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Population-Based Cancer Registry in lran
Past, Present, and Future

Kazem Zendehdel, MD, PhD
Cancer Research Center, Cancer Institute of Iran
kzendeh@tums.ac.ir




lran

Geographical location: Asia
WHO Regional Office: EMRO
Capital: Teheran
Population: 77.45 million

Ethnic group

Persian 51%

Azeri (Turks) 24%

Gilaki and Mazandarani 8%
Kurd 7%

Arab 3%

Lur 2%

Balouch 2%

Turkmen 2%

other 1%
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Cancer Incidence and Mortality in I.R of Iran
Source: Globocan 2012
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IARC REGIONAL HUBS FOR
CANCER REGISTRATION

B Latin America B south and East Africa Sub-Saharan Africa | West, Central Asia and North Africa




History of Cancer Registry in Iran

Date

Events

1950

Hospital Based Cancer Registry In Cancer Institute of Iran

1967

Collaboration Projects Babol University- Teheran University- IARC

1968

Fars Province Cancer Registry

1984

Adoption of the law: mandatory registration of cancer cases

1986

Commencement National Cancer registry

1992

Implementing PBCR in Guilan, Mazandaran, Golestan, Ardebil and Kerman with
collaboration of DDRC

1994

Implementing Pathology based cancer registry(18435 cases were reported)

1999

Second report (11000 cases were reported)

2000

18000 cases were reported

2003

Publishing annual report of Pathology based Cancer Registry

2007

62000 cases were reported

Implementing PBCR in 5 provinces

2009

Implementing PBCR in 20 provinces

2013

Publishing of the first official report of Golestan province in Cancer in Five Continents

2014

Implementing of PBCR in 10 selected provinces by deputy of Research MOHME

Implementing of PBCR in the country by deputy of Health MOHME




GLOBAL STATUS OF
CANCER REGISTRATION

- High Quality PBCR (national} B °BCR (national or regional) Registration activity - No data / status unknown

! High Quality PBCR (regional)




REGISTRY TYPE

CHARALCTERISTICS

PURPOSE

CAN A REGISTRY BE USED
IN FORMULATING CANCER

PLANS?

Hospital-based Cancer
Registry

Pathology-based Cancer
Registry

Population-Based
Cancer Registry

Collects infarmation an all

cases of cancer treated in
one or more hospitals.

Collects infarmation from
ane ar maore laboratories

on histologically diagnosed

Canmcars.

Systematically collects
information on all
reportable neaplasms
occurming in a
geagraphically-defined
population from multiple
SOUrCes.

Useful for
administrative
purposes and for
reviewing clinical
parformance.

Supports need for
laboratory-based
senvices and servas
as quick ‘snapshot’
of cancer profile.

Comparas

and interprats
population-basea
cancer incidence
data.

Supports
population-based
actions aimed at
reducing the cancer
burcen in the

rfrarrsars ik

NO. Incomplete and inaccurate
sampla. Dataset is based on patient
attengance at given hospitakis).

Cancer profile will be biased,
determined by facilities and expertise
available within key institutions.

NQ. Incomplete and inaccurate
sample. Dataset is based only on
aboratory-based surveillance.

Cancer profile will be biased,
determined by cancers for which
tumour tissue investigations were
undertaken.

YES. The systematic ascertainment
af cancer incidence from multiple
Sources can provide an unbiased
profile of the cancer burden and
how it changes over time; PBCR
can play a unique role in planning
and evaluating cancer contro
programmes.



National Cancer Registry
of I.R. of Iran
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International Agency for Research on Cancer

