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2 Vorwort / Foreword

Das Deutsche Kinderkrebsregister legt hiermit wieder
einen Jahresbericht vor, der nur Uber das Internet ver-
fugbar ist. Alle Berichte, auch die, die in zweijahrigem
Abstand als Druckexemplare erscheinen, sind unter
http://www.kinderkrebsregister.de abrufbar.

Wir moéchten bei dieser Gelegenheit unseren herz-
lichen Dank den betroffenen Familien, das heif3t den
Eltern sowie den Patienten, aussprechen. Ohne deren
Einwilligung zur Datenweitergabe an das Deutsche
Kinderkrebsregister ware die hohe Vollzahligkeit der
Erfassung von Krebs im Kindes- und Jugendalter mit
mittlerweile Uber 60.000 erfassten Neuerkrankungen
nicht moglich. Auch deren Bereitschaft zur Teilnahme
an Befragungen und die grundsatzliche Offenheit ehe-
maliger Patientinnen und Patienten, im Rahmen der
Langzeitnachbeobachtung Informationen direkt an uns
zu geben, ist bemerkenswert und verdient Respekt und
Dankbarkeit.

Ebenso ist der lang bewéhrte Informationsverbund,
der zwischen unserem Register, den behandelnden
Kliniken und den in der deutschen padiatrischen On-
kologie und Hamatologie durchgefuhrten klinischen
GPOH-Studien besteht, eine wesentliche Basis unse-
rer Arbeit. Auch daftir unseren herzlichen Dank!

Die papierbasierte Archivierung der Patientenakten am
Deutschen Kinderkrebsregister wurde prospektiv auf
eine elektronische Archivierung umgestellt. Seit Mitte
2017 erfolgt grundsatzlich keine Archivierung mehr von
papierenen Unterlagen.

Eine Ergebnis-Ubersicht zu den wichtigsten Kenn-
zahlen (Inzidenzen, Uberlebenswahrscheinlichkeiten,
Zweitneoplasien etc.) findet sich auf Seite 4 dieses Be-
richtes. Die Datenlage zu Zweitneoplasien wird immer
vollstandiger, damit werden auch die Risikoabschat-
zungen immer hoher: nach derzeitigem Wissen mus-
sen 8,4% der Patienten innerhalb von 30 Jahren mit
einer erneuten Erkrankung rechnen, besonders betrof-
fen sind Patienten mit Hodgkin-Lymphomen, Vorlaufer-
zell-Lymphomen, Ependymomen, Medulloblastomen
und PNET. Zu diesem Thema liegt eine neue Veroffent-
lichung vor (51).

Die Sichtbarkeit des Deutschen Kinderkrebsregisters
ist nach unserer Einschatzung weiterhin national und
international hoch. Beispielsweise konnen Vortrage
genannt werden bei der JubilAdumsveranstaltung des
Schweizer Kinderkrebsregisters, auf der ESLCCC
-Tagung in Edinburgh (European Symposium on Late
Complications after Child-hood Cancer) oder vor Kin-
deronkologen in Paraguay.

This time the German Childhood Cancer Registry pre-
sents an Annual Report available only via the internet.
All reports, including those available in print every other
year, can be retrieved online under http://www.kinder-

krebsregister.de.

We would like to take this opportunity to express our
warmest thanks to the affected families, i.e. the pa-
rents and patients. Only their consent to have their data
passed on to the German Childhood Cancer Registry
makes it possible to have such a high completeness
with almost 60,000 new cases of cancer in childhood
and adolescence registered. The patients’ and parents
willingness to participate in surveys and the former pa-
tients’ general openness to pass on information to us
within the framework of the long-term follow-up is re-
markable and deserves our respect and gratitude.

Similarly, the long-established information network bet-
ween our registry, the treating hospitals, and the clini-
cal trials of the German Society of Pediatric Oncology
and Hematology, is crucial for our work. Our sincere
thanks for this good collaboration!

The paper based archiving of patient records at the
German Childhood Cancer Registry was prospective-
ly changed to electronic archiving. Since the middle of
2017 we stopped archiving paper records.

An overview of the results with key figures (incidence,
survival probability, subsequent neoplasms etc.) can
be found on page 5 of this report. The data available
on subsequent neoplasms is increasingly complete,
which also leads to higher risk estimates: based on
current knowledge patients must expect an 8.4% risk
of another malignant disease within 30 years of their
first diagnosis; particularly under risk are patients with
Hodgkin lymphoma, precursor cell lymphoma, epend-
ymoma, medulloblastoma and PNET. (51) presents a
new publication on the topic

We consider the German Childhood Cancer Registry
to be highly visible nationally and internationally, which
is demonstrated by several activities. For instance,
staff members gave presentations at the anniversary
meeting of the Swiss Childhood Cancer Registry, at the
ESLCCC-meeting in Edinburgh (European Symposium
on Late Complications after Childhood Cancer), or a
meeting of Paraguayan pediatric oncologists.



Auch in EU-Projekten und internationalen Datenver-
gleichsprojekten spielt das Deutsche Kinderkrebsre-
gister mit dessen Mitarbeiterinnen und Mitarbeitern
weiterhin eine wesentliche Rolle. So hat das Deutsche
Kinderkrebsregister seine Daten zur weltweiten Samm-
lung aller Kinderkrebserkrankungen beigetragen, die
2017 von der Internationalen Krebsforschungsagentur
veroffentlicht wurde (IICC3, 47,52).

In diesem Zusammenhang erscheinen einige Publika-
tionen unter Beteiligung des Deutschen Kinderkrebsre-
gisters erwahnenswert: Ubersichten der EUROCARE
5-Studie zu Uberlebenszeitvergleichen bei Kindern und
Jugendlichen mit Krebs in Europa (41,42) und die ers-
ten Ergebnisse der Studie Pan-CareSurFup zu Spatfol-
gen nach Krebs im Kindesalter in Europa (39,49).

Im Rahmen der in den einzelnen Bundeslandern er-
folgenden Umsetzung des Krebsfriiherkennungs- und
-Registergesetzes (KFRG) (19) sind wir damit beschaf-
tigt, den seit einigen Jahren durchgefiihrten Datenaus-
tausch mit den einzelnen Landeskrebsregistern nun
unter Berlcksichtigung der aktualisierten Gesetze zu
realisieren. Wo dies noch gesetzlich moglich ist, leiten
wir - unter Berlicksichtigung der jeweiligen Register-
und Datenschutzgesetzgebung - weiterhin die an das
Deutsche Kinderkrebsregister erfolgten Meldungen
grundsatzlich an die Krebsregister der Lander weiter
(Tab. 10).

Wir wiinschen eine informative Lektlre des Jahresbe-
richtes und sind fur Anregungen zur Optimierung unse-
rer Berichterstattung offen.

Mainz, April 2018
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Furthermore, the German Childhood Cancer Registry
and its staff members play an important role in EU pro-
jects and international data collections. The German
Childhood Cancer Registry contributed its data to the
world wide collection of childhood cancer cases pub-
lished in 2017 by the International Agency for Research
on Cancer (IICC3, 47, 52)

In this context, some publications, to which the Ger-
man Childhood Cancer Registry contributed, seem
worth mentioning: Overviews of the EUROCARE
5-study on survival time comparisons in children and
adolescents in Europe (41,42) and the first results of
the PanCareSurFup study on late effects after cancer
in children and adults in Europe (39,49).

The federal states are updating their federal laws
on cancer registration according to the national
“Krebsfriherkennungs- und -Registergesetz” (KFRG)
(19). Data exchanges have been carried out with the
individual state cancer registries for several years, and
we are working on adapting this exchange to the new
laws. Where still possible under the law, we continue
to transfer cases reported to the German Childhood
Cancer Registry to the cancer registries of the federal
states, taking the specific registry laws and data pro-
tection legislations into account (Table 10).

We hope you find this annual report an informative rea-
ding, and we are open for suggestions for improving
our reporting.

i omille. @/néba Lutix WX

PD Dr. Peter Kaatsch

Dr. D. Grabow

PD Dr. C. Spix
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Meldungen von Féllen unter 15 Jahren im Jahr 2016 (Meldungen aus 63 Kliniken) : 1741
Meldungen von Féllen unter 18 Jahren im Jahr 2016 (Meldungen aus 63 Kliniken) : 2111
Durchschnittliche Meldungen von Féllen unter 15 Jahren pro Jahr: 1761
(ermittelt aus den Jahren 2007-2016)
vor dem 15. Geburtstag erkrankt ... eines von 409 Neugeborenen
Jungen / Madchen 970/ 792
Meldungen von unter 5-Jahrigen 787
Meldungen von 5- unter 10-Jahrigen 458
Meldungen von 10- unter 15-Jahrigen 517
Lymphatische Leukamien (LL) 440
Durchschnittliche Meldungen von Féllen im Alter von 15- unter 18 Jahren pro Jahr: 363

(ermittelt aus den Jahren 2009-2016)

Zahl aller Meldungen unter 15 bzw. 18 Jahren von Beginn der Erfassung im Jahr 1980 bis 2016: 61954

in Langzeitnachbeobachtung befindlich 35270
Bevolkerung im Alter von unter 15 / unter 18 Jahren (Million):

in 2016 10,7 /13,1

im Durchschnitt (in den Jahren 2007-2016 / 2009-2016) 10,9/13,3
Prognose der Félle im Alter von unter 15 Jahren:

82 % Uberleben derzeit eine Krebserkrankung mindestens 15 Jahre

90 % uberleben derzeit eine lymphatische Leukamie (LL) mindestens 15 Jahre

Insgesamt ca. 420 Todesfélle pro Jahr innerhalb von 15 Jahren nach Diagnose

Zweitneoplasien nach einer im Kindesalter (unter 15) aufgetretenen Ersterkrankung:
8,4 % der Patienten erkranken innerhalb von 30 Jahren nach Diagnose erneut an Krebs
Insgesamt sind tUber 1300 Patienten mit Folgeneoplasien registriert

Durchschnittliche Meldungen von Fallen unter 15 Jahren pro Jahr nach Bundeslandern:
(ermittelt aus den Jahren 2007-2016)

Alle Erkrankungen Leukamien Alle Erkrankungen Leukamien
Schleswig-Holstein 64 21 Bayern 280 96
Hamburg 38 12 Saarland 18 6
Niedersachsen 172 58 Berlin 68 24
Bremen 12 4 Brandenburg 45 15
Nordrhein-Westfalen 402 126 Mecklenburg-Vorpommern 28 9
Hessen 135 46 Sachsen 87 26
Rheinland-Pfalz 89 27 Sachsen-Anhalt 43 13
Baden-Wiirttemberg 239 76 Thiringen 39 12

Relative Haufigkeiten der an das Deutsche Kinderkrebsregister  Alters- und geschlechtsspezifische Erkrankungsraten

gemeldeten Erkrankungsfélle nach Diagnose-Hauptgruppen* pro 1 Million*
Karzinome
Keimzelltumoren 2.9% I 320
4.0% ’ Andere und unspezifizierte

0.2% 280
Leuk&mien B Madchen ' Jungen
30,3% 240

200

Weichteilsarkome

5,8%
\ 160

Nierentumoren 4,7%
Retinoblastome 1,9%
8
Periphere
Nervenzelltumoren 5,6% Lymphome 4
14,3% 0

ZNS-Tumoren
23,8% <11 2 3 456 7 8 9 1011121314 1516 17

Knochentumoren 5,2%

Lebertumoren 1,3%

o O

ZNS: Zentrales Nervensystem Alter

*2009-2016, basierend auf insgesamt 16964 unter 18-jahrigen Patienten
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Reported cases aged under 15 years in 2016 (Reported cases from 63 hospitals) : 1741
Reported cases aged under 18 years in 2016 (Reported cases from 63 hospitals) : 2111
Average reported cases aged under 15 per year: 1761
(calculated from the years 2007-2016)
diagnosed before the 15thbirthday ... one out of 409 new born children
Boys / Girls 970 /792
Reported cases aged under 5 787
Reported cases aged between 5 and under 10 458
Reported cases aged between 10 and under 15 517
Lymphoid leukaemias (LL) 440
Average reported cases aged between 15 years and under 18 years per year: 363

(calculated from the years 2009-2016)

Number of all reported cases aged under 15 or under 18 years from the beginning of registration in 1980 until 2016: 61954

in long-term surveillance (LTS) 35270
Population aged under 15 / under 18 (per million):

in 2016 10.7/13.1

average (in the years 2007-2016 / 2009-2016) 10.9/13.3
Prognosis of cases aged under 15 years:

82 % currently survive a cancer diagnosis at least 15 years

90 % currently survive a lymphoid leukaemia (LL) at least 15 years

Approx. 420 deaths per year within 15 years after diagnosis

Second neoplasms after initial cancer diagnosis in childhood (aged under 15):
8.4 % of patients diagnosed with cancer are diagnosed again within 30 years
More than 1300 patients registered with second neoplasms

Average reported cases aged under 15 years per year by federal state:
(calculated from the years 2007-2016)

All diseases Leukaemias All diseases Leukaemias
Schleswig-Holstein 64 21 Bavaria 280 96
Hamburg 38 12 Saarland 18 6
Lower Saxony 172 58 Berlin 68 24
Bremen 12 4 Brandenburg 45 15
North Rhine-Westphalia 402 126 Mecklenburg-Western Pomerania 28 9
Hesse 135 46 Saxony 87 26
Rhineland-Palatinate 89 27 Saxony-Anhalt 43 18
Baden-Wirttemberg 239 76 Thuringia 39 12

Relative frequencies of registered cases reported to the German  Age- and sex specific incidence rates per million*
Childhood Cancer Registery by the main diagnosis groups*

Carcinomas
Germ cell 2.9% » 320
tumours 4.0% Other and unspecified

Soft tissue 0.2% 280
sarcomas 5,8%
Bone tumours
5.2%
Hepatic tumours 1.3%
Renal tumours 160
4.7%

Leukaemias 240
30.3%

200

Retinoblastoma 1.9% V 120
Peripheral nervous 8
cell tumours 5.6% 4

Lymphomas
0
11

CNS tumours 14.3%
2 3 45 6 7 8 9 1011121314 1516 17

23.8% <
CNS: Central nervous system Age
*2009-2016, based on 16964 patients under 18

W Girls Boys

o O
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15to 17 year old adolescents

Im Jahresbericht 2013/14 wurden erstmals die Aus-
wertungen zu den seit 2009 systematisch mit erfassten
15- bis 17-Jahrigen prasentiert. Im vorliegenden Bericht
sind jetzt Daten Uber 8 Jahre erhéltlich. Erkennbar ist,
dass die Meldungen der 16-Jahrigen und ganz beson-
ders der 17-Jahrigen nicht vollzahlig sind. Diese Falle
werden zum Teil auRerhalb der Kinder- und Jugendon-
kologie behandelt, wo die Meldung an das Deutsche
Kinderkrebsregister nicht verpflichtend ist.

Zur Prasentation zuverlassiger Zahlen zur Uberlebens-
wahrscheinlichkeit ist die Datenlage noch nicht ausrei-
chend.

In the annual report 2013/14 we presented analyses for
cases aged 15-17, which have been registered since
2009, for the first time. The current report makes data
for the last 8 years available. It is becoming clear, that
the 16-year olds, and even more so the 17-year olds,
are not complete. Some of these cases are treated out-
side of pediatric oncology units, where reporting to the
GCCR is not mandatory.

There is not yet sufficient data to present survival pro-
babilities.

| Leukaemias, myeloproliferative and myelodysplastic diseases (p. 16)

Diese hamatologischen Erkrankungen sind die haufigs-
ten bdsartigen Erkrankungen im Kindes- und Jugendal-
ter. Betroffen ist bis unter 15 eines von 1250 Kindern,
Jungen etwa 20% ofter als Madchen. Etwa die Halfte
der Erkrankungen tritt bereits vor dem Schulalter auf.
Bei Kindern und Jugendlichen tberwiegen die akuten
Formen, bei Erwachsenen chronische Formen, die bei
Kindern sehr selten sind. Auf der Basis internationaler
Vergleiche gehen wir von nahezu 100% Vollzahligkeit
der Erfassung aus.

Die haufigste Form, die lymphatische Leukamie (fru-
her ALL), nahm Deutschland und Europa bis Mitte der
2000er langsam zu (ca. 0,7% pro Jahr), seitdem sehen
wir in Deutschland keinen weiteren Anstieg, Ahnliches
gilt fur Europa. Fast 98% aller lymphatischen Leuka-
mien sind Vorlauferzell-Leukamien, dies ist damit die
bei Kindern und Jugendlichen haufigste Einzeldiagno-
se Uberhaupt (ca. 25% aller Krebserkrankungen unter
15 Jahren). Sie hat einen typischen Altersgipfel im Alter
von 2-4. Die Prognose ist gut (90% Langzeituberleben-
de, mindestens 15 Jahre).

Akute myeloische Leukdmien (AML) sind deutlich
seltener und haben eine schlechtere Prognose (71%
Langzeitliberlebende); die seit den 1980ern erzielten
Verbesserungen der Therapie sind erheblich und es
werden weiter Verbesserungen erzielt.

Das myelodysplastische Syndrom (MDS) wurde erst
seit Anfang des Jahrtausends (mit Verdffentlichung der
ICD-O-3) als bosartig (maligne) klassifiziert. Erkran-
kungs- und Uberlebenszahlen davor sind damit nicht
reprasentativ. Ein Teil der MDS entwickelt sich zu einer
AML weiter. Es gab unterschiedliche Anséatze, wie in
diesem Falle mit der Z&hlung zu verfahren ist. Zeitliche
Vergleiche und Vergleiche mit anderen Registern sind
daher problematisch.

Die AML und MDS stellen zusammen gut 16% der
zweiten und weiteren Krebserkrankungen (subsequent
neoplasms (SN)) innerhalb von 30 Jahren nach einer
Krebsdiagnose im Kindesalter.

These hematological diseases are the most frequent
malignant diseases in childhood and adolescence. One
child out of 1250 under 15 years is affected, boys ca.
20% more often than girls. About half of the cases are
5 years and below. Children and adolescents show
mostly acute forms, whereas adults show mostly chro-
nic forms, which are very rare in children. Based on
international comparisons we assume completeness is
close to 100%.

The most frequent form, lymphoid leukaemia (used to
be ALL), slowly increased until the mid-2000s in Ger-
many and Europe (ca. 0.7% p.a.), in Germany we see
no further increase, similarly for Europe. Aimost 98% of
all lymphoid leukaemias are precursor cell leukaemi-
as, which makes it the most frequent single diagnosis
in childhood and adolescence. It shows a typical age
peak at ages 2-4. The prognosis is good (90% long-
term survivors for more than 15 years).

Acute myeloid leukaemias (AML) are much less fre-
quent and have a worse prognosis (71% long-term sur-
vivors); the improvements in therapy since the 1980s
are considerable and keep increasing.

The myelodysplastic syndrome (MDS) was reclassified
as malignant since the 2000s (introduction of ICD-O-3).
Numbers of cases and survival are not representative
before this. Some MDS cases progress to an AML.
There were different approaches of counting such cas-
es; as a consequence comparisons over time or across
registries are problematic.

More than 16% of the second and subsequent neo-
plasms (SN) within 30 years of diagnosis are AML or
MDS.
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Il Lymphomas and reticuloendothelial neoplasms (p. 22)

Lymphome (eines von 4000 Kindern unter 15) treten
im Allgemeinen im Jugend- und Erwachsenenalter und
nur selten bei Kleinkindern auf.

Wir gehen von nahezu 100% Vollz&hligkeit der Erfas-
sung aus. Von Hodgkin-Lymphomen sind Jungen ca.
50% haufiger betroffen. Bei Patienten mit Hodgkin Lym-
phom ist die Prognose bereits seit vielen Jahrzehnten
gut (derzeit 97% Langzeitiberlebende), daher sind bei
dieser Erkrankung die Spatfolgen der Therapie beson-
ders ausfihrlich erforscht. Hodgkin Lymphom-Patien-
ten sind Uberdurchschnittlich oft von SN betroffen, fast
16% in den ersten 30 Jahren nach Diagnose.
Burkitt-Lymphome (BL) zdhlen zu den Non-Hodg-
kin-Lymphomen (NHL), werden aber flr internationale
Vergleichbarkeit separat dargestellt. Jungen sind von
NHL mehr als doppelt so oft betroffen, von Burkitt-Lym-
phomen mehr als 5-mal so oft. Die Prognose ist gut
(86% bzw. 92% Langzeitliberlebende). Das Risiko ei-
ner Folgeneoplasie ist nach NHL tberdurchschnittlich
hoch, besonders nach Vorlauferzell-Lymphomen (22%
Risiko).

Unspezifizierte Lymphome werden fast nie gemeldet,
dies spricht fur die Qualitat der Diagnostik und der Mel-
dungen.

Lymphomas (one child in 4000 under 15) occur mostly
in adolescents and adults, while they are rare in small
children.

We assume completeness is close to 100%. Hodg-
kin lymphomas are about 50% more frequent in boys.
Patients with Hodgkin lymphoma have shown a good
prognosis for decades (current long-term survival is
97%), so for this entity late effects are particularly well
known. Patients with Hodgkin lymphoma are especially
frequently affected by SN (almost 16% within the first
30 years).

Burkitt lymphomas (BL) are a subgroup of the
Non-Hodgkin lymphomas (NHL); they are presented
separately for international comparisons. Boys are af-
fected by NHL more than twice as often as girls, five
times as often by Burkitt lymphoma. The prognosis of
NHL is good (NHL/BL 86%/92% long-term survivors).
The SN risk after NHL is above average, especially af-
ter precursor cell lymphoma (22% risk).

Unspecified lymphomas are rarely reported, this shows
the high quality of diagnosis and reports.

Il CNS and miscellaneous intracranial and intraspinal neoplasms (p. 28)

Bei den Tumoren des zentralen Nervensystems (ZNS,
Hirntumore), eines von 1600 Kindern unter 15 ist be-
troffen, handelt es sich um eine heterogene Gruppe
von Krebserkrankungen mit bésartigen (malignen) und
nichtmalignen Formen. Internationale Vergleiche deu-
ten auf eine gewisse Untererfassung der nichtmalignen
Formen hin. Der beobachtete Anstieg der Erkrankungs-
zahlen zeigt die stetig verbesserte Vollzahligkeit der
Erfassung, besonders bei Astrozytomen und sonstigen
Gliomen. Jungen sind etwa 20% haufiger betroffen als
Madchen. Die scheinbar seit 1990 schlechter werden-
de Prognose bei den ,sonstigen Gliomen* ist auf er-
hebliche Anderungen in der Zusammensetzung dieser
Gruppe zuruckzufihren, was durch die zunehmende
Vollzahligkeit und Veranderungen in der Klassifikation
bedingt ist.

Das Risiko eines SN innerhalb von 30 Jahren ist nach
Astrozytomen und anderen Gliomen sowie Kranio-
pharyngiomen ungewdhnlich niedrig und mit 34% nach
Medulloblastomen aufiergewdhnlich hoch. ZNS-Tumo-
ren stellen 23% aller SN in den ersten 30 Jahren nach
einer Diagnose im Kindesalter, dabei handelt es sich
mehrheitlich um Meningiome, gefolgt von den Astrozy-
tomen.

Tumours of the central nervous system (CNS, brain
tumours) affect one child in 1600 under 15. They are
a heterogeneous group of neoplasms, including malig-
nant and non-malignant forms. Based on international
comparisons we assume especially the non-malignant
forms to be slightly underreported. The observed in-
crease in cases shows improvements in completeness
of registration, especially regarding astrocytomas and
other gliomas. Boys have an about 20% higher inci-
dence. The seemingly worsening prognosis of “other
gliomas” since 1990 is due to considerable changes in
the composition of this group due to improvements in
completeness and classification changes.

The risk of an SN after intracranial and intraspinal em-
bryonal tumours is unusually low after astrocytoma,
other gliomas, and craniopharyngiomas, while after
Medulloblastoma it is unusually high (34%). 23% of all
SN in the 30 years after primary diagnosis are CNS
tumours, most of these are meningiomas, followed by
astrocytomas.
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IV Neuroblastoma and other peripheral nervous cell tumours (p. 41)

Neuroblastome gehéren zu den embryonalen Tumo-
ren, die vor allem bei Kleinkindern auftreten. Betroffen
ist eines von 6000 Kindern unter 15, Jungen erkranken
etwa 40% haufiger als M&dchen. Wir gehen von nahe-
zu 100% Vollzahligkeit der Erfassung aus. Insgesamt
Uberleben etwa 76% der Falle langfristig, jedoch haben
Patienten mit fortgeschrittener Erkrankung (Stadium
IVV) nach wie vor eine relativ schlechte Prognose, auch
wenn fur diese Gruppe seit den 1980ern erhebliche
Verbesserungen erzielt wurden.

Bei Neuroblastomen kann sich bei einem Teil der Er-
krankungsfalle (insbesondere mit niedrigem Stadium
bis etwa zum 2. Geburtstag) der Tumor spontan zu-
rickbilden. Wahrend eines Modellprojekts zur Friher-
kennung (1995-2000) wurden daher viele zusatzliche
Falle diagnostiziert, was zu einem erkennbaren An-
stieg der Erkrankungszahlen fiihrte. Es folgte jedoch
nicht die erhoffte Mortalitdtssenkung, so dass die
Frih-erkennung als nicht zielfihrend verworfen wur-
de. Die erhohte Aufmerksamkeit und die weitere Ver-
breitung von Ultraschalldiagnostik fihrten seither auch
ohne Screening zu einem Anstieg der gemeldeten Er-
krankungszahlen.

Folgeneoplasien sind nach Neuroblastomen selten, ih-
rerseits treten sie fast nie als Folgeneoplasien auf.

V Retinoblastoma (p. 42)

Retinoblastome, unter 17.000 Kindern unter 15 tritt ein
Fall auf, gehéren zu den embryonalen Tumoren von
denen altere Kinder (ab ca. 10 Jahren) kaum betroffen
sind. Auf der Basis internationaler Vergleiche gehen
wir von hoher Vollzahligkeit der Erfassung aus. Das
Retinoblastom ist eine der Erkrankungen, bei denen
Genetik und Vererbung eine grof3e Rolle spielen, be-
sonders bei beidseitig auftretenden Retinoblastomen.
Grundsatzlich sollten beim Auftreten der Erkrankung
Familienmitglieder mit untersucht werden.

Retinoblastome treten fast nie als Folgeneoplasien auf.

VI Renal Tumours (p. 43)

Fast alle Nierentumoren im Kindesalter sind Nephro-
blastome (Wilmstumor). Ein Kind von 7400 bis 14
Jahre ist betroffen, Madchen etwa 10% haufiger.
Auf der Basis internationaler Vergleiche gehen wir
von nahezu 100% Vollz&hligkeit der Erfassung aus.
Die Prognose ist gut (93% Langzeituberlebende).
Nach einem Nephroblastom ist das Risiko einer Fol-
geneoplasie unterdurchschnittlich, ihrerseits tre-
ten diese nur extrem selten als Folgeneoplasie auf.
Nierenkarzinome, meist im Erwachsenenalter beob-
achtet, treten nur selten und wenn, dann bei élteren Kin-
dern und Jugendlichen auf, bei Jungen 40% haufiger.

Neuroblastomas are embryonal tumours, which are
observed mainly in small children. It affects one child
in 6000 under 15, boys have an about 40% higher inci-
dence than girls. We assume completeness is close to
100%. Overall long-term survival is 76%, but patients
with advanced disease (stage IV) still have a rather bad
prognosis, although it has improved considerably since
the 1980ies.

A subset of neuroblastomas (especially low stages
before the 2nd birthday) is capable of spontaneous
regression. During the screening evaluation project
1995-2000 this led to a considerable number of addi-
tional cases, which is visible in the trend graphic. How-
ever, screening did not lead to the intended drop in
mortality, so it was not introduced. The increased atten-
tion and the extended usage of ultrasound diagnostics
have since led to an increase in the number of reported
cases even without screening.

Subsequent neoplasms are rare after neuroblastoma,
which are in turn almost never reported as SN.

One child in 17,000 under 15 is affected with a Reti-
noblastoma. These are embryonal tumours which ra-
rely affect older children (10 years or older). Based on
international comparisons we assume completeness
is high. Retinoblastoma has a known genetic cause
and can be inherited, especially bilateral cases. When
a case is diagnosed, family members should also be
examined.

Retinoblastomas are very rare as SN.

Almost all renal tumours in childhood are nephro- blas-
tomas (Wilm’s tumour). One child under 15 in 7400
is affected, girls about 10% more often. Based on in-
ternational comparisons we assume completeness is
close to 100%. The prognosis is good (93% long-term
survivors).

The risk of a subsequent neoplasm is below average,
nephroblastoma is hardly ever reported as an SN.

Renal carcinomas, usually observed in adults, are oc-
casionally diagnosed in older children and adolescents;
boys are affected 40% more often.
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Folgeneoplasien nach Nierenkarzinomen wurden nur
selten gemeldet, ihrerseits als Folgeneoplasie treten
sie vereinzelt auf.

Unspezifizierte Nierentumoren wurden keine gemel-
det, dies spricht fur die Qualitat der Diagnostik und der
Meldungen.

VIl Hepatic tumours (p. 46)

Fast alle Lebertumoren im Kindesalter (ein Fall unter
33.000 Kindern bis 14 Jahre) sind Hepatoblastome.
Jungen sind 40% haufiger betroffen als Madchen. Wir
gehen von guter Vollzahligkeit der Erfassung aus, die
seit der Grindung eines Lebertumorregisters fir Kin-
der im Jahre 2011 erkennbar weiter verbessert wurde.
Die Prognose ist moderat (79% Langzeitiiberlebende)
und seit den 1980ern erheblich verbessert.
Folgeneoplasien sind nach Hepatoblastomen sehr sel-
ten, ihrerseits treten sie fast nie als Folgeneoplasien
auf. Leberkarzinome, meist im Erwachsenenalter be-
obach- tet, treten nur sehr selten und wenn, dann bei
alteren Kindern und Jugendlichen auf.
Folgeneoplasien nach Leberkarzinomen wurden nur
selten gemeldet, ihrerseits als Folgeneoplasie treten
sie vereinzelt auf.

Unspezifizierte Lebertumoren wurden keine gemeldet,
dies spricht fir die Qualitat der Diagnostik und der Mel-
dungen.

VIII Malignant bone tumours (p. 48)

Knochensarkome (ein Kind von 9700 unter 15) sind
typisch fur altere Kinder und Jugendliche. Die beson-
ders haufigen Typen sind Osteosarkome und Ewing-
sarkome. Auf der Basis internationaler Vergleiche ge-
hen wir von hoher Vollzahligkeit der Erfassung aus.
Knochentumore stellen 5% aller Folgeneoplasien in-
nerhalb von 30 Jahren nach einer Krebsdiagnose im
Kindesalter, dabei Uberwiegen Osteosarkome.
Unspezifizierte Knochentumoren wurden fast keine ge-
meldet, dies spricht fiir die Qualitat der Diagnostik und
der Meldungen.

IX Soft tissue and other extraosseous sarcomas (p.

Weichteilsarkome kdnnen in allen Altersklassen auf-
treten, betroffen ist ein Kind bis 14 Jahre von 7200.
Das haufigste Weichteilsarkom im Kindesalter ist das
Rhabdomyosarkom. Auf der Basis internationaler Ver-
gleiche gehen wir von hoher Vollzahligkeit der Erfas-
sung aus. Jungen sind etwa 20% haufiger betroffen als
Madchen. Die Prognose ist unterdurchschnittlich (70%
Langzeitliberlebende).

Weichteilsarkompatienten sind durchschnittlich haufig
von Folgeneoplasien betroffen, etwa 6% aller Folge-
neoplasien innerhalb von 30 Jahren nach einer Krebs-
diagnose im Kindesalter sind ihrerseits Weichteilsarko-
me.

Subsequent neoplasms after renal carcinomas are
rare, renal carcinomas as subsequent neoplasms do
occur occasionally.

No unspecified renal tumours were reported, this
shows the high quality of diagnoses and reports.

Almost all hepatic tumours in childhood (one in 33,000
children until 14 years is affected) are hepatoblasto-
mas. Boys have a 40% higher incidence. We assume
completeness is good and has visibly improved further
since a hepatic tumour registry for children was fund-
ed in 2011. The prognosis is moderate (79% long-term
survivors) and has been improving considerably since
the 1980ies.

Subsequent neoplasms are rare; hepatoblastomas
hardly ever are subsequent neoplasms.

Hepatic carcinomas, usually observed in adults, are
occasionally diagnosed in older children and adole-
scents.

SN are rarely reported, hepatic carcinomas occasion-
ally occur as SN.

Unspecified hepatic tumours were not reported, this
shows the high quality of diagnoses and reports.

Bone sarcomas (one case in 9700 children under 15)
are typical for older children and adolescents. The
most frequent forms are osteosarcoma and Ewing sar-
comas. Based on international comparisons we assu-
me completeness is high.

5% of all subsequent neoplasms within 30 years of the
first neoplasm are bone tumours, mostly osteosarco-
ma.

Unspecified bone tumours are rarely reported, this
shows the high quality of diagnoses and reports.

52)

Soft tissue sarcomas occur in all ages in childhood
(one child under 15 in 7200). The most frequent type
in childhood is rhabdomyosarcoma. Based on interna-
tional comparisons we assume completeness is high.
Boys have a 20% higher incidence than girls. The prog-
nosis is below average (70% long-term survivors).

Soft tissue sarcoma patients have an average risk of
a subsequent neoplasm; about 6% of all subsequent
neoplasms within 30 years after a primary neoplasm
are soft tissue sarcomas.
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X Germ cell tumours, trophoblastic tumours and neoplasms of gonads (p. 59)

Keimzelltumoren sind eine heterogene Gruppe von
Krebserkrankungen (bis unter 15 ein Kind von 13.000).
Einige treten haufiger mit beginnender Pubertat auf,
andere sind typisch fur das Kleinkindalter, so dass sie
vom 4.-7. Lebensjahr eher selten sind. Wir gehen von
hoher Vollzahligkeit der Erfassung aus. Madchen sind
bis 14 Jahre etwa 30% haufiger betroffen. Bei den in-
trakranialen Formen (im Gehirn lokalisiert) hat es seit
etwa 2000 (neue Diagnoseklassifikation ICD-O-3) Zu-
ordnungséanderungen gegeben, so dass einige Keim-
zelltumoren seither der Hauptgruppe der Hirntumoren
(ZNS) zugeordnet werden. Insgesamt ist die Langzeit-
prognose gut (93%).

Das Risiko einer Folgeneoplasie innerhalb von 30 Jah-
ren ist durchschnittlich. Keimzelltumoren sind als Fol-
geneoplasien eher selten.

Germ cell tumours are a heterogeneous group of neo-
plasms; one child under 15 in 13,000 is affected. Some
become more frequent as puberty sets in, others are
typical for infants, so they are rare from the 4th to 7th
year of life. We assume completeness is high. Girls
under 15 have about 30% higher incidence. Some in-
tracranial forms (localized in the brain) have been re-
classified as brain tumours (CNS) since about 2000
(new diagnosis classification ICD-O-3. In general the
prognosis is good (93% long-term survivors).

The risk of an SN is average. Germ cell tumours are
rare as SN.

XI Other malignant epithelial neoplasms and malignant melanomas (p. 67)

Dies ist eine heterogene Gruppe von Neoplasien. Karz-
inome treten im Allgemeinen erst im Erwachsenenalter
auf. Die haufigsten dieser seltenen Erkrankungen im
Kindesalter sind Karzinome der Nebennierenrinde, der
Schilddrise (Verbesserung der Erfassung ab 1996),
des Nasopharynx (Nasen-Rachenraum) und das ma-
ligne Melanom (,schwarzer* Hautkrebs). Einige Karz-
inome bei Kindern sind deutlich untererfasst, jedoch
nicht die Nasopharynx-Karzinome und Schilddriisen-
karzinome. Seit 2011 werden Appendix-Karzinoide als
maligne eingestuft, daraus erklart sich die seitdem er-
heblich gestiegene Anzahl der Meldungen von Appen-
dixkarzinomen. Bei den malignen Melanomen konnte
die Erfassung im Laufe der Jahre erheblich verbessert
werden, jedoch sind sie vermutlich weiterhin unterer-
fasst. Mammakarzinome wurden primér keine gemel-
det. Schilddriisenkarzinome haben eine gute Prognose
(94% Langzeituberlebende).

Nach Karzinomen werden tberdurchschnittlich haufig
Folgeneoplasien gemeldet. Sie stellen ihrerseits ein
Drittel aller Folgeneoplasien innerhalb von 30 Jahren
nach Erstdiagnose, besonders zu nennen sind hier
Schilddriisenkarzinome, Hautkarzinome (Uberwiegend
keine malignen Melanome), Mammakarzinome und
Darmkrebs. Schon bei den unter 15-Jéhrigen sind gut
10% aller gemeldeten Schilddrisentumore SN.

XIl Other and unspecified neoplasms (p. 76)

Dies ist eine heterogene Gruppe von sonst nicht zu-
zuordnenden, bei Kindern sehr seltenen bdsartigen
Krebserkrankungen (ein Fall pro 250.000 Kinder unter
15). Der haufigste Einzeltumor hiervon ist das Lungen-
blastom.

This is a heterogeneous group of rare cancers. Carci-
nomas are usually observed in adults. The most fre-
quent among them in childhood are adrenocortical car-
cinoma, thyroid carcinoma (improved reporting since
1996), nasopharyngeal carcinoma, and malignant me-
lanoma. Some carcinomas in children are clearly un-
derreported, though not nasopharyngeal carcinomas
and thyroid carcinomas. Appendix carcinoids have
been reclassified as malignant in 2011, which explains
the sudden considerable increase in reported appen-
dix carcinomas since then. The reporting of malignant
melanoma has improved over the years, but we as-
sume they continue to be underreported. Breast carci-
nomas have not been reported as primary neoplasms.
Thyroid carcinomas have a good prognosis (94% long-
term survivors).

