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Quality check project

d The reliability and utility of information provided by population-
based cancer registries (CRs) depends on the quality of the data

collected.

d Several edits are in place to check the validity of European cancer

registry data.

d The ENCR and the JRC launched in 2013 an initiative to establish a
standardised list of cancer data quality checks to be adopted by

European cancer registries in order to be used in European projects
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Quality check project

Working Group
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3 Workshops
at JRC - Ispra (Italy)
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2 July 2013
Overview of data quality
checks used by major EU

studies and open discussion on
quality control methods.

15 October 2013

Agreement was reached on the
mandatory and basic variables
list and their formats.

4 June 2014

Discussion and agreement for
"One common procedure for
European Cancer Registries” 3
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Quality check project

Focuses on —

"

O Case definition
O Variables and their formats

d Internal consistency checks

—

[

Impossible codes or combinations - Error

Very unlikely codes or combinations - Warning

Not unlikely, but very rare code or combinations - Warning

Joint
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Otto Visser, Brian Rous and the

Cancer Data Quality Checks Working Group

2014

| -
Completeness Comparability ‘ m

d The report provided the basis for the data quality-
check software developed by the JRC.

d This toolkit is being used by the JRC for checking
data submitted by European CRs for the 2015
ENCR-JRC data call.

0 A new beta version of the software is available for
downloading from the ENCR-JRC Portal.
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[ JRC-ENCR QC Software

Consistency
within variables

|

4[

Compulsory

variables

|

4[

Optional
variables

(Multiple primary
tumours

-
Consistency Survival and extent of
between variables the disease

~
A{Coherence of dates
J

(

\_

Consistency between tumour data and
demographic information

7

\.

Consistency between tumour variables J
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Table 1. Quality checks for the variables and their format (pages 9-14)

Co n S i Ste n Cy Wit h i n va ri a b I es The following is the updated version of Tabl 7; changes from the previous version are in #falier. The

20153 ENCR-JRC call for data protocol has been integrated in Table 7, adding varable names and a few

vanables.

Maximum |

A proposal oh cancer data quallty CheCkSi Variable name | Variable description| Format length . :
ictri i Allowedvalues:0, 1
one common procedure'for European cancer registries | e ek tng i o e
Addendum to version 1.0 (November 2014) i - 1> Checked _ o
e PHeSAI ygpy xatous Mrsienedone dntoe camunsion
Duting the last two vears the European Network of Cancer Registiies (ENCR) and The Joint Research o Tumouridentification . o — 3_Tumour_|D in the same dataset
Centre (JRC) have been working in preparing the 2015 ENCR-JRC call for data and develeoping the - - e
JRC-ENCR Quality Check (QC) software. {4 pav noR Navaf hirth F 2 ¥ %9 Range of allowzd values:
2 Pati 2 3 Tumo 1
l_Flag 1 3_TDpO 14_Morpho 1 5_Eeh T_SEK DoT DoB Va r_Name VE[I“_VE[]_UE E rror_C ode
Q Cals 8140 3 1 7/1/2009 3/4/1946 17 Autopsy 2 E-OUTE
2 Pati 8 3 Tumo 1
1 Flag 13 Topc 14 Morpho 15 Beh 7 Sex Dol DoB Var Name Var Value Error Code
0 Cel9 8140 3 a 7/1/2009 3/4/194¢ 7 Sex a E-FORM

Joint 7

Research

Centre
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Consistency within variables

A proposal on cancer data quality checks:
one common procedure for European cancer registries

Table 1. Quality checks for the variables and their format (pages 9-14)

The following is the updated version of Tabl 7; changes from the previous version are in #falier. The
20153 ENCR-JRC call for data protocol has been integrated in Table 7, adding varable names and a few

vanables.

Maximum

Allowed values
length .

