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FTICEWHIRINET HEN L VN7,
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N A B k7 — Z(Cancer Registry
Data)

D3 A2 7 — # (Cancer Screening)
FE1- 7 — # (Mortality Database)

fit BE £& BR @ & R 7 — ¥ (Health
Insurance Claim Data)

NA TN ST DERT —F
(Biobank or
database)
[EHHRA L R FICET oA
(Census or other socio-demographic
database)
ZOMDEHEIKART — 21220 T
(Other clinical database)

T — X U v/l — D\ T(Data

genomic information

linkage)
7 — Z FIHIZB L C(Data usage)
A & I3 5 b T OFEE (Barriers

to conduct the research)

AHEETIE, ZhoDHEHAD S b,
DEDTEY FFOSIRITRICA H & Bbi,
FLADEENRZ LGOI 1) BARE
7 — % (Cancer Registry Data), 2) 23AMR72
7 — % (Cancer Screening), 3) T T — %
(Mortality Database) >\ T, fEREZ F &
5, FHEEIXENEN., T—Z DM - 7
—ZOWE, T—=F2 ORI 3 SO5EIC
ST, BETERY ANTWD T —F D
EFECERSI O A, R FEHE IOV

THEEIT- T,
C. WrFmE
1 DAXRET —# (Cancer Registry Data)

(F1)
1.1 DABEROMEE (BRI 29 71[EH)
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FESEH A (Cervical cancer)

EHLVWIRIERE T, —T7, TREIFIEK]

RN ARAT 4T | FIREOEN [EL . PNEEL3 A (Ovarian cancer)

b ANT—2] R 57 —%] © . KA (Colorectal cancer)

FIRIZESN S, (K1) . AISEARZY Ao (Prostate cancer)
WZEET 2 AMNEANDEANT — & DOF . BEPEHEMAE  (Malignant Melanoma)

Hix, Z<OETREDLNLTWVDLEDOD . fitiZs A (Lung cancer)
(28 H[EH 24 HEH, 86%). ZDIFL AL
DEAL SN T — 2R EDEME T TO HBABIOFEFERAREER D ST
AMAIZRON D 24 WEF 22 DE, 92%), 28 WEETOET, £IRBBAIIT A A
T — 2 OHGEN ORI E TICET S 7 v R AETOETRARZ I IThI
X, 2~3 7 A#) 815 E (52%) TV, 20T TRHEMBKEDZ
TIHRbHEL, T 2~3 BH) & 27 (Invitations) | & L CHEE L T\ 5D, KW
ARG LR LZEIRZENER 7 AEE T, BRIEDS AN 18 B E (64%) Tirbh
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AIRETH L EN U LT (8 & [H, HTIF EAER TEESR K2
62%) ., BETOFIHOEIZX 11 BETE 7, (Opportunistic) | & LTIl L TW\W5H & D
Fo. KBEEOER T —ZFHOF A Z e RIETE o, EERARED XU A
e & —nbsdEoREiEotz, EAL 32T 13 7E (46%), 12 7E (43%)
SNIENT —F OFE=F~DILFL—MK  TITONTWDHA, EEEREAEZ TR
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# 1 Rtk (Ehl. HER)

