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1. Respondents’ contact information
1.1. Contact information

1.1.1.Please enter your name

1.1.2.Please enter your email address

1.1.3.Name of the institute

1.2. Sharing the answers
Below, please select the level of sharing of identified answers to the other questions contained in this
questionnaire.

1.2.1.0ther IACR members *

O Yes

O nNo
1.2.2.Unrestricted public *

O Yes

O nNo

1.3. Do you have any comments to add before the submission of this questionnaire?
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2. Cancer registry data
2.1. Data description
2.1.1.Registry type:
O Population-based
O Hospital-based
O Mo registry in the country
2.1.2.Area covered by PBCR

2.1.3 Please enter the current or most recent estimation of the size of the population covered by the

registry {in number of inhabitants}

2.1.5.How is the data for the cancer registry retrieved or submitted:
O  Via the treating doctors manually (physical notification form)?
O By data entry by designated professionals in the cancer registry?
m} Via automatic submission from electronic health care records?
O  Via electranic submission from (e.g.) pathology laboratories or hospitalrecords systems?
2.1.6.Please describe how the follow-up items below are collected in your registry:
O  vital status
Date of follow-up
Cause of death
Distant metastasis
Recurrence
Treatment after the first course of treatment

Other detailed clinical information

OO0O0O0oaoao

Socio economic status of patients

2.2. Conditions of the data
2.2.1.To whom do the data belong?
O  National/ Local Government
Research group/ Researcher
University, Hospital, etc.
Medical organization/ Academic society

Private organization {e.g. NGO, pharmaceutical company)

OooOoo0Ooa0g

Others, please explain
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2.2.2.Does the law (or any subsidiary regulations) on privacy apply to the data collection?
O Yes
O nNo
2.2.3.Under this law {regulation), is informed consent required for a government, doctor, hospital or
researcher, to record individual data to the database?
O Yes
O No
2.2.4.If informed consent is not required for registration, what other data privacy procedure (if any}

is being used (e.g. because the dala are collected anonymous})?

2.3, Conditions of the data usage
2.3.1.1s a specific law regulating data use in force?
O Yes
O nNo
2.3.2.Who are authorized to use the individual data other than published aggregated numbers?

(1 Yes, 2 No, 3 Other)

Non-anonymised individual Anonymised individual

data linkable to other datal data2 Aggregated data

National/ Local Government

Research/ Education

Private organization

Mass media

Others

2.3.3.Are foreigners allowed to use the individual data other than published aggregated numbers?
O  Yes
O Yes, annnonymised data only

O  Yes, under certain conditions

O Neo
2.3.4.Are there any other conditions for data usage (i.e. only for academic use, have lo be a

member of a research team, elc.)?

2.3.5.How long does it take to use the data generally from the date of application?

174



O  within a month
O  Acouple of months
O Longer than that

2.3.6.Please describe the procedure to have an access to the data (i.e. online application)

2.3.7.15 it free of charge to use the data?
O Yes
O No
2.3.8.Is there any onsite center to use the data?
O  Yes
O nNo
2.3.9.Are you allowed to share and publish anonymised data on single individuals?
O Yyes
O  Yes, under certain conditions

O No
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3. Cancer screening

3.1. Data description
Please indicate the modalities of screening programmes for any of the tumour types listed

below, if carried out in your registration area:

Is “method of detection in Any access to the screening
relation to screening” used in database {directly or through

Organization your registry? {1) record linkage)?

Invitations Opportunistic Yes No Yes No

Breast cancer

Cervical cancer

Ovary cancer

Colerectal cancer

Prostate cancer

Malignant Melanoma

Lung cancer

Other cancer

1 According to the ENCR recommendations http://www.encr.com.fr/detection. pdf

3.1.1.Do you routinely use the PBCR data for quality control of cancer screening?
O Yes
O No
3.1.2.Is there an integrated database for cancer screenees ?
O  Yes
O nNo

3.2. Conditions of the data
3.2.1.To whom do the data belong?
O  National/ Local Government
Research group/ Researcher
University, Hospital, etc.
Medical organization/ Academic society

Private organization (e.g. NGO, pharmaceutical company)

Oo0oo0oaoao

Others, please explain

3.2.2.Does the law (or any subsidiary regulations} on privacy apply to the data collection?
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O Yes
O No
3.2.3.Under this law (regulation), is informed consent required for o government, doctor, hospital or
researcher, to record individual data to the database?
O Yes
O No
3.2.4.1f informed consent is not required for registration, what other data privacy procedure (if any)

is being used (e.g. because the data are collected anonymous)?

