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Editorial

The preface to the recently published 
book on ‘Rare Tumors in Children and 
Adolescents’, edited by some of the authors 
of this manuscript, begins with this 
 evocative sentence: “If you work on fre-
quent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!” 
[1]. This is exactly the spirit that led to the 
foundation of the European Cooperative 
Study Group for Pediatric Rare Tumors 
(EXPeRT), the first seeds of which were 
sown in 2008. National groups working in 
Italy, France, the UK, Poland and Germany 
join forces in EXPeRT in the conviction 
that children with very rare tumors may 
benefit from a closer-knit, stronger inter-
national network, and the project is now 
officially supported by the International 
Society of Paediatric Oncology [2].

In actual fact, all cancers are rare in 
childhood and, having recognized the rar-
ity of the object of their studies, pediatric 
oncologists have succeeded in improving 
their treatment and the related research 
over the years by increasingly cooperating 
on national and international levels. The 
continuous improvement in our knowledge 
and ultimately in the outcome of almost 
all pediatric tumors has always been partly 
thanks to experts sharing their informa-
tion and networking. There nonetheless 
remains a small group of very uncommon 

tumors for which international cooperative 
studies have rarely (or never) been devel-
oped, and children with such rare tumors 
have not benefited to the same extent from 
the enormous advances made in pediat-
ric oncology. This is the case of tumors 
generally having an annual  incidence of 
<2 in a million [3]; a  heterogeneous assort-
ment of neoplasms that are rare at any 
age (e.g., pleuro pulmonary blastoma or 
pancreatoblastoma), or that may be rare 
in childhood but more common in adult-
hood (e.g., carcinomas and melanoma), 
although they often seem to be biologically 
and clinically distinct from their adult 
counterparts [4]. Taken together, these 
tumors are not as rare as their name sug-
gests, since they account for approximately 
5% of all childhood cancers. More than 
their low incidence, however, the common 
denominator of rare pediatric tumors lies 
in their being ‘orphan’ diseases, which 
means that few clinical and biological 
details are available on them; no specific 
clinical or scientific organizations have 
been established to support their clinical 
management and research; it is very dif-
ficult – or even impossible – to conduct 
clinical trials on them and this makes it 
hard to arrive at evidence-based (or even 
shared) treatment guidelines, so their 
treatment is usually individualized; and 
dedicated financial resources are limited.

Pediatric oncologists and surgeons 
only occasionally see patients with these 
tumors, which they ‘almost never’ diag-
nose in their clinical careers and, when 
they do, they generally feel unprepared 

The founding of the European 
Cooperative Study Group on Pediatric 
Rare Tumors – EXPeRT
Expert Rev. Anticancer Ther. 13(1), 1–3 (2013)

“If you work on frequent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!”

KEYWORDS:

Expert Review of Anticancer Therapy

© 2013 Expert Reviews Ltd

10.1586/ERA.12.155

1473-7140

1744-8328

Editorial

Andrea Ferrari
Author for correspondence: 
Pediatric Oncology Unit, 
Fondazione IRCCS Istituto 
Nazionale Tumori, Milano, Italy 
Tel.: +39 02 23902588  
Fax: +39 02 23902648  
andrea.ferrari@ 
istitutotumori.mi.it

Dominik T 
Schneider
Pediatrics Clinic, Dortmund 
Municipal Hospital, Dortmund, 
Germany

Gianni Bisogno
Hematology-Oncology Division, 
Department of Pediatrics, 
Padova University Hospital, 
Padova, Italy 
On behalf of the EXPeRT 
Board‡

‡The authors belonging to the EXPeRT Board are 
listed in Appendix 1

“…the common denominator of 
rare pediatric tumors lies in their 

being ‘orphan’ diseases…”

1ISSN  1473-7140© 2013 Expert Reviews Ltd10.1586/ERA.12.155www.expert-reviews.com

Editorial

The preface to the recently published 
book on ‘Rare Tumors in Children and 
Adolescents’, edited by some of the authors 
of this manuscript, begins with this 
 evocative sentence: “If you work on fre-
quent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!” 
[1]. This is exactly the spirit that led to the 
foundation of the European Cooperative 
Study Group for Pediatric Rare Tumors 
(EXPeRT), the first seeds of which were 
sown in 2008. National groups working in 
Italy, France, the UK, Poland and Germany 
join forces in EXPeRT in the conviction 
that children with very rare tumors may 
benefit from a closer-knit, stronger inter-
national network, and the project is now 
officially supported by the International 
Society of Paediatric Oncology [2].