__1&; World Health
% 2 Organization

Cancer Incidence in Five Continents Wolume X

Population ... | Cases| CrudeRate ~ ASR(W)  Cumulative Rate
[*India, Karunagappally | 1199 | 1180 | 1145 |
[India, Mizoram | 3074 | 1236 | 195.4 |
[*India, Mumbai | 24331 | 676 | 96 6 |
[India, Mew Delhi | 30692 | 719 118.4 |
[*India, Poona | 6152 | 6.4 | B2.4 |
[India, Sikkim State | ga3 | 501 | 95.0 |
| 2081 | 126.4 | 1305 |
| 2791 | 112.4 | 165.3 |
| EE766 | 3455 | 2092 |
| 52333 | 4033 3057 |
[*Israel: Mon-Jews | 4433 | 1284 | 2433 |
| Japan, sichi Prefecture | 16305 | 4520 266.0 |
| Japan, Fukui Prefecture | 13285 | 6695 | 2835 |
| Japan, Hiroshima | 20655 | 748.3 | 386.3 |
| Japan, Miyagi Prefecture | 40561 | 7066 | 331.0|
| Japan, Nagasaki Prefecture | 26871 | 7774 | 319.2 |
| Japan, Miigata Prefecture | 41458 | 7052 | 2911 |
[*Japan, Osaka Prefecture | 109584 | 501.1 | 2426 |
| Japan, Saga Prefecture | 12969 | 636.1 | 2710
| Republic of Korea | 328433 | 318.1 | 3027 |
| Republic of Korea, Busan | 292532 | 3212 | 2969 |
| Republic of Korea, Daegu | 18773 | 297.8 | 307.0 |
| Republic of Korea, Daejeon | 10105 | 2780 308.8 |
| Republic of Korea, Gwangju | 10423 | 2991 | 328.4 |
| Republic of Korea, Incheon | 16370 | 249 8 | 2739
| Republic of Korea, Jejudo | 3504 | 315.4 | 2976 |
= v s e —- . I . prp——— P—
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Sources

Standards for Cancer Registries Volume |l

STANDARDS FOR COMPLETENESS,
QUALITY, ANALYSIS, MANAGEMENT,
SECURITY AND CONFIDENTIALITY OF DATA

Edited by Jim Hofferkamp, CTR August 2008
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Sources

» IARC technical report was also taken into
consideration

=
available at www.sciencedirect.com E]C
-

-
.° ScienceDirect

journal homepage: www.ejconline.com

Review

Evaluation of data quality in the cancer registry: Principles and
methods Part II. Completeness

D. Max Parkin®"", Freddie Bray>?

*Cliniosl Trigls Serviee Unit and Epidemiological Studies Unit, University of Oxford, Oxford OX3 7LF, UK
BCancer Research UK, Centre for Epidemiclogy, Mathematics and Statistics, Londan, UK

“Department of Clinical and Registry-based Ressarch, The Cancer Registry of Nomway, nstitute of Population-based Cancer Research,
Montebella, N-310 Celo, Nomway

“Department of Biostatistics, Institute of Bazic Medical Sciences, University of Oslo, Nonway

ARTICLE INFO ABESTRACT
Article history: The completeness of cancer registry data — the extent to which all of the incident cancers
Received 1September 2008 ocouring in the population are incuded in the registry database — iz an extremely impor-
TReceived in revised form tant attribute of a cancer registry. Only a high degree of completeness in case-finding pro-
5 Movernber 2008 cedures will ensure cancer incidence rates md survival proportions are close to their true
Accepted 10 November 2008 wvalue. This second instalment of a two-part review of data quality methods at the cancer
Available enline 6 January 2009 regiatry, foruses on the principles and technigues available for estimating completeness,
&n g methods into those that are semi-quantitative —in that they give an indication
Teywands: of the degree of completeness relative to other registries or over time, and more quantita-
Cancer registry tive technigues — those that provide a numerical evaluation of the extent to which all &li-
Data quality gible cases have been registered.
Completeness @ 2008 Elzevier Ltd. Al rights reserved.

Quality control

EURQFEAN JOURNAL OF CANCER 45 (2009) 747 -755

=

available at www.gciencedirect.com ]C
Y

ScienceDirect

journsl homepage: www.ejconline.cam

Review

Evaluation of data quality in the cancer registry: Principles and
methods. Part I: Comparability, validity and timeliness

Freddie Bray®"", D. Max Parkin“*

*Department of Clinical and Registry-based Research, Cancer Registry of Nonway, Insti pulation-based Cancer Research,
N-310 Osla, Nonway

Biepartment of Biostatistics, Institute of Basic Medical Sciences, University of Ocls, Nonway

“Clinical Trials Serviee Unit and Epidemiological Studies Unit, University of Oxford, Oxford, UK

4Caneer Research UK, Cenmre for Epidemiology, Mathematics and Statistics, Landon, UK