Carcinoma patients have an above average SN risk.
One third of all subsequent neoplasms within 30 years
are carcinomas, particularly thyroid carcinoma, skin
carcinoma (mostly not malignant melanoma), breast
carcinoma and colon carcinoma. Among the thyroid
cancer cases under 15, more than 10% are SN.

This is a heterogeneous group of very rare neoplas-
ms in childhood not classifiable anywhere else (one
child under 15 in 250,000). The most frequent tumour
among these is pulmonary blastoma.



Diagnosen / Diagnoses 11

Systematische Darstellung epidemiologischer KenngréBen der ICCC-3 Diagnosen /
Systematic Presentation of Descriptive Measures for ICCC-3 Diagnoses

All malignancies 15
| Leukaemias, myeloproliferative and myelodysplastic diseases 16
| (a) Lymphoid leukaemias 17

I (a) 1 Precursor cell leukaemias 18

I (a) 2 Mature B-cell leukaemias 18

I (b) Acute myeloid leukaemias 19

I (¢) Chronic myeloproliferative diseases 20

| (d) Myelodysplastic syndrome and other myeloproliferative diseases 21

Il Lymphomas and reticuloendothelial neoplasms 22
Il (a) Hodgkin lymphomas 23

Il (b) Non-Hodgkin lymphomas 24

Il (b) 1 Precursor cell lymphomas 25

Il (b) 2 Mature B-cell ymphomas, except Burkitt lymphoma 25

Il (b) 3 Mature T-cell and NK-cell ymphomas 26

Il (b) 4 Non-Hodgkin lymphomas, NOS 26

Il (c) Burkitt lymphoma 27
Il CNS and miscellaneous intracranial and intraspinal neoplasms 28
Il (a) Ependymomas and choroid plexus tumour 29
Il (a) 1 Ependymomas 30

[l (a) 2 Choroid plexus tumour 30
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Systematische Darstellung epidemiologischer KenngréoBen der ICCC-3 Diagnosen /
Systematic Presentation of Descriptive Measures for ICCC-3 Diagnoses

Il (b) Astrocytomas

[l (c) Intracranial and intraspinal embryonal tumours
[l (c) 1 Medulloblastomas
[l (c) 2 Primitive neuroectodermal tumour (PNET)
[l (c) 4 Atypical teratoid/rhabdoid tumour

[l (d) Other gliomas
Il (d) 1 Oligodendrogliomas
[l (d) 2 Mixed and unspecified gliomas

[l (e) Other specified intracranial and intraspinal neoplasms
Il (e) 1 Pituitary adenomas and carcinomas
[l (e) 2 Tumours of the sellar region (Craniopharynigiomas)
[l (e) 3 Pineal parenchymal tumours
Il (e) 4 Neuronal and mixed neuronal-glial tumours
[l (e) 5 Meningiomas

IV (a) Neuroblastoma and ganglioneuroblastom

V Retinoblastoma

VI (a) Nephroblastoma and other non-epithelial renal tumours
VI (a) 1 Nephroblastoma
VI (a) 2 Rhabdoid renal tumour

VI (b) Renal carcinomas

31
32
33
33
34
35
36
36
37
38
38
39
39
40
41
42
43
44
44

45
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Systematische Darstellung epidemiologischer KenngréBen der ICCC-3 Diagnosen /
Systematic Presentation of Descriptive Measures for ICCC-3 Diagnoses

VIl (a) Hepatoblastoma
VIl (b) Hepatic carcinomas
VIII Malignant bone tumours
VIl (a) Osteosarcomas
VIII (c) Ewing tumour and related sarcomas of bone
VIII (c) 1 Ewing tumour and Askin tumour of bone
IX Soft tissue and other extraosseous sarcomas
IX (a) Rhabdomyosarcomas
IX (b) Fibrosarcomas, peripheral nerve sheath tumours and other fibrous neoplasms
IX (b) 1 Fibroblastic and myofibroblastic tumours
IX (b) 2 Nerve sheath tumours
IX (d) Other specified soft tissue sarcomas
IX (d) 1 Ewing tumour and Askin tumour of soft tissue
IX (d) 3 Extrarenal rhabdoid tumour
IX (d) 5 Fibrohistiocytic tumours
IX (d) 7 Synovial sarcomas
X Germ cell tumours, trophoblastic tumours and neoplasms of gonads
X (a) Intracranial and intraspinal germ cell tumours
X (a) 1 Intracranial and intraspinal germinomas

X (a) 2 Intracranial and intraspinal teratomas

46
47
48
49
50
51
52
53
54
55
55
56
57
57
58
58
59
60
61
61
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Systematische Darstellung epidemiologischer KenngréoBen der ICCC-3 Diagnosen /
Systematic Presentation of Descriptive Measures for ICCC-3 Diagnoses
X (b) Malignant extracranial and extragondal germ cell tumours
X (b) 2 Malignant teratomas of extracranial and extragonadal sites
X (b) 4 Yolk sac tumour of extracranial and extragonadal sites
X (c) Malignant gonadal germ cell tumours
X (c) 1 Malignant gonadal germinomas
X (c) 2 Malignant gonadal teratomas
X (c) 4 Gonadal yolk sac tumour
X (c) 6 Malignant gonadal tumours of mixed forms
X1 Other malignant epithelial neoplasms and malignant melanomas
XI (a) Adrenocortical carcinomas
XI (b) Thyroid carcinomas
XI (c) Nasopharyngeal carcinomas
XI (d) Malignant melanomas
Xl (e) Skin carcinomas
Xl (f) Other and unspecified carcinomas
Xl (f) 1 Carcinomas of salivary glands
Xl (f) 2 Carcinomas of colon and rectum
Xl (f) 3 Carcinomas of appendix
Xl (f) 6 Carcinomas of breast

XIl (a) Other specified malignant tumours

62
63
63
64
65
65
66
66
67
68
69
70
71
72
73
74
74
75
75

76
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Cases in Germany aged under 15 years (1980-2016): 59048

Selected characteristics Germany 2007-2016

Relative frequency: 17613 /17613 = 100 %

Relative frequency of trial patients: 95.3 %
Incidence rates per million: Girls Boys @ Total
Number of cases: 7915 9698 | 17613
Standardized rate *: 155.9 180.5 | 168.5
Cumulative incidence: 2258 2624 2446
Sex ratio (m/f): 1.2
Age-specific incidence rates per million:
<1 1-4 5-9 10-14

Number of cases : 1841 6025 4575 5172
Incidence rate: 267.0 @ 218.0 127.3 133.9
Median age at diagnosis: 5 years 9 months
Survival probabilities 5-year 10-year | 15-year
(2004-2013): 85 % 83 % 82 %
Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative

N % of all 4232 deaths mortality rate mortality
4232 100.0 % e 492

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
All Malignancies

SN after all malignancies

% of all Cumulative
N 1245 SN incidence

1245 100.0 % 8.4 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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16 | Leukaemias, myeloproliferative and myelodysplastic diseases

(a) Lymphoid leukaemias (d) Myelodysplastic syndrome and other myeloproliferative disease
(b) Acute myeloid leukaemias (e) Unspecified and other specified leukaemias
(c) Chronic myeloproliferative diseases

Cases in Germany aged under 15 years (1980-2016): 20031

Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
Germany 2007-2016
Relative frequency: 5713 /17613 = 32.4 % 140
Relative frequency of trial patients: 99.1 % 120
100 W Girls Boys
Incidence rates per million: Girls | Boys | Total
Number of cases: 2567 3146 5713 0
Standardized rate *: 520 598 560 60
Cumulative incidence: 740 = 858 800 40
Sex ratio (m/f): 1.2 20
A P T 0
ge-specific incidence rates per million: <41 2 3 456 7 8 9 1011 12 13 14
<1 1-4 5-9  10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 287 = 2608 1606 1212 Germ any 1980-2016
Incidence rate: 41.6 94.4 44.7 31.4 70
Median age at diagnosis: 4 years 11 months 60
50 W
Survival probabilities 5-year | 10-year | 15-year 40
(2004-2013): 89 % 87 % 86 %
30
Mortality per million within 15 yrs. of diagnosis (1992-2001): 20
Number of deaths Standardized* Cumulative 10
N % of all 4232 deaths mortality rate mortality
1340 31.7% 10.6 155 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
| Leukaemias, myeloproliferative and myelodysplastic diseases Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after | | as SN after any primary
% of all  Cumulative % of all  Cumulative Incidence rates
N 1245SN incidence N 1245SN incidence A
443 356 % 8.0 % 258  20.7 % 0.7 % Tt ¢

I 64310 <73.9
Il 73.9 to <90.2

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013

80 -
60 -
40 -

| 1981-1990 (n=4045)
00 ] 1991-2000 (n=6124)

| 2001-2013 (n=7775)
.

0 5 10 15 20 25 30

Years
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Cases in Germany aged under 15 years (1980-2016): 15893 8
7}
Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million o
c
Germany 2007-2016 o))
Relative frequency: 4398 /17613 =25 % 140 ©
Relative frequency of trial patients: 99.7 % 120 o
100 W Girls Boys
Incidence rates per million: Girls | Boys | Total
Number of cases: 1963 2435 4398 80
Standardized rate *: 40.2 46.5 43.4 60
Cumulative incidence: 568 666 618 40
Sex ratio (m/f): 1.2 20
o B . 0
ge-specific incidence rates per million: <41 2 3 456 7 8 9 1011 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 113 = 2197 1289 799 Germany 1980-2016
Incidence rate: 16.4 79.5 35.9 20.7 60
Median age at diagnosis: 4 years 9 months 50
. . 40 /W/\—\/\/\/\/\/\/
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 92 % 91 % 90 % 30
Mortality per million within 15 yrs. of diagnosis (1992-2001): 20
Number of deaths Standardized®* Cumulative 10
N % of all 4232 deaths mortality rate mortality
812 19.2 % 6.5 94 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
| (@) Lymphoid leukaemias Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after | (a) I (a) as SN after any primary
% of all  Cumulative % of all  Cumulative Incidence rates
N 1245SN incidence N 1245SN incidence LJot<153

[ ]15.3t0 <28.0
368 296%  7.6% 49 39% 0.1% et ¢
[ 50.1 to < 58.0
Bl 58.0 to <72.5
W -=-725

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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18 | (a) Lymphoid leukaemias - Extended ICCC-3

Germany 2007-2016 N %

Lymphoid leukaemias 4398 100.0
1 Precursor cell leukaemias 4294 97.6
2 Mature B-cell leukaemias 102 2.3
3 Mature T-cell and NK cell leukaemias 2 0.0
4 Lymphoid leukaemia, NOS 0 0.0

1 Precursor cell leukaemias

Cases in Germany aged under 15 years (1980-2016): 15507

Selected characteristics Germany 2007-2016

Relative frequency: 4294 /17613 = 24.4 %
Relative frequency of trial patients: 99.7 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 1939 2355 4294
Standardized rate *: 39.7 45.1 425
Cumulative incidence: 561 644 604
Sex ratio (m/f): 1.2

Age-specific incidence rates per million:

<1 14 5-9 10-14
Number of cases: 112 2175 1236 771
Incidence rate: 16.2 78.7 34.4 20.0
Median age at diagnosis: 4 years 8 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
1 Precursor cell leukaemias

SN after | (a) 1 I (a) 1 as SN after any primary
% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
359 28.8 % 7.6 % 44 3.5% 0.1 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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2 Mature B-cell leukaemias

Cases in Germany aged under 15 years (1980-2016): 383

Selected characteristics Germany 2007-2016

Relative frequency: 102/17613 = 0.6 %
Relative frequency of trial patients: 99.0 %
Incidence rates per million: Girls = Boys | Total
Number of cases: 23 79 102
Standardized rate *: 0.4 1.4 0.9
Cumulative incidence: 7 21 14
Sex ratio (m/f): 3.4

Age-specific incidence rates per million:

<1 14 5-9 10-14
Number of cases: 1 21 52 28
Incidence rate: 0.1 0.8 1.4 0.7
Median age at diagnosis: 7 years 10 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
2 Mature B-cell leukaemias

SN after | (a) 2 I (a) 2 as SN after any primary
% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
9 0.7 % 8.6 % 5 0.4 % 0.0 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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Cases in Germany aged under 15 years (1980-2016): 2790
Selected characteristics Germany 2007-2016

Relative frequency: 722 /17613 =4.1 %
Relative frequency of trial patients: 97.2%
Incidence rates per million: Girls | Boys | Total
Number of cases: 345 377 722
Standardized rate *: 6.9 7.2 71
Cumulative incidence: 98 103 101
Sex ratio (m/f): 1.1
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases : 114 271 137 200
Incidence rate: 16.5 9.8 3.8 5.2
Median age at diagnosis: 4 years 2 months
Survival probabilities 5-year | 10-year | 15-year
(2004-2013): 73 % 72 % 71 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
392 9.3 % 3.1 45

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
| (b) Acute myeloid leukaemias

SN after | (b) | (b) as SN after any primary
% of all Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
54 4.3 % 9.5 % 139 11.2% 0.4 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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20 | (c) Chronic myeloproliferative diseases

8 Cases in Germany aged under 15 years (1980-2016): 273

(7]

8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million

[®)) Germany 2007-2016

© Relative frequency: 77 /17613 = 0.4 % 30

= Relative frequency of trial patients: 87.0 % M Girls Boys
25

Incidence rates per million: Girls | Boys | Total 2.0

Number of cases: 34 43 77 15

Standardized rate *: 0.6 0.7 0.7
1.0

Cumulative incidence: 9 11 10
Sex ratio (m/f): 13 O I I I I I I I I
0.0 I I

Age-specific incidence rates per million: <1 5 3 45 6 7 8 9 10 11 12 13 14

[6)]

<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 1 9 26 41 Germany 1980-2016
Incidence rate: 0.1 0.3 0.7 1.1 1.4
Median age at diagnosis: 10 years 1 month 1.2
1.0
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 96 % %% 9% 08
0.6
Mortality per million within 15 yrs. of diagnosis (1992-2001): 0.4
Number of deaths Standardized* Cumulative 02
N % of all 4232 deaths mortality rate mortality
33 0.8 % 0.2 4 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
| (c) Chronic myeloproliferative diseases
SN after I (c) I (c) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
5 0.4 % - 4 0.3 % 0.0 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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| (d) Myelodysplastic syndrome and other myeloproliferative diseases 21

Cases in Germany aged under 15 years (1980-2016): 881
Selected characteristics Germany 2007-2016

Relative frequency: 451/17613=2.6 %
Relative frequency of trial patients: 99.1 %
Incidence rates per million: Girls = Boys @ Total
Number of cases: 194 257 451
Standardized rate *: 3.7 4.7 4.2
Cumulative incidence: 55 69 62
Sex ratio (m/f): 1.3
Age-specific incidence rates per million:
<1 14 5-9 10-14
Number of cases : 45 118 136 152
Incidence rate: 6.5 4.3 3.8 3.9
Median age at diagnosis: 7 years 3 months
Survival probabilities 5-year | 10-year 15-year
(2004-2013): 82 % 79 % 76 %
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
85 2.0 % 0.7 10

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
| (d) Myelodysplastic syndrome and other myeloproliferative diseases

SN after I (d) 1 (d) as SN after any primary
% of all  Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
8 0.6 % 4.6 % 64 51 % 0.2%

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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80 -
60 -
40 -
: 1981-1990 (n=55)
20 - 1991-2000 (n=177)
] 2001-2013 (n=515)
0
0 5 10 15 20 25 30

(7}
Q
7}
Age- and sex-specific incidence rates per million 8
Germany 2007-2016 o))
12 i
(@)
10
| Girls Boys
8
6
4
2
0
<t 1 2 3 45 6 7 8 9 10 11 12 13 14
A
Standardized* annual incidence rates per million ge
Germany 1980-2016
6
Systematic registration since late 1990ies
4
3
2
1
0
1980 1986 1992 1998 2004 2010 2016
Years

Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016

Incidence rates
=0

[ 0.9t0<5.9
[l 5.9t0<9.1
[l 9.1to <14.6
M --146

Years



0
(<}
0
o
c
o

Jo

(@)

22

(a) Hodgkin lymphomas
(b) Non-Hodgkin lymphomas (except Burkitt lymphoma)
(c) Burkitt lymphoma

Il Lymphomas and reticuloendothe

Cases in Germany aged under 15 years (1980-2016): 6862
Selected characteristics Germany 2007-2016

Relative frequency: 1889/17613 = 10.7 %

Relative frequency of trial patients: 97.3 %
Incidence rates per million: Girls = Boys | Total
Number of cases: 608 1281 1889
Standardized rate *: 10.3 21.3 15.9
Cumulative incidence: 166 337 253
Sex ratio (m/f): 2.1
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases : 11 232 601 1045
Incidence rate: 1.6 8.4 16.7 271
Median age at diagnosis: 10 years 8 months
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 94 % 93 % 92 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
241 5.7 % 1.8 27

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
Il Lymphomas and reticuloendothelial neoplasms

SN after Il Il as SN after any primary

% of all Cumulative % of all ~ Cumulative

N 1245 SN incidence N 1245 SN incidence
220 17.7% 13.0 % 92 7.4 % 0.4 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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Il (a) Hodgkin lymphomas 23

Cases in Germany aged under 15 years (1980-2016): 2856 8
Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million 8
Relative frequency: 820/17613 = 4.7 % G: (: many 2007-2016 %
Relative frequency of trial patients: 97.6 % 05 o
Incidence rates per million: Girls | Boys | Total 20 " Girls Boys
Number of cases: 327 493 820 15
Standardized rate *: 5.2 7.8 6.5
Cumulative incidence: 87 127 108 10
Sex ratio (m/f): 1.5 5
0

Age-specific incidence rates per million: <11 2 3 456 7 8 9 10 11 12 13 14

<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 0 34 186 600 Germ any 1980-2016
Incidence rate: 0.0 1.2 5.2 1613 10
Median age at diagnosis: 12 years 5 months 8
Survival probabilities 5-year = 10-year | 15-year 6
(2004-2013): 99 % 98 % 97 %
4
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 2
N % of all 4232 deaths mortality rate mortality
50 1.2% 0.3 6 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Il (a) Hodgkin lymphomas Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after Il (a) 1l (a) as SN after any primary
% of all  Cumulative % of all  Cumulative Incidence rates
N 1245 SN incidence N 1245 SN incidence % =0
1.7to<3.1
116 9.3 % 15.9 % 21 1.7 % 0.1 % I 3.1t0<8.4

[ 8.4to<11.8
Il 11.8t0<17.0

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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Cases in Germany aged under 15 years (1980-2016): 2678
Selected characteristics Germany 2007-2016

Il (b) Non-Hodgkin lymphomas (except Burkitt lymphoma)

Age- and sex-specific incidence rates per million

Germany 2007-2016

Relative frequency: 738/17613=4.2%

25
Relative frequency of trial patients: 96.9 % m Girls Boys
20
Incidence rates per million: Girls | Boys | Total
15
Number of cases: 221 517 738
Standardized rate *: 4.0 8.7 6.4 10
Cumulative incidence: 62 136 100
5
Sex ratio (m/f): 2.3
L - 0
Age-specific incidence rates per million: <11 2 3 45 6 7 8 9 10 11 12 13 14
<1 1-4 5-9  10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 6 126 264 342 Germ any 1980-2016
Incidence rate: 0.9 4.6 7.3 89 10
Median age at diagnosis: 9 years 5 months 8
Survival probabilities 5-year = 10-year | 15-year 6
(2004-2013): 89 % 87 % 86 %
4
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 2
N % of all 4232 deaths mortality rate mortality
140 33% 1.0 16 0
1980 1986 1992 1998 2004 2010 2016
Years

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
Il (b) Non-Hodgkin lymphomas (except Burkitt lymphoma)

SN after Il (b) Il (b) as SN after any primary

% of all  Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
87 7.0 % 13.5% 60 4.8 % 0.3 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013

100 1¥
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1 Precursor cell lymphomas

Cases in Germany aged under 15 years (1980-2016): 1051

Selected characteristics Germany 2007-2016

[l (b) Non-Hodgkin lymphomas (except Burkitt lymphoma) -

Relative frequency:

Relative frequency of trial patients:

Incidence rates per million:

Number of cases:

Standardized rate *:

Cumulative incidence:

Sex ratio (m/f):

Age-specific incidence rates per million:

Number of cases:

Incidence rate:

Median age at diagnosis:

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Precursor cell lymphomas

SN after Il (b) 1

<1

4

0.6

11 (b) 1 as SN after any primary

Germany 2007-2016

Non-Hodgkin lymphomas (except Burkitt lymphoma)
1 Precursor cell lymphomas
2 Mature B-cell lymphomas (except Burkitt lymphoma)
3 Mature T-cell and NK-cell lymphomas
4 Non-Hodgkin lymphomas, NOS

261/17613=15%

738
261
142
143
192

Relative frequency:

1

Extended ICCC-3 25

%

00.0
35.4
19.2
19.4
26.0

2 Mature B-cell lymphomas (except Burkitt lymphoma)

Cases in Germany aged under 15 years (1980-2016): 439
Selected characteristics Germany 2007-2016

142 /17613 =0.8 %

94.6 % Relative frequency of trial patients: 97.2 %
Girls Boys @ Total Incidence rates per million: Girls | Boys @ Total
80 181 261 Number of cases: 49 93 142
1.5 3.2 2.3 Standardized rate *: 0.9 1.5 1.2
23 48 36 Cumulative incidence: 14 24 19
2.3 Sex ratio (m/f): 1.9

Age-specific incidence rates per million:
14 5-9 10-14 <1 14 5-9 10-14
61 100 96 Number of cases: 0 11 48 83
2.2 2.8 2.5 Incidence rate: 0.0 0.4 1.3 2.1

8 years 0 months

Median age at diagnosis:

11 years 3 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

2 Mature B-cell lymphomas (except Burkitt lymphoma)

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million

SN after Il (b) 2

Il (b) 2 as SN after any primary

% of all Cumulative % of all Cumulative % of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
52 4.2 % 21.8 % 17 1.4 % 0.1 % 10 0.8 % 5.3 % 16 1.3% 0.1 %

Germany 2007-2016

8
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26 Il (b) Non-Hodgkin lymphomas (except Burkitt lymphoma) - Extended ICCC-3

Germany 2007-2016 N %
Non-Hodgkin lymphomas (except Burkitt lymphoma) 738 100.0
1 Precursor cell lymphomas 261 354
o 2 Mature B-cell lymphomas (except Burkitt lymphoma) 142 19.2
(O] 3 Mature T-cell and NK-cell lymphomas 143 194
8 4 Non-Hodgkin lymphomas, NOS 192 26.0
c
(@]
o
(@) .
3 Mature T-cell and NK-cell lymphomas 4 Non-Hodgkin lymphomas, NOS
Cases in Germany aged under 15 years (1980-2016): 487 Cases in Germany aged under 15 years (1980-2016): 701
Selected characteristics Germany 2007-2016 Selected characteristics Germany 2007-2016
Relative frequency: 143 /17613 =0.8 % Relative frequency: 192/17613=1.1%
Relative frequency of trial patients: 98.6 % Relative frequency of trial patients: 98.4 %
Incidence rates per million: Girls | Boys | Total Incidence rates per million: Girls = Boys  Total
Number of cases: 47 96 143 Number of cases: 45 147 192
Standardized rate *: 0.8 1.6 1.2 Standardized rate *: 0.8 25 1.7
Cumulative incidence: 13 25 19 Cumulative incidence: 12 39 26
Sex ratio (m/f): 2.0 Sex ratio (m/f): 8.8
Age-specific incidence rates per million: Age-specific incidence rates per million:
<1 1-4 5-9  10-14 <1 1-4 59 10-14
Number of cases: 1 24 38 80 Number of cases: 1 30 78 83
Incidence rate: 0.1 0.9 1.1 2.1 Incidence rate: 0.1 1.1 2.2 2.1
Median age at diagnosis: 10 years 11 months Median age at diagnosis: 9 years 3 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

3 Mature T-cell and NK-cell ymphomas 4 Non-Hodgkin lymphomas, NOS
SN after Il (b) 3 Il (b) 3 as SN after any primary SN after Il (b) 4 11 (b) 4 as SN after any primary
% of all  Cumulative % of all  Cumulative % of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
12 1.0 % - 7 0.6 % 0.0 % 13 1.0 % 6.5 % 20 1.6 % 0.1 %
* Standard: Segi world standard population * Standard: Segi world standard population
Age- and sex-specific incidence rates per million Age- and sex-specific incidence rates per million
Germany 2007-2016 Germany 2007-2016
8 8
W Girls Boys HGirls Boys
6 6
4 4
2 I 2
0 II....I--I II 0 --Il-ll-.II-II
<1 2 3 4 5 6 7 8 9 10 11 12 13 14 <t 1 2 3 4 5 6 7 8 9 10 11 12 13 14

Age Age



Cases in Germany aged under 15 years (1980-2016): 1197
Selected characteristics Germany 2007-2016

Relative frequency: 312/17613=1.8 %

Relative frequency of trial patients: 99.0 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 51 261 312
Standardized rate *: 0.9 4.6 2.8
Cumulative incidence: 14 70 43
Sex ratio (m/f): 5.1
Age-specific incidence rates per million:

<1 14 5-9 | 10-14
Number of cases : 0 70 146 96
Incidence rate: 0.0 2.5 41 2.5
Median age at diagnosis: 7 years 7 months
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 93 % 92 % 92 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
37 0.9 % 0.3 4

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
II' (c) Burkitt ymphoma

SN after Il (c) 11 (c) as SN after any primary
% of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
17 1.4 % 3.8 % 4 0.3 % 0.0 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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28 1l CNS and miscellaneous intracranial and intraspinal neoplasms

(a) Ependymomas and choroid plexus tumour (d) Other gliomas
(b) Astrocytomas (e) Other specified intracranial and intraspinal neoplasms
(c) Intracranial and intraspinal embryonal tumours (f) Unspecified intracranial and intraspinal neoplasms
8 Cases in Germany aged under 15 years (1980-2016): 12987
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 4409 /17613 =25 % 70
o Relative frequency of trial patients: 95.3 % 60 m Girls Boys
. - . 50
Incidence rates per million: Girls | Boys | Total
Number of cases: 2017 2392 4409 40
Standardized rate *: 387 434 412 0
Cumulative incidence: 573 644 610 20
Sex ratio (m/f): 12 10
A P T 0
ge-specific incidence rates per million: <41 2 3 456 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 303 1300 1420 1386 Germ any 1980-2016
Incidence rate: 43.9 47.0 39.5 359 60
Median age at diagnosis: 6 years 11 months 50
. - 40
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 77 % 74 % 71 % 30
Mortality per million within 15 yrs. of diagnosis (1992-2001): 20
Number of deaths Standardized®* Cumulative 10
N % of all 4232 deaths mortality rate mortality
1251 29.6 % 10.0 145 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Il CNS and miscellaneous intracranial and intraspinal neoplasms Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after Il Ill as SN after any primary
% of all  Cumulative % of all  Cumulative Incidence rates
N 1245SN incidence N 1245SN incidence Llotw<156

[]15.6t0<25.7
230 185% 109% 289 232% 2.3% T ¢
I 47.2to < 56.1
Il 56.1to < 66.3

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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[ll (a) Ependymomas and choroid plexus tumour

Cases in Germany aged under 15 years (1980-2016): 1304
Selected characteristics Germany 2007-2016

Relative frequency: 445/17613=2.5%

Relative frequency of trial patients: 96.2 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 192 253 445
Standardized rate *: 4.0 4.9 4.5
Cumulative incidence: 56 69 63
Sex ratio (m/f): 1.3
Age-specific incidence rates per million:

<1 14 5-9 | 10-14
Number of cases : 77 180 91 97
Incidence rate: 11.2 6.5 2.5 2.5
Median age at diagnosis: 3 years 9 months
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 81 % 75 % 70 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
142 3.4 % 1.2 17

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
Il (a) Ependymomas and choroid plexus tumour

SN after Ill (a) Il (a) as SN after any primary
% of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
27 22 % 121 % 10 0.8 % 0.0 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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30 Il (a) Ependymomas and choroid plexus tumour - Extended ICCC-3

Germany 2007-2016

Ependymomas and choroid plexus tumour

1 Ependymomas
2 Choroid plexus tumour

1 Ependymomas

Cases in Germany aged under 15 years (1980-2016): 1040
Selected characteristics Germany 2007-2016

Relative frequency: 339/17613=1.9%

Relative frequency of trial patients: 96.8 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 141 198 339
Standardized rate *: 2.9 3.7 B3
Cumulative incidence: 41 54 47
Sex ratio (m/f): 1.4

Age-specific incidence rates per million:

<1 14 5-9 | 10-14
Number of cases: 30 152 72 85
Incidence rate: 4.4 585 2.0 2.2

Median age at diagnosis: 4 years 6 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Ependymomas

SN after lll (a) 1 Ill (a) 1 as SN after any primary

% of all Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
22 1.8% 14.5 % 7 0.6 % 0.0 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
12
10
| Girls Boys
8

N

n

0I||II|III||||II

2 3 4 5 6 7 8 9 10 11 12 13 14

Age

N %
445 100.0
339 76.2
106 23.8

2 Choroid plexus tumour
Cases in Germany aged under 15 years (1980-2016): 264
Selected characteristics Germany 2007-2016

Relative frequency: 106 /17613 = 0.6 %

Relative frequency of trial patients: 94.3 %
Incidence rates per million: Girls = Boys @ Total
Number of cases: 51 59 106
Standardized rate *: 1.1 1.1 1.1
Cumulative incidence: 15 15 15
Sex ratio (m/f): 1.1

Age-specific incidence rates per million:

<1 1-4 5-9  10-14
Number of cases: 47 28 19 12
Incidence rate: 6.8 1.0 0.5 0.3

Median age at diagnosis: 1 year 6 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
2 Choroid plexus tumour

SN after lll (a) 2 Ill (a) 2 as SN after any primary

% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
5 0.4 % 4.4 % 3 0.2 % 0.0 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
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Cases in Germany aged under 15 years (1980-2016): 5748
Selected characteristics Germany 2007-2016

Relative frequency: 2023 /17613 =11.5%

Relative frequency of trial patients: 95.8 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 986 1037 2023
Standardized rate *: 18.8 18.7 18.7
Cumulative incidence: 279 279 279
Sex ratio (m/f): 1.1
Age-specific incidence rates per million:

<1 14 5-9 | 10-14
Number of cases : 106 590 660 667
Incidence rate: 15.4 21.3 18.4 17.3
Median age at diagnosis: 7 years 2 months
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 81 % 79 % 77 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
428 10.1 % 3.2 49

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
Il (b) Astrocytomas

SN after Ill (b) Il (b) as SN after any primary
% of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
43 3.5% 2.7 % 93 7.5 % 0.3 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
100 +4
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Age- and sex-specific incidence rates per million
Germany 2007-2016
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Cases in Germany aged under 15 years (1980-2016): 2834

Selected characteristics Germany 2007-2016

Il (c) Intracranial and intraspinal embryonal tumours

Age- and sex-specific incidence rates per million

Germany 2007-2016

Relative frequency: 765/17613 = 4.3 % 20
Relative frequency of trial patients: 97.0 % W Girls Boys
15
Incidence rates per million: Girls = Boys | Total
Number of cases: 298 467 765 10
Standardized rate *: 6.1 8.9 7.5
Cumulative incidence: 86 128 107 5
Sex ratio (m/f): 1.6
A .i- - -d -II. 0
ge-specific incidence rates per million: <11 2 3 456 7 8 9 10 11 12 13 14
<1 1-4 5-9  10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 77 294 270 124 corm any 1980-2016
Incidence rate: 11.2 10.6 7.5 32 20
Median age at diagnosis: 5 years 2 months
15
Survival probabilities 5-year | 10-year | 15-year
(2004-2013): 66 % 58 % 6% 4o
Mortality per million within 15 yrs. of diagnosis (1992-2001): 5
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
473 11.2% 3.9 56 0
1980 1986 1992 1998 2004 2010 2016
Years

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
Il (c) Intracranial and intraspinal embryonal tumours

SN after Il (c) Il (c) as SN after any primary

% of all Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
1833 10.7 % 31.8 % 14 1.1 % 0.0 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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Il (c) Intracranial and intraspinal embryonal tumours - Extended ICCC-3 33

Germany 2007-2016 N %

Intracranial and intraspinal embryonal tumours 765 100.0
1 Medulloblastomas 544 7141
2 Primitive neuroectodermal tumour (PNET) 63 8.2
3 Medulloepithelioma 14 1.8
4 Atypical teratoid/rhabdoid tumour 144 18.8

1 Medulloblastomas

Cases in Germany aged under 15 years (1980-2016): 2148
Selected characteristics Germany 2007-2016

Relative frequency: 544 /17613 =3.1 %

Relative frequency of trial patients: 98.9 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 198 346 544
Standardized rate *: 3.8 6.4 5.1
Cumulative incidence: 57 94 76
Sex ratio (m/f): 1.7
Age-specific incidence rates per million:

<1 14 5-9 10-14
Number of cases: 16 180 235 113
Incidence rate: 2.3 6.5 6.5 2.9

Median age at diagnosis: 6 years 7 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
1 Medulloblastomas

SN after Ill (c) 1 Il (c) 1 as SN after any primary

% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
114 9.2 % 33.7 % 7 0.6 % 0.0 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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2 Primitive neuroectodermal tumour (PNET)

Cases in Germany aged under 15 years (1980-2016): 410
Selected characteristics Germany 2007-2016

Relative frequency: 63/17613 = 0.4 %

Relative frequency of trial patients: 98.4 %
Incidence rates per million: Girls Boys | Total
Number of cases: 29 34 63
Standardized rate *: 0.6 0.7 0.6
Cumulative incidence: 8 9 9
Sex ratio (m/f): 1.2
Age-specific incidence rates per million:

<1 14 5-9 10-14
Number of cases: 5 36 13 9
Incidence rate: 0.7 1.3 0.4 0.2

Median age at diagnosis: 3 years 7 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
2 Primitive neuroectodermal tumour (PNET)

SN after Il (c) 2 1l (c) 2 as SN after any primary

% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
17 1.4 % 14.6 % 7 0.6 % 0.0 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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34 Il (c) Intracranial and intraspinal embryonal tumours - Extended ICCC-3

Germany 2007-2016 N %

Intracranial and intraspinal embryonal tumours 765 100.0
1 Medulloblastomas 544 711
2 Primitive neuroectodermal tumour (PNET) 63 8.2
3 Medulloepithelioma 14 1.8
4 Atypical teratoid/rhabdoid tumour 144 18.8
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4 Atypical teratoid/rhabdoid tumour

Cases in Germany aged under 15 years (1980-2016): 247

Selected characteristics Germany 2007-2016

Relative frequency: 144 /17613 =0.8 %
Relative frequency of trial patients: 89.6 %
Incidence rates per million: Girls = Boys @ Total
Number of cases: 63 81 144
Standardized rate *: 1.4 1.8 1.6
Cumulative incidence: 19 23 21
Sex ratio (m/f): 1.3

Age-specific incidence rates per million:

<1 14 5-9 10-14
Number of cases: 53 74 17 0
Incidence rate: 7.7 2.7 0.5 0.0
Median age at diagnosis: 1 year 6 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
4 Atypical teratoid/rhabdoid tumour

SN after il (c) 4 Ill (c) 4 as SN after any primary
% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
2 0.2 % 29% 0 0.0 % -

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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[l (d) Other gliomas 35

Cases in Germany aged under 15 years (1980-2016): 1034 8
7}
Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million o
c
Germany 2007-2016 o))
Relative frequency: 450/17613 =2.6 % 10 ©
Relative frequency of trial patients: 94.4 % WGirls Boys o
8
Incidence rates per million: Girls | Boys | Total
6
Number of cases: 221 229 450
Standardized rate *: 41 4.0 4.0 4
Cumulative incidence: 63 61 62
2
Sex ratio (m/f): 1.0
Al ific incid illi 0
ge-specific incidence rates per million: <41 2 3 456 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 12 97 186 155 Germany 1980-2016
Incidence rate: 1.7 3.5 5.2 40 6
Median age at diagnosis: 7 years 9 months 5
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 46 % 44 % 43% 4
Mortality per million within 15 yrs. of diagnosis (1992-2001): 2
Number of deaths Standardized* Cumulative 1
N % of all 4232 deaths mortality rate mortality
131 3.1 % 1.0 15 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Il (d) Other gliomas Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after IlI (d) Il (d) as SN after any primary
% of all  Cumulative % of all  Cumulative )
N 1245SN incidence N 1245SN  incidence [eldencerates
8 06% 2.7 % 23 1.8% 0.1 % = IORShe
Il 9.6 to < 15.0,

M => 15.0
* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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Il (d) Other gliomas - Extended ICCC-3

Germany 2007-2016 N %

Other gliomas 450 100.0
1 Oligodendrogliomas 8 1.8
2 Mixed and unspecified gliomas 422 93.8
3 Neuroepithelial glial tumours of uncertain origin 20 4.4

1 Oligodendrogliomas
Cases in Germany aged under 15 years (1980-2016): 116
Selected characteristics Germany 2007-2016

Relative frequency:

8/17613 =0.0 %

Relative frequency of trial patients: 87.5 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 4 4 8
Standardized rate *: 0.1 0.1 0.1
Cumulative incidence: 1 1 1
Sex ratio (m/f): 1.0
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases: 0 0 1 7
Incidence rate: 0.0 0.0 0.0 0.2

Median age at diagnosis:

13 years 1 month

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
1 Oligodendrogliomas
SN after Ill (d) 1 Ill (d) 1 as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
1 0.1 % 1.9% 5 0.4 % 0.0 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
1.5
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2 Mixed and unspecified gliomas
Cases in Germany aged under 15 years (1980-2016): 882
Selected characteristics Germany 2007-2016