In actual fact, all cancers are rare in 
childhood and, having recognized the rar-
ity of the object of their studies, pediatric 
oncologists have succeeded in improving 
their treatment and the related research 
over the years by increasingly cooperating 
on national and international levels. The 
continuous improvement in our knowledge 
and ultimately in the outcome of almost 
all pediatric tumors has always been partly 
thanks to experts sharing their informa-
tion and networking. There nonetheless 
remains a small group of very uncommon 

tumors for which international cooperative 
studies have rarely (or never) been devel-
oped, and children with such rare tumors 
have not benefited to the same extent from 
the enormous advances made in pediat-
ric oncology. This is the case of tumors 
generally having an annual  incidence of 
<2 in a million [3]; a  heterogeneous assort-
ment of neoplasms that are rare at any 
age (e.g., pleuro pulmonary blastoma or 
pancreatoblastoma), or that may be rare 
in childhood but more common in adult-
hood (e.g., carcinomas and melanoma), 
although they often seem to be biologically 
and clinically distinct from their adult 
counterparts [4]. Taken together, these 
tumors are not as rare as their name sug-
gests, since they account for approximately 
5% of all childhood cancers. More than 
their low incidence, however, the common 
denominator of rare pediatric tumors lies 
in their being ‘orphan’ diseases, which 
means that few clinical and biological 
details are available on them; no specific 
clinical or scientific organizations have 
been established to support their clinical 
management and research; it is very dif-
ficult – or even impossible – to conduct 
clinical trials on them and this makes it 
hard to arrive at evidence-based (or even 
shared) treatment guidelines, so their 
treatment is usually individualized; and 
dedicated financial resources are limited.

Pediatric oncologists and surgeons 
only occasionally see patients with these 
tumors, which they ‘almost never’ diag-
nose in their clinical careers and, when 
they do, they generally feel unprepared 

The founding of the European 
Cooperative Study Group on Pediatric 
Rare Tumors – EXPeRT
Expert Rev. Anticancer Ther. 13(1), 1–3 (2013)

“If you work on frequent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!”

KEYWORDS:

Expert Review of Anticancer Therapy

© 2013 Expert Reviews Ltd

10.1586/ERA.12.155

1473-7140

1744-8328

Editorial

Andrea Ferrari
Author for correspondence: 
Pediatric Oncology Unit, 
Fondazione IRCCS Istituto 
Nazionale Tumori, Milano, Italy 
Tel.: +39 02 23902588  
Fax: +39 02 23902648  
andrea.ferrari@ 
istitutotumori.mi.it

Dominik T 
Schneider
Pediatrics Clinic, Dortmund 
Municipal Hospital, Dortmund, 
Germany

Gianni Bisogno
Hematology-Oncology Division, 
Department of Pediatrics, 
Padova University Hospital, 
Padova, Italy 
On behalf of the EXPeRT 
Board‡

‡The authors belonging to the EXPeRT Board are 
listed in Appendix 1

“…the common denominator of 
rare pediatric tumors lies in their 

being ‘orphan’ diseases…”

1ISSN  1473-7140© 2013 Expert Reviews Ltd10.1586/ERA.12.155www.expert-reviews.com

Editorial

The preface to the recently published 
book on ‘Rare Tumors in Children and 
Adolescents’, edited by some of the authors 
of this manuscript, begins with this 
 evocative sentence: “If you work on fre-
quent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!” 
[1]. This is exactly the spirit that led to the 
foundation of the European Cooperative 
Study Group for Pediatric Rare Tumors 
(EXPeRT), the first seeds of which were 
sown in 2008. National groups working in 
Italy, France, the UK, Poland and Germany 
join forces in EXPeRT in the conviction 
that children with very rare tumors may 
benefit from a closer-knit, stronger inter-
national network, and the project is now 
officially supported by the International 
Society of Paediatric Oncology [2].