ARTICLEINFO AESTRACT
Article histary: The value of the modern cancer registry and its ability to carry outcancer control activities
Received 1 September 2008 rely heavily on the underdying quality of its data and the quality control procedures in
Received in revised form place. This two-pan revisw provides an update of the practical aspeets and technigues
5 Kovember 2008 for addressing data quality atthe cancer registry. This first installment of the review exam-
Accepted 10 November 2008 ines the factors influending thres of the four key aspects, namely, the comparability, valid-
Avaiable online 29 December 2008 ity and timeliness of cancer registry data. Comparability of cancer data may be established
through a comprehersive review of the registration routines in place. Validity is examined
Feywords: via numerical indices of that permit com parisons with other registries, or, within a registry,
Cancer regstry over time, or with respect to specified subssts of cases There are no international guide-
Data quality lines for timeliness at present, although specific standards for the abstraction and report-
Comparability ing of registry have been set out by certain organisations.
Complatensss © J008 Elsevier Ltd. All rights ressrved.
validire
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Results

Figure: Results of Evaluation of Guideline, Organizational Structure,
Annual Report, and IT in Cancer Registration in I.R. of Iran in 2013
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A Model for PBCR
Deputy of Research MOHME

> Implementing regional PBCR.

> Improving IT infrastructure (using SEPAS)

> Training PBCR Personnel

- Using CanReg5 for the data processing and analyses.




National Program for PBCR in Iran

)of the population 60%(
2014

WWW.IRANCANREG.IR

1 -Golestan

2-Fars

3-East Azerbaijan
4-Kermanshah
5-West Azerbaijan
6-Mazandaran
7-Khorasan Razavi
8-Hormozegan
9-Khouzestan
10-Kerman
11-Ardebil
12-Yazd “ag M
13-Guilan Mg =
14-Tehran :

KHOOZESTAN



/ Regional data sources \

Cancer registry staff patologists
0
Electronic data- = — — % % %‘
Submitting datato  Documentation in HIS or LIS |CDO coding Pathology
paper regional office
I
Q
R R T b Al
lectronic d I'
Subm|tt| g data toData extraction or Entering data ICD10 coding Medical
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| I % <@
v
Submitting data to ICD10 coding Death
regional office registry
Q 0
: e — QG
National itti Data extraction Case findin Other sources
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for EHR system regional office from HIS by a list of reportable  chemotherapies,
(other software) or cases or ICD10 codes etc.)
database \ filling paper form /
/ Regional office of PBCR \
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(- g pport, quality g pport, quality M
Regional advisory board (
Q 0
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s — N =<
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JARC-CanReg5
Farsi Version

CanRe
5
By



CanRe

5 Farsi Calendar

- Browse B Print bo
Varizbles : : .
Table Sort by Records o Edit/create Patient ID:
L)
Patient w | Birth date (Patent) + 3 Shown - Me
() Mandatory
Range @ Key Edit Tumour Record: =]
First names (Patient) v | Start: —End: -
" Filter Wizard B[
AND i
Filter Filter S
Use Fiter BirthD »="13570102' AND Sex ='1 s
BrthD »= 13570102 AND Sex ='1' - i
I
™ rY -
Refresh Table 3l3y0 v+ 13945
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20150001 cofasisage 10 [13570102 S r
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20150002 sa>l |pape L |13781229 e E—
then choose "And' or 'Or' or dick OK. - 20 10 11 12 13 - 15 16
Variable Operation Value Logical operator |~
: 2 17 18 19 20 A 2 23
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g 2 4 X X O B OB N
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Electronic Pathology Report

» Guidline include:
> Minimum data set
- Data Standards
- Data Dictionary
> Minimum Requirments for LIS
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Electronic Pathology Report
Automated ICDO3 Coding

P57 9395 U5 il Topography

C50.9 Breast, NOS o=l
C50.8 Upper breast o lzeail
C50.8 Overlapping lesion of breast bzl
C50.8 Outer breast bzl
C50.8 Midline of breast bl
C50.8 Lower breast bzl
C50.8 Inner breast bzl
C50.6 Tail of breast, NOS wlzeail
C50.6 Axillary tail of breast bzl
C50.5 Lower-outer quadrant of breast wl=esil
12

