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CASBDEFINITIONS

Personageat diagnosis
Children 0-14.99years) Adolescents1(5-19.99yearg, and AdultsZ0 and moreyears.

Personresident status
The person diagnosed part of the permanent resident population (i.e. the dominator for
calculation of event rates):
>Swiss citizenwith main place of residency in Switzerland
>Foreign citizens with an annual or a permanent residence permit for at least twelve months
(Pemit B or C or FDFI®Y [international civil servants, diplomats and their family members]).
>Foreign citizens with a shet¢rm residence permit (Permit L) for a cumulative length of stay of
at least twelve months.
>Foreign citizens seeking asylum (Pérfior N) with a total length of stay of at least twelve
months.

No veto from patient
Thediagnosedgersondid not veto registratiorof his or her datdoeforethe end ofthe three months
waiting period after the date of patient information

Reportable thgnosed aoplasns®
ICD-10

All malignant neoplasms  C00-C97  [exceptBasal celskincarcinoman Adultg

All arcinoma insitu DO00-D09
Benign neoplasms D32 (Meninges)
D33 (Brain and other parts of central nervous
system)
D35 (Other and unspecified endocrine glands)

[restricted to D35.2ituitary glandn Adultg

All Neoplasms of uncertainD37—-D48  [except Monoclonal gammopathy D47.2
or unknown behaviour
D61 (Other aplastic anaemiasp{ceptin Adults]
D76 (Certain diseases involving lymphoreticular
tissue and reticulohistiocytic system)
[exceptin Adults]

! Ordinance of 19.12.2008 on the Federal Population Census, Article 2 Letter d.

2 International civil servants, diplomats and their family membeith undefined regionalresponsibility of the egistry
are excluded.

3 Onlyverifieddiagnoses are reportable
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PATIENDATA
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FamilyNames)

Variable number: 1.1.1
Itemlength: 255
Iltem format: Text

Definition
The data item records thiamily name(last name or surnamejt the time of diagnosis

Rational
Theinformation servesaspersonalidentifier.

Code examples”
Mdaller
Muller-Rochat
Muller Rochat

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

Notes

>More than a singldamily namemay optionallybe registered peperson (i.ethepersoin s f ami | y
namehistoryat different times, or name variants/spellings at the same fjime

>|f the patient hasnore than a singleeportable diagnosis the family name at diagnosisnay be
different in eachcase
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First Namégs)

Variable number: 1.1.2
Itemlength: 255
Iltem format: Text

Definition
The data item records the first name at the tirokediagnosisOne or more names may be recorded.

Rational
The data item is used to differentiate betweearpors with the same last name.

Code examples”
Daniel

Daniel Peter
Maria A. Ursula

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

Notes

>Official as well as inofficial (chosen) first names the persori s f i rhistory ahdifferent
times, or name variants/spellings at the same time, n@ytionally be registered to facilitate
identification.

>|f the patient has more than a singleportable diagnosis, theirst name at diagnosisnay be
different in each case.
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Sex

Variable number: 1.2
ltemlength: 1
Item format: Numeric

Definition
The data i tem rsexatthetdne oftdidgeosiper son’ s

Rational
Theinformationis usedto compare cancer rates and outcomesdgx

Code Label

1 Male

2 Female

3 Other (e.g. hermaphroditetranssexual born male; transsexualporn female
biological sex not same as salsigned sexgenetic sex differs from sex assigneq
birth; etc)

9 Unknown(not statedin record9

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes
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Date of Birth

Variable number: 1.3.1
Itemlength: 10
Item format: Date(dd.mm.yyyy)

Definition
The data item recordihe date of birth.

Rational
Theinformation is used formpersonidentification and to compare cancer rates and outcomes by
birth cohort.

Code examples® Description

01.01.2005 Note:for single digit day or month, record with a leading 0

15.01.2005 Note: if exact day unknownset day as I5of the respective month.

30.06.2005 Note: if exact day and month unknowrset date as 30of June of the respective yeal

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRTh truncated formwith day setto unknown
(i.e. 19 for all cases

References

Notes
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Accuracyor date of birth

Variable number: 1.3.2
Item length: 1
Item format: Number

Definition
The data itemndicates the accuracy of the date of birth.

Rational
The informations usedo identify case groupahere age or time period is not known with certainty
(e.g. for sensitivity analyses)

Code Label Description

0 Exact date All date components are known.

1 Day uncertain The day in date is imputed.

2 Day/Month uncertain | The dayand month in date are imputed.
3 Estimated date All date components are imputed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
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OAShumber*

Variable number: 1.4
Itemlength: 13
Iltem format: Text

Definition
The official 13digit unique person identification numbe©ASIQId-Age and Survivors' Insurance

Rational
The data item is used taniquely identify the prson

Code structure | Xn-12 Xn-11 Xn-10 Xn-9 Xn-8 Xn-7 Xn-6 Xn-5 Xn-4 Xn-3 Xn-2 Xn-1 Xn
Description Country Person Control number

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT TheNKRSONECSNRWiIll usea

pseudnymized number only.

References
>Artikel 50c des Bundesgesetzes vomR€zember 1946 (SR 831.10) Uber die Altensl Hinterlassenenversicherung.

Notes
>0ASIn German/French, ItalialAHV/AVS.
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Street namé

Variable number: 1.5.1
Item length 255
Item format Text

Definition
The data item records thdreet nameof the address at the time of diagnosis

Rational
Addressinformation indicates referral patterns and allows for the analysis of cancer clusters or
environmental studies.

Code examples”
Bahnhoftrasse

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

Notes

>|f more than a single diagnosis is registered per persmaddress may be different for eachse

>Additionaladdresses abther points intime mayoptionallybe recordedto facilitate the matching
of new information topersonsalready registered

>Addressesnay be specifiedas a historyincluding arrival, moving and last validatedate of
residence.
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Street numbet

Variable number: 1.5.2
ltemlength: 10
Item format Alphanumeric

Definition
The data item records thdreet numberof the address at the time of diagnosis.

Rational

Address informationindicates referral patterns and allows for the analysis of cancer clusters or
environmental studies.

Code examples*
10a

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

Notes
>|f more than a single diagnosis is registered per person, the address may be different for each case.
>Additional addresses at other points in time nuptionallybe recorded tofacilitate the matching
of new information to persons already registered.
>Addressesnay be specifiedas a history including arrival, moving and last validated date of
residence.
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Extra address lirfe

Variable number: 1.5.3

Item length: 255
Iltem format: Text

Definition
The data item recordadditional linef thep a t i &ldréss a the time of diagnosis.

Rational

Address information indicates referral patterns and allows for the analysis of cancer clusters or
environmental studies.

Code examples*
Postlagernd

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References
>,

Notes
>|f more than a single diagnosis is registered per person, the address may be different for each case.
>Additional addresses at other points in time nuptionallybe recorded tofacilitate the matching
of new information to persons already registered.
>Addressesmay be specifiedas a history including arrival, moving and last validated date of
residence.
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Postcod&

Variable number: 1.6
Item length 4
Item format Number

Definition
The data item records the@r-digit postcodeof the address at the time of diagnosis

Rational

Address information indicates referral patterns and allows for the analysis of cancer clusters or
environmental studies.

Code examples” | Description

1000 Situated inLausanne

1003 Situated inLausanne

1004 Situated inLausanne

1005 Situated inLausanne

1006 Situated inLausanne

1007 Situated inLausanne

1008 Situated inJouxtensMézery

9657 Situated inWildhausAlt St. Johann
9658 Situated inGams

9658 Situated inGrabs

9658 Situated inWildhausAlt St. Johann

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References
>https://www.bfs.admin.ch/bfsstatic/dam/assets/4242620/mastfast access?27.11.2018]

Notes
>|f more than a single diagnosis is registered per person, the address may be different for each case.
>Additional addresses at other points in time nugtionally be recorded tofacilitate the matching
of new information to persons already registered.
>Addressesnay be specifiedas a history including arrival, moving and last validated date of
residence.
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City/Municipality name

Variable number: 1.7
Item length: 255
Iltem format: Text

Definition
The data item records thESCCity/Municipalitynameof the address at the time of diagnosis.

Rational

Address information indicates referral patterns and allows for the analysis of cancer clusters or
environmentalstudies.

Code examples”
Aeugst am Albis
Affoltern am Albis
Bonstetten
Hausen am Albis

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References
>https://www.bfs.admin.ch/bfsstatic/dam/assets/4242620/mastfast access: 27.11.2018]

Notes

>|f more than a single diagnosis is registered per person, the address may be diffeesath case.

>Additional addresses at other points in time nuptionallybe recorded tofacilitate the matching
of new information to persons already registered.

>Addressesnay be specifiedas a history including arrival, moving and last validatiede of
residence.
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Canton number

Variable number: 1.8
Item length 2
Item format Number

Definition
The data item records thESO canton number ttie address athe time of diagnosis

Rational

Address information indicates referral patterns aaliows for the analysis of cancer clusters or
environmental studies.

Code examples” | Label Description
1 ZH Zurich

2 BE Bern / Berne
25 GE Genéve

26 JU Jura

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References
>FSOhttps://www.bfs.admin.ch/bfs/de/home/grundlagen/raumgliederungen.htiffhstaccess4.2.19]

Notes
>If more than a single diagnosis is registered per person, the address may be different for each case.
>Additional addresses at other points in time nogtionallybe recorded tofacilitate the matching
of new information to persons already registered.
>Addressesnay be specifiedas a history including arrival, moving and last validated date of
residence.
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FSQOty/Municipalitynumber

Variable number: 1.9
Item length 4
Item format Number

Definition
The data item records thESO cityunicipalitynumberof the addressat the time of diagnosis

Rational

Address information indicates referral patterns and allows for the analysis of cancer clusters or
environmental studies.

Code examples” | Label

1 Aeugst am Albis
2 Affoltern am Albis
6809 Haute-Ajoie

6810 La Baroche

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References
>FSOhttps://www.bfs.admin.ch/bfsstatic/dam/assets/4242620/mastfastaccess: 27.11.2018]

Notes
>|f more than a single diagnosis is registered per person, the address may be different for each case.
>Additional addresses at other points in time nuptionally be recorded tofacilitate the matching
of new information to persons already registered.
>Addressesnay be specifiedas a history including arrival, moving and last validated date of
residence.
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Place of birth

Variable number: 1.10
Item length 4

Item format: Number
Definition

Thedate item records thé=-SO city/municipality numbef place ofbirth if the personwas bornin
Switzerland or the FSCcountry numberof birth, if the country of birth is noBwitzerland or if the
birth place in Switzerlant not stated

Rational

This data item is used to evaluate medical care delivery to special populations and to identify
populations at special risk for certain cancers

Code Label Description

examples”

1 Aeugst am Albis FSCeity number(born in CH)

2 Affoltern am Albis FSO city numbgborn in CH)
FSO city numbdiborn in CH)
6809 Haute-Ajoie FSO city numbgborn in CH)
6810 La Baroche FSO city numbgborn in CH)
8100 Switzerland FSO euntry code(born in CH)unspecified
8201 Albania FSO country cod@ot born in CH)
FSO country cod@ot born in CH)
8703 French Southern and Antarctic Landg FSO country cod@ot born in CH)
9999 Unknown(not stated in patient record] FSO country cod@ot born in CH)

#: onlyexamples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References
>https://www.bfs.admin.ch/bfsstatic/dam/assets/4242620/mastfast access: 27.11.2018]

Notes
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Nationality

Variable number: 1.11
Item length 4
Item format Number

Definition
The data item records thESO country number of theepr s mationality at time of diagnosis

Rational

This data item is used to evaluate medical care delivery to special populations and to identify
populations at special risk for certain cancers

Code examples” | Label

8100 Switzerland

8201 Albania

8202 Andorra

8701 Antarctica

8702 Bouvet Island

8703 French Southern and Antarctic Lands
9999 Unknown(not stated in patient record)

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References
>https://www.bfs.admin.ch/bfsstatic/dam/assets/3644516/mastfast access: 27.11.2018]

Notes
>|f more than a single diagnosis is registered per person, the nationality may be different for each
case.
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Civil status

Variable number: 1.12
Item length 1
Item format Number

Definition
The data item records thewl! statusat the time of diagnosiasing FS®opulation and Households
Statisticscategories

Rational

Studies have shown that the civil status has significant impacts on the survival of various.cancers
Civil status facilitatedata linkage to the officigdwiss Vital Statistics

Code Label Description

1 Never Married

2 Married

3 Widowed

4 Divorced

5 Annulled marriagé& Der Zivilstand «Unverheiratet» kann als Folge ei

Ungultigkeitsklarung der letzten Ehe oder als Folge e
Verschollenerklarung des letzten Ehepartners bzw. detzten
Ehepartnerin entstehen.

6 Registered partnership
7 Dissolved partnership
9 Unknown Not stated / Not assessed.
* Ger man: “Unver heiratet?”; French: “Non mari é&"”

National usage
Thevariableis to be submitted to theNKRSONEESNRT

References

>Amtlicher Katalog der Merkmal&undesamt fir Statistik (BFS). Neuchatel, 208BN: 97&8-303-005040.
>https://lwww.bfs.admin.ch/bfs/de/home/statistiken/bevoelkerung/erhebungen/statpop.htfldst accessl3.5.2019]

Notes
>|f more than a single diagnosis is registered per person, the civil status may be different for each
case.
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Vital status

Variable number: 1.13

Definition

Item length 1
Item format Number

The data item records thdtal status & the date of reference

Rational

Essentiainformation forprevalence statistics angurvival studies.

Code Label Description

1 Alive Person islive at vital status update.

2 Dead Person iglead at vital status update.

3 Lost to followup Personhas moved out of Switzerland. Date of reference is the last ¢
when the personwasknown to bealive.

9 Unknown Vital status could not be traced by any typeupidate procedure

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes

>Vital status must be updated on a regular basis, at least annually.

NationalCancer Data Dictionary 26 Basic variables



Date for vital status

Variable number: 1.14.1
Item length 10
Item format Date(dd.mm.yyyy)

Definition
The data item&cords the date of last vital status updaiethe date of death

Rational
Theinformationisrequiredfor prevalence statistics and survival time analyses

Code examples” Description

01.01.2005 Note:for single digit day or month, record with a leading 0

15.01.2005 Note: if exact day unknowpset day as 15of the respective month.

30.06.2005 Note: if exact day and month unknowset date as 30 of June of the respective yea|

#: only examples are shown to reduce table size

National usage

The variable is to be submitted to tiNKRSONEESNRTNh truncatedform, with day set to unknown
(i.e.15) for all casesln addition, heaccompanyingge in days will beubmitted to theNKRSONEE
SNRT

References

Notes
>Vital status must be updated on a regular basis, at least annually.

NationalCancer Data Dictionary 27 Basic variables



Accuracy for date oftal status

Variable number: 1.14.2
Item length: 1
Item format: Number

Definition
Indicates the accuracy of the daterefference for the given vital statusd the patient.

Rational

The data item is used to identify groupspattients where aggor time periods are not known with
certainty (e.g. for sensitivity analyses).

Code Label Description

0 Exact date All date components are known.

1 Day uncertain The day in date isnputed.

2 Day/Month uncertain | The day and month in date amaputed.
3 Estimated date All date components arenputed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
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Cause of death (Registgised*

Variable number: 1.15
Item length 5
Item format Alphanumeric

Definition

The data itemndicates thelnternational Classification of Diseas#S[j code for the primary cause
of death, according to the cancer registijo code with three digits is sufficiefgxception see
Notes) To codeonly cases withcancer as cause of death is sufficiefite item is entered without
decimal point.

Rational
The cancer registry may have more accurate informatiothercause of deathhanis providedon

the death certificate It opens the possibility to collaborate with the FSO in correcting the official
vital statistics.

Code Label

examples”

B17 Other acute viral hepatitis

B24 Unspecified human immunodeficiency virus [HIV] disease

C32 Malignant neoplasnof middle lobe,bronchus or lung

Z99 Dependence on enabling machines and devices, not elsewhere classified

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References
>|CD:https://icd.who.int/browse10/2016/en[last accessed: 27.12.2018]

Notes
>Mesothelioma of pleurdC450) and mlignant neoplasm of pleur@C384 must be recordedavith
four digits.
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Princial cause of death

Variable number: 1.16
Item length: 5
Item format: Alphanumeric

Definition

The data item records thinternational Classification of Diseases (ICi)cpal cause of death
according to Swiss Feder@tatistical Office (SFSQhis is the underlying diseasigat caused all
other ailments within a logical chain and is considered as the nuawsal cause of deatiThe

official namein Germaris®* endgul t i g e amdo ¢h e $ ulaecaumatiihade de décgand

i n | tcaud finaladi morte’. Thedataitem is entered without decimal point.

Rational

The principal cause of deatldetermined from cause ofdeath certificate informationusing
international guidelinesforms the basis of the official cancer mortality statistics

Code Label

examples”

A000 Cholera due to Vibrio cholerae 01, biovar cholerae

A001 Cholera due to Vibrio cholerae 01, biovar el tor

Z998 Dependence on other enabling machines and devices
Z999 Dependence on unspecified enabling machine and device

#: only examples are showa reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

> https://icd.who.int/browse10/2016/en[last accessed: 27.12.2018].

>Richtlinien fur die arztlich8escheinigung der Todesursachen. Bundesamt fur Statistik (BFS). Reihe: Statistik der
Schweiz. Fachbereich: 14 Gesundheit. Bern 1996. ISBO&B10251.

>Richtlinien zur Kodierung der Todesursachen nach ded(cd{dassifikationBundesamt fiir StatistiBFS). Stahder
Uberarbeitung: 5.7.2011.

