoma, their biology sometimes resembles that of children and sometimes
adults. Their therapeutic approach remains until today a challenge. Previous re-
ports have demonstrated that treating these tumors in pediatric wards with more
intensive protocols has led to better survival rates. Nevertheless, the most recent
reports have shown that with the implementation of a common treatment pro-
tocol (EICESS 92), pediatric and pathology departments’ outcomes were similar.
These complex and intensive chemotherapeutic regimens and possible surger-
ies with all their consequences render the treatment for adolescents very hard to
tolerate. Thus, it is very important always to consider all the parameters that will
help the adolescent fully comply with the treatment and the potential of support-
ing the administration of the most acceptable remedy.

Adolescents that have survived childhood cancer

Before 1970, almost all children with cancer died of the disease. Today, after leaps
and bounds in the progress of the treatment and supportive treatment of the child
with cancer, the overall survival is estimated to be more than 80%. That is trans-
lated to more than 300,000 childhood cancer survivors in the United States and
proportional numbers in the rest of Western countries. As these numbers con-
tinue to rise, so does the percentage of children/adolescents/adults monitored
predominantly by primary healthcare workers.

Cancer and its treatment could result in a number of organic and psychological
complications, which lead to increased morbidity and mortality compared to the
general population. Two out of three survivors of childhood cancer will have at
least one outer complication associated with treatment. In one to four, this com-
plication will be grave or life-threatening. For these reasons, the well-organized
and long-term monitoring of these individuals is required to be diagnosed timely
and properly address the ultimate complications of previous cancer treatment.
Because these complications are specific and related to the patient’s age and
type of treatment, monitoring, and laboratory testing should be individualized
and based on individual history. The Pediatric Oncology Team of the Children’s
Oncology Group (COG) in the USA has issued specific guidelines for monitoring

4( children, adolescents, and young adults who have survived childhood cancer to
assist patients doctors, especially pediatricians, in providing appropriate health
care services.
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The smooth transition from Pediatrics to Adult Health Services poses additional
difficulties in the treatment for those cured of childhood cancer, as their age in-
creases beyond the pediatric limits of the health system. Proper planning before
the transition is an essential step in achieving this goal. The operation of the Med-
ical House model provides a strong structure for this design, which should define
the distinct roles of the patient, family, special doctors, and primary healthcare
physicians to achieve a smooth transition. For the surviving AYAs, it is important
to be fully aware of the potential health problems they will face in the future when
they leave the pediatric treatment and be provided with a coherent medical plan
for their long-term monitoring. Finally, they should have the knowledge and skills
needed to keep them informed, as new information and knowledge will continu-
ously emerge.

Quality of life for adolescent and young adult patients of cancer

Adolescent and young adult cancer survivors face many unique and different
challenges and long-term effects that affect their quality of life after the end of
treatment. Because of the continuous developments in technology and cancer
treatment that have resulted in a significant increase in survival rates, the iden-
tification of outer complications and monitoring the quality of life of these pa-
tients are particularly important tools of current and future research. According
to a recent literature review, AYA childhood cancer survivors were more likely to
have a “worse” or “affected” quality of life than the general population, regard-
less of other demographic factors. The AYAs describe both positive and negative
experiences from the healthcare system, their information, and other supportive
services. Until today there is no clear data in the literature regarding the interven-
tions that need to take place to improve the quality of life of AYAs. Besides, the
tools used for the proper assessment of the quality of life in this population are
not satisfactory. However, the literature systematically records this population’s
unique needs, demonstrating a trend in health care systems to determine age
limits and stages. There is a need to create unique programs for AYAs in the struc-
tures of health systems that approach in an interdisciplinary manner the “special”
problems of AYAs and aim to improve their quality of life.