In actual fact, all cancers are rare in 
childhood and, having recognized the rar-
ity of the object of their studies, pediatric 
oncologists have succeeded in improving 
their treatment and the related research 
over the years by increasingly cooperating 
on national and international levels. The 
continuous improvement in our knowledge 
and ultimately in the outcome of almost 
all pediatric tumors has always been partly 
thanks to experts sharing their informa-
tion and networking. There nonetheless 
remains a small group of very uncommon 

tumors for which international cooperative 
studies have rarely (or never) been devel-
oped, and children with such rare tumors 
have not benefited to the same extent from 
the enormous advances made in pediat-
ric oncology. This is the case of tumors 
generally having an annual  incidence of 
<2 in a million [3]; a  heterogeneous assort-
ment of neoplasms that are rare at any 
age (e.g., pleuro pulmonary blastoma or 
pancreatoblastoma), or that may be rare 
in childhood but more common in adult-
hood (e.g., carcinomas and melanoma), 
although they often seem to be biologically 
and clinically distinct from their adult 
counterparts [4]. Taken together, these 
tumors are not as rare as their name sug-
gests, since they account for approximately 
5% of all childhood cancers. More than 
their low incidence, however, the common 
denominator of rare pediatric tumors lies 
in their being ‘orphan’ diseases, which 
means that few clinical and biological 
details are available on them; no specific 
clinical or scientific organizations have 
been established to support their clinical 
management and research; it is very dif-
ficult – or even impossible – to conduct 
clinical trials on them and this makes it 
hard to arrive at evidence-based (or even 
shared) treatment guidelines, so their 
treatment is usually individualized; and 
dedicated financial resources are limited.

Pediatric oncologists and surgeons 
only occasionally see patients with these 
tumors, which they ‘almost never’ diag-
nose in their clinical careers and, when 
they do, they generally feel unprepared 

The founding of the European 
Cooperative Study Group on Pediatric 
Rare Tumors – EXPeRT
Expert Rev. Anticancer Ther. 13(1), 1–3 (2013)

“If you work on frequent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!”

KEYWORDS:

Expert Review of Anticancer Therapy

© 2013 Expert Reviews Ltd

10.1586/ERA.12.155

1473-7140

1744-8328

Editorial

Andrea Ferrari
Author for correspondence: 
Pediatric Oncology Unit, 
Fondazione IRCCS Istituto 
Nazionale Tumori, Milano, Italy 
Tel.: +39 02 23902588  
Fax: +39 02 23902648  
andrea.ferrari@ 
istitutotumori.mi.it

Dominik T 
Schneider
Pediatrics Clinic, Dortmund 
Municipal Hospital, Dortmund, 
Germany

Gianni Bisogno
Hematology-Oncology Division, 
Department of Pediatrics, 
Padova University Hospital, 
Padova, Italy 
On behalf of the EXPeRT 
Board‡

‡The authors belonging to the EXPeRT Board are 
listed in Appendix 1

“…the common denominator of 
rare pediatric tumors lies in their 

being ‘orphan’ diseases…”

1ISSN  1473-7140© 2013 Expert Reviews Ltd10.1586/ERA.12.155www.expert-reviews.com

Editorial

The preface to the recently published 
book on ‘Rare Tumors in Children and 
Adolescents’, edited by some of the authors 
of this manuscript, begins with this 
 evocative sentence: “If you work on fre-
quent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!” 
[1]. This is exactly the spirit that led to the 
foundation of the European Cooperative 
Study Group for Pediatric Rare Tumors 
(EXPeRT), the first seeds of which were 
sown in 2008. National groups working in 
Italy, France, the UK, Poland and Germany 
join forces in EXPeRT in the conviction 
that children with very rare tumors may 
benefit from a closer-knit, stronger inter-
national network, and the project is now 
officially supported by the International 
Society of Paediatric Oncology [2].

In actual fact, all cancers are rare in 
childhood and, having recognized the rar-
ity of the object of their studies, pediatric 
oncologists have succeeded in improving 
their treatment and the related research 
over the years by increasingly cooperating 
on national and international levels. The 
continuous improvement in our knowledge 
and ultimately in the outcome of almost 
all pediatric tumors has always been partly 
thanks to experts sharing their informa-
tion and networking. There nonetheless 
remains a small group of very uncommon 