Relative frequency: 422 /17613 =2.4 %

Relative frequency of trial patients: 94.3 %
Incidence rates per million: Girls = Boys @ Total
Number of cases: 206 216 422
Standardized rate *: 3.8 3.8 3.8
Cumulative incidence: 58 58 58
Sex ratio (m/f): 1.0
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases: 11 92 182 137
Incidence rate: 1.6 3:3 5.1 3.5

Median age at diagnosis: 7 years 7 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
2 Mixed and unspecified gliomas

SN after Il (d) 2 Il (d) 2 as SN after any primary

% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
7 0.6 % 3.1 % 18 1.4 % 0.1 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
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lIl (e) Other specified intracranial and intraspinal neoplasms 37

Cases in Germany aged under 15 years (1980-2016): 1705
Selected characteristics Germany 2007-2016

Relative frequency: 660/17613 =3.7 %
Relative frequency of trial patients: 98.3 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 290 370 660
Standardized rate *: 5.8 6.3 5.8
Cumulative incidence: 81 98 90
Sex ratio (m/f): 1.3

Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases : 24 127 202 307
Incidence rate: 3.5 4.6 5.6 8.0
Median age at diagnosis: 9 years 7 months
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 96 % 95 % 92 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
42 1.0 % 0.3 ©

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
Il (e) Other specified intracranial and intraspinal neoplasms

SN after Ill (e) Il (e) as SN after any primary
% of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
17 1.4 % 4.4 % 139 11.2% 1.7 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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[l (e) Other specified intracranial and intraspinal neoplasms - Extended ICCC-3

Germany 2007-2016 N %
Other specified intracranial and intraspinal neoplasms 660 100.0
1 Pituitary adenomas and carcinomas 29 4.4
2 Tumours of the sellar region (craniopharyngiomas) 195 29.5
$ 3 Pineal parenchymal tumours 32 4.8
8 4 Neuronal and mixed neuronal-glial tumours 360 54.5
C . .
& 5 Meningiomas 44 6.7
8
a)

1 Pituitary adenomas and carcinomas 2 Tumours of the sellar region (craniopharyngiomas)

Cases in Germany aged under 15 years (1980-2016): 94 Cases in Germany aged under 15 years (1980-2016): 633

Selected characteristics Germany 2007-2016 Selected characteristics Germany 2007-2016

Relative frequency: 29/17613=0.2 % Relative frequency: 195/17613=1.1%

Relative frequency of trial patients: 65.5 % Relative frequency of trial patients: 99.5 %
Incidence rates per million: Girls | Boys | Total Incidence rates per million: Girls Boys | Total
Number of cases: 12 17 29 Number of cases: 101 94 195
Standardized rate *: 0.2 0.3 0.2 Standardized rate *: 1.8 1.7 1.7
Cumulative incidence: 8 4 4 Cumulative incidence: 28 25 27
Sex ratio (m/f): 1.4 Sex ratio (m/f): 0.9
Age-specific incidence rates per million: Age-specific incidence rates per million:

<1 1-4 5-9  10-14 <1 1-4 59 10-14
Number of cases: 0 0 4 25 Number of cases: 2 46 76 71
Incidence rate: 0.0 0.0 0.1 0.6 Incidence rate: 0.3 1.7 2.1 1.8

Median age at diagnosis:

12 years 8 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Pituitary adenomas and carcinomas

SN after Il (e) 1

11l (e) 1 as SN after any primary

% of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
2 0.2 % 4.8 % 6 0.5 % 0.0 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
25
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Median age at diagnosis: 8 years 3 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
2 Tumours of the sellar region (craniopharyngiomas)

SN after lll (e) 2 Ill (e) 2 as SN after any primary

% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
4 0.3 % 3.3% 0 0.0 % =
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
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lll (e) Other specified intracranial and intraspinal neoplasms - Extended ICCC-3 39

Germany 2007-2016 N %
Other specified intracranial and intraspinal neoplasms 660 100.0
1 Pituitary adenomas and carcinomas 29 4.4
2 Tumours of the sellar region (craniopharyngiomas) 195 29.5
3 Pineal parenchymal tumours 32 4.8 8
4 Neuronal and mixed neuronal-glial tumours 360 54.5 8
5 Meningiomas 44 6.7 %
o
(@)
3 Pineal parenchymal tumours 4 Neuronal and mixed neuronal-glial tumours
Cases in Germany aged under 15 years (1980-2016): 129 Cases in Germany aged under 15 years (1980-2016): 693
Selected characteristics Germany 2007-2016 Selected characteristics Germany 2007-2016
Relative frequency: 32/17613=0.2 % Relative frequency: 360/17613=2.0%
Relative frequency of trial patients: 100.0 % Relative frequency of trial patients: 94.7 %
Incidence rates per million: Girls | Boys | Total Incidence rates per million: Girls Boys | Total
Number of cases: 17 15 32 Number of cases: 141 219 360
Standardized rate *: 0.3 0.3 0.3 Standardized rate *: 2.6 3.7 3.2
Cumulative incidence: 5 4 4 Cumulative incidence: 39 58 49
Sex ratio (m/f): 0.9 Sex ratio (m/f): 1.6
Age-specific incidence rates per million: Age-specific incidence rates per million:
<1 1-4 5-9 | 10-14 <1 1-4 5-9 | 10-14
Number of cases: 4 10 7 11 Number of cases: 18 66 101 175
Incidence rate: 0.6 0.4 0.2 0.3 Incidence rate: 2.6 2.4 2.8 4.5
Median age at diagnosis: 7 years 8 months Median age at diagnosis: 9 years 8 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

3 Pineal parenchymal tumours 4 Neuronal and mixed neuronal-glial tumours
SN after il (e) 3 Il (e) 3 as SN after any primary SN after lll (e) 4 1ll (e) 4 as SN after any primary
% of all  Cumulative % of all  Cumulative % of all Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
1 0.1 % 22% 2 0.2 % 0.0 % 2 0.2 % 1.8 % 4 0.3% 0.0 %
* Standard: Segi world standard population * Standard: Segi world standard population
Age- and sex-specific incidence rates per million Age- and sex-specific incidence rates per million
Germany 2007-2016 Germany 2007-2016
2.0 12
M Girls Boys 0 M Girls Boys
1.5
8
1.0 6
4
0.5
| 2||| 111 |I
oL HEL 1 11 | I 1. [
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40 Il (e) Other specified intracranial and intraspinal neoplasms - Extended ICCC-3

Germany 2007-2016 N %
Other specified intracranial and intraspinal neoplasms 660 100.0
1 Pituitary adenomas and carcinomas 29 4.4
2 Tumours of the sellar region (craniopharyngiomas) 195 29.5
g 3 Pineal parenchymal tumours 32 4.8
8 4 Neuronal and mixed neuronal-glial tumours 360 54.5
C . .
S 5 Meningiomas 44 6.7
o
a)

5 Meningiomas

Cases in Germany aged under 15 years (1980-2016): 156
Selected characteristics Germany 2007-2016

Relative frequency: 44 /17613 =0.2 %
Relative frequency of trial patients: 68.2 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 19 25 44
Standardized rate *: 0.3 0.4 0.4
Cumulative incidence: 5 6 6
Sex ratio (m/f): 1.3

Age-specific incidence rates per million:

<1 14 5-9 10-14
Number of cases: 0 5 14 25
Incidence rate: 0.0 0.2 0.4 0.6
Median age at diagnosis: 10 years 9 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
5 Meningiomas

SN after Il (e) 5 Il (e) 5 as SN after any primary
% of all  Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
8 0.6 % - 127 10.2% 1.6 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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IV (a) Neuroblastoma and ganglioneuroblastoma

Cases in Germany aged under 15 years (1980-2016): 4381

Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
Germany 2007-2016
Relative frequency: 1178 /17613 = 6.7 % 120
Relative frequency of trial patients: 99.2 % W Girls Boys
100
Incidence rates per million: Girls | Boys | Total 80
Number of cases: 498 680 1178 60
Standardized rate *: 11.4 14.8 13.1
40
Cumulative incidence: 147 191 170
Sex ratio (m/f): 1.4 20

0 T -

Age-specific incidence rates per million:

<1 1-4 5-9 | 10-14
. Standardized* annual incidence rates per million
Number of cases : 540 530 82 26 g ermany 1980-2016
Incidence rate: 78.3 19.2 2.3 07 25
Median age at diagnosis: 1 year 2 months o0
Survival probabilities 5-year = 10-year 15-year g
(2004-2013): 80 % 77 % 76 %
10
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 5
N % of all 4232 deaths mortality rate mortality
430 10.2 % 3.9 52 0

<t1 2 83 4 5 6 7 8 9 10 11 12 13 14
Age

1980 1986 1992 1998 2004 2010 2016
Years

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
IV (a) Neuroblastoma and ganglioneuroblastoma Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016

SN after IV (a) IV (a) as SN after any primary
% of all  Cumulative % of all  Cumulative Incidence rates
N 1245SN incidence N 1245SN incidence o,
63 51% 3.4 % 12 1.0% 0.0 % =R

[ 16.4to <21.7
Il 21.7t0 <27.6

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
100 +
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40 -
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42 V Retinoblastoma

8 Cases in Germany aged under 15 years (1980-2016): 1412
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 399/17613=2.3% 40
o Relative frequency of trial patients: 35.6 % | Girls Boys
30
Incidence rates per million: Girls = Boys | Total
Number of cases: 189 210 399 20
Standardized rate *: 4.4 4.6 4.5
Cumulative incidence: 56 59 58 10
Sex ratio (m/f): 1.1 I
0 In_
Age-specific incidence rates per million: <11 2 3 456 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 181 205 10 3 Germany 1980-2016
Incidence rate: 26.3 7.4 0.3 0.1 8
Median age at diagnosis: 1 year 1 month
6
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 98 % 97 % 7% 4
Mortality per million within 15 yrs. of diagnosis (1992-2001): 5
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
10 0.2% 0.1 1 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
V Retinoblastoma Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after V V as SN after any primary
% of all  Cumulative % of all ~ Cumulative )
N 1245SN incidence N 1245SN  incidence frejaencerates
35  28% 7.0 % 3 02% 0.0 % = RONSor
Il 9.4t0<16.0,

I =>16.0
* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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VI (a) Nephroblastoma and other non-epithelial renal tumours

Cases in Germany aged under 15 years (1980-2016): 3373
Selected characteristics Germany 2007-2016

Relative frequency: 942 /17613 =5.3 %

Relative frequency of trial patients: 99.6 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 507 435 942
Standardized rate *: 11.0 9.1 10.0
Cumulative incidence: 149 122 135
Sex ratio (m/f): 0.9
Age-specific incidence rates per million:

<1 14 5-9 | 10-14
Number of cases : 55 544 206 37
Incidence rate: 22.5 19.7 5.7 1.0
Median age at diagnosis: 3 years 1 month
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 93 % 93 % 93 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
116 2.7 % 1.0 14

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
VI (a) Nephroblastoma and other non-epithelial renal tumours

SN after VI (a) VI (a) as SN after any primary

% of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
48 3.9% 4.8 % 10 0.8 % 0.0 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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Age- and sex-specific incidence rates per million
Germany 2007-2016
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44 VI (a) Nephroblastoma and other non-epithelial renal tumours - Extended ICCC-3

Germany 2007-2016

N %

Nephroblastoma and other non-epithelial renal tumours 942 100.0

1 Nephroblastoma 919 97.6
2 Rhabdoid renal tumour 17 1.8
3 Kidney sarcomas 6 0.6
4 Peripheral neuroectodermal tumour (pPNET) of kidney 0 0.0

1 Nephroblastoma

Cases in Germany aged under 15 years (1980-2016): 3261
Selected characteristics Germany 2007-2016

Relative frequency: 919/17613=5.2%

Relative frequency of trial patients: 99.6 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 495 424 919
Standardized rate *: 10.7 8.9 9.8
Cumulative incidence: 146 119 132
Sex ratio (m/f): 0.9

Age-specific incidence rates per million:

<1 14 5-9 10-14
Number of cases: 144 538 202 85
Incidence rate: 20.9 19.5 5.6 0.9

Median age at diagnosis: 3 years 1 month

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Nephroblastoma

SN after VI (a) 1 VI (a) 1 as SN after any primary

% of all Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
44 3.5% 4.7 % 8 0.6 % 0.0 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
30
m Girls Boys
25

20

Oll“llllll_ll-l

1

6]

1

o
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1 2 3 4 5 6 7 8 9 10 11 12 13 14
Age

2 Rhabdoid renal tumour

Cases in Germany aged under 15 years (1980-2016): 57
Selected characteristics Germany 2007-2016

Relative frequency: 17/17613=0.1 %

Relative frequency of trial patients: 100.0 %
Incidence rates per million: Girls Boys | Total
Number of cases: 8 9 17
Standardized rate *: 0.2 0.2 0.2
Cumulative incidence: 2 2 2
Sex ratio (m/f): 1.1
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases: 9 6 1 1
Incidence rate: 1.3 0.2 0.0 0.0

Median age at diagnosis: 0 years 10 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
2 Rhabdoid renal tumour

SN after VI (a) 2 VI (a) 2 as SN after any primary

% of all  Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
8 0.2% - 2 0.2% 0.0 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
2.5
W Girls Boys
2.0
1.5
1.0
0.5

0.0 I

<11 2 3 4 5 6 7 8 9 10 11 12 183 14
Age



VI (b) Renal carcinomas 45

Cases in Germany aged under 15 years (1980-2016): 70 8
7}
Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million 8
Germany 2007-2016 o))
Relative frequency: 24/17613=0.1 % 16 I
Relative frequency of trial patients: 95.8 % | Girls Boys o
1.2
Incidence rates per million: Girls | Boys | Total
Number of cases: 10 14 24 08
Standardized rate *: 0.2 0.2 0.2

Cumulative incidence: 3 4 3 0.4

Sex ratio (m/f): 1.4 I I I I I I
0.0

Age-specific incidence rates per million: <11 2 3 45 6 7 8 9 10 11 12 13 14

<1 1-4 5-9 | 10-14 Age
Number of ) 1 1 4 18 Standardized* annual incidence rates per million 9
Lbeiuicasest Germany 1980-2016
Incidence rate: 0.1 0.0 0.1 0.5 0.5
Median age at diagnosis: 11 years 10 months 04
Survival probabilities 5-year = 10-year 15-year 3
(2004-2013): = - =
0.2
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized®* Cumulative 01
N % of all 4232 deaths mortality rate mortality
3 0.1 % 0.0 0 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
VI (b) Renal carcinomas
SN after VI (b) VI (b) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
1 0.1 % 1.9 % 10 0.8 % 0.1 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100 +=
80 No map due to sparse data
60
40
1981-1990 (insufficient data)
20 1991-2000 (insufficient data)
2001-2013 (n=32)
0
0 5 10 15 20 25 30

Years



46 VIl (a) Hepatoblastoma

$ Cases in Germany aged under 15 years (1980-2016): 556
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 228 /17613 =13 % 14
= Relative frequency of trial patients: 77.2 % 12 W Girls Boys
Incidence rates per million: Girls | Boys | Total 10
Number of cases: 96 132 228 8
Standardized rate *: 2.2 2.8 25 6
Cumulative incidence: 29 37 33 4
Sex ratio (m/f): 1.4 2 I
0 - | | -
Age-specific incidence rates per million: <11 2 3 45 6 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 76 131 13 8 Germany 1980-2016
Incidence rate: 11.0 4.7 0.4 02 50
Median age at diagnosis: 1 year 5 months 40
Survival probabilities 5-year | 10-year 15-year g3
(2004-2013): 80 % 79 % 79 %
2.0
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 10
N % of all 4232 deaths mortality rate mortality
38 0.9 % 0.4 5 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
VIl (a) Hepatoblastoma
SN after VII (a) VIl (a) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
3 0.2 % 1.8 % 2 0.2 % 0.0 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100
80 No map due to sparse data
60
40
1981-1990 (n=94)
20 1991-2000 (n=127)
2001-2013 (n=255)
0
0 5 10 15 20 25 30

Years



Cases in Germany aged under 15 years (1980-2016): 115
Selected characteristics Germany 2007-2016

Relative frequency: 25/17613=0.1 %

Relative frequency of trial patients: 72.0 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 13 12 25
Standardized rate *: 0.2 0.2 0.2
Cumulative incidence: 3 3 8
Sex ratio (m/f): 0.9
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases : 0 1 5 19
Incidence rate: 0.0 0.0 0.1 0.5

Median age at diagnosis: 12 years 8 months

Survival probabilities
(2004-2013):

15-year
44 %

5-year ‘ 10-year

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
22 0.5 % 0.2 2

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

VIl (b) Hepatic carcinomas

SN after VI (b) VIl (b) as SN after any primary

% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
1 0.1% 1.8 % 4 0.3 % 0.0 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
100

80
60
40 1981-1990 (n=31)
1991-2000 (n=28)
20
2001-2013 (n=46)
0
0 5 10 15 20 25 30

VII (b) Hepatic carcinomas

Age- and sex-specific incidence rates per million
Germany 2007-2016

1.6

| Girls Boys

0.8

0.4 I | ‘
0.0 I

<t 1 2 3 45 6 7 8 9 10 11 12 13 14

47

Age

Standardized* annual incidence rates per million
Germany 1980-2016
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48 VIII Malignant bone tumours

(a) Osteosarcomas (d) Other specified malignant bone tumours
(b) Chondrosarcomas (e) Unspecified malignant bone tumours
(c) Ewing tumour and related sarcomas of bone

8 Cases in Germany aged under 15 years (1980-2016): 2755
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 777/17613 = 4.4 % 30
o Relative frequency of trial patients: 97.6 % | Girls Boys
25
Incidence rates per million: Girls Boys Total 20
Number of cases: 370 407 777 15
Standardized rate *: 6.1 6.5 6.3
10
Cumulative incidence: 101 105 103
Sex ratio (m/f): 1.1 5
A e incid on: 0
ge-specific incidence rates per million: <11 2 3 456 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 4 49 195 529 Germ any 1980-2016
Incidence rate: 0.6 1.8 5.4 13.7 10
Median age at diagnosis: 11 years 11 months 8
Survival probabilities 5-year = 10-year | 15-year 6
(2004-2013): = = =
4
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 2
N % of all 4232 deaths mortality rate mortality
270 6.4 % 1.8 30 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
VIl Malignant bone tumours Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after VI VIl as SN after any primary
% of all  Cumulative % of all  Cumulative Incidence rates
N 1245 SN incidence N 1245 SN incidence % =0
19to <28
66 5.3 % 6.5 % 63 51 % 0.3 % [ 2810 <8.0
[ 8.0 to <11.1

Bl 11.1t0<17.3

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013

100 -_'
80 |
eof
40; 1981-1990 (n=621)
20: 1991-2000 (n=807)
E 2001-2013 (insufficient data)
0

0 5 10 15 20 25 30
Years



VIl (a) Osteosarcomas 49

Cases in Germany aged under 15 years (1980-2016): 1433 8
7}
Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million o
c
Germany 2007-2016 o))
Relative frequency: 388/17613 =22 % 20 ©
Relative frequency of trial patients: 98.7 % M| Girls Boys o
16
Incidence rates per million: Girls | Boys | Total
12
Number of cases: 193 195 388

Standardized rate *: 3.1 3.0 3.1

Cumulative incidence: 52 50 51
Sex ratio (m/f): 1.0 I I
P N La

Age-specific incidence rates per million: <41 2 3 456 7 8 9 10 11 12 13 14

oo

N

<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 0 7 82 299 o ermany 1980-2016
Incidence rate: 0.0 0.3 2.3 77 5
Median age at diagnosis: 12 years 6 months 4
Survival probabilities 5-year = 10-year 15-year 5
(2004-2013): 75 % 71 % 70 %
2
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 1
N % of all 4232 deaths mortality rate mortality
139 33% 0.9 15 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
VIII (a) Osteosarcomas Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after VIl (a) VIl (a) as SN after any primary
% of all  Cumulative % of all  Cumulative )
N 1245SN incidence N 1245SN  incidence [eldencerates
34 27% 7.8% 43 35% 0.2% e

I 3.9t0<6.2

Il 6.2t0<10.3
I => 103
* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
100

80

60

40
1981-1990 (n=337)

20 1991-2000 (n=416)
2001-2013 (n=530)

0
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50 VIII (c) Ewing tumour and related sarcomas of bone

Cases in Germany aged under 15 years (1980-2016): 1228

Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
Germany 2007-2016
Relative frequency: 357/17613=2% 10
Relative frequency of trial patients: 98.0 % | Girls Boys
8
Incidence rates per million: Girls = Boys | Total
6
Number of cases: 163 194 357
Standardized rate *: 2.8 3.2 3.0 4
Cumulative incidence: 45 51 48
2
Sex ratio (m/f): 1.2 I I I I I
o mo m
Age-specific incidence rates per million: <11 2 3 45 6 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 3 39 105 210 Germany 1980-2016
Incidence rate: 0.4 1.4 2.9 54 6
Median age at diagnosis: 11 years 2 months 5
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): - 5 . 3
Mortality per million within 15 yrs. of diagnosis (1992-2001): 2
Number of deaths Standardized* Cumulative 1
N % of all 4232 deaths mortality rate mortality
122 29 % 0.8 14 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years

VIII (c) Ewing tumour and related sarcomas of bone

SN after VIII (c) VIl (c) as SN after any primary
% of all Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
30 24 % 4.8 % 16 1.3% 0.1 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
100

80
60
40
1981-1990 (n=263)
20 1991-2000 (n=368)
2001-2013 (insufficient data)
0
0 5 10 15 20 25 30

Years

Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016

Incidence rates
[J=o0

[ 1.1t0<4.2
Il 42t0<7.0
[l 7.0to <10.4
M =104




VIl (c) Ewing tumour and related sarcomas of bone - Extended ICCC-3

Germany 2007-2016 N

Ewing tumour and related sarcomas of bone 357
1 Ewing tumour and askin tumour of bone 341
2 Peripheral neuroectodermal tumour (pPNET) of bone 16

1 Ewing tumour and askin tumour of bone

Cases in Germany aged under 15 years (1980-2016): 1060

Selected characteristics Germany 2007-2016

Relative frequency: 341/17613=1.9%
Relative frequency of trial patients: 98.2 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 154 187 341
Standardized rate *: 2.6 3.0 2.8
Cumulative incidence: 42 49 46
Sex ratio (m/f): 1.2

Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases: 1 34 100 206
Incidence rate: 0.1 1.2 2.8 5.3
Median age at diagnosis: 11 years 3 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
1 Ewing tumour and askin tumour of bone

SN after VIl (c) 1 VIl (c) 1 as SN after any primary
% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
24 1.9 % 4.6 % 11 0.9 % 0.0 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016

10
m Girls Boys

0 ||I|I||”|h

1 2 3 4 5 6 7 8 9 10 11 12 13 14
Age

N

N

%

100.0
9585
4.5
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52 IX Soft tissue and other extraosseous sarcomas

(a) Rhabdomyosarcomas (d) Other specified soft tissue sarcomas
(b) Fibrosarcomas, peripheral nerve sheath tumours and other fibrous neoplasms (e) Unspecified soft tissue sarcomas
(c) Kaposi sarcoma

8 Cases in Germany aged under 15 years (1980-2016): 3598
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 996 /17613 =5.7 % 30
o Relative frequency of trial patients: 98.3 % | Girls Boys
25
Incidence rates per million: Girls Boys Total 20
Number of cases: 458 538 996 15
Standardized rate *: 8.8 10.0 9.4
10
Cumulative incidence: 130 145 138
Sex ratio (m/f): 1.2 5
A P T 0
ge-specific incidence rates per million: <41 2 3 456 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 129 285 257 325 Germ any 1980-2016
Incidence rate: 18.7 10.3 7.2 84 20
Median age at diagnosis: 6 years 3 months
15
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 73 % 71 % 69 % 10
Mortality per million within 15 yrs. of diagnosis (1992-2001): 5
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
395 9.3% 3.1 46 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
IX Soft tissue and other extraosseous sarcomas Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016
SN after IX IX as SN after any primary
% of all  Cumulative % of all  Cumulative Incidence rates
N 1245 SN incidence N 1245 SN incidence % =0
2.2t0<5.5
92 7.4 % 9.9 % 68 55 % 0.4 % [ 5510 <123

I 12.3t0<16.8
Il 16.8 to <23.7

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013

100 4
80 .
60 -
40 -
1 1981-1990 (n=771)
20 - 1991-2000 (n=1107))
1 2001-2013 (n=1390)
0
0 5 10 15 20 25 30

Years



Cases in Germany aged under 15 years (1980-2016): 2034
Selected characteristics Germany 2007-2016

Relative frequency: 511/17613=2.9 %
Relative frequency of trial patients: 99.8 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 229 282 511
Standardized rate *: 4.5 515 5.0
Cumulative incidence: 66 77 72
Sex ratio (m/f): 1.2

Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases : 48 203 150 110
Incidence rate: 7.0 7.3 4.2 2.8
Median age at diagnosis: 5 years 1 month
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 73 % 71 % 70 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
231 5.5 % 1.9 27

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
IX (a) Rhabdomyosarcomas

SN after IX (a) IX (a) as SN after any primary
% of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
64 51% 10.4 % 14 1.1 % 0.0 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
100 +4

80 -
40j 1981-1990 (n=457)
| 1991-2000 (n=672)
20 -
1 2001-2013 (n=725)
.
0 5 10 15 20 25 30

IX (a) Rhabdomyosarcomas 53

Age- and sex-specific incidence rates per million
Germany 2007-2016

14

Diagnoses

| Girls Boys
12 y

10

o N O~ OO

<t1 2 3 4 5 6 7 8 9 10 11 12 13 14

Age
Standardized* annual incidence rates per million 9

Germany 1980-2016
10

0
1980 1986 1992 1998 2004 2010 2016
Years

Standardized* incidence rates per million by districts
(Landkreise) Germany 2007-2016

Incidence rates
[J=0

[ 1.3t0<6.8
[ 6.8t0<10.2
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54 IX (b) Fibrosarcomas, peripheral nerve sheath tumours and other fibrous neoplams

Cases in Germany aged under 15 years (1980-2016): 337

Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
Germany 2007-2016

Relative frequency: 108 /17613 = 0.6 % 8

Relative frequency of trial patients: 95.4 % | Girls Boys
6

Incidence rates per million: Girls = Boys | Total

Number of cases: 47 61 108 4

Standardized rate *: 0.9 1.1 1.0

Cumulative incidence: 13 16 15 2 I

Sex ratio (m/f): -8 I I I
o el 0hull.

Age-specific incidence rates per million:

1 2 3 4 5 6 7 8 9 10 11 12 13 14

<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 29 18 22 39 Germany 1980-2016
Incidence rate: 4.2 0.7 0.6 1.0 2.0
Median age at diagnosis: 7 years 0 months
1.5
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 72 % 72 % 69 % 1.0
Mortality per million within 15 yrs. of diagnosis (1992-2001): 05
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
30 0.7 % 0.2 3 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
IX (b) Fibrosarcomas, peripheral nerve sheath tumours and other fibrous neoplams
SN after IX (b) IX (b) as SN after any primary
% of all Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
7 0.6 % 5.3 % 19 1.5 % 0.1 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100
80 No map due to sparse data
60
40
1981-1990 (n=70)
20 1991-2000 (n=85)
2001-2013 (n=152)
0
0 5 10 15 20 25 30

Years



IX (b) Fibrosarcomas, peripheral nerve sheath tumours and other fibrous neoplasms - Extended ICCC-3

Germany 2007-2016

Fibrosarcomas, peripheral nerve sheath tumours and other fibrous neoplams

1 Fibroblastic and myofibroblastic tumours
2 Nerve sheath tumours
3 Other fibrous neoplasms

1 Fibroblastic and myofibroblastic tumours

Cases in Germany aged under 15 years (1980-2016): 160
Selected characteristics Germany 2007-2016

Relative frequency:

54/17613 =0.3 %

Relative frequency of trial patients: 94.4 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 24 30 54
Standardized rate *: 0.5 0.6 0.6
Cumulative incidence: 7 8 8
Sex ratio (m/f): 1.3
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases: 22 13 8 11
Incidence rate: 3.2 0.5 0.2 0.3

Median age at diagnosis:

3 years 2 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Fibroblastic and myofibroblastic tumours

SN after IX (b) 1

IX (b) 1 as SN after any primary

% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
4 0.3 % 8.1 % 5 0.4 % 0.0 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016

6
W Girls Boys
5
4
3
2
1
N E NN
<11 2 3 4 5 6 7 8 9 10 11 12 13 14
Age

N %
108 100.0
54 50.0
54 50.0
0 0.0

2 Nerve sheath tumours

Cases in Germany aged under 15 years (1980-2016): 177
Selected characteristics Germany 2007-2016

Relative frequency: 54 /17613 =0.3

55

%

Relative frequency of trial patients: 96.3 %
Incidence rates per million: Girls = Boys | Total
Number of cases: 23 &l 54
Standardized rate *: 0.4 0.5 0.5
Cumulative incidence: 6 8 7
Sex ratio (m/f): 1.3
Age-specific incidence rates per million:

<1 1-4 5-9  10-14
Number of cases: 7 5 14 28
Incidence rate: 1.0 0.2 0.4 0.7
Median age at diagnosis: 10 years 10 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

2 Nerve sheath tumours

SN after IX (b) 2

% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
3 0.2 % 3.2% 14 1.1 % 0.1 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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56 IX (d) Other specified soft tissue sarcomas

8 Cases in Germany aged under 15 years (1980-2016): 991

(7]

8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million

[®)) Germany 2007-2016

© Relative frequency: 294 /17613 =1.7 % 8

o Relative frequency of trial patients: 97.6 % W Girls Boys

Incidence rates per million: Girls | Boys | Total

Number of cases: 147 147 294

N

Standardized rate *: 2.7 2.6 2.6

Cumulative incidence: 4 39 40
Sex ratio (m/f): 1.0 I I I I I I I I
. [l

Age-specific incidence rates per million: > 3 4 5 6 7 8 9 10 11 12 13 14

n

<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 40 45 70 139 Germ any 1980-2016
Incidence rate: 5.8 1.6 1.9 36 5
Median age at diagnosis: 9 years 5 months 4
Survival probabilities 5-year | 10-year 15-year 5
(2004-2013): 75 % 70 % 68 %
2
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 1
N % of all 4232 deaths mortality rate mortality
106 25% 0.8 12 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
IX (d) Other specified soft tissue sarcomas
SN after IX (d) IX (d) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
18 1.4 % 10.0 % 29 2.3 % 0.2 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100
80 No map due to sparse data
60
40 1981-1990 (n=196)
1991-2000 (n=296)
20
2001-2013 (n=408)
0
0 5 10 15 20 25 30

Years



IX (d) Other specified soft tissue sarcomas - Extended ICCC-3 57

Germany 2007-2016 N %

Other specified soft tissue sarcomas 294 100.0
1 Ewing tumour and askin tumour of soft tissue 61 20.7
2 Peripheral neuroectodermal tumour (pPNET) of soft tissue 14 4.8
3 Extrarenal rhabdoid tumour 57 19.4
4 Liposarcomas 5 1.7
5 Fibrohistiocytic tumours 37 12.6
6 Leiomyosarcomas 0 0.0

1 Ewing tumour and askin tumour of soft tissue

Cases in Germany aged under 15 years (1980-2016): 193
Selected characteristics Germany 2007-2016

Relative frequency: 61/17613=0.3 %

Relative frequency of trial patients: 98.4 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 34 27 61
Standardized rate *: 0.6 0.4 0.5
Cumulative incidence: 9 7 8
Sex ratio (m/f): 0.8
Age-specific incidence rates per million:

<1 1-4 5-9  10-14
Number of cases: 1 8 20 32
Incidence rate: 0.1 0.3 0.6 0.8

Median age at diagnosis: 10 years 4 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Ewing tumour and askin tumour of soft tissue

SN after IX (d) 1 IX (d) 1 as SN after any primary

N

7 Synovial sarcomas 62
8 Blood vessel tumours 9
9 Osseous and chondromatous neoplasms of soft tissue 6
10 Alveolar soft parts sarcoma 12
11 Miscellaneous soft tissue sarcomas 31

3 Extrarenal rhabdoid tumour

Cases in Germany aged under 15 years (1980-2016): 96
Selected characteristics Germany 2007-2016

Relative frequency:

Relative frequency of trial patients:
Incidence rates per million: Girls = Boys
Number of cases: 31 26
Standardized rate *: 0.7 0.6
Cumulative incidence: 9 7
Sex ratio (m/f):
Age-specific incidence rates per million:

<1 1-4 5-9
Number of cases: 30 14 6
Incidence rate: 4.4 0.5 0.2

Median age at diagnosis:

%

21.1
3.1
2.0
4.1

10.5

57 /17613 = 0.3 %

94.7 %

Total

57
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Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

3 Extrarenal rhabdoid tumour

SN after IX (d) 3

IX (d) 3 as SN after any primary

% of all Cumulative % of all Cumulative % of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
8 0.6 % - 6 0.5% 0.0 % 1 0.1 % - 1 0.1 % 0.0 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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58

Germany 2007-2016 N
Other specified soft tissue sarcomas 294
1 Ewing tumour and askin tumour of soft tissue 61

2 Peripheral neuroectodermal tumour (pPNET) of soft tissue 14

3 Extrarenal rhabdoid tumour 57
4 Liposarcomas 5
5 Fibrohistiocytic tumours 37
6 Leiomyosarcomas 0

5 Fibrohistiocytic tumours
Cases in Germany aged under 15 years (1980-2016): 90
Selected characteristics Germany 2007-2016

Relative frequency:

Relative frequency of trial patients:
Incidence rates per million: Girls | Boys
Number of cases: 21 16
Standardized rate *: 0.4 0.3
Cumulative incidence: 6 4
Sex ratio (m/f):
Age-specific incidence rates per million:

<1 1-4 5-9
Number of cases: 4 9 10
Incidence rate: 0.6 0.3 0.3

Median age at diagnosis:

%

100.
20.
4.
19
1
12.
0.

0
7
8

4
7

6
0

37/17613=0.2 %
94.6 %

Total

37

0.3

0.