3.3. Conditions of the data usage
3.3.1.15 a specific law regulating data use in force?
O Yes
O Neo
3.3.2.Who are authorized to use the individual data other than published aggregated numbers?
(1 Yes, 2 No, 3 Other)

Non-anonymised individual | Anonymised individual

data linkable to other datal data2 Aggregated data

National/ Local Government

Research/ Education

Private organization

Mass media

Others

3.3.3.Are foreigners allowed to use the individual data other than published aggregated numbers?
O Yes
O Yes, annnonymised data only
O  Yes, under certain conditions

O No

3.3.4.Are there any other conditions for data usage {i.e. only for academic use, have lo be a

member of a research team, etc.)?

3.3.5.How long does it take Lo use the data generally from the date of application?
O  Within a month
O A couple of months

O Longer than that
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3.3.6.Please describe the procedure to have an access to the data (i.e. online application)

3.3.7.1s it free of charge to use the data?

O Yes
O No
3.3.8.1s there any onsite cenler to use the data?
O Yes
O No

3.3.9.Are you allowed to share and publish anonymised data on single individuals?
O  Yes

O Yes, under certain conditions

O nNeo

10
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4. Mortality Database
4.1. Data collection
4.1.1.Mortality data coverage:
O National
O Regional
O Hospital-based
O Mo mortality data in the country

4.1.2.Area covered by the mortality database

4.1.3.Please indicate the year that the mortality data activity started in the country

4.1.4.Please describe the procedure to collect death cerlificates to make up the database

4.1.5.Does the law (or any subsidiary regulations} on privacy apply to the data colfection?
O Yes
O nNo
4.1.6.Under this law (regulation), is informed consent required for a government, doctor, hospital or
researcher, to submit individual data to the database?
O Yes
O No
4.1.7.1f informed consent is not required for data collection, what other data privacy procedure (if

any) is being used fe.g. because the data are collected anonymous}?

4.2. Conditions of the data
4.2.1.To whom do the dala belong?
O  National/ Local Government
Research group/ Researcher
University, Hospital, etc.
Medical organization/ Academic society

Private organization (e.g. NGO, pharmaceutical company)

[ [ I [

Others, please explain

4.2.2.Does the law (or any subsidiary regulations} on privacy apply to the data collection?
O Yes
O No

11
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4.2.3.Under this law regulation), is informed consent required for a government, doctor, hospital or
researcher, to record individual data to the database?
O Yes
O nNo
4.2.4.1f informed consent is not required for registration, what other data privacy procedure (if any}

is being used fe.g. because the data are collected anonymous)?

4.3. Conditions of the data usage
4.3.1.Is @ specific law regulating data use in force?
O ves
O Ne
4.3.2.Who are authorized to use the individual data other than published aggregated numbers?

(1 Yes, 2 No, 3 Other)

MNon-anonymised individual Anonymised individual

data linkable to other datal data2 Aggregated data

National/ Local Government

Research/ Education

Private organization

Mass media

Others

4.3.3.Are foreigners allowed to use the individual data other than published aggregated numbers?
O  Yes
O Yes, annnonymised data only

O  Yes, under certain conditions

O Neo
4.3.4.Are there any other conditions for data usage (i.e. only for academic use, have to be a

member of a research team, elc.)?

4.3.5.How long does it take to use the data generally from the date of application?
O  Within a month
O A couple of months
O Longer than that

4.3.6.Please describe the procedure to have an access to the dala {i.e. online application)

12
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4.3.7.1s it free of charge to use the data?