tumors for which international cooperative 
studies have rarely (or never) been devel-
oped, and children with such rare tumors 
have not benefited to the same extent from 
the enormous advances made in pediat-
ric oncology. This is the case of tumors 
generally having an annual  incidence of 
<2 in a million [3]; a  heterogeneous assort-
ment of neoplasms that are rare at any 
age (e.g., pleuro pulmonary blastoma or 
pancreatoblastoma), or that may be rare 
in childhood but more common in adult-
hood (e.g., carcinomas and melanoma), 
although they often seem to be biologically 
and clinically distinct from their adult 
counterparts [4]. Taken together, these 
tumors are not as rare as their name sug-
gests, since they account for approximately 
5% of all childhood cancers. More than 
their low incidence, however, the common 
denominator of rare pediatric tumors lies 
in their being ‘orphan’ diseases, which 
means that few clinical and biological 
details are available on them; no specific 
clinical or scientific organizations have 
been established to support their clinical 
management and research; it is very dif-
ficult – or even impossible – to conduct 
clinical trials on them and this makes it 
hard to arrive at evidence-based (or even 
shared) treatment guidelines, so their 
treatment is usually individualized; and 
dedicated financial resources are limited.

Pediatric oncologists and surgeons 
only occasionally see patients with these 
tumors, which they ‘almost never’ diag-
nose in their clinical careers and, when 
they do, they generally feel unprepared 

The founding of the European 
Cooperative Study Group on Pediatric 
Rare Tumors – EXPeRT
Expert Rev. Anticancer Ther. 13(1), 1–3 (2013)

“If you work on frequent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!”

KEYWORDS:

Expert Review of Anticancer Therapy

© 2013 Expert Reviews Ltd

10.1586/ERA.12.155

1473-7140

1744-8328

Editorial

Andrea Ferrari
Author for correspondence: 
Pediatric Oncology Unit, 
Fondazione IRCCS Istituto 
Nazionale Tumori, Milano, Italy 
Tel.: +39 02 23902588  
Fax: +39 02 23902648  
andrea.ferrari@ 
istitutotumori.mi.it

Dominik T 
Schneider
Pediatrics Clinic, Dortmund 
Municipal Hospital, Dortmund, 
Germany

Gianni Bisogno
Hematology-Oncology Division, 
Department of Pediatrics, 
Padova University Hospital, 
Padova, Italy 
On behalf of the EXPeRT 
Board‡

‡The authors belonging to the EXPeRT Board are 
listed in Appendix 1

“…the common denominator of 
rare pediatric tumors lies in their 

being ‘orphan’ diseases…”

This	   is	  exactly	   the	   spirit	   that	   led	   to	   the	   founda4on	  of	   the	  European	  Coopera4ve	  Study	  
Group	  for	  Pediatric	  Rare	  Tumors	  (EXPeRT),	  the	  first	  seeds	  of	  which	  were	  sown	  in	  2008.	  	  

	  

1ISSN  1473-7140© 2013 Expert Reviews Ltd10.1586/ERA.12.155www.expert-reviews.com

Editorial

The preface to the recently published 
book on ‘Rare Tumors in Children and 
Adolescents’, edited by some of the authors 
of this manuscript, begins with this 
 evocative sentence: “If you work on fre-
quent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!” 
[1]. This is exactly the spirit that led to the 
foundation of the European Cooperative 
Study Group for Pediatric Rare Tumors 
(EXPeRT), the first seeds of which were 
sown in 2008. National groups working in 
Italy, France, the UK, Poland and Germany 
join forces in EXPeRT in the conviction 
that children with very rare tumors may 
benefit from a closer-knit, stronger inter-
national network, and the project is now 
officially supported by the International 
Society of Paediatric Oncology [2].

In actual fact, all cancers are rare in 
childhood and, having recognized the rar-
ity of the object of their studies, pediatric 
oncologists have succeeded in improving 
their treatment and the related research 
over the years by increasingly cooperating 
on national and international levels. The 
continuous improvement in our knowledge 
and ultimately in the outcome of almost 
all pediatric tumors has always been partly 
thanks to experts sharing their informa-
tion and networking. There nonetheless 
remains a small group of very uncommon 