Epilogue

41

The special health needs of adolescents have been recognized by the US and Aus-
tralian health services since the 1980s, while significant efforts are being made
in some European countries (England, Sweden, Italy, Portugal). In the USA and
Australia adolescent centers are operating and providing a wide range of clinical
health services, while implementing adolescent-specific programs. In addition,
many hospitals host operating adolescent healthcare departments. Similar ef-
forts have begun in Greece for some years now.
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According to the WHO, the state of health of adolescents in European countries
is not satisfactory. This has high social and economic costs and human resources
losses. Investing in the improvement of the health of young people inhibits future
complications and consists of a real benefit for the whole population—the WHO
urges all European countries to prioritize the health of adolescents.

In our country, adolescents constitute 11% of the population (1,300,000 adoles-
cents), and their absolute number displays a diachronic decrease (in 1982, ad-
olescents constituted 14% of the population). As it is known in our country, the
older population is constantly increasing, and the current generation of adoles-
cents is called to support them in the future. It is then clear that devotion and
contribution to adolescents is an investment - not an unjustified cost.
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TAOELG KAl TTOALTLOUIKEG TTOPAHETPOUG.

. H Maykéopia Opyavwon Yyeiag
Bewpel epnPeia to Sidotnua amé 10-19

ETWV TIPOKELPEVOU Va TTEpAGBEL >
TIOMTIOUIKEG KOl SLAKPATIKEG SLadopés, “At your age, Tommy, a boy’s body goes through
evw n Evpwriaikn Evwon emofuwg changes that are not always easy to understand.”

avadépetal otnv epnPeia arméd v nAwkia
twv 10 éwg 18 etwv.

Kapkivog oToug epnpouc Kai veapoUg EVAAIKEG:
nAIKiaka opia

- AYA are usually considered as the older patients in pediatric oncology.
or hematology practice and the younger patients in adult practice.

- At present, there are no universally accepted limits that define the age range because
the interface between adult and children’s services is different in different healthcare

systems.
44 - WHO definition: 10-14 years: pre-adolescent; 15-19 years: adol

20-24 years: post-adolescent .

- Teenage years are between 13 and 19 years of age, inclusive.
Older patients, 20-39 years of age, are generally considered as ‘“‘young
adults”.
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Congenital Anomalies 2%

2uxvoTnTa 10TOAOYIKWY TUTWYV KApKivou
wadiwv<5 eTwv kai epnRpwv>15 eTwv

Figure XITL2: Distribution of cancer types, age <5 Figure XIILL: Distribution of cancer types, age 15-19
all races, both sexes, SEER, 1986.95 all races, both sexes, SEER, 1986-05
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Survival of European adolescents and young adults diagnosed with cancer in 2000-
07: population-based data from EUROCARE-5.
Annalisa Trama, Laura Botta, Roberto Foschi, Andrea Ferrari, Charles Stiller, Emmanuel Desandes, Milena Maria
Maule, Franco Merletti, Gemma Gatta.
The Lancet Oncology, 2016;

More young people of all ages are surviving cancer than ever before, but
new research published in The Lancet Oncology journal shows that 45
adolescents and young adults have a lower chance of surviving eight

relatively c o
data from a long-running study of cancer survival across Europe.

The authors say that variations in survival between age groups are due to a
number of factors including: delays in diagnosis and treatment, a lack of
treatment guidelines and clinical trials specifically for teenagers and young
adults, as well as differences in the biology of some cancers.
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"However," "we found that adolescents and young adults still tend to die earlier
than children for several cancers common to These nge groups particularly blood
cancers like leuk Hodg} HL).«

and non-Hodgkin's lymph

The latest EUROCARE-5 report includes, for the first time, comparison of survival between
adolescents and young adults (aged 15-39 years), children (aged 0-14 years) and adults (aged 40-69
years), who were diagnosed from 2000 to 2007, and followed-up to at least 2008. The researchers
analysed data from population-based cancer registries covering all or part of 27 European
countries, and estimated 5-year survival for 56505 cancer cases in children, 312483 in
adolescents and young adults, and 3567383 in adults. They also analysed changes in survival over
time from 1999 to 2007.