o & S 20 lLg» == () 2 |2 (T2 inwm (B BT 2L 52 B BE» [l lswier Z 523 hF 0 2= |22 L2 EY o F
22 |bp B [EE[FF (BT (BT [<E |F% |84|2E |22 |25 |87 BE RBZ EE (83 2% 2E |=F (3% BT B2 |5E (25 1ETET BB
4. Cancer registry data
4.1. Data description
Nationwide . - ) . . - ) - - ) ° ° ) ° ) - ° ° ) . . - - - ) . . . .
4.1.1  |Status of PBCR
Regional - ° - - - . - . . - - - - - - . - - - - - . ° ° - - - - -
4.2. Conditions of the data collection
Government L] L] L] L] L] - L] L] L] - - L] L] L] L] L] - - L] L] L] L] * L] L] L] L] L] L]
42.1 Data owner Research institute - . - - - - - - - . - - - - - - ) . - - - - * - - - - - -
PBCR - - - - - . - - - - . - - - - - - - - - - - * - - - - - -
4.2.2  |Law regulating data collection . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
423 |Informed consent for data collection and _ R R _ _ _ _ R R _ R R _ R R R _ R _ R R _ R R _ R R R R
o use
4.3. Conditions of the data usage
4.3.1 Law regulating data usage . . . . . - . - - . . . . . . . . . . . . - - . ) . - . .
Government 3 2 3 3 3 2 2 3 1 3 1 2 1 3 1 3 2 1 1 1 3 3 3 3 3 1 3 3 3
Research/
; 3 2 2 3 3 2 2 3 1 3 1 2 3 3 3 2 2 2 2 3 3 3 3 1 3 1 3 3 *
Right to use data Education
432 Private organization| 3 1 2 1 2 2 2 2 1 1 1 2 3 3 1 2 2 1 1 1 1 * 2 1 1 1 1 *1 *
Mass media 3 1 1 1 2 2 * 1 1 1 1 2 1 1 1 2 2 1 1 1 1 * 2 1 1 1 1 1 *
(3: Non-anonymised individual data linkable to other data, 2: Anonymised individual data, 1: Aggregated data)
under || under | under | under | under || under | anony | anony | anony | under | under | anony anony | under | anony | under | under under anony under | under a[;x%[;
433 Data use by foreigners residing overseas |condit|{condit [ condit | condit | condit ||condit | mised [ mised | mised | condit [ condit | mised | No [mised |condit|mised |condit|condit| Yes [condit| No No |mised|[ Yes | No No |condit|condit yed
ions || ions | ions | ions | ions | ions | only | only | only | ions | ions | only only | ions | only | ions | ions ions only ions | ions only
435 |Waiting time for data use 2230323223 <2 [>23f 23 |>231>23) 2-3 |>2-3|>2-31>2-31>231>2-3| <2 | <2 |>23)| <2 | 23 || 23 |>23| <2 >23/>23| 23 | <2 | <2 |23
m m m [mon. || m |mon. | mon. | mon. | mon. | mon. [ mon. | mon. | mon. | mon. [ mon. | mon. | mon. | mon. [ mon. | mon. | mon. | mon. || mon. | mon. | mon. | mon. | mon. | mon.
4.3.7 |Data usage charge Not Free | Free | Free Not Free Not Free | Free | Free Not Free Not | Not | Not Free | Free Not Free | Free Not Free | Free || Free Not Free | Free | Free Not
Free Free Free Free Free | Free | Free Free Free Free Free
4.3.8  |Onsite center to use the data No No | Yes | Yes | No No No | Yes | Yes | Yes | Yes | No | Yes [ No | Yes | No [ Yes | Yes | Yes [ No [ Yes | Yes [ No No | Yes | No No | Yes | Yes
Anonymized individual data distribution under under under
439 by uszrs No No No No | Yes || No No No No No |condit| No No |condit| No No No No No |condit| No No | Yes | No No No [ Yes | No | No
ions ions ions

