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Global Initiative
for Cancer
Registry
Development
(GICR)

Cancer Data for Cancer Action

-“ B T T T T
Tweets Latest news Case studies
T ¢ - . - [ 10th October 2018 . B g 2016: CanRegs Master Class
o . IACR's 2018 Annual SRR 14 CanRegS experts
e d a0 Scientific Conference, from 12 countries
e e v 13 - 15 November 2018 involving four JARC
A
@ IARC Aj!&u’t Regional Hubs for
Planning and Management of a Population-Based Cancer Registry PAREARID Cancer Registrstion

The WHO Classificasion of Tumours of the Cye, the were trained




GICRNet Courses

..

Topic Coding, Data Data
Staging Quality Analyses

Date Jan 2016 Dec 2017 Dec 2018 July 2019

# Hubs 4 6 6 6

#Trainees 14 19 22 22

Lead(s) M Ervik M Parkin J Ferlay | Soerjomataram

M Piferos F Bray

K Ward
A Znaor
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Completeness of registration
HMAEBRICHITD7TTE

« Completeness of registration is the degree to which all of the incident cases of
cancer in the target population have been included in the registry database.

NABEROTEME(E, FRETDHUTFD IR TONAEBIEFINZONAEZTERT —IN—-ACEFENTLBH
ELVDRERE DL,

Evaluation of completeness 4T

« Qualitative (or semi-quantitative) methods give an indication of the degree of
completeness relative to other registries, or over time

FEEFE  MBONAETRELERUD., BEN(CLEER I DL T, TR HEDOIREEIREZS5XD

* Quantitative methods provide a numerical evaluation of the extent to which all
eligible cases have been registered.

EENTFE | ERSNEEHFXIRNIANTEFEIN TOINEVWIIZEE(OVWTHEN Tz 2495

Quality Control at the Cancer Registry 7




Completeness of registration E&xD7TE4E

/7 —— =3

Qualitative methods FEEMFE

1.Historic data methods BFT—5%
2.Mortality: Incidence ratios FETTERLE

3.Number of sources/notifications per cases 16l&HEDDOERNRDER
4 .Histological verification of diagnosis 2Bk aIR:E



Completeness of registration EixDFTEE 4
Qualitative methods HEZ2M75E

1.Historic data methods BXfFT—47E
1.1 Stability of incidence over time EEMNEBXROLZTEMN

* 1.2 Comparison with incidence rates in similar populations
AT\ FEERZR L HER

1.3 Shape of age-specific curves FHirREHkpITEBRFROAIN
* 1.4 Incidence rates of childhood cancers /MNERADTEER

Do the recorded rates seem a priori reasonable, in comparison
with appropriate standards?

Quality Control at the Cancer Registry



Historic data methods EEE???“—’S’%
(1.1) Stability of incidence over time REEEXRDET T

B

Cancer Incidence in Number of cases in single calendar years of observation #iERUJZ16EC EDEEER

Five Continents Vol. XI

ALL SITES EXCEFPT NON-MELANOMA SKIN - BOTH SEXES
2008 2009 2010 2011 2012

_h“&umh—v

47.1% 10:0L0%: 91.7% 18.7% 55.4%

Quality Control at the Cancer Registry 10
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Historic data methods BiFs—%i%
(1.1) Stability of incidence over time fXFEENDETTEE

2 ]

Number of cases in single calendar years of observation #RRUIE1FET EDEFEL

Cancer Incidence in

e Continants vol ALL SITES EXCEPT NON-MELANOMA SKIN - BOTH SEXES

2008 2009 2010 2011 2012

90.5% 02.5% 94.5% 99.2% 10:0. 0%

Quality Control at the Cancer Registry
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* Historic data methods BEifFET—%%

(1.1) Stability of incidence over time
R FBEREORES

Canreg5 allows time trends of the incidence rates (age standardised) of the major cancers to be plotted as a graph.

Canreg5(CEDISTTEENAD (FirR%E) BEROEXREBZIOVN
Training System (English) (2001-2005)

Time Trends (Top Cancer Sites) (Females)

—

gEEEE (ASR) /A0

Age-Standardized Rates (ASR) per 100,000

1
= T s 5 3 8
o o S o o
H o o o o o
~ ~ o~ ~ N
—=— Breast (C50) —e— Colon (C18) —=— Trachea, bronchus and lung (C33-34)

—e— Cervix uteri (C53) —+— Other skin (C44)

Quality Control at the Cancer Registry
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Historic data methods EiF

795

(1.2) Comparison of incidence rates with other (similar) populations
(1.2) UTL\RHIgOTEEREEER

Systematic discrepancies (across
several sites) provide evidence of
possible under-registration or
over-registration (due to inclusion
of duplicate records).

Another explanation could be a
wrong population file.