* For adolescents and young adults, survival at 5 years from
diagnosis for all cancers combined is generally good with 82% now
surviving (2005-07) up from 79% in 1999-2001, in children
survival improved from 76% to 79% over the same period.

Adolescents and young adults had a survival advantage over adults for almost all
major cancers affecting both age groups, supporting the idea that younger
patients with few other illnesses are likely to fare better than older patients.

There are only two types of cancer for which adolescents and young adults were at a
survival disadvantage -- breast (83.5% vs 87.0%) and prostate (79.9% vs 89.8%).
This reflects the fact that younger women often present with larger, higher-grade
cancers that are more advanced, and that prostate disease tends to be more
aggressive in younger men.

AVTIHET®NION TOU EPRPOU Kal VEOU EVAAIKA HE KAPKIVO.
H kaAUTepn BEpANEUTIKN NPOCEYYION.

O1 £pnBol HE KAPKiVo EXOUV NEPIyPAPEi WG N «Xapévn @UAR>» (the lost tribe), oe oTi
apopa Tn BepAneUTIKA TOUG avTIPeTONION. Eival yeyovog 0TI N GUHHETOXN TOUG OE KAIVIKEG
HEAETEG €ival CAPAOG HIKPOTEPN OE OXEON HE TA NAIdIA KAl TOUG HEYAAUTEPOUG EVAAIKEG Kal
OUVEN®MG dev Exouv WPeAnBei 600 Ba pnopoloav and TIG MPOOJOUG MOU EMITEUXONKAV GTNV
QVTIMETONION Kal TNV eniBinon Twv naidi®v Kai evnAikwv Je Kapkivo Ta TeAeuTaia 20 xpovia.

46 ®aiveral 0TI autd dev o@eileTal poOvo oTa MPOBARHATA MOU AVTIHET®NIOUV anod TIG
NApPEXOHEVEG UNNPECIEG UYEiag, kaBuoTépnon oTn d1Iayvmwon, aAAd Kal oTn S1agOPETIKNR
BioAoyia Tou kapkivou oToug e@rBoug. OI MEPICOOTEPOI anMd TOug EPRBOUG 15-19 eTMV
avTIETWNICOVTAl OE TPAMATA €vNAIK®WY, map OTI N MNAEIOVOTNTA TWV HOPGWV KAPKiVOu Mou
€U@avifouv Npogopolalel e autolg TNG NaidikngG NAIKIAG.
MOéavag n kaAuTepn emiAoyn Oa fATav n OEpaneuTIKn AVTIHETONION ME Baon Tov
TUNO TOU OYKOU Kal 01 p€ Baon Tnv nAikia.
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F1a PEPIKEG HOPPEG KAPKIVOU, ONWG o1 AEUXAINIEG KAl Ta AEHPOUATA, UNAPXOUV oapn
BiBAloypa@ika dedopéva, HE Baon Ta onoia N AVTIHET®OMION HE TA MIO EVTATIKG
BgpaneuTikd NnaidiaTpika npwTokoAAa odnyei o€ kaAUTEpa anoteAéopara. ‘'Ocov apopd
TOUG OYKOUG Mou eP®avifovral ouxvoTepa oTIG NAIKIEG AUTEG, ONWG Eival TO OCTEOTAPKWHA Kal
T0 odpkwpa Ewing, n BioAoyia Toug AAAOTE MPOCONOIAZEl HE AUTH TWV NAIBIOV KAl AAAOTE HE
auTh TV evnAikwv. H BEPANEUTIKN TOUG NPOCEYYION AMOTEAEI £WG ONKEPA Hia NPOKANGN.
MNaAaidTepeg avapopeg BeIEav OTI N AVTILETOMNION TWV OYKWV AUT®V OE NaIdIaTpIKA TUAKATA HE
nio EVTATIKA NPWTOKOAAA 0driynoav o kaAUTepa nocoaoTd eniBinong. Map* 6Aa autd, o1 nio
npocPATEG avaPopeg £de1§av 0TI HE TRV EQPAPHOYI KOIVOU BEPANEUTIKOU NPpWTOKOAAOU
(EICESS 92) Ta anoteAéopara oTta naidiarpika kai ota naoAoyikd TuRpara Arav
napopoia.