5

8

10-14

1
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4
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7 years 9 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

5 Fibrohistiocytic tumours

SN after IX (d) 5

IX (d) 5 as SN after any primary

% of all Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
1 0.1 % - 6 0.5% 0.0 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
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IX (d) Other specified soft tissue sarcomas - Extended ICCC-3

N %
7 Synovial sarcomas 62 21.1
8 Blood vessel tumours 9 3.1
9 Osseous and chondromatous neoplasms of soft tissue 6 2.0
10 Alveolar soft parts sarcoma 12 4.1
11 Miscellaneous soft tissue sarcomas 31 10.5

7 Synovial sarcomas

Cases in Germany aged under 15 years (1980-2016): 231
Selected characteristics Germany 2007-2016

Relative frequency: 62/17613 = 0.4 %

Relative frequency of trial patients: 100.0 %
Incidence rates per million: Girls = Boys @ Total
Number of cases: 29 33 62
Standardized rate *: 0.5 0.5 0.5
Cumulative incidence: 8 9 8
Sex ratio (m/f): 1.1
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases: 1 8 15 43
Incidence rate: 0.1 0.1 0.4 1.1

Median age at diagnosis: 11 years 7 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
7 Synovial sarcomas

SN after IX (d) 7 IX (d) 7 as SN after any primary

% of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
3 0.2 % - 5 0.4 % 0.0 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
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X Germ cell tumours, trophoblastic tumours and neoplasms of gonads 59

(a) Intracranial and intraspinal germ cell tumours
(b) Malignant extracranial and extragonadal germ cell tumours
(c) Malignant gonadal germ cell tumours

Cases in Germany aged under 15 years (1980-2016): 1896
Selected characteristics Germany 2007-2016

Relative frequency: 572/17613=3.2%
Relative frequency of trial patients: 96.5 %
Incidence rates per million: Girls = Boys @ Total
Number of cases: 327 245 572
Standardized rate *: 6.2 45 5.3
Cumulative incidence: 92 65 78
Sex ratio (m/f): 0.7

Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases : 146 85 85 256
Incidence rate: 21.2 3.1 2.4 6.6
Median age at diagnosis: 9 years 0 months
Survival probabilities 5-year ‘ 10-year  15-year
(2004-2013): 94 % 93 % 93 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
51 1.2% 0.4 6

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
X Germ cell tumours, trophoblastic tumours and neoplasms of gonads

SN after X X as SN after any primary

% of all Cumulative % of all  Cumulative

N 1245 SN incidence N 1245 SN incidence
30 2.4 % 7.0 % 13 1.0 % 0.1%

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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(d) Gonadal carcinomas
(e) Other and unspecified malignant gonadal tumours

Age- and sex-specific incidence rates per million
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60 X (a) Intracranial and intraspinal germ cell tumours

$ Cases in Germany aged under 15 years (1980-2016): 524
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
=) . Germany 2007-2016
© Relative frequency: 172/17613=1.0 % 8
o Relative frequency of trial patients: 95.8 % M Girls Boys
6
Incidence rates per million: Girls | Boys | Total
Number of cases: 58 114 172 4
Standardized rate *: 1.0 1.8 1.4
Cumulative incidence: 16 29 23 2

Sex ratio (m/f): 2.0 I I I I I I I I
0 - - I - |

Age-specific incidence rates per million: <41 2 3 456 7 8 9 10 11 12 13 14

<1 1-4 5-9 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 10 10 42 110 Germany 1980-2016
Incidence rate: 1.5 0.4 1.2 2.8 25
Median age at diagnosis: 11 years 1 month 0
Survival probabilities 5-year | 10-year 15-year g
(2004-2013): 89 % 86 % 86 %
1.0
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 0.5
N % of all 4232 deaths mortality rate mortality
25 0.6 % 0.2 3 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
X (a) Intracranial and intraspinal germ cell tumours
SN after X (a) X (a) as SN after any primary
% of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence
14 11 % 13.3 % 8 0.2 % 0.0 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
o ‘¥
80 No map due to sparse data
60
40
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X (a) Intracranial and intraspinal germ cell tumours - Extended ICCC-3 61

Germany 2007-2016 N %

Intracranial and intraspinal germ cell tumours 172 100.0
1 Intracranial and intraspinal germinomas 90 52.3
2 Intracranial and intraspinal teratomas 24 14.0
3 Intracranial and intraspinal embryonal carcinomas 1 0.6
4 Intracranial and intraspinal yolk sac tumour 5 2.9
5 Intracranial and intraspinal choriocarcinoma 7 41
6 Intracranial and intraspinal tumours of mixed forms 45 26.2

1 Intracranial and intraspinal germinomas
Cases in Germany aged under 15 years (1980-2016): 273
Selected characteristics Germany 2007-2016

Relative frequency: 90/17613 = 0.5 %

Relative frequency of trial patients: 98.9 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 28 62 90
Standardized rate *: 0.5 0.9 0.7
Cumulative incidence: 8 16 12
Sex ratio (m/f): 2.2
Age-specific incidence rates per million:

<1 1-4 59 10-14
Number of cases: 0 1 17 72
Incidence rate: 0.0 0.0 0.5 1.9

Median age at diagnosis: 11 years 12 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Intracranial and intraspinal germinomas

SN after X (a) 1 X (a) 1 as SN after any primary

2 Intracranial and intraspinal teratomas
Cases in Germany aged under 15 years (1980-2016): 88
Selected characteristics Germany 2007-2016

Relative frequency:

24 /17613 =0.1 %

Relative frequency of trial patients: 79.2 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 8 16 24
Standardized rate *: 0.2 0.3 0.2
Cumulative incidence: 2 4 3
Sex ratio (m/f): 2.0
Age-specific incidence rates per million:

<1 1-4 5-9  10-14
Number of cases: 8 6 5 5
Incidence rate: 1.2 0.2 0.1 0.1

Median age at diagnosis:

4 years 3 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

2 Intracranial and intraspinal teratomas

SN after X (a) 2

X (a) 2 as SN after any primary

% of all  Cumulative % of all  Cumulative % of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
7 0.6 % - 2 0.2 % 0.0 % 1 0.1 % 1.7 % 1 0.1 % 0.0 %
* Standard: Segi world standard population * Standard: Segi world standard population
Age- and sex-specific incidence rates per million Age- and sex-specific incidence rates per million
Germany 2007-2016 Germany 2007-2016
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62 X (b) Malignant extracranial and extragonadal germ cell tumours

$ Cases in Germany aged under 15 years (1980-2016): 565
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 178 /17613 = 1.0 % 30
o Relative frequency of trial patients: 96.6 % W Girls |Boys
25
Incidence rates per million: Girls Boys Total 20
Number of cases: 122 56 178 15
Standardized rate *: 2.8 1.2 2.0
10
Cumulative incidence: 36 16 26
Sex ratio (m/f): 0.5 5 I
0 I | - - e
Age-specific incidence rates per million: <11 2 3 45 6 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 107 52 5 14 Germany 1980-2016
Incidence rate: 15.5 1.9 0.1 0.4 40
Median age at diagnosis: 0 years 3 months
3.0
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 98 % 93 % 93 % 20
Mortality per million within 15 yrs. of diagnosis (1992-2001): 10
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
13 0.3% 0.1 2 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
X (b) Malignant extracranial and extragonadal germ cell tumours
SN after X (b) X (b) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
7 0.6 % 4.0 % 2 0.2 % 0.0 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
80 No map due to sparse data
60
40
1981-1990 (n=107)
20 1991-2000 (n=184)
2001-2013 (n=208)
0
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X (b) Malignant extracranial and extragonadal germ cell tumours - Extended ICCC-3 63

Germany 2007-2016 N %

Malignant extracranial and extragonadal germ cell tumours 178 100.0
1 Germinomas of extracranial and extragonadal sites 16 9.0
2 Malignant teratomas of extracranial and extragonadal sites 91 5l
3 Embryonal carcinomas of extracranial and extragonadal sites 0 0.0 8
4 Yolk sac tumour of extracranial and extragonadal sites 45 253 8
5 Choriocarcinomas of extracranial and extragonadal sites 1 0.6 %
6 Other and unspecified malignant mixed germ cell tumours of extracranial an 25 14.0 g

2 Malignant teratomas of extracranial and extragonadal sites

Cases in Germany aged under 15 years (1980-2016): 264
Selected characteristics Germany 2007-2016

Relative frequency: 91/17613 =0.5%

Relative frequency of trial patients: 96.7 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 62 29 91
Standardized rate *: 1.5 0.6 1.0
Cumulative incidence: 18 8 13
Sex ratio (m/f): 0.5
Age-specific incidence rates per million:

<1 14 5-9 10-14
Number of cases: 84 5 0 2
Incidence rate: 12.2 0.2 0.0 0.1

Median age at diagnosis: 0 years 0 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
2 Malignant teratomas of extracranial and extragonadal sites

4 Yolk sac tumour of extracranial and extragonadal sites

Cases in Germany aged under 15 years (1980-2016): 216
Selected characteristics Germany 2007-2016

Relative frequency: 45/17613=0.3 %

Relative frequency of trial patients: 97.8 %
Incidence rates per million: Girls Boys | Total
Number of cases: 33 12 45
Standardized rate *: 0.8 0.3 0.5
Cumulative incidence: 10 3 7
Sex ratio (m/f): 0.4
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases: 11 32 1 1
Incidence rate: 1.6 1.2 0.0 0.0

Median age at diagnosis: 1 year 6 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
4 Yolk sac tumour of extracranial and extragonadal sites

SN after X (b) 2 X (b) 2 as SN after any primary SN after X (b) 4 X (b) 4 as SN after any primary
% of all Cumulative % of all Cumulative % of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
2 02% 4.4% 0 00% - 3 02% 35% 0 00% -

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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64 X (c) Malignant gonadal germ cell tumours

8 Cases in Germany aged under 15 years (1980-2016): 764

(7]

8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million

[®)) Germany 2007-2016

© Relative frequency: 218/17613=1.2% 12

o Relative frequency of trial patients: 97.7 % | Girls |Boys
10

Incidence rates per million: Girls | Boys | Total 8

Number of cases: 143 75 218

Standardized rate *: 2.3 1.5 1.9
Cumulative incidence: 39 20 29
Sex ratio (m/f): 0.5 I I I

Age-specific incidence rates per million: <11 2 3 45 6 7 8 9 10 11 12 13 14

N

N

<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 29 23 38 128 Germany 1980-2016
Incidence rate: 4.2 0.8 1.1 33 4
Median age at diagnosis: 11 years 4 months
3
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 98 % 98 % 98 % 5
Mortality per million within 15 yrs. of diagnosis (1992-2001): ]
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
9 02 % 0.1 1 0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
X (c) Malignant gonadal germ cell tumours
SN after X (c) X (c) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
9 0.7 % 6.4 % 7 0.6 % 0.0 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100 -4
80 No map due to sparse data
60
40
1981-1990 (n=137)
20 1991-2000 (n=256)
2001-2013 (n=313)
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X (c) Malignant gonadal germ cell tumours - Extended ICCC-3 65

Germany 2007-2016 N %

Malignant gonadal germ cell tumours 218 100.0
1 Malignant gonadal germinomas 41 18.8
2 Malignant gonadal teratomas 49 225
3 Gonadal embryonal carcinomas 1 0.5
4 Gonadal yolk sac tumour 48 22.0
5 Gonadal choriocarcinoma 6 2.8
6 Malignant gonadal tumours of mixed forms 78 G8b
7 Malignant gonadal gonadoblastoma 0 0.0

1 Malignant gonadal germinomas

Cases in Germany aged under 15 years (1980-2016): 104

Selected characteristics Germany 2007-2016

Relative frequency: 41/17613 =0.2 %
Relative frequency of trial patients: 100.0 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 37 4 41
Standardized rate *: 0.6 0.1 0.3
Cumulative incidence: 10 1 5
Sex ratio (m/f): 0.1
Age-specific incidence rates per million:

<1 1-4 59 10-14
Number of cases: 0 2 9 30
Incidence rate: 0.0 0.1 0.3 0.8

Median age at diagnosis:

12 years 0 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Malignant gonadal germinomas

SN after X (c) 1

X (c) 1 as SN after any primary

2 Malignant gonadal teratomas
Cases in Germany aged under 15 years (1980-2016): 183
Selected characteristics Germany 2007-2016

Relative frequency:

49/17613 =0.3 %

Relative frequency of trial patients: 93.9 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 32 17 49
Standardized rate *: 0.5 0.3 0.4
Cumulative incidence: 9 5 7
Sex ratio (m/f): 0.5
Age-specific incidence rates per million:

<1 1-4 5-9  10-14
Number of cases: 11 1 8 29
Incidence rate: 1.6 0.0 0.2 0.8

Median age at diagnosis:

11 years 2 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

2 Malignant gonadal teratomas

SN after X (c) 2

X (c) 2 as SN after any primary

% of all Cumulative % of all Cumulative % of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
0 0.0 % - 3 0.2 % 0.0 % 1 0.1 % 0.8 % 1 0.1 % 0.0 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016
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66 X (c) Malignant gonadal germ cell tumours - Extended ICCC-3

Germany 2007-2016 N %
Malignant gonadal germ cell tumours 218 100.0
1 Malignant gonadal germinomas 41 18.8
- 2 Malignant gonadal teratomas 49 22.5
() 3 Gonadal embryonal carcinomas 1 0.5
8 4 Gonadal yolk sac tumour 48 22.0
%) 5 Gonadal choriocarcinoma 6 2.8
(E 6 Malignant gonadal tumours of mixed forms 73 33.5
o 7 Malignant gonadal gonadoblastoma 0 0.0
4 Gonadal yolk sac tumour 6 Malignant gonadal tumours of mixed forms
Cases in Germany aged under 15 years (1980-2016): 309 Cases in Germany aged under 15 years (1980-2016): 119
Selected characteristics Germany 2007-2016 Selected characteristics Germany 2007-2016
Relative frequency: 48/17613 =0.3 % Relative frequency: 73/17613 = 0.4 %
Relative frequency of trial patients: 95.8 % Relative frequency of trial patients: 100.0 %
Incidence rates per million: Girls | Boys | Total Incidence rates per million: Girls = Boys @ Total
Number of cases: 22 26 48 Number of cases: 47 26 73
Standardized rate *: 0.4 0.6 0.5 Standardized rate *: 0.8 0.5 0.6
Cumulative incidence: 6 7 7 Cumulative incidence: 13 7 10
Sex ratio (m/f): 1.2 Sex ratio (m/f): 0.6
Age-specific incidence rates per million: Age-specific incidence rates per million:
<1 1-4 5-9 | 10-14 <1 1-4 5-9 10-14
Number of cases: 9 6 15 15 Number of cases: 9 2 14 48
Incidence rate: 1:3 0.7 0.2 0.4 Incidence rate: 1.3 0.1 0.4 1.2
Median age at diagnosis: 1 year 11 months Median age at diagnosis: 11 years 10 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

4 Gonadal yolk sac tumour 6 Malignant gonadal tumours of mixed forms
SN after X (c) 4 X (c) 4 as SN after any primary SN after X (c) 6 X (c) 6 as SN after any primary
% of all  Cumulative % of all  Cumulative % of all  Cumulative % of all ~ Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
6 0.5 % = 0 0.0 % = 1 0.1 % 1.4 % 2 0.2 % 0.0 %
* Standard: Segi world standard population * Standard: Segi world standard population
Age- and sex-specific incidence rates per million Age- and sex-specific incidence rates per million
Germany 2007-2016 Germany 2007-2016
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mGirls Boys m Girls Boys
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XI Other malignant epithelial neoplasms and malignant melanomas

(a) Adrenocortical carcinomas
(b) Thyroid carcinomas
(c) Nasopharyngeal carcinomas

Cases in Germany aged under 15 years (1980-2016): 907
Selected characteristics Germany 2007-2016

Relative frequency: 417 /17613 =2.4 %

Relative frequency of trial patients: 72.4 %
Incidence rates per million: Girls = Boys @ Total
Number of cases: 230 187 417
Standardized rate *: 3.8 3.0 3.4
Cumulative incidence: 62 48 55)
Sex ratio (m/f): 0.8
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases : 4 30 87 296
Incidence rate: 0.6 1.1 2.4 7.7
Median age at diagnosis: 12 years 3 months
Survival probabilities 5-year | 10-year 15-year
(2004-2013): 89 % 87 % 85 %

Mortality per million within 15 yrs. of diagnosis (1992-2001):

Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
54 1.3 % 0.4 6

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

XI Other malignant epithelial neoplasms and malignant melanomas

SN after XI Xl as SN after any primary

% of all Cumulative % of all  Cumulative

N 1245 SN incidence N 1245 SN incidence
11 0.9 % - 412 331 % 4.3%

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013
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(d) Malignant melanomas
(e) Skin carcinomas
(f) Other and unspecified carcinomas

Age- and sex-specific incidence rates per million
Germany 2007-2016
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68 Xl (a) Adrenocortical carcinomas

$ Cases in Germany aged under 15 years (1980-2016): 75
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 20/17613 =0.1 % 20
o Relative frequency of trial patients: 100.0 % | Girls Boys
1.5
Incidence rates per million: Girls | Boys | Total
Number of cases: 12 8 20 1.0
Standardized rate *: 0.2 0.2 0.2
Cumulative incidence: 3 2 3 0.5
Sex ratio (m/f): 0.7 I I I I I I I I I
A fic incid T 0.0
ge-specific incidence rates per million: < 5 3 4 5 6 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
Number of . 1 10 5 4 Standardized* annual incidence rates per million 9
CIL Sl (U Eitets € Germany 1980-2016
Incidence rate: 0.1 0.4 0.1 0.1 1.0
Median age at diagnosis: 4 years 1 month 0.8
Survival probabilities 5-year = 10-year 15-year (g
(2004-2013): 72 % - -
0.4
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 0.2
N % of all 4232 deaths mortality rate mortality
9 0.2% 0.1 1 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Xl (a) Adrenocortical carcinomas
SN after XI (a) Xl (a) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
4 0.3 % 7.9 % 0 0.0 % %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100
80 No map due to sparse data
60
40
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Xl (b) Thyroid carcinomas 69

Cases in Germany aged under 15 years (1980-2016): 359 8

7}

Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million 8

Germany 2007-2016 o))

Relative frequency: 149 /17613 = 0.8 % 8 ©

Relative frequency of trial patients: 85.9 % MW Girls Boys o
6

Incidence rates per million: Girls | Boys | Total

Number of cases: 91 58 149

4

Standardized rate *: 1.5 0.9 1.2

Cumulative incidence: 24 15 19 2

Sex ratio (m/f): 0.6 I I I I I I
0 || .

Age-specific incidence rates per million: <41 2 3 456 7 8 9 10 11 12 13 14

<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 1 1 30 117 Germany 1980-2016
Incidence rate: 0.1 0.0 0.8 3.0 20
Median age at diagnosis: 12 years 8 months
1.5
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 98 % 97 % 94 % 10
Mortality per million within 15 yrs. of diagnosis (1992-2001): 05
Number of deaths Standardized®* Cumulative
N % of all 4232 deaths mortality rate mortality
10 0.2 % 0.1 1 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Xl (b) Thyroid carcinomas
SN after XI (b) Xl (b) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
2 0.2 % 24 % 143 11.5% 1.1 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100 —
;— —
80 No map due to sparse data
60
40
1981-1990 (n=28)
20 1991-2000 (n=102)
2001-2013 (n=189)
0
0 5 10 15 20 25 30

Years



70 Xl (c) Nasopharyngeal carcinomas

$ Cases in Germany aged under 15 years (1980-2016): 75
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 21/17613=0.1 % 20
o Relative frequency of trial patients: 95.2 % WGirls Boys
1.5
Incidence rates per million: Girls | Boys | Total
Number of cases: 5 16 21 1.0
Standardized rate *: 0.1 0.2 0.2
Cumulative incidence: 1 4 3 0.5
Sex ratio (m/f): 3.2 I I I
A fic incid T 0.0
ge-specific incidence rates per million: <11 2 3 45 6 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
Number of . 0 1 0 20 Standardized* annual incidence rates per million 9
Umber ot cases - Germany 1980-2016
Incidence rate: 0.0 0.0 0.0 05 10
Median age at diagnosis: 13 years 0 months 08
Survival probabilities 5-year | 10-year 15-year g
(2004-2013): 91 % - -
0.4
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative 0.2
N % of all 4232 deaths mortality rate mortality
6 0.1 % 0.0 1 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Xl (c) Nasopharyngeal carcinomas
SN after XI (c) Xl (c) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
0 0.0 % - 3 0.2 % 0.0 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100 =\
80 No map due to sparse data
60
40
1981-1990 (insufficient data)
20 1991-2000 (n=23)
2001-2013 (n=29)
0
0 5 10 15 20 25 30

Years



XI (d) Malignant melanomas 71

Cases in Germany aged under 15 years (1980-2016): 122 8
7}
Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million 8
Germany 2007-2016 o))
Relative frequency: 72/17613 = 0.4 % 20 5]
Relative frequency of trial patients: 33.3 % W Girls Boys o
1.5
Incidence rates per million: Girls | Boys | Total
Number of cases: 85 37 72
Standardized rate *: 0.6 0.6 0.6
Cumulative incidence: 10 10 10
Sex ratio (m/f): 1.1 I I I I
Age-specific incidence rates per million: < 5 3 4 5 6 7 8 9 10 11 12 13 14

<1 1-4 5-9 | 10-14
Number of cases : 2 15 21 34
Incidence rate: 0.3 0.5 0.6 0.9
Median age at diagnosis: 9 years 4 months
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 87 % - -
Mortality per million within 15 yrs. of diagnosis (1992-2001):
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
11 0.3 % 0.1 1

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):
Xl (d) Malignant melanomas

SN after XI (d) Xl (d) as SN after any primary
% of all  Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence
0 0.0 % - 30 2.4 % 0.3 %

* Standard: Segi world standard population

Survival probabilities by year of diagnosis Germany 1981-2013

100 A

80
60
40
1981-1990 (insufficient data)
20 1991-2000 (insufficient data)
2001-2013 (n=66)
0
0 5 10 15 20 25 30

Years

1.2

1.0

0.8

0.6

0.4

0.2

0.0

Age

Standardized* annual incidence rates per million
Germany 1980-2016

1980 1986 1992 1998 2004 2010 2016

Years

No map due to sparse data



72 Xl (e) Skin carcinomas

$ Cases in Germany aged under 15 years (1980-2016): 20
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 9/17613=0.1 % 10
O Relative frequency of trial patients: 44.4 % H Girls Boys
0.8
Incidence rates per million: Girls | Boys | Total
0.6
Number of cases: 6 3 9
Standardized rate *: 0.1 0.1 0.1 0.4
Cumulative incidence: 2 1 1
0.2
Sex ratio (m/f): 0.5
A fic incid T 0.0
ge-specific incidence rates per million: <11 2 3 45 6 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
Number of . 0 1 > 6 Standardized* annual incidence rates per million 9
CILSEr (U iteh Germany 1980-2016
Incidence rate: 0.0 0.0 0.1 02 03
Median age at diagnosis: 12 years 2 months
. - 0.2
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): = = -
Mortality per million within 15 yrs. of diagnosis (1992-2001): 0.1
Number of deaths Standardized* Cumulative
N % of all 4232 deaths mortality rate mortality
2 0.0 % 0.0 0 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Xl (e) Skin carcinomas
SN after XI (e) Xl (e) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
0 0.0 % - 104 8.4 % 1.4 %

* Standard: Segi world standard population

No map due to sparse data

No survival curves due to sparse data



Xl (f) Other and unspecified carcinomas 73

Cases in Germany aged under 15 years (1980-2016): 256 8

7}

Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million 8

Germany 2007-2016 o))

Relative frequency: 146 /17613 = 0.8 % 8 ©

Relative frequency of trial patients: 72.6 % M Girls Boys Q
6

Incidence rates per million: Girls | Boys | Total

Number of cases: 81 65 146

Standardized rate *: 1.3 1.0 1.1

Cumulative incidence: 22 17 19 2

Sex ratio (m/f): 0.8 I I
0 - = uw AR

Age-specific incidence rates per million: <41 2 3 456 7 8 9 10 11 12 13 14

<1 1-4 5-9 | 10-14 Age
. Standardized* annual incidence rates per million
Number of cases : 0 2 29 115 Germany 1980-2016
Incidence rate: 0.0 0.1 0.8 3.0 40
Median age at diagnosis: 12 years 7 months Classification change for Carcinomas of Appendix
3.0
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): 78 % 74 % - 20
Mortality per million within 15 yrs. of diagnosis (1992-2001): 10
Number of deaths Standardized®* Cumulative
N % of all 4232 deaths mortality rate mortality
16 0.4 % 0.1 2 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Xl (f) Other and unspecified carcinomas
SN after XI (f) XI (f) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
5) 0.4 % - 132 10.6 % 1.5 %
* Standard: Segi world standard population
Survival probabilities by year of diagnosis Germany 1981-2013
100
80 No map due to sparse data
60
40
1981-1990 (n=25)
20 1991-2000 (n=39)
2001-2013 (n=109)
0
0 5 10 15 20 25 30

Years
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74 Xl (f) Other and unspecified carcinomas - Extended ICCC-3

Germany 2007-2016 N %

Other and unspecified carcinomas 146 100.0
1 Carcinomas of salivary glands 22 15.1
2 Carcinomas of colon and rectum 11 7.5
3 Carcinomas of appendix 73 50.0
4 Carcinomas of lung 7 4.8
5 Carcinomas of thymus 0 0.0
6 Carcinomas of breast 0 0.0

1 Carcinomas of salivary glands

Cases in Germany aged under 15 years (1980-2016): 38
Selected characteristics Germany 2007-2016

Relative frequency: 22/17613=0.1 %

Relative frequency of trial patients: 22.7 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 13 9 22
Standardized rate *: 0.2 0.1 0.2
Cumulative incidence: 8 2 8
Sex ratio (m/f): 0.7
Age-specific incidence rates per million:

<1 1-4 5-9  10-14
Number of cases: 0 0 6 16
Incidence rate: 0.0 0.0 0.2 0.4

Median age at diagnosis: 12 years 7 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

1 Carcinomas of salivary glands

SN after XI (f) 1 Xl (f) 1 as SN after any primary

% of all Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
1 0.1 % - 11 0.9 % 0.1 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
2.0
mGirls Boys
1.5

1.0

) I | I
0.0 I

<11 2 3 4 5 6 7 8 9 10 11 12 13 14
Age

N %

7 Carcinomas of cervix uteri 1 0.7
8 Carcinomas of bladder 0 0.0
9 Carcinomas of eye 2 1.4
10 Carcinomas of other specified sites 25 171
11 Carcinomas of unspecified site 5 3.4

2 Carcinomas of colon and rectum
Cases in Germany aged under 15 years (1980-2016): 33
Selected characteristics Germany 2007-2016

Relative frequency:

11/17613 =0.1 %

Relative frequency of trial patients: 45.5 %
Incidence rates per million: Girls = Boys | Total
Number of cases: 5 6 11
Standardized rate *: 0.1 0.1 0.1
Cumulative incidence: 1 2 1
Sex ratio (m/f): 1.2
Age-specific incidence rates per million:

<1 1-4 59 10-14
Number of cases: 0 1 2 8
Incidence rate: 0.0 0.0 0.1 0.2

Median age at diagnosis:

12 years 5 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

2 Carcinomas of colon and rectum

SN after XI (f) 2

Xl (f) 2 as SN after any primary

% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
1 0.1 % - 22 1.8 % 0.2 %
* Standard: Segi world standard population
Age- and sex-specific incidence rates per million
Germany 2007-2016
1.0
H Girls Boys
0.8
0.6

0.4
0.2 I I
0.0

<t 1 2 3 4 5 6 7 8 9 10 11 12 13

14
Age



Xl (f) Other and unspecified carcinomas - Extended ICCC-3 75

Germany 2007-2016 N %

Other and unspecified carcinomas 146 100.0
1 Carcinomas of salivary glands 22 151
2 Carcinomas of colon and rectum 11 7.5
3 Carcinomas of appendix 73 50.0
4 Carcinomas of lung 7 4.8
5 Carcinomas of thymus 0 0.0
6 Carcinomas of breast 0 0.0

3 Carcinomas of appendix
Cases in Germany aged under 15 years (1980-2016): 74
Selected characteristics Germany 2007-2016

Relative frequency: 73/17613 = 0.4 %

Relative frequency of trial patients: 97.3 %
Incidence rates per million: Girls | Boys | Total
Number of cases: 46 27 73
Standardized rate *: 0.7 0.4 0.6
Cumulative incidence: 12 7 9
Sex ratio (m/f): 0.6
Age-specific incidence rates per million:

<1 1-4 5-9 10-14
Number of cases: 0 0 10 63
Incidence rate: 0.0 0.0 0.3 1.6

Median age at diagnosis: 12 years 11 months

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

3 Carcinomas of appendix

SN after XI (f) 3 XI (f) 3 as SN after any primary

N

7 Carcinomas of cervix uteri 1
8 Carcinomas of bladder 0
9 Carcinomas of eye 2
10 Carcinomas of other specified sites 25
11 Carcinomas of unspecified site 5

6 Carcinomas of breast

Cases in Germany aged under 15 years (1980-2016): 0

Selected characteristics Germany 2007-2016

Relative frequency: 0/17613 =
Relative frequency of trial patients:
Incidence rates per million: Girls | Boys
Number of cases: 0 0
Standardized rate *: 0.0 0.0
Cumulative incidence: 0 0
Sex ratio (m/f):
Age-specific incidence rates per million:

<1 1-4 5-9
Number of cases: 0 0 0
Incidence rate: 0.0 0.0 0.0

Median age at diagnosis:

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013):

6 Carcinomas of breast

SN after XI (f) 6

%

0.7
0.0
1.4
171
3.4

0.0 %

Total

0.0

10-14
0
0.0

years months

XI (f) 6 as SN after any primary

% of all Cumulative % of all Cumulative % of all Cumulative % of all Cumulative
N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence N 1245 SN incidence
0 0.0 % - 1 0.1 % 0.0 % 0 0.0 % - 58 4.7 % 0.8 %

* Standard: Segi world standard population

Age- and sex-specific incidence rates per million
Germany 2007-2016

5
m Girls Boys

0 . |I||I||

N

—_

<11 2 3 4 5 6 7 8 9 10 11 12 13 14
Age

* Standard: Segi world standard population

No incidence rates due to sparse data

Diagnoses



76 Xll (a) Other specified malignant tumours

8 Cases in Germany aged under 15 years (1980-2016): 54
(7]
8 Selected characteristics Germany 2007-2016 Age- and sex-specific incidence rates per million
[®)) Germany 2007-2016
© Relative frequency: 25/17613 =0.1 % 20
O Relative frequency of trial patients: 84.0 % H Girls Boys
1.5
Incidence rates per million: Girls | Boys | Total
Number of cases: 13 12 25 1.0

Standardized rate *: 0.3 0.3 0.3

Cumulative incidence: 4 3 4 0.5
Sex ratio (m/f): 0.9 I I I I I
0.0
11

Age-specific incidence rates per million:

< 2 3 4 5 6 7 8 9 10 11 12 13 14
<1 1-4 5-9 | 10-14 Age
Number of . 1 18 3 3 Standardized* annual incidence rates per million 9
CILSEr (U iteh Germany 1980-2016
Incidence rate: 0.1 0.7 0.1 0.1 0.6
Median age at diagnosis: 3 years 2 months 05
. - 0.4
Survival probabilities 5-year = 10-year | 15-year
(2004-2013): = = - 0.3
Mortality per million within 15 yrs. of diagnosis (1992-2001): 02
Number of deaths Standardized®* Cumulative 0.1
N % of all 4232 deaths mortality rate mortality
7 02% 0.1 1 0.0
1980 1986 1992 1998 2004 2010 2016
Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013): Years
Xl (a) Other specified malignant tumours
SN after XII (a) XIl (a) as SN after any primary
% of all  Cumulative % of all  Cumulative
N 1245 SN incidence N 1245 SN incidence
2 0.2% - 1 0.1 % 0.0 %

* Standard: Segi world standard population

No map due to sparse data

No survival curves due to sparse data
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Abbildung 1:

Meldungen an das DKKR (Registerpopulation) je Klinik, Zeitraum 2007-2016, Patienten unter 15/ 18 Jahren
(unter 15 Jahren bis 2008)

Reported cases to the GCCR (registry population) per hospital, period 2007-2016, patients under 15/ 18 years
(under 15 years until 2008)

Average reported cases per year
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75 Hospitals* ordered by numbers of cases
* One hospital with 6 cases is a collection of "other hospitals"

Tabelle 2:

Anzahl der gemeldeten Félle unter 15 Jahren aus der deutschen Wohnbevélkerung, alters-
standardisierte Inzidenzrate und kumulative Inzidenz (pro Million) nach ICCC-3-Diagnosegruppen.

Number of registered cases in Germany aged under 15, age-standardized incidence rate and
cumulative incidence (per million) by ICCC-3 diagnosis groups.

Diagnosis groups Number of cases Number of cases Incidence rates
1980-2016 2007-2016 2007-2016
Age- Cumu-

Absolute Relative (%)  Absolute Relative (%) standard.* Ilative

| Leukaemias 20031 33.9 5713 32.4 56 800
Il Lymphomas 6862 11.6 1889 10.7 16 253
[l CNS tumours 12987 22.0 4409 25.0 41 610
IV Peripheral nervous cell tumours 4410 7.5 1189 6.8 13 172
V  Retinoblastoma 1412 2.4 399 2.3 5 58
VI Renal tumours 3445 5.8 966 5.8 10 138
VIl Hepatic tumours 672 1.1 253 1.4 3 36
VIII Bone tumours 2755 4.7 777 4.4 6 103
IX Soft tissue sarcomas 3598 6.1 996 5.7 9 138
X Germ cell tumours 1896 8.2 572 8.2 5) 78
Xl Carcinomas 907 1.5 417 2.4 3 55
XII' Others and unspecified 73 0.1 83 0.2 0 5

All malignancies 59048 100.0 17613 100.0 169 2446

* Standard: Segi world standard population
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Abbildung 2:

Relative Haufigkeit der gemeldeten Falle aus der deutschen Wohnbevdélkerung nach den héaufigsten ICCC-3
Diagnose-Hauptgruppen und Alter (ausfiihrliche ICCC-3 Kategoriebezeichnungen siehe Seite 131)

Relative frequencies of the registered cases in Germany by the main ICCC-3 diagnosis groups and age (for the

detailed ICCC-3 category legends see page 131)
Age 0, 2009-2016 (n=1481)

Xl Carc. 0.3% Xl Other 0.3%

X GCT 8.8%
| Leuk.15.7%

IXSTS 7.0%
Il Lymph. 0.7%
VIII Bt 0.3%
VIl Ht 4.3%
VI Rt 8.2% Il CNS 15.6%
V Rb 9.7%
IV PNCT 29.2%
Age 5-9, 2009-2016 (n=3613)
Xl Carc. 1.9%
X GCT 1.9% XIl Other 0.1%
IXSTS 5.8%
VIl Bt 4.1%
VIl Ht 0.5%
VIRt 4.4% | Leuk. 35.3%

V Rb 0.2%
IV PNCT 1.9% \

Il CNS 31.4%

Il Lymph. 12.6%

Age 15-17, 2009-2016 (n=2906)

Xl Carc. 5.4% XIl Other 0.1%

X GCT 6.3%
I Leuk. 21.9%

IX STS 6.5%
VIl Bt 9.6%
VI Ht 0.6% )
VIRt 0.8% /
V Rb 0.0%

IV PNCT 0.2%

Il Lymph. 31.5%
IIICNS 17.1%

VIII Bt 0.9%

VII Ht 2.3%
VIRt 9.2%
V Rb 3.4%

IV PNCT 8.7%

Age 1-4, 2009-2016 (n=4812)

Xl Carc. 0.5%
XGCT 1.5% XIlI Other 0.4%
IXSTS 4.9%

I Leuk. 42.5%

Il CNS 21.9%

X GCT 5.3%

IX STS 6.2%

VIII Bt 10.0%

VIl Ht 0.4%
VIRt 1.1%
V Rb 0.0%
IV PNCT 0.6%

IXSTS 5,8%

VIII Bt 5.2%

VIIHt 1.3%
VIRt 4.7%

V Rb 1.9%

IV PNCT 5.6%

Il Lymph. 4.0%

Age 10-14, 2009-2016 (n=4152)

Xl Carc. 6.0% Xl Other 0.1%

| Leuk. 22.9%

Il Lymph. 20.5%

Il CNS 27.0%

Age 0-17, 2009-2016 (n=16964)
Xl Carc. 2.9%

X GCT 4.0% Xl Other 0.2%

| Leuk. 30.3%

\
V

Il CNS 23.8%

Il Lymph. 14.3%
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Tabelle 3:

Anzahl der gemeldeten Falle unter 15 Jahren, 15 bis unter 18 Jahren und unter 18 Jahren auf Basis des ICCC-3,
altersstandardisierte Inzidenzrate und Wohnbevélkerungsbezug nach Jahren fiir Deutschland

Annual number of registered cases aged under 15, 15 to under 18 years and under 18 years based on ICCC-3,
age-standardized incidence rate and resident population base by calendar year for Germany

Years Number of cases Incidence rates per million * Population base (in million)
<15 15to<18 <18 <15 <18 <15 <18
1980 1017 102 11.187
1981 1048 105 10.803
g 1982 974 103 10.392
5 1983 1074 116 9.957
2 1984 1032 114 9.539
'8 1985 1140 129 9.232
@© 1986 1144 132 9.070
E 1987 1216 141 8.903
'c% 1988 1216 140 9.019
= 1989 1222 135 9.260
1990 1300 139 9.621
1991 # 1669 132 13.013
1992 1812 143 13.166
1993 1684 132 13.279
1994 1768 139 13.298
1995 1802 143 13.264
1996 1803 145 13.209
1997 1908 155 13.139
1998 1821 149 13.035
1999 1880 154 12.936
2000 1977 163 12.836
2001 1854 155 12.698
2002 1826 154 12.517
2003 1774 152 12.288
2004 1872 164 12.042
2005 1834 165 11.787
2006 1768 162 11.544
2007 1777 165 11.361
2008 1778 167 11.212
2009 1793 858 2146 170 165 11.078 13.579
2010 1766 314 2080 169 163 10.979 13.408
2011 1734 358 2092 166 164 10.884 13.277
2012 1765 358 2123 170 167 10.782 13.187
2013 1774 339 2113 174 169 10.628 13.050
2014 1707 397 2104 166 166 10.628 13.062
2015 1778 417 2195 171 171 10.784 13.219
2016 1741 370 2111 167 166 10.744 13.121
Total 59048 2906 61954

* Standard: Segi world standard population # Erweiterung um neue Bundeslander / inclusion of East Germany
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Tabelle 4:

Verteilung aller gemeldeten Fille aus der deutschen Wohnbevoélkerung nach Altersgruppen ohne
Altersbeschriankung # sowie zusatzlich erfasste Diagnosen (2007-2016)

Distribution of all reported cases in Germany by age groups without age restriction # and additional diagnoses

(2007-2016)

Age groups Diagnoses according to ICCC-3 Additional diagnoses (see Table 5)
(vears) N % N %
0 1841 8.6 455 26.9
1-4 6025 28.1 334 19.8
5-9 4575 21.4 335 19.8
10-14 5172 242 425 251
0-14 17613 82.3 1549 91.6
15-17 2906 13.6 107 6.3
0-17 20519 95.8 1656 97.9
18-19 273 1.3 8 0.5
20-24 235 1.1 10 0.6
>25 384 1.8 17 1.0
215 3798 17.7 142 8.4
218 892 4.2 35 2.1
reported cases 21411 100.0 1691 100.0

#
Altersgrenze bis 2008 unter 15, ab 2009 unter 18. Junge Erwachsene ab 18 Jahren werden nur unvollstandig erfasst.
The age limit was under 15 until 2008 and under 18 from 2009. Young adults 18 or older are incompletely registered.