O  Yes
O Neo
4.3.8.1s there any onsite center to use the data?
O Yes
O nNe

4.3.9.Are you allowed to share and publish anonymised data on single individuals?
O  Yes

O  Yes, under certain conditions

13
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5. Health Insurance Claim Database
5.1. Health insurance claim type
5.1.1.Health insurance type:
O National
O Private
O Mo health insurance system in the country
5.1.2.Please describe the procedure to collect heafth insurance claim to make up the database, if

exists.

5.2. Conditions of the data
5.2.1.To whom do the data belong?
O  National/ Local Government
Research group/ Researcher
University, Hospital, etc.
Medical organization/ Academic society

Private organization (e.g. NGO, pharmaceutical company)

[ [ I

Others, please explain

5.2.2.Does the law (or any subsidiary requlations) on privacy apply to the data colfection?
O ves
O No
5.2.3.Under this law (regulation), is informed consent required for a government, doctor, hospital or
researcher, to record individual data to the database?
O ves
O Neo
5.2.4.1f informed consent is not required for registration, what other data privacy procedure (if any)

is being used (e.g. because the data are collected anonymous})?

5.3. Conditions of the data usage
5.3.1.1s a specific law regulating data use in force?
O Yes
O No
5.3.2.Who are authorized to use the individual data other than published aggregated numbers?
(1 Yes, 2 No, 3 Other)

14
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MNon-anonymised individual Anonymised individual

data linkable to other datal data2 Aggregated data

National/ Local Government

Research/ Education

Private organization

Mass media

Others

5.3.3.Are foreigners allowed to use the individual data other than published aggregated numbers?
O Yes
O Yes, annnonymised data only

O  Yes, under certain conditions

O Neo
5.3.4.Are there any other conditions for data usage (i.e. only for academic use, have lo be a

member of a research team, elc.)?

5.3.5.How long does it take to use the data generally from the date of application?
O  Within a month
O A couple of months
O Longer than that

5.3.6.Please describe the procedure to have an access to the data {i.e. online application)

5.3.7.s it free of charge to use the data?

O ves
O No
5.3.8.1s there any onsite center to use the data?
O Yes
O No

5.3.9.Are you alfowed to share and publish anonymised data on single individuals?
O  Yes
a Yes, under certain conditions

15
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6. Biobank or genomic information database
6.1. Biobank or genomic information database type
6.1.1.Biobank type:

O Population-based

O Hospital-based

O Academic

O Mo biobank in the country

6.1.2.Please indicate the year that collection of samples in the biobank started in the country

6.2. Conditions of the data
6.2.1.To whom do the data belong?
O  National/ Local Government
Research group/ Researcher
University, Hospital, etc.
Medical organization/ Academic society

Private organization (e.g. NGO, pharmaceutical company)

[ [ I

Others, please explain

6.2.2.Does the law (or any subsidiary requlations) on privacy apply to the data colfection?
O Yes
O No
6.2.3.Under this law (regulation), is informed consent required for a government, doctor, hospital or
researcher, to record individual data to the database?
O Yes
O Neo
6.2.4.1f informed consent is not required for registration, what other data privacy procedure (if any)

is being used (e.g. because the data are collected anonymous})?

6.3. Conditions of the data usage
6.3.1.1s a specific law regulating data use in force?
O Yes
O No
6.3.2.Who are authorized to use the individual data other than published aggregated numbers?
(1 Yes, 2 No, 3 Other)

16
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MNon-anonymised individual Anonymised individual

data linkable to other datal data2 Aggregated data

National/ Local Government

Research/ Education

Private organization

Mass media

Others

6.3.3.Are foreigners allowed to use the individual data other than published aggregated numbers?
O Yes
O Yes, annnonymised data only

O  Yes, under certain conditions

O Neo
6.3.4.Are there any other conditions for data usage (i.e. only for academic use, have lo be a

member of a research team, elc.)?

6.3.5.How long does it take to use the data generally from the date of application?
O  Within a month
O A couple of months
O Longer than that

6.3.6.Please describe the procedure to have an access to the data {i.e. online application)

6.3.7.1s it free of charge to use the data?