Variable name | Variable description| Format

Allowed values:0, 1

. é 1_Flag Check flag F 1 Y Not allowed 0 =*Notchecked
Addendum to version 1.0 (November 2014) i 1> Checked
i - Patient identification Not allowed to have duplicate combination
j 2patiem D e & = 0| REREEE | e ZfPat'lent_ID +
Duting the last two vears the European Network of Cancer Registries (ENCR) and The Joint Research o Tumouridentification . o — 3_Tumour_ID in the same dataset
Centre (JRC) have been working in preparng the 2015 ENCR-JRC call for data and developing the - - e
JRC-ENCR Quality Check (QC) software. {4 pav noR Navaf hirth F 2 ¥ %9 Range of allowzd values:
2_Pati 4 3_Tumo 1
1 Flag 13 Tepo 14 Morpho 15 Beh 7 Sex Dol DoB Var Name Var Value Error Code
a Ccelo 8140 3 1 7/1/ 3/4/1946 10 Year Dol E-MISS
11 Age E-MISS
22 Surviwval E-MISS
2 bPati 15 3 Tumo 1
1l Flag 13 _Topo 14 Morpho 15 _Beh 7_Sex Dol DoB Var_Name Var_ Value Error_Code
0 C910 8000 3 1 7/1/2009 3/4/1%94¢ 13 Topo Col0 E-COUTR

Joint
Research

Centre
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Consistency between tumour data and demographic information

Pag.26-28

Table 3. Unlikely and rare combinations of age and tumour type.

Age group [years] | Morphology Topography

Hodgkin lymphorna: 9650-9667

Centre

>9 Neuroblastorma and ganglioneuroblastoma: 9490, 9500 —
>5 Retinoblastorna: 9510-9514 —
2 Pati 12 3 Tumo 1
1 Flag 13 Topo 14 Morpho 1 5_Beh T_SEK DoI LoB Va r_Name Var Value Error Codes
0] C778 29650 3 2 7/1/2008 i/4/2008 Calc Age 0 W-AGMT
14 Morpho 8650 W-LAGMT
2 Pati 13 3 Tumo 2
1 Flag 13 Teopo 14 Merpho 1 5_Bell ?_Sex Dol DoB Va r_Name Var Value Error Code
] C504 8500 3 2 7/1/2008 3/4/1985 Calc Age 13 W-AGMT
13 Topo CE04 W-AGMT
14 Morpho 8500 W-AGMT
Joint 9
Research
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Consistency between tumour
data and demographic
information

Table 5. Unikefy sex ond mosghology camihotions.

#3133 (Clear cell aden o= roinofibroma

E3E03  Encomerokd agenocarcnoma, NOS
Endormetriok! adenofirome, maligrant
Encometriok adenocarcnome, secretary variant
Erdometriodd adenoG o oma, Cllater call varart
Adenacarcingma, endocervicel type

Serous Cystadenocarcnoma, NOS

Papillary Serous oy stad enDCarrinmma

84743 Papliary rrudnous cystadenocardrioma
E4AF/T  Munous 2Cennoardroma, endocernvical type
Theoma, rraligrant

Sterokt call turrour, malignant

9303 Encometrial stormal sarcoma,; NOS
Erdometrial stromat sarcoma; low grade
Caranofibroma

Mdierian mxed furnour

Masodermal mixed dumour

Brenner gemour, maligrent

Serous acenocartinofibroma

Mescinous acenocardnofibroma

Strurma ovary, Tealignant

Pag.29

QO6LT  Seminoma, NOS

Pag.28

Table 4. ITvolid Se¢ and IDpogOpY COmBNations.

Sex = 1 (male)
C51 Wuha
52
53

54

C50 Panis
CAl  Frostate gland

052 Testls

Diher and unspecified mals genitel organs

SET) SO, SnapiEsc 2_Pati 11 3_Tumo 1
Q0E3F Spermalonyticsemipaba 0 | T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T T
1 _Flag 13_Topo 14 _Morpho 15_Beh 7_Sex Dol DoB Var_Name Var_Value Error_Code
a Cels 8140 3 2 7/1/2008 3/4/1946 7_Sex 2 E-SETO
13_Topo Cel9 E-SETO
2_Pati 17 3_Tumo 1
1 Flag 13 Topo 14 Morpho 15 Beh 7 _Sex Dol DoB Var_ Name Var_Value Error_ Code
a Cals 8380 3 1 7/1/200% 3/4/1946 7 _Sex 1 W-SEMO
14 Morpho 8380 W-SEMO
15_Beh 3 W-SEMO
2 Pati 18 3 Tumo 2
1 Flag 13 _Topo 14 Morpho 15 Beh 7 _Sex Dol DoB Var_ Name Var Value Error_ Code
0 C538 9061 3 2 7/1/2009 3/4/194¢6 7 Sex 2 W-SEMO
14 Morpho 9061 W-SEMO
15_Beh 3 W-SEMO

