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The Japan Cancer Surveillance Research Group estimated the cancer incidence in 2004 as
part of the Monitoring of Cancer Incidence in Japan (MCIJ) project, on the basis of data
collected from 14 of 31 population-based cancer registries. The total number of incidences in
Japan for 2004 was estimated as 623 275 (C00—-C96). The leading cancer site according to the
crude and age-standardized incidence rates was the stomach for men and breast for women.
The apparent increase in age-standardized incidence rates in 2003 was calmed down in 2004.

Key words: cancer incidence — incidence estimates — cancer registry — Japan

The Japan Cancer Surveillance Research Group is involved in
cancer monitoring in Japan since 2000 (1—4). This group esti-
mated the cancer incidence in 2004 as part of the Monitoring
of Cancer Incidence in Japan (MCLJ) project, on the basis of
data collected from 14 of 31 population-based cancer registries:
Miyagi, Yamagata, Chiba, Kanagawa, Niigata, Fukui, Shiga,
Osaka, Tottori, Okayama, Hiroshima, Saga, Kumamoto and
Nagasaki. If data from all 31 registries were used, this would
have led to a large underestimation of national cancer incidence
because of under-registration. The methods of registry selec-
tion, estimation of incidence and the limitations of these
methods have been explained in previous studies (5—7). As is
mentioned in the last article, there were two major methodo-
logical changes in the MCIJ2003, and we maintained these
changes in the present study: (i) we invited all 31 population-
based cancer registries in Japan to participate, and from these,
we selected the 14 cancer registries with high-quality data in
order to estimate the national incidence, and (ii) we used 2004
data alone for the national estimation. For this year, Kumamoto
prefecture was newly selected as one of the registries with
high-quality data for the national estimation, but the other
registries remained since the previous estimations.

The number of incidences, crude rates, age-standardized
rates and completeness of registration in 2004 are shown
in Table 1, and the age-specific number of incidences and
the rates according to sex and primary site are shown in
Tables 2 and 3. The total number of incidences in Japan
for 2004 was estimated as 623 275 (C00—C96). The time
trends of age-standardized incidence rates for the five
major sites and male- and female-specific sites in 1975—
2004 are shown in Fig. 1 (standard population: the world
population) and in Fig. 2 (standard population: the 1985
Japanese model population). The leading cancer site
according to the crude and age-standardized incidence
rates was the stomach for men and the breast for women,
as shown in Figs 1 and 2. The apparent increase in
age-standardized incidence rates in 2003 because of devel-
opment of hospital-based cancer registry in designated
cancer care hospitals was calmed down in 2004. The esti-
mated cancer incidence data in Japan by sex, site, 5-year
age group and calendar year during the period 1975—-2004
are available as a booklet and as an electronic database on
the website (only available in Japanese, http:/ganjoho.jp/
professional/statistics/monita.html).

© The Author (2010). Published by Oxford University Press. All rights reserved.
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Background: Cancer registration is indispensable, providing useful statistical measures for the
appropriate evaluation of cancer control programs and medical treatment or screening. Methods:
Following the British national survey on attitudes toward cancer registration, we conducted an
investigation to correctly evaluate the general opinion of the Japanese population in this regard. We
randomly recruited 3000 men and women aged 20-69 years from a research database. Results: Only 4%
of all respondents had heard about the cancer registry system before the investigation. However, 77% of
respondents thought that cancer registration was useful. Forty-three percent of respondents answered,
regardless of the strictness of the data protection, that privacy had been violated if the registration
occurred without an individual explanation. Compared with the British survey results, Japanese people
seemed to be more suspicious about the largely unknown system of cancer registry. Nonetheless, it is
noteworthy that Japanese respondents did not show active opposition to cancer registration; they
tended to choose “I don’t know” instead of “no” to questions asking if they supported the registry system.
Multivariate analysis showed that male sex, older age, and living in the southern region were the factors
significantly associated with support for cancer registration. Conclusions: We can seek society's
understanding toward cancer registration by actively utilizing information from cancer registries, by
using examples of how data are actually used that have wide appeal, and by educating the public on how
the data are treated under the complete privacy policy.
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1. Introduction
1.1. Cancer registration in Japan

Registration of cancer cases is indispensable. It provides useful
statistical measures for the appropriate evaluation of cancer
control programs and medical treatment or screening. The
Japanese cancer registration system has been running for more
than 50 years, with the first population-based cancer registry
having been started in Miyagi prefecture in 1951 [1]. Although
cancer registries were in place in 35 of the 47 prefectures as of June
2008 [2], Japan lags behind Europe and the USA in completeness
and timeliness of the registry system. In the Cancer Incidence in
Five Continents vol. IX, for example, only seven Japanese registries
published data [3]. The following reasons for this delay have been
postulated: (1) cancer is not a reportable disease in Japan, and
therefore the government is not actively engaged in the registra-
tion system; (2) hospital medical information systems are still
being developed, and treating doctors are excessively burdened
with cancer-recording tasks; and (3) medical institutions and the

* Corresponding author.
E-mail address: tomatsud@ncc.go.jp (T. Matsuda).