Notes
>t is required that he official vital statistics issued annually by the SIE3i@ked to the registry
dataset.
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Underlying cause of death

Variable number: 1.17.1
Item length: 5
Item format: Alphanumeric

Definition

The data item records thimternational Classification of Diseases (IQD)gry cause of deatfrom

the cause ofdeath certificateaccording to Swiss Federal Office of Statisii¢se official name in
German is “Grundkr aandki me iFtr.en@hmhurf Mad saalc leeaindni t i al
in I'talian “ Mal at t The itemisiertered Witbout decianal pomt. pr i mar i a”

Rational

Thisinformation is required to identify missed cancer diagnoses. It is also used to estimate the
number of existing cancer diagnoses that were not captured by registration.

Code Label

examples”

A000 Cholera due to Vibrio cholerae 01, biovar cholerae

A001 Cholera due to Vibrio cholerae 01, biovar el tor

Z998 Dependence on other enabling machiresd devices

Z999 Dependence on unspecified enabling machine and device

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>https://icd.who.int/browse10/2016/en[last accessed: 27.12.2018].

>Richtlinien fur die arztliche Bescheinigung der Todesursachen. Bundesamt fur Statistik (BFS). Reihe: Statistik der
Schweiz. Fachbereich4 Gesundheit. Bern 1996. ISBN8(8-140251.

>Richtlinien zur Kodierung der Todesursachen nach ded(cd{assifikationBundesamt fiir Statistik (BFS). Stand der
Uberarbeitung: 5.7.2011.

Notes
>|t is required that the official vital statistics issuathaally by the SFSO is linked to the registry
dataset.
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Intermediate cause of death

Variable number: 1.17.2
Item length: 5
Item format: Alphanumeric

Definition

The data item records thinternational Classification of Diseases (IGfprdary cause of death

from the cause ofdeath certificateaccording to Swiss Federal Office of Statistibe official name

in Germanis“* Fol gekrankhei t, unmittehbdiame FUesalk hé Md
secondair e, causedi dai leatl e acdu “Matasti a seconda:
The item is entered without decimal point.

Rational

This information igequiredto identify missed cancer diagnoses. It is also used to estimate the
number of existing cancer diagnoses that were not captured by registration.

Code Label

examples”

A000 Cholera due to Vibrio cholerae 01, biovar cholerae

A001 Cholera due to Vibrio cherae 01, biovar el tor

Z998 Dependence on other enabling machines and devices
Z999 Dependence on unspecified enabling machine and device

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>https://icd.who.int/browse10/2016/en[last accessed: 27.12.2018].

>Richtlinien fur die arztliche Bescheinigung der Todesursachen. Bundesamt fur Statistik (BFS). Retlie d&tati
Schweiz. Fachbereich: 14 Gesundheit. Bern 1996. ISBO&B10251.

>Richtlinien zur Kodierung der Todesursachen nach ded(cd{assifikationBundesamt fiir Statistik (BFS). Stand der
Uberarbeitung: 5.7.2011.

Notes
>|t is required that the officiatause of deatlstatistics issued annually by the SFSO is linked to the
registry dataset.
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First concomitant cause of death

Variable number: 1.17.3
Item length: 5
Item format: Alphanumeric

Definition

The data item records thiternational Classification of Diseases (I@i3) fertiary cause of death

from the cause ofdeath certificateaccording to Swiss Federal Office of Statistibe official name
inGermans” Begl ei t k andintk hFeri @ el ,“ Ma | aahdien clotnacloima nt a“nM
c 0 n ¢ 0o miTheatentis ehtered without decimal point.

Rational

This information igequiredto identify missed cancer diagnoses. It is also used to estimate the
number of existing cancer diagses that were not captured by registration.

Code Label

examples”

A000 Cholera due to Vibrio cholerae 01, biovar cholerae

A001 Cholera due to Vibrio cholerae 01, biovar el tor

Z998 Dependence on other enabling machines and devices
Z999 Dependence on unspecified enabling machine and device

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>https://icd.who.int/browse10/2016/en[last accessed: 27.12.2018].

>Richtlinien fur die arztliche Bescheinigung der Todesursachen. Bundesamt fur Statistik (BFS). Reihe: Statistik der
Schweiz. Fachbereich: 14 Gesundheit. Bern 1996. ISBO&B10251.

>Richlinien zur Kodierung der Todesursachen nach derlCGRlassifikationBundesamt fiir Statistik (BFS). Stand der
Uberarbeitung: 5.7.2011.

Notes
>|t is required that the official vital statistics issued annually by the SFSO is linked to the registry
dataset
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Second concomitant cause of death

Variable number: 1.17.4
Item length: 5
Item format: Alphanumeric

Definition

The data item records thénternational Classification of Diseases (IG&psd tertiary cause of
deathfrom the cause ofdeath certificateaccording to Swiss Federal Office of Statisfite official
name in German is “Begleitkrankheiten”, and
“Mal at t i e cTbentemiswentérednvithout decimal point.

Rational

This information igequiredto identify missed cancer diagnoses. It is also used to estimate the
number of existing cancer diagnoses that were not captured by registration.

Code Label

examples”

A000 Cholera due to Vibrio cholerae 01, biovar cholerae

A001 Cholera due to Mrio cholerae 01, biovar el tor

Z998 Dependence on other enabling machines and devices
Z999 Dependence on unspecified enabling machine and device

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>https://icd.who.int/browse10/2016/en[last accessed: 27.12.2018].

>Richtlinien fur die &rztliche Bescheinigung der Todesursachen.eBand flr Statistik (BFS). Reihe: Statistik der
Schweiz. Fachbereich: 14 Gesundheit. Bern 1996. ISBO&B10251.

>Richtlinien zur Kodierung der Todesursachen nach defdE{assifikationBundesamt fiir Statistik (BFS). Stand der
Uberarbeitung: 5.7.201.

Notes
>|t is required that the official vital statistics issued annually by the SFSO is linked to the registry
dataset.
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ICDversion for causes of death

Variable number: 1.18
Item length: 2

Item format: Number
Definition

The data item records the version of tiheernational Classification of diseases published by the
World Health Organization (WHO)

Rational

The development of the medical diagnoses over time requires regular adaptions of the International
Classificatiorof diseasesSwitzerland used the IC®for the coding of causes of death until 1994.
Since 1995, the classification of causes of death in Switzerfahdsed on the World Health
Organisation's (WHO) international statistical classification of diseases and related health problems,
10th revision (ICR0).

Code Label

8 ICD8 Swiss version
10 ICD10 WHO

11 ICB11 WHO

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>https://www.who.int/classifications/icd/en/[last accessed: 27.12.2018].
>https://www.bfs.admin.ch/bfs/de/home/statistiken/gesundheit/erhebungen/ecod.htifithst accessed: 29.12.2018].

Notes

>An adapted version of the IGPWHO was used in Switzerland.
>Version ICE® was not used in Switzerland to code the cause of death.
>The date of death is the te of reference for the relevant |IGErsion.
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DIAGNGOS
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Date of inforning the patiert

Variable number: 2.1
Item length: 10
Item format: Date(dd.mm.yyyy)

Definition

The data item records the date when the patient was inforraedording to KRG Af.and KRV Art.

133Thi s date i s a mand aedxalrgcorgs.dhetphysician reshoasiblp oot i e n-
inform the patient about the diagnosis is also responsible to inform about patetavant aspects

of the cancer registration law, and to ensulocumentation of the date.

Rational
Theinformation defines the start of the waitingeriod for a potential patient veto to registration

Code examples” Description
01.01.2005 Note: for single digit day or month, record with a leadizgyo.

#: onlyexamples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

Notes

>Partially known dates are not accepted. Day, month and yeatdbs decidedIf the exact day is
not known, the last day in the respective month has to be coded.

>Not mandatory if the patient has died before he or she could be informed.
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Date ofnotification

Variable number: 2.2
Item length: 10
Item format: Date(dd.mm.yyyy)

Definition
The data item records the date when thase wadirst notified tothe registry.

Rational

The time between incidence amdgistry notificationis an important indicator for the timeliness of
the registration process. It is also required foressment of completeness of case ascertainment.

Code examples” Description
01.01.2005 Note: for single digit day or month, record with a leadingro.

#: only examples are shown to reduce table size

National usage

The variable is to be submitted to tiNKRSONEESNRTN truncated formwith day set to unknown
(i.e. 15)for all casesln addition, the accompanying age in days will be submitted ttN(RSONEE
SNRT

References

Notes

>The date ohotificationmaybe before the date when the waitingeriodfor potential patient veto
to registration ends

>Partially known dates are not accepted. Day, month and year has to be decided
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Date ofincidence

Variable number: 23.1
Item length 10
Item format Date(dd.mm.yyyy)

Definition
Thedata item records thelefinite date of diagnosis. It is the dataf the first event (of the six listed
below) to occur chronologically. If an event of higher priority occurs within three months of the date
initially chosen, the date of the higher priority event should take precedence. Order of declining
priority:
1. Date of first histological or cytological confirmation of this malignancy (with the exception of histology or cytology
at autopsy). This date should be, in the following order:
a) date when the specimen was taken (biopsy)
b) date of receipt by the pathobist
c) date of the pathology report.
2. Date of admission to the hospital because of this malignancy.
3. When evaluated at an outpatient clinic only: date of first consultation at the outpatient clinic because of this
malignancy.
4. Date of diagmais, other than 1, 2 or 3.
5. Date of death, if no information is available other than the fact that the patient has died because of a malignancy.
6. Date of death, if the malignancy is discovered at autopsy.

Rational

Thetiming for staging and treatment begins with the dateinfidence Date of incidence is the
starting point to calculate survival time.

Code examples” Description

01.01.2005 Note: for single digit day or month, record with a leading 0

15.01.2005 Note:if exact day unknownset day as I'Sof the respective month.

30.06.2005 Note: if exact day and month unknowiset date as 3Dof June of the respective yea|

#: only examples are shown to reduce table size

National usage

The variable is to be submitted to tiNKRSONEESNRTN truncated formwith day set to unknown
(i.e.15) for all cases

References
>Reommendation issued by ENGRtps://encr.eu/working-groupsandrecommendations

Notes

>There are cases where in situ” or “highly suspic
cancer (e.gif invasive parts are founduring the operatiof Only the date of invasive diagnogshevalid
date of diagnosis

n
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Accuracy for date of incidence

Variable number: 2.3.2
Item length: 1
Item format: Number

Definition
The data itemndicates the accuracy of the dateiotidence

Rational

Theinformation is used to identifjcasegroups where ages or time periods are not known with
certainty (e.g. for sensitivity analyses).

Code Label Description

0 Exact date All date components are known.

1 Day uncertain The day in date isnputed.

2 Day/Month uncertain | The day and month in date amaputed.
3 Estimated date All date components arenputed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
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Age atincidence

Variable number: 24
Item length 5
Item format Number

Definition
Thedata item indicates th@ge atthe date ofincidence exact to the number of days

Rational
Theinformationis used to compare cancer rates and outcomesadp

Code examples” | Description
0 Diagnosedn uteroor at day of birth
99999 Unknown(Not stated / Not assessed)

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes
>|fmore than a single diagnosis is registered per pertioen the age aincidencemay be different
in each case
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DCN flag

Variable number: 2.5
Item length: 1
Item format: Number

Definition
The data itemdentifies cases that first come to attention of the registries from death certificates
(DeathCertificate Notification)

Rational

Unexpected high proportions of cases that first come to attention of the registries from death
certificates are a potential problem for completeness of case ascertainment. DCN cases have to be
traced back in order torid better information on this diagnosis (e.g. the incidence date). Cases with
unsuccessful trace back are defined as DCO (Death Certificate Only), which serve as a quality
measure for cancer registration.

Code Label Description
0 No Not a DCN case.
1 Yes DCN case.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Bray, F and Parkin, DM. Evaluation of data quality in the cancer registry: Principles and methods. Part I: Comparability,
validity and timeliness. EuiChancer 2008; 45: 74755.

>Parkin, DM and Bray, F. Evaluation of data quality in the cancer registry: Principles and methods. Part Il: Completeness.
Eur J Cancer 2008; 45: 7564.

Notes
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Method of first detection

Variable number: 2.6
Item length 1
Item format Number

Definition
The data itenrecordsthe method or circumstance by which the case came to medical attention
and the cancer was first diagnosed.

Rational
The information facilitates the interpretation of cancer incidence trends and the eatdun and
monitoring of organized cancer screening programmes

Code | Label Description
1 Clinical symptoms Clinical symptoms related to the tumour.
2 Incidental discovery Diagnosis on the occasion of surveillance/treatment for another dise

incl. tumour aftercare for a previous primary tumour, routine medi
consultaion/routine checkup, surgery.
3 Organised screening Screening programmes organized at national or regional level, witl
program explicit policy, that includes several essenti@lements from target
population to treatment. Screening refers to a targeted examination/sea
for an asymptomatic tumour.
4 Opportunistic screening Screening outside an organized or populatlmased screening programm
as a result of, for example racommendation made during a routine mediq
consultation/checkup for the woman, on the basis of a possibly increa
risk for developing cervical cancer or by selerral. Screening refers to
targeted examination/search for an asymptomatic tumour.

5 Selfexamination Use this code if it is known that the chain of events leading to a diagno
cancer was a sedxam by the patient (e.g. a lump in the breasts, or a ¢
lesion).

6 Death with autopsy Cancer diagnosed after death.

7 Death withoutautopsy | Cancer diagnosed after death.

8 Other

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>|ARC Handbooks of Cancer Preventigri 7,10, 17 etc Lyon,http://publications.iarc.fr/BookAnd-ReportSeries/lare
HandbooksOf-CancefPrevention

>Erlauterungen zur KRV (11.4.20H)l, BAG.

Notes
>Registratiorof specific screening methods (i.e. occult blood test, colonoscopy, mammography, PSA
test, etc.) has been postponed to future revisions of KRGKRYV.
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Most valid basis of diagnosis

Variable number: 2.7
Item length 2
Item format Number

Definition
Thedata item recordg¢he most valid diagnostic procedure mhich the tumour was confirmed
Validity increases from codes 0 to 7.

Rational
The informationindicatesthe precisionand reliabilityof the diagnosis.

Code | Label Description

0 DeathCertificate OnIy The only idormation to the registry is from a death certificate.

1 Clinical Diagnosis made before death without diagnostic methods 2 tq

2 Clinical investigation Clinical methods such as endoscopy, exploratory surgery
autopsy, without tissue diagnosis.

3 Imaging Radiology and other imaging techniques without microscq

confirmation.Code 3 is not part of the ENCR recommendatiof
ICDO. The quality of diagnostic imaging in some cases m
detailed differentialdiagnosis possible with a clinical impact eq
to that of microscopic examination.

4 Specific tumour markers Positive laboratory testmarker studies

5 Cytology Positive cytologyfluid cells microscopically examined)

6 Histology of metastasis Positive histology from a metastasigissue microscopicall)
examined)

7 Histology of primary tumour | Positive histology from the primary tumo(tissue microscopically
examined).

9 Unknown Basis of diagnosis not stated.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Recommendation issued by ENQBIQ)https://encr.eu/workinggroupsandrecommendations
> International classificatioof diseases for oncology (1€D)— 3rd edition, 1st revision (2011$éctior4.5).

Notes

>Code 3 for Imaging does not imply higher validity as compared with code 2 for Cinical Investigation.
In reporting the most valid basis of diagnosisgde 3 casemight have tabe combined with code 2
cases
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Diagnostic method(slsed

Variable number: 2.8
Item length 2
Item format Number

Definition
Theoptionaldata item ecordsall diagnostianethodsused

Rational
The informationis the basisfor decisionmakingon the most valid diagnostic procedure

Code Label

0 Death certificate notification

1 Clinical examination undefined

2 Clinical examination defined

3 Tumour clinically palpable

4 Radiodiagnostic of tumour (Xray)

5 Echography afumour (ultrasound, sonography)

6 Scintigraphy of tumour (e.g. MIBG)

7 CT scan of tumour

8 MRI scan of tumour

9 Specific imaging of tumour (e.g. PET/CT, SPECT, fluoreptieat imaginy
10 Imaging to determine spread of disease (metastases)

11 Endoscopy

12 Imaging NOS

13 Specific markers ( biochemical or immunological)

14 Cytogenetic analysis (karyotype)

15 Molecular markers (FISH, SNP, MLPA, PCR, DNA sequence etc.)
16 Cytology NOS / Blood smear / peripheral blood

17 Cytology of tumoufe.g. fine needle aspirate/ PAP)

18 Bone marrow aspirate

19 Bone marrow biopsy

20 Biopsy unspecified

21 Biopsy locoregional

22 Biopsy of metastasis

23 Biopsy of primary tumour

24 Biopsy and resection (z.B. melanoma)

25 Surgical tissue froraperation (e.g. neuroendocrine tumours)
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26 Autopsy with histological confirmation
99 Unknown

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

Notes

>This variable is optional.

>For this data itemaddress of theeporting institution(s)as well as report availability, report date,
and report resultgnay beregistered.

>Negative diagnostic tests before date of incideace notregistered.
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Diagnostignstitution(s)*

Variable number: 2.9
Itemlength: 255
Iltem format: Text

Definition
The data item records the name and addresstité responsible person and institutioand
submitting diagnostic information to the cancer registry

Rational

This information allows providing quality feedback to thas#itutions requesting it. It also allows
regional and national statistical reports on the relative contribution of different types of institutions
to diagnosing cancer.

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

>Medical practicesGLN (Global Location Numbejs refdata- https://www.refdata.ch/content/partner_d.aspx
Updates viadttps://refdatabase.refdata.ch/Service/Partner.asmx

>Hospitals official hospital listshttps://www.bag.admin.ch/bag/de/home/zahlemnd-statistiken/zahlerfakten-zu-
spitaelern/spital
suchen.exturl.html/aHROcDovL3d3dy5iYWctYW53LmEkbWIuLMNoLzIWMTZfdGEnbG/FiLzIwMTZfc3BpdGFsc3RhdGlz
dGIrL3BvcnRhbF9kZS5waHA _/cD1tYXBrdCZsYW5nPWRI.html

Notes

>Addreses will be taken fromationaluniform lists of health service providers

>Metadata for the institution responsible for diagnostican also be registered to facilitate the
exchange of information.