Tabelle 5:
Nicht in der ICCC-3 definierte, systematisch registrierte Diagnosen, Fille unter 15 Jahren (2007-2016)
Systematically registered diagnoses not defined in ICCC-3, cases under the age of 15 (2007-2016)

Diagnoses Sex Number of cases Incidence rates per million Trial par-
Sex ratio N Age groups Age groups s?agnec;. Cum. ticipants
m/f 014 0 1-4 59 10-14 0 1-4 59 1014 World *0-14 %
Non-malignant girls 286 77 84 74 51 23 6 4 8 6 83 85.3
Langerhans cell boys 401 90 116 93 102 25 8 5 5 8 109 86.3
histiocytosis total 1.4 687 167 200 167 153 24 7 5 4 7 96 85.9
Benign/mature teratoma  girls 510 131 60 108 211 39 4 6 11 10 144 96.3
boys 146 86 29 18 13 24 2 1 1 3 41 94.5
total 0.3 656 217 89 126 224 3M 3 4 6 6 91 95.9
Severe aplastic anaemia girls 43 2 7 18 16 1 1 1 1 1 12 93.0
boys 52 2 16 15 19 1 1 1 1 1 14 92.3
total 1.2 95 4 23 33 35 1 1 1 1 1 13 92.6
Mesoblastic nephroma girls 18 18 0 0 0 5 0 O 0 0 5 88.9
boys 23 21 1 0 1 6 0 O 0 1 6 95.7
total 1.3 41 39 1 0 1 6 0 0 0 0 6 92.7
Other diseases girls 29 15 6 4 4 4 0 O 0 1 8 55.2
of blood and boys 38 13 15 4 6 4 1 0 0 1 11 5586
haemopoietic system total 1.3 67 28 21 8 10 4 1 0 0 1 10 55.2

* Standard: Segi world standard population
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Tabelle 6:

Altersstandardisierte* Inzidenzraten (pro Million), standardisierte Inzidenzverhaltnisse (SIR) und 95%-Konfidenz-
intervalle (Cl) regional gegliedert nach Patientenwohnsitz fiir Félle unter 15 Jahre (2007-2016)

Age-standardized* incidence rates (per million), standardized incidence ratios (SIR) and 95%-confidence intervals (C
for cases under 15 by patients residence region (2007-2016)

Bundeslénder und All malignancies Leukaemias
Regierungsbezirke No. of Incidence SIR 95%-ClI No. of Incidence SIR 95%-Cl
States and counties cases rate * cases rate *
Schleswig-Holstein 645 174 1.04 0.96-1.12 213 58 1.06 0.93-1.22
Hamburg 375 165 0.98 0.88-1.09 124 56 0.99 0.83-1.18
§ Niedersachsen 1723 165 0.98 0.93-1.03 578 56 1.02  0.94-1.11
5‘) Bremen 125 157 0.93 0.77-1.10 40 51 0.91 0.65-1.24
L_; Nordrhein-Westfalen 4024 172 1.02 0.99-1.05 1256 55 0.99 0.93-1.04
% Dusseldorf 1144 173 1.03 0.97-1.09 361 57 1.00 0.90-1.11
8 Kéln 1008 170 1.02 0.96-1.09 291 50 0.91 0.81-1.02
(3% Minster 599 170  1.01 0.93-1.09 216 63 1.13  0.98-1.29
= Detmold 491 174  1.01 0.93-1.11 156 56 1.00 0.85-1.17
Arnsberg 782 170 1.00 0.93-1.07 232 51 0.92 0.81-1.05
Hessen 1350 170 1.00 0.95-1.06 464 59 1.07 0.97-1.17
Darmstadt 852 165  0.98 0.92-1.05 294 58 1.04 0.93-1.17
GieB3en 246 194 1.11  0.97-1.26 85 68 1.19 0.95-1.47
Kassel 252 166  0.98 0.87-1.11 85 58 1.03 0.82-1.28
Rheinland-Pfalz 893 176  1.08 0.97-1.10 269 54 0.97 0.86-1.09
Baden-Wirttemberg 2391 165  0.98 0.94-1.02 760 54 0.96 0.90-1.04
Stuttgart 897 164  0.97 0.91-1.04 285 53 0.95 0.85-1.07
Karlsruhe 621 173 1.04 0.96-1.13 202 59 1.05 0.91-1.20
Freiburg 506 166  1.00 0.91-1.09 168 58 1.03 0.88-1.20
Tlbingen 367 150 0.87 0.78-0.96 105 44 0.77 0.63-0.93
Bayern 2805 169  1.00 0.96-1.04 955 59 1.05 0.99-1.12
Oberbayern 958 159  0.94 0.88-1.00 336 56 1.01  0.91-1.12
Niederbayern 255 161 0.96 0.85-1.09 81 55 0.95 0.75-1.18
Oberpfalz 271 195 1.14 1.01-1.29 90 67 1.18 0.95-1.45
Oberfranken 202 151 0.92 0.80-1.05 69 55 0.98 0.76-1.23
Mittelfranken 338 151 0.90 0.81-1.00 103 47 0.85 0.69-1.03
Unterfranken 310 188 1.11  0.99-1.24 108 68 1.20 0.99-1.45
Schwaben 471 193 1.14 1.04-1.25 168 71 1.26 1.08-1.47
Saarland 181 154  0.94 0.81-1.09 59 51 0.95 0.73-1.23
Berlin 681 159  0.94 0.87-1.01 235 55 0.99 0.87-1.12
Brandenburg 449 159  0.95 0.86-1.04 152 55 0.98 0.83-1.15
Mecklenburg-Vorpommern 282 154 0.92 0.81-1.03 86 48 0.85 0.68-1.0%
Sachsen 866 183 1.09 1.02-1.17 265 56 1.01 0.89-1.14
Sachsen-Anhalt 434 177 1.05 0.96-1.16 134 55 0.99 0.83-1.17
Thiringen 389 160 0.95 0.86-1.05 123 51 0.91 0.76-1.09

* Standard: Segi world standard population
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Tabelle 7:

Anzahl der verstorbenen Patienten innerhalb von 5, 10 bzw. 15 Jahren nach Diagnose auf Basis des ICCC-3
unter den gemeldeten Patienten unter 15 Jahren aus der deutschen Wohnbevélkerung und kumulative
Mortalitat nach Diagnosejahr, 1980-2011 (inklusive neue Lander seit 1991)

Annual number of deaths 5, 10 or 15 years from diagnosis based on ICCC-3 from the group of registered
patients aged under 15 in Germany and cumulative mortality by year of diagnosis 1980-2011 (including East
Germany since 1991)

97

Year of Deaths within 5 years Deaths within 10 years Deaths within 15 years
diagnosis after diagnosis after diagnosis after diagnosis
No. of Cum. mortality No. of Cum. mortality No. of  Cum. mortality
cases per million cases per million cases per million

1980 342 490 370 533 382 550
1981 341 484 377 534 393 558
1982 313 472 347 521 357 537
1983 319 493 359 557 372 577
1984 325 514 354 560 364 577
1985 322 523 362 586 379 615
1986 319 531 354 588 364 605
1987 327 550 352 592 366 615
1988 316 522 347 573 357 590
1989 291 466 325 522 338 542
1990 326 498 354 541 370 565
1991 # 400 457 445 509 460 526
1992 # 435 494 471 535 491 558
1993 # 382 434 427 484 444 504
1994 # 374 425 409 465 421 479
1995 # 338 389 385 443 407 468
1996 # 349 404 386 447 402 465
1997 # 372 432 417 484 439 510
1998 # 350 410 391 458 405 475
1999 # 360 422 399 467 414 484
2000 # 394 468 428 508 450 534
2001 # 302 363 340 408 359 431
2002 # 320 387 359 435

2003 # 322 400 362 448

2004 # 293 372 342 433

2005 # 298 385 325 419

2006 *# 295 389 330 435

2007 # 271 363

2008 # 289 390

2009 # 261 356

2010 # 247 341

2011 # 224 310

# Including East Germany since 1991

7
&}
S
S

=

I

°
c
©
7

Q

3

|_




0
[}
S
S

=

i

°
c
@
0

Q

3

|_

98 Tabellen und Abbildungen / Tables and Figures

Tabelle 8:

Anzahl der am Deutschen Kinderkrebsregister in der Langzeithachbeobachtung (LTS) befindlichen Patienten mit

Erstdiagnose im Alter von unter 15 / 18 (Stand 2016)

Number of patients in Long-Term-Surveillance (LTS) at the German Childhood Cancer Registry
first diagnosed aged under 15/ 18 (as of 2016)

Year of diagnosis 1980 - 1989~ 1990 - 1999 2000 - 2009 ** 2010-2016** 1980 - 2016™*
N (%) N (%) N (%) N (%) N (%)
Patients registered 10997 17244 18329 14583 61153 *

deceased

surviving

anonymous™

identifiable

< 5 years since diagnosis

>= 5 years since diagnosis

lost-to-follow-up

in LTS

3894 (35.4 %)

7103 (64.6 %)

994 (14.0 %)

6109 (86.0 %)

6109 (100 %)

728 (11.9 %)

5381 (88.1 %)

4243 (24.6 %)

13001 (75.4 %)

1111 (8.5 %)

11890 (91.5 %)

11890 (100 %)

900 (7.6 %)

10990 (92.4 %)

3396 (18.5 %)

14933 (81.5 %)

439 (2.9 %)

14494 (97.1 %)

14494 (100 %)

369 (2.5 %)

14125 (97.5 %)

1328 (9.1 %)

13255 (90.9 %)

125 (0.9 %)

13130 (99.1 %)

8311 (63.3 %)

4819 (36.7 %)

45 (0.9 %)

4774 (99.1 %)

12861 (21.0 %)

48292 (79.0 %)

2669 (5.5 %)

45623 (94.5 %)

8311 (18.2 %)

37312 (81.8 %)

2042 (5.5 %)

35270 (94.5 %)

# 61153 patients correspond to 61954 cases diagnosed under 15/ 18 years resident in Germany at the date of diagnosis 1980-2016
and diagnosed with a disease included in ICCC-3.

- Not applicable

+ Consent not available, refused or withdrawn later.

*  First diagnosis under 15.

** First diagnosis under 15 until 2008, under 18 from 2009 onwards.

*** First diagnosis under 18.
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Tabelle 10:

Zahl der vom Deutschen Kinderkrebsregister an die jeweiligen Landeskrebsregister (LKR) bis einschlieBlich 2016
weitergeleiteten Meldungen

Number of forwarded reports from the German Childhood Cancer Registry to the state cancer registries (LKR) up to
and including 2016

Diagnosis period

State cancer registry from to Cases
Krebsregister Schleswig-Holstein 01.01.2010  15.07.2015 469

) Hamburgisches Krebsregister 01.01.2011  15.01.2016 231
€L Epidemiologisches Krebsregister Niedersachsen 01.01.2011  15.07.2016 1125
En Bremer Krebsregister 01.01.2010  15.07.2015 77
w Epidemiologisches Krebsregister NRW 01.01.2010  15.07.2015 2640
-8 Hessisches Krebsregister 01.01.2010  15.07.2015 899
g Krebsregister Rheinland-Pfalz 01.01.2010  15.07.2015 573
9 Bevolkerungsbezogenes Krebsregister Bayern 01.01.2011  15.07.2016 1792
'c% Epidemiologisches Krebsregister Saarland 01.01.2010  15.07.2015 134
= Gemeinsames Krebsregister GKR * 01.01.2011  15.07.2016 1970
Gesamt 9910

* der Lander Berlin, Brandenburg, Mecklenburg-Vorpommern, Sachsen-Anhalt und der Freistaaten Sachsen und Thiiringen /
the states Berlin, Mecklenburg-Western Pomerania, Saxony-Anhalt, the Free States of Saxony and Thuringia

Anmerkung/Note:

Die gesetzlichen Regelungen zur epidemiologischen Krebsregistrierung im gemeinsamen Krebsregister (GKR) und im epidemiolo-
gischen Krebsregister Niedersachen unverandert, in allen tbrigen Landern sind seit 2014 zunehmend veranderte Gesetze in Kraft
getreten.
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ACCIS: Automated Childhood Cancer Information
System

In ACCIS, einem europaischen Projekt, wurden bis
1997 die Daten samtlicher bevélkerungsbezogener
Krebsregister zu Kindern und Jugendlichen in Europa
in Bezug auf Inzidenz und Uberlebenswahrscheinlich-
keiten zusammengefihrt (34). Derzeit werden die Da-
ten bis 2009 und zum Teil bis 2012 fiir eine aktualisierte
Fassung bei der IARC (International Agency for Rese-
arch on Cancer) ausgewertet.

Das Deutsche Kinderkrebsregister hat seine Daten zu
dem Projekt beigetragen.

EUROCARE: EUROpean CAncer REgistry Based
Study on Survival and Care of Cancer Patients

Das EUROCARE-Projekt ist ein von der EU finanzier-
tes Projekt, das Ende der achtziger Jahre begann und
in dem Uberlebenswahrscheinlichkeiten bei Krebspa-
tienten im internationalen Vergleich und unter Berick-
sichtigung zeitlicher Trends systematisch und umfas-
send analysiert werden. Zuletzt wurden die Daten der
EUROCARE-5-Studie, die die Jahre bis 2007 abdeckt,
publiziert (29, 41, 42). Das Deutsche Kinderkrebsregis-
ter hat seine Daten fur die aktuelle EUROCARE-6-Stu-
die eingereicht und Publikationen sind in Vorbereitung.

PanCare: Forschungsprojekte im Rahmen des
PanCare-Netzwerkes

Das Netzwerk PanCare (Pan-European Network for
Care of Survivors after Childhood and Adolescent Can-
cer) ist ein Zusammenschluss von Experten (z.B. Me-
dizinern, Epidemiologen) und Betroffenen (Eltern und
Langzeitiiberlebende). Ziel ist es, Haufigkeit, Schwere
und Auswirkungen von Spéatfolgen der Therapie bei
Kindern und Jugendlichen mit einer Krebserkrankung
zu reduzieren. Das langfristige strategische Ziel ist es
sicherzustellen, dass jeder européaische ehemalige Pa-
tient eine optimale Langzeitnachsorge erhalt (32).

Zwei EU-finanzierte Projekte wurden aus dem PanCa-
re Netzwerk initiiert:

PanCareSurFup: PanCare Childhood and Adole-
scent Cancer Survivor Care and Follow-up Studies

PanCareSurFup (www.pancaresurfup.eu) startete im
Februar 2011 und ging Ende Januar 2017 zu Ende.
Das Projekt umfasst 16 Partner. Im Rahmen dieser
Verbund-Forschung wurden Richtlinien entwickelt, um
die Nachsorge ehemaliger Patienten zu optimieren und
eine Grundlage fur forschungsbezogene Informationen
bereitzustellen, die alle Spatfolgen der Krebstherapie
betreffen. Eine grofe europaische Kohorte von Uber
100.000 ehemaligen Patienten mit einer Krebserkran-

ACCIS: Automated Childhood Cancer Information
System

The European project ACCIS collected data from all
European population based registries with data on chil-
dren and adolescents with respect to incidence and
survival probabilities. They published data available
until 1997 (34). Currently data up to 2009 and patrtial-
ly up to 2012 is being analyzed at IARC (International
Agency for Research on Cancer) for an updated ver-
sion.

The German Childhood Cancer Registry has contribu-
ted its data to the project.

EUROCARE: EUROpean CAncer REgistry Based
Study on Survival and Care of Cancer Patients

EUROCARE is an EU funded project, founded in the
late 1980ies, which aims at comparing and analyzing
international survival data on cancer patients. Regar-
ding children, the latest published data in EUROCA-
RE-5 covers the years until 2007 (29, 41, 42). Survival
probabilities for childhood cancers have greatly impro-
ved, but differences among countries persist. The Ger-
man Childhood Cancer Registry contributed its data to
the current EUROCARE-6 study and publications are
being prepared.

PanCare: Research in the Framework of the Pan-
Care Network

PanCare (Pan-European Network for Care of Survivors
after Childhood and Adolescent Cancer) is a multidis-
ciplinary pan-European network of professionals (such
as clinicians and epidemiologists), survivors, and their
families that aims to reduce the frequency, severity,
and impact of late side-effects of the treatment of chil-
dren and adolescents with cancer. The long-term stra-
tegic aim of PanCare is to ensure that every European
survivor of childhood and adolescent cancer receives
optimal long-term care (32).

The PanCare network has so far started two EU-fun-
ded projects:

PanCareSurFup: PanCare Childhood and Adole-
scent Cancer Survivor Care and Follow-up Studies

PanCareSurFup (www.pancaresurfup.eu) started in
February 2011 and ended in January 2017. It inclu-
ded 16 partners. The joint research aimed to provide
a basis for establishing guidelines for follow-up in
Europe, as well as a basis for research generating
information on late effects of cancer therapies. The
project has collated a large European cohort of more
than 100,000 former patients with cancer in child-
hood or adolescence, their follow-up, and potential late
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kung im Kindes- und Jugendalter wurde aufgebaut,
nachbeobachtet und mdgliche Spatfolgen wurden spe-
ziell untersucht. Dazu z&ahlt das Auftreten von Zweittu-
moren, Herzschadigungen und das Versterben der Pa-
tienten mehr als funf Jahre nach der Erkrankung (late
mortality). Erste Publikationen sind erschienen (35, 39,
49).

PanCareLIFE: PanCare Studien zu Fertilitat, Ototo-
xizitat und Lebensqualitat nach Krebs im Kindes-
und Jugendalter

An dem im November 2013 begonnenen EU-finanzier-
ten Forschungsprojekt PanCareLIFE (www.pancare-
life.eu) sind Wissenschaftler aus acht européischen
Nationen beteiligt. Fertilitat, Ototoxizitat und gesund-
heitsbezogene Lebensqualitat stehen im Fokus die-
ses Projektes. Insgesamt flielen die Daten von rund
32.000 Betroffenen in das Vorhaben ein. Anhand die-
ser Daten wollen die beteiligten Forscher Risikofakto-
ren identifizieren, die moglicherweise im Zusammen-
hang mit Infertilitdt und Ototoxizitat stehen. Dazu wird
DNA untersucht um festzustellen, welche genetischen
Varianten potentiell mit diesen Spatfolgen assoziiert
sind. Auch Leitlinien zur Fertilitatserhaltung werden er-
arbeitet. PanCareLIFE wird an der Universitatsmedizin
Mainz koordiniert und endet Ende 2018 (22,32,35).

KiKme: Krebserkrankungen im Kindesalter und
molekulare Epidemiologie

Die Studie ,Krebserkrankungen im Kindesalter und
molekulare Epidemiologie® — KiKme konzentriert sich
auf die Erforschung von angeborenen Risikofaktoren
bei der Entstehung von Krebserkrankungen im Kindes-
alter. FUr ehemalige und aktuell betroffene Kinder hat
diese Grundlagenforschung keinen direkten Nutzen,
wird jedoch langfristig und im Zusammenhang mit an-
deren Forschungsvorhaben einen praktischen Nutzen
in der Medizin erlangen.

Der Schwerpunkt liegt auf der Untersuchung des Zu-
sammenspiels zwischen Erbanlagen und Strahlung bei
der Entstehung von Krebserkrankungen. Dabei sollen
spezifische Wege der Krebsentstehung erforscht wer-
den, um den Einfluss von angeborenen Veranlagun-
gen und von molekularen Markern der Strahlenemp-
findlichkeit auf die Reparatur unserer Erbinformationen
zu untersuchen. Dies erfolgt durch einen Vergleich von
Bestrahlungsversuchen an Hautproben von Studien-
teilnehmern. Die Gewebeproben aus der Haut werden
dann zur Bestimmung von Laborwerten und fiir die Be-
stimmung von Erbinformationen und ihrer Botenstoffe
(genetische Untersuchungen) herangezogen. Es sol-
len drei Gruppen miteinander verglichen werden: Stu-
dienteilnehmer mit einer erneuten Krebserkrankung
nach einer friheren Krebserkrankung im Kindesalter,
Studienteilnehmer mit nur einer Krebserkrankung im
Kindesalter und Studienteilnehmer ohne Krebserkran-
kung. Die Krebspatienten wurden Uber das Deutsche

effects. These include cardiac disease, second cancers
and late mortality (more than 5 years after diagnosis).
First publications have been published (35,39,49).

PanCareLIFE: PanCare Studies in Fertility and Oto-
toxicity to Improve Quality of Life after Cancer du-
ring Childhood, Adolescence and Young Adulthood

Scientists from 8 European nations contribute to the
EU-funded research project PanCareLIFE (www.
pancarelife.eu). The main issues of this project are
fertility, ototoxicity, and quality of life. Data from
32,000 former patients are included in the project.
The researchers will identify risk factors for ototo-
xicity and infertility. This includes an examination of
DNA, which may modify the risk for these late ef-
fects. The project includes a work package which
develops guidelines for fertility preservation. PanCa-
reLIFE is coordinated at the University Medical Cen-
tre in Mainz and ends at the end of 2018 (22,32,35).

KiKme: Cancer in childhood and molecular epide-
miology

The focus of the study ,Cancer in childhood and mole-
cular epidemiology” — KiKme — is to explore genetic risk
factors for the development of cancer during childhood.
This basic research is of no direct benefit to former-
ly or currently affected children; however, it will be of
practical use in the medical field in the long run and in
connection with other research projects.

The main focus is to research the interaction of genetic
factors and radiation in the development of cancer.
Specific pathways of the development of cancer will be
researched in order to explore the influence of congeni-
tal predispositions and of molecular markers for radiati-
on sensitivity on the repair mechanisms of our genetic
information. This is being done by comparing study
participants’ skin samples, which were irradiated. The
tissue samples from the skin are used to measure la-
boratory values and to identify genetic information and
their messenger substances (genetic examination).
Three groups will be compared with one another: pa-
tients with a second neoplasm after childhood cancer,
patients with only one primary neoplasm in childhood,
and control patients without cancer. The cancer pati-
ents were identified by the German Childhood Cancer
Registry. The project was funded by the German Fe-
deral Ministry of Education and Research (BMBF) and
is part of the research consortium ISIBELa.
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Kinderkrebsregister bestimmt. Die Studie wird vom Bun-
desministerium fur Bildung und Forschung (BMBF) finan-
ziert und ist Teil des ISIBELa Forschungsverbundes.

VIVE: Basiserhebung zu Lebenssituation, Gesund-
heitszustand und Lebensqualitdt nach onkologi-
scher Erkrankung im Kindes- und Jugendalter

Die Heilungschancen nach Krebs im Kindesalter liegen
mittlerweile je nach Erkrankungsart bei 70 - 95 Prozent.
Die notwendigen Therapien (u.a. Chemo- und Strah-
lentherapie) kdnnen Spatfolgen verursachen; diese wer-
den im Rahmen des Projekts VIVE néher erfasst. Dazu
werden die ehemaligen, jetzt erwachsenen Patienten
(mindestens 25 Jahre alt) mittels Fragebogen in einer
umfassenden Basiserhebung nach (psycho-) somati-
schen Spatfolgen, ihrem jetzigen Gesundheitszustand
und ihrer Lebensqualitat befragt.

Die Gesamtkoordination und zusammenfassende Aus-
wertung erfolgt durch die Projektleitung in Bonn (Univer-
sitétsklinikum Bonn, Zentrum fur Kinderheilkunde, Abt.
Péadiatrische Hamatologie und Onkologie). Das Deut-
sche Kinderkrebsregister in Mainz fuhrt die eigentliche
Befragung (mittels Fragebogen) durch und wertet zudem
die Angaben zu den Zweitmalignomen aus. Eine Ar-
beitsgruppe in Hannover ordnet die Patientendaten den
ehemaligen Therapieoptimierungsstudien mit Hilfe einer
Therapiedatenbank zu (20).

Die Befragung der etwa 10000 ehemaligen Patienten be-
gann im Jahre 2014 und endete 2015.

CVSS: Kardiale und vaskulare Spéatfolgen bei Lang-
zeituberlebenden nach Krebserkrankungen im Kin-
desalter

Das Projekt ,Kardiale und vaskulare Spéatfolgen von
Langzeit-Uberlebenden nach Krebs im Kindes- und Ju-
gendalter" (Cardiac and vascular late sequelae in long-
term survivors of childhood cancer, CVSS) wird von der
Deutschen Forschungsgemeinschaft (DFG) gefordert
und startete im Juli 2013. Es wird an der Universitéats-
medizin Mainz als interdisziplindres, kooperatives Pro-
jekt des Deutschen Kinderkrebsregisters am IMBEI, der
Péadiatrischen Hamatologie/Onkologie/H&amostaseologie
des Zentrums fur Kinder- und Jugendmedizin und der
Praventiven Kardiologie und Medizinische Pravention an
der der Il. Medizinischen Klinik und Poliklinik durchge-
fuhrt.

Ziel der CVSS-Studie ist es, die Zusammenhange zwi-
schen der Behandlung von Krebserkrankungen im Kin-
desalter und den Spétfolgen fur das Herz-Kreislauf-Sys-
tem zu erforschen, um friihzeitig Risikogruppen fur das
Auftreten von Therapiespatfolgen zu identifizieren und
schlieRlich Empfehlungen fir Vorsorgeuntersuchungen
ableiten zu kdnnen sowie eine zielgerichtete Nachsorge
zu ermdglichen.

Insgesamt wurden Uber das Deutsche Kinderkrebsre-

VIVE: Baseline Survey on Life Situation, Health,
and Quality of Life after an Oncological Disease in
Childhood or Adolescence

The chances of survival after cancer in childhood
are between 70 and 90% nowadays, depending on
the disease entity. The therapies necessary for this
(such as chemo- and radiotherapy) can potentially
cause late effects; these are the research topic of
VIVE. For this, all former patients who are adults
now (at least 25 years of age) are invited to partic-
ipate in a baseline survey of their current situation:
(psycho-) somatic late effects, current health status,
and quality of life.

The coordination and concluding analysis and evalu-
ation lie with the principal investigators in Bonn (Uni-
versitatsklinikum Bonn, Zentrum fir Kinderheilkunde,
Abt. Padiatrische Hamatologie und Onkologie). The
German Childhood Cancer Registry in Mainz con-
ducts the technical side of the survey (with a ques-
tionnaire) and analyses the second neoplasm infor-
mation. A working group in Hannover retrospectively
assigns the therapy data with the help of a therapy
data base (20).

The survey, including about 10,000 former patients,
started in 2014 and ended in 2015.

CVSS: Cardiac and vascular late sequelae in long-
term survivors of childhood cancer - a multidiscipli-
nary clinical, epidemiological and genetic approach

The project “Cardiac and vascular late sequelae in
long-term survivors of childhood cancer” (CVSS-study)
is funded by the Deutsche Forschungsgemeinschaft
(DFG) and was launched in July 2013. It is conduc-
ted jointly at the University Medical Center Mainz by
the German Childhood Cancer Registry at the IMBEI,
the Pediatric Hematology/Oncology/Hemostaseology
at the Center for Childhood and Adolescent Medicine,
and the Preventive Cardiology and Medical Prevention
at the 2" Medical Clinic and Policlinic.

The aim of the CVSS-study is to investigate the cor-
relation between childhood cancer treatment and car-
dio-vascular late-sequelae to identify risk groups fir
the occurrence of therapy-associated late sequelae
early on and to eventually infer recommendations for
medical screening and to make targeted follow-up care
possible.

Altogether 2,657 former patients have been invited by
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gister 2.657 ehemalige Patienten eingeladen, an der
CVSS-Studie teilzunehmen, rund 1000 wurden in dem
standardisierten  kardiovaskularen Untersuchungs-
program im Mainzer Studienzentrum der ,Guten-
berg-Gesundheitsstudie” untersucht Ein besonderes
Augenmerk liegt auf subklinischen Veradnderungen.
Die unmittelbar erhobenen und medizinisch relevanten
Untersuchungsergebnisse werden den Teilnehmern in
einem umfassenden Bericht zur Besprechung mit dem
Haus- oder Facharzt ausgehandigt (21,26,46,48).
Weitere Informationen zur CVSS-Studie finden sich
unter www.CVSS-Studie.de.

Strukturoptimierung fir krebskranke Kinder nach
Anthrazyklintherapie - Eine Studie zur Ursache und
Friuherkennung der Anthrazyklin-induzierten Kardi-
omyopathie nach Behandlung eines Nephro- und
Neuroblastoms

Die haufigsten soliden Tumore im Kleinkindalter sind
Nephro- und Neuroblastome. Die Heilungschance fur
diese Tumore liegen — abgesehen von Neuroblastom
Stadium IV — bei Uber 80%. Diese erfolgreiche The-
rapie kann aber auch eine Schadigung am kindlichen
Herzmuskel verursachen. Bekannte Risikofaktoren
sind das junge Alter der Patienten, die Anthrazyklindo-
sis und eine Strahlentherapie mit Streustrahlung auf
den Herzmuskel.

Ziel der Studie ist die Anbindung dieser Patienten an
die Kardiologen des Kompetenznetzes ,Angeborene
Herzfehler* und die Erfassung von kardiologischen
Spatfolgen bei Kindern und Jugendlichen nach einer
Nephroblastom- bzw. Neuroblastombehandlung in
den Jahren 1990-2012. Hierbei werden vorhandene
Strukturen des Deutschen Kinderkrebsregisters, des
Nachsorgenetzwerkes LESS (Late Effects Surveillan-
ce System), der Gesellschaft fur Padiatrische Onkolo-
gie und Hamatologie (GPOH) und des Kompetenznet-
zes ,Angeborene Herzfehler* (KN-AHF) genutzt. Eine
Untersuchung der ehemals krebskranken Kinder und
Jugendliche durch Arzte des KN AHF bietet den Vorteil,
dass Kinderkardiologen und internistische Kardiologen
mit einer spezifischen Weiterbildung die Versorgung
der ehemals krebskranken Kinder und Jugendlichen,
aber auch der mittlerweile Erwachsenen tibernehmen.
Im Rahmen dieser Versorgungsforschung sollen eine
neue standardisierte kardiologische Untersuchung
durchgefiihrt, sowie die Lebensqualitaét und Lebens-
situation der ehemaligen Patienten analysiert und mit
den kardiologischen Befunden korreliert werden. Zur
Uberarbeitung der klinischen Risikoprofile ist die Ent-
nahme und Asservierung einer Blutprobe vorgesehen.
Die Erstellung von individuellen Risikoprofilen ermdg-
licht in zukinftigen Therapieoptimierungsstudien eine
dem einzelnen Patienten angepasste Therapie. Das
Auftreten der Anthrazyklin-induzierten Kardiotoxizitat
in Zukunft vermindert und damit die Langzeitprognose
dieser Patienten verbessert werden.

the GCCR to participate in the CVSS-study. More than
1000 former patients have already been examined with
a standardized cardiovascular examination program
at the study center of the “Gutenberg Health Study” in
Mainz. Subclinical diseases are particularly looked at.
The patients are provided with the immediately availa-
ble and medically relevant results of their examinations
in a comprehensive report for their general practitioner
or medical specialist (21,26,46,48).

More information is available at www.CVSS-Studie.de.

Structural Optimization for Childhood Cancer Sur-
vivors after Anthracycline Therapy — A Study on
Causes and Early Detection of Anthracycline-in-
duced Cardiomyopathy after the Therapy of a
Nephro- or Neuroblastoma

Nephro- and Neuroblastomas are the most frequent
solid tumours in small children. The survival probabi-
lity is 80% or more (except for advanced stage neu-
roblastoma). These successful therapies may however
also damage a child’s myocardial muscle. Known risk
factors are very young age, the anthracycline dose and
radiotherapy with myocardial involvement.

The goal of this study is to connect these patients to
the cardiologists of the Competence Network for Con-
genital Heart Defects and to record cardiological late
effects in children and adolescents after treatment of
a Nephro- or Neuroblastoma in the years 1990-2012.
The project uses existing structures of the German
Childhood Cancer Registry, the network LESS (Late
Effects Surveillance System), the Society for Pediatric
Oncology and Hematology (GPOH) and the Compe-
tence Network for Congenital Heart Defects (KN-AHF).
Having the former childhood cancer patients examined
by physicians in the KN-AHF has the advantage that
pediatric cardiologists with specific qualifications pro-
vide the care for the children, adolescents and young
adults. This research includes a standardized cardiolo-
gic examination and an assessment of Quality of Life
and correlates the findings. In order to improve future
risk profiling also blood samples are drawn and stored.
In the long run, individual risk profiles will permit to ad-
apt treatment in future therapy optimization studies and
are expected to reduce anthracycline-induced cardio-
toxicity and contribute to an improved long-term pro-
gnosis.
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STATT-SCAR-Studie (Second Tumour After Tumour
Therapy - Second Cancer After Radiotherapy)

Folgeneoplasien, also ein weiterer Krebs, sind eine
Spatfolge, an der etwa 8% der Langzeitiiberlebenden
nach Krebs im Kindesalter in Deutschland innerhalb
von 35 Jahren nach ihrer Erstneoplasie erkranken (51).
Wichtige Risikofaktoren fir Folgeneoplasien sind die
Therapien zur Behandlung des Priméartumors.
Basierend auf der Langzeitnachbeobachtungsko-
horte des Deutschen Kinderkrebsregisters wird eine
Fall-Kontroll-Studie bestehend aus 1244 Fallen mit ei-
ner Folgeneoplasie und gematchten Kontrollen durch-
gefuhrt. Die Therapiedaten werden entweder basierend
auf den Angaben der jeweiligen Therapieoptimierungs-
studien aus der GPOH-Therapieprotokolldatenbank
erhoben oder durch Evaluation der Patientenakten aus
den Kliniken fur padiatrische Onkologie und Radiothe-
rapiezentren. Es sollen Unterschiede in der Behand-
lung zwischen Fallen und Kontrollen ermittelt werden.
Priméares Ziel der Studie ist es, das Risiko von Folge-
neoplasien durch die medikamentose Krebstherapie
und durch die Radiotherapie zu quantifizieren. Dies
kann mithelfen, eine Grundlage daflr zu schaffen, zu-
kunftige Therapieprotokolle so zu gestalten, dass bei
einem optimalen Therapieerfolg das Risiko fur Folgen-
oplasien maglichst gering gehalten wird. Des Weiteren
werden Risikogruppen fur die Entwicklung einer Fol-
geneoplasie identifiziert (nach Krebsart, Alter bei Erst-
diagnose, Latenzzeit etc.). Diese Informationen kon-
nen weiterhin einen Beitrag bei der Entwicklung von
Nachsorgeleitlinien leisten. Die STATT-Studie wird von
der Deutschen Krebshilfe finanziert. Die SCAR-Stu-
die wird vom Bundesministerium fir Bildung und For-
schung (BMBF) finanziert und ist Teil des ISIBELa For-
schungsverbundes.

Info-Onko: Evaluation der psychosozialen Situati-
on von Langzeitiberlebenden einer Krebserkran-
kung im Kindes- oder Jugendalter

Uber die Bedurfnisse und alltaglichen Herausforde-
rungen von ehemaligen Patienten nach ihrer Kreb-
serkrankung im Kindes- oder Jugendalter ist bislang
wenig bekannt; ehemals Betroffene bemangeln aber,
dass in ihrem Alltag Schwierigkeiten auftreten, die sie
selbst auf ihre Erkrankung oder Therapie zuriickfuhren,
Fachleute jedoch nicht als solche anerkennen und sich
bestehende Hilfsangebote lediglich auf evidenzbasier-
te medizinische Problematiken beziehen.

Das Projekt Info-Onko hat zum Ziel, die psychosozia-
le Situation Langzeitiberlebender zukiinftig besser zu
verstehen und ihre Wiinsche und Bedurfnisse in Bezug
auf die Langzeitnachsorge zu erfassen. Durch qualita-
tive Interviews ehemaliger Betroffener wurde erhoben,
in welchen Bereichen Herausforderungen bestehen
und ein Fragebogen auf Basis der so identifizierten
Oberthemen entwickelt. Mithilfe dieses Fragebogens
werden deutschlandweit ehemals erkrankte Patienten,
die sich in der Langzeitnachbeobachtung des Deut-
schen Kinderkrebsregisters befinden, befragt, um be-

STATT-SCAR-Study (Second Tumour After Tumour
Therapy - Second Cancer After Radiotherapy)

Second neoplasms, i.e. subsequent cancers, are a late
effect, which occurs in about 8% of long-term survivors
after cancer in childhood in Germany within 35 years
after the first neoplasm (51). Important risk factors for
second neoplasms are the therapies for the treatment
of the first neoplasm.

Based on the long-term follow-up cohort of the German
Childhood Cancer registry, the STATT-SCAR study
carries out a case-control study which consists of 1244
cases with a second neoplasm and matched controls.
Data is obtained either from the GPOH therapy pro-
tocol database based on information from the therapy
optimization studies or through the examination of pa-
tient files in the paediatric oncology centres or radio-
therapy centres. Differences in the treatment between
cases and controls shall be identified.

The primary aim of the study is to quantify the risk for
second neoplasms from chemotherapy and radiother-
apy of the first neoplasm. This may help to establish a
basis for modifying future therapy protocols in a way
that minimizes the risk for second neoplasms while
holding up a maximum of therapeutic success. Further-
more, the study will identify risk groups for developing
second neoplasms (concerning cancer entity, age at
first diagnosis, latency time etc.). This information may
contribute to the development of follow-up care guide-
lines. The STATT-study is funded by the Deutsche
Krebshilfe. The SCAR-study is funded by the German
Federal Ministry of Education and Research (BMBF)
and is part of the research consortium ISIBELa.

Info-Onko: Evaluation of the psychosocial situati-
on of long-term survivors after cancer in childhood
or adolescence

Little is known about the needs and daily challenges of
long-term survivors after cancer in childhood or adoles-
cence; however, the former patients criticise that they
face difficulties in their daily lives which they ascribe to
their cancer or its therapy, but which specialists do not
recognise as such, and that existing assistance applies
only to evidence-based medical problems.

The aim of the project Info-Onko is to better understand
the psychosocial situation of survivors and to gather
their requests and needs with respect to long-term
care. Qualitative interviews of former patients were
used to identify areas which present a challenge, and
a questionnaire was developed based on these areas.
This questionnaire is used to carry out a nationwide
survey of long-term survivors, who are in the long-term
follow-up of the German Childhood Cancer Registry,
with the aim of obtaining reliable evidence on the chal-
lenges of the disease. The results are the basis for de-
veloping needs-oriented possibilities to support long-
term survivors and to strengthen their self-determined
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lastbare Aussagen Uber bestehende Herausforderun-
gen durch die Erkrankung zu erhalten. Die Ergebnisse
bilden die Basis flr eine bedarfsorientierte Entwicklung
von Unterstitzungsmaoglichkeiten fiir ehemalige Pati-
enten und lhre Starkung bei der selbstbestimmten Le-
bens- und Alltagsgestaltung. Sie dienen auch als Vo-
raussetzung fur Verhandlungen zur Finanzierung von
zZielgerichteten Hilfen durch Kostentrager.