tumors for which international cooperative 
studies have rarely (or never) been devel-
oped, and children with such rare tumors 
have not benefited to the same extent from 
the enormous advances made in pediat-
ric oncology. This is the case of tumors 
generally having an annual  incidence of 
<2 in a million [3]; a  heterogeneous assort-
ment of neoplasms that are rare at any 
age (e.g., pleuro pulmonary blastoma or 
pancreatoblastoma), or that may be rare 
in childhood but more common in adult-
hood (e.g., carcinomas and melanoma), 
although they often seem to be biologically 
and clinically distinct from their adult 
counterparts [4]. Taken together, these 
tumors are not as rare as their name sug-
gests, since they account for approximately 
5% of all childhood cancers. More than 
their low incidence, however, the common 
denominator of rare pediatric tumors lies 
in their being ‘orphan’ diseases, which 
means that few clinical and biological 
details are available on them; no specific 
clinical or scientific organizations have 
been established to support their clinical 
management and research; it is very dif-
ficult – or even impossible – to conduct 
clinical trials on them and this makes it 
hard to arrive at evidence-based (or even 
shared) treatment guidelines, so their 
treatment is usually individualized; and 
dedicated financial resources are limited.

Pediatric oncologists and surgeons 
only occasionally see patients with these 
tumors, which they ‘almost never’ diag-
nose in their clinical careers and, when 
they do, they generally feel unprepared 

The founding of the European 
Cooperative Study Group on Pediatric 
Rare Tumors – EXPeRT
Expert Rev. Anticancer Ther. 13(1), 1–3 (2013)

“If you work on frequent  cancers, do randomized trials! If you 
work on rare cancers – FIND FRIENDS!”

KEYWORDS:

Expert Review of Anticancer Therapy

© 2013 Expert Reviews Ltd

10.1586/ERA.12.155

1473-7140

1744-8328

Editorial

Andrea Ferrari
Author for correspondence: 
Pediatric Oncology Unit, 
Fondazione IRCCS Istituto 
Nazionale Tumori, Milano, Italy 
Tel.: +39 02 23902588  
Fax: +39 02 23902648  
andrea.ferrari@ 
istitutotumori.mi.it

Dominik T 
Schneider
Pediatrics Clinic, Dortmund 
Municipal Hospital, Dortmund, 
Germany

Gianni Bisogno
Hematology-Oncology Division, 
Department of Pediatrics, 
Padova University Hospital, 
Padova, Italy 
On behalf of the EXPeRT 
Board‡

‡The authors belonging to the EXPeRT Board are 
listed in Appendix 1

“…the common denominator of 
rare pediatric tumors lies in their 

being ‘orphan’ diseases…”

2 Expert Rev. Anticancer Ther. 13(1), (2013)

Editorial

due to their limited experience and the scanty data available in 
the literature. In such a scenario, it is clearly unacceptable for 
each patient with a rare tumor to remain a ‘first case’, who can-
not benefit from experience gained from other patients with the 
same diagnosis; the clinical management of such patients should 
not always be seen as a new challenge.

For many years, rare pediatric tumors only seemed to be of 
interest to a handful of ‘amateur collectors of rarities’: caring for 
children with such rare cancers was a tremendous effort, given 
the shortage of information on their diagnosis and therapy, and 
it seemed pointless to invest in research because it was impos-
sible to generate valuable results within a reasonable amount of 
time. But things are changing. The first decade of the new mil-
lennium has apparently inspired the launch of comprehensive 
projects dedicated specifically to rare pediatric tumors. National 
cooperative groups focusing on this field have been founded in 
several European countries, including: the Italian TREP (Tumori 
Rari in Età Pediatrica – Rare Tumors in Pediatric Age) project, 
begun in 2000 under the auspices of the Associazione Italiana 
Ematologia Oncologia Pediatrica in cooperation with the Società 
Italiana Chirurgia Pediatrica [3,5]; the Rare Tumour Working 
Group of the United Kingdom’s Children’s Cancer & Leukaemia 
Group, which started operating in 1997 [6]; the Polish Pediatric 
Rare Tumors Study Group, founded in 2002 as part of the Polish 
Pediatric Solid Tumors Study Group [7]; the German Rare Tumor 
Working Group, created in 2006 as part of the German Society 
of Pediatric Oncology and Hematology [8,9]; and the French 
groupe francais des tumeurs rares de l’enfant, founded in 2007 
by the French Pediatric Oncological Society in association with 
the French National Cancer Registry [10]. Although the organi-
zational aspects and levels of activity of these different schemes 
varied considerably, all these groups were able to collect clinical 
data and establish a collaborative network with other specialists 
(i.e., adult oncologists, surgeons, endocrinologists and derma-
tologists) involved in managing the tumors of interest, as well 
as prompting research, developing diagnostic and therapeutic 
recommendations, and providing treatment centers with an advi-
sory service. The different initiatives of these national groups 
demonstrated not only that research and prospective studies [11] 
are feasible even for such rare tumors, but also that the number 
of patients with a given tumor type recruitable in national-scale 
protocols within a reasonable period of time will never suffice 
for the purposes of randomized clinical trials designed to answer 
certain questions. In other words, these experiences reinforced 
the researchers’ motivation to participate in such cooperative net-
works, while highlighting the need to go a step further and create 
larger, international, prospective cooperative projects to improve 
the quality of their studies. It is in this setting that EXPeRT was 

launched to promote international clinical and biological research 
on rare pediatric tumors.