Ta noAUNAoKa Kal evTaTika XnNKeIOBEPAnEUTIKAG auTa oxnuata, Kabwg Kal ol meaveg
XEIPOUPYIKEG ENEPPATEIG PE OAEG TIG OUVENEIEG TOUG, KABIOTOUV Tn Bgpaneia moAu dUoKoAa
AVEKTH anod Toug e@rBouc. MNa 1o Adyo auTtod, €xel heyahn onpacia va egetalovral navroTe OAEG ol
napapeTpol nou Ba Bondnoouv oTNV MARPN CUUHOPPWON Tou €PrBou e TN Bepanceia, KaB®G Kai
0l dUvVaTOTNTEG UNOGTNAPIENG TNG XOPNYNONG TNG KAAUTEPA anodeKTnG Bepaneiag.

Patient Related Outcome Measures 2015:6 19-51

hetpildx.doi.org/10.2147IPROM.S51658

Quality of life in adolescent and young adult cancer
patients: a systematic review of the literature

Gwendolyn P Quinn, Vnia Gonnalves, Ivana Sehovic, Meghan L Bowman, Damon R Reed

H Lee Moffitt Cancer Center and Research Institute, Department of Health Outcomes and Behavior, Tampa, FL,
USA; Morsani College of Medicine, University of South Florida, Tampa, FL, USA; H Lee Moffitt Cancer Center
and Research Institute, Adolescent Young Adult Oncology Program, Tampa, FL, USA; Faculty of Psychology
and Educational Sciences, University of Coimbra, Coimbra, Portugal; H Lee Moffitt Cancer Center and
Research Institute, Department of Sarcoma, Tampa, FL, USA

Introduction: Adolescent and young adult (AYA) cancer survivors experience many unique challenges and quality of life
(Qol) effects that persist beyond cancer diagnosis and treatment. Due to continuous improvements in technology and
cancer treatments resulting in improved survival rates, the identification of late effects, survivorship issues, and QoL is
moving to the forefront of cancer research. The goal of this systematic review was to identify key psychosocial factors
impacting QoL in AYA logy populati

Methods: A systematic review of the literature was conducted using combinations of these phrases or keywords:
“adolescent and young adult or AYA” AND “health outcomes OR quality of life OR psychology” AND “neoplasm OR
cancer OR oncology”. A total of 35 articles were included in this review. Studies were classified into two categories: AYA
perceptions and stakeholder perceptions.

Results: AYA cancer survivors were more likely to have “worse” or impaired QoL compared
with the general population, regardless of other demographic factors. AYAs described both positive
and negatives experiences with their medical care, the educational information received, and the
supportive care services. Although health care professionals were likely to underestimate or misjudge the
health preferences and support needs of AYAs, these perceptions varied across disciplines and levels of

experience. 47

Conclusion: The literature is lacking in sufficient evidence-based interventions to improve QoL in AYA
cancer populations. Further, the tools to adequately measure QoL in this population are also
unsatisfactory. The literature, however, consistently shows agreement regarding the unique needs of this
population, indicating a trend toward health care standardization within age ranges or life stages. We
suggest the need for AYA-specific programs in health care institutions that comprise a
multidisciplinary team that addresses all the unique medical and QoL needs of AYAs.
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AVTll-lﬁTw‘l"fm amo Toug AVTIETWTION awd TOUC 1aTPoUC
naidIdTpoug evnAiKwy