AR EREHBE, BRRRD

(BEBRESD) BLSRODLE
HERDNB, FlE, ADOT71 LR
B TVBELSHREFE TE 3,

SITE Cases
Lip. oral cavity and pharynx 618
Oesophagus 670
Stomach 982
Colon, rectum and anus 5141
Liver 347
Gallbladder etc. 304
Pancreas 1170
Larynx 104
Lung {incl. trachea) 4671
Melanoma of skin 2342
Breast 14034
Cervix uteri 1555
O& U part of uterus 2177
Orvary 1796
Kidney etc. 1030
Bladder Q85
Brain, central nervous system 772
Thyroid BOS5
Lymphoma 2452
Leukaesmia 1063
Il-defined (2.9% of total) 1363
All sites except skin 46226

FEMALE
ASR (se} O/E MV(%)
3E(016) 102 97.4
33(014) 090 93.0
49(017) 126 94,1
27.5(041)  1.11 935
1.8(0.11) 1.08 51.6
1.9(0.10)  1.43 77.4>
SE(0.18)  1.08 63,9
0.6 (0.07) 088 98,1
254 (0400 1.02 825>
14.6 (0.32)  1.25 99,8
91.5( 0.80) >  1.08 99,2
109 (0.28)  1.44 99.3
137 (0.30) 1.06 o7.1
109 (0.27)  0.86 o0.5
62(021) 123 77.7>
51(017) 091 oL6
52(0.200>  1.21 724>
5T(020 > 1.70 O8.8
149 (0.32)  1.13 96.6
70(0.24)> 1.18 96.2
63019 < 074 584>
2TTTCL3T) 109 92,0 >

Data compared with that from 12 cancer registries {See list next page)

Significant lower (<) or higher (=) changes are marked in bold.

Quality Control at the Cancer Registry
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33.0
928
6d.d <
303 =

1401
36.3
08.5
40.4

759 <
121

243 <

293 =
224
73.6

324 <
347
697

82=
41.0

458 =
97.1

422 <

ICD-10

CO0-14

C15

Cl6

Cl8-21

C22

C23-24

C25

C32

C33-34

C43

C30

C53

C34-55

C56
ChHd—66,C68
CaT

CT0-72

C73
CR1-88,C90
C91-95
CT6—R0
CO0-96bC44

Cancer Incidence in
Five Continents Vol. XI



Historic data methods gEF—4%
(1.3) Shape of age-specific curves

Age-specific curves reflect the biological
characteristics of the respective cancer.
For example — colorectal and prostate
cancer incidence increases with age,
the rate of increase of breast and
cervical cancer with age slows after
menopause, the Hodgkin lymphoma
curve is bimodal, etc.

Flin PSRl TR BERDBIFR (L. TNETNDOHA
DEMFIRIEZRT  HIZE KiEH AL
BITZARD ADTE B (IFMRELE(CIBINT B,
DAL FEDNADTEZRZEDIBNNIRAEEL
FROMNIIED, RS F V) REDOHRKRIT ZIE
E(CRB5F.

PSB! TE

==

AN ) S

HHFROAZIA

100.0 Oesophagus 100.0 Stomach 1000.0 - Colon and rectum
0.00 0.00 0.00
3= 13- 25— 35 45 55- 65— 75 5% 3= 15- 25 35- 45— 55- 65— 75— 85 5= 13- 25- 35- 45- 55- 65 75 5
100.0 - Liver 1000.0 Pancreas 1000.0 Lung
0.01 4 0.00 001
5= 15— 25— 35— 45- 55- 65— 75— 85+ 5= 15— 25~ 35— 45— 55— 63 75- 85+ 5= 15— 25— 35— 45- 55— 65— 75— 85+
1000.0 5 Breast 100.0 Cervix uteri 1000.0 Prostate
o = B i a1 H;?
A= e F=EE AL
’/ ’(/
;
0.004 0.00 0.01
ST 13- 25— 35= 45= 55- 65 75 B3% 5= 15- 25- 35 45 55— 65— 75- B5F ST 15— 25= 35 45 55- 65- 75 85+
10.0 Hodgkin lymphoma 1000.0 — Non-Hodgkin lymphoma 10000 - Leukaemia

RSFIU) i

IERSFI)\[E

1.0

R =T »

5— 15— 25— 35— 45— 55— 65— 75— 85+

5~ 15— 25— 35— 45— 55— 65— 75— 85+

5— 15— 25— 35— 45— 55— 65— 75— 85+



Historic data methods miEs—49%

(1.4) Incidence rates of childhood cancers
(1.4) /MNENADEEER

With respect to childhood cancer, the incidence rates (for all types combined) in the childhood age groups (O-
4. 5-9, and 10-14) show much less variability than in adults.