>The cancerggistriesdefine, and update on a regulaasis, the official address of all respiiis
persons and hospital uniubmitting cancer information.

>Multiple persons or institutions magptionallybe registered per diagnosis.
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https://www.bag.admin.ch/bag/de/home/zahlen-und-statistiken/zahlen-fakten-zu-spitaelern/spital-suchen.exturl.html/aHR0cDovL3d3dy5iYWctYW53LmFkbWluLmNoLzIwMTZfdGFnbG/FiLzIwMTZfc3BpdGFsc3RhdGlzdGlrL3BvcnRhbF9kZS5waHA_/cD1tYXBrdCZsYW5nPWRl.html
https://www.bag.admin.ch/bag/de/home/zahlen-und-statistiken/zahlen-fakten-zu-spitaelern/spital-suchen.exturl.html/aHR0cDovL3d3dy5iYWctYW53LmFkbWluLmNoLzIwMTZfdGFnbG/FiLzIwMTZfc3BpdGFsc3RhdGlzdGlrL3BvcnRhbF9kZS5waHA_/cD1tYXBrdCZsYW5nPWRl.html
https://www.bag.admin.ch/bag/de/home/zahlen-und-statistiken/zahlen-fakten-zu-spitaelern/spital-suchen.exturl.html/aHR0cDovL3d3dy5iYWctYW53LmFkbWluLmNoLzIwMTZfdGFnbG/FiLzIwMTZfc3BpdGFsc3RhdGlzdGlrL3BvcnRhbF9kZS5waHA_/cD1tYXBrdCZsYW5nPWRl.html

Rankof diagnosis

Variable number: 2.10
Item length: 2
Itemformat: Number

Definition
The data item records whether the diagnosis is thig2l9, etc. reportable primary neoplasnia the
patient s | 1 f et i me

Rational

The type and existenceof previously diagnosedeportable primaryneoplasmshas etiologic
significance.

Code Label Description

examples”

1 1st The 1st cancer diagnosisinthe patierg | i f et i me
2 2nd The 2nd cancer diagnosisinthepatierd | i f et i me
99 Unknown Rank of diagnosis not known.

#: only examples are shown to reduce tabiee

National usage
The variablewill be generated bythe NKRSONEESNRTand then reported back tothe cancer
registries

References
>http://www.iacr.com.fr/images/doc/MPrules_july2D4.pdf

Notes

>Only primary diagnoses will be counted chronologically. Primary diagnoses are defined according
to the International Rules for Multiple Primary Canc@sissued by IACR, IARC, and ENCR

>|f several primary diagnoses occur at the same time ntlest malignanhasthe lowest rank.
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Case number

Variable number: 2.11
Item length: 11
Item format: Number

Definition

The data itermmallocates a unique case number to the diagnoBiee numbemlsoindicatesthe FSO

canton number of thgatientaddress at the time of diagnodiy using the first two digits (e.01’

for cantonZH,“26” for cantonJU). ThéederalSwi ss Chi |l dhood Cancer Regi
two digits.

Rational
Thecasenumber serves as natiewide unique identifier of the diagnosis

Code examples* Description

09123456789 Hypothetical case number in the Cancer Registry responsiblgdtients diagnosed
while living in thecantonof ZG

09123456789 Hypothetical caseaumber in the Swiss Childhood Cancer Regigltry is responsible for
all diagnoses in Switzerland in patients below 20 years of age at diagnosis.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes
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AQLASSIFICATISMCD, ICiD)

> |t is not required to generate information solely for the purpose of cancer registration. Only if
relevant data items have already been assessed as part of diagnosis or treatmedinidings have
to be submitted to the responsible cancer registry.
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ICDversion

Variable number: 3.1
Item length 2
Item format Number

Definition
This data item records theevsion of thelnternational Classification of diseases published by the
World Health Organization (WH@sed to code the diagnosis

Rational

Thelnternational Classification of diseag@¢€D)is the most important classification of morbidities
worldwide. Itis uniaxial andorms the basis for most types ohncer reportingo inform cancer
control, research activity, treatment planning and health economiicss regularly updated to
include the progress in medical knowledge

Code Label Description

10 ICB10WHO English WHO version; or théficial (SFSQJanslationof the WHO versiomto
German(ICD10-GM), French and Italian.

11 ICD11 WHO

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>https://www.who.int/classifications/icd/en/[last accessed: 27.12.2018].
>https://www.bfs.admin.ch/bfs/de/home/statistilen/gesundheit/nomenklaturen/medkk/instrumenteedizinische
kodierung.html[last accessed: 29.12.2018].

Notes

>The German modification of IEID (ICBLO-GM) is used in Switzerland. IGD-GM is based on ICID (WHO) ands
issued by the'Deutsche Institut fur Medizinische Dokumentation und Informatio(DIMDI). DIMDI issues yearly
updates which are implemented in Switzerland every two years.

Notes
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https://www.bfs.admin.ch/bfs/de/home/statistiken/gesundheit/nomenklaturen/medkk/instrumente-medizinische-kodierung.html

ICDO version

Variable number: 3.2
Item length: 2
Item format: Number

Definition
The data itenrecords the version of the International Classification of Diseases for Oncology (ICD
0).

Rational

The International Classification of Diseases for Oncology@)Gga multiaxial classificatioooding
separately forthe site (topography) and the histwdy (morphology) of neoplasex The ICBO is
internationally recognized as the definitive classification of neoplaanis used by cancer
registries throughout the worldRegularlyupdates incorporate the progress in medical knowledge

Code Label Description
10 Version 1

20 Version 2

30 Version 3.0 WHO 2000
31 Version 3.1 Update 2011
32 Version 3.2 Update 2019

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, Parkin DM, Whelan S Ineditatmnal Classification of
Diseases for Oncologiird edition. Geneva, World Health Organization, 2000.

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, P¥tkivhelan S, editors. International Classification of
Diseases for Oncology, Third edition, first revision. Geneva, World Health Organization, 2011.

Notes
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ICD code

Variable number: 3.3
Item length 5
Item format Alphanumeric

Definition
Disease code of thdnternational Classification of diseases published by the World Health
Organization (WHPThe item is entered without decimal point.

Rational

The purpose of the ICD is to allow the systematic recording, analysis, interpretation apdrgmn
of mortality and morbidity data collected in different countries or areas and at different times

Code examples” | Label
C000 Malignant neoplasm of lip, external upper lip

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>https://icd.who.int/browse10/2016/en[last accessed: 27.12.2018].
>https://www.bfs.admin.ch/bfs/de/home/statistiken/gesundheit/nomenklaturen/medkk/instrumentaedizinische
kodierung.html[last accessed: 29.12.2018].

Notes

>The German modification of 1€D (ICB1L0-GM) is used in Switzerland. IKID-GM is based on IGID (WHO) ands
issued by theé'Deutschen Institut fur Medizinische Dokumentation und Informati¢pIMDI). DIMDI issues yearl
updates which are implemented in Switzerland every two years.

Notes
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ICDO Topography

Variable number: 34
Item length 255
Item format Text

Definition
Identifies the primary site, or topography, of tmeoplasmaccording to ICHD. It is based on the
most validsource of informationThe item is entered without decimal point.

Rational

Primary site determines the staging and treatment options. It also affects the prognosis and course
of the diseaseThe data item is used to compare cancer rates and outcomes by site.

Code examples” | Label
C000 External upper lip
C809 Unknown primary site

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, Parkin DM, Whelan S Ineditatmnal Classification of
Diseases for Oncologird edition. Geneva, World HehalOrganization, 2000.

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, Parkin DM, Whelan S, editors. International Classification of
Diseases for Oncology, Third edition, first revision. Geneva, World Health Organization, 2011.

Notes
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ICDO Morphology

Variable number: 3.5
Item length 255
Item format Text

Definition
This data item records the microscopic anatoonymorphologyof cellsat time of diagnosis
according to ICED.

Rational

Morphologydetermines the staging and treatment optiorisalso affects the prognosis and course
of the disease. The data item is used to compare cancer rates and outcomesjoyology

Code examples” | Label Description
8000 Neoplasm Unclassified tumour
9992 Refractory thrombocytopenia

#: onlyexamples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, Parkin DM, Whelan S Ineditatmnal Classification of
Diseases foDncologythird edition. Geneva, World Health Organization, 2000.

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, Parkin DM, Whelan S, editors. International Classification of
Diseases for Oncology, Third edition, first revision. Geneva, World Hea#nization, 2011.

Notes
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ICDO Behaviour

Variable number: 3.6.1
Item length 1
Item format Number

Definition
This data item records the behaviour of theoplasmat time of diagnosiaccording to ICED.

Rational

Behaviour determines the treatmerdptions. It also affects the prognosis and course of the disease.
The data item is used to compare cancer rates and outcomes by behaviour.

Code Label Description

0 Benign Benign tumairs do not metastasize or locally invade tissues

1 Borderline Uncertain whether benign or malignantLow, borderline, or uncertair
malignant potential.

2 In situ Carcinoma in situ; intraepithelial; ndnfiltrating; norrinvasive.

3 Malignant Invasive behaviour

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, Parkin DM, Whelan SIntditatmnal Classification of
Diseases for Oncologhird edition. Geneva, World Healt@rganization, 2000.

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, Parkin DM, Whelan S, editors. International Classification of
Diseases for Oncology, Third edition, first revision. Geneva, World Health Organization, 2011.

Notes
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Associated isitu tumour

Variable number: 3.6.2
Item lergth: 1
Item format: Number

Definition
This data item records th&multaneougpresence of irsitu andinvasivetumour components

Rational
This information serves as prognostic factespecially for breastancer

Code Label Description

0 No

1 Yes

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Leitlinienprogramm Onkologie (Deutsche Krebsgesellschaft, Deutsche Krebshilfe, AWMIR)irsS Friherkennung,
Diagnose, Therapie und Nachsorge des Mammakarzinoms, Version 4.0, 2017 AWMF Registernuradd&0OD32
http://www.leitlinienprogramm-onkologie.de/leitlinien/mammakarzinom(4.5.2.7).

Notes
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ICDO Histological grade

Variable number: 3.7
Item length 1
Item format Number

Definition

The data item describes theeoplasm s r e s e mb | a(pacest)tissueaccoraingrtoal CED.

Well differentiated (grade 1) is the most like normal tissue, and undifferentiated (grade 4) is the
least like normal tissue€Codesh to 8 define particular cell lines for lymphoma and leukaemia.

Rational
The information is useful for prognosis

Code Label Description

1 Grade | Well differentiated; Differentiated, NO$pw grade

2 Grade Il Moderately (well) differentiatedintermediate differentiation

3 Grade Il Poorly differentiated DedifferentiatedHigh grade

4 Grade IV Undifferentiated; Anaplastic

5 T-cell T-cell; Fprecursor

6 B-cell B-cell; PreB; Bprecursor

7 Null cell Null cell; NoRT-non-B.

8 NKcell NK cell; Natural killer cell

9 Unknown Grade or differentiation ot determined, not stated, or not applicable. Unknov
primary.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, Parkin DM, Whelan S Ineditatmnal Classification of
Diseases for Oncologiird edition. Geneva, World Health Organization, 2000.

>Fritz A, Percy C, Jack A, Shanmugaratnam K, Sobin L, P¥kivhelan S, editors. International Classification of
Diseases for Oncology, Third edition, first revision. Geneva, World Health Organization, 2011.

Notes
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Laterality

Variable number: 3.8
Item length: 1
Item format: Number

Definition

Laterality describes the side of a paired organ or side of the body on which the reportable cancer
originated. A paired organ is one in which there are two separate organs of the same kind, one on
either side of the body (e.g. kidney, breast, ovary, testid lung).

Laterality should be coded for those paired organs for which such information may be relevant for
clinical or epidemiological reasons: KCEB CO7 (parotid gland), C09 (tonsil), C30.0 (nasal cavity),
C34 (bronchus and lungith the exceptionC34.3, C38.4 (pleura), C404D.3 (long/short bones),

C41.3 (rib, clavicle), C41.4 (pelvic bones), C44.1 (skin of eyelid), C44.2 (skin of external ear), C44.6
(skin of arm and shoulder), C44.7 (skin of leg and hip), C50 (breast), C56 (ovary), C5idh(fallo
tube), C62 (testis), C63.0 (epididymis), C64 (kidney), C65 (renal pelvis), C66 (ureter), C69 (eye), C74
(adrenal gland).

Rational
Lateralityinformationisrequiredto determine the number of primaries involved

Code Label Description
0 Not applicable | Midline tumour; unpaired organ.
1 Right
2 Left
3 Unilateral, Unilateral, but unknown whether right or left.
NOS
4 Bilateral Origin of primary tumour is on both sides of a paired organ (when tumours

the same morphology are diagnossiinultaneously in both sides of a paired

organ). Bilateral cancers are very rare, e.g. bilateral retinoblastoma, bilater
Wilms tumour of the kidney, or both ovaries involved simultaneously.

9 Unknown It is unknown whether, for a paired organ, the originthe cancer was on the

left or right side of the body.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>JRC Technical Repfréersion 1.1)2018.A proposal on cancer data quality checks: one common procedure for
European cancer registridsttps://ec.europa.eu/jrc/en/publication/proposatancerdata-quality-checksone-
commonprocedureeuropeancancerregistriesversion11 [last access: 4.2.19].

Notes
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ICCE main group

Variable number: 3.9.1
Item length: 2
Item format: Alphanumeric

Definition
This data item records thmaindiagnostiagroup according to the third revisid2005)of the 1996
International Classification of Childhood Cancer (I8CC

Rational

ICCE3 classifies tumars coded according to IGD-3 into 12 main groups, which allow standasdd
comparisons of tb broad categdes of childhood neoplasm$CCE3 was designed for use in
international, populatioAbased, epidemiological studieand cancer registriesin paediatric
oncology thelow frequency of cases requires thuse of an international claffication systemnto
ensure data comparabilitpetween countries.

Code examples” | Label Description

| Leukaemia, myeloproliferativ ICDO-3 codes: 9800, 9801, 9805, 9820, 9823, 94
. 9827, 98319837, 9840, 9860, 9861, 9863, 95
diseases, and myelodysplas| 467 95700876, 9801, 9898897, 9910, 9920
diseases. 9930, 9931, 9940, 9945, 9946, 9948, 998060
9964, 9975, 99809829987, 9989.

#: only examples are shown to reduce table size

National usage
(*) The variable is0 be submitted to theNKRSONEESNRT

References

>SteliarovaFoucher E et al. 2009nternational Classification of Childhood Cancer, Third Edit@smcer2005;
103:1457-67.

Notes

>There has been no update in ICESince 2005. Cases coded according te@cDL are assigned
to the appropriate ICCG group.

>The ICCQ codes are based on the KCBB, and updates in the latter necessitate updates in the

former.
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ICCE3 code

Variable number: 3.9.2
Item length: 4
Item format: Alphanumeric

Definition
This datatem records detailed division of trd#tagnostic group according to the third revision of the
1996 International Classification of Childhood Cancer (€§CC

Rational

ICCQ& classifies tumars coded according to 1GD-3 into 12 main groups, which are sphrther
into 47 subgroups. These 2 levels of theCE3 allow standardied comparisons of # broad
categories of childhood neoplasm€CE3 was designed for use in international, populatioesed,
epidemiological studieand cancer registriedn paediatic oncology thdow frequency of cases
requires theuse of an international clagfication systento ensure data comparabilitpetween
countries.

Code Label Description
examples”
la Lymphoid leukaemias ICDO-3 codes9820, 9823, 9826, 9827, 983837,9940,
9948.
Xllb Other unspecified malignant | ICDO-3 codes: 8008005
tumours

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRTTheNKRSONEECSNRTses ICED
information in statistics for children and adolescents.

References

>SteliarovaFoucher E et al. 2009nternational Classification of Childhood Cancer, Third Edition. Cancer 2005;
103:145767.

Notes

>There has been no update in ICESInce2005. Cases coded according to4GB.1 are assigned
to the appropriate ICGG group.

>The ICCQ codes are based on the KCBB, and updates in the latter necessitate updates in the
former.
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ICCE3 extendedcode*

Variable number: 3.9.3
Item length: 7
Item format: Alphanumeric

Definition
This data item records detailed division of the diagnostic group according to the third revision of the
1996 International Classificaticof Childhood Cancer (IGGC

Rational

ICCQ& classifies tumars coded accordg to ICBO-3 into 12 main groups, which are split further
into 47 subgroups. These 2 levels of theCE3 allow standardied comparisons of # broad
categories of childhood neoplasms. The 16 most heterogensaogroups are broken down further
into 2-11divisions to allowthe study ofimportant entities or homogeneous collections of tuore
characterized at the cytogenetic or molecular leV€ICE3 was designed for use in international,
populationtbased, epidemiological studiesnd cancer registriedn paediatric oncology thdow
frequency of cases requires these of an international claffication systemto ensure data
comparabilitybetween countries.

Code Label Description

examples”

la.1 Precursor cell leukaemias ICDO-3 codes98359837

la.2 Mature Bcell leukaemias ICDO-3 codes9823, 9826, 9832, 9833, 9940

#: only examples are shown to reduce table size

National usage
(*) The variable isot to be submitted to theNKRSONEESNRTTheNKRSONEESNRTses ICED
information in statistics for children and adolescents.

References

>SteliarovaFoucher E et al. 2005. International Classification of Childhood Cancer, Third Edition. Cancer 2005;
103:145767.

Notes

>There has been no update in ICESince2005. Cases coded according to4GB.1 are assigned
to the appropriate ICGG group.