S S8 1 ksl S Sl sge i, Jilie L5 Gy 2S ol 1) gsose Sl sieand
|breast |

33992 330 &5 Glxit — Morphology

8524/3 Infiltrating lobular mixed with other types of carcinoma ol=wl
8522/3 Lobular and ductal carcinoma wlswl
8522/3 Intraductal and lobular carcinoma wl=wul
8522/3 Infiltrating lobular carcinoma and ductal carcinoma in situ wlseil
8522/3 Infiltrating duct and lobular carcinoma in situ wolseil
8522/3 Infiltrating duct and lobular carcinoma wlse|
8522/2 Intraductal carcinoma and lobular carcinoma in situ wlses|
8520/3 Lobular carcinoma, NOS wlses|
8520/3 Lobular adenocarcinoma wlswl
8520/3 Infiltrating lobular carcinoma, NOS wl=eil
12

S S 1, Ol S s sygm wans, Dilis 43 s S il ) £5590 5 swad
‘Iobular |

Incidence Date:  --- v

Topography: |C50.8

Morphology:

e ¥ v | (aUges <8ls 2u,b)

! (C50.8) Inner breast

8520/3 ! (8520/3) Lobular adenocarcinoma
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SEMI-AUTOMATED ICD-O3 CODING IN PATHOLOGY

LABORATORIES: PROMISING INFRASTRUCTURE FOR
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IARC Visit
2015




JARC Worksh'op, 2015
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Underestimation in the Incidence Rate of
Breast Cancer

Incidence

M Ereast
Colorectum
9,785 (24 5%) B Stomach
B Oesophagus
W Cvary
M Leukasmia
—— 3,352 (8.4%) W Lung
Thyroid
3,020 (7.6%) Brain, nervous systern
2445 (B.1%) Other and unspecified

13,703 (34.3%) ——

1,358 (3.4%) -
1,812 (3.8%)~
1,581 (4.0%) ’
1,588 (4.0%) 1,837 (4.1%)

ASR of Breast Cancer from PBCRs in Iran
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International Agency for Research on Cancer

235y World Health
« Organization

Cl5 X
Gancer Incidence in Five Gonfinents Voisme X
Population | Cases  Crude Rate | ASR (W) | Cumulative Rate
*India, Karunagappally | 1199 | 112.0 | 114.6 |
*India, Mizoram | 3074 | 1236 | 195.4 |
*India, Mumbai | 24331 | 67.5 | 96.5 |
*India, New Delhi | 30692 | 719 118.4 |
*India, Poona | 6152 | 56.4 | 824 |
*India, Sikkim State | 893 | 591 95.0 |
. | 2081 | 126.4 | 120.5 |
(*Iran, Golestan Province ) | 2791 | 112.4 | 165.3 |
—— | 56766 | 3455 | 2992 |
*lsrael: Jews | 52323 | 403.3 | 305.7 |
*lsrael: Non-Jews | 4433 | 128.4 | 2433 |
| Japan, Aichi Prefecture | 16305 | 452.0 | 266.0 |
| Japan, Fukui Prefecture | 13285 | 6GO.5 | 2835 |
| Japan, Hiroshima | 20655 | 7483 | 386.3 |
| Japan, Miyagi Prefecture | 40561 | 706.6 | 331.0 |
| Japan, Magasaki Prefecture | 26871 | 7774 | 319.2 |
| Japan, Miigata Prefecture | 41458 | 7052 | 291.1 |
*Japan, Osaka Prefecture | 100584 | 501.1 | 2426 |
| Japan, Saga Prefecture | 12969 | 636.1 | 271.0 |
| Republic of Korea | 388433 | 3181 | 3027 |
| Republic of Korea, Busan | 29252 | 3212 | 296.9 |
| Republic of Korea, Daegu | 18773 | 2978 | 307.0 |
| Republic of Korea, Daejeon | 10105 | 2780 | 3088 |
| Republic of Korea, Gwanagju | 10423 | 2991 | 328 4 |
| Republic of Korea, Incheon | 16370 | 2498 | 2739 |
| 3504 | 3154 | 2976 |
I

| Republic of Korea, Jejudo
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