INBRAIOWTIE, /NERAFRGFERR (0-4. 5-9. 10-145%) O (IRTDIMTZED) BERE. RALDEENFEZEILIRL,
The possibility of under-enumeration (or duplicate registrations) in this age range can be investigated by

comparing the observed age-specific rates in the childhood age range with an “expected” range of values.
INBDAEEBRROIERFEN S MEOEEEZAWT. /NBFn O HE (CHIF 2BV SN F PSR BI B ERZ LB T BIET. COFMDER
ETE/NGTAl (BULKEEEELR) OulfedZiREtIdIen TS,

Agegroup(years) | _Boys | Gils

Lowest Highest Lowest Highest
[ 04 | <13.1 >27.1 <11.3 >24.8
| 59 | <9.1 >15.9 <7.0 >13.4
| 1014 | <9.2 >16.9 <8.0 >15.5
The lowest and highest deciles of incidence rates (per 100,000) of childhood cancer in CI5 Vol. Xl
CI5 Vol.XI [cBF2/NENADOREESR (1053) Os/IMELRAE oty

Five Continents Vol. XI

Quality Control at the Cancer Registry —— 15




Qualitative methods *E=2mF%

(2) Mortality:Incidence ratios
(2) ZETEERL
 The Mortality:Incidence (M:l) ratio is an important indicator of completeness for
cancer registries. It compares the number of deaths, obtained from a source
independent of the registry (usually, the vital statistics system), and the number of

new cases of a specific cancer registered, in the same period of time.
SERELLE. MASROTEEOEERIBIECY. SR ERLLE. BRHO. PASEREIMIIVEERN (BE
(FACBIRERE) HSESNIEFRTEE. TONAEER TOFTFRAEFIEZ LLET 3.

* Normally expressed as % (x100) &F. % TERRIN3,

* This method cannot be used where there is no comprehensive death registration,
or when cause of death is missing or inaccurate on death certificates, which is the

situation in many low and middle income countries.
ZDFEG ZLDORFFAIBEIDLIIC, BIFENRIETE TN FFFETEZMIE(CHITHIER DA
ANEHETHIIZACEFIATER,

Quality Control at the Cancer Registry 16




i% Qualitative methods HIE=ENFE

(2) Mortality:Incidence ratios
FETCTRERLE

When the quality of the mortality data is good and incidence and survival are correct, the M:I ratio is approximately 1 minus
the 5-year survival probability. FET-T—ADMEBHREL. BELEFENEERIGES . AU BEBLLEABHLE1-5FEFEKERD,

Males B4 Females 2%

0.0 | | | 1 | | | | | | | | I |
00 02 04 06 08 10 12 14 18 00 02 04 08 08 10 12 14 18

1-survival 1 — SEEATEER 1-survival 1-—S5EE4AFR

*CCR: Cali Cancer Registry (1998-2002)
HURAZER (1998-2002) JOET
Data quality at population-based cancer registries in Colombia

Ricardo Cendales, Constanza Pardo, Claudia Uribe, Guillermo Lopez, Maria Clara Yepez, Luis Eduardo Bravo
Quality Control at the Cancer Registry 17



i% Qualitative methods *E2MFE
(2) Mortality:Incidence ratios ZETHEELL

In countries with reasonable death registration, the M:| ratios can be compared to standard values from the same region,
testing for significant differences. E5ALUTETEERDHIET(E. FETHEFRLLIEEUMBOIZE(EE BRRENGHIN LLEBIEETH S,

M:| ratios that are higher than expected raise suspicion of incompleteness (i.e. incident cancers missed by the registry).
Under- or over reporting of tumours on the death certificates distorts this relationship.

HAFEDEFEVMIILEEARTE THAEVORWVEEUD (BIZ(E ZOERICHBIIDEEDRELR) . T ZIIE TOBKE(TE/IVRHAE
FBHOHSECDREFRZ DI DB,

SITE Cases ASR ise) OE MV(%) DO M%) | 1CD-10
Lip, oral cavity and pharynx 1603 16.2(0.42) 1.05 97.9 = 40.7 Co0-14
Oesophagus T15 700027y 137 96.8 - T9.6 < C15
Stomach 3039 26.5(051) = 2.22 26.7 = - 0.7 Cl6
Colon, rectum and anus 5067 SL5(0.70) = 1.23 06.3 - IS < C18-21
Liver 514 47022y = D55 802> = 1230 = C22
Gallbladder ete. 230 200004y 050 822> = 59.1 C23-24
Pancreas 530 45(0.22 =  0.TO T8.9 = = 128.1 = C25
Larynx 739 73(0.28 < 0.TO 97.3 = 54.8= C32
Lung (incl. trachea) 4030 Job (0ol < 0,73 04,0 = = 86.5 C33-34
Melanoma of skin 428 440023 = 076 97.0 < = 21.5 C43
Prostate T413 66 (079 101 96.8 = - 21.9 Cal
Testis 290 440027y 115 95.9< = 5.5 C62
Kidney ete. Q05 8.6(031y 089 94.3= - T = Cod—-66,C68
Bladder 2261 18.2( 042y =  0.56 927 = 29.0 Ca7
Brain, central nervous system 585 67(031)  1.09 89.6= - 71.8 C70-72 e
Thyroid 502 SH6(026)> 297 6.2 < - 64 < CT73
Lymphoma 1627 16.8(046)  1.03 950 = - EYRY CR1-88,C90
Leukaemia 507 62(0.30= 0.74 08.0 - 16.5 C91-95 e
Ni-defined (1.6% of total) 539 48(0.22) < (.68 720> - 162.5 CT6—-80
All sites except skin 33769 J1ILE8C LB 096 94.9 = = 483 CO0-96bC44
18