>The ICCQ codes are based on the BB, and updates in the latter necessitate updates in the

former.
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STAGE, GRADE

> It is not required to generatenformation solely for the purpose of cancer registration. Only if
relevant data items have already been assessed as part of diagnosis or treatment, the findings have
to be submitted to the responsible cancer registry.
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UICC TNM version

Variable number: 4.1
Item length: 3
Item format: Number

Definition
The data item records the edition of the UICC (International Union Against Cancer) TNM
Classification of Malignant Tumours. The classification is updated at irregular intervals.

Rational

The UI CC TNM Classification describes the anat
takes a number of neanatomical prognostic factors into account. The data item is used to compare
cancer rates and outcomes by stage. Stage is also Usefille evaluation of screening programs,

and other studies.

Code Label

010 Edition 1 (1968)

020 Edition 2 (1974)

030 Edition 3 (1987)

031 Edition 3, enlarged and revised (1982)
040 Edition 4 (1987)

042 Edition 4, enlarged and revised (1992)
050 Edition 5 (1997)

060 Edition 6 (2002)

070 Edition 7 (2009/2010)

071 Edition 7, enlarged and revised (2011)
080 Edition 8 (2017)

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekirfdds.): UICC TNM Classification of Malignant Tumotirgd@ion. 2017 by John
Wiley & Sons. ISBN 938%527-342808.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitipori. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum#usijtéon. 2002 by Wilekiss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant TumBudijt®n. 1997 by Wileiiss, Inc. ISBN 3
540633731.

NationalCancer Data Dictionary 64 Basic variables



y-Prefix of cTNM

Variable number: 4.2
Item length: 1
Item format: Number

Definition
The data item records the time of TNM assignment relative to therapy

Rational

To identify cases where T, N, aktclassifications have been assigned during or following initial
treatment as part of the first treatment complex. They can deviate from T, N, and M classifications
at the time of diagnosis.

Code Label Description

0 No TNM assigned before any therapy.

1 Yes TNM assigned during or after neoadjuvant therapy.

9 Unknown | It cannot be assessed whether TNM was assigned before, during or after ther

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley,Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tunib&ditiBn. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UnifoffrBaseod 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitipi. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Maitgfumours, B Edition. 2002 by Wilekiss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum#BuEsjtion. 1997 by Wilekiss, Inc. ISBN 3
540633731.

Notes
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cT

Variable number: 4.3
Item length: 10
Itemformat: Alphanumeric

Definition
The data item records tumour size based on clinical investigation, imaging, endoscopy, biopsy or
surgical exploration.

Rational

Treatment decisions are based on gheerapeutic clinical assessment of tumour size. Clinical
categories replace phblogical categories if pathological data is not available or validated following
neoadjuvant therapy.

Code examples” | Label Description

X cTX Primary tumour cannot be assessed

0 cTO No evidence of primary tumour

is cTis Carcinoma in situ

1 cT1 Confined to organ or part of the organ, small size lesion.

88 NA Not applicable TNM classification not defined for this type of cancer.
99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce tabiee

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffidgd#io®. 2017 by John
Wiley & Sons. ISBN 9388627-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on Uniforfh Edigios. 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitipri. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&udijtébn. 2002 by Wileliss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignanbanspd" Edition. 1997 by Wilekiss, Inc. ISBN 3
540633731.

Notes
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cN

Variable number: 4.4
Item length: 10
Item format: Alphanumeric

Definition

The data item records regional lymph nodes involvement based on clinical investigation, imaging,
endoscopy, biopsy or surgical exploration. Metastasis in any lymph node other than regional is

classified as a distant metastasis.

Rational

Treatment decisions are based on gherapeutic clinical assessment of regional lymph nodes
involvement. Clinicalategories replace pathological categories categories if pathological data is not

available or validated following neoadjuvant therapy.

Code Label Description

examples”

X cNX Regional lymph nodes cannot be assessed

0 cNO No regional lymph nodmetastasis

1 cN1

88 NA Not applicable TNM classification not defined for this type of cancer.
99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffid&d#io®. 2017 by John
Wiley & Sons. ISBN 9388627-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A @tanyren Uniform use, @ Edition. 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitipoi. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind€ds.): UICC TNM Classification of Malignant Tumolif§d&ion. 2002 by Wileiiss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&uEsljtton. 1997 by Wileiiss, Inc. ISBN 3
540633731.

Notes
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cM

Variable number: 4.5
Item length: 10
Item format: Alphanumeric

Definition
The data item records the absence or presence of distant metastases based on clinical investigation,
imaging, endoscopy, surgiaploration without biopsy.

Rational
Treatment deaions are based on pitherapeutic clinical assessment of distant metastases.

Code Code Description

examples”

0 cMO No distant metastasis

1 cM1 Distant metastasis

88 NA Not applicable TNM classification not defined for this type of cancer.
99 Unknown| Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classificafiéalighant Tumours, 8 Edition. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UniforfnEastod 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospaarowicz, Wittekind (eds.): UICC TNM Classification of Malignant TumBidijtion. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&udjtébn. 2002 by Wileliss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&uEsljtton. 1997 by Wileiiss, Inc. ISBN 3
540633731.

Notes
>MX for distant metastases cannot be assessed: not allowed for TNM editions 7 or higher.
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a-Prefix of pTNM

Variable number: 4.6
Item length: 1
Item format: Number

Definition
The prefix a indicates that classification is first determined at autopsy.

Rational

The information isused to stage cases of cand®r post mortem examination, usingathologic
information obtained at the time of death.

Code Label Description

0 No pTNM classification is not determined at autopsy.

1 Yes PTNM classification is first determined at autopsy.

9 Unknown No information whether pTNM is determined at autopsy or not.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffiddiio®. 2017 by John
Wiley & Sons. ISBN 938527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on Uniforth Editios. 2012
by John Wiley & Sons. ISBN 97844332438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffh&aiitip. 2010 byahn Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum8usijtéon. 2002 by Wilekiss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant TumBidijt®n.1997 by WileyLiss, Inc. ISBNSBIO-
633731.

Notes

NationalCancer Data Dictionary 69 Basic variables



y-Prefix of pTNM

Variable number: 4.7
Item length: 1
Item format: Number

Definition
The data item indicates whether TNM classification is performed during or following multimodality
therapy(neoadjuvant radieand/or chemotherapy prior to surgery).

Rational

To identify cases where T, N, and M classifications have been assigned during or following initial
treatments as part of the first treatment complex. They can deviate from T, N, asldd¢ifications

at the time of diagnosis.

Code | Label Description

0 No TNM assigned before any therapy.

1 Yes TNM assigned during or after neoadjuvant therapy.

9 Unknown | It cannot be assessed whether TNM was assigned before, during or after
therapy.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffid&d#io®. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on Uniforfh Edigios. 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitipoi. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&udijtébn. 2002 by Wileliss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignanvdrspr8" Edition. 1997 by Wileiiss, Inc. ISBN 3
540633731.

Notes
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Variable number: 4.8
Item length: 10
Item format: Alphanumeric

Definition
This data item records the extent of the primary tumour based on pathological (histological)
evidence afér completion of surgical therapy.

Rational

This information is used to estimate prognosis, evaluate new types of therapy, and analyse
outcomes.

Code Label Description

examples”

X pTX Primary tumour cannot be assessed histologically

0 pTO No histological evidence of primary tumaur

is pTiS Carcinoma in situ

1 pT1l Confined to organ or part of the organ, small size lesion.

88 NA Not applicable TNM classification not defined for this type of cancer.
99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffid&d#io®. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UnifoffrBaseod 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekiifeds.): UICC TNM Classification of Malignant TumotliBgdition. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum8usijtéon. 2002 by Wilekiss Inc. ISBN4Y 1-
222887.

>Sobin, Viftekind (eds.): UICC TNM Classification of Malignant Tumotigdiion. 1997 by Wilekiss, Inc. ISBN 3
540633731.

Notes
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m-Suffix of pT

Variable number: 4.9
Item length: 3
Item format: Alphanumeric

Definition

The suffix m, in parentheses, is usedndicate the presence of multiple primary tumours at a single
site. In the case of multiple primary tumours in one organ, the tumour with the higheategory

should be classified and the multiplicity or the number of tumours should be indicated in
parenthesis, e.g., T2(m) or T2(5). In simultaneous bilateral primary cancers of paired organs, each
tumour should be classified independently.

Rational

In tumours of the liver, ovary and fallopian tube, multiplicity is a criterion of T classification, and in
tumours of the lung multiplicity may be a criterion of the M classification.

Code examples” | Label Description

m (m) Unspecified multiplicity.

2 (2) Two primary tumours.

99 (99) 99 or more primary tumours.
999 Missing Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley,Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tunib&ditin. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UnifoffrBaseod 2012
by John Wiley & Sons. ISBN 97844332438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuff&udiitpn. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Maitgfumours, B Edition. 2002 by Wilekiss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tumtidit®n. 1997 by Wilekiss, Inc. ISBNSIO-
633731.

Notes
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Variable number: 4.10
Item length: 10
Itemformat: Alphanumeric

Definition
The data item records the absence or presence and extent of regional lymph node metastasis, based
on pathological evidence after completion of surgical therapy.

Rational

This information is used to estimate prognosis, eatdunew types of therapy, and analyse
outcomes.

Code Label Description

examples”

X pNX Regional lymph nodes cannot be assessed histologically

0 pNO No regional lymph node metastasis histologically

1 pN1

88 NA Not applicableTNM classification not defined for this type of cancer.
99 Unknown Not stated / Nbt assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowickyittekind (eds.): UICC TNM Classification of Malignant Tumoti€dBion. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UniforfnEastod 2012
by John Wiley &ons. ISBN 97844433243 8.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitipoi. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&udijtébn. 2002 by Wileliss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant TumBudijt®n. 1997 by Wileiiss, Inc. ISBN 3
540633731.

Notes
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Number of involved regional lymph nodes

Variable number: 4.11
Item length: 3
Item format: Number

Definition
The data item records the number of regional lymph nodes examined by the pathologist and found
to contain metastases.

Rational
This information serves as a quality measure for pathologic reports.

Code Label Description

examples”

0 None No regional lymph node invaded.

1 1 node One regional lymph node invaded.

099 Unknown No information whether regional lymph nodes were invadechot. OR Regiong
lymph nodes were invaded, but no information on the number.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes
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Number of examined regional lymphbdes
Variable number: 4.12
Item length: 3
Item format: Number

Definition
The data item records the total number of regional lymph nodes that were excised and examined
by the pathologist

Rational

This information serves as a quality measure of the patjioland surgical evaluation and treatment
of the patient.

Code Label Description

examples”

0 None No regional lymph node examined.

1 1 node One regional lymph node examined.

999 Unknown No information whether regional lymph nodes werramined omot. OR Regiong
lymph nodes were examined, but no information on the number.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
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Variable number: 4.13
Itemlength: 10
Iltem format: Text

Definition
The data item records the absence or presence of distant metastasis, based on pathological
evidence after completion of surgical therapy or microscopic examination of metastasis.

Rational

This information isused to estimate prognosis, evaluate new types of therapy, and analyse
outcomes.

Code Label Description

examples”

0 pMO Is only to be used after autopsies

1 pM1 Distant metastasis microscopically confirmed

88 NA Not applicable TNMclassification not defined for this type of cancer.
99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley, Gospodarowic¥Yittekind (eds.): UICC TNM Classification of Malignant Tumofir&dRion. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UniforfnEastod 2012
by John Wiley & Sons. ISBN 97844332438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuff&udiitpn. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TNM Clasgifin of Malignant Tumours,"6Edition. 2002 by Wileiziss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&uEsljtton. 1997 by Wileiiss, Inc. ISBN 3
540633731.

Notes
>MX( distant metastases cannot ssesset ) nof abowed for TNM™ Editionor higher.
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Lymphatic invasion

Variable number: 4.14
Item length: 1
Item format: Number

Definition

The data item indicates the presence or absence of tumour cells in lymphatic vessels within and at
the margins of the primary tumour, as well as afferent and efferent lymphatics, as noted
microscopically by the pathologist.

Rational

This information is an indicator for prognosis. It is recommended as an essential tumour related
prognostic factor in breastamcer by UICC TNBI

Code Label Description

0 LO No lymphatic invasion.

1 L1 Lymphatic invasion.

8 LX Lymphatic invasion cannot be assessed.
9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffiddiio®. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UséfodnEdition. 2012
by John Wiley & Sons. ISBN 97844332438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuff&udiitpn. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TK\4ssification of Malignant Tumour$} Bdition. 2002 by Wileliss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&uEsljtton. 1997 by Wileiiss, Inc. ISBN 3
540633731.

Notes
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Venous invasion

Variable number: 4.15
Item length: 1
Item format: Number

Definition
The data item indicates the presence or absence of tumour cells in the walls of venous blood vessels,
as noted microscopically by the pathologist. There is no classification for invdsaceries.

Rational
This information is an indicator for prognosis. It is recommended as an essential tumour related
prognostic factor in breast cancer by UICC T&IM

Code Label Description

0 VO No venous invasion.

1 V1 Microscopic venous invasion.

2 V2 Macroscopic venous invasion.

8 VX Venous invasion cannot be assessed.
9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC Thadsification of Malignant Tumours? &dition. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UniforfnEastod 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitipoi. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&udijtébn. 2002 by Wilelziss Inc. ISBN-471-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum#BuEsjtion. 1997 by Wilekiss, Inc. ISBN 3
540633731.

Notes
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Perineural invasion

Variable number: 4.16
Item length: 1
Item format: Number

Definition
Perineural invasion is the process of neoplastic invasion of nerves.

Rational
This information is an indicator for prognosis.

Code Label Description

0 PO No perineural invasion.

1 PnL Perineural invasion.

8 PnX Perineural invasion cannot lassessed.
9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffiddiiod. 2017 by John
Wiley &Sons. ISBN 978527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UniforfnEastod 2012
by John Wiley & Sons. ISBN 97844332438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classifichttalignant Tumours,7Edition. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&udijtébn. 2002 by Wileliss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TKassification of Malignant Tumours Edition. 1997 by Wileiiss, Inc. ISBN 3
540633731.

Notes
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TNM stage group

Variable number: 4.17
Item length: 10
Item format: Alphanumeric

Definition
The data item records the UICC TNM stage group

Rational

Fa purposes of tabulation and analysis, it is useful to condense the anatomical extent of disease
categories T, N, and M into groups.

Code Label Description
examples”
0 0 Carcinoma in Situ

| | Tumour localized to the organ of origin

\V4 AV} Distantmetastasis
88 NA Not applicable. TNMIassification not defined for this type of cancer.
99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffid&d#io®. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A @tanyran Uniform use, @ Edition. 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuff&udiitpn. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekinddds.): UICC TNM Classification of Malignant TumofiEd@ion. 2002 by Wileliss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum&uEsljtton. 1997 by Wileiiss, Inc. ISBN 3
540633731.

Notes
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AnnArbor staging

Variable number: 4.18
Item length: 10
Item format: Alphanumeric

Definition
This data item is a last modification of the Ann Arbor classification for lymphoma.

Rational

This information is increasingly used for prognosis estimation, pretreatment risk stratificatidn,
selection of therapy and for outcome analysis. Ann Arbor is also part of International Prognostic
Index (IP1) and modifications (mIPI, FLIPI etc.) for NHL

Code Label Description

examples”

| Stage | Cancer is located in a singemph noderegionor single organ

I+A Stage I+A Stage | without general symptoms

IE+B Stage | extralymphatic with general symptoms like weight loss, fever,
Stage IE+B sweats etc.

HS+A Stage IlIS+A Stage Il + spleen involvement without general symptoms

99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Carbone PP, Kaplan HS, Musshoff K, Smithers DW, Tubiana M (November 1971). "Report of the Committee on
Hodgkin's Disease Staging Classification". Cancer Res. 31 (11t.1860D 5121694.

>0" Sullivan B (ed. | nFeydviiriPellibck R, V&8morkenrJB, elyangdsB (2018). Cr uz AK,
Manual of Clinical Oncology. Ninth Edition. ©l@Viley Blackwell & Sons, Ltd.

>Bruce D. Cheson, Richard I. Fisher et al. Recommendations for Initial Evaluation, Staging, and Response Assessment of
Hodghkn and NorHodgkin Lymphoma: The Lugano Classification. J Clin Oncol 333859 2014

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tumours, 7th Edition. 2010 by John
Wiley & Sons. ISBN 9181443-3241-4.

Notes
>A or B gmptoms will be recorded for Hodgkin Lymphoma (HL).only
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COG staging

Variable number: 4.19
Item length: 10
Item format: Alphanumeric

Definition
This data i tem r ec o urdospedatria gaiientgaco tb prévemothesapy t u mo
stagingsystend evel oped by the National Wil ms’ Tumor

on the anatomic extent of the tume, without consideration of genetic, biologic, or molecular
markers.

Rational
This staging system has been proven valuable in prediotit@pmes.

Code Label Description

| Stage | Limited to kidneynot ruptured, no residual tumor.

Il Stage | Extends beyond the kidney but is completely excised.

11 Stage Ill | Residual tumor confined to the abdomen. Micro/macroscopic remainstofreur.
v Stage IV | Hematogenous / distant lymph nodes metastases

\% Stage V | Bilateral renal involvement at diagnosis

99 Unknown | Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Metzger MLDome JS. Current therapy for Wilms' tumour. Oncologist 2005;1062815
>0Orkin S, Fisher D, Look A, Lux S, Ginsberg D, Nathan D. Oncology of Infancy and Childhood. Philadelphia, PA: Saunders,
2009.

Notes
>Usedafter surgical resection onlyrior to chemoherapy.
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COG ALL staging

Variable number: 4.20
Item length: 10
Item format: Alphanumeric

Definition

COG ALL staging (for childhoogEecursor acute lymphoblastic leukemiaABL) allows a uniform
assessment of the extent of CNS involvement basedo@sence of blasts in the diagnostic
cerebrospinal fluid fluid (CSF).

Rational

This information is used to estimate prognosis, evaluate new types of therapy, and analyse
outcomes.