E-SURV: Entwicklung innovativer Strategien zu Da-
tenerhebung, Datenaustausch und Follow-up nach
Krebs im Kindesalter und Verknupfung epidemio-
logischer und klinischer Daten

Die Datenerhebung in der VIVE-Studie umfasste eine
papierbasierte Befragung von 10.000 Langzeitiberle-
benden nach Krebs im Kindesalter. Die Antwortraten
waren moderat und mit den Antwortraten von &ahnli-
chen Studien im internationalen Kontext vergleichbar,
sind aber dennoch ausbauféahig.
Das erste Ziel von E-SURV ist es, eine internetbasierte
Erhebungsmethode mit der konventionellen papierba-
sierten Erhebungsmethode innerhalb einer Stichprobe
des Deutschen Kinderkrebsregisters (DKKR) von 2000
Langzeitiberlebenden im Alter zwischen 20 und 25
Jahren zu vergleichen. In dieser Altersgruppe ist die
Nutzung von Internet und Smartphones weit verbreitet.
Falls sich der internetbasierte Ansatz tatséchlich als
Uberlegen herausstellt, ware dies auch eine optimale
Methodologie um einen kontinuierlichen Kontakt zu
den Langzeitiberlebenden zu etablieren und zuklnfti-
ge Forschung zu verbessern.
Das zweite Ziel von E-SURV umfasst die Entwicklung
eines Beispiels flr eine zusammengeflihrte Datenplatt-
form, die Informationen btindelt aus
¢ GPOH Studiengruppen und Therapieoptimie
rungsstudien, die klinische Daten mit dem Fokus
auf Spatfolgen beitragt
« dem DKKR, das Registerdaten zu Verfligung stellt
e dem ,Late effects surveillance system“ (LESS),
das (Spatfolgen-)informationen zu Organtoxizita-
ten sammelt
« der ,Quality of Life“-Arbeitsgruppe (QoL), die Infor-
mationen zur Lebensqualitat und dem psychosozi-
alen Status der Patienten erhebt.
Fir eine Gruppe von 100 Sarkom-Patienten, deren
Daten in den verschiedenen Datenbanken gesammelt
wurden, soll ein Beispiel entwickelt werden, wie Daten
verschiedener Datenbanken technisch optimal, sicher
und unter Wahrung des Datenschutzes und ethischer
Grundsatze zusammengefuhrt werden kdnnen.
Beide Ansatze sollen zu einer Weiterentwicklung des
Langzeit-Follow-up nach Krebs im Kindesalter beitra-
gen und die Entwicklung innovativer Strategien zu Da-
tenerhebung und —austausch fordern. Dieser sollte im
Idealfall in Zukunft an die einzelnen Betroffenen, ihre
Wiinsche und ihre jeweiligen Risiko-/Spatfolgenprofile
angepasst sein.

Beschreibungen der anderen Projekte finden Sie in
den vorangegangenen Jahresberichten.

way of living and daily routine. They are also a prere-
quisite for negotiating the financing of targeted support
by the funding agencies.

E-SURV: Development of comprehensive strate-
gies for assessment, data-sharing and follow-up in
childhood cancer survivors linking epidemiologi-
cal and clinical data

The data collection of the VIVE study included a paper
based assessment of 10,000 long-term childhood can-
cer survivors. The response rates were moderate and
comparable to international studies implementing the
same assessment method, yet are improvable.

The first aim of E-SURYV is to compare an internet-ba-
sed assessment versus conventional paper-pencil as-
sessment among a sample of 2000 long-term survivors
registered at the GCCR (German Childhood Cancer
Registry) and aged 20 to 25 years, an age group com-
monly using internet and smartphones. If the response
rate of the internet-based approach proves superior, it
will be an optimal methodology for continuous contact
to survivors and future research.

The second aim of E-SURYV is to develop an example
for an aggregated data base, sharing information of

* GPOH study groups and treatment optimization
studies, which contribute clinical data with focus
on long-term effects,

» the GCCR, which provides registry data,

» the “Late effects surveillance system” (LESS),
which collects (follow-up) information on organ to-
xicities, and

 the “Quality of Life” working group (QoL), which
collects information on quality of life and psycho-
social status of patients.

A group of about 100 sarcoma patients, whose data
was collected by the different data sources, will be
used to test the feasibility of such a joint data base in
terms of technical issues, data safety, data privacy and
ethical principles.

Both aims may lead to an advanced and comprehen-
sive long-term follow-up of childhood cancer survivors,
which is capable to be designed according to well-de-
fined risk groups and adapted to the individual survivor
and their needs.

For descriptions of the other projects, please see
previous annual reports.
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Datengrundlage, Methoden und Ergebnis-
darstellung

Rechtliche Grundlagen und Finanzierung des
Registers

Das Deutsche Kinderkrebsregister (DKKR) wird auf der
Basis der geltenden Datenschutzgesetze ohne eigene
gesetzliche Grundlage gefiuihrt. Das bedeutet, dass von
den betroffenen Patienten oder deren Sorgeberechtig-
ten eine spezielle Einwilligung gegeben werden muss.
Aufgrund des grofien Engagements der Familien liegt
der Anteil der nicht gegebenen Einwilligungen bei un-
ter 1%, weitere unter 1% der Einwilligungen fehlen
aus anderen Grunden. Im Falle einer fehlenden Einwil-
ligung erfolgt eine anonymisierte Minimal-Erfassung,
um diese Falle zumindest mit ihrer Verdachtsdiagnose
bei den allgemeinen Inzidenzberechnungen mitzahlen
zu koénnen. Spatere Datenpriifungen, Erganzungen,
Nachbeobachtung und direktes Ansprechen der Betrof-
fenen sind dann nicht mdglich.

Die behandelnden Arzte melden unentgeltlich und
grundsatzlich freiwillig. Aufgrund dieser Vorausset-
zungen war durch das Inkrafttreten des Krebsregis-
tergesetzes des Bundes (1.1.1995) und der diversen
Landeskrebsregistergesetze eine Anderung in der
Verfahrensweise zur systematischen Erfassung der
Erkrankungsfalle nicht erforderlich. Seit dem 1.1.2007
schreibt die ,Richtlinie des Gemeinsamen Bundesaus-
schusses Uber MaRnahmen zur Qualitatssicherung fur
die stationdre Versorgung von Kindern und Jugendli-
chen mit hamatoonkologischen Krankheiten gemar §
137 Abs. 1 Satz 1 Nr. 2 SGB V fiir nach § 108 SGB V
zugelassene Krankenhé&user (Vereinbarung zur Kinde-
ronkologie KiOn-RL)" die Meldung von Fallen unter 18
Jahren mit padiatrisch-onkologischen Erkrankungen
an das Deutsche Kinderkrebsregister vor (37). Das am
9.4.2013 in Kraft getretene Krebsfriiherkennungs- und
registergesetz des Bundes (KFRG) (19) schlief3t mit
Hinweis auf die Zustandigkeit des Deutschen Kinder-
krebsregisters Falle unter 18 Jahren mit padiatrisch-on-
kologischen Erkrankungen ausdriicklich nicht ein.

Die Forderung des DKKR erfolgt zu je einem Dirittel
durch das Bundesministerium fir Gesundheit, das
Ministerium fir Soziales, Arbeit, Gesundheit und De-
mografie des Landes Rheinland-Pfalz und die Gesund-
heitsministerien der Lander.

Charakterisierung des Deutschen Kinderkrebsre-
gisters

Das DKKR ist seit dem Beginn 1980 am Institut fir
Medizinische Biometrie, Epidemiologie und Informatik
(IMBEI) der Universitatsmedizin der Johannes Guten-
berg-Universitdt Mainz angesiedelt und kooperiert mit
der Gesellschaft fiir Padiatrische Onkologie und Ha-

Basis of Registration, Methods and Presenta-
tion

Legal basis and financial support

The German Childhood Cancer Registry (GCCR) ope-
rates without any specific legal basis in accordance
with existing legislation on data privacy and security.
Patients or their guardians are required to give their
consent to registration. The families are committed to
the cause, so less than 1% do not give their consent,
another less than 1% are missing for other reasons.
When the consent is missing, the anonymized cases
are registered with minimum information, so the cases
can be counted in for the incidence rate estimates. Any
later validation, completion, follow-up or direct patient
contact are not possible for these cases.

The treating physicians report cases for free and basi-
cally voluntarily. Because of this a change of procedure
was not necessary when the federal cancer registry law
(1.1.1995) and the state registry laws came into effect.
Since January 1st 2007 the directive ,Richtlinie des
Gemeinsamen Bundesausschusses uber Malinahmen
zur Qualitatssicherung fur die stationdre Versorgung
von Kindern und Jugendlichen mit hamato-onkologi-
schen Krankheiten gemafl® § 137 Abs. 1 Satz 1 Nr. 2
SGB V fir nach § 108 SGB V zugelassene Kranken-
hauser (Vereinbarung zur Kinderonkologie KiOn-RL)“
made reporting cases under 18 to the German Child-
hood Cancer Registry mandatory (37). The law ,Krebs-
friherkennungs- und -registergesetz des Bundes
(KFRG)* (19), in effect since 9th April 2013, explicitly
excludes pediatric oncology cases under 18 due to the
responsibility of the GCCR.

The funding is guaranteed by the Federal Ministry of
Health, the Ministry of Social Affairs, Labour, Health,
and Demography of Rhineland-Palatinate and the Mi-
nistries of Health of all 16 federal states to a third each.

Characterization of the German Childhood Cancer
Registry

The GCCR was established at the Institute for Medical
Biostatistics, Epidemiology and Informatics (IMBEI) of
the University Medical Center at the Johannes Guten-
berg-University Mainz. It co-operates with the scien-
tific society for paediatric oncology and haematology



matologie (GPOH) und den behandelnden Kliniken.
Es ist dadurch charakterisiert, dass es neben den ubli-
chen, in einem bevoélkerungsbezogenen Krebsregister
erfassten Daten auch eine ganze Reihe Klinischer In-
formationen (z. B. Stadium, Grading, immunologische
Subtypen) erfasst (4). Dieser klinische Bezug ist ge-
wabhrleistet durch die enge Kooperation mit den etwa
25 padiatrisch-onkologischen Therapieoptimierungs-
studien (klinischen Studien) bzw. diagnosespezifischen
klinischen Registern der GPOH. Der Anteil der hierin
erfassten Falle ist mit Gber 90% sehr hoch.

Ein weiteres Charakteristikum des DKKR, das in den
letzten Jahren immer mehr an Bedeutung gewonnen
hat, ist die Realisierung einer aktiven, zeitlich unbe-
fristeten Langzeitnachbeobachtung. Damit stellt das
DKKR die Grundlage fir die Erforschung von Spatfol-
gen, wie z.B. Folgeneoplasien, bereit.

Dokumentationsablauf und Datenfluss

Von den kooperierenden Kliniken wird jeweils bei Auf-
treten einer Neuerkrankung ein kurzer Meldebogen an
das DKKR geschickt (DKKR-Erstmeldung). Er enthalt
u.a. die Verdachtsdiagnose, wesentliche Identifikati-
onsmerkmale, die Bestatigung der Einwilligung zu der
Meldung durch Patient und/oder Sorgeberechtigte und
die Information, ob und an welcher klinischen Thera-
pieoptimierungsstudie der Patient teilnimmt bzw. an
welches diagnosespezifische klinische Register er ge-
meldet wurde. Die Weiterleitung validierter diagnosti-
scher Detail-Informationen von der Therapiestudienlei-
tung an das DKKR erfolgt spater, meist elektronisch, in
regelmaRigen Intervallen. Bis auf vereinzelte Ausnah-
men sind alle Diagnosen histologisch oder immunolo-
gisch verifiziert.

Bis zum Abschluss der priméaren Therapiephase und im
Verlauf der Nachsorge erfolgt normalerweise eine re-
gelmafRige Nachbeobachtung durch die Therapie-Stu-
dienleitung bzw. das diagnosespezifische Register.
Dies erstreckt sich tblicherweise tber die 5 Jahre nach
Diagnose. AnschlieRend erfolgt die Nachbeobachtung
durch das DKKR, wobei DKKR und Therapiestudienlei-
tung die Daten jeweils untereinander austauschen. Das
DKKR erhalt Nachbeobachtungs-Informationen aus
mehreren Quellen: der Klinik (solange der Patient dort
noch in der Nachsorge ist), Einwohnermeldeamtern,
gegebenenfalls Landeskrebsregistern und nicht zuletzt
in zunehmendem Malfe von den Patienten selbst. Der
Dokumentationsablauf und die Synergieeffekte zwi-
schen Therapieoptimierungsstudien und DKKR sind in
(4, 5, 8, 14, 23, 25, 37) beschrieben. Die Langzeitnach-
beobachtung ist in (11, 15-17) publiziert.

Datengrundlage

Das DKKR nahm 1980 seine Arbeit auf. Die Register-
population im engeren Sinne umfasst die Kinder und
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(GPOH) and the treating hospitals. The GCCR is a po-
pulation based registry combined with some features of
a clinical registry, registering also clinical details such
as staging, grading, and immunological subtypes (4).
The clinical information is based on the integrated in-
formation exchange and data flow between the ca. 25
GPOH organized therapy optimization trials or respec-
tive diagnosis specific registries and the GCCR. More
than 90% of all cases are included in these trials or
respective diagnosis specific registries.

The GCCR is also characterized by an active open end
long-term follow-up of all registered patients. This has
become increasingly important in recent years and is
the basis for research on late effects, such as subse-
quent neoplasms.

Documentation and flow of information

After admission of a newly diseased individual to one
of the co-operating hospitals, a notification form is sent
to the GCCR. This contains patient identification data,
a confirmation of consent (patient or guardian) to the
registration, a preliminary diagnosis and information on
whether this case will be included in one of the on-go-
ing therapy optimization trials or respective diagnosis
specific registries. Later the centres regularly provide
the GCCR with validated diagnostic information, usual-
ly annually in electronic form. With few exceptions all
diagnoses are histologically or immunologically veri-
fied.

Tumour-specific follow-up information is usually provi-
ded by the therapy studies until the end of the first clini-
cal treatment phase and during clinical follow-up, which
usually lasts about 5 years. After this, the long-term
follow-up is conducted by the GCCR, regularly exchan-
ging this information with the therapy trials or respec-
tive diagnosis specific registries. The GCCR collects
data from various sources, such as the hospitals (du-
ring aftercare), state cancer registries, municipalities,
and increasingly the patients themselves. This flow of
information is described in (4, 5, 8, 14, 23, 25, 37), the
follow-up procedures are published in (11, 15-17).

Data basis

In 1980, the GCCR was initiated by the GPOH. It is
intended to include all children and adolescents with
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Jugendlichen, die vor ihrem 15. Geburtstag, seit 2009
vor ihrem 18. Geburtstag, an einer malignen Erkran-
kung (einschliellich der histologisch nicht bdsartigen
ZNS-Tumoren (Tumoren des Zentralen Nervensys-
tems)) erkranken und zur deutschen Wohnbevoélkerung
gehodren. Seit 1991 sind die neuen Bundeslander mit
einbezogen.

Die Klassifizierung der Erkrankungen erfolgt derzeit
nach der International Classification of Childhood Can-
cer 3rd edition (ICCC-3) (9). Sie basiert auf einer Zu-
sammenfassung entsprechender Morphologien und
Topographien, codiert jeweils nach der ICD-O-3 (6)
und ist am Ende des Berichts wiedergegeben. Damit ist
auch festgelegt, welche Erkrankungen bei Kindern und
Jugendlichen - gemal internationaler Konvention - in
einem epidemiologischen Krebsregister systematisch
zu erfassen sind.

Die Vollzahligkeit der Erfassung fur unter 15-Jahrige
betragt seit 1987 Uber 95%; sie entspricht damit den
internationalen Anforderungen an epidemiologische
Krebsregister. Die Meldung ist fur onkologische Kilini-
ken der Kinder- und Jugendmedizin fur Falle bis unter
18 im Prinzip verpflichtend, daher sind auch die Mel-
dungen typisch padiatrisch-onkologischer Diagnosen
fur Jugendliche (15-17 Jahre) weitgehend vollzahlig.
Bei Diagnosen, die auch haufiger oder typischerweise
eher im Erwachsenenalter auftreten, fehlen Meldun-
gen.

Neben den in der ICCC-3 definierten Diagnosen wer-
den am DKKR einige weitere Diagnosegruppen sys-
tematisch erfasst (Tabelle 5). Seit 2009 wurden ent-
sprechend den Empfehlungen des Gemeinsamen
Bundesausschusses noch einige wenige weitere
nicht-maligne Diagnosen hinzugenommen (37). Fir
einige dieser Diagnosen existieren eigene Thera-
pieoptimierungsstudien der Fachgesellschaft GPOH,
zumindest die Studienfélle werden systematisch ge-
meldet. Mit der bereits angelaufenen aber noch nicht
abgeschlossenen Umsetzung des KFRG (19) in den
Bundeslandern werden sich Anderungen bezuiglich der
Abgleiche mit den Landeskrebsregistern ergeben, die
zurzeit noch nicht in G&nze absehbar sind.

Die Erfassung von Zweit-/Folgeneoplasien (SN) ohne
Altersbegrenzung erfolgt aus verschiedenen Quellen,
darunter freiwillige Angaben von den betroffenen Pati-
enten, die eine Nachfrage bei ihren behandelnden Arz-
ten erlauben. Trotz aller Bemuhungen ist nicht auszu-
schlieBen, dass diese Erfassung nicht vollzahlig ist, die
angegebenen Zahlen sind daher als untere Abschat-
zung anzusehen.

malignant disease (or - no matter what behaviour code
- any form of tumours of the central nervous system
(=CNS tumours)) diagnosed before the 15th birthday,
since 2009 before the 18th birthday, and resident in
Germany at diagnosis. Since 1991, cases from the
area of the former German Democratic Republic (GDR)
are included.

Classification of diseases is currently based on the
International Classification of Childhood Cancer 3rd
edition (ICCC-3) (9). The ICCC-3 is an aggregation of
morphology and topography codes based on ICD-O-3
(6), included at the end of this report. This also defines
internationally which diagnoses in childhood and ado-
lescence are recorded mandatory in an epidemiologic
cancer registry.

The completeness of registration for cases under 15 is
more than 95% since 1987; this complies with internati-
onal requirements for an epidemiologic cancer registry.
Reporting cases is mandatory for pediatric and adole-
scent oncology hospitals for cases under 18, thus the
reporting of typically pediatric oncologic diagnoses for
adolescents (15-17 years) are mostly complete. Dia-
gnoses, which would frequently or typically occur in
adults are, however, underrepresented.

Besides the diagnoses defined in ICCC-3, the GCCR
records a number of further diagnoses systematical-
ly (Table 5). Since 2009 we added a few more rare
non-malignant diagnoses (37). For some of these diag-
noses, there exist therapy optimization trials within the
GPOH, study cases are usually systematically repor-
ted. The implementation of the KFRG (19) has begun,
but has not been finished yet in the states. There will
be changes regarding the data exchange with the state
cancer registries.

The ascertainment of second/subsequent neoplasms
(SN) without age limit is based on a variety of sources,
including voluntary reports from patients themselves
who permit their treating physicians to provide informa-
tion. In spite of all efforts it is possible that the numbers
are not complete, thus we consider our numbers to be
a lower estimate.



Grundlagen der Registrierung und Arbeitsweise
zum Nachlesen

Literaturstellen

* Meldung und Dokumentationsablauf
(4,5, 8, 37)

» Langzeitnachbeobachtung
(11, 15-17, 26)

» Statistische Methodik
(1-3,7)

* Richtlinie des Gemeinsamen Bundesausschusses
Uber MaRnahmen zur Qualitatssicherung fur die
stationare Versorgung von Kindern und Jugendlichen
mit hamato-onkologischen Krankheiten (37)

Weitere Informationen finden sich auf unserer Homepage
(www.kinderkrebsregister.de) und im Literaturverzeichnis:
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Further Information on the Basis of Registration
and Procedures

References

* Notification and documentation
(4,5, 8,37)

* Long-term surveillance
(11, 15-17, 26)

« Statistical methods
(1-3,7)

* Richtlinie des Gemeinsamen Bundesausschusses
Uber MaRnahmen zur Qualitatssicherung fur die
stationare Versorgung von Kindern und Jugendlichen
mit hdmato-onkologischen Krankheiten (37)

Further information can be found on our homepage
(www.kinderkrebsregister.de) and in the references:

» Beschluss der 82. Gesundheitsministerkonferenz 2009 (Kinderkrebsregister - Anhebung der Alters-
grenze fir die Registrierung von Kindern und Jugendlichen) (13)

» Bundeskrebsregisterdatengesetz (12)

e Krebsfriherkennungs- und -registergesetz (KFRG) (19)

» Notwendigkeit der namensbezogenen Datenspeicherung (38)

» Die Rahmenbedingungen des Deutschen Kinderkrebsregisters (8, 14)

» Positionspapier der Gesellschaft fur Padiatrische Onkologie und Hamatologie (GPOH) zu
(Langzeit-)Nachbeobachtung, (Langzeit-)Nachsorge und Spatfolgenerhebung bei padiatrisch-

onkologischen Patienten (11)

+ DKKR-Regelwerk des Deutschen Kinderkrebsregisters zu datenschutz-relevanten Aspekten (30)

» DKKR-Einwilligungserklarung (27)

» DKKR-Technisches Datenschutz- und Datensicherheitskonzept des Deutschen Kinderkrebsregisters (28)

» Die Langzeitnachbeobachtungskohorte des Deutschen Kinderkrebsregisters (15-17)

Maf3zahlen und deren Berechnung
Inzidenz und allgemeine Kennzahlen

Die Gesamtzahl der Falle bezieht sich auf die Féalle mit
Diagnosealter <15 Jahre, ab 2009 <18 Jahre, mit Haupt-
wohnsitz zum Zeitpunkt der Diagnose in Deutschland,
nach Diagnose, Altersgruppe, Geschlecht und den je-
weilig angegebenen Zeitraum. Alle Angaben sind fir
die letzten 10 Jahre des Berichtszeitraums, soweit nicht
anders angegeben. Derzeit liegen fir die 15-17-Jahri-
gen noch keine 10 Beobachtungsjahre vor; hier umfas-
sen die Angaben derzeit die zurtckliegenden 8 Jahre.
Dabei zahlen wir im Allgemeinen Falle, nicht Patienten.
Der Anteil der an Therapieoptimierungsstudien oder
diagnosespezifischen klinischen Registern der GPOH
teilnehmenden Falle schliel3t alle Falle ein, von denen
eine Studienleitung in irgendeiner Form Kenntnis hat.
Das heil3t, in diesem Anteil sind auch Falle enthalten,
die nicht zur Gruppe der Studienteilnehmer im engeren
Sinne zu zahlen sind.

Descriptive measures
Incidence and general measures

The total number of cases refers to the cases diagno-
sed at age <15 years, from 2009 onwards <18 years,
resident in Germany at the time of diagnosis, broken
down by diagnosis, age group, sex and time periods.
All figures are given for the most recent 10 years of the
reporting period, unless otherwise stated. So far, there
are not yet 10 years of observation available for cases
aged 15-17; so for these we currently report the last
eight years. We usually count cases, not patients. The
relative frequency of trial cases includes all cases the
trial centre or respective diagnosis specific registry is
informed of. This also includes cases who may not be
treated according to protocol.
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Die Inzidenzrate (Neuerkrankungsrate) bezieht die An-
zahl der neu aufgetretenen Falle in einem bestimmten
Gebiet und Zeitraum auf die zugehoérige Wohnbevol-
kerung im entsprechenden Alter. Alle Inzidenzraten in
diesem Bericht sind Durchschnittsangaben fir den je-
weiligen Zeitraum und werden als Rate pro 1000000
(Million) Personenjahre dargestellt

Die altersspezifische Inzidenzrate | fir die Altersgrup-
pe jim Zeitraum i errechnet sich als

=

9. 1000000

Iij -

mit Nij Anzahl der Neuerkrankungen im Alter j im Zeit-
raum i und B, Bevolkerung im Alter j im Zeitraum i. In
der Regel werden in diesem Bericht altersspezifische
Inzidenzraten fur die unter 1-jahrigen (j=1), die 1- bis
4-jahrigen (j=2), die 5- bis 9-jahrigen (j=3) und die 10-
bis 14-jahrigen Kinder (j=4) berechnet, ab 2009 auch
fur die 15- bis17-jahrigen (j=5). Die (direkt) altersstan-
dardisierte Inzidenzrate fur unter 15- bzw. 18-Jahrige
errechnet sich mit Hilfe der Gewichte w, des von Segi
erarbeiteten WHO-Welt-Standards (2) (Tabelle M.1)
als:

Tabelle M. 1/ Table M. 1

The incidence rate relates the number of new cases in
a certain area and period to the resident population in
the relevant age group. All incidence rates in this report
are averages for the relevant period and are given as
rates per 1000000 (million) person years.

The age-specific incidence rate Iij for the age group j in
the time period i is calculated as

=

7. 1000000
B..

v

Iij =

with Nij the number of new cases at age j in time pe-
riod i and B, the population at age j in time period i.
This report usually gives age-specific incidence rates
for children under age 1 (j=1), ages 1-4 (j=2), ages 5-9
(7=3), and ages 10-14 (j=4). From 2009 onwards we
also include ages 15-17 (j=5). The directly standardized
incidence rate for cases under 15 or 18 is calculated
using the weights wj of the Segi WHO world standard
(2) (Table M.1):

Zusammensetzung der Segi Weltbevdlkerung fiir Kinder unter 15 bzw. 18 Jahren im
Vergleich zur durchschnittlichen deutschen Wohnbevdlkerung 2009-2016

Composition of the Segi world standard for children under 15 resp. 18 years compared

to the German population 2009-2016

Age-groups German population 2009-2016 World standard population
(years) Absolute Relative Weights

<15 <18 <15 <18
0 691,345 0.06 0.05 0.08 0.07
1-4 2,757,725 0.26 0.21 0.31 0.26
5-9 3,539,877 0.33 0.27 0.32 0.27
10-14 3,824,502 0.35 0.29 0.29 0.25
15-17 2,467,479 - 0.19 - 0.15
Total 1.00 1.00 1.00 1.00

Die altersstandardisierte Inzidenzrate D, gibt die Neuer-
krankungsrate im Zeitraum i an, die man in der unter-
suchten Population erwarten wirde, wenn die Alters-
struktur mit der Standardbevélkerung Gbereinstimmen
wurde.

J

The age standardized incidence rate D, gives the inci-
dence rate in period i, which would be expected if the
age structure in the report area were identical to the
standard population.

J



Die kumulative Inzidenz C bis 15 bzw. 18 Jahre errech-
net sich als Summe der altersspezifischen Inzidenzraten,

J

wobei hier gewdhnlich 15 bzw. 18 Einzelaltersjah-
resklassen verwendet werden (j=1,...,15 oder 18). Sie
kann interpretiert werden als das Risiko (die Wahr-
scheinlichkeit) eines neugeborenen Kindes, bis zum
15. oder 18. Geburtstag an einer Krebserkrankung zu
erkranken.

Die in padiatrisch onkologischen Publikationen gern ver-
wendete Darstellung der Inzidenzrate oder der kumulati-
ven Inzidenz als 1/K, Kinder (d.h. eins von K; Kindern ist
betroffen) ergibt sich tiber die Umrechnungen

_ 1000000 oder K, — 1000000

K;

Die Bevolkerungszahlen fir das Jahr 2016 lagen bei
Erstellung des Jahresberichts noch nicht vor und wur-
den hochgerechnet. Aus diesem Grund ist das letzte
Jahr in der Trenddarstellung ebenso blassblau gekenn-
zeichnet wie die Jahre 1980-87, wo die Meldungen des
Registers Uberwiegend noch nicht vollzahlig waren.

Innerhalb des Zeitraums bis unter 15 Jahren sind die Half-
te der Falle bei Diagnose junger und die andere Halfte
alter als das mediane Alter bei Diagnose (angegeben in
Monaten).

Neben den im Jahresbericht verdffentlichten Tabellen und
Abbildungen finden sich auf der Homepage des Deut-
schen Kinderkrebsregisters noch weitere detaillierte Zah-
len zum Abruf (36).

Daten fiir Uberlebenswahrscheinlichkeit, Mortalitit
und Folgeneoplasien

Das Follow-up in den jeweils aktuellsten Jahren des
Registers ist immer erst mit einer gewissen Zeitver-
zogerung vollstandig. Auch wurden in den ersten Re-
gisterjahren relativ viele Falle anonym registriert, die
nicht nachbeobachtet werden kdénnen. Um zu ent-
scheiden, fur welchen Zeitraum und fur welche ma-
ximale Nachbeobachtungszeit verlassliche Angaben
zu Uberlebenszeit, Mortalitat und der kumulativen In-
zidenz von Folgeneoplasien gemacht werden kdnnen
bendtigt man eine Qualitdtsgrenze und eine Metrik zur
Berechnung dieser Grenze. Fir jeden Patienten liegt
am DKKR ein aktuelles letztes Beobachtungsdatum
vor. Fur die Verstorbenen endet die Beobachtung an
diesem Datum, die Ubrigen konnten prinzipiell bis zu
einem Stichtag nachbeobachtet werden. Bezogen auf
den Stichtag lasst sich dann errechnen, wieviel % der
maximal moglichen Nachbeobachtungszeit vorliegen.
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The cumulative incidence C until age 15 or 18 is esti-
mated as the sum of the age-specific incidence rates,

Ci=>_1;
J

usually using 15 or 18 single-year age classes (j=1,...,
15 or 18). It can be interpreted as the risk (the proba-
bility) of a new born to become a cancer case until his/
her 15th or 18" birthday.

Paediatric-oncology publications like to present inci-
dence rates or the cumulative incidence in an alter-
native form, namely as 1/K; children (one of K, child-
ren will be affected). This can be derived by

1000000
_ K, — 1000000

K; or

For 2016 population data was not yet available; we are
thus using estimated numbers. So the last year and
the years 1980-87, where most of the registry data was
not complete yet, are indicated in pale blue in the trend
grafics.

Until the 15th birthday half of the cases are younger
than the median age at diagnosis, and the other half
are older (presented in months).

In addition to the Tables and Figures in this report, more
detailed numbers can be obtained from the homepage
of the German Childhood Cancer registry (36).

Data for Survival probability and mortality, and
subsequent neoplasms

The Follow-up in the respective most recent years of
the registry is usually completed with a delay. Also in
the first years of the registry, a relatively large number
of anonymous cases was registered, who cannot be
followed-up. We need to decide, for which time period
and which maximal follow-up time we can give reliable
numbers for survival, mortality and the cumulative in-
cidence of subsequent neoplasms. For this we need
a decision rule and a metric for this decision rule. For
each patient, we record a current last observation date.
For a deceased patient, follow-up ends at that date, all
others and theoretically be followed-up until a set date.
Relative to that date we can calculate, which percen-
tage of the maximally possible follow-up time is avai-
lable. We set the limit at 80%. Based on this we need
to exclude 1980 from the estimation of survival and
subsequent neoplasms incidence. Only data until 2013
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Entsprechendes kann fur einen maximalen Nachbeob-
achtungszeitraum errechnet werden. Gefordert wurden
mindesten 80%. Daraus ergab sich die Notwendigkeit,
die Falle von 1980 aus Berechnungen von Uberleben,
und kumulativer Folgeneoplasie-Inzidenz herauszu-
nehmen und nur Daten bis 2013 einzubeziehen. Die
maximale Nachbeobachtungszeit sind 30 Jahre. Uber-
lebenszeitkurven werden nur bis zu der Nachbeobach-
tungszeit berechnet und dargestellt, wenn noch min-
destens 25 Patienten unter Risiko sind; die kumulative
Folgeneoplasieinzidenz wird nur angegeben, wenn
nach 30 Jahren noch mindesten 20 Patienten unter Ri-
siko sind.

Berechnung von Uberlebenswahrscheinlichkeit
und Mortalitat

Die Berechnung der Uberlebenswahrscheinlichkeiten
erfolgt nach der von Brenner und Spix vorgeschlage-
nen Modifikation des Sterbetafel-Verfahrens (7). Die
Werte sind mit der Schatzung nach Kaplan-Meier (1)
vergleichbar, jedoch erlaubt dieses Verfahren auch fir
die erst in den letzten Jahren Erkrankten sowohl eine
Hochrechnung fur einen dartiber hinausgehenden Zeit-
raum als auch eine stabilere Abschatzung des Langzei-
tiberlebens. Dargestellt werden die Uberlebenswahr-
scheinlichkeiten nach Diagnosejahren fir die erste und
zweite Dekade, die dritte und die angefangene vierte
Dekade werden kombiniert, bis aus der vierten dekade
mindestens 5 Jahre verwendet werden kdnnen.

Die Berechnung der Mortalitatsrate und der kumulativen
Mortalitat erfolgt analog zur Inzidenzrate und kumulativen
Inzidenz. Es werden die Todesfélle der 5, 10 und 15 Jah-
re nach Diagnose betrachtet bezogen auf einen entspre-
chend um 5/10/15 Jahre zurlckverlegten Diagnosezeit-
raum.

Zweit-/Folgeneoplasien

Eine Zweit-/Folgeneoplasie ist eine weitere Neubildung,
die nach der ersten bzw. vorangegangenen Neoplasie
bei dem gleichen Patienten auftritt. Die englischen Be-
griffe hierzu sind ,second neoplasm’ oder ,subsequent
neoplasm’, abgekurzt SN.

Die Berechnung der kumulativen Inzidenz der inner-
halb von 30 Jahren nach Diagnose aufgetretenen
zweiten Krebserkrankungen (SN) bezieht sich nur auf
in der ICCC-3 definierte Krebserkrankungen. Gutartige
weitere Erkrankungen (auf3er den in der ICCC-3 ein-
geschlossenen ZNS-Tumoren) werden hier nicht mit-
gezabhilt.

Die Bezugsbevolkerung fur die Berechnung der im
Jahresbericht angegebenen kumulativen Inzidenz der
zweiten Krebserkrankungen ist die Gruppe aller Patien-
ten mit einer ersten Krebserkrankung (nach ICCC-3) im
Alter von unter 15 Jahren in der deutschen Wohnbevdol-

can be used and the maximal follow-up which can be
reported is 30 years. Survival probability estimates and
curves are presented only as long as there are still 25
patients under risk; cumulative subsequent neoplasm
incidence for 30 years is reported only, if 20 or more
patients are still under risk.

Estimating survival probability and mortality

Survival probabilities were computed using the life ta-
ble method extension proposed by Brenner and Spix
(7). These estimates can be directly compared to the
more commonly used estimates by Kaplan-Meier (1),
but also permit making statements for more recently
diagnosed cases regarding a) extrapolated long-term
survival and b) more stable short-term survival estima-
tes. We present the survival curves for the first and se-
cond decade, the third and the beginning of the fourth
decade are combined until we can use at least five ye-
ars out of the fourth.

The mortality rate and the cumulative mortality are
computed in analogy to the incidence rate and the cu-
mulative incidence. We include only deaths within a 5-,
10-, and 15-year follow-up after diagnosis referring to
the diagnosis period from 5/10/15 years earlier.

Second/Subsequent neoplasms

A second or subsequent neoplasm (SN) is a neoplasm,
which occurred after the primary or preceding neo-
plasm in the same patient.

The cumulative incidence of second neoplasms (SN)
within 30 years of diagnosis includes only ICCC-3 de-
fined cases. Non-malignant diseases (unless they are
non-malignant CNS-tumours included in ICCC-3) are
not counted here.

The population base for these calculations are all pa-
tients with a primary disease (as defined in ICCC-3) at
age <15, resident in Germany. The cumulative inciden-
ce is given per 100 person years under risk (%). As the
number of deaths is relatively high, we estimate the



kerung. Die Angabe der kumulativen Inzidenz erfolgt
pro 100 Personenjahre unter Risiko (%). Wegen der re-
lativ hohen Zahl an Todesfallen wird zur Berechnung der
kumulativen Inzidenz mit dem Aalen-Johansen-Schat-
zer (3) eine Variante des Kaplan-Meier-Verfahrens (1)
angewendet, das diesen Umstand als konkurrierendes
Risiko berucksichtigt. Angegeben wird die kumulative
Inzidenz einer zweiten Krebserkrankung nach der je-
weils dargestellten Ersterkrankung, sowie umgekehrt
die jeweils betrachtete Krebserkrankung ihrerseits als
zweite Erkrankung nach einer beliebigen vorangegan-
genen Krebserkrankung.

Lesehilfe am Beispiel der Akuten Myeloischen Leuka-
mie (ICCC-3 Ib) (Tabelle M.2):

Tabelle M.2 / Table M.2:
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cumulative incidence by the Aalen-Johansen-estimator
(3), an extension of the Kaplan-Meier-procedure (1),
which accounts for competing risks. We present the
cumulative incidence of a second neoplasm after the
respective primary neoplasm and then the respective
diagnosis as SN after any primary neoplasm.

The tables should be read as follows, using acute mye-
loid leukaemia (ICCC-3 Ib) as an example (Table M.2):

Zweitneoplasieinformationen am Beispiel der AML (I(b)) /

Second neoplasm Information for AML (I(b)) as an Example

Second neoplasms (SN) within 30 yrs. of diagnosis (1981-2013)

| (b) Acute myeloid leukaemias

SN after 1 (b)
% of all Cumulative
N 1245 SN incidence
54 43% 9.5%

Bei den in den Jahren 1981-2013 mit einer AML unter
15 Jahren als erster Krebserkrankung diagnostizierten
Patienten wurden in den folgenden bis zu 30 Jahren
54 zweite Krebserkrankungen diagnostiziert. Das sind
4,3% von allen 1245 innerhalb von 30 Jahren nach
Diagnose in den Jahren 1981-2013 an das DKKR ge-
meldeten zweiten Krebserkrankungen. Bei 9,5% aller
primaren AML Patienten wird innerhalb von 30 Jahren
nach Erstdiagnose eine weitere Krebserkrankung di-
agnostiziert, das ist Uberdurchschnittlich im Vergleich
zum durchschnittlichen SN-Risiko nach allen Maligno-
men von 8,0%.

Nach einer ersten Krebserkrankung beliebigen Typs im
Alter von unter 15 in den Jahren 1981-2013 wurde bei
139 Patienten anschlieend in den nachsten 30 Jahren
eine AML diagnostiziert. 11,2% aller 1245 dem DKKR
innerhalb von 30 Jahren nach Diagnose in den Jahren
1981-2013 gemeldeten zweiten Krebserkrankungen
sind AML, im Vergleich zu dem Anteil von AML an al-
len Krebserkrankungen im Kindesalter (4,1%) ist das
ungewohnlich viel. Bei 0,4% aller kindlichen Krebspati-
enten wird innerhalb von 30 Jahren nach Erstdiagnose
eine AML als zweite Krebserkrankung diagnostiziert.