*. No answer
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Z @ = 172}
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Elg |2 |2z |S|s|¢ (8|6 |2|E|\Z|S|5 |5 LElgs|E|z |2 |82 |E|E|E|% |2
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5. Cancer screening
5.1. Data description
Breast cancer ° o ° ° * ° ° ° ° ° ° ° ° ° ° ° ° ° ° o . o o . . o o . )
Cervical cancer L] o] L] L] * L] L] L] L] L] L] L] L] L] L] o o o L] L] L] o o L] L] o L] L] L]
Screening type Ovarian cancer - o - - * - - o - - - - - - - o - o - - - - - - - o - - o
5.1.1 |(e:Invitations, Colorectal cancer | o o . . * . . . . . . . . . . . o . . - . o o . . o . . .
o:Opportunistic,
-:No screening) Prostate cancer - o - o * - o o o o - o - o o o o o - o - - - . o . - o o
Lung cancer . o o o * - - o - - - - - - - o - o - - . - - . . . - - .
5.1.2. |Quality control using PBCR Yes | No No | Yes * No No | Yes | Yes | Yes | Yes No | Yes | Yes | Yes No No No | Yes | Yes | No No No || Yes | Yes | No | Yes | Yes | Yes
5.1.3. |Cancer screenees DB No No No | Yes * Yes | No | Yes | Yes | Yes | Yes | Yes | Yes | No Yes No No Yes | No [ Yes | No No No No | Yes | No No Yes No
5.2. Conditions of the data collection
Government . . . * . . . * . . . * * . . . . . . . . . . . .
He
alth
CRC |Medic Privat car
* * * *
5.2.1. |Data owner Other DC |al org PBCR corg o
inst
no standard data . * * * *
5.2.2. |Law regulating data collection . - . . * . . . . . . . . . . . * . . . . - - . . . . . .
5,3 [Informed consent for data collection . R . R * _ _ R . R R . _ . _ ~ " . R R ~ ~ ~ . . . R . ~
and use
5.3. Conditions of the data usage
5.3.1. |Law regulating data usage - - . . * - . - . . . . . . . . * ) . . ) - - ) ) ) - * -
Government 3 1 3 3 * 2 * 3 2 3 1 2 2 3 1 * * 3 1 3 3 3 3 3 3 1 1 * 3
Research/ * * * * * * * *
Education 1 1 1 3 2 3 2 2 1 2 3 3 3 2 2 3 3 2 3 1 1
Right to use data | P¥ivate 1 1 1 1 * 2 * 1 1 * 1 1 1 3 1 * * 1 1 1 * * 2 1 1 1 1 * *
53.0. organization
Mass media 1 1 1 1 * 2 * 1 1 * 1 1 1 1 1 * * 1 1 1 * * 2 1 1 1 1 * *
Others 1 1 1 3 3 1 3 1 1 1 1 1 1 2