Code Label Description

examples”

CNS1 CNS1 No blasts in the CSF, regardle$$VBC and RBC
CNS2a CNS2a <5 WBC/mL + blasts + < 10 RBC/mL

CNS3c CNS3c Clinical signs of CNS leukemia

99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Schulz KR, Pullen DJ, Sather HN et al. 2007aRiskesponséased classification of childhoodpBecursor acute
lymphoblastic leukemia: a combined analysis of prognostic markers frorRPekléatric Oncology Group (POG) and
Children's Cancer Group (CCG) Blood. 2007 Feb 1; 109(393926

>Winick N, Devidas M, Chen S et al. 2017 Impact of Initial CSF Findings on Outcome Among Patients With National
Cancer Institute Standardnd HighRiskBCe |l | Acut e Lymphobl astic Leukemia: A
Group 2017 J Clin Oncol 35:2582534.

Notes
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FIGO staging

Variable number: 4.21
Item length: 10
Item format: Alphanumeric

Definition
FIGCOStaging of gynecologic tumours is basedclinical staging, careful clinical examination before
therapy, andsurgical exploration.

Rational

This information is used to estimate prognosis, evaluate new types of therapy, and analyse
outcomes.

Code Label Description

examples”

| Stage | Tumourlimited to organ of origin
Il Stagell Extension beyond organ

99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley,Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tunib&ditin. 2017 by John
Wiley & Sons. ISBN 9388627-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UnifoffrBaeod 2012
by John Wiley & Sons. ISBN 97844332438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&disoii. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Maligrumours, B Edition. 2002 by Wilekiss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant TumBuEdit®n. 1997 by Wilekiss, Inc. ISBN 3
540633731.

Notes
>Cervix carcinom&lGQs basedon clinicalstaging.
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INRGSS staging

Variable number: 4.22
Item length: 10
Item format: Alphanumeric

Definition
This data item records thpaediatricstage classification of the International Neuroblastoma Risk
Group Staging System (INRGSS)

Rational

This information is used to estimate prognosis, evaluate new types of therapy, and analyse
outcomes. INRGSS is recommended by UICG8INM

Code | Label Description

L1 Stage L1 | Localized tumour not involving vital structures as defined by the lishafedefined risk
factors and confined to one body compartment

L2 Stage L2 Locoregional tumor with presence of one or more imaigdined risk factors

M Stage M Distant metastatic disease (except stage MS)

MS Stage MS | Metastatic disease in childreypunger than 18 months with metastases confined to s
liver, and/or bone marrow
99 Unknown | Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Monclair T, Brodeur GM, Ambros PF, BrisseClddchetto G, Holmes K, u. a. The International Neuroblastoma Risk
Group (INRG) Staging System: An INRG Task Force Report. J Clin Oncol. 10. Januar 206%823(2):298

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant T@fddiion. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

Notes

>Patients with multifocal primary tumors should be staged according to the greatest extent of
disease as defined in the table.
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IRSS staging

Variable number: 4.23
Item length: 10
Itemformat: Alphanumeric

Definition
Thepaediatricinternational Retinoblastoma Staging System is based on extent of disease and the
presence of overt extracular extension after enucleation.

Rational

This information is used to estimate prognosis, evaluaéw types of therapy, and analyse
outcomes.

Code Label Description

examples”

0 Stage O Patients treated conservatively

| pStage | Eye enucleateavith negative margins (RO)
\Y cStage IV Metastaticdisease

99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Chantada G, Doz F, Antoneli CBG ¢ &roposal for an International Retinoblastoma Staging System Pediatr Blood
Cancer 2006;47:80805.

Notes
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Lugano staging

Variable number: 4.24
Item length: 10
Item format: Alphanumeric

Definition
The data item is a modification of the Ann Arbor classification for lymphoma.

Rational

This information is used to estimaterognosis, evaluate new types of therapy, and analyse
outcomes.

Code Label Description

examples”

| Stage | Cancer is located in a singgmph noderegionor single organ.

[+A Stage I+A Stage | without general symptoms

IE+B Stage kextralymphatic with general symptoms like weight loss, fever, n
Stage |IE+B sweats etc.

Il bulky Stage.ll + single nodal mass >10 cm in max dimensionadhird of the
Stage Il bulky thoracic diameter as assessed on CT.

IHIS+A Stage IlIS+A Stage lll + spleenvolvement without general symptoms

99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Cheson BD, Fisher RI, Barrington S&l. @ecommendations for initial evaluation, staging, and response assessment
of Hodgkin and non Hodgkin lymphoma: the Lugano classification. J Clin Oncol 2014; 3208859

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Mallgmaotrs, & Edition. 2017 by John
Wiley & Sons. ISBN 988527-342808.

Notes
>A or B symptoms will be recorded for Hodgkin Lymphoma (HL) only.
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PRETEXT staging

Variable number: 4.25
Item length: 10
Item format: Alphanumeric

Definition
The PRETEXHRETreatment EXTent of tumpstaging system is used for malignant primary liver

tumours of childhood before any therapy. The PRETEXT hepatoblastoma staging is based on
Co ui n a um of segrsentatibneof the liver.

Rational
This staging system has vegog prognostic value.

Code Label Description

examples”

I PRETEXT | One section is involved and three adjoining sections are free

I PRETEXT Il One or two sections are involved, but two adjoining sections are fre
C1 C1 Additional criteria Tumour involving the caudate lobe

99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Roebuck DJ, Aronson D, Clapuyt P, é&0fl5 PRETEXT: a revised staging system for primary malignant liver tumours
of childhood developed by the SIOPEL group. Pediatric Radiol 2007; 313223

>Towbin AJ, Meyers RL, Woodley H, et al. 2017 PRETEXT: radiologic staging system for primanaliggpatities of
childhood revised for the Paediatric Hepatic International Tumour Trial (PHITT). ReRidiology (2018) 48:536
554,

Notes
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Rai staging

Variable number: 4.26
Item length: 10
Item format: Alphanumeric

Definition

Thisclassificatiorfor Chronic Lymphocytic Leukaemia (Ghtludes 4 stages based on blood and
bone marrow cell count (lymphocytes, platelets), haemoglobin/haematocrit, LN emielvie
hepato and/or splenomegaly. The staging allows classification of patients imee thsk
categories (low, intermediary, high risk with median survivaly>$8y and >2y, respectively).

Rational

This information is used to estimate prognosis, evaluate new types of therapy, and analyse
outcomes.

Code Label Description

examples”

0 Stage 0 Lymphocytosi s, l ymphocytes in the bl
bone marrow. Low risk.

I Stage | Stage 0 with enlarged LN. Intermediary risk.

Il Stage llI Stage @l with Hb <11.0 g/dl or hematocrit <33%. High risk.

99 Unknown | Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Rai KR. A critical analysis of staging in CLL. In: Gale RP, Rai KR, edty@iptomigtic Leukemia: Recent Progress
and Future Directions. New York, NY: Liss; 198728483

>Rai KR, Sawitsky A, Cronkite EP, Chanana AD, Levy RN and Pasternack BS. Clinical staging of chronic lymphocytic
leukemia. Blood 1975; 46: 24584,

Notes
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Binhet staging

Variable number: 4.27
Item length: 2
Item format: Alphanumeric

Definition

This data item recordihe stage of Chronic Lymphocytic Leukaemia (kdd6d on the cell count in

the blood and bone marrow (lymphocytes, platelets), haemoglobin/ haematocrit, lymph nodes
involvement, hepate and/or splenomegaly.

Rational

This information is used to estimate prognosis, evaluate new types of therapy, angsanal
outcomes.

Code | Label Description

A Stage A Hb = 10.0 g/dl, thrombocytes =100 x
B Stage B Hb =2 10.0 g/dl, thrombocytes 2100 x
C Stage C Hb < 10.0 g/dl, thrombocytes <100 x 10@hy numbeiof lymph node regions

99 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References
>Binet JL, Auquier A, Dighiero G, Chastang C, Piguet H, Goasguen J et al. A new prognostic classificatian of
lymphocytic leukemia derived from a multivariate survival analysisc&at981; 48: 19206.

Notes
>Binet’s |l ymphoid areas ¢ on-%ribdateraliinn(1) cekvigcanf2h a d e n
axillary, (3) inguinal areas, (4) spleen,|{&r.
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Rhabdomyosarcoma site staging

Variable number: 4.28
Item length: 3
Item format: Alphanumeric

Definition
Rhabdomyosarcoma staging is based on the classic TNM staging taking into account feAraurab
favourabletumour sites. It is used ipaediatric oncology.

Rational

This information is used to estimate prognosis, evaluate new types of therapy, and analyse
outcomes.

Code Label Description

examples”

I Stage | Organ confined, lovgrade
vV Stage IV Any T, Any N, M1, AGrade
99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant T8fidEdgjon. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

Notes

>The prognostic grouping for rhabdomyosarcoma includes favourable anatomic sites and
unfavourable anatomic sites.

>Favourable anatomic sites: orbit, head and ngekcluding parameningéatumours) and
genitourinary sites (excluding bladder and prostate tumours).

>Nonfavourable sites: ladder, prostate, extremity, cranial, parameningeal, trunk,
retroperitoneum and all other sites not noted as favourable
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ISS staging

Variable number: 4.29
Item length: 3
Item format: Alphanumeric

Definition

The data item records the I nternational Stagin
Rational

This information isused to estimate prognosi s,
Si mphd power ful prognostic staging system.

Code | Label Description

| Stage Serfpemi crogl ob3iinignd LI ewnal s<er umB.gbl.dlu mi n

1 Stage |[Not 1SS stage | or 111

I 1l |[Stage Serpemi croglobulin | evel > 5.5 mg/L

99 UnknoyNae stadgtedagdseNssed.

References
>Greipp PR, Mi guel JS, Durie BGM, Crowley JJ, Barlogie
My e | oMnd .f A0 Y ADE) 2304 1 2

Notes
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DSSplus

Variable number:
Itemlength: 5
Item format: Alphanumeric

Definition
The DSSplusOurie-SalmonPlusstaging systemis the revisedDurie-Salmonstaging systenfor
multiple myeloma classdation, based oMRI findings, FDG PET/CT findings, or .both

Rational

4.30

This information is used to estimate prognosis, evalugi#mal therapy, and analyse outcomes.

Code | Label Description
1A Stage IA Smoldering or indolent.

Can have single plasmocytoma or limited disease at imaging

Normal renal function (serurareatinine level < 2.0 mg/dL)
IB Stage 1B < 5 focal lesions, mild diffuse disease

Abnor mal renal function (serum creat
A Stage IIA | 520 focal lesions; moderate diffuse disease;

Normal renal function (serum creatinine leveR<0 mg/dL)
1B Stage IIB | 520 focal lesions; moderate diffuse disease;

Abnor mal renal function (serum creat
A Stage IlIA | >20 focal lesions; moderate diffuse disease;

normal renal function (serum creatinine level < gh@/dL)
1B Stage IlIB | > 20 focal lesions; moderate diffuse disease;

Abnor mal renal function (serum creat
99 Unknown | Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References
>Durie BG , Kyle RA , Belch A, edalelomamanagement guidelines: a consensus regorm the scientific advisors
of the InternationalMyeloma FoundationHematol 2003 4 (6): 379-398.

Notes
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SIOP staging

Variable number: 4.31
Item length: 10
Item format: Alphanumeric

Definition

This data i1tem records staging of -chBmbthesapy t u mo
staging system developed by the International Society of Pediatric Oncology (SIOP). Based
exclusively on the anatomic extewnf the tumor, without consideration of genetidiologic, or
molecular markers.

Rational
This staging system has been proven valuable in predicting outcomes.

Code Label Description

examples”

vyl Stage yl Confined to kidney, capsule not exceeded, tumoan be completely removed

yll Stage ¥yl Tumour infiltrates adjacent organs but is completebsected

ylli Stage yll Incomplete removal, no hematogenous metastases. Regional lymph 1
involved.

99 Unknown Not stated / Not assessed.

#: onlyexamples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Metzger ML, Dome JS. Current therapy for Wilms' tumor. Oncologist 2005;106815

>0Orkin S, Fisher D, Look A, Lux S, GinsbergtizarNa. Oncology of Infancy a@hildhood Philadelphia, PA: Saunders,
20009.

Notes
>Used after chemotherapy only, prior to chemotherapy.
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St. Jude / Murphy staging

Variable number: 4.32
Item length: 5
Item format: Alphanumeric

Definition

The Stlude/Murphy staging system fohitcdhood NHL is based on clinigathologi@al features like
physical examination, CBC, imaging, &@omarrow, CSF examinations etc.

Rational
This information isused to estimate prognosis, evaluate new types of therapy, andlyse
outcomes.

Code Label Description

examples”

| Stage | Single tumor (extranodal) or single anatomical area (nodal), with exclusiq

mediastinum or abdomen
\V2 Stage IV Involvement of bone marrow and/or central nervous system
99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Murphy S. Classificaton, staging and end results of treatment in childhootimod g ki n’ s | y mp homa:
from lymphomas in adultsSemin Onco(1980);7:332-9.

Notes
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Toronto Tier Il staging

Variable number: 4.33.1
Item length: 16
ltemformat: Text

Definition

The Toronto Paediatric Cancer Stage Guidelines recommend the malieggpewific staging system
most suitable for use by population registries for 16 of the most common childhood malignancies.
The Guidelines include a twered appoach that provides less detailed criteria for registries with
limited resources and/or limited data access (Tier 1) based on collapsing of the more detailed
criteria (Tier 2)

Rational

This information is used to estimate prognosis, evaluate new typetherapy, and analyse
outcomes.

The appropriate staging system will be used to generate Toronto Tier Il staging, e.g. Ann Arbor for
Hodgki n’ s | y myunpbyros sonrHodgkin lyinphdreal NM for rhabdomyosarcoma,
etc.

Code Label Description

examples”

CNS1 Stage CNS1 | Toronto Tier Il S@ge grouping for CNS negative acute lymphoblastikaemia
L1 Stage L1 INRGSSHocalised stage L1 foremroblastoma (localised tumour not involving

vital structure as defined by the list of imagefinedrisk factors and confined t
one compartment).
A Stage IIA Ann Arbor stage IlA, to be used for Hodgkin lymphoma

99 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References
>Gupta S, Aitken JF, Bartels U, Brierley J, Dolendo M, Friedrich P, et al. Paediatric cancer stage in fgsadtion
cancer registries: the Toronto consensus principles and guidelined.ahieet Oncology. 2016;17(4):e183.

Notes
>Toronto Tier | will be generated from Toronto Tier Il.
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Toronto Tier Il (manual) staging

Variable number: 4.33.2
Item length: 10
Iltem format: Text

Definition

The Toronto Paediatric Cancer Stage Guideli@esmmend the malignanegpecific staging system
most suitable for use by population registries for 16 of the most common childhood malignancies.
The Guidelines include a twered approach that provides less detailed criteria for registries with
limited resources and/or limited data access (Tier 1) based on collapsing of the more detailed
criteria (Tier 2)

Rational
This information is used to estimate prognosis, evaluate new types of therapy, and analyse

outcomes.This variable will be used where no oth&andard staging system is available, e.g. for
medulloblastomas and other CNS embryonal tumours.

Code Label Description

examples”

M3 Metastatic M3 | Used for nedulloblastoma with macroscopic spinal metastases at diagnosi
Metastatic| Metastatic Used forEwi n g’ s wihadistamt metastases present at diagnos

Although more detailed staging systems exist their clinical and prognostic
is limited, multitiered staging systems were not deemed appropriate

99 Unknown Not stated / Not assessed.
#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Gupta S, Aitken JF, Bartels U, Brierley J, Dolendo M, Friedrich PPagdiltric cancer stage populationbased
cancer registries: the Toronto consensus principles and guidelines. The Lancet Oncology. 2016;1742):€163

Notes
>Toronto Tier | will be generated from Toronto Tier Il.
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Creasmamgradingsystem

Variable number: 4.34
Item length 1
Itemformat: Number

Definition
This data item recordsistopathologicafrade for uterineor endometrialcancer

Rational

Creasman grading is recommendedaa®ssential tumour related prognostic factor by UICC TNM
8.

Code | Label Description

1 G1l <5%o0f a nonsquamous or nonmorular solid growth pattern

2 G2 6-50% of a nonsquamous or nonmorul ar
3 G3 >50% of a nonsquamous or nonmorular solid growth pattern

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Creasman WT, Odicino F, Maisonneuve P, Quinn MA, Beller U, Benedet JL, HeirigskPMIYS, Pecorelli S. FIGO
Annual Report on the results of treatment in gynaecological cancer. VoC&ginoma of the corpus uteri. Int J
Gynecol Obstet 2006; 95 (Suppl. 1): 1D53.

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffid&d#io®. 2017 by John
Wiley & Sons. ISBN 988527-342808.

Notes
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Elston/Ellis grading system

Variable number: 4.35
Item length: 1
Item format: Number

Definition

This data item records the histopathological grade for breast cancer. It is also called the Nottingham
Histological Score. The grade for an individual tumouteisved from an assessment of three
morphological features (Tubule formation, Nuclear pleomorphism, Mitotic count), each of which is
scored 13.

Rational
The information is recommended as an essential tumour related prognostic factor by UIGE TNM

Code Label Description

1 grade | well-differentiated

2 grade |l moderately differentiated
3 grade Il poorly differentiated

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Elston CWEIlis 10. Pathological prognostic factors in breast cancer. I. The value of histological grade in breast cancer:
experience from a large study with long term follow up. Histopathology 1991; 194403

>Brierley, Gospodarowicz, Wittekind (eds.): UICC Tidsification of Malignant Tumours? Edition. 2017 by John
Wiley & Sons. ISBN 988527-342808.

Notes
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SalzerKuntschik grading system

Variable number: 4.36
Item length: 1
Item format: Number

Definition
This data item records the grade of morphological regression for malignanttbor@r in children
after chemotherapy.