Raumliche Verteilung
Die kartographische Darstellung prasentiert standardi-

sierte Inzidenzraten unter 15 Jahren auf Kreisebene in
7 Gruppen, die jeweils 5%, 10%, 15%, 40%, 15%, 10%

1 (b) as SN after any primary
% of all Cumulative
N 1245 SN incidence
139 11.2% 0.4 %

Within 30 years of diagnosis, 54 second neoplasms
were diagnosed out of the patients with an AML as a
first diagnosis at age under 15 in the years 1981-2013.
These are 4.3 % of all 1245 recorded second neoplas-
ms within 30 years of diagnosis in the years 1981-2013
at the GCCR. 9.5% of all primary AML patients are di-
agnosed with a second neoplasm within 30 years of
diagnosis in the years 1980-2013, this is higher than
the average cumulative incidence of 8.0% for all mali-
ghancies.

After any primary neoplasm at age under 15 in 1981-
2013, 139 patients were diagnosed with AML as se-
cond neoplasms within 30 years of diagnosis. 11.2% of
all 1245 second neoplasms within 30 years of diagno-
sis of the primary disease in the years 1981-2013 re-
ported at the GCCR are AML, compared to 4.1% AML
in general, this is a large number. 0.4% of all childhood
cancer patients are diagnosed with a second AML wit-
hin 30 years of diagnosis.

Spatial distribution

The map presentation shows the standardized inci-
dence rates for ages under 15 in 7 classes, each co-
vering 5%, 10%, 15%, 40%, 15%, 10% and 5% of all
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und 5% der Kreise (Landkreise und kreisfreie Stadte)
von der niedrigsten bis zur héchsten Inzidenzrate um-
fassen. Bei seltenen Diagnosen werden in mehr als
5% (bzw. 15% usw.) der Kreise keine Falle beobach-
tet und diese werden entsprechend zusammengefasst
(siehe rechte Beispielkarte). Die sich daraus ergeben-
den Klassengrenzen sind in der Legende links oben
erkennbar. Die Verteilung ist in dem Histogramm rechts
ablesbar. Bei sehr seltenen Diagnosen ist eine karto-
graphische Darstellung nicht mehr sinnvoll.

“Kreise” (counties), ordered from the smallest to the
largest incidence rate. For rare diagnoses, a number
of Kreise do not observe a single case and the lower
classes have to be aggregated (see right side samp-
le map). The class limits derived from this are shown
in the legend on the left. The distribution can be seen
in the histogram on the right. For very rare diagnoses
map presentations are not useful.

Abbildung M.1/ Figure M.1:
Zwei Beispielkarten / Two Sample Maps

All malignancies

Incidence rates
[Joto<111.3
1 111.3t0 <1357
[ 1357 t0 <1530 (=]
I 153010 <1823 §*
[ 182.3t0 <198.5
B 19850 <2239 .

Bei den Auswertungen zur regionalen Verteilung von
Neuerkrankungshaufigkeiten (Tabelle 6) wird neben
den altersstandardisierten Inzidenzraten auch das
standardisierte Inzidenzverhaltnis (SIR - Standardized
Incidence Ratio) angegeben. Dieses ergibt sich aus
dem Quotienten von beobachteter und erwarteter Er-
krankungszahl. Die beobachtete Anzahl N, ist die Zahl
aller Falle unter 15 Jahren an der fraglichen Diagnose
im Zeitraum i in der Region r. Der erwartete Wert be-
rechnet sich aus der Zahl der Einwohner in den einzel-
nen Altersgruppen j in der untersuchten Region r im
Zeitraum i (B, ) und den bundesweiten, altersspezifi-
schen Inzidenzraten |, im gleichen Zeitraum i.

I
Bijpths
2 B 500000

Burkitt lymphoma

Incidence rates
O=0

B 0.71e<38
3910265
Ml 6510 <107

In Table 6 we present some tabulated data on regional
standardized incidence rates. It includes the Standar-
dized Incidence Ratio (SIR), which is computed as the
ratio of the observed and expected number of cases.
The observed number N, is the number of all cases
under 15 years with the diagnosis in question in time
period i in the region r. The expected number is calcu-
lated using the number of inhabitants per age-group j
in region rin period i (B, ) and the German age-specific
incidence rates |, in the same time period i.

I
Bijp—thes
2 B 500000



SIR-Werte Uber dem Referenzwert von 1 bedeuten,
dass in der untersuchten Region mehr Erkrankungs-
falle beobachtet wurden als im Vergleich mit der Inzi-
denzrate aus der gesamten Bundesrepublik zu erwar-
ten waren und umgekehrt. Zur Beurteilung des SIR
werden 95% Konfidenzintervalle (95%-KIl), die auf der
Poisson-Verteilung beruhen, berechnet. Ein SIR gilt als
statistisch unauffallig, wenn das zugehdrige Konfiden-
zintervall den Wert 1 einschlief3t. Ein 95%-KI jenseits
von 1 bedeutet, dass es sich mit 5%-iger Wahrschein-
lichkeit um eine zuféllige Abweichung der regionalen
Inzidenzrate von der bundesweiten Inzidenzrate han-
delt. Dies bedeutet auch, dass in ca. 5% aller Regionen
rein zufallig entsprechend auffallend hohe oder nied-
rige Inzidenzraten erwartet werden, ohne dass dies
von besonderer Bedeutung ist. Bei derzeit 401 Kreisen
waren also zufallig etwa 20 Kreise mit ungewdhnlich
hohen oder niedrigen Inzidenzraten zu erwarten, tat-
sachlich waren es beispielsweise fur alle ICCC-3 Dia-
gnosen fir den Zeitraum 2006-2016 28 Kreise, davon
13 mit besonders hohen und 15 mit besonders niedri-
gen Fallzahlen.
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SIR values above the reference value 1 mean that in
the region in question more new cases were obser-
ved than expected based on the nationwide incidence
rate and vice versa. To assess the SIR, we compute
95%-confidence intervals (95%-Cl). The SIR is statisti-
cally non-significant when the Cl includes 1. A 95%-Cl
beyond 1 means that there is a 5% probability that the
deviation from the nationwide incidence rate is random.
However, we must expect about 5% of all regions to
have randomly unusually high or low incidence rates,
without this being relevant. For the currently 401 Kreise
we would thus randomly expect about 20 with unusual
incidence rates. For the time period 2006-2015 for all
ICCC-3 diagnoses we actually observed 28, 13 with
unusually high and 15 with unusually low numbers of
cases.
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Internationale Klassifikation der Krebserkrankungen bei Kindern (ICCC-3)
Zuordnung von ICD-O-3-Codes fiir Morphologie und Topographie zu diagnostischen Kategorien

International Classification of Childhood Cancer (ICCC-3)

Categorization of morphology and topography codes, corresponding to ICD-O-3

adapted from: Steliarova-Foucher E, Stiller C, Lacour B, Kaatsch P. International Classification of Childhood Cancer,

Third Edition. Cancer 103, 1457-1467, 2005.

DIAGNOSTIC GROUP

ICD-0-3 CODES

MORPHOLOGY TOPOGRAPHY

| LEUKAEMIAS, MYELOPROLIFERATIVE AND MYELODYSPLASTIC DISEASES

(a) Lymphoid leukaemias

9820, 9823, 9826, 9827, 9831-9837,
9940, 9948

1 Precursor cell leukaemias

9835, 9836, 9837

2 Mature B-cell leukaemias

9823, 9826, 9832, 9833, 9940

3 Mature T-cell and NK cell leukaemias

9827, 9831, 9834, 9948

4 Lymphoid leukaemia, NOS

9820

(b) Acute myeloid leukaemias

9840, 9861, 9866, 9867, 9870-9874,
9891, 9895-9897, 9910, 9920, 9931

(c) Chronic myeloproliferative diseases

9863, 9875, 9876, 9950, 9960-9964

Myelodysplastic syndrome and other myeloproliferative

@ diseases

9945, 9946, 9975, 9980, 9982-9987,
9989

(e) Unspecified and other specified leukaemias

9800, 9801, 9805, 9860, 9930

Il LYMPHOMAS AND RETICULOENDOTHELIAL NEOPLASMS

(a) Hodgkin lymphomas

9650-9655, 9659, 9661-9665, 9667

(b) Non-Hodgkin lymphomas (except Burkitt ymphoma)

9591, 9670, 9671, 9673, 9675,
9678-9680, 9684, 9689-9691, 9695,
9698-9702, 9705, 9708, 9709, 9714,
9716-9719, 9727-9729, 9731-9734,
9760-9762, 9764-9769, 9970

1 Precursor cell ymphomas

9727, 9728, 9729

Mature B-cell lymphomas
#

(except Burkitt ymphoma)

9670, 9671, 9673, 9675, 9678-9680,
9684, 9689-9691, 9695, 9698,
9699, 9731-9734, 9761, 9762,
9764-9766, 9769, 9970

3 Mature T-cell and NK-cell ymphomas

¥
9700-9702 , 9705, 9708, 9709, 9714,
9716-9719, 9767, 9768

4 Non-Hodgkin lymphomas, NOS

9591, 9760

(c) Burkitt lymphoma

9687

) Miscellaneous
lymphoreticular neoplasms

9740-9742, 9750, 9754-9758

(e) Unspecified lymphomas

9590, 9596

#
Burkitt lymphoma (llc), as a mature B-cell non-Hodgkin lymphoma, may be pooled with 11b2 for overall presentation of B-cell

lymphomas.

+
“9702 T-cell lymphoma, NOS” in a child almost always corresponds to code M-9729.
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ICD-O-3 CODES
DIAGNOSTIC GROUP MORPHOLOGY TOPOGRAPHY
Il CNS AND MISCELLANEOUS INTRACRANIAL AND INTRASPINAL NEOPLASMS
(a) Ependymomas and choroid plexus tumour 9383, 9390-9394
1 Ependymomas 9383, 9391-9394
2 Choroid plexus tumour 9390 .
(b) Astrocytomas 9380 C72.3
9384, 9400-9411, 9420, *
9421-9424, 9440-9442
(c) Intracranial and intraspinal embryonal tumours 9470-9474, 9480, 9508
9501-9504 C70.0-C72.9
1 Medulloblastomas 9470-9472, 9474, 9480
2 Primitive neuroectodermal tumour (PNET) 9473 .
3 Medulloepithelioma 9501-9504 ~ C70.0-C72.9
4 Atypical teratoid / rhabdoid tumour 9508 )
© €70.0-C72.2,
(d) Other gliomas 9380 C72.4-C72.9,
C75.1,C75.3
9381, 9382, 9430, 9444, 9450, *
9451, 9460
1 Oligodendrogliomas 9450, 9451, 9460
* C70.0-C72.2,
2 Mixed and unspecified gliomas 9380 C72.4-C72.9,
C75.1,C75.3
9382
3 Neuroepithelial glial tumours of uncertain origin 9381, 9430, 9444
8270-8281, 8300, 9350-9352, :
(e) Other specified intracranial and intraspinal neoplasms 9360-9362, 9412, 9413, 9492, 9493,
9505-9507, 9530-9539, 9582
1 Pituitary adenomas and carcinomas 8270-8281, 8300 :
2 Tumours of the sellar region (craniopharyngiomas) 9350-9352, 9582 !
3 Pineal parenchymal tumours 9360-9362 !
. . 9412, 9413, 9492, 9493, *
4 Neuronal and mixed neuronal-glial tumours 9505.9507
5 Meningiomas 9530-9539
. . . . * €70.0-C72.9,
(f) Unspecified intracranial and intraspinal neoplasms 8000-8005 C75.1-C75.3

Tumours with non-malignant behaviour codes are included
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ICD-O-3 CODES
DIAGNOSTIC GROUP MORPHOLOGY TOPOGRAPHY
IV NEUROBLASTOMA AND OTHER PERIPHERAL NERVOUS CELL TUMOURS
(a) Neuroblastoma and ganglioneuroblastoma 9490, 9500
(b) Other peripheral nervous cell tumours 8680-8683, 8690-8693, 8700, 9520-9523
9501-9504 $r39.G765, G809
V RETINOBLASTOMA
9510-9514

VI RENAL TUMOURS

(a) Nephroblastoma and other non-epithelial renal tumours

8959, 8960, 8964-8967

8963, 9364 C64.9
1 Nephroblastoma 8959, 8960
2 Rhabdoid renal tumour 8963 C64.9
3 Kidney sarcomas 8964-8967
4 Peripheral neuroectodermal tumour (pPNET) of kidney 9364 C64.9

(b) Renal carcinomas

8010-8041, 8050-8075, 8082, 8120-8122,

8130-8141, 8143, 8155, 8190-8201, 8210,
8211, 8221-8231, 8240, 8241, 8244-8246,
8260-8263, 8290, 8310, 8320, 8323, 8401,
8430, 8440, 8480-8490, 8504, 8510, 8550,
8560-8576

C64.9

8311, 8312, 8316-8319, 8361

(c) Unspecified malignant renal tumours

8000-8005 C64.9

VIl HEPATIC TUMOURS

(a) Hepatoblastoma

8970

(b) Hepatic carcinomas

8010-8041, 8050-8075, 8082, 8120-8122,
8140, 8141, 8143, 8155, 8190-8201, 8210,
8211, 8230, 8231, 8240, 8241, 8244-8246,
8260-8264, 8310, 8320, 8323, 8401, 8430,
8440, 8480-8490, 8504, 8510, 8550,
8560-8576

C22.0, C22.1

8160-8180

(c) Unspecified malignant hepatic tumours

8000-8005 C22.0, C22.1




Methoden / Methods inc. ICCC-3 139

Forts. / cont.

ICD-O-3 CODES
DIAGNOSTIC GROUP MORPHOLOGY TOPOGRAPHY
VIl MALIGNANT BONE TUMOURS
C40.0-C41.9,
(a) Osteosarcomas 9180-9187, 9191-9195, 9200 C76.0-C76.8,
C80.9
C40.0-C41.9,
(b) Chondrosarcomas 9210, 9220, 9240 C76.0-C76.8,
C80.9
9221, 9230, 9241-9243
C40.0-C41.9,
(c) Ewing tumour and related sarcomas of bone 9260 C76.0-C76.8,
C80.9
9363-9365 C40.0-C41.9
C40.0-C41.9,
1 Ewing tumour and Askin tumour of bone 9260 C76.0-C76.8,
C80.9
9365 C40.0-C41.9
2 Peripheral neuroectodermal tumour (pPNET) of bone 9363, 9364 C40.0-C41.9
(d) Other specified malignant bone tumours 8810, 8811, 8823, 8830 C40.0-C41.9
8812, 9250, 9261, 9262, 9270-9275,
9280-9282, 9290, 9300-9302, 9310-9312,
9320-9322, 9330, 9340-9342, 9370-9372
1 Malignant fibrous neoplasms of bone 8810, 8811, 8823, 8830 C40.0-C41.9
8812, 9262
2 Malignant chordomas 9370-9372
. . 9270-9275, 9280-9282, 9290, 9300-9302,
8 Odontogenic malignant tumours 9310-9312, 9320-9322, 9330, 9340-9342
4 Miscellaneous malignant bone tumours 9250, 9261
(e) Unspecified malignant bone tumours 8000-8005, 8800, 8801, 8803-8805 C40.0-C41.9
IX SOFT TISSUE AND OTHER EXTRAOSSEOUS SARCOMAS
(a) Rhabdomyosarcomas 8900-8905, 8910, 8912, 8920, 8991
(b) Fibrosarcomas, peripheral nerve sheath tumours and 8810, 8811, 8813-8815, 8821, 8823, C00.0-C39.9,
other fibrous neoplasms 8834-8835 C44.0-C76.8, C80.9
8820, 8822, 8824-8827, 9150, 9160, 9491,
9540-9571, 9580
) . ) . 8810, 8811, 8813-8815, 8821, 8823, C00.0-C39.9,
1 Fibroblastic and myofibroblastic tumours 8834.8835 C44.0-C76.8, C80.9

8820, 8822, 8824-8827, 9150, 9160

2 Nerve sheath tumours 9540-9571

3 Other fibrous neoplasms 9491, 9580
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ICD-O-3 CODES

DIAGNOSTIC GROUP MORPHOLOGY TOPOGRAPHY

IX SOFT TISSUE AND OTHER EXTRAOSSEOUS SARCOMAS (cont.)

(c) Kaposi sarcoma 9140

8587, 8710-8713, 8806, 8831-8833, 8836,
8840-8842, 8850-8858, 8860-8862, 8870,

8880, 8881, 8890-8898, 8921, 8982, 8990,
9040-9044, 9120-9125, 9130-9133, 9135,

9136, 9141, 9142, 9161, 9170-9175, 9231,
9251, 9252, 9373, 9581

(d) Other specified soft tissue sarcomas

C00.0-C39.9,

8830 C44.0-C76.8, C80.9

C00.0-C63.9,
8963 C65.9-C69.9,
C73.9-C76.8, C80.9

9180, 9210, 9220, 9240 C49.0-C49.9

C00.0-C39.9,

Y C47.0-C75.9

C00.0-C39.9,
C47.0-C63.9,
C65.9-C69.9,
C73.9-C76.8, C80.9

9364

C00.0-C39.9,
9365 C47.0-C63.9,
C65.9-C76.8, C80.9

C00.0-C39.9,

1 Ewing tumour and Askin tumour of soft tissue 9260 C47.0-C75.9

C00.0-C39.9,
9365 C47.0-C63.9,
C65.9-C76.8, 80.9

C00.0-C39.9,
C47.0-C63.9,
C65.9-C69.9,
C73.9-C76.8, 80.9

Peripheral neuroectodermal tumour (pPNET) of soft
2 tissue 9364

C00.0-C63.9,
3 Extrarenal rhabdoid tumour 8963 C65.9-C69.9,
C73.9-C76.8, 80.9

4 Liposarcomas 8850-8858, 8860-8862, 8870, 8880, 8881

C00.0-C39.9,

5 Fibrohistiocytic tumours 8830 C44.0-C76.8, 80.9

8831-8833, 8836, 9251, 9252

6 Leiomyosarcomas 8890-8898

7 Synovial sarcomas 9040-9044

9120-9125, 9130-9133, 9135, 9136, 9141,

8 Blood vessel tumours 9142, 9161, 9170-9175

9 Osseous and chondromatous neoplasms of soft tissue 9180, 9210, 9220, 9240 C49.0-C49.9
9231
10 Alveolar soft parts sarcoma 9581

8587, 8710-8713, 8806, 8840-8842, 8921,

11 Miscellaneous soft tissue sarcomas 8982, 8990, 9373
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ICD-O-3 CODES
DIAGNOSTIC GROUP MORPHOLOGY TOPOGRAPHY
IX SOFT TISSUE AND OTHER EXTRAOSSEOUS SARCOMAS (cont.)
- . C00.0-C39.9,
(e) Unspecified soft tissue sarcomas 8800-8805 C44.0-C76.8, C80.9
X GERM CELL TUMOURS, TROPHOBLASTIC TUMOURS AND NEOPLASMS OF GONADS
. . . 9060-9065, 9070-9072, 9080-9085, 9100, C70.0-C72.9,
(a) Intracranial and intraspinal germ cell tumours 9101 C75.1-C75.3
1 Intracranial and intraspinal germinomas 9060-9065
2 Intracranial and intraspinal teratomas 9080-9084
| ial i inal | i 70, 9072
3 Intracranial and intraspinal embryonal carcinomas 90 70.0-C72.9,
C75.1-C75.3
4 Intracranial and intraspinal yolk sac tumour 9071
5 Intracranial and intraspinal choriocarcinoma 9100
6 Intracranial and intraspinal tumours of mixed forms 9085, 9101
C00.0-C55.9,
. . C57.0-C61.9,
(b) Malignant extracranial and extragonadal germ cell 9060-9065, 9070-9072, 9080-9085, C63.0-C69.9
tumours 9100-9105 C73.9-C75.0,
C75.4-C76.8, C80.9
1 Malignant germinomas of extracranial and 9060-9065
extragonadal sites
5 Malignant teratomas of extracranial and 9080-9084
extragonadal sites
Embryonal carcinomas of extracranial and C00.0-C55.9,
8 extragonadal sites 9070, 9072 C57.0-C61.9,
C63.0-C69.9,
4 Yolk sac tumour of extracranial and extragonadal sites 9071 C73.9-C75.0,
C75.4-C76.8, 80.9
5 Choriocarcinomas of extracranial and extragonadal sites 9100, 9103, 9104
6 Other and unspecifieq malignant mixed germ cell 9085, 9101, 9102, 9105
tumours of extracranial and extragonadal sites
. 9060-9065, 9070-9073, 9080-9085, 9090, C56.9,
(c) Malignant gonadal germ cell tumours 9091, 9100, 9101 C62.0-C62.9
1 Malignant gonadal germinomas 9060-9065
2 Malignant gonadal teratomas 9080-9084, 9090, 9091
3 Gonadal embryonal carcinomas 9070, 9072
C56.9,
4 Gonadal yolk sac tumour 9071 C62.0.C62.9
5 Gonadal choriocarcinoma 9100
6 Malignant gonadal tumours of mixed forms 9085, 9101
7 Malignant gonadal gonadoblastoma 9073

*
Tumours with non-malignant behaviour codes are included
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ICD-O-3 CODES
DIAGNOSTIC GROUP MORPHOLOGY TOPOGRAPHY
X GERM CELL TUMOURS, TROPHOBLASTIC TUMOURS AND NEOPLASMS OF GONADS (cont.)
8010-8041, 8050-8075, 8082, 8120-8122,
8130-8141, 8143, 8190-8201, 8210, 8211,
. 8221-8241, 8244-8246, 8260-8263, 8290, C56.9,
) (EETECE I hOTS 8310, 8313, 8320, 8323, 8380-8384, 8430, C62.0-C62.9
8440, 8480-8490, 8504, 8510, 8550,
8560-8573, 9000, 9014, 9015
8441-8444, 8450, 8451, 8460-8473
(e) Other and unspecified malignant gonadal tumours 8590-8671
C56.9,
Ll C62.0-C62.9
XI OTHER MALIGNANT EPITHELIAL NEOPLASMS AND MALIGNANT MELANOMAS
(a) Adrenocortical carcinomas 8370-8375
8010-8041, 8050-8075, 8082, 8120-8122,
8130-8141, 8190, 8200, 8201, 8211, 8230,
(b) Thyroid carcinomas 8231, 8244-8246, 8260-8263, 8290, 8310, C73.9
8320, 8323, 8430, 8440, 8480, 8481, 8510,
8560-8573
8330-8337, 8340-8347, 8350
8010-8041, 8050-8075, 8082, 8083,
8120-8122, 8130-8141, 8190, 8200, 8201,
(c) Nasopharyngeal carcinomas 8211, 8230, 8231, 8244-8246, 8260-8263, C11.0-C11.9
8290, 8310, 8320, 8323, 8430, 8440, 8480,
8481, 8500-8576
(d) Malignant melanomas 8720-8780, 8790
8010-8041, 8050-8075, 8078, 8082,
8090-8110, 8140, 8143, 8147, 8190, 8200,
(e) Skin carcinomas 8240, 8246, 8247, 8260, 8310, 8320, 8323, C44.0-C44.9
8390-8420, 8430, 8480, 8542, 8560,
8570-8573, 8940, 8941
C00.0-C10.9,
C12.9-C21.8,
8010-8084, 8120-8157, 8190-8264, 8290, C23.9-C39.9,
8310, 8313-8315, 8320-8325, 8360, C48.0-C48.8,
(f) Other and unspecified carcinomas 8380-8384, 8430-8440, 8452-8454, C50.0-C55.9,
8480-8586, 8588-8589, 8940, 8941, 8983, C57.0-C61.9,
9000, 9010-9016, 9020, 9030 C63.0-C63.9,
C65.9-C72.9,

C75.0-C76.8, C80.9

1 Carcinomas of salivary glands

2 Carcinomas of colon and rectum

3 Carcinomas of appendix

4 Carcinomas of lung

8010-8084, 8120-8157, 8190-8264, 8290,
8310, 8313-8315, 8320-8325, 8360,
8380-8384, 8430-8440, 8452-8454,
8480-8586, 8588-8589, 8940, 8941, 8983,
9000, 9010-9016, 9020, 9030

C07.9-C08.9

C18.0,
C18.2-C18.9,
C19.9,
C20.9,
C21.0-C21.8

C18.1

C34.0-C34.9
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XI OTHER MALIGNANT EPITHELIAL NEOPLASMS AND MALIGNANT MELANOMAS (cont.)

(f) Other and unspecified carcinomas (cont.)

5 Carcinomas of thymus C37.9
6 Carcinomas of breast C50.0-C50.9
7 Carcinomas of cervix uteri C583.0-C53.9
8 Carcinomas of bladder C67.0-C67.9
9 Carcinomas of eye C69.0-C69.9
C00.0-C06.9,
8010-8084, 8120-8157, 8190-8264, 8290, C09.0-C10.9
8310, 8313-8315, 8320-8325, 8360, C12.9-C1 7_9'
8380-8384, 8430-8440, 8452-8454, 023_9_033_9’
8480-8586, 8588-8589, 8940, 8941, 8983, 038.0-039.9‘
9000, 9010-9016, 9020, 9030 C48.0-C48.8:
C51.0-C52.9,
10 Carcinomas of other specified sites C54.0-C54.9,
C55.9,
C57.0-C61.9,
C63.0-C63.9,
C65.9-C66.9,
C68.0-C68.9,
C70.0-C72.9,
C75.0-C75.9
) - . C76.0-C76.8,
11 Carcinomas of unspecified site C80.9
Xl OTHER AND UNSPECIFIED MALIGNANT NEOPLASMS
8930-8936, 8950, 8951, 8971-8981 %
(a) Other specified malignant tumours 9050_9055: o1 10’ ’ ’ 8
C00.0-C39.9, =
L C47.0-C75.9 o
=
1 Gastrointestinal stromal tumour 8936
2 Pancreatoblastoma 8971
3 Pulmonary blastoma and pleuropulmonary blastoma 8972, 8973
4 Other complex mixed and stromal neoplasms 8930-8935, 8950, 8951, 8974-8981
5 Mesothelioma 9050-9055
6 Other specified malignant tumours 9110
C00.0-C39.9,
9363 C47.0-C75.9
C00.0-C21.8,
C23.9-C39.9,
C42.0-C55.9,
(b) Other unspecified malignant tumours 8000-8005 gg;ggg;g’
C65.9-C69.9,
C73.9-C75.0,

C75.4-C80.9




144 Publications and Presentations since 2014

Veroffentlichungen mit Beteiligung des Deutschen Kinderkrebsregisters seit 2014

Publications by or in co-operation with the German Childhood Cancer Registry since 2014

2014

Bailey HD, Fritschi L, Infante-Rivard C, Glass DC, Miligi L, Dockerty JD, Lightfoot T, Clavel J, Roman E, Spector LG,
Kaatsch P, Metayer C, Magnani C, Milne E, Polychronopoulou S, Simpson J, Rudant J, Sidi V, Rondelli R, Orsi L,
Kang AY, Petridou E, Schuz J. Parental occupational pesticide exposure and the risk of childhood leukemia in the
offspring: findings from the childhood leukemia international consortium. Int J Cancer 2014;135(9):2157-72.

Bailey HD, Fritschi L, Metayer C, Infante-Rivard C, Magnani C, Petridou E, Roman E, Spector LG, Kaatsch P, Clavel
J, Milne E, Dockerty JD, Glass DC, Lightfoot T, Miligi L, Rudant J, Baka M, Rondelli R, Amigou A, Simpson J, Kang
AY, Moschovi M, Schuz J. Parental occupational paint exposure and risk of childhood leukemia in the offspring: fin-
dings from the Childhood Leukemia International Consortium. Cancer Causes Control 2014;25(10):1351-67.

Brecht 1B, Bremensdorfer C, Schneider DT, Fruhwald MC, Offenmuller S, Mertens R, Vorwerk P, Kosciel
niak E, Bielack SS, Benesch M, Hero B, Graf N, von Schweinitz D, Kaatsch P. Rare malignant pediatric tumors regis-
tered in the German Childhood Cancer Registry 2001-2010. Pediatr Blood Cancer 2014;61(7):1202-9.

Erdmann F, Kaatsch P, Zeeb H, Roman E, Lightfoot T, Schuz J. Survival from childhood acute lymphoblastic leukae-
mia in West Germany: does socio-demographic background matter? Eur J Cancer 2014;50(7):1345-53.

Gatta G, Botta L, Rossi S, Aareleid T, Bielska-Lasota M, Clavel J, Dimitrova N, Jakab Z, Kaatsch P, Lacour B, Mallone
S, Marcos-Gragera R, Minicozzi P, Sanchez-Perez MJ, Sant M, Santaquilani M, Stiller C, Tavilla A, Trama A, Visser
O, Peris-Bonet R, Group EW. Childhood cancer survival in Europe 1999-2007: results of EUROCARE-5--a populati-
on-based study. Lancet Oncol 2014;15(1):35-47.

Hennewig U, Kaatsch P, Blettner M, Spix C. Local radiation dose and solid second malignant neoplasms after child-
hood cancer in Germany: a nested case-control study. Radiat Environ Biophys 2014;53(3):485-93.

Huoi C, Olsson A, Lightfoot T, Roman E, Clavel J, Lacour B, Kaatsch P, Kromhout H, Vermeulen R, Peters S, Bailey
HD, Schuz J. Parental occupational exposure and risk of childhood central nervous system tumors: a pooled analysis
of case-control studies from Germany, France, and the UK. Cancer Causes Control 2014;25(12):1603-13.

Kaatsch P, Kaiser M, Grabow D. Spéatfolgen nach Krebs im Kindesalter: aktuelle EU-Forschungsprojekte.
Arztebl RLP 2014;67(3):18 - 9.

Laurier D, Grosche B, Auvinen A, Clavel J, Cobaleda C, Dehos A, Hornhardt S, Jacob S, Kaatsch P, Kosti O, Kuehni
C, Lightfoot T, Spycher B, Van Nieuwenhuyse A, Wakeford R, Ziegelberger G. Childhood leukaemia risks: from unex-
plained findings near nuclear installations to recommendations for future research. J Radiol Prot 2014;34(3):R53-R68.

Metayer C, Milne E, Dockerty JD, Clavel J, Pombo-de-Oliveira MS, Wesseling C, Spector LG, Schuz J, Petridou E,
Ezzat S, Armstrong BK, Rudant J, Koifman S, Kaatsch P, Moschovi M, Rashed WM, Selvin S, McCauley K, Hung
RJ, Kang AY, Infante-Rivard C. Maternal supplementation with folic acid and other vitamins and risk of leukemia in
offspring: a Childhood Leukemia International Consortium study. Epidemiology 2014;25(6):811-22.

2015

Bailey HD, Infante-Rivard C, Metayer C, Clavel J, Lightfoot T, Kaatsch P, Roman E, Magnani C, Spector LG, Th Pe-
tridou E, Milne E, Dockerty JD, Miligi L, Armstrong BK, Rudant J, Fritschi L, Simpson J, Zhang L, Rondelli R, Baka
M, Orsi L, Moschovi M, Kang AY, Schuz J. Home pesticide exposures and risk of childhood leukemia: Findings from
the childhood leukemia international consortium. Int J Cancer 2015.

Erdmann F, Kaatsch P, Schuz J. Family circumstances and survival from childhood acute lymphoblastic leukaemia in
West Germany. Cancer Epidemiol 2015;39(2):209-15.



Publications and Presentations since 2014 145

Erdmann F, Kielkowski D, Schonfeld SJ, Kellett P, Stanulla M, Dickens C, Kaatsch P, Singh E, Schuz J. Childhood
cancer incidence patterns by race, sex and age for 2000-2006: a report from the South African National Cancer Re-
gistry. Int J Cancer 2015;136(11):2628-39.

Finke |, Scholz-Kreisel P, Hennewig U, Blettner M, Spix C. Radiotherapy and subsequent thyroid cancer in German
childhood cancer survivors: a nested case-control study. Radiat Oncol 2015;10(1):219.

Grabow D, Kaatsch P. Européische Kohorten Langzeitiiberlebender nach Krebs im Kindes- und Jugendalter - ein
Uberblick. Monatsschr Kinderheilkd 2015;11:1210-1.

Hjorth L, Haupt R, Skinner R, Grabow D, Byrne J, Karner S, Levitt G, Michel G, van der Pal H, Bardi E, Beck JD, de
Vathaire F, Essig S, Frey E, Garwicz S, Hawkins M, Jakab Z, Jankovic M, Kazanowska B, Kepak T, Kremer L, Lack-
ner H, Sugden E, Terenziani M, Zaletel LZ, Kaatsch P, PanCare N. Survivorship after childhood cancer: PanCare: A
European Network to promote optimal long-term care. Eur J Cancer 2015;51(10):1203-11.

Kaatsch P, Hafner C, Calaminus G, Blettner M, Tulla M. Pediatric germ cell tumors from 1987 to 2011: incidence
rates, time trends, and survival. Pediatrics 2015;135(1):e136-43.

Kratz CP, Franke L, Peters H, Kohlschmidt N, Kazmierczak B, Finckh U, Bier A, Eichhorn B, Blank C, Kraus C,
Kohlhase J, Pauli S, Wildhardt G, Kutsche K, Auber B, Christmann A, Bachmann N, Mitter D, Cremer FW, Mayer K,
Daumer-Haas C, Nevinny-Stickel-Hinzpeter C, Oeffner F, Schluter G, Gencik M, Uberlacker B, Lissewski C, Schanze
I, Greene MH, Spix C, Zenker M. Cancer spectrum and frequency among children with Noonan, Costello, and car-
dio-facio-cutaneous syndromes. Br J Cancer 2015;112(8):1392-7.

Krille L, Dreger S, Schindel R, Albrecht T, Asmussen M, Barkhausen J, Berthold JD, Chavan A, Claussen C, Forsting
M, Gianicolo EA, Jablonka K, Jahnen A, Langer M, Laniado M, Lotz J, Mentzel HJ, Queisser-Wahrendorf A, Rompel
O, Schlick I, Schneider K, Schumacher M, Seidenbusch M, Spix C, Spors B, Staatz G, Vogl T, Wagner J, Weisser
G, Zeeb H, Blettner M. Risk of cancer incidence before the age of 15 years after exposure to ionising radiation from
computed tomography: results from a German cohort study. Radiat Environ Biophys 2015;54(1):1-12.

Spix C, Berthold F, Hero B, Michaelis J, Schilling FH. Correction factors for self-selection when evaluating screening
programmes. J Med Screen 2015.

Spix C, Finke I, Scholz-Kreisel P, Hennewig U, Blettner M, P. K. Radiotherapy and subsequent thyroid cancer in
German childhood cancer survivors. Strahlenther Onkol 2015;191:692.

Steliarova-Foucher E, Stiller C, Colombet M, Kaatsch P, Zanetti R, Peris-Bonet R. Registration of childhood cancer:
Moving towards pan-European coverage? Eur J Cancer 2015;51(9):1064-79.

Tallen G, Resch A, Calaminus G, Wiener A, Leiss U, Pletschko T, Friedrich C, Langer T, Grabow D, Driever PH,
Kortmann RD, Timmermann B, Pietsch T, Warmuth-Metz M, Bison B, Thomale UW, Krauss J, Mynarek M, von Hoff
K, Ottensmeier H, Fruhwald M, Kramm CM, Temming P, Muller HL, Witt O, Kordes U, Fleischhack G, Gnekow A,
Rutkowski S, German Paediatric Brain Tumour C. Strategies to improve the quality of survival for childhood brain
tumour survivors. Eur J Paediatr Neurol 2015.

Temming P, Viehmann A, Arendt M, Eisele L, Spix C, Bornfeld N, Sauerwein W, Jockel KH, Lohmann DR. Pediatric
second primary malignancies after retinoblastoma treatment. Pediatr Blood Cancer 2015.

Tulla M, Berthold F, Graf N, Rutkowski S, von Schweinitz D, Spix C, Kaatsch P. Incidence, Trends, and Survival of
Children With Embryonal Tumors. Pediatrics 2015;136(3):623-32.

Winther JF, Kenborg L, Byrne J, Hjorth L, Kaatsch P, Kremer LC, Kuehni CE, Auquier P, Michel G, de Vathaire F,
Haupt R, Skinner R, Madanat-Harjuoja LM, Tryggvadottir L, Wesenberg F, Reulen RC, Grabow D, Ronckers CM,
van Dulmen-den Broeder E, van den Heuvel-Eibrink MM, Schindler M, Berbis J, Holmqvist AS, Gudmundsdottir T, de
Fine Licht S, Bonnesen TG, Asdahl PH, Bautz A, Kristoffersen AK, Himmerslev L, Hasle H, Olsen JH, Hawkins MM.
Childhood cancer survivor cohorts in Europe. Acta Oncol 2015;54(5):655-68.



146 Publications and Presentations since 2014

2016

Becker C, Blettner M, Kaatsch P, Ressing M, ZeiRig S. Welche Daten zu Krebs und zur Mortalitat findet man in
Deutschland? Strahlenschutz Praxis 2016;2/2016 (22):34-8.

Decarolis B, Simon T, Krug B, Leuschner I, Vokuhl C, Kaatsch P, von Schweinitz D, Klingebiel T, Mueller I, Schwei-
gerer L, Berthold F, Hero B. Treatment and outcome of Ganglioneuroma and Ganglioneuroblastoma intermixed. BMC
Cancer 2016;16:542.

Etzold A, Galetzka D, Weis E, Bartsch O, Haaf T, Spix C, Itzel T, Schweiger S, Strand D, Strand S, Zechner U.
CAF-like state in primary skin fibroblasts with constitutional BRCA1 epimutation sheds new light on tumor suppressor
deficiency-related changes in healthy tissue. Epigenetics 2016;11(2):120-31.