(3: Non-anonymised individual data linkable to other data, 2: Annonymised individual data, 1: Aggregated data)
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Data use by foreigners residin; under under under | under under | under under under anony
533. overseas Y g 2 No No No [condit| * [condit| No No No |condit|condit| No No |condit| condit| No * No | Yes |condit| No No | Yes || Yes | No No [condit| * mised
ions ions ions | ions ions | ions ions ions only
5.3.5. | Waitine time for data use <2 [[>2-3|>2-3(>23 x ||>2-3]|>23|>23(>2-3(>23(>2-3( 23 (>2-3]|>2-3(>23|>2-3 s =23 <2 | 23 |23 <2 | <2 | 23 |>23| 23 | <2 . >2-3
e 2 mon. || mon. | mon. | mon. mon. | mon. | mon. | mon. | mon. | mon. | mon. | mon. | mon. | mon. | mon. mon. [ mon. | mon. || mon. [ mon. [ mon. | mon. | mon. | mon. | mon. mon.
Not [ Not | Not « Not Not Not [ Not | Not « Not Not || Not Not | Not « Not
5.3.7. |Data usage charge Free Free | Free | free Free Free Free | Free | Free Free Free Free | Free | Free Free Free Free Free || Free Free | Free Free | Free Free | Free Free
5.3.8. |Onsite center to use the data No No | Yes | No * No | Yes | Yes | Yes | No [ Yes No | Yes | No No No * Yes | Yes No No No No No [ Yes | No | Yes * Yes
*. No answer
Z @« =
> Q e 2 s |» = &z
sle (S |lER2|z |8 |s|e|B|E|5 (2|2 |2 |2 |2 2|8 |2lz|2 |10 |E|E |2 |z
T |2 |8 |5 E2 |E |E |E |B |2 (B |E |E |28 |2 |8 |&mE|2 |8 |28 |2 |8 |5 |2 |2 |8 |§ |z
= > o £ 5= e 3 < = ® £ =2 4 & = 5 =. g | B 2 e z = s 5 & g 3 9
19 5 o o 5 a ] =% o = < 5 ) g 9 o < = 2 g 3
@ =3 =
6. Mortality Database
6.1. Data type
6.1.1. i\f)?/gf;gg data National . . . . . . (] (] . . . . (] . (] . . . . . . . . . . . . * .
6.2. Conditions of the data collection
Government L] L] L] L] L] - L] L] L] L] L] L] L] L] L] L] L] L] L] L] L] L] L] L] L] L] L] L] L]
6.2.1. |Data owner National Research B R R B B . R B B R B B B R R B B B B R B R B R B B R R B
Institute
6.2.2. |Law regulating data collection . . . . . . . . . . . . . . . . . . . . . . . . . . . * -
6.3. Conditions of the data usage
6.3.1. {i‘:t‘: Eggéating . . . (] - - (] (] . . . . . . * . . . . . . - - . . . . * .
Government 3 3 3 3 3 2 3 3 1 3 3 2 1 3 * 3 2 3 1 3 3 3 3 3 3 3 1 * 3
Research/ Educatio 3 1 2 3 3 3 2 3 1 2 2 2 3 3 * 3 3 2 2 3 1 3 3 1 3 1 1 * *
. Private " % * *
630 Right to use data organization 1 1 2 1 3 2 2 1 1 1 1 1 1 3 2 2 1 1 1 1 2 1 1 1 1
Mass media 1 1 1 1 1 2 * 1 1 1 1 1 1 1 * 1 1 1 1 1 1 * 2 1 1 1 1 * *
Others 1 1 1 3 2 1 1 3 3 1 1 1 1 2
(3: Non-anonymised individual data linkable to other data, 2: Annonymised individual data, 1: Aggregated data)
ano | ano
. 1 under | under under anony under ny Y | under under under |anony under anony
6.3.3. ?j;?qz:: by foreigners residing No |fcondit [condit| No | Yes [condit| No No No |[mised| No No * lcondit| * n;:is n;:is condit| Yes [condit| No |[condit|mised|| YES | No No |[condit| * |mised
> ions | ions ions only ions ions ions ions | only ions only
onl onl
y y
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23 2-3 <2
63.5. |Waiting time for data use >2-3(>2-3(>2-3>23 1 0l >2-3 | >2-31>2-31>2-3|>2-3 | 23 |>23 « |>23 * o mo |23 <2 | 23 |[[»23(>23) <2 ||>231>23 2-3 | <2 " <2
mon. || mon. | mon. | mon. n mon. | mon. | mon. [ mon. | mon. | mon. | mon. mon. . o, | mon. | mon. | mon. | mon. | mon. | mon. || mon. | mon. ( mon. | mon. mon.
Not || Not Not | Not Not Not | Not Not | Not Not Not | Not Not | Not | Not Not
6.3.7. | Data usage charge Free | Free Free free | free Free Free Free | Free Free | Free Free Free | Free * Free Free Free | Free | Free Free | Free Free Free | Free | Free Free * Free
6.3.8. |Onsite center to use the data - - . - - - . . - . . - . - * - . . . - - . - - ) - . * )
. T under under under
6.3.9. ﬁz;rg\mljs%mﬁ;ﬁual data No No No No No No No No No No No No * |condit| * No Yes No No [condit| No No [ Yes [ No No No [condit| * No
Y ions ions ions
*. No answer
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1. Dear Respondents

This questionnaire is designed to allow the National Cancer Center's research group to survey the
situation in developed countries in order to make recommendations to the Ministry of Health,
Labor and Welfare {MHLW) and other stakeholders for the future development of cancer-related

statistics in Japan and the promotion of data utilization.

This gquestionnaire is distributed primarily to cancer registry-related researchers who are familiar
with cancer-related data in high to middle income countries. The IARC and IACR provided support

in the selection of respondents.