Rational
This information is an important prognostic factor, as well as for planning surgical treatment

Code Label Description

1 R1 No vital tumour cells.

2 R2 Single vital tumour cells or vital cell clusters <0.5 cm.
3 R3 <10% vital tumour in the total tumor mass.

4 R4 10-50% vital tumour in the total tumor mass.

5 R5 >50% vital tumour cells in the total tumor mass.

6 R6 Notumour response.

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>SalzeKuntschik M et alMorphological grades of regression in osteosarcoma after polychemothersjoygly COSS
80.J Cancer Res Clin Oncol 1983;106 Supgl:21

Notes
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Shimada grading system

Variable number: 4.37
Item length: 1
Item format: Number

Definition

This data itemrecords the grade for neuroblastoma, a frequent childhood cancer. Based on a grade
of neuroblastic differentiation and mitosisaryorrhexis index [MKI]) along with patieage at the

time of diagnosis.

Rational
Imortant prognostic factor for neuroblastoma.

Code | Label Description

1 Favourable Histology Age <1.5 yrs: Poorly differentiated or differentiating and low or intermed
MKI tumor.
Age 1.55.0 yrs: Differentiating and low MKI tumor

2 Unfavourable Histology Age < 1.5 yrs 1) Undifferentiated tumor; 2) high MKI (mitkaiyorrhexis

index) tumor

Age 1.55.0 yrs 1) Undifferentiated or poorly differentiated tumor;
intermediate or high MKI tumor

Age > 5.0 yrs: All tumars

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Shimada H, Ambros IM, Dehner LP etTdle International Neuroblastoma Pathology Classification (the Shimada
System) Cancer 1999; 86:362.

Notes
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WHO(CNS) grading system

Variable number: 4.38
Item length: 1
Item format: Number

Definition
Primary brain tumours are grouped according to the WHO classification based on the cell of origin,
andthe histological aggssiveness.

Rational
The grade is wigly used to evaluate prognosis, as well as to plan treatment.

Code Label Description

1 Grade | Tumours with low proliferative potential and possibility of cure after resectiof

2 Grade |l Tumours are infiltrative in nature and often recur despde level of
proliferation, or progress to higher grades.

3 Grade Il Clear evidence of malignancy, incl. nuclear atypia and brisk mitotic activity.

4 Grade IV Cytologically malignanmitotic active, necrostprone lesions with widespread
infiltration of surrounding tissue and a propensity of craniospinal disseminati

9 Unknown Not stated / Nbt assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>WHO Classification of Tumours of tentral Nervous SysteRgevised-ourth Edition. Louis, D.N., Ohgaki, H.,
Wiestler, O.D., Cavenee, W.K. IARC Lyon.2016

Notes

>WHO grading system for CNS is a malignancy scale, rather than a strict histological grading
system, and therefore does not parallel the }OE grade cod.
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Clinical tumour size

Variable number: 4.39
Item length: 3
Item format: Number
Definition

The data item records thiargestpreoperativedimension or diameter of the tumoym mm

Rational

This numeric information serves to credseck thecategorical information submitted as dT also
serves to code the size of tumours where cT does not apply (e.g. brain cancer).

Code examples” | Label Description

001 Size is 1 mm.

002 Size i€ mm.

998 Size is 998 mm or more.
999 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage

The variable is to be submitted to tiNKRSONECSNRT

References

Notes
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Pathological tumour size

Variable number: 4.40
Item length: 3
Item format: Number

Definition
The data item records thine largestpostoperativedimension or diameter of the tumoym mm.

Rational

This numeric information serves to credseck the categorical information submitted as pT. It also
serves to code the size of tumours where pT does not apply (e.g. brain cancer).

Code examples” | Label Description

001 Size is 1 mm.

002 Size i€ mm.

998 Size is 998 mm or more.
999 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References
>,

Notes

>|f tumor sizels given in tenths ofillimeters, record size as 001 if largest dimension or diameter
of tumor isbetween 0.1 and 0.9 mnif the size is larger than 1.0 mm, round to the nearest integer.
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Metastases at diagnosis indicator

Variable number: 4.41
Item length: 1
Item format: Number

Definition
The data item identifiethe presence of metastases at time of diagnosis
Rational

This variable serves also tegistermetastases fosites such a€NS tumourswhere TNM is not
applicable.

Code Label Description

0 No

1 Yes

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tuffiddiiod. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UniforfnEastod 2012
by John Wiley & Sons. ISBN 97844332438.

> Sobin, Gospodarowicz, Wittekinddgg): UICC TNM Classification of Malignant Tumodt€&dition. 2010 by John
Wiley & Sons. ISBN 9184443 3241-4.

> Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tumb&iti®n. 2002 by Wileyiss Inc. ISBN4Y 1-
222887.

Notes
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Topography of metastases at diagnosis

Variable number: 4.42
Item length: 2
Item format: Number

Definition
The data item identifies the distant site(s) of metastatic involvement at time of diagnosis.

Rational

The topography of metastases at diagnosis isralependent prognostic indicator. This variable
serves also to record metastases for leukaesniaCNS tumours where TNM is not applicable.

Code Label Description

1 PUL Pulmonary (C34).

2 0SS Osseous (C40, 41).

3 HEP Hepatic (C22).

4 BRA Brain(C71).

5 LYM Lymph nodes (C77).

6 MAR Bone marrow (C42.1).
7 PLE Pleura (C38.4).

8 PER Peritoneum (C48.1, 2).
9 ADR Adrenals (C74).

10 SKI Skin (C44).

11 OTH Others.

99 UNK No information on the topography of metastasagailable

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Turffiddiiod. 2017 by John
Wiley & Sons. ISBN 988527-342808.

>Wittekind, ComptonBrierley, Sobin (eds.): UICC TNM Supplement. A Commentary on Uniforn{ &itidn. 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitiori. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant Tum8isitdn. 2002 by Wileiziss Inc. ISBN4Y 1-
222887.

Notes
>|f the patient has multiple metastases, more than one topography is registered fqrimary
tumour.
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BREAST CANCER:
tumour related
prognostic factors

> |t is not required to generate information solely for the purpose of cancer registration. Only if
relevant data items have already been assessed as part of diagnosis or treatmdintglihgs have
to be submitted to the responsible cancer registry.
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Oestrogen receptor status

Variable number: 5.1.1
Item length: 3
Item format: Number

Definition
The data itenrecords the oestrogen receptor expression status of the tumour.

Rational
The informatonis listed as an essential prognostic factor in F8IMr breast canceiThe oestrogen

receptor(ER) is a cell protein that stimulates the cell proliferation under the influence of oestrogen.

The ER status predicts whether breast cancerresiponseo hormonal therapy (or theemoval of
the ovarie$ suppressing the oestrogen receptors and thus inhibiting tumour growth.

Code Label Description

examples”

>0 Percentage valué,%) Use if quantitative information is provided.

100 Percentage valuéno) Use if quantitative information is provided.

222 Receptor status negative Use if qualitative information is provided.
Use if 0% value is provided.

333 Receptor status positive Use if qualitative information is provided.

888 Receptor status not performe

999 Receptor status unknown No information available.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>0’ Sul livan BB i(eerdl.eyl nJ x,hil’fQr,uz AK, Fey MF, Poll ock R,

Oncology. Ninth Edition. UICC. Wiley Blackwell & Sons, Ltd.

> eitlinienprogramm Onkologie (Deutsche Krebsgesellschaft, Deutsche Krebshilfe, AWMIR)ingSFrinerkennung,
Diagnose, Therapie und Nachsorge des Mammakarzinoms, Version 4.0, 2017 AWMF Registernuradd&0OD32
http://www.leitlinienprogramm-onkologie.de/leitlinien/manmakarzinom/(4.5.2.7)

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Turfidtdgjc. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
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http://www.leitlinienprogramm-onkologie.de/leitlinien/mammakarzinom/

Progesterone receptor status

Variable number: 5.1.2
Item length: 3
Item format: Number

Definition
The data itenrecords the progesterongeceptorexpression status of the tumour.

Rational
The informationis listed as an additional prognostic factor in TH8Mor breast cancerThe

Progesterone recepto(PR)status is used tgredict whether or not a patient will benefit from
endocrine therapy suppressing progesterone receptors and inhibiting the tumour growth.

Code Label Description

examples”

>0 Percentage valu€xb) Use if quantitative information igrovided.

100 Percentage valu(a%) Use if quantitative information is provided.

222 Receptor status negative Use if qualitative information is provided.
Use if 0% value is provided.

333 Receptor status positive Use ifgualitative information igprovided.

3888 Receptor tatus not performed

999 Receptor status unknown No information available.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>0’ Sullivami &8f X edBrilearl ey JD, D' Cruz AK, F ManuahMfClinicBlo | | oc k

Oncology. Ninth Edition. UICC. Wiley Blackwell & Sons, Ltd.
>Leitlinienprogramm Onkologie (Deutsche Krebsgesellschaft, Deutsche Krebshilfe, AWMRn&3Friherkennung,
Diagnose, Therapie und Nachsorge des Mammakarzinoms, Version 4.0, 2017 AWMF Registernurddd&0OD32

http://mwww.leitlinienprogramm-onkologie.de/leitlinien/mammakarzinom/ (4.5.2.7)

>Brierley, Gospodarowicz, Wittekind (eds.): UICM Tassification of Malignant Tumourd? Bdition. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
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Her2 receptor status

Variable number: 5.1.3
Item length: 1
Item format: Number

Definition
The data itenrecords the HerZhuman epidermafrowth factor receptor 2expression status of
the tumour.

Rational

The informationis listed as an essential prognostic factor in F8IXbr breast cancerThe Her2
receptor is an oncogene that can influermal proliferaion and tumourgenesislits overexpression

is associated with aggressive histological features of the tumour and poor prognosis and allows
effective cancer management by Hetgeting therapy.

Code Label

1 Her2 overexpressed or gene amplified

2 Her2 rot overexpressed or geneot amplified
3 Not performed

9 Unknown whether performed or not

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>0’ Sullivan B (ed. I n chief), Brierl ey JD Manal &Clinial AK,
Oncology. Ninth Edition. UICC. Wiley Blackwell & Sons, Ltd.

>| eitlinienprogramm Onkologie (Deutsche Krebsgesellschaft, Deutsche Krebshilfe, AWMR)ing8Friiherkennung,
Diagnose, Therapie und Nachsorge des Mammakarzinoms, Ver§ioA047 AWMF Registernummer: 63250L,
http://www.leitlinienprogramm-onkologie.de/leitlinien/mammakarzinom(4.5.2.7).

>Brierley, Gospodarowicz, Wittekind (eds.): UTMM Classification of Malignant Tumour$, Bdition. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
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Tumour proliferation labeling

Variable number: 5.14
Item length: 3
Item format: Number

Definition
The data item records thexpression of the immunohistochemical marker of proliferation, the Ki
67 antigen

Rational
This variable significantly influences tumor growth rate, and thus, represent tumoral aggressiveness

Code examples” | Label Description

0 Percentage valué€n)

100 Percentage valu€no)

999 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>0" Sullivan B (ed. I n chief), Brierley JDManhdl &Cliniaal AK,
Oncology. Ninth Edition. UICC. Wiley Blackwell & Sons, Ltd.

>L eitlinienprogramm Onkologie (Deutsche Krebsgesellschaft, Deutsche Krebshilfe, AWMR)irsS Friiherkennung,

Diagnose, Therapie und Nachsorge des Mammakarzinoms, Version 4.0, 2017 AWMF Registernuradd&0OD32
http://www.leitlinienprogramm-onkologie.de/leitlinien/mammakarzinom(4.5.2.7).

Notes
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PROSTATE CANCER:
tumour related
prognosticfactors

> It is not required to generate information solely for tipeirpose of cancer registration. Only if
relevant data items have already been assessed as part of diagnosis or treatment, the findings have
to be submitted to the responsible cancer registry.
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Pretreatment Prostate Specific Antigen (PSA)
Variable number: 5.2.1
Item length: 5
Item format: Number

Definition
Prostate Specific Antiggi?SA)s serine protease produced and secreted by prostate gland

Rational

The pretreatment serum PSA level serves as a marker in diagnosis of prostate cancer and is listed as
an essential prognostic factor in TN3/or prostate cancer.

Code examples” Label Description
2.5 2.5 ng/ml
15.0 15.0 ng/ml
999.7 999.7 ng/ml or higher

999.8 Test not performed

999.9 Test result unknown

#: only examples arghown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>N. Mottet et al. EAU- ESTRO- SIOGguidelines on prostate cancer. European Association of Urology 2016
http://www.ncbi.nIm.nih.gov/pubmed/24207135

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tumours, 8th Edition. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

Notes
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Gleason biopsy most common grade

Variable number: 5.2.2
Item length: 1
Item format: Number

Definition
The item Gleason biopsy most common grade shows Gleason grade of the most extensive pattern
(primary pattern) in psy-detected prostate cancer.

Rational

Gleason score of biopsietected PCaomprises the Gleason grade or the most extensive (primary
pattern) pattern, plus the second most common pattern (secondary pattern), if two are present, or
the pattern with the highest Gleason grade, if a tumour has more than 2 histological patterns.

Code Label Description

1 Gleason grade 1 Well differentiated tissue

2 Gleason grade 2 Well / moderately differentiated tissue
3 Gleason grade 3 Moderately differentiated tissue

4 Gleason grade 4 Poorly differentiated tissue

5 Gleason grade 5 Undifferentiated/Anaplastic tissue

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

>Moch H, Humphrey PA, Ulbright TM, Reuter V. WHO Classification of Tumours of the Urinary System and Male Genital
OrgansLyon, France: International Agency for Research on Cancer; 2016.

>Epstein JI, Egevad L, Amin MB, Delahunt B, Srigley JR, Humphrey PA. The 2014 International Society of Urological
Pathology (ISUP) consensus conference on Gleason grading of prostaticnaraeinition of grading patterns and
proposal for a new grading system. Am J Surg Pathol 2016;4&244

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tumours, 8th Edition. 2017 by John
Wiley & Sons. ISBN 938627-3428)-8.

Notes
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Gleason biopsy second most common or highest §rade

Variable number: 5.2.3
Item length: 1
Item format: Number

Definition
The item Gleason biopsy second most common or highest grade shows Gleason grade of the second

most common patterr{secondary pattern), or the pattern with the highest Gleason grade in biopsy
detected prostate cancer, if a tumour has more tHahistological patterns.

Rational
Gleason score of biopsietected PCa comprises the Gleason grade or the most extensive prima

pattern) pattern, plus the second most common pattern (secondary pattern), if two are present, or
the pattern with the highest Gleason grade, if a tumour hasertban 2 histological patterns.

Code Label Description

1 Gleason grade 1 Well differentiated tissue

2 Gleason grade 2 Well / moderately differentiated tissue
3 Gleason grade 3 Moderately differentiated tissue

4 Gleason grade 4 Poorly differentiated tissue

5 Gleason grade 5 Undifferentiated/Anaplastic tissue

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

>Moch H, Humphrey PA, Ulbright TM, Reuter V. WHO Classification of Tumours of the Urinary System and Male Genital
Organs. Lyon, France: International Agency for Resear€lanoer; 2016.

>Epstein Jl, Egevad L, Amin MB, Delahunt B, Srigley JR, Humphrey PA. The 2014 International Society of Urological
Pathology (ISUP) consensus conference on Gleason grading of prostatic carcinoma: definition of grading patterns and
proposal fora new grading system. Am J Surg Pathol 2016;46524

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tumours, 8th Edition. 2017 by John
Wiley & Sons. ISBN 988527-342808.

Notes

NationalCancer Data Dictionary 115 Basic variables



Gleason excision most common grade

Variable number: 5.24
Item length: 1
Item format: Number

Definition
The item Gleason excision most common grade shows Gleason grade of the most extensive pattern
(primary pattern) in prostate cancer.

Rational

The Gleason system is the most commadgepted standard for prostate cancer grading and one

of the most important prognostic factors for localized prostate cancer. The Gleason score of biopsy
detected PCa comprises the Gleason grade or the most extensive (primary pattern) pattern, plus
the seond most common pattern (secondapattern), if two are present.

Code Label Description

1 Gleason grade 1 Well differentiated tissue

2 Gleason grade 2 Well / moderately differentiated tissue
3 Gleason grade 3 Moderately differentiated tissue

4 Gleason grade 4 Poorly differentiated tissue

5 Gleason grade 5 Undifferentiated/Anaplastic tissue

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

>Moch H, Humphrey PA, Ulbright TM, Reuter V. WHE3sification of Tumours of the Urinary System and Male Genital
Organs. Lyon, France: International Agency for Research on Cancer; 2016.

>Epstein JI, Egevad L, Amin MB, Delahunt B, Srigley JR, Humphrey PA. The 2014 International Society of Urological
Patology (ISUP) consensus conference on Gleason grading of prostatic carcinoma: definition of grading patterns and
proposal for a new grading system. Am J Surg Pathol 2016;4&244

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification gh&fdliTumours, 8th Edition. 2017 by John
Wiley & Sons. ISBN 988527-342808.

Notes
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Gleason excision second most common or highest fjrade

Variable number: 5.2.5
Item length: 1
Item format: Number

Definition

The item Gleason excision second mosimmon or highest grade shows Gleason grade of the
second most common pattern (secondary pattern) or the pattern with the highest Gleason grade in
prostate cancer.

Rational

Gleason score of biopsietected PCa comprises the Gleason grade or the moshsixte (primary
pattern) pattern, plus the second most common pattern (secogdsattern), if two are present.

Code Label Description

1 Gleason grade 1 Well differentiated tissue

2 Gleason grade 2 Well / moderately differentiated tissue
3 Gleason gradé Moderately differentiated tissue

4 Gleason grade 4 Poorly differentiated tissue

5 Gleason grade 5 Undifferentiated/Anaplastic tissue

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

>Moch H, Humphrey PAJlbright TM, Reuter V. WHO Classification of Tumours of the Urinary System and Male Genital
Organs. Lyon, France: International Agency for Research on Cancer; 2016.