Qualitative methods ¥FE=EIFE
(4) Histological verification of diagnosis

sZ I DR B 72 ARELE

 The main use of the indicator ‘Percentage of cases microscopically verified” (MV%)
is as @ measure of validity.

1R SIAMER CHENOSIZEIS” (MV%) OFERE. Z31E0sHAITY,

* However, a value of MV% higher than expected is also a cause for concern for
completeness. This is because collecting data on cancer cases from pathology
departments is much easier than trawling through clinical services or ill-organized
hospital archives.

UNU, BIFFURREDEMV % DIEN S\ LG TR EICE O TCREERTY , N, BRRIREGD

EbiD £ CLRLRBDE R E DSHASEBIT — TETEDRECL T<BLEDE. RIS HASERID
—SIREFT BTN EDERINSTY .

Quality Control at the Cancer Registry 19
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Completeness of registration ZEixRDTE"

— N

Quantitative methods EE2/3FE;

 Three quantitative methods provide a numerical evaluation of the

extent to which all eligible cases have been registered. These are:
3DOEBHIFECLD, INTOEREFINEFEN TVBHEIH DIRE DV THIIEEME R M 3.

1.Independent case ascertainment  JyZUISESIESE
2.Capture-recapture methods B g A
3.Death certificate methods S ARE =SS

Quality Control at the Cancer Registry 21
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Quantitative methods ET=#F
(3) Death certificate methods FET-ZZHAEE

 These depend on the availability of relatively high-quality
(complete and accurate) certification of cause of death.
NSHMEFETEZEME (TR TIEH) BRIEEROZETENFIATIEENEIMNC LS.

* If the registry is finding many new cases via death certificates, it is

certain that registration is incomplete.
iﬁ‘ﬁ%ﬁéfb‘gtﬁ%ﬁ%b\a%oﬁﬁu\ﬁwu7&%907‘573‘5\ BHRERTETHDHEL
2R

* So an elevated DCO% is suggestive of incompleteness.
DZ(C. DCO%hEWNCEEATEZRELTVET,

Evaluation of data quality in the cancer registry: Principles and methods Part Il. Completeness
Quality Control at the Cancer Registry D. Max Parkin, Freddie Bray. EIC 22



Quantitative methods TFT=M3F;

—

(3) Death certificate methods FET-:2MrE%

Death-certificate-notified (DCN) cases are
those first notified by a death certificate.
DCNe (&, FETEZ2URE TS GEESNITREFIDIE
Some cases that are successfully traced
may be found not to be cancers, and are
therefore not registered.

The remaining cases are classified as
death-certificate initiated (DCI) cases

ANGABECE ST, VKONDEEBIEINA TIERN>fzEDH S IzD
T, BEFINZLDBELNAZL, ZOMOIEMEDCIEL THES
nx9g.,

DCO cases represent the residuum of the
trace-back process; they are the remaining
DCN cases for which no other information

could be obtained.

DCOZERIFEDFRBEDBIZDIXDZERLE T . ZNSIFED
fEDIBEIRMSSNBNOIIEDDDCNAESI TS

Cancer mentioned on the death certificate

| ST BUTBCHALHSD
| PABRT-IR-ALRE

[ Match with registry database

Z8RR0 [ Not registered ] [Alr.adv registered ] EixHh

DCNZE

DCLSHDIERZIR | | DCLUSHOERIL
: [ Another (non-DC) ]

notification received [ No other source ]

¥ I

Trace case records

(FETRZHRUIZERDIC) #ADEE

Register case

from this source (via certifying doctor)

: L@E*’“Libﬂfﬁ
N R SR N DCl cases
Traced: E
[ e p—— ] é [ Not traced ] [ Traced: cancer ]
BOORER BORE] l BOORER
WAL A '
Register as Register from LUJ’&E*—UJ\‘D
DCO case appropriate source
““““ DCOEUTERR T

___________________________________________________________________________________

DCN cases
1

P2
=)

Quality Control at the Cancer Registry

Evaluation of data quality in the cancer registry: Principles and methods Part Il. Completeness
D. Max Parkin, Freddie Bray. EJC



* Quantitative methods E=Z893F
(3) Death certificate methods ZET-ZZHAEE

Ajiki provides a formula for estimating completeness from death-certificate
initiated (DCI) and the M:I ratio (both expressed as proportions):