1t will take about 20 to 30 minutes to respond. It would be ideal if we had one complete response
from a single country, but if not, we plan to synthesize multiple responses to produce the results.
If you do not know the situation in your country as a whole, please ask someone who does, or

refer us to someone who does. Thank you in advance.
Tomohiro MATSUDA
Past-president of Internaticnal Association of Cancer Registries
Div. of Int’l Health Policy Res., Inst. for Cancer Ctrl.

National Cancer Center
5-1-1 Tsukiji, Chuo-ku, Tokyo 104-0045, Japan
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2. Word definition

Non-anonymised individual data linkable to other data
Individual 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

Anonymised individua! data
Individual 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 impaossible to link the
record to the other database individually. However, the data have geographical information to
realize ecological studies.

Aggregated data
Aggregate data that is compiled for a certain purpose by age, sex, geographical region, cancer
site, etc., and that cannot be returned to individual data or refer to generally available lists to

identify individuals.

3. Respondents' contact information
3.1. Contact information

3.1.1.Please enter your name

3.1.2.Please enter your email address

3.1.3.Name of the institute
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4. Cancer registry data

4.1. Data description

4.1.1.5tatus of your country’s cancer registry:
OO Nationwide Population-based {(PBCR})
O Population-based (PBCR)
B-—Hespital-based{HBCR)
a2 . i

4.2. Conditions of the data
4.2.1.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)

O0O0O0a0

Others, please explain

4.2.2.Does the law {or any subsidiary regulations) on privacy apply to the data collection?
O Ves
O No
4.2.3.Under this law (regulation), is informed consent required for o government, doctor, hospitai or
researcher, to collect individual data for the database?
O Yes
O nNo
4.2.4.1f informed consent is not required for data collection, what other dota privacy procedure (if
any) is being used {e.g. the data are collected anonymous, the above lows are not

OPPICADIE)? ..o ettt ettt e et

4.3. Conditions of the data usage

4.3.1.1s a specific law requlating data use in force?

O Yes
O No
4.3.2.Who is authorized to use the data?
Non-anonymised individual Anonymised
Users data linkable to other data individual data Aggregated data
National/ Local Government
6
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Research/ Education

Private organization (e.g.
NGO, pharmaceutical

company)

Mass media

Others

4.3.3.Are foreigners residing overseas allowed to use the individuai data?
O Yes
O  Yes, annnonymised data only

[0  Yes, under certain conditions

O No
4.3.4.Are there any other conditions for data usage (i.e. only for ocademic use, must be a member

of a research team, etc.)?

4.3.5.In general, how long does it take to use the data from the date of application?
O  Within a month
O  Twoto three months
OO0 Longer than twa to three months

4.3.6.Please describe the procedure to gain access to the daota (i.e. online application)

4.3.7.1s it free of charge to use the data?

O Yes
O No
4.3.8.1s there any onsite center to use the data?
O Yes
O No

4.3.9.Are the data users allowed to share with third parties or make it available to the general
public anonymised data on single individuals?
O Yes

O  Yes, under certain conditions
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5. Cancer screening

5.1. Data description
Please indicate the modalities of screening programmes for any of the tumour types listed below, if

carried out in your registration area:

Any access to the screening database

Invitations/Opportunistic (directly or through record linkage)?

Invitations Opportunistic Yes No

Breast cancer

Cervical cancer

Ovarian cancer

Colorectal cancer

Prostate cancer

Malignant Melanoma

Lung cancer

Otharcancer

5.1.1.Do you routinely use the PBCR data for quality control of cancer screening?
O VYes
O No
5.1.2.15 there an integrated populotion-based database for cancer screenees?
O Ves
O No

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)

Oooooano

Others, please explain

5.2.2.Does the law [or any subsidiary regulations) on privacy apply to the data collection?
O ves
O No
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5.2.3.Under this law (regulation), is informed consent required for a government, doctor, hospitai or
researcher, to collect individual dota for the database?
O  Yes
O No
5.2.4.1f informed consent is not required for data collection, what other dota privacy procedure (if
any) is being used (e.g. the data are collected anonymous, the above lows are not

applicable)? ... et eet e LR R 48R R £ 42888 iR 1k R et st pn

5.3. Conditions of the data usage

5.3.1.1s o specific law regulating dota use in force?
O Yes
O No

5.3.2.Who is authorized to use the data?