Joint
Research

Centre
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Pag.30

Consistency between

tumour variables
8000, 8272, 8000, 8720, 000, 8720, 8000, B150-
&720,8970, 9140, 9590, B8E00, 8960 8154, E170,
9050, 9085, 8800 fage 0-8], BZ70-H281
9100, 9140, 9140, 9380 {cys1), 9100
5510, 9530, (717, |female age
9560, 9590, 538471 15-43), 9500
o581-9731, (tuserms {age 0-3),
973z, sCierpsis 97352 jard
S733-0760, patiart}, age adv)
9765 9500 (age 9761 fard
grE2-9952 0-9}, 9510 aga 50+
(ge0-5)
Z=
2 Pati 19 3 Tumo 1
1 Flag 13 TD}_}O 14_Morpho 1 S_Ee h T_SEX Dol DoB Va r_Name Va r_Va lue E rror_CDde
0 C505 8500 3 2 7/1/2008 3/4/1946 14 Morpho 8500 W-BDMO
12 BoD 0 W-BLDMO
2 Pati 20 3 _Tumo 2
1 Flag 13 TDPO 14_Morph.o 1 5_13911 T_SEK DoI DoB Va r_lﬂame Var_’d’alue Erro I"_C ode
a C504 8ad00 3 1 7/1/2008 3/4/1946 14 Morpho 8000 W-BDMO
12 BaoD 7 W-BDMO
Joint 1 1
Research

Centre




Table 7. Vulid combinations for morphology and grade.

Gl | N | SO | —

Morphology

9700-9702, 9705, 9708,
97085, 9714, 5716, 9717,
9718,9718, 9724, 5725,
9726, 9729, 9800, 5801,
9805-9807, 9809, 5820,
9827,9831, 9834, 9837

9591, 9596, 9597, 9670,
9671, 5673, 9678-9680,
9684, 9687-9691, 9695,
9698, 5699, 9712, 9728,
9731, 9732,9734, 9737,
9738, 9762, 9800, 5801,

9805-9808, 9811, 9812-

Se18, 9820, 9823, 9826,

9833, 9836, 9940
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9715, 9727, 9831, 9548

Consistency between
tumour variables

Pag.32

7 Sex Dol DoB

2 7/1/2009

2_Pati 28
1 Flag
0 C449

13 Topo

14 Morpho

15_Beh

3/4/1946

16 _Grade
14 Morpho
15 Beh

Joint
Research

Centre

12




Pag.34-39
Table 9. Morphology codes ond allowed, refused topogrophy codes.

Morphology codes Allowed topography codes
E000-8005

_\ European

| Commission

Mot allowed topography codes

0420, 0421, 077

58, C40-C42, C47, 0480, C49, 70

14 Morpho

7 _Sex Dol

Consistency between
tumour variables

Var_Nams Var_Value Error Code

7/1/2009

14_Morpho

7/1/2009

Joint
Research

Centre

3/4/1946 14 Morpho

Error Code

Var_Value Error_Code

14 _Morpho
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3.3. Specific checks for survival analysis

Follow-up time and extent of disease are two ~ » Consistency of vital statu
important components to evaluate and in- topsy/basis of diagnosis
terpret cancer survival. survival / dates of incidence

Pag.40-41
Vital status = 1 (alive) Autopsy = 0 (not incidentally diagnosed at autopsy) a g L
Basis of diagnosis # 0 (DCO)