Feijen EA, Font-Gonzalez A, van Dalen EC, van der Pal HJ, Reulen RC, Winter DL, Kuehni CE, Haupt R, Alessi D,
Byrne J, Bardi E, Jakab Z, Grabow D, Garwicz S, Jankovic M, Levitt GA, Skinner R, Zadravec Zaletel L, Hjorth L, Tis-
sing WJ, de Vathaire F, Hawkins MM, Kremer LC, PanCareSurFup c. Late Cardiac Events after Childhood Cancer:
Methodological Aspects of the Pan-European Study PanCareSurFup. PLoS One 2016;11(9 ):e0162778.

Gunst DC, Kaatsch P, Goldbeck L. Seeing the good in the bad: which factors are associated with posttraumatic
growth in long-term survivors of adolescent cancer? Support Care Cancer 2016;24(11):4607-15.

Kaatsch P, Strothotte J, Becker C, Bielack S, Dirksen U, Blettner M. Pediatric bone tumors in Germany from 1987 to
2011: incidence rates, time trends and survival. Acta Oncol 2016;55(9-10):1145-51.

Langer T, Kaatsch P, Steinmann D, Calaminus G. Spatfolgen von Tumoren im Kindesalter.
Der Onkologe. 2016;22(12):970-7.

Metayer C, Petridou E, Arangure JM, Roman E, Schuz J, Magnani C, Mora AM, Mueller BA, de Oliveira MS, Dockerty
JD, McCauley K, Lightfoot T, Hatzipantelis E, Rudant J, Flores-Lujano J, Kaatsch P, Miligi L, Wesseling C, Doody DR,
Moschovi M, Orsi L, Mattioli S, Selvin S, Kang AY, Clavel J. Parental Tobacco Smoking and Acute Myeloid Leukemia:
The Childhood Leukemia International Consortium. Am J Epidemiol 2016;184(4):261-73.

Spix C, Berthold F, Hero B, Michaelis J, Schilling FH. Correction factors for self-selection when evaluating screening
programmes. J Med Screen 2016;23(1):44-9.

Weber ML, Schneider DT, Offenmuller S, Kaatsch P, Einsiedel HG, Benesch M, Claviez A, Ebinger M, Kramm C,
Kratz C, Lawlor J, Leuschner I, Merkel S, Metzler M, Nustede R, Petsch S, Seeger KH, Schlegel PG, Suttorp M,
Zolk O, Brecht IB. Pediatric Colorectal Carcinoma is Associated With Excellent Outcome in the Context of Cancer
Predisposition Syndromes. Pediatr Blood Cancer 2016;63(4):611-7.

Zuzak TJ, Kameda G, Schutze T, Kaatsch P, Seifert G, Bailey R, Langler A. Contributing factors and outcomes of
treatment refusal in pediatric oncology in Germany. Pediatr Blood Cancer 2016;63(10):1800-5.

2017

Berthold F, Spix C, Kaatsch P, Lampert F. Incidence, Survival, and Treatment of Localized and Metastatic Neurob-
lastoma in Germany 1979-2015. Paediatric drugs. 2017;19(6):577-93.

Bright CJ, Hawkins MM, Winter DL, Alessi D, Allodji RS, Bagnasco F, Bardi E, Bautz A, Byrne J, Feijen EAM, Fidler
MM, Garwicz S, Grabow D, Gudmundsdottir T, Guha J, Haddy N, Jankovic M, Kaatsch P, Kaiser M, Kuehni CE, Linge
H, Ofstaas H, Ronckers CM, Skinner R, Teepen JC, Terenziani M, Vu-Bezin G, Wesenberg F, Wiebe T, Sacerdote
C, Jakab Z, Haupt R, Lahteenmaki P, Zaletel LZ, Kuonen R, Winther JF, de Vathaire F, Kremer LC, Hjorth L, Reulen
RC. Risk of Soft-Tissue Sarcoma Among 69 460 Five-Year Survivors of Childhood Cancer in Europe. Journal of the
National Cancer Institute. 2017.



Publications and Presentations since 2014 147

Gatta G, Peris-Bonet R, Visser O, Stiller C, Marcos-Gragera R, Sanchez MJ, Lacour B, Kaatsch P, Berrino F, Rutkow-
ski S, Botta L. Geographical variability in survival of European children with central nervous system tumours. Euro-
pean journal of cancer. 2017;82:137-48.

Grosche B, Kaatsch P, Heinzow B, Wichmann HE. The Krummel (Germany) Childhood Leukaemia Cluster: a
review and update. Journal of radiological protection : official journal of the Society for Radiological Protection.
2017;37(4):R43-r58.

Kraywinkel K, Spix C. Epidemiologie akuter Leukdmien in Deutschland. Der Onkologe. 2017;23(7):499-503.

Krille L, Dreger S, Schindel R, Albrecht T, Asmussen M, Barkhausen J, Berthold JD, Chavan A, Claussen C, Forsting
M, Gianicolo EAL, Jablonka K, Jahnen A, Langer M, Laniado M, Lotz J, Mentzel HJ, Queisser-Wahrendorf A, Rompel
O, Schlick J, Schneider K, Schumacher M, Seidenbusch M, Spix C, Spors B, Staatz G, Vogl T, Wagner J, Weisser
G, Zeeb H, Blettner M. Erratum to: Risk of cancer incidence before the age of 15 years after exposure to ionising
radiation from computed tomography: results from a German cohort study.

Radiation and environmental biophysics. 2017;56(3):293-7.

Langer T, Grabow D, Steinmann D, Wormann B, Calaminus G. Late Effects and Long-Term Follow-Up after Cancer
in Childhood. Oncology research and treatment. 2017;40(12):746-50.

Petersen I, Kaatsch P, Spix C, Kollek R. Return and Disclosure of Research Results: Parental Attitudes and Needs
Over Time in Pediatric Oncology. The Journal of pediatrics. 2017;191:232-7.

Ripperger T, Bielack SS, Borkhardt A, Brecht IB, Burkhardt B, Calaminus G, Debatin KM, Deubzer H, Dirksen U,
Eckert C, Eggert A, Erlacher M, Fleischhack G, Fruhwald MC, Gnekow A, Goehring G, Graf N, Hanenberg H, Hauer
J, Hero B, Hettmer S, von Hoff K, Horstmann M, Hoyer J, lllig T, Kaatsch P, Kappler R, Kerl K, Klingebiel T, Kontny
U, Kordes U, Korholz D, Koscielniak E, Kramm CM, Kuhlen M, Kulozik AE, Lamottke B, Leuschner |, Lohmann DR,
Meinhardt A, Metzler M, Meyer LH, Moser O, Nathrath M, Niemeyer CM, Nustede R, Pajtler KW, Paret C, Rasche
M, Reinhardt D, Riess O, Russo A, Rutkowski S, Schlegelberger B, Schneider D, Schneppenheim R, Schrappe M,
Schroeder C, von Schweinitz D, Simon T, Sparber-Sauer M, Spix C, Stanulla M, Steinemann D, Strahm B, Temming
P, Thomay K, von Bueren AO, Vorwerk P, Witt O, Wlodarski M, Wossmann W, Zenker M, Zimmermann S, Pfister
SM, Kratz CP. Childhood cancer predisposition syndromes-A concise review and recommendations by the Cancer
Predisposition Working Group of the Society for Pediatric Oncology and Hematology. American journal of medical
genetics Part A. 2017;173(4):1017-37.

Scholz-Kreisel P, Kaatsch P, Spix C, Schmidberger H, Marron M, Grabow D, Becker C, Blettner M. Second primary
cancer after childhood cancer in Germany 1980-2014 — a registry based analysis Deutsches Arzteblatt. 2018;(ac-
cepted).

Scholz-Kreisel P, Spix C, Blettner M, Eckerle S, Faber J, Wild P, Merzenich H, Hennewig U. Prevalence of cardio-
vascular late sequelae in long-term survivors of childhood cancer: A systematic review and meta-analysis. Pediatric
blood & cancer. 2017;64(7).

Spix C, Grosche B, Bleher M, Kaatsch P, Scholz-Kreisel P, Blettner M. Background gamma radiation and childhood
cancer in Germany: an ecological study. Radiation and environmental biophysics. 2017;56(2):127-38.

Steliarova-Foucher E, Colombet M, Ries LAG, Hesseling P, Moreno F, Shin HY, Stiller CA. International Incidence of
Childhood Cancer, Volume 11l (electronic version). 2017 accessed [20.6.2017].

Steliarova-Foucher E, Colombet M, Ries LAG, Moreno F, Dolya A, Bray F, Hesseling P, Shin HY, Stiller CA, contribu-
tors I-. International incidence of childhood cancer, 2001-10: a population-based registry study. The lancet oncology.
2017;18(6):719-31.



148 Publications and Presentations since 2014

Prasentationen mit Beteiligung des Deutschen Kinderkrebsregisters seit 2014

Presentations by or in co-operation with the German Childhood Cancer Registry since 2014

2014

Spix C, Schilling FH, Michaelis J, Erttmann R, Hero B, Sander J, Berthold F. Neuroblastoma screening at one year of
age does not reduce mortality and stage 4 incidence — results after 12 years of follow-up. Advances in Neuroblasto-
ma Research Congress 2014, Kéln, 16.5.2014.

Kaatsch P. Wenn Kinder erwachsen werden — Spatfolgen der Krebstherapie. Faszination Forschung: Leben nach
dem Krebs, Medizinische Gesellschaft Mainz — Akademie fur arztliche Fortbildung Rheinland-Pfalz, Mainz, 21.5.2014.

Grabow D. EU-Antragstellung: ein Erfahrungsbericht (PanCare Netzwerk, die Projekte PanCareSurFup/PanCareLl-
FE) und Neues am Horizon(t) 2020. ,10 years after — Experience in Clinical Research Mainz", 23.5.2014.

Spix C. Das Deutsche Kinderkrebsregister. 3. Nachwuchsakademie “Péadiatrische Onkologie” der Gesellschaft fir
Padiatrische Onkologie und Hamatologie, Bonn — Bad Godesberg, 1.8.2014.

Spix C, Hennewig U, Eckerle S, Henninger N, Faber J, Wild P. Kardiale und Vaskulare Spéatfolgen bei Langzeituber-
lebenden nach Krebserkrankungen im Kindesalter (CVSS). GMDS-Jahrestagung 2014, Gottingen, 7.-10.9.2014..

Spix C, Eckerle S, Henninger N, Scholz-Kreisel P, Wild PS, Faber J. Kardiale und vaskuléare Spatfolgen von Lang-
zeit-Uberlebenden nach Krebs im Kindes- und Jugendalter: ein multidisziplinarer klinischer, epidemiologischer und
genetischer Ansatz (Cardiac and vascular late sequelae in long-term survivors of childhood and adolescent can-
cer, CVSS) — ein Zwischenstand nach dem ersten Studienjahr. 84. wissenschaftliche Tagung der GPOH, Leipzig,
13.9.2014.

Faber J, Spix C, Wild PS. Kardiale und vaskulare Spatfolgen von Langzeit-Uberlebenden nach Krebs im Kindes- und
Jugendalter. 110. Jahrestagung der Deutschen Gesellschaft fur Kinder- und Jugendmedizin e.V. (DGKJ), Leipzig,
14.9.2014.

Grabow D. PanCare Update: Late Mortality Data from PanCareSurFup. ESLCCC 2014 Meeting Edinburgh, UK,15th-
16th September 2014.

Hennewig U, Kaatsch P, Spix C. Solid second malignant neoplasms in German survivors of Hodgkin lymphoma trea-
ted in 1980-2002 by dose and location of preceding radiotherapy. Poster. ESLCCC 2014, Edinburgh, 15.-16.9.2014.

Spix C. Selbstselektion im Modellprojekt Neuroblastom Screening. AG Statistische Methoden in der Epidemiologie,
Gemeinsamer Workshop von vier Arbeitsgruppen aus vier Fachgesellschaften: Deutsche Gesellschaft fir Epidemio-
logie (DGEpi), Deutsche Region der Internationalen Biometrischen Gesellschaft (IBS-DR), Deutsche Gesellschaft
fur Medizinische Informatik, Biometrie und Epidemiologie e.V. (gmds), Deutsche Gesellschaft fir Sozialmedizin und
Pravention e.V. (DGSMP). Herbstworkshop 2014, Munster, 20.—21. November

Grabow D. PanCare Aktivitaten und Nachsorgenetzwerke in der GPOH; 7. Sitzung der AG Langzeitbeobachtung;
Padiatrisches Forschungszentrum der MHH, Hannover 25.11.2014.

Grabow D. Die Rolle des Deutschen Kinderkrebsregisters bei der Langzeithachbeobachtung in der padiatrischen
Onkologie und Hamatologie und das Européaische PanCare-Netzwerk. HitLIFE Netzwerk, Hamburg, 28.11.2014
2015

Spix C. Korrekturfaktoren: Struktur und Anwendung. Zebra-WORKSHOP ,TEILNAHME-BIAS IM DEUTSCHEN
MAMMOGRAPHIE-SCREENING-PROGRAMM* Minster, 02. und 03. Februar 2015.

Kaatsch P, Grabow D. Results from the long-term follow-up at the German Childhood Cancer Registry; Late Effects
Symposium (RISK) — Hannover, March 13-14 2015

Eckerle S, Spix C, Wild P, Faber J. Cardiac and vascular late sequelae in long-term survivors of childhood cancer
(CVSS). Late Effects Symposium (RISK) — Hannover, March 13-14 2015

Spix C, Finke I, Scholz-Kreisel P, Hennewig U, Blettner M, Kaatsch P. Radiotherapy and subsequent thyroid cancer
in German childhood cancer survivors. Late Effects Symposium (RISK) — Hannover, March 13-14 2015.



Publications and Presentations since 2014 149

Kaatsch P, Blettner M. Verbesserung der Versorgung von Krebspatienten: Planung klinisch-epidemiologischer Stu-
dien anhand von Daten aus dem Deutschen Kinderkrebsregister. Quality of cancer care (QoCC) — Interdisziplinarer
Kongress 2015. Berlin, 26.-27. Méarz 2015.

Kaatsch P, Grabow D, Spix C, Blettner M. Outcome after childhood cancer - Research of late effects to improve cure
and care. German Cancer Consortium (DKTK), dkfz Heidelberg, April 14, 2015.

Grabow D. Prevalence of facial deformations and a decayed oral status after pediatric oncological radiotherapy;
PanCare Meeting, Dublin, 29th of May 2015.

Spix C. Das Deutsche Kinderkrebsregister. 4. Nachwuchsakademie “Padiatrische Onkologie” der Gesellschaft fur
Padiatrische Onkologie und Hamatologie, Bonn — Bad Godesberg, 31.7.2015.

Kaatsch P. Epidemiology and ethical issues in research for late effects in adulthood after childhood cancer. 16th
PanCare Meeting, Wien (Osterreich), 23.-25. September 2015.

Spix C. Radiation-related case-control studies in Germany: methodological approaches, common issues. Naga-
saki-Chiba-Mainz-Bremen Radiation Research Initiative, International JSPS-DFG workshop on future joint studies
in the field of radiation research - medical and environmental radiation (WOSPAN workshop 1), Leibniz-Institute for
Prevention Research and Epidemiology — BIPS, Bremen, 15-16 October 2015.

Erdmann F, Singh E, Schonfeld SJ, Kellett P, Kaatsch P, Schiiz J. Reported childhood cancer in South Africa - Do
rates differ by population groups? 10th International Conference on Cancer in Africa (AORTIC). Marrakesch (Marok-
ko), 18.-22. November 2015.

Grabow D, Kaatsch P. Europdische Kohorten Langzeitiuberlebender nach Krebs im Kindes- und Jugendalter — ein
Uberblick; 86. Wissenschaftliche Tagung der Gesellschaft fur Padiatrische Onkologie und Hamatologie (GPOH);
Frankfurt am Main, 20./21. November 2015.

2016

Spix C. Zwischen den Stihlen - Registrieren und Codieren im Deutschen Kinderkrebsregister. 13. Jahrestagung der
GEKID, Libeck, 09.05.-11.05.16.

Brémmel M, Kerenyi |. Kinderkrebsregister: Praktische Durchfiihrung der Langzeitnachbeobachtung / Patientenbe-
fragungen am DKKR. 20. Tagung Medizinische Dokumentation in der Padiatrischen Onkologie und Hamatologie in
der padiatrischen Onkologie und Hamatologie. Berlin, 19. Mai 2016.

Spix C. Das Deutsche Kinderkrebsregister. 5. Nachwuchsakademie “Padiatrische Onkologie” der Gesellschaft fur
Padiatrische Onkologie und Hamatologie, Bonn — Bad Godesberg, 5.8.2016.

Kaatsch P, Spix S, Grabow D. 36 years childhood cancer registration in Germany — A network between clinics,
clinical studies and the registry. 40 years Swiss Childhood Cancer Registry, Scientific symposium. Bern, 8.-9. Sep-
tember 2016.

Calaminus G, Baust K, Creutzig U, Langer Th, Kreitz K, Kaatsch P. Baseline survey on living conditions, health
status and quality of life in childhood cancer survivors in Germany “VIVE” — an update. ESLCCC. Kopenhagen
22./23.9.2016

Kaatsch P. Registration of childhood cancer. Cancer Control in Latin America and the Caribbean: The case of Para-
guay. Asuncion (Paraguay), 3.-5. Oktober 2016.

Becker C. Das Deutsche Kinderkrebsregister — weit mehr als nur Datensammeln. 10. Tag der Hoffnung: Neue Er-
gebnisse aus Klinik und Forschung. Informationsveranstaltung der Kinderklinik der UKSH, Campus Kiel, Schwer-
punkt padiatrische Hamatologie und Onkologie. Kiel, 5.11.2016.

Decarolis B, Simon Th, Krug B, Leuschner I, Vokuhl Ch, Kaatsch P, von Schweinitz D, Berthold F, Hero B, Gangli-
oneurom und Ganglioneuroblastom intermixed: Ist eine inkomplette Resektion ausreichend? 88. Wissenschaftliche
Tagung der Gesellschaft fur Padiatrische Onkologie und Hamatologie (GPOH), Frankfurt, 18.11.2016.



150 Publications and Presentations since 2014

2017

Grabow D, Kaatsch P. Die Europaische PanCareSurFup-Kohorte ehemaliger Krebspatienten im Kindes- und Ju-
gendalter - Methodik und Ergebnisse zur Etablierung der Kohorte. 89. Wissenschaftliche Tagung der Gesellschaft
fur Péadiatrische Onkologie und Hamatologie (GPOH). Berlin, 19.-20. Mai 2017.

Becker C, Spix C. Das Deutsche Kinderkrebsregister. 6. Nachwuchsakademie “Padiatrische Onkologie” der Ge-
sellschaft fiir Padiatrische Onkologie und Hamatologie, Bonn — Bad Godesberg, 4.8.2017.

Schneider A, Merzenich H, Spix C, Eckerle S, Wild P, Faber J, Wingerter A. Cardiac and vascular late sequelae in
long-term survivors of childhood cancer (CVSS). 12. Jahrestagung der Deutschen Gesellschaft fiur Epidemiologie,
Liabeck, 5.-8. September 2017.

Scholz-Kreisel P, Kaatsch P, Spix C, Becker C, Marron M, Schmidberger H, Zahnreich S, Blettner M. Sekundéare
Folgeneoplasien nach Krebs im Kindesalter — Inzidenzen und Risiken aus der Kohorte des Deutschen Kinder-
krebsregisters 1980-2014. 62. GMDS-Jahrestagung, Oldenburg, 17. - 21. September 2017.

Spix C, Becker C, Blettner M, Scholz-Kreisel P. Therapie der Erstneoplasie: Risiko fur eine Zweitneoplasie. Bericht
aus zwei angelaufenen Studien am Deutschen Kinderkrebsregister: STATT und SCAR. 90. Wissenschaftliche
Tagung der Gesellschaft fur Padiatrische Onkologie und Hamatologie (GPOH). Frankfurt, 17.-18. November 2017.

Spix C, Grosche B, Bleher M, Kaatsch P, Scholz-Kreisel P, Blettner M. Raumliche Verteilung der nattrlichen Hin-
tergrundstrahlung und Auftreten von Krebserkrankungen bei Kindern in Deutschland — eine 6kologische Studie.
90. Wissenschaftliche Tagung der Gesellschaft fir Padiatrische Onkologie und Hamatologie (GPOH). Frankfurt,
17.-18. November 2017.



10.

11.

12.

13.

14.

15.

16.

17.

18.

Literatur / References 151

Kaplan EL, Meier P. Nonparametric-Estimation from Incomplete Observations. J Am Stat Assoc.
1958;53(282):457-81.

Segi M. Cancer mortality for selected sites in 24 countries (1950-57). Sendai, Japan Tohoku University of
medicine, 1960.

Aalen O, Johansen S. An empirical transition matrix for nonhomogeneous Markov chains based on censored
observations. Scan J Stat. 1978;5:141-50.

Michaelis J, Kaatsch P. Use of information from clinical trials for an integrated cancer registry. Methods of
information in medicine. 1990;29(2):92-8.

Kaatsch P, Haaf G, Michaelis J. Childhood malignancies in Germany--methods and results of a nationwide
registry. European journal of cancer. 1995;31A(6):993-9.

International Classification of Diseases for Oncology 3rd ed. Third ed. Geneva: World Health Organisation;
2000.

Brenner H, Spix C. Combining cohort and period methods for retrospective time trend analyses of long-term
cancer patient survival rates. British journal of cancer. 2003;89(7):1260-5.

Kaatsch P. [German Childhood Cancer Registry and its favorable setting]. Bundesgesundheitsblatt, Gesund-
heitsforschung, Gesundheitsschutz. 2004;47(5):437-43.

Steliarova-Foucher E, Stiller C, Lacour B, Kaatsch P. International Classification of Childhood Cancer, third
edition. Cancer. 2005;103(7):1457-67.

Steliarova-Foucher E, Coebergh JW, Kaatsch P, Pritchard-Jones K, (editors) SC. Cancer in children and
adolescents in Europe. European journal of cancer. 2006;42:1913-2190.

Calaminus G, Kaatsch P. [Position paper of the Society of Pediatric Oncology and Hematology (GPOH) on
(long-term) surveillance, (long-term) follow-up and late effect evaluation in pediatric oncology patients]. Klini-
sche Padiatrie. 2007;219(3):173-8.

Bundeskrebsregisterdatengesetz (BKRG) vom 10. August 2009 (BGBI. | S. 2702, 2707), (2009).

Gesundheitsministerkonferenz. Beschluss der 82. Gesundheitsministerkonferenz 2009 (Kinderkrebsregister
— Anhebung der Altersgrenze fir die Registrierung von Kindern und Jugendlichen). 2009; Available from:
https://www.gmkonline.de/Beschluesse.html?id=82_08.01&jahr=2009

Mergenthaler A. Das Deutsche Kinderkrebsregister: Ein Uberblick zu Charakteristika und aktueller Datenla-
ge. Arzteblatt Rheinland-Pfalz 2009;3/2009:17.

Grabow D, Spix C, Blettner M, Kaatsch P. Strategy for long-term surveillance at the German Childhood Can-
cer Registry - an update. Klinische Padiatrie. 2011;223(3):159-64.

Grabow D, Spix C, Kaatsch P. Langzeitiiberlebende nach Krebs im Kindesalter: eine populationsbezogene
Kohorte am Deutschen Kinderkrebsregister. Arzteblatt Rheinland-Pfalz. 2012;6:28.

Kaatsch P, Grabow D. [The German cohort of long-term survivors of childhood cancer. A population-based
cohort in the German Childhood Cancer Registry]. Bundesgesundheitsblatt, Gesundheitsforschung, Ge-
sundheitsschutz. 2012;55(6-7):843-51.

Merzenich H, Krille L, Hammer G, Kaiser M, Yamashita S, Zeeb H. Paediatric CT scan usage and referrals of
children to computed tomography in Germany--a cross-sectional survey of medical practice and awareness
of radiation related health risks among physicians. BMC health services research. 2012;12:47.

References



References

152 Literatur / References

19

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

32.

. Gesetz zur Weiterentwicklung der Krebsfriiherkennung und zur Qualitatssicherung durch klinische Krebsre-
gister (Krebsfriherkennungs- und -registergesetz - KFRG) Bundesgesetzblatt Jahrgang 2013 Teil | Nr. 16.
ausgegeben zu Bonn2013 08.04.2013.

Calaminus G, Kaatsch P, Creutzig U, Langer T. Erste Basiserhebung zu Lebenssituation, Gesundheitszu-
stand und Lebensqualitat bei Uberlebenden nach Krebs im Kindesalter in Deutschland (,VIVE®). Monatsschr
Kinderh. 2013;161:1071-2.

Eckerle S, Wingerter A, Faber J, Wild P, Spix C. Kardiale und vaskulare Spéatfolgen von Langzeitliberleben-
den nach Krebs im Kindes- und Jugendalter: ein multidisziplinérer klinischer, epidemiologischer und geneti-
scher Ansatz. Monatsschr Kinderh. 2013;161:1072-.

Kaatsch P, Langer T, Calaminus G, Grabow D, Byrne J, PanCareLife-Konsortium fd. Das EU-Projekt PanCa-
reLife: Studien zu Fertilitat und Ototoxizitat mit dem Ziel einer verbesserten gesundheitsbezogenen Lebens-
qualitdt nach Krebserkrankung bei Kindern, Jugendlichen und jungen Erwachsenen. Monatsschrift Kinder-
heilkunde : Organ der Deutschen Gesellschaft fur Kinderheilkunde. 2013;161:1071-.

Michaelis J, Kaatsch P. Deutsches Kinderkrebsregister. Der Onkologe. 2013;19(12):1058-64.

Petersen |, Spix C, Kaatsch P, Graf N, Janka G, Kollek R. Parental informed consent in pediatric cancer trials:
a population-based survey in Germany. Pediatric blood & cancer. 2013;60(3):446-50.

Rossig C, Juergens H, Schrappe M, Moericke A, Henze G, von Stackelberg A, Reinhardt D, Burkhardt B,
Woessmann W, Zimmermann M, Gadner H, Mann G, Schellong G, Mauz-Koerholz C, Dirksen U, Bielack S,
Berthold F, Graf N, Rutkowski S, Calaminus G, Kaatsch P, Creutzig U. Effective childhood cancer treatment:
the impact of large scale clinical trials in Germany and Austria. Pediatric blood & cancer. 2013;60(10):1574-
81.

Spix C, Kaatsch P. Langzeitfolgen im Fokus. WIR-Informationsschrift von DLFH-Dachverband und Aktion fur
krebskranke Kinder eV (Bonn). 2013;2/13:16.

Einwilligungserklarung zur Speicherung und Auswertung personenenbezogener medizinischer Daten am
Deutschen Kinderkrebsregister. Mainz: Deutsches Kinderkrebsregister; 2014 [cited 2016 8.11.]; Available
from: http://www.kinderkrebsregister.de/dkkr/ueber-uns/datenschutz/einwilligung.html.

Datenschutz- und Datensicherheit im Deutschen Kinderkrebsregister. 2014 [cited 2016 8.11.]; Available from:
http://mww.kinderkrebsregister.de/dkkr/ueber-uns/datenschutz/sicherheitskonzept.html.

Gatta G, Botta L, Rossi S, Aareleid T, Bielska-Lasota M, Clavel J, Dimitrova N, Jakab Z, Kaatsch P, Lacour
B, Mallone S, Marcos-Gragera R, Minicozzi P, Sanchez-Perez MJ, Sant M, Santaquilani M, Stiller C, Tavilla
A, Trama A, Visser O, Peris-Bonet R, Group EW. Childhood cancer survival in Europe 1999-2007: results of
EUROCARE-5--a population-based study. The lancet oncology. 2014;15(1):35-47.

Kaatsch P. ,Regelwerk” des Deutschen Kinderkrebsregisters zu datenschutzrelevanten Aspekten. Mainz:
Deutsches Kinderkrebsregister; 2014 [cited 2016 8.11.]; Available from: http://www.kinderkrebsregister.de/
dkkr/ueber-uns/datenschutz/regelwerk.html.

Kaatsch P, Kaiser M, Grabow D. Spéatfolgen nach Krebs im Kindesalter: aktuelle EU-Forschungsprojekte.
Arztebl RLP. 2014;67(3):18 - 9.

Hjorth L, Haupt R, Skinner R, Grabow D, Byrne J, Karner S, Levitt G, Michel G, van der Pal H, Bardi E, Beck
JD, de Vathaire F, Essig S, Frey E, Garwicz S, Hawkins M, Jakab Z, Jankovic M, Kazanowska B, Kepak T,
Kremer L, Lackner H, Sugden E, Terenziani M, Zaletel LZ, Kaatsch P, PanCare N. Survivorship after child-
hood cancer: PanCare: A European Network to promote optimal long-term care. European journal of cancer.
2015;51(10):1203-11.



33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44.

Literatur / References 153

Kratz CP, Franke L, Peters H, Kohlschmidt N, Kazmierczak B, Finckh U, Bier A, Eichhorn B, Blank C, Kraus C,
Kohlhase J, Pauli S, Wildhardt G, Kutsche K, Auber B, Christmann A, Bachmann N, Mitter D, Cremer FW, Mayer
K, Daumer-Haas C, Nevinny-Stickel-Hinzpeter C, Oeffner F, Schluter G, Gencik M, Uberlacker B, Lissewski C,
Schanze |, Greene MH, Spix C, Zenker M. Cancer spectrum and frequency among children with Noonan, Cos-
tello, and cardio-facio-cutaneous syndromes. British journal of cancer. 2015;112(8):1392-7.

Steliarova-Foucher E, Stiller C, Colombet M, Kaatsch P, Zanetti R, Peris-Bonet R. Registration of childhood can-
cer: Moving towards pan-European coverage? European journal of cancer. 2015;51(9):1064-79.

Winther JF, Kenborg L, Byrne J, Hjorth L, Kaatsch P, Kremer LC, Kuehni CE, Auquier P, Michel G, de Vathaire
F, Haupt R, Skinner R, Madanat-Harjuoja LM, Tryggvadottir L, Wesenberg F, Reulen RC, Grabow D, Ronckers
CM, van Dulmen-den Broeder E, van den Heuvel-Eibrink MM, Schindler M, Berbis J, Holmgvist AS, Gudmunds-
dottir T, de Fine Licht S, Bonnesen TG, Asdahl PH, Bautz A, Kristoffersen AK, Himmerslev L, Hasle H, Olsen JH,
Hawkins MM. Childhood cancer survivor cohorts in Europe. Acta oncologica. 2015;54(5):655-68.

Detaillierte Auswertungen der haufigsten Diagnosen und Diagnosengruppen (ICCC-3). Mainz: Deutsches Kin-
derkrebsregister; 2016 [cited 2016 8.11.]; Available from: http://www.kinderkrebsregister.de/dkkr/ergebnisse/
auswertungen-im-detail.html.

Richtlinie des Gemeinsamen Bundesausschusses Uber Mallnahmen zur Qualitatssicherung fir die stationare
Versorgung von Kindern und Jugendlichen mit hdmato-onkologischen Krankheiten geman § 137 Absatz 1 Satz 1
Nummer 2 SGB V fir nach § 108 SGB V zugelassene Krankenhauser (Richtlinie zur Kinderonkologie, KiOn-RL),
(20186).

Notwendigkeit der Patientennamen-Speicherung am Deutschen Kinderkrebsregister. 2016; Available from:
http://www.kinderkrebsregister.de/dkkr/ueber-uns/datenschutz/namensbezogene-speicherung.html.

Feijen EA, Font-Gonzalez A, van Dalen EC, van der Pal HJ, Reulen RC, Winter DL, Kuehni CE, Haupt R, Alessi
D, Byrne J, Bardi E, Jakab Z, Grabow D, Garwicz S, Jankovic M, Levitt GA, Skinner R, Zadravec Zaletel L, Hjorth
L, Tissing WJ, de Vathaire F, Hawkins MM, Kremer LC, PanCareSurFup c. Late Cardiac Events after Childhood
Cancer: Methodological Aspects of the Pan-European Study PanCareSurFup. PloS one. 2016;11(9):e0162778.

Gianicolo EA, Pokora R, Krille L, Blettner M. [Exposure to ionizing radiation from computed tomography (CT) in
childhood and cancer risk]. Epidemiol Prev. 2016;40(5Suppl2):17-9.

TramaA, Botta L, Foschi R, Ferrari A, Stiller C, Desandes E, Maule MM, Merletti F, Gatta G. Survival of European
adolescents and young adults diagnosed with cancer in 2000-07: population-based data from EUROCARE-5.
The lancet oncology. 2016;17(7):896-906.

Gatta G, Peris-Bonet R, Visser O, Stiller C, Marcos-Gragera R, Sanchez MJ, Lacour B, Kaatsch P, Berrino F,
Rutkowski S, Botta L. Geographical variability in survival of European children with central nervous system tu-
mours. European journal of cancer. 2017;82:137-48.

Krille L, Dreger S, Schindel R, Albrecht T, Asmussen M, Barkhausen J, Berthold JD, Chavan A, Claussen C,
Forsting M, Gianicolo EAL, Jablonka K, Jahnen A, Langer M, Laniado M, Lotz J, Mentzel HJ, Queisser-Wahren-
dorf A, Rompel O, Schlick J, Schneider K, Schumacher M, Seidenbusch M, Spix C, Spors B, Staatz G, Vogl T,
Wagner J, Weisser G, Zeeb H, Blettner M. Erratum to: Risk of cancer incidence before the age of 15 years after
exposure to ionising radiation from computed tomography: results from a German cohort study. Radiation and
environmental biophysics. 2017;56(3):293-7.

Petersen |, Kaatsch P, Spix C, Kollek R. Return and Disclosure of Research Results: Parental Attitudes and
Needs Over Time in Pediatric Oncology. The Journal of pediatrics. 2017;191:232-7.

References



References

154 Literatur / References

45,

46.

47.

48.

49.

50.

51.

52.

Ripperger T, Bielack SS, Borkhardt A, Brecht IB, Burkhardt B, Calaminus G, Debatin KM, Deubzer H, Dirksen
U, Eckert C, Eggert A, Erlacher M, Fleischhack G, Fruhwald MC, Gnekow A, Goehring G, Graf N, Hanen-
berg H, Hauer J, Hero B, Hettmer S, von Hoff K, Horstmann M, Hoyer J, lllig T, Kaatsch P, Kappler R, Kerl K,
Klingebiel T, Kontny U, Kordes U, Korholz D, Koscielniak E, Kramm CM, Kuhlen M, Kulozik AE, Lamottke B,
Leuschner |, Lohmann DR, Meinhardt A, Metzler M, Meyer LH, Moser O, Nathrath M, Niemeyer CM, Nustede
R, Pajtler KW, Paret C, Rasche M, Reinhardt D, Riess O, Russo A, Rutkowski S, Schlegelberger B, Schnei-
der D, Schneppenheim R, Schrappe M, Schroeder C, von Schweinitz D, Simon T, Sparber-Sauer M, Spix C,
Stanulla M, Steinemann D, Strahm B, Temming P, Thomay K, von Bueren AO, Vorwerk P, Witt O, Wlodarski
M, Wossmann W, Zenker M, Zimmermann S, Pfister SM, Kratz CP. Childhood cancer predisposition syndro-
mes-A concise review and recommendations by the Cancer Predisposition Working Group of the Society for
Pediatric Oncology and Hematology. American journal of medical genetics Part A. 2017;173(4):1017-37.

Scholz-Kreisel P, Spix C, Blettner M, Eckerle S, Faber J, Wild P, Merzenich H, Hennewig U. Prevalence of
cardiovascular late sequelae in long-term survivors of childhood cancer: A systematic review and meta-ana-
lysis. Pediatric blood & cancer. 2017;64(7).

Steliarova-Foucher E, Colombet M, Ries LAG, Moreno F, Dolya A, Bray F, Hesseling P, Shin HY, Stiller CA,
contributors IICC. International incidence of childhood cancer, 2001-10: a population-based registry study.
The lancet oncology. 2017;18(6):719-31.

Faber J, Wingerter A, Neu MA, Henninger N, Eckerle S, Munzel T, Lackner KJ, Beutel ME, Blettner M, Rath-
mann W, Peters A, Meisinger C, Linkohr B, Neuhauser H, Kaatsch P, Spix C, Schneider A, Merzenich H,
Panova-Noeva M, Prochaska JH, Wild PS. Burden of cardiovascular risk factors and cardiovascular disease
in childhood cancer survivors: data from the German CVSS-study. Eur Heart J. 2018.

Grabow D, Kaiser M, Hjorth L, Byrne J, Alessi D, Allodji RS, Bagnasco F, Bardi E, Bautz A, Bright CJ, de
Vathaire F, Feijen EAM, Garwicz S, Hagberg O, Haupt R, Hawkins MM, Jakab Z, Kremer LCM, Kuehni CE,
Kuonen R, Lahteenmaki PM, Reulen RC, Ronckers CM, Sacerdote C, Vu-Bezin G, Wesenberg F, Wiebe T,
Winter DL, Winther JF, Zaletel LZ, Kaatsch P. The PanCareSurFup cohort of 83,333 five-year survivors of
childhood cancer: a cohort from 12 European countries. European journal of epidemiology. 2018.

Hoffmann |, Diefenbach C, Graf C, Konig J, Schmidt MF, Schnick-Vollmer K, Blettner M, Urschitz MS.
Chronic health conditions and school performance in first graders: A prospective cohort study. PloS one.
2018;13(3):e0194846.

Scholz-Kreisel P, Kaatsch P, Spix C, Schmidberger H, Marron M, Grabow D, Becker C, Blettner M. Second
primary cancer after childhood cancer in Germany 1980-2014 — a registry based analysis Deutsches Arzte-
blatt. 2018;(accepted).

Steliarova-Foucher E, Colombet M, Ries LAG, Hesseling P, Moreno F, Shin HY, Stiller CA. International Inci-
dence of Childhood Cancer, Volume Il (electronic version). 2017 accessed [20.6.2017].









	Leere Seite
	Leere Seite
	Leere Seite