IRAR(EDCIEMILEN ST IEDHEE V2 IRIBUTE,

1 - DCI x (1/M:l)
1 — DCI
_
Breast, C50 95.4

Evaluation of data quality in the cancer registry: Principles and methods Part Il. Completeness
Quality Control at the Cancer Registry D. Max Parkin, Freddie Bray. EJC 24




st < — 2D
NABRICHITS
e

Completeness T4

Comparability Lt OJgE4E
Validity 2%

s

Timeliness BB



2. Comparability
LEER o] gE 1%

* The statistics which cancer registries produce have to be comparable between

different populations and over time.
NASERN R T DF55T(E. BIDHMKER & DLEERD, BENBLEENTERAUFNUIVOFR

* Itis ensured by adoption of a set of international classifications and standards for

cancer registration.
MAEFDTZHDEBRMIRDFEPEEZ IR T ST ECTHlRE

 Comparability is identified via a thorough review of:
UTFDOZEZIREEL T LEERBgEE (CDWTCTHEER I D2 &

v specification of the standards and definitions used
v'reporting dates in changes of practice.
v'the registration routines in place

Quality Control at the Cancer Registry 26



2. Comparability
LEER AT REE

. International standards for classification and coding of neoplasms
DREEI-T1VJ DEFERE — ICD-0-3.1. TNM3%E

. Definition of incidence date

HEEHDOERE
. Handling of multiple primaries
ZEHADIRL
Incidental diagnosis {BFERIREZIR
v’ Screening and testing DAARFZEIRE
v’ Autopsy diagnosis ZtRIC L B2

Quality Control at the Cancer Registry



1.

2. Comparability
LEER AT REE

International standards for classification and coding of neoplasms
FEYIODFEET—T 1> DEPRIES

(2) Recorded rule: &E&I - =>BEROEGH

(3) Reported rule: &5t)L—Jl —=ICD10

28



1. International standards for classification and coding of neoplasms
FEMDIFEET—T 12D DEFFIREE

Time trends of incidence of bladder cancer in men, Nordic countries JEFEREEECHIT DB ERENADTE B DTS
Five-year floating averages of age-standardized rates (World) 1943-2014. FhoARREERE (H5R) SFBETFY
1943-2014

Bladder etc.
Incidence: ASR (World), Male age 0-85+

36

Part of the differences is explained by
registration: Denmark has more often
than the others included urothelial
tumors of grades 1— 4, unknown grade
and ‘papilloma’ in the bladder cancer
incidence.
BEXRDED—EIEFEDENCLS :
TN —ISRIERIEZEDGradel1-4,

o Grade NADFLGEREZAMDE LDELD

N ZE#EUTWVD

1945 1950 1955 1960 1965 1970 1975 1980 1985 1990 1995 2000 2005 2010
year

32
30
28

rate per 100,000

B oenmat Bl Finland B Norway Pukkala E et al. Acta Oncol 2018;57(4):440-455
Quality Control at the Cancer RegisyeRDCAN: http://www-dep.|arc.fr/NORDCAN/engI|sh/frame.a55)9
_ MORDCAM @ Association of the Nordic Cancer Registries (| —



Definition of incidence date

Comparability in cancer survival
BERHOER NAEFEROLLE

ENCR Hierarchy 4th
IARC Hierarchy 2nd

Date of first
diagnosis of cance
by a physician

FRREICEDONAL
iy gy ml[ol=

RS v I -

Norway
Manitoba

JIII—
NZMU

3rd 2nd 1st 5th
1st 1st 3rd 4th
Date of first Date of first Date of first
r consultation at consultation at pathology Date of death Riami=
outpatient clinic hospital report
RO )% TRt E U =20[0)
S Wm=20]=! =YIDOH RIEHREH
--------------------------------------------------------------------------------------------------- ozeo [EE2
Scotland New South Wales England
yablSVIN Ontario Northern Ireland
Sweden Victoria
mII—-ILX Wales
73/5"{{ A5 R
ATI=T > FEFAINFVR
J1I N7
J1—-J)LX
Eden et al. Cancer Epidemiology 2019;58:184-192
Quality Control at the Cancer Registry 30



3. Multiple primaries ZEhHA

IARC/IACR rules
http://www.iacr.com.fr/MPrules_july2004.pdf

1.,

Interr | Agency for R h on Cancer
World Health Organization
International Association of Cancer Registries
European Network of Cancer Registries

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

IARC, Lyon, 2004

Internal Report No. 2004 / 02

RULES FOR REPORTING INCIDENCE AND SURVIVAL

1. The recognition of the existence of two or more primary cancers does not depend
on time.

2. A primary cancer is one that originates in a primary site or tissue and is not an
extension, nor a recurrence, nor a metastasis.

3. Only one tumour shall be recognised as arising in an organ or pair of organs or
tissue.
Some groups of codes are considered to be a single organ for the purposes of
defining multiple tumours. These topography code groups are shown in Table 1.