Non-anonymised individual Anonymised

Users data linkable to other data individual data Aggregated data

National/ Local Government

Research/ Education

Private organization (e.g.
NGO, pharmaceutical

company)

Mass media

Others

5.3.3.Are foreigners residing overseos allowed to use the individuol data?
O Ves
O  Yes, anonymised data only

O  Yes, under certain conditions

O No
5.3.4.Are there any other conditions for dota usage (i.e. only for academic use, must be a member

of o research team, etc.)?

5.3.5.In general, how long does it take to use the data from the date of application?
O  Within a month
O  Two to three months
O  Longerthan two to three months

5.3.6.Please describe the procedure to gain access to the data (i.e. online application)
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5.3.7.1s it free of charge to use the data?

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

5.3.9.Are the data users allowed to share with third parties or make it available to the generai
public anonymised data on single individuals?
O ves

O  Yes, under certain conditions

O No

10
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6. Mortality Database
6.1. Mortality data coverage
O National
O Regional
O Hospital-based
]

No mertality data 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

Oooooag

Others, please explain

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

6.2.2.Does the law (or any subsidiary regulations) on privacy apply to the data collection?

O Yes
O No

6.3. Conditions of the data usage

6.3.1.1s a specific law reguiating dota use in force?
O Yes
O nNo

6.3.2.Who is authorized to use the data?

Non-anonymised individual

Users data linkable to other data

Anonymised

individual data

Aggregated

data

National/ Local Government

Research/ Education

Private organization (e.g. NGO,

pharmaceutical company)}

Mass media

Others

6.3.3.Are foreigners residing overseas allowed to use the individual data?

O Yes

O Yes, anonymised data only

11
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O  Yes, under certain conditions

O nNo
6.3.4.Are there any other conditions for data usage (i.e. only for academic use, must be a member

of a research team, etc.)?

6.3.5.In general, how long does it take to use the data from the date of application?
O  Within a month
O  Two to three months
O  Longerthan two to three months

6.3.6.Please describe the procedure to gain access to the data (i.e. online application)

6.3.7.1s it free of charge to use the data?

O Yes
O No
6.3.8.Is there any onsite center to use the data?
O VYes
O No

6.3.9.Are the data users allowed to share with third parties or make it available to the general
public anonymised data on single individuals?
O VYes

[0  Yes, under certain conditions

12
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7. Health Insurance Claim or Subscriber Database
7.1. Health insurance type

O National

O Private

O No health insurance system in the country

7.2. Conditions of the data
7.2.1.To who do the data belong?
O  MNational/ Local Government
Research group/ Researcher
University, Hospital, etc.
Medical organization/ Academic society

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

Ooo0ooao

Others, please explain

7.2.2.Does the law (or any subsidiary regulations) on privacy apply to the data collection?
O Yes
O No
7.2.3.Under this law (regulation), is informed consent required for a government, doctor, hospitai or
researcher, to collect individua! dota for the database?
O ves
O nNo
7.2.4.1f informed consent is not required for data collection, what other data privacy procedure fif
any) is being used (e.g. the dato are collected anonymous, the above lows are not

applicable)? ... e e et an LR e R et AR SR AR 81 sre e e 1L 48 e s e

7.3. Conditions of the data usage

7.3.1.Is a specific law regulating data use in force?

O  Yes
O No
7.3.2.Who is authorized to use the data?
Nan-anonymised individual Anonymised Aggregated
Users data linkable to other data individual data data
National/ Local Government
Research/ Education
Private organization (e.g. NGO,
13
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pharmaceutical company)

Mass media

Others

7.3.3.Are foreigners residing overseas allfowed to use the individuol data?
O Yes
O  Yes, anonymised data only

O  Yes, under certain conditions

O No
7.3.4.Are there any other conditions for duta usage (i.e. only for academic use, must be a member

of a research team, etc.)?