HEALTH CARE mnAMERICA

AVTIHETWTION TWV ePNPwyv

O1 e181KEG UYEIOVOUIKEG AVAYKEG TWV EPAPWY £XOUV AVAYVWPIOTEI ATO TIG UTINPETIEG UYEiag
Twv HTTA kai Thv AuoTpaAia amd Tn SekacTia Tou 1980, evs onuavTikég TPoomdBeieg £Xouv
vivel kai og apkeTég Eupwmdikég xwpeg (AyvAia, Zoundia, ITaAia, TTopToyaAia ....).
Z1i¢ HTTA Kkai Tnv AuoTpadia kai Eupwmaikég Xwpeg Asitoupyolv Kévrpa EenpikAg nAikiag,
OTIOU TTapEXETAI HEYAAO €UPOG KAIVIKWY UTINPETIWY UYEiag Kal epappdlovTal Tpoypdupara
€131Kd yia ephpoug. Emiong, e ToAAd voookopeia AeiToupyoUv TuApaTa TepiBaAyng ephRpwy.

O1 épnpor pe EAY mapakoAouBoUvTal amé Toug Ttaididtpoug éwg Thv hAikia Twy 18-25 eTwv.

TTapépoieg TpoomdBeieg £xouv EeKIVAOEI E8W Kal HEPIKA Xpovia Kal oThv EAAGSa.

orioinal artcls

Adolescents, Young Adults, and Cancer—the
International Challenge*

tes the locations of Teenage Cancer
Kingdom in 2010, Green dots indi-
iue dots, units in construction; red dots,
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PEDIATRIA 9A%F ONCOLOGICA FONDAZIONE IRCCS

2 L ; ISTITUTO NAZIONALE
u?xﬁov Lo and DEITUMORI

Fondazione IRCCS lstituto Nazionale dei Tumoridi Miiano

In collaborazione con:
ASSOCIAZIONE BIANCA GARAVAGLIA

onus

R aiuto crani
el

EwiAoyoc

Zoppwva pe Tnv TT1.0.Y. n kardotaon Thg uyeiagc Twv epnpwv otic Eupwrdikéc XWwpeg
dev gival IkavomoINTIKA. AUTS £XEl ONUAVTIKO KOIVWVIKO Kal OIKOVOUIKG KOOTOG Kal
anwAeieg oe avBpwmivo duvapiké. H emévduon oTh PeATiwon ThG UYEidg TwY VEAPWY ATOHWY
avaoTEAAEL TIG ETITTAOKEG ToU HEAAOVTOG Kal aTTOTEAEI TTPAYHATIKG KEPSOG Yid To GUVOAO Tou
TAnBuaopoU. O TT.0.Y. mpoTpémer 6Aeg Tig EupwTdikég XWPEG va SWoouv TpoTepaldThTd
oTNnv uyeia Tng epnPIKAG NAIKiAg.

ZTh XWpa pag ol épnpor amoteAoly To 11% Tou TARBuopoU (1.300.000 épnpor) Kai o
améAuTog apiBu6g Toug Tapouaidler SiaxpovikA peiwon (To 1982 o1 égnpor amoTeAolUoav To
14% Tou TAnBUGpoU). OTwC gival yvwaTd yid Th XWed pag, o ynpaidTepog TANBUOHAG
ouvexwe au€dveTal Kai h yevid Twv TwpIvy epAPWY KaAsitdl va Toug aThpifel oTo péAAov.
Eivai, Aoimév, cagpéc mwg n agooiwon Kai n mpoowopd oToug ePRPoug cival pia
emévduon - 6xI éva adikaloAdynto K6oToG.

49
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Katerina Katsibardi, MD, PhD

Pediatrician, Academic Fellow at the Pediatric Hematology Oncology Unit,
15t Department of Pediatrics, Aghia Sophia Children’s Hospital, National
and Kapodistrian University of Athens.

Late effects in childhood cancer survivors

Significant progress has been noted concerning the survival of children with can-
cerduring the last decades, since the 5-year event free survival nowadays reaches
80%, even exceeding that in specific types of childhood malignancies. Therefore,
currently childhood cancer survivors account 500,000 in Europe and 400,000 in

50 USA. During 2020, it was estimated that one in 350 adults had a history of cancer
in childhood and it seems that this population in constantly increasing due the
success in their treatment.