Multifocal tumours — that is, discrete masses apparently not in continuity with other
primary cancers originating in the same primary site or tissue, for example
bladder — are counted as a single cancer.

4. Rule 3 does not apply in two circumstances:

Quality Control at the Cancer Registry

31



3. Multiple primaries ZEhHA

SEEREHRICHII DN ADTEBZRRDERIER
SEERYIARC/IACROZENADI —ILZ2{EMA

Trends in breast cancer incidence rates in SEER registries
using multiple primary rules of SEER and IARC/IACR

120

100

SEER

/\/\//—\VW
N \_,\—’://

60

Age standardised rate (World)

40

20

= SEER ———I1ARC/IACR

Surveillance, Epidemiology, and End Results (SEER) Program (www.seer.cancer.gov) Research Data (1973-2015), National Cancer Institute,
Quality Control at the Cancer Registry ~ DCCPS, Surveillance Research Program, released April 2018 32



Effect of screening on rates
Comparability
T BENDNAAREZ DR E
Time trends of incidence of prostate cancer in selected Nordic countries  {tBr3ECHBIFBBITI RN A TEEBRDE NS

10N

Age-standardized rates (World) 1943-2014. FEhpAEEEERIXR (HF) 1943-2014

Prostate
Incidence: ASR (World) age 0-85+

130

120

110

100

PSA test
o0
BO
g 70
£ o
]
E 0

T T T T T T v T v v v v v u
1945 1950 1955 1960 1965 1970 1975 1SB0 1885 1990 1955 2000 2005 2010
year

B Denmart B Finland W rorway

Pukkala E et al. Acta Oncol 2018;57(4):440-455

NORDCAN: http://www-dep.iarc.fr/NORDCAN/english/frame.asp
Quality Control at the Cancer Registry 33
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Validity of registry data
ST —AIDEZH %

The proportion of cases in the registry with a given

characteristic which truly have that attribute. Depends on:
—TEDIH (BIZEHMAI0EDR) #5937 -ICB0VT. ZTOBIEEECE T BEFDZIE.

U TFOTEICES,

1)  Accuracy of source documents

2)  Skills in abstracting, coding, recording

SRHROIEREE

Quality Control at the Cancer Registry
.
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Methods for measuring validity

22T RT3 50

1. Re-abstracting and recoding “audits”  BiteEi BT

2. Diagnostic criteria methods: MR

2.1 Microscopically Verified (MV) percentage
2.2 Death Certificate Only (DCO) percentage
3. Missing information
4. Internal consistency checks

Quality Control at the Cancer Registry

DRER CHENDSNITIERIDEIS

FECROH TEIRSNIZEIS
RigEH
EANBO—EIEDFIY)
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Re-abstracting and recoding audits

SIREAIOBMHES (HhEEER)

Used to assess EHfCfERATIED

1. accuracy (agreement with source medical records)
IEfEE (BEDHLTED—ED)

2. reproducibility (agreement among data collectors)
BIRME  (F-INEEOHTO—E)

Need to be performed by an auditor EZBAICLOTUTONENHD
Sample of cases TEBIDY > T
Study protocol bHFTETIE

Quality Control at the Cancer Registry
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Percentage of cases with Microscopical Verification of diagnosis (MV%)
TAER CHENDSNIAEFIDEIS (MV%)

The MV% is the percentage of cases for which the diagnosis is based on
histology or cytology. It includes the following basis of diagnosis codes:

MV % (3HBfEZ £ (FHIRREZICE D VLW TEMENITERIDEIS DL
5. Cytology or haematology #f@FHY. IZ(FMMRFRY

6. Histology of a metastasis =PFERFBOFAM:
7. Histology of a primary tumour [RFEIEEOE

1) The % MV varies by cancer site (and age) MvV%EHAOEBEL (Fiif) C&3

2) It depends on the availability of pathology/cytology services and on
local diagnhostic practices
MV % (&, JRIEFH] - $RFRIEZZEINE DB VRSN DD EWVNDTEE . EDOHUBDZHTDERRIC LD,
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MV% - interpretation
MV % — ##FR

* MV% significantly lower than expected MV%HHIZFLILDEERICEL
— concern about a possible lack of validity ZH4OXANDOJEESHZE XD

— reflects also the availability and use of pathology services within the registry
area PAEIRIV7ANORIEDBIRNAFTEIN. FIATETODIHEIHZRIRL TL)
)

* In LMIC, a relatively high MVV% — is cause for concern
BRFPPIEEICEVT. IERICEVMV%IEZEZHD
— suggests over-reliance on pathology data leading to incomplete registration
RIET —AARKFUI EATERETRERD O] EEME
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Death Certificate Only (DCO)
LT ZZIIE DH TEERSNIAER] (DCO)

DCO cases are those cases for which no other information than a death certificate

mentioning cancer can be obtained after all trace-back procedures have been completed
DCOJEFIE(E. IRTDIANEZEZTT T UIci&H. NAEEESNITFE T ZZIE N OIRIRMES RN IZED

Date of diagnosis = Date of death. Basis of diagnostic code 0 2#iH =%ET"H. 21— RE%#(Z 0.