>Epstein JI, Egevad L, Amin MB, Delahunt B, Srigley JR, Humphrey PA. The 2014 InteSnat&pnaof Urological
Pathology (ISUP) consensus conference on Gleason grading of prostatic carcinoma: definition of grading patterns and
proposal for a new grading system. Am J Surg Pathol 2016;4&244

>Brierley, Gospodarowicz, Wittekind (eds.): UTM/ Classification of Malignant Tumours, 8th Edition. 2017 by John
Wiley & Sons. ISBN 988527-342808.

Notes
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Gleason score

Variable number: 5.2.6
Item length: 2
Item format: Number

Definition

Gleason score comprises the Gleason grade or the sdensive (primary pattern) pattern, plus
the second most common pattern (secondary pattern), if two are present, or the pattern with the
highest Gleason grade, if a tumour has more than 2 histological patterns.

Rational

Gleason score is the basis foostate cancer grading and the most important essential prognostic
factor.

Code Label Description

2 1+1 1+1 (no longer assigned on biopsy, only rarely on other specimens)
3 2+1 2+1 (no longer assigned on biopsy, only rarely on other specimens)
4 2+2 2+2 (no longer assigned on biopsy, only rarely on other specimens)
5 3+2, 2+3 3+2, 2+3 (no longer assigned on biopsy, only rarely on other specimens)
6 3+3 3+3 (in practice the lowest score)

7 3+4, 4+3 3+4, 4+3

8 4+4, 345, 5+3 | 4+4, 3+5, 5+3

9 5+4, 4+5 5+4, 4+5

10 5+5 5+5

99 Unknown

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Moch H, Humphrey PA, Ulbright TM, Reuter V. WHO Classification of Tumours of the Urinary System and Male Genital
OrgansLyon, France: International Agency for Research on Cancer; 2016.

>Epstein JI, Egevad L, Amin MB, Delahunt B, Srigley JR, Humphrey PA. The 2014 International Society of Urological
Pathology (ISUP) consensus conference on Gleason grading of prostaticroaraefinition of grading patterns and
proposal for a new grading system. Am J Surg Pathol 2016;4&244

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tumours, 8th Edition. 2017 by John
Wiley & Sons. ISBN 93%527-3428)-8.

Notes
>Histology after surgery has priority over the biopsy, unless neoadjuvant therapy was performed
prior to surgery.
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WHO grade group

Variable number: 5.2.7
Item length: 1
Item format: Number

Definition
A fivegrade group system based on theading categories from Gleason score 2 to 10.

Rational
Gleason grade groups belong to the most important prognostic factors.

Code | Label Description
1 Grade group 1 Gl eason s c oOnlgindividual disceete webymed glands

Grade group 2 Gleason score 7 (3 +.Aredominantly welformed glands with lesser component
poorly formed/fused/cribriform glands

3 Grade group 3 Gleason score 7 (4 +.Bredominantly poorly formed/

fused/cribriform glands with lesser component of wilimed glands

Grade group 4 Gleason score 8 (4+4o0r3+5o0r5.+3)

- Only poorly formed/fused/cribriform glands or

2

4 - Predominantly welformed glands and lesser component lacking glands
- Predominantly lacking glands and lesser component offeethed glands
5 Grade group 5 Gleason score-20. Lack of gland formation (or with
necrosis) with or without poorly formed/fused/cribriform glands
9 Unknown Not stated / Nbt assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Moch H, Humphrey PA, Ulbright TM, Reuter V. WHO Classification of Tumours of the Urinary System and Male Genital
Organs. Lyon, France: International Agency for Research on Cancer; 2016.

>Epstein JI, Egevad L, Amin MB, Delahunt B, Srigléyudiphrey PA. The 2014 International Society of Urological
Pathology (ISUP) consensus conference on Gleason grading of prostatic carcinoma: definition of grading patterns and
proposal for a new grading system. Am J Surg Pathol 2016;4&244

>Brierley, Gepodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tumours, 8th Edition. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

Notes
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MELANOMA:
tumour related
prognosticfactors

> It is not required to generate information solely ftire purpose of cancer registration. Only if
relevant data items have already been assessed as part of diagnosis or treatment, the findings have
to be submitted to the responsible cancer registry.
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Breslow thickness

Variable number: 5.3.1
Item length: 4
Item format: Number

Definition

The Breslow thickness shows the distance from stratum granulosum to the deepest tumour cell,
measuredm mm.

Rational
Most important prognostic factor listen in TN&1for Melanoma

Code Label Description

examples”

1.1 1.1 mm depth from stratum granulosum to the deepest tumour cell
99.9 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>AJC®hysician to Physician. 8th edition AJCC Melanoma Staging System. JE Gershenwald, JM Skibber University of
Texas MD Anderson Cancer Center.

>|_eitlinienprogramm Onkologie (Deutsche Krebsgesellschaft, Deutsche Krebshilfe, AWMF): Diagnostik, Therapie und
Nacltsorge des Melanoms, Langversion 2.0, 2016, AWMF Registernummer: 032/02#eitlinienprogramm-
onkologie.de/Melanom.65.0.html

>Brierley, Gospodarowicz, Wittekind (eds.): UM Classification of Malignant Tumour¥, Bdition. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
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COLORECTAL CANCER:
tumour related
prognosticfactors

> It is not required to generate information solely for the purpose of camegistration. Only if
relevant data items have already been assessed as part of diagnosis or treatment, the findings have
to be submitted to the responsible cancer registry.
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Circumferential resection margins

Variable number: 5.4.1
Item length: 1
Itemformat: Number

Definition
The circumferentiakesection margin (CRN) is a surgically created plane produced during the
removal of the rectum from its surroundings.

Rational

The informationis listed as an essential prognostic factor in F8INbr coloretal cancer A
circumferential safety margin of less thamin also significantly increases the local recurrence risk
for rectal cancer.

Code | Label Description

1 0O mm Positive, R1

2 <lmm Negati ve, RO “close”
3 >1 mm Negati ve, RO “wide”
9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Evidenceébased Guideline for Colorectal Cancer, long version 1.0, AWMF registration numbe@002L,
http://leitlinienprogrammonkologie.de/L eitlinien.7.0.html

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Turfidtdgjch. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
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Microsatellite instability

Variable number: 5.4.2
Item length: 1
Item format: Number

Definition
The data item records presence or absence of microsatellite instability.

Rational

Microsatellite instability is listed as additional prognostic factor in T&fdr colorectal cancer. It is

a pathology test that looks for a gene mutation associated with a particular type of hereditary
colorectal cancer called HNPCC or Lynch syndromagt lével of microsatellite instability is
suggestive of HNPCC.

Code Label Description

0 No

1 Yes

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley, Gospodarowic¥yittekind (eds.): UICC TNM Classification of Malignant Tumotir&dion. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
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TESTICULAR CANCER:
tumour related
prognosticfactors

> It is not required to generate information solely for tipeirpose of cancer registration. Only if
relevant data items have already been assessed as part of diagnosis or treatment, the findings have
to be submitted to the responsible cancer registry.
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h fetoprotein

Variable number: 5.5.1
Item length: 1
Itemformat: Number

Definition
The data item records the serum level of the tumour neark-fetaprotein (AFP).

Rational

The pr es enc detoprdteindAFR)vs &raqeedt in testicular cancer, where staging is based
on the determination of the anatomic extent of disease and assessment of serum tumour markers.
The information is required to decide the TNMc&egories.It also helps to differentiate the
histology of tumor because various germ cell tumors will show positivity for either AFP or hCG or
both.

Code Label Description

0 AFPO Within reference range

1 AFP1 > upper limit of referencerangeto 1’ 000 ng/ ml
2 AFP2 1"04a4®’ 000 ng/ ml

3 AFP3 > 10000 ng/ ml

9 AFPX AFPnot available or not performed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classificatidalighant Tumours, '8 Edition. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
>The reference range govidedby the testing laboratory and varies due to testing equipment,
chemical reagents, and analytical techniques.
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hCG

Variable number: 5.5.2
Item length: 1
Item format: Number

Definition
The data item records the level of serum tumour markeman chorionic gonadotropithCG)

Rational

The presence of elevated human chorionic gonadotropin (hCG) is frequent in testicular cancer,
where staging is based on the determination of the anatomic extent of disease and assessment of
serum tumour markers. The information is required to decide th&/T®¢tategorieslt also helps to
differentiate the histology of tumor because various germ cell tumors will show positivity for either
AFP or hCG or both.

Code Label Description

0 hCGO Within reference range

1 hCG1 > upper limit if reference ranget®5’ 000 ml U/ ml
2 hCG2 5'"0GB®’ 000 ml U/ ml

3 hCG3 > 50000 ml U/ ml

9 hCGX hCGnot available or not performed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References
>Brierley, Gospodarowicz, Wittekind (eds.): UICC Th4sification of Malignant Tumours? &dition. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
>The reference range is provided by the testing laboratory and varies due to testing equipment,
chemical reagents, and analytical techniques.
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LDH

Variable number: 5.5.3
Item length: 1
Item format: Number

Definition
The data item records the levels of serum tumour marker lactate delygirase (LDH)

Rational
The presence of elevated lactate dehydrogenase (LDH) is frequent in testicular cahees,

staging is based on the determination of the anatomic extent of disease and assessment of serum
tumour markers. The information is required to decide the TN&&tegories.

Code Label Description

0 LDHO Within reference range

1 LDH1 > upper limit of reference range 1.5 x K
2 LDH2 15-10x N

3 LDH3 >10 x N

9 LDHX LDHnot available or not performed.

#:N indicates the upper limit of normal for the LDH assay.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant TurfidEdgjdh. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
>The reference range is provided by the testing laboratory\argks due to testing equipment,
chemical reagents, and analytical techniques.
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Serum tumour markers

Variable number: 5.5.4
Item length: 1
Item format: Number
Definition

The data item records the TNMc&tegories as combination of levels for AFP, h@G& L®H.

Rational

Essential for TNM prognostic staging of testicular cancer.

Code Label Description

0 SO Serum marker study levels within normal limits.

1 Sl

2 S2

3 S3

9 SX Serum marker studies not available or not performed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Turfidtdgjch. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
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HEAD/NECK CANCER
tumour related
prognosticfactors

> |t is not required to generate information solely for the purpose of cancer registration. Only if
relevant data items have already been assessed as part of diagnosis or treatment, the findings have
to be submitted tothe responsible cancer registry.
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HPVp16

Variable number: 5.6.1
Item length: 1
Item format: Number

Definition
HPV(Human papillomavirygositivity is defined as showing eithervidence of HPV gene expression
(tested withp16 immunohistochemistiyor HPV DNAor both

Rational
This information isan essential prognostic factor of squamous cell carcinoma with cervical lymph
node metastases without an identified primary carcinoma, and in oropharyngeal cancer.

Code Label Description

0 No HPV or p16- negative

1 Yes HPV or p16- positive

9 Unknown Not stated / Not assessed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References
>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Turfidtdgich. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
>HPV status information is only mandatory for squamous cell carcinoma with cervical lymph node
metastases without an identified primary carcinoma, and in oropharyngeal cancer.
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EBV

Variable number: 5.6.2
Item length: 1
Item format: Number

Definition
EBV Epstein Barr virygositivity is defined as showing evidence of EBV antigen in a blogdtest
EBV DNA or RNA by polymerase chain reaction

Rational
This information is an essential prognostic factor of squamous cell carcinoma with cervical lymph
node metastases without an identified primary carcinoma.

Code Label Description

0 No EBV negative

1 Yes EBYV positive

9 Unknown Not stated/not assessed

National usage
The variable is to be submitted to tiNKRSONEESNRT

References
>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Turfidtdgich. 2017 by John
Wiley & Sons. ISBN 978527-342808.

Notes
>EB\&tatus information is only mandatory for squamous cell carcinoma with cervical lymph node
metastases without an identified primary carcinoma.
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TREATMENT:
prognostic factors
related to treatment

> It is not required to generate information solely fire purpose of cancer registration. Only if
relevant data items have already been assessed as part of diagnosis or treatment, the findings have
to be submitted to the responsible cancer registry.
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Residuainvasivaumour

Variable number: 6.1
ltemlength: 1
Item format: Number

Definition
This data itemsecords the invasive tumour statadter treatment. The R classification can be used

following surgical treatment alone, after radiotherapy alone, after chemotherapy alone or following

multimodal therapy. The status after treatment takes distant metastases into account.

Rational
This infemation is a strong indicator of prognosis and reflects the effect of treatment.

Code Label Description

0 RO No residual tumour detectable by any diagnostic means. In M1 cases, the d
metastasis as well as the primary tumour must be removed coralylet

1 R1 Microscopic residual tumour.

2 R2 Macroscopic residual tumour.

8 RX Presence of residual tumour cannot be assessed.

9 Unknown | There is no information on the presence or absence of residual tumour.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>Wittekind, Compton Greene Sobinetc.: TNM Residual TumdZlassification Revisited Cancer. 2002;

>Brierley, Gospodarowicz, Wittekind (eds.): UICC TNM Classificatioalighéht Tumours, 8Edition. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UnifoffrBaeod 2012
by John Wiley & Sons. ISBN 97844332438.

>SobinGospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant TunitiEds;ign. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant TumBsit®n. 2002 by Wilekiss Inc. ISB0471-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant TumbEditin. 1997 by Wileyiss, Inc. ISBNSIO-
633731.

Notes
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Residuain-situ tumour

Variable number: 6.2
Item length: 1
Item format: Number

Definition

This data itemsecords the irsitu tumour status aftetreatment. The R classification can be used
following surgical treatment alone, after radiotherapy alone, after chemotherapy alone or following
multimodal therapy. The status after treatment takestdigt metastases into account.

Rational
This information is a strong indicator of prognosis and reflects the effect of treatment.

Code Label Description

0 RO No residual tumour detectable by any diagnostic means. In M1 cases, the d
metastasis asvell as the primary tumour must be removed completely.

1 R1 Microscopic residual tumour.

2 R2 Macroscopic residual tumour.

8 RX Presence of residual tumour cannot be assessed.

9 Unknown | There is no information on the presence or absenceesidual tumour.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Wittekind, Compton Greene Sobinetc.: TNM Residual Tumdlassification Revisited Cancer. 2002; 94

>Brierley, Gospodarowicz, Wittekindds.): UICC TNM Classification of Malignant Tumotir&d&ion. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UniforfnEastod 2012
by John Wiley & Sons. ISBRB-1-444332438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant TufhEdigpi. 2010 by John Wiley
& Sons. ISBN 97844433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant TumBiEdit®n. 2002 by Wileliss Inc. ISBN4Y 1-
222887.

>Sobin, Wittekind (eds.): UICC TNM Classification of Malignant TumbEditin. 1997 by Wileyiss, Inc. ISBNSIO-
633731.

Notes
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Resection margin invasive tumour

Variable number: 6.3
Itemlength: 4
Item format: Number

Definition
The data item indicates thminimalwidth of the normal tissue between the tumour and the surgical

margin of the resected tumour on primary site (microscopic distance between the outermost
tumour cells and the cut edge of the specimen). Measurementiliimeter.

Rational

Most reliable paameter to infer that the patient is free from detectable tumour cells. It is
recommended as an essential tumenglated prognostic factor in cancer of oral cavity or breast by
UICC TNMS8.

Code examples” | Description

0.0 There are invasive tumour celltine resection margin.

0.1 There is 0.1 mm margin between invasive tumour and the cut edge of the specimen.
1.0 There is 1.0 mm margin between invasive tumour and the cut edge of the specimen.
98.0 Not applicable

99.0 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes
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Resection margin 4situ tumour

Variable number: 6.4
Item length: 4
Item format: Number

Definition
The data item indicates thminimalwidth of the normal tissue between the tumour and the surgical

margin of the resected tumour on primary site (microscopic distance between the outermost
tumour cells and the cut edge of the specimen). Measurementiliimeter.

Rational

This information is the wst reliable parameter to infer that the patient is free from detectable
tumour cells. It is recommended as an essential tura@leited prognostic factor in cancer of oral
cavity or breast by UICC Th8VI

Code examples” | Description

0.0 There ardn-situ tumour cell in the resection margin.

0.1 There is 0.1 mm margin betweenditu tumour and the cut edge of the specimen.
1.0 There is 1.0 mm margin betweensitu tumour and the cut edge of the specimen.
98.0 Not applicable

99.0 Unknown Not stated / Not assessed.

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
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Sentinel lymph node assessment

Variable number: 6.5
Item length: 1
Item format: Number

Definition

The data item indicates whether the sentinel lymph node is excised and the result of the
examination. The sentinel lymph node is the first lymph node to receive lymphatic drainage from a
primary tumour.

Rational

This information is used to evaluate the quality of diagnostic procedures and to assess the impact
of sentinel lymph node procedures on outcome.

Code Label Description

0 NO Sentinel lymph node not involved.

1 N1 Sentinel lymph nod@&volved.

8 NX Sentinel lymph node cannot be assessed.

9 Unknown No information in the patient’

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes

NationalCancer Data Dictionary 138 Basic variables



Number of examined sentinel lymph nodes
Variable number: 6.6
Item length: 2
Item format: Number

Definition
The data item records the total number of sentinel lymph nodes that were excised and examined
by the pathologist.

Rational

This information is used to evaluate the quality of diagnostic procedurdg@assess the impact
of sentinel lymph node procedures on outcome.

Code Label Description

examples”

0 None No sentinel lymph node excised.

1 1 node One sentinel lymph node excised.

96 96 nodes Ninety-six sentinel lymph nodes excised.

97 97 nodes or more | Ninety-seven or moresentinel lymph nodes excised.