However, “being cancer free is not the same as being free of cancer”. Therefore,
all childhood cancer survivors have regular follow up, in order to monitor if they

nnnnnnnnnnnnnnnnnnnnnnn
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remain in disease remission and to identify probable relapse, but also to detect as
early as possible, complications, which may occur either prompt or delayed, 2 to 5
years, after cancer treatment completion.

Late effects in childhood cancer survivors are a result of chemotherapy, particu-
larly of high doses of alkylating agents, but they are also a consequence of radio-
therapy, surgery especially in patients with brain tumors or bone marrow trans-
plantation.

Approximately the 75% of childhood cancer survivors will present at least one
complication, while the 25% of them will have a very serious or a life-threaten-
ing condition during their lifetime. Additionally, survivors display health problems
much earlier compared to the general population and specifically during the pe-
riod of 35-50 years old. For instance, the risk of obesity at young age is two times
higher, 14%, compared to the general population, which is 7.5%. The risk of death
due to cardiovascular disease, even at a young age, is seven times higher in child-
hood cancer survivors. The incidence of early ovarian failure is ten times higher
in adult women that received antineoplastic treatment in their childhood, than in
the general population, 8% versus 0.8%.

The most common complications that survivors may experience are endocrine
disorders (hypothyroidism, short stature, early or late puberty), cardiovascular
disease and metabolic syndrome or obesity. They may also present bone disorders
(osteopenia or osteoporosis), hearing impairment and neurocognitive disorders,
with adverse effect on their performance at school. In addition, childhood cancer
survivors may experience reproductive disorders, manifested as menstrual disor-
ders, erectile dysfunction, premature menopause and infertility.

The effect of chemotherapy and abdominal radiation on the gonads is dismal and
can lead a woman who survived childhood cancer to menopause before the age
of 40 years old and in some cases even before the age of 25 years old, with final
effect on fertility.

The occurrence of late effects has negative influence on the quality of life of sur-
vivors, either it concerns the period of childhood with an impact on their school
and social reintegration, or their lives as adults, by influencing their relationships,
their work and their social identity.

Early detection of potential complications and their treatment approach is signif- 51
icant in order to achieve a better quality of life in childhood cancer survivors. Late
effects clinics for monitoring childhood cancer survivors is an essential compart-

ment of all pediatric oncology departments.

The interdisciplinary approach and collaboration with adult groups are two im-
portant elements in better addressing the subsequent late effects of childhood
cancer survivors.

€pPp.

in the european parliament



CHILDHOOD CANCER — The Battle We Can Win

H MAXH NOY MMNOPOYME NA KEPAIZOYME

Maria Spyraki

Bropy&vaan: epp. < E

H MAXH NOY MNOPOYME NA KEPAIZOYME

HAkia eg@aviong emimAoKkwy

» 95%: xpovia 1 amelknTikA yia TN {wr katdotaon (<45 cTu’Jv)':_; ® —
E ~Siiings
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£x
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Armstrong et al. J Clin Oncol. 2014;32,1218-27.
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H eépevn nuépa
META TRV OAOKARPWON TNG
AVTIVEOTTAOOMATIKAG BepaTreiag
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MaidiaTpog, Akadnuaikég YéTpopog
Mavematnuiak OykoAoyikr - AipatoAoyikri Movada

A Naidiatpikry KAivikr) EKTA
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‘Being cancer-free is not the
same as being free of cancer”

Managing F &
late effects for &

pediatric
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cancer survivors. Es
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[ 400,000 sz |
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will have a of those will likely experience
chronic health severe, disabling or life-
condition. threatening condition or death.

Vassal et al., 2016;Howard et al., 2018.

