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History of INPCR

® 1340s

® Cancer registry activities in Iran

® 1360s

® National Pathology-based cancer registry
® Limitation: underestimation

¢ 1380s

® Regional Population-based Cancer Registries (PBCRs)
® Ardabil and Golestan PBCRs were accepted as voting members of the IACR
® Publication of Golestan PBCR data in CI5 (Molumes X and XI)



International Agency for Research on Cancer

Publication of the GPCR data in the CI5_XI
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History of cancer registration in lran

¢ 1380s (cont’d)

® Regional PBCRs in other provinces
® Great infrastructures (human resources, software, guidelines)

® The major limitations of these regional PBCRs included:

® Lack of organizational structures
® Poor access to financial support
® Possible discrepancies in operational plans and methods of data collection

® Therefore, in early 1390s, the MOHME planned to establish an
integrated Iranian national population-based cancer registry (INPCR).



Planning for National PBCR

Main requirement for establishment and maintenance of the INPCR:

Comprehensive collaboration between major stakeholders

To ensure effective and permanent collaborations:

INPCR agreement

® Signed by Deputy Ministers of Health, Research and Treatment
Approved by the Minister of Health

(September 2016)
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INPCR agreement:
The main aims of the INPCR

® To help and motivate all medical universities to establish high-quality
population-based cancer registries (regional registries) on their own
population

® To support and supervise regional cancer registries to ensure maintenance
of their activities

® To receive and aggregate cancer data from regional registries to produce
and publish cancer statistics at national level



Organization of the INPCR

® Iran consists of 31 provinces and there are more
than 60 medical universities

® To cover all Iranian population (100%
coverage), we considered all medical
universities as administrative units of the MOH

® The INPCR includes a national-level secretariat
(the INPCR secretariat) and university-level
secretariats

® The INPCR secretariat is located in cancer office
of the MOH
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The first step of the INPCR activity:
Development of INPCR guideline

(December 2016)

To ensure comparability of data

Considering IARC and IACR protocols and
rules

To define mandatory and optional items

ICD-O coding



Training programs (Early 2017)
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Collection of data
(June 2017)

® Starting year: 2014

® Main sources:

1. Pathology labs
2. Hospitals (from hospital medical records)

3. Death Registry Programs



INPCR online data collection tool:
[Sima-ye-Saratan]
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INPCR online data collection tool:
[Sima-ye-Saratan]

® A specific web-based application for data collection

® Advantages:
® Online tool for data collection

® To facilitate and secure transmission of data from the university cancer
registry secretariats to the INPCR secretariat

® To facilitate data processing (especially, person search, checking for
duplicate records at national level,...)



Quality control

® Regional (University) level

® National level



Quality control

® Comparability

® Validity (or accuracy)
® Internal consistency methods (consistency checks)
(IARC-check program)

® Missing/incorrect information analyses

® Completeness
* The proportion of cases microscopically verified (MV%);

* Death certificate Only (DCO%)




INPCR Quality control
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Indices of data Quality-1.

Distribution of diagnosis methods in INPCR

. Clinical/ Microscopic
Dea’zgg(e)r)tmgiﬁzccl)nly paraclinical Verification
methods (MV)

12.99 % 18.73 % 68.28 %

12.60 % 12.80 % 74.59 %

10.27 % 11.75 % 77.98 %

10.84 % 13.66 % 75.50 %

10.38 % 12.27 % 77.35 %




Indices of data Quality-2:
Numbers and proportions ( %) of cases with
unknown primary site in INPCR, 2014-2018

2015

2016

2017

2018

%

%

%

%

3,161

5.30

3,226

491

3,207

4.58

3,399

4.67

Female

2,682

5.14

2,771

4.74

2,729

4.20

2,718

3.93

5,843

5,997

4.83

5,936

4.40

6,117




Data
Year Collection

2014
2015
2016
2017
2018
2019

2020

2021
2022

INPCR progress report

Complete
Complete
Complete
Complete
Complete

Complete

In progress
In progress

In progress

Quality
Control

Complete
Complete
Complete
Complete
Complete
In progress
To-Do
To-Do

To-Do

Complete
Complete
Complete
Complete
Complete
To-Do
To-Do
To-Do

To-Do

Data Report
Analysis

Complete
Complete
Complete
Complete
Complete
To-Do
To-Do
To-Do

To-Do



INPCR annual reports

website:  cancer.behaasht.qov.ir
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International collaboration

® \Voting member of the IACR/IARC
® Collaboration in the Globocan2018 project
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Use of the data

® Guideline for use of the INPCR data
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Data requests
(by January, 2023)

® 31 research projects:
® Mainly student thesis (PhD, MSc, MD)

® From different Universities:

® Tehran, Shahid Beheshti, Iran, Isfahan, Shiraz, Kerman, Yazd,
Golestan, Hamedan, Urmia, Azad
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For more information:

Website: cancer.behaasht.qov.ir

Email: cancer@health.qov.ir

Thanks for your kind attention