1877-7821/$ - see front matter © 2010 Elsevier Ltd. All rights reserved.
doi:10.1016/j.canep.2010.02.002

public do not sufficiently understand the cancer registry system.
Moreover, collection of cancer incidence data from medical
institutions is sometimes considered a violation of privacy,
although submission of patient data to the cancer registry is
exempt from the Private Information Protection Law [4].

1.2. Results of prior surveys on cancer registries in other
countries and in Japan

The British national survey on cancer registration, organized by
the research group of Dr. Coleman of the London School of Hygiene
and Tropical Medicine, was published in 2006 [5]. The survey
examined the public’s perception of the use of personal medical
data by the national cancer registry. It concluded that the British
people were supportive of cancer registration and were generous
in supplying personal information used for the public interest, but
only if this information was manipulated under strict conditions.

In Japan, the Cancer Control Act was approved in 2006 and the
Basic Plan to Promote Cancer Control Program was implemented in
2007, and these policies recognize cancer registration as a central
and important component for cancer control. Several surveys on
attitude toward cancer registration have since been conducted in
Japan. In the “Public opinion survey on cancer controls” organized by
the Cabinet Office, 85.6% of the respondents “did not know about
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cancer registration” [6]. One question gave a simple explanation of
the cancer registration system in Japan and in foreign countries, and
asked how the respondents felt about a nationwide cancer registry.
Only half of the respondents (54.6%) thought that such a system was
necessary. Inthe “Public opinion poll on healthand the aged society”
conducted by the Mainichi Newspaper [7], the questionnaire asked:
“A cancer registry system that registers the patient’s name, date of
birth, and medical information is enshrined in law in Europe and the
United States. The data provide information about the extent and
patterns of cancer and are used to evaluate treatment. What do you
think of the cancer registry system?” Of those who responded, 18%
answered, “it is necessary to enshrine the system in law because it is
inourinterests,” and 62% answered, “‘cases should be registered only
when patients give consent”. Moreover, 15% answered “cancers
should not have to be registered”.

These survey results might suggest that Japanese people
generally consider cancer registries to be unnecessary, and that
this attitude is an obstacle to the development of cancer
registration in Japan. However, the response rate of about 50%
for these surveys indicates probable recruitment bias in that only
people who are interested in cancer or in politics are likely to have
answered. In addition since most people are unfamiliar with the
topic of cancer registration, they are therefore obliged to answer
the questions without sufficient information. The negative
presentation of the question, such as “cancer registration is not
included in the Cancer Control Act” and the answer choice that
“priority should be put on protection of personal information, and
cancer should be registered only if patients themselves agree”
easily evoke anxiety, and could lead to the results lacking validity.

We therefore need to reinvestigate opinion regarding cancer
registration, to resolve the above-mentioned problem and to
correctly evaluate the general opinion of the Japanese population.
Moreover, a different investigative perspective from that of journal-
ists or administrative officers is needed. The present study aimed to:
(1) increase the response rate to avoid recruitment bias, (2) add
objective and sufficient explanation about “cancer registration” to
the questions, and (3) use a validated, internationally comparable
questionnaire in order to assess the Japanese situation objectively.

2. Methods
2.1. Recruitment and questionnaire

For participant recruitment we used the database of Nikkei
Research Ltd., in which about 140,000 people are registered as
research monitors. These monitors are paid to be engaged in
various types of research according to the study objectives.
Mindful of the importance of a high response rate, we decided to
use this service. We stratified individuals by sex, age, and address
according to the proportions of the most recent National Census.

* Finally 3000 men and women aged from 20 to 69 were recruited at
random from the database according to these proportions.

We carefully translated the questionnaire that was used for the
British survey so as not to change the intention of the original
questions [5], and added two questions which were regarded as
important in Japan (Q7 and Q8). Back translation of the Japanese
version into English was performed by a professional translator.
The research team verified that the two English versions
maintained the same meaning for each question. The question-
naire was composed of 17 questions and was mailed to
participants in December 2007.