EmBiwoavTeg

= 500.000 empBiwaoavteg (Eupwrtn)
= 400.000 empBiwoavteg (HMA)

1.300 dTopa augnon / eTnoiwg 53

2020: 1 oToug 350 evijAikeg
£XE1 1I0TOPIKO KOPKivOou
oTnV TaIdIKA nAIKia
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Late Effects of Treatment for Childhood Cancer.
National Cancer Institute; 2019.

Makpoxpovieg ETriTrAokég: 5 ém

HETA TO MEPAS
auénuévog Kivduvog voonporntag s epameiag

3:4 empiwoavTeg - TOUAGYIOTOV pIa ETTITTAOKN
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1:4 empBioavTeg - amreIANTIKA KaTdoTooN Yyia T {wn

o 14% : Tayuoapkia o€ veapn nAikia (7,5% oUykpion Pe YEVIKO TTANBUGHO)
o 7 X :8dvarog améd kapdiayyelokd vooriuaTta
o 8% : TpwiPn wobnkikr avetapkeia (0,8% olykpion pe yevikd TTAnBuoud)

St. Jude’s Lifetime Cohort of childhood
cancer survivors. J Clin Oncol 2014;32:1218-27.
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Y1royovipornta
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METAPOOXEVOT
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EmBiwoavreg

Chemaitilly W, Cohen LE. Eur J Endocrinol 2017;176:183-203.
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Armstrong et al. J Clin Oncol. 2014;32:1218-27.
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o

WYuxoAoyIkA uTTooTAPIEN (METATPAUMATIKO stress,
ayxwdng ouvdpopr, KaTadAiyn)

« ‘Evragn oto oxoAcio, epyaaia, KoIvwviké guvolo

» Tekvotroinon

human
reproduction

‘Will I be able to have a baby?’ Results
from online focus group discussions with
childhood cancer survivors in Sweden
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AlaTopgako larpeio
MapakoAoudnong 2016: Alatopeako larpeio

EmBiwodviwy otnv MavemmoTnuiakr OykoAoyiKA AIHATOAOYIKH
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Burns KC et al. Cancer 2018;124:1867-1876.
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Rapti Zoi
Deputy Minister of Health

a5

Thank you very much for inviting me to participate in this event-driven by the
Childhood and Adolescence Cancer Awareness Month.

In particular, | would like to thank:

e Ms. Maria Spyraki, Member of the European Parliament, for initiating to-
day’s open webinar discussion-briefing, which establishes the foundation for
the outset of a dialogue on combatting childhood and adolescent cancer.

e Ms. Marianna Vardinogiannis, UNESCO Goodwill Ambassador and President
of ELPIDA “Association of Friends of Children with Cancer.”

e Ms. Anastasia Stamatea, President of Association “Pisti” - Association for
parents-children with cancer.

e Ms. Menia Koukougianni, Co-Founder of the NGO “KAPKINAKI” and Member
of the Research and Innovation Group of Childhood Cancer International (CCl)
Europe.
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Mr. Athanasios Exadaktylos, Chairman of Panhellenic Medical Association.

Mr. Thanos Dimopoulos, Rector of the National and Kapodistrian University
of Athens.

Professor Pamela Kearns, President of SIOPE (The European Society for
Pediatric Oncology)

and the following Professors:

Ms. Fani Athanasiadou - Piperopoulou, Emeritus Professor of Pediatric He-
matology-Oncology in the Aristotle University of Thessaloniki.

Mr. Antonis Kattamis, Professor of Pediatric Hematology-Oncology in the
National and Kapodistrian University of Athens and President of EEPAO (Hel-
lenic society of Pediatric Hematology-Oncology).

Mr. Emmanouil Chatzipantelis, Associate Professor of Pediatric Hematolo-
gy-Oncology in the Aristotle University of Thessaloniki.

Ms. Katerina Katsibardi, Pediatrician, Ph.D. in Medicine in the National and
Kapodistrian University of Athens, Resident in Pediatric Hematology-Oncol-
ogy in the First Department of Pediatrics of NKUA, Aghia Sophia Children’s
Hospital.