99 Unknown No information whether sentinel lymph nodes were excised or not.
Sentinel lymph nodes were excised, but no information on the numbe

#: only examples are shown to reduable size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes
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Number of positive sentinel lymph nodes

Variable number: 6.7
Item length: 2
Item format: Number

Definition
The data item records the number séntinel lymph nodes examined by the pathologist and found
to contain metastases.

Rational

This information is used to evaluate the quality of diagnostic procedures and to assess the impact
of sentinel lymph node procedures on outcome.

Code Label Description

examples”

0 None No sentinel lymph node invaded.

1 1 node One sentinel lymph node invaded.

96 96 nodes Ninety-six sentinel lymph nodes invaded.

97 97 nodes or more | Ninetyseven or moresentinel lymph nodes invaded.

99 Unknown No information whether sentinel lymphodes were invaded or not. O
Sentinel lymph nodes were invaded, but no information on the number

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes
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FIRST TREATMENT COMPLEX

1 The first treatment complex consists of all treatments planned after the diagnosis, incl.
watchful waiting.

1 Registration is restricted to treatments actually applied.
1 Itis not required to generate infmation solely for the purpose of cancer registration. Only

if relevant data items have already been assessed as part of diagnosis or treatment, the
findings have to be submitted to the responsible cancer registry.
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Basis of first treatment complebecision

Variable number: 7.1
Item length: 1
Item format Number

Definition

This data item recordshie basis of treatment decision for the entire first treatment compl&ke
initial treatment includes alllterapysteps planned after the diagnosis. most cases the decision

for the first treatment complexis discussed and agreed at multidisciplinary tumour boards. A
tumour board is an interdisciplinary medical committee that develops an individual treatment plan
for patients with a malignant disease

Rational
The information serves to evaluate theeatmentquality.

Code Label Description

1 Tumour board An interdisciplinary medical committee.

2 Other (not specified) | Not a tumour board

9 Unknown The basis of treatment decision is unknown.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
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Date of first treatment complex decision

Variable number: 7.2.1
Item length: 10
Item format: Date(dd.mm.yyyy)

Definition
This data item records thaéate when thetreatment decisiorwas made. To be recordddr the
entire first treatment complex.

Rational
This information is used to evaluate treatment quality

Code examples” | Description

01.01.2005 Note: for single digit day or month, record with aaing 0
15.01.2005 Note: if exact day unknownset day as I5of the respective month.
30.06.2005 Note: if exact day and month unknowrset date as 30of June of the respective year.

#: only examples are shown to reduce table size

National usage

The variable is to be submitted to tiMKRSONEESNRTN truncated form with day set to
unknown (i.e. 15jor all caseslIn addition, the accompanying age in days is to be submitted to the
NKRSONEESNRT

References

Notes
>|f the treatmentdecisions were made in more than one tumourboard, the date of the first
tumourboard is recorded.
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Accuracy for date ofitreatment complex decision

Variable number: 7.2.2
Item length: 1
Item format: Number

Definition
The data itemndicates tle accuracyf the date when the treatment decision was made

Rational

The data item is used to identify groups of patients where ages or time periods are not known with
certainty (e.g. for sensitivity analyses).

Code Label Description

0 Exact date All datecomponents are known.

1 Day uncertain The day in date isnputed.

2 Day/Month uncertain | The day and month in date amaputed.
3 Estimated date All date components arenputed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
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First treatment complex gda)

Variable number: 7.3
Item length: 1
Item format: Number

Definition
The data item records the goal for each treatment as part of the first treatment complex.

Rational
Quality assessment of treatment patterns depends on the goal of the first treatment complex.

Code | Label Description

1 Curative A treatment approach with the aim to remove the tuomrid the body of wandering
cancer cells, and prevent a recurrence.

2 Palliative | The purpose of palliative treatment is to relieve the symptoms and to improve qu
of life in cases, when curative treatment is impossible

9 Unknown | Not stated

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
>Planned but not applied treatments are negistered.
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First treatment complex code(s)

Variable number: 7.4
Item length: 10
Item format: Alphanumeric

Definition

The data item records the CHOP coddNKIRSONECSNRIassignedCHORike code for treatments
where no CHOP code exists, for each treatment as part of the first treatment cor@pl©® is Swiss
classification of surgical operations and other diagnostic and treatment procedures and
interventions.

Rational

This informé&ion is readily available at the sources (clinics, physicians) in standardized and updated
form. Treatment indicators at the system level will be compared with eviddrased guidelines.

Code Label Description

examples”

85.21 Local excision of | CHOP procedure codesed by @iss treatment institutions
lesion onthe breast

85.45.00 Radical CHOP procedure code used lwis$ treatment institutions

mastectomy, not
otherwise specified

99.2R.01 Hormontherapy CHOHike code created for cancer registration use onlyNote:
(preliminary NOS preliminary coding is still under discussion].

code)

99.9R.00 Watchful waiting CHOHike code created for cancer registration use only. Clo
(preliminary watching a patient’ s treatmentd unless
code) symptoms appear or change. Watchful waiting is sometimes usq

conditions that progress slowly. It is also used when the risk
treatment are greater than the possible benefi{dlote: preliminary
coding is still under discussion].

999 Unknown
#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tMKRSONECSNRT

Notes
>Planned but not applied treatments are nogistered.
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First treatment complex start date(s)
Variable number: 7.5.1
Item length: 10
Item format: Date(dd.mm.yyyy)

Definition
The data item records thedateswhen each treatment of the first treatment complexas been
started

Rational

This information is used to evaluate treatment qualitys important to masure the delay between
diagnosis and treatment, as well as the time intervals between treatments, and between treatment
and recurrence.

Code examples” | Description

01.01.2005 Note: for single digit day or month, record with a leading 0
15.01.2005 Note: if exact day unknownset day as 15of the respective month.
30.06.2005 Note: if exact day and month unknowrset date as 30of June of the respective year.

#: only examples are shown to reduce table size

National usage

The variable is to be submitted to tiNKRSONEESNRTN truncated formwith day set to unknown
(i.e. 15)for all casesIn addition, the accompanying age in days is to be submitted ta\lKKBS
ONEGSNRT

References

Notes
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Accuracy for date(s) &fttreatment complex start

Variable number: 7.5.2
Item length: 1
Item format: Number

Definition
Indicates the accuracy of the dd& when each treatment of the first treatment complex has been
started.

Rational

The data item is used to identify groups of patients where ages or time periods are not known with
certainty (e.g. for sensitivity analyses).

Code Label Description

0 Exact date All date components are known.

1 Day uncertain The day in date isnputed.

2 Day/Month uncertain | The day and month in date amputed.
3 Estimated date All date components arenputed.

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

Notes
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First treatment complex institution{s)

Variable number: 7.6
Item length: 255
Iltem format: Text

Definition
The data item records the name and address of the responsible person and institution submitting
treatmentinformation to the cancer registry.

Rational

This information allows providing quality feedback to those institutions requesting it. It also allows
regional and national statistical reports on the relative contribution of different types of institutions
treating cancerpatients

National usage
(*) The variable isiot to be submitted to theNKRSONEESNRT

References

>Medical practices: GLN (Global Location Number) aus refdatgs://www.refdata.ch/content/partner_d.aspx
Updates vianttps://refdatabase.refdata.ch/Service/Partner.asmx

>Hospitals: official hospital listettps://www.bag.admin.ch/bag/de/home/zahlemund-statistiken/zahlerfakten-zu-
spitaelern/spitaisuchen.exturl.html/aHROcDovL 3d3dy5iYWctYW53LmFkbWIuLMNoL zIwWMTZfdGFnb G/
FiLzZIwMTZfc3BpdGFsc3RhdGIzdGIrL3BvcnRhbFIkZS5waHA/cD1tY XBrdCZsYW5nPWRI.html

Notes

>Addresses will be taken from national uniform lists of health service providers.

>Metadata for the institution responsible for treatmeictin also be registered to facilitate the
exchange of information.

>The cancer registries define, and update on a regular basis, the official address of all responsible
persons and hospital units sulittmg cancer information.

>Multiple persons or institutions magptionallybe registered pediagnosis.

NationalCancer Data Dictionary 149 Basic variables


https://www.refdata.ch/content/partner_d.aspx
https://refdatabase.refdata.ch/Service/Partner.asmx
https://www.bag.admin.ch/bag/de/home/zahlen-und-statistiken/zahlen-fakten-zu-spitaelern/spital-suchen.exturl.html/aHR0cDovL3d3dy5iYWctYW53LmFkbWluLmNoLzIwMTZfdGFnbG/%20FiLzIwMTZfc3BpdGFsc3RhdGlzdGlrL3BvcnRhbF9kZS5waHA/cD1tYXBrdCZsYW5nPWRl.html
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https://www.bag.admin.ch/bag/de/home/zahlen-und-statistiken/zahlen-fakten-zu-spitaelern/spital-suchen.exturl.html/aHR0cDovL3d3dy5iYWctYW53LmFkbWluLmNoLzIwMTZfdGFnbG/%20FiLzIwMTZfc3BpdGFsc3RhdGlzdGlrL3BvcnRhbF9kZS5waHA/cD1tYXBrdCZsYW5nPWRl.html

COURSE OF DISEASE
Recurrences/Transformations

> It is not required to generate information solely for the purpose of cancer registration. iDnly
relevant data items have already been assessed as part of diagnosis or treatment, the findings have
to be submitted to the responsible cancer registry.
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Type of event(s)

Variable number: 8.1
Item length 1
Item format Number

Definition
The data item recordghe type of first recurrenceof the disease or the occurrence of a
transformation.

Rational
The information is requiretbr the analysis of progression free survieald disease free survival.

Code Label Description
1 Progression Locoregiondinew findings without disease free intermission
2 Transformation | The development of one IGD Mterm into another (for example, the change of

haematopoetic or lymphoid neoplasm from chronic to acute phadsedrder to
decide orhaematologcaltransformation event, dherence to the ENCR
recommendation and Haemacare guideline, cited below, is mandatory.

3 Metastasis New finding ata site distat to the primary tumour, i.e. metachronous metastasi
Either with or without disease free intermission.

4 Relapse Locoregioné‘i new findingsafter a period of documented disease free intermiss
or remission without detectable tumour.

#: Locoregional refers tthe sameor adjacentsite of the original tumour or the regional lymph noddslist of those
lymph nodes defined as regional lymph nodes for each cancer site can be found in the TNM Classification of Malignant
Tumours International Union Against Can@grCQC)

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>European Network of Cancer RegistrfENNCR)Recommendationfor Registration of Haematological Malignancies
(2014).
https://www.encr.eu/sites/default/files/pdf/ENCR_Haematological _Malignancies_Summary Recommendations_Fe
b_2014.pdflast access.2.2019].

>Gavin, A et alTowards optimal clinical and epidemiological registration of haematological malignancies: Guidelines
for recording progressions, transformations and multiple diagnoEesopean Journal of Cancgt (2015) 1109-
1122

>HaemacareGuideline:Sant M, et al. Manudbr Codingand ReportingHaematologicaMalignancies.Tumori96(4),
(2010).

Notes
>More than a single event may be registered per diagnosis.
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Date of event(s)

Variable number: 8.2.1
Item length: 10
Item format: Date(dd.mm.yyyy)

Definition
Thedata item records thelate of the recurrehevent or transformation.

Rational
The information is requiretbr the analysis of progression free survieald disease free survival.

Code examples” | Description

01.01.2005 Note: for single digit day or month, record with a leading 0
15.01.2005 Note: if exact day unknownset day as I5of the respective month.
30.06.2005 Note: if exact day and month unknowrset date as 3Dof June of the respective year.

#: only exampleare shown to reduce table size

National usage

The variable is to be submitted tbe NKRSONEESNRTN truncated formwith day set to
unknown (i.e. 15jor all caseslIn addition, the accompanying age in days is to be submitted to the
NKRSONEESNRT

References

Notes
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Accuracy for date of event(s)

Variable number: 8.2.2
Item length: 1
Item format: Number

Definition
Indicates the accuracy of the dabé the recurren event or transformation

Rational

The data item is used to identify groups @itients where ages or time periods are not known with
certainty (e.g. for sensitivity analyses).

Code Label Description

0 Exact date All date components are known.

1 Day uncertain The day in date isnputed.

2 Day/Month uncertain | The day and month in date amaputed.
3 Estimated date All date components arenputed.

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

Notes
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EventiCDOVversion

Variable number: 8.3
Item length 2
Item format: Number

Definition

This data item records the version diet International Classification of Diseases for Oncology (ICD
O)used to code the recurrence or transformatiolhdherence to the ENCR recommendation and
Haemacare guideline, cited below, is mandsto

Rational

The International Classification of Diseases for Oncology@)G&egularlyupdated to include the
progress in medical knowledge

Code Label Description
10 Version 1

20 Version 2

30 Version 3.0 WHO 2000
31 Version 3.1 Update 2011
32 Version 3.2 Update 2019

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>|CDO: http://codes.iarc.fr/abouticdo.php

>European Network of Cancer Registi{EsNCR)Recommendation$or Registration of Haematological Malignancies
(2014).
https://www.encr.eu/sites/default/files/pdf/ENCR_Haenwogical _Malignancies_Summary Recommendations Fe
b_2014.pdflast access 8.2.2019].

>Gavin, A et alTowards optimal clinical and epidemiological registration of haematological malignancies: Guidelines
for recording progressions, transformations and muéigliagnosesEuropean Journal of Cancgt (2015) 1109-
1122

>Haemacare GuidelinSant M, et al. Manudbr Codingand ReportingHaematologicaMalignancies.Tumorioa6(4),
(2010).

Notes
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Morphologyterm beforechange of main diagnosis

Variable number: 8.4
Item length: 6
Item format: Alphanumeric

Definition

The data item records the onphology according to IGDin the case that the main diagnosis has
been changede.g.because thdater diagnosis was withithree month after the firs). Adherence

to the ENCR recommendation and Haemacare guideline, cited below, is mandatory.

Rational
This information allowsatretain theearliermorphology code

Code examples” Label
9940/3 Hairy cell leukaemia

#: only examples are shown to reduce tabiee

National usage
(*) The variable isot to be submitted to theNKRSONEESNRT

References

>European Network of Cancer RegistrfEfNNCR)Recommendationfor Registration of Haematological Malignancies
(2014).

https://www.encr.eu/sites/default/files/pdf/ENCR_Haematological Malignancies_Summary Recommendations Fe

b_2014.pdflast access.2.2019].

>Gavin, A et alTowards optimal clinical and epidemiological registration of haematological malignancies: Guidelines

for recording progressions, transformations and multiple diagnoBesopean Journal of Cancgt (2015) 1109-
1122

>Haemacare GuidelingSant M, et al. Manudbr Codingand ReportingHaematologicaMalignancies.Tumori96(4),
(2010).

Notes
>|f there was no change of the main diagnosis, this variable remains empty.
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Morphologyterm after Transformation

Variable number: 8.5
Item length: 6
Item format: Alphanumeric

Definition

The data item records the onphology term according to ICED after transformation.For
haematological transformations, daerence to the ENCR recommendation and Haemacare
guideline, cited ba&lw, is mandatory.

Rational

This information allows the study hothe risk of certain transformationsvaries over time since
diagnosis, as a function of treatmepiatient, and tumour characteristics.

The table provides two typical examples from clinical practice: first a haematoldyjieaim after
transformation, and secondly a brain tumoMrterm after transformation.

Code Label Description
examples”
9801/3 Acute leukemia, NOS | For example as aansformation from M945/3(Chronic

myelomonocytic leukaem)a
9390/1 Atypical choroid plexus For example as aansformation from M390/0 (Choroid plexus
papilloma papilloma, NOB

#: only examples are shown to reduce table size

National usage
The variable is to be submitted to tiNKRSONECSNRT

References

>European Network of Cancer RegistrfENNCR)Recommendationfor Registration of Haematological Malignancies
(2014).
https://www.encr.eu/sites/default/files/pdf/ENCR_Haematological Malignancies_Summary Recommendations _Fe
b_2014.pdfllast access 8.2.2019].

>Gavin, A et alTowards optimal clinical and epidemiologl registration of haematological malignancies: Guidelines
for recording progressions, transformations and multiple diagnoBesopean Journal of Cancgt (2015) 1109~
1122

>Haemacare GuidelingSant M, et al. Manudbr Codingand ReportingHaematologicaMalignancies.Tumori96(4),
(2010).

Notes
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Topography(s) of postiagnosis metastases

Variable number: 8.6
Item length: 2
Item format: Number

Definition
The data item identifies the distant site(s) of metastatic involvement after disease recurrence.

Rational
This information allows the study hawe risk of distant metastasis varies over time since diagnosis,
as a function of treatmenfatient, and tumour characteristics.

Code Label Description

1 PUL Pulmonary (C34).

2 0SS Osseous (C40, 41).

3 HEP Hepatic (C22).

4 BRA Brain (C71).

5 LYM Lymph nodes (C77).
6 MAR Bone marrow (C42.1).
7 PLE Pleura (C38.4).

8 PER Peritoneum(C48.1, 2).
9 ADR Adrenals (C74).

10 SKI Skin (C44).

11 OTH Others.

99 UNK No information on the topography

National usage
The variable is to be submitted to tiNKRSONEESNRT

References

>Brierley,Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tunib&ditiBn. 2017 by John
Wiley & Sons. ISBN 9388527-342808.

>Wittekind, Compton, Brierley, Sobin (eds.): UICC TNM Supplement. A Commentary on UniforfnEastod 2012
by John Wiley & Sons. ISBN 978443 32438.

>Sobin, Gospodarowicz, Wittekind (eds.): UICC TNM Classification of Malignant Tufh&alitipoi. 2010 by John Wiley
& Sons. ISBN 978B44433241-4.

>Sobin, Wittekind (eds.): UICC TNM Classification of Maltgfiumours, B Edition. 2002 by Wileiziss Inc. ISBN4Y 1-
222887.

Notes
>|f the patient has multiple metastases, more than one topography is registered.
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