In its first project, EXPeRT began with a retrospective data 
exchange and analysis on various specific tumor types with a view 
to developing harmonized, internationally recognized diagnostic 
and therapeutic guidelines for each cancer. To give an example, 
a first retrospective analysis has been published on pancreato-
blastoma (20 cases collected over 10 years) [12]: despite the small 
number of cases, the study covers the largest series published to 
date and led to shared recommendations being developed for a 
standard approach to pancreatoblastoma, including a standard-
ized diagnostic work-up, a prognostically relevant surgical stag-
ing system and a treatment protocol. Other analyses will shortly 
be published on such rare entities as ovarian Sertoli–Leydig cell 
tumors and pleuropulmonary blastoma. These studies already 
demonstrate the beneficial effect of EXPeRT.

The second project involved establishing a network of EXPeRT 
consultants and developing standard procedures for them to assist 
physicians in making difficult clinical decisions.

The EXPeRT group’s next goals are to set up joint international 
prospective case registries, with harmonized data documentation 
sheets, and thereby enable the development of prospective studies, 
as well as triggering biological projects.

Based on the same philosophy that led its national groups to 
come together, EXPeRT also aims to encourage other European 
countries to join in, and it is interested in becoming involved 
in other ventures, such as the Rare Tumor Committee of the 
North American Children Oncology Group [13] or contribut-
ing to disease-specific registries like the International Pediatric 
Adrenocortical Tumor Registry [14] or the Pleuro-Pulmonary 
Blastoma Registry [15] or working with cooperative groups of 
adult oncologists dealing with the same diseases. Another col-
laboration could be established with the European Innovative 
Therapies for Children with Cancer consortium [16] and pos-
sibly with  pharmaceutical companies, with a view to jointly 
 coordinating Phase II trials with new agents for rare tumors, 
with the EXPeRT group offering its expertise and networking 
capabilities.

In conclusion, the EXPeRT members hope that the disadvan-
tage currently borne by children with rare tumors due to the 
rarity of their disease and the shortage of clinical and biological 
information will become an advantage as doctors and scientists 
recognize that they need to work together on an international 
scale. Ideally, such collaboration should make it easier for patients 
to gain access to the most up-to-date diagnostic and treatment 
opportunities [17].
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Based on the same philosophy that led its national groups to 
come together, EXPeRT also aims to encourage other European 
countries to join in, and it is interested in becoming involved 
in other ventures, such as the Rare Tumor Committee of the 
North American Children Oncology Group [13] or contribut-
ing to disease-specific registries like the International Pediatric 
Adrenocortical Tumor Registry [14] or the Pleuro-Pulmonary 
Blastoma Registry [15] or working with cooperative groups of 
adult oncologists dealing with the same diseases. Another col-
laboration could be established with the European Innovative 
Therapies for Children with Cancer consortium [16] and pos-
sibly with  pharmaceutical companies, with a view to jointly 
 coordinating Phase II trials with new agents for rare tumors, 
with the EXPeRT group offering its expertise and networking 
capabilities.

In conclusion, the EXPeRT members hope that the disadvan-
tage currently borne by children with rare tumors due to the 
rarity of their disease and the shortage of clinical and biological 
information will become an advantage as doctors and scientists 
recognize that they need to work together on an international 
scale. Ideally, such collaboration should make it easier for patients 
to gain access to the most up-to-date diagnostic and treatment 
opportunities [17].

“…it is clearly unacceptable for each patient with a 
rare tumor to remain a ‘first case’…”

“The first decade of the new millennium has 
apparently inspired the launch of comprehensive 

projects dedicated specifically to rare 
pediatric tumors.”

Ferrari, Schneider, Bisogno & EXPeRT Board