The data from the World Health Organization (WHO) about childhood cancer are
shocking:

1.

nnnnnnnnn

Every year, approximately 250.000 children worldwide are affected by cancer,
from which onlya 20% percentage acquires access to proper medical treatment.

In Europe, 20 children are dying every day from cancer.

A percentage of 70%-80% of children who acquire access to special treat-
ment manages to overcome the disease because of medical science’s prog-
ress and the adequacy in medicaments and qualified scientific personnel.

The improvement of childhood cancer healthcare constitutes a priority for
the National Health System (ESY). Cancer is the second, in terms of frequency,
cause of death in children after traffic accidents.

In Greece, approximately 300 children are affected every year by cancer, main-
ly from leukemia. However, 8 out of 10 children that today present leukemia
are cured.

The State recognizes the significant contribution of ELPIDA “Association of
Friends of Children with Cancer.” It has integrated into National Health Sys-
tem (ESY) the “Children’s Oncology Unit Marianna V. Vardinoyannis-ELPI-
DA,” which is a donation from «ELPIDA» and thanks to which Greek children that
are affected, have the opportunity to be treated with high scientific standards.
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In the battle against cancer, the State will show succor/support both to the
children who battle against cancer and their families. We all know that can-
cer diagnosis in children or adolescents consists of a massive wound, not only
for the child but also for the family, since anything that was taken for granted
until that time is overturned. The family’s balance and stability are unsettled,
setting into crisis even the most stable familial structures.

The Ministry of Health has scheduled :

8. TheRegistry of patients with rare types of cancer, in which childhood cancer
is also included.

a)

b)

The proposal of the Working Group responsible for creating National
Registry for Patients with Childhood Cancer has been completed.

The proposal of the Committee for the creation of therapeutic proto-
cols and registries of patients is currently at the stage of issuance of a
Ministerial Decision (YA) to start the Function of the Register.

In parallel, the digitalization of the Registry of Patients with Childhood
Cancer from E-Governance in Social Security (HAIKA) is progressing,
being integrated as mandatory in the electronic prescribing system.

And has advanced:

9.

In the establishment of Therapeutic Prescribing Protocols for leukemia and
lymphomas, they have to do with malignant diseases in children and ado-
lescents and solid neoplasms and hematologic cancer. These protocols have
been published on the website of the Ministry of Health.

. But the magnitude of challenges and necessities for the children with

cancer and their families, which the health system is called to address, is
huge.

. lwillinsist a lot on psychological and psychosocial support and the creation

of a comprehensive and regulatory system for the psychological support of
the affected children and their families, which lies under my jurisdiction.

a)

. During the next months, the Ministry is planning actions that concern:

The strengthening of interdisciplinary teams of pediatric-oncology
clinics (departments) with psychologists and child psychiatrists for the 61
psychological support of children affected and the psychosocial sup-

port of their parents.

Awareness programs in mental health issues for treating psychological
consequences of childhood cancer of the medical and nursing staff that
work in pediatric-oncology hospitals and clinics.
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13. The objective of the State should be to provide along with treatment, psycho-
logical and psychosocial care for the child and the members of the family
and the preservation of the quality of life for the child and the members
of the Family showing respect in the sensitivity and the age of the young
warriors.

14. The cooperation between authorities and the associations of active par-
ents and the scientific personnel, doctors, and healthcare workers are es-
sential for beating childhood cancer.

15. Concluding | would like to highlight, using as a pretext the presence of sci-
entists, professors of our medical schools in universities and the Chairman
of the Panhellenic Medical Association, the vital role and contribution of
the medical and nursing staff, composed of people of the frontline that give
a battle forthe rescue of these children and in this regard | would like to say
a huge “thank you” to them.

The fact that today we all together demonstrate that in this battle against
childhood cancer, the State, the organizations, the parent’s associations, the
medical and nursing staff, we are all allies.
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