2.2. Statistical methods

A confidence interval of 95% was calculated for each answer.
Correlations between the answers and socio-demographic vari-

_9 4_

Table 1
Background of the respondents.
n %
Sex /
Male 1164 479
Female 1265 52.1
Total 2429 100.0
Age (years)
20-29 384 15.9
30-39 495 20.4
40-49 465 19.2
50-59 588 243
60-69 490 20.2
Total 2422 100.0
Marital status
Spouse 1807 744
No spouse 621 25.6
Total 2428 100.0
Children
Yes 1741 76.0
No 649 283
Total 2290 100.0
Region
Hokkaido, Tohoku 305 126
Kanto 832 343
Chubu 363 15.0
Kinki 415 171
Chugoku, Shikoku 238 9.8
Kyushu, Okinawa 274 113
Total 2427 100.0
Occupation
Company employee/executive 900 373
Public officer 143 5.9
House husband/ wife 452 18.7
Self-employed 153 6.3
Freelance professional (MD, lawyer, etc.) 45 19
Part-time worker 347 144
Retired/unemployed 250 104
Others 122 5.1
Total 2412 100.0
Educational background
Junior high school 92 38
High school 783 323
College 520 214
University/graduate school 1031 42.5
Total 2426 100.0
Household income
<4 million yen 567 238
4-8 million yen 993 41.6
>8 million yen 826 346
Total 2386 100.0

ables were examined by chi-square test. Attitude towards cancer
registration and privacy protection were enquired about in Q8, and
respondents answered this question by means of a Likert-type
scale (1-5). For this discrete variable, an ordered logit model was
employed to test for a significant effect of respondents’ background
factors, while controlling for each variable, The ordered logit model
predicts the probability of an event occurring, allowing for more
than two ordered response categories in a dependent variable. The
model makes the proportional odds assumption for being in a
chosen category or higher compared to being in a lower category.
In addition we obtained modeled cut-off points between ordered
categories allowing us to interpret the respondents’ preference for
each answer.
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Fig. 1. Geographical distribution of the respondents.

3. Results

3.1. Respondents

A valid response was obtained from 2430 people, giving a
response rate of 81.0%. Table 1 shows the socio-demographic
background of respondents. When we analyzed attributes of
those who responded to questions, male to female proportion
was 47.9:52.1; 16% were in their 20 s, 20% were in their 30s,
19% were in their 40 s, 24% were in their 50 s, and 20% were in
their 60 s. Geographical distribution of the respondents is shown
in Fig. 1. The distribution of the respondents was close to the
population distribution according to the 2005 national census.
No significant difference was found in participation in the study
according to these socio-demographic variables.

3.2. British and Japanese results

Table 2 shows the results for each question for the present
Japanese respondents and the original British respondents. A
few of the Japanese respondents (9%) felt that their privacy was
violated when they received invitations to cancer screening
(Q1). Four percent of all respondents in Japan had heard about
cancer registries before reading the questionnaire, whereas this
proportion in the UK was 17% (Q2). However, among Japanese
respondents, 77% thought the cancer registry system was useful,
while 3% answered that it was not (Q3). On the other hand, 95%
of British respondents considered the cancer registry system
useful. Regarding support for a new law that required medical
information of cancer patients to be registered (Q4), more than
30% of Japanese respondents answered “I don’t know,” although
nearly 60% supported such a law. In contrast, 81% of British
respondents supported such a law.

In Japan, 43% answered that, regardless of the strictness of
data protection, privacy had been violated if the registration
occurred without an individual explanation (Q5), while over 80%
of the British respondents replied that privacy had not been
violated in this situation. The largest difference in response
between the two countries was seen for this question. The
proportion of Japanese respondents who believed privacy had
been violated when individuals were contacted for research
participation based on the cancer registry list decreased to 24%

(Q6).

In Q7, an original question in the present study, 57% of
respondents stated that residents of prefectures that had a registry
system would be at an unfair advantage if this system was not
available elsewhere (Table 3). For Q8, which asked about the
balance between the violation of privacy and the usefulness of
cancer registration, the mode of responses was 4. Answers were
slightly skewed toward recognition of the system’s usefulness.

3.3. Relationship between responses and socio-economic background

An overview of the relationship between responses and socio-
economic background of the subjects is presented in Table 4.
Because we conducted univariate analysis, all variables on socio-
economic background were related to the question answers.