Survival and extent of
the disease

2_Pati 31 3_Tumo 2
1 _Flag 13_Topc 14 _Morphe 15 _Beh 7_Sex Dol DoB Var_Name Var_Value Error_Code
0 ca0g B020 3 1 7/1/200% 3/4/1946 47 Tsize 20.99 E-FORM
13_Topo Ccao09 W-TOTS
47_Tsize 20.99 W-TOTS
2_Pati 32 3 _Tumo 3
1 Flag 13 _Topc 14 Morpho 15 _Beh 7 _Sex Dol DoB Var_ Name Var Value Error Code
a C504 8010 2 2 7/1/2009 3/4/1946 12_BoD g W-BDMOC
15_Beh Z W-BDMC
12 _BoD 2 W-BDpT
30 pT is W-BDpT
Joint 14

Research

Centre




3.3. Specific checks for survival analysis

Follow-up time and extent of disease are two
important components to evaluate and in-
terpret cancer survival.

Vital status = 1 (alive)

Autopsy = 0 (not incidentally diagnosed at autopsy)

| European
| Commission

+ Consistency of vital statu

topsy/basis of diagnosis
survival/ dates of incidence

Basis of diagnosis # 0 (DCO)

Pag.40-41

Survival and extent of

the disease

Centre

2 Pati 33 3 Tumo 4
l_Flag lB_TDpO 14_Morphc- 15_Beh T_SEX DoI DoB Var_Name Var_Value EI‘I‘DI‘_CDde
C504 8500 3 2 7/1/2008 3/4/1946 15 Beh 3 W-BTHM
30_pT is W-BTHM
2 Pati 34 3 _ Tumo 5
1_F1ag 1 3_T0po l4_MDI‘pI'LD 1 5_3911 7_SEK Dol DoB Va r_Name Var_Value Erro I‘_CDde
C555 8000 3 2 7/1/2008 3/4/194¢ 14 Morpho 8000 W-EDMC
12 _BoD 7 W-BDMO
46 _EaD 1 W-EoDT
13 Topo 559 W-EoDT
Joint 15
Research




| European
| Commission

A proposal on cancer data quality checks:
one common procedure for European cancer registries
Addendum to version 1.0 (November 2014)

International Ageney for Research on Cancer
‘World Health Organization
International Association of Cancer Registries
Eurapean Network of Cancer Registries

INTERNATIONAL RULES FOR MULTIPLE
PRIMARY CANCERS
( ICD-0 Third Edition )

IARC, Lyon, 2004

Internal Report No. 2004 102

Durning the last two vears the European Network of Cancer Registries (ENCR) and The Joint Research
Centre (JRC) have been working in preparing the 2013 ENCR-JRC call for data and developing the
JRC-ENCR Quality Check (QC) software.

Multiple primary

tumours

2 Pati 29 3 Tumo 1
12 BoeD 13 Topo 14 Morpho 15 Beh 7 Sex Dol DcB Laterality
7 C504 8500 3 2 7/1/2008 3/4/194¢
2 Pati 28 3 Tumo 2
12 BoeD 13 Topo 14 Morpho 15 Beh 7 Sex Dol DcB Laterality
7 CB0S 8500 3 2 12/5/2008 3/4/1%4¢

Joint 16
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Centre
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A proposal on cancer data quality checks:
one common procedure for European cancer registries
Addendum to version 1.0 (November 2014)

During the last two years the European Network of Cancer Registries (ENCR) and The Joint Research
Centre (JRC) have been working in preparing the 2015 ENCR-JRC call for data and developing the
JRC-ENCR Quality Check (QC) software.

Multiple primary

Wy E

N

c

IACR R

International Ageney for Research on Cancer
‘World Health Organization
International Association of Cancer Registries
Eurapean Network of Cancer Registries

INTERNATIONAL RULES FOR MULTIPLE
PRIMARY CANCERS
( ICD-0 Third Edition )

IARC, Lyon, 2004

Internal Report No. 2004 102

tumours

2 Pati 30 3 Tume 3
12 BoD 13 _Topo 14 Morphe 15 Beh 7 _Sex Dol DcB Laterality
7 C349 8070 3 1 7/3/20089 3/4/194¢
2 Pati 30 3 Tumc 4
12 BoD 13 Topo 14 Morpho 15 Beh 7 Sex Dol DcB Laterality
7 C349 8000 3 1 7/1/2008 3/4/1%94¢

Joint 17

Research

Centre




Thank you for your attention
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