DCO diagnosis is known to be less accurate (valid). If DCO cases are included in the
database, and if they comprise a large proportion of cases, the validity of the data is

suspect.
DCODZURFIERES (ZH1E) (CRIFBIENFBNTULS, DCOEMET —IN-RICEDHSN., TDEIGNS<ZE
HIIHEE T-IDZHMEIREDLL,

High level of DCO% is indicative of inadequate case finding procedures, but a low DCO%

does not always indicate good case finding.
DCO%N SV EFAB BT —RI7 A>T 427 F5iE=IE I ARVDCO% NI UELWT —RT7A>T 4>
DEBIRI DN TIERO,
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Diagnostic Criteria Methods using Canreg5

Training System (English) (2001-2005)
Data Quality Indicators
MALE
SITE Cases 9% Total ASR(se) | MV(%:) JCLIN(%) | DCO(%) ICD10
Mouth & pharynx 418 5.47 16.62 (0.84) 98.80 0.72 0.48 Co0-14
Oesophagus 197 2.58 8.31 (0.61) 88.83 2.03 9.14 Cc15
Stomach 430 5.63 19.11 (0.95) 91.63 2.09 6.28 C16
Colon, rectum, anus 529 6.93 22.45 (1.01) 93.38 1.32 5.29 ci18-21
Liver 116 1.52 5.09 (0.49) 60.34 8.62 31.03 ca2
Pancreas 81 1.06 3.60(0.41) | 60.49 11.11 28.40 ca2s
Larynx 163 213 7.11 (0.57) 95.09 3.68 1.23 Cc32
Lung, trachea, bronchus 500 6.55 23.14(1.05) | 79.80 6.60 13.60 C33-34
Pleura & other thoracic 20 0.26 0.67 (0.16) 70.00 15.00 15.00 C37-38
Melanoma of skin 122 1.60 4.84 (0.46) 96.72 0.82 2.46 C4a3
Prostate 2153 28.19 105.44 (2.29) 95.45 1.49 3.07 C61
Testis 56 0.73 1.41 (0.20) 92.86 3.57 3.57 c62
Kidney & urinary NOS 132 1.73 5.52 (0.50) | 91.67 227 6.06 C64-66.68
Bladder 265 3.47 12.42 (0.77) 94.34 2.26 3.40 Cce7
Brain & nervous sytem 21 2.76 7.16(0.53) | 82.46 521 12.32 C70-72
Thyroid 65 0.85 2.08 (0.28) 98.46 0.00 1.54 C73
li—defined 204 267 8.92(0.64) | 63.24 12.25 24.51 C76-80
Lymphoma 414 542 1593(0.82) | 87.44 2.17 10.39 |C81-85,90.88.96
Leukaemia 226 2.96 7.91(0.56) | 76.55 1.33 2212 Cc91-95
All sites but C44 6727 88.08 293.72(3.70) 89.58 2.76 7.66 ALLbC4a4
FEMALE
SITE Cases 9% Total ASR(se) | MV(%6) [CLIN(%)] DCO(%) icbp1o
Mouth & pharynx 139 1.79 4.45(0.39) | 94.24 3.60 2.16 Ccoo-14
Oesophagus 61 0.78 220(0.29) | 90.16 1.64 8.20 c15
Stomach 278 3.58 9.40 (0.58) 92.81 2.16 5.04 ci6
Colon, rectum, anus 608 7.82 20.70(0.86) | 93.91 1.48 4.61 c18-21
Liver 53 0.68 1.80(0.25) | 47.17 3.77 49.06 c22
Pancreas 104 1.34 3.68 (0.37) 57.69 9.62 32.69 ca2s5
Larynx 36 0.46 1.28 (0.22) | 97.22 2.78 0.00 c32
Lung, trachea, bronchus 308 3.96 11.11 (0.64) 78.25 5.84 15.91 C33-34
Pleura & other thoracic 11 0.14 0.31(0.10) | 81.82 0.00 18.18 C37-38
Melanoma of skin 124 1.60 3.80 (0.36) | 100.00 0.00 0.00 Ca3
Breast 1766 22,72 54.78(1.35) | 97.06 1.30 1.64 Cc50
Cervix 904 11.63 26.70 (0.93) 98.23 0.55 1.22 C53
Corpus & Uterus NOS 226 2.91 7.78(0.53) | 98.23 0.88 0.88 C54-55
Ovary & adnexa 228 2.93 7.24 (0.50) 92.11 2.19 5.70 Cs56
Kidney & urinary NOS 93 1.20 3.30 (0.35) 92.47 2.15 5.38 C64-66,68
Bladder 121 1.56 4.29(0.40) | 91.74 1.65 6.61 c67
Brain & nervous sytem 159 2.05 4.61 (0.38) 78.62 4.40 16.98 C70-72
Thyroid 366 47 9.99(0.55) | 96.99 1.64 1.37 Cc73
li—defined 173 223 5.88 (0.46) 70.52 10.40 19.08 C76-80
Lymphoma 380 4.89 11.98 (0.64) 89.21 2.11 8.68 |C81-85,90,88.96
Leukaemia 234 3.01 6.93 (0.47) 84.62 0.43 14.96 C91-95
All sites but C44 6750 86.85 21437 (2.70) 92.00 2.09 5.91 ALLbC44
Quality Control at the Cancer Registry 41
Cases of unknown age (21 M / 26 F) were excluded from these analyses