O ves
O No
6.3.8.1s there any onsite center to use the data?
O Yes
O No

6.3.9.Are you allowed to share and publish anonymised data on single individuals?
O  Yes
a Yes, under certain conditions

17

185



7. Census or other socio-economic status database

7.1. Availability of data

7.1.1.What kind of other clinical databases are available in the country? If any, please add lines to

describe.
Anonymised
individual data
Non-anonymised indirectly linkable
individual data linkable | with geographical Anonymised
to other data 1 information 2 individual data 2 | Aggregated data
Eating habit

Smoking habit

Alcohol intake

Individual/ Househald

income

Education

Marital status/ parity

Profession

Yndividual data in which the full identity of the patient has at least a key ID even the original identifiable variables

are remove, e.g. the name and address, date of birth, etc., and it remains possible to link the record to the other

database individually

YIndividual data in which the identity of the person has been disguised by removal of a part or all identification, e.g.

the name and address, date of birth, etc., and impessible te link the record to the other database individually.

However, the data have geographical information to realize ecological studies.

18
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8. Other clinical database
8.1. Availability of data

8.1.1.What kind of other clinical databases are available in the country? If any, please add lines to

describe.

Non-anonymised
individual data linkable

to other data 1

Anonymised
individual data
indirectly linkable
with geographical

information 2

Anonymised

individual data 2

Aggregated data

Academic society-

based clinical database

Yndividual data in which the full identity of the patient has at least a key ID even the original identifiable variables

are remove, e.g. the name and address, date of birth, etc., and it remains possible to link the record to the other

database individually

YIndividual data in which the identity of the person has been disguised by removal of a part or all identification, e.g.

the name and address, date of birth, etc., and impessible to link the record to the other database individually.

However, the data have geographical information to realize ecological studies.
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9. Data linkage

9.1. Linkable database

9.1.1.Which of the listed data are individually linked to each other which are ready for use in your
country? For each of the used data sources please indicate the type of inquiry best

describing the current practice.

Cancer Cancer Mortality | Health Biobanks Census Other
registry screening insurance | or or SES clinical
claim Eenomic data

info

Cancer

registry

Cancer

SCreening

Mortality

Health

insurance

claim

Biobanks
or
genomic

info

Census

or SES

Other

clinical

data

1=Nationally, 2=Regionally, 3=Project-based
9.2. Linkage center
9.2.1.Are there organizations specialized in linkage of several individual database?

O Yes
O No
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10. Data usage
10.1. Data usage in health policy
10.1.1. Please describe the contribution of your registry to the description of cancer burden or

evaluation of cancer control by selecting the applicable answer below:

Routine, regular, Occasional, ad- hoc MNever
frequent

Cancer control in general

Cancer incidence rates

Cancer survival

Cancer mortality rates

Development of national cancer control strategies

Evaluation of national cancer control strategies

Clinical audits on diagnosis/staging

Clinical audits on treatment

Clinical audits on waiting times

Clinical audits on multidisciplinary care

Evaluation of adherence to clinical guidelines for diagnosis

Evaluation of impact of clinical guidelines for diagnosis

T

Evaluation of adh e to clinical far

treatment

Evaluation of impact of clinical guidelines for treatment

Improvement of cancer care projects

Cancer screening evaluation

Evaluation of radiation systems use

Evaluation of usage of Computed Axial Tomography (CT)

Evaluation of usage of Positron Emission Tomography

(PET)

Evaluation of usage of magnetic resonance technique

1=Nationally, 2=Regionally, 3=Project-based
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11. Barriers to conduct a research
11.1. Privacy legislation
11.1.1. Have you experienced barriers to use the cancer research related data due to privacy
legisfation {e.g. PIN is not allowed to be used in medical research}?
O Yes, please explain

O No

11.2. Technical issues

11.2.1. Have you experienced barriers to use the cancer research related data due to technical
issues {e.q. mistype of names recorded in XX database was evident and not completely
linkable)?

O Yes, please explain

O No

11.3. Legal or ethical issues
11.3.1. Please provide a short description (with examples} of any legal or ethical problems in public
usage of cancer research related data, in cancer control planning/evaluation, quality

controf of medical acls and research?
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