7.3.5.In general, how long does it take to use the data from the date of application?
O Within a month
O  Two to three months
O  Longerthan two to three months

7.3.6.Please describe the procedure to gain access to the data (i.e. online application)

7.3.7.Is it free of charge to use the data?

O Yes
O Neo
7.3.8.Is there any onsite center to use the data?
O Yes
O nNo

7.3.9.Are the data users allowed to share with third parties or make it available to the general
public anonymised data on single individuals?
O ves

O  Yes, under certain conditions

14
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8. Biobank or Genomic Information Database
8.1. Biobank or genomic information database type
O Population-based
O Hospital-based
O Academic
]

No biobank or genomic information database in the country

8.2. Conditions of the data
8.2.1.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)

Oooooag

Others, please explain

8.2.2.Does the law [or any subsidiary regulations) on privacy apply to the data collection?
O ves
O Ne
8.2.3.Under this law (regulation), is informed consent required for a government, doctor, hospitai or
researcher, to record individual data to the database?
O Yes
O No
8.2.4.1f informed consent is not required for data collection, what other dota privacy procedure (if
any) is being used (e.g. the data are collected anonymous, the above lows are not

applicable)?

8.3. Conditions of the data usage

8.3.1.1s a specific law regulating data use in force?

O ves
O No
8.3.2.Who is authorized to use the data?
Non-anonymised individual Anonymised
Users data linkable to other data individual data Aggregated data
National/ Local Government
Research/ Education
15
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Private organization (e.g.
NGO, pharmaceutical

company)

Mass media

Others

8.3.3.Are foreigners residing overseas allowed to use the individual data other than published
aggregated numbers?
O Yes
O  Yes, anonymised data only

O  Yes, under certain conditions

O No
8.3.4.Are there any other conditions for data usage (i.e. only for academic use, must be a member

of a research team, etc.)?

8.3.5.1n general, how long does it take to use the data from the date of application?
O  Within a month
O  Two to three months
O  Longerthan Two to three months

8.3.6.Please describe the procedure to gain access to the dota fi.e. online application)

8.3.7.Is it free of charge to use the data?

O Yes
O nNo
8.3.8.1s there any onsite center to use the data?
O Yes
O No

8.3.9.Are the data users allowed to share with third parties or make it available to the general
public anonymised data on single individuals?
O Yes

O  Yes, under certain conditions

O  No

16
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9. Census or other socio-economic status database

What kind of other socio-economic status databases are available in the country? If there are any

others, please add lines to describe.

Non-anonymised
individual data linkable

to other data

Anonymised
individual data
indirectly linkable
with geographical

information

Anonymised

individual data

Aggregated data

Eating habit

Smoking habit

Alcohol intake

Individual/ Household

income

Education

Marital status/ parity

Profession

17
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10. Other clinical database

What kind of other clinical databases are available in the country?

18
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11. Data linkage

11.1. Linkable database

Which of the listed data are individually linked to each other that 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.

1. Nationally
2. Regicnally
3. Project-based

Cancer

registry

Cancer

screening

Mortality

Health
Insurance
clim/

subscriber

Biokanks or
genomic

info

Census or

SES

Other

clinical data

Cancer registry

Cancer

screening

Mortality

Health
insurance
claim/

subscriber

Biobanks or

genomic info

Census or SES

Other clinical

data

11.2. Linkage center

Are there organizations specializing in linkage of severol individual database ?

O Yes
O No

19
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12. Barriers to conduct a research

12.1. Privacy legislation
Have you experienced or heard of any barriers to use the cancer research related dota due
to privacy legislation {e.q. PIN is not allowed to be used in medical research)?

O Yes, please explain

O No

12.2. Technical issues
Have you experienced or heard of any barriers to use the cancer research related dota due
to technical issues fe.g. mistype of names recorded in XX database was evident and not
completely linkable}?

O  Yes, please explain

O No

12.3. Legal or ethical issues
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

control of medical acts and research?

13. Comments

Do you have any comments to add before the submission of this questionnaire?

20
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