Missing information — implications
RIEFEHR-ZOEIR

* High proportion of PSU cases ERFEIZBLIABEFDEIESHZL)
— Incidence rates for cancers at specific sites will be underestimated
KFEDBMIONADERZRNB/ NETEEND
* High proportion of stage unknown cases BgRFRETERBOEFEIEHZ
— Bias in the analysis of stage-specific survival EERETEREFZEROEET(CHIFDIN1TR

— Underestimation of the effect of early diagnostic activities
EHRRZZMTENDRZZE D/ | \ETE

* Lack of follow up information EBHFEIROAE

— Omitted from analysis of survival Z£FZXEEHTHSERIT

— May result in overestimated survival (especially for poor prognosis cancers)
AFROBAFHEOREEYE HFCFEARDONAILDONT)
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Consistency checks: IARC-CHECK

== |
N I \
SEDFIv)
The program checks data for validity of the following data items:

7°IZI’77A'C LX—F(DT ’JIEEOD“’é'I‘E’&?—IW’]ﬁé:

Date of incidence TEEH

Age (and/or date of birth) fFiliz (D, FF4EFAH)
Sex MR

Site code (ICD-0-3) EBA71—R

LA

Morphology code (histology, behaviour and grade, ICD-0-3;1)
FEREO—R (FE#SEL. 14K, RBUE. ICD-0-3;1)

and performs data combination edits, including:
HoF— Qm%ﬂﬁADﬁ(LBL\TIT{“JF?IW’J’&?%H@% UTFZ&EE :
. Incidence/birth dates ‘REH/AFAR

. Age/incidence/birth dates £Fiit/TEEH/4£FHH

. Age/site/histology £Eilin/aB4ir/#EHEEY

. Site/histology  Zp{i/fEEEL

. Sex/site 4Rl /EBAI

. Sex/histology 47!/5BAI

. Behaviour/site MHIR/E0AL

. Behaviour/histology MEIR/#BfEEY

. Grade/histology RRUE/#EHEAY

. Basis of diagnosis/histology ~ SZIfE%E/#RRE

International Agency for Research on Cancer
‘World Health Organization
International Association of Cancer Registries

IACR

CHECK AND CONVERSION PROGRAMS
FOR CANCER REGISTRIES

(IARC/IACR Tools for Cancer Registries)

J. Ferlay, C. Burkhard, S. Whelan, D.M. Parkin

IARC Technical Report No. 42
Lyon, 2005

http://www.iacr.com.fr .
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Timeliness of registry data
EixT — DR

* Timeliness refers to the “speed” or rapidity at which a registry is able to report complete
and accurate data BIBF4L(IEERNTENDIEERT —A%ZIRE TS D" AE — R OIUR A (CHID
Reporting of accurate and complete data is a critical activity of PBCR that is necessary for
cancer control activities

IEFEN DT ERT —FZIRE T HIL(E HAXTTRIBEN CEO TR BRSNS AZIROERLEEN TH D,

Data Evaluation

Collection~__~ ST
5 NS ; \
Cancer

PBCR

T—9NT Data activities .. o> Control Implementation #23R
4 Processing HAZEHR ocemination activities

SEH) Communication

/|

TANERE PAMER
Jz1=r-23> JEEN
Data / \
Analysis Planning
T — IR T

Adapted from: Remington P, Nelson D. Communicating Public Health Surveillance Information for Action
In: Cancer Registration CPeicipteapld Methods: 3EdNARC; Lyon (in preparation) 47



Timeliness of registry data
EixT —ADRNEF4

Often pressure to increase timeliness at expense of other quality indicators: need to find the
balance. fhOMBIERZIEMEICU TR ZEOHALSITLYIv—2MNT T3 1 NSO A2 R3F2ENMnE

Effective Registry — reduce the
time within the registration process
NRIZE R — SR OEFFN CRFREIZIR
59

Nature of Information — allow the
time for data saturation (to confirm

the cancer cases)
BIROME — (PAEFIZHER T BI20H0)
T=ANTDCRBDFTORRIZ RIADTE

[ 7 i

meE7T—4

Quality Data

BuiksE
Early Report

Quality Control at the Cancer Registry 48
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