When compared with women, male respondents were more
likely to believe that cancer registration provides useful informa-
tion. Men were also more likely to support a new law to enforce
cancer registration, and they were less likely to report invasion of
privacy in Q5 and 6. Moreover, the number of respondents who felt
that provision of information to a cancer registry constituted a
violation of privacy decreased with age in both sexes (Fig. 2).

In Q5, a geographical difference was seen when respondents
were divided into six regions. In the Kanto region, which includes
the capital, Tokyo, 37.9% of respondents did not feel that their
privacy was violated by provision of information to a cancer
registry. The variation according to geographical region was
remarkable; this proportion was 49.6% in the Kyushu and Okinawa
area, in the south of Japan.

As for profession of the respondents, 85.3% of public officers
answered “yes” in Q3, and this proportion was the highest. In
contrast, home makers and part-time workers were less likely to
answer “yes” (73.9% and 70.0%, respectively). Self-employed
people and the unemployed/retired were most supportive of the
cancer registration: 67.3% and 64.4%, respectively, answered “yes”
to Q4. These groups were also less likely to report violation of
privacy in response to Q5 (36.0% and 28.8%, respectively).
Freelance professionals (doctors, lawyers, etc.) were significantly
more aware of the cancer registry system; 15.6% answered that
they had heard of it. At the same time, 51.1% of this group thought
that registration without individual explanation violated their
privacy (Q5). Respondents with higher levels of education
(university/graduate school) tended to have positive opinions
about cancer registration in Q5 and 6.
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Table 2
Results of the surveys in Japan and the UK.

Yes No Don’t know
n % 95% CI n % 95% CI n % 95% Cl

Q1. Many people get letters from their primary care trust (previously called the health authority) about screening tests for cancer, such as cervical smear tests or bowel
cancer screening. If your primary care trust sent you a letter inviting you to a screening test, do you think this would be an invasion of your privacy? (corresponding to Q3
in the UK study)

Japan 209 9 7-10 2037 84 82-85 179 7 6-8
UK 93 3 2-4 2740 95 94-97 39 1 1-2
JP-UK 6 -11 6
Q2.1n Japan we have regional cancer registries, which are confidential databases of people who have cancer. Information is held under strict security. Have you ever heard
of a cancer registry before? (corresponding to Q4 in the UK study)
Japan 103 4 3-5 2254 93 92-94 72 3 2-4
UK 479 17 15-18 2362 82 81-84 32 1 1-2
JP-UK -13 11 2

Q3.The cancer registry is the only reliable source of information for monitoring trends in the risk of getting cancer and trends in cancer survival. The information is used to
compare the effectiveness of cancer treatment around the country, and to evaluate the success of cancer screening programs. Do you think this is useful information for us
to have in this country? (corresponding to Q5 in the UK study)

Japan 1863 77 75-78 75 3 2-4 491 20 19-22
UK 2737 95 94-96 68 2 2-3 69 2 2-3
JP-UK -18 1 18

Q4. In the USA, Denmark, Sweden, South Korea, and many other countries, all cases of cancer have to be notified to the cancer registry by law. In the future, there may need
to be a similar law in Japan, to ensure that the cancer registries continue to have the information needed for monitoring cancer in Japan. Would you support a new law that
meant all cases of cancer have to be notified to the cancer registries? (corresponding to Q6 in the UK study)

Japan 1423 59 57-61 258 1 9-12 748 31 29-33
UK 2335 81 79-83 343 12 10-13 194 7 6-8
JP-UK =22 -1 24

Q5. Currently, survival rates from cancer can only be compared between regions of the country by knowing cancer patients’ names and addresses. If you had cancer and
your name and address was included automatically in the cancer registries, to be held confidentially and under strict security, do you think this would be an invasion of
your privacy? (corresponding to Q8 in the UK study)

Japan 1033 43 41-44 1029 42 40-44 366 15 14-17
UK 446 16 14-17 2326 81 79-83 101 4 3-4
JP-UK 27 -39 11

Q6. Finally, suppose that a research group from a university medical school wanted to do research with people who had a particular type of cancer. If you had cancer and
the cancer registries sent you a letter, via your doctor, asking if you wanted to take part in the research, do you think this would be an invasion of your privacy?
(corresponding to Q9 in the UK study)

Japan 594 24 23-26 1486 61 59-63 348 14 13-16
UK 261 9 8-10 2508 87 86-89 104 4 3-5
JP-UK 15 _26 10

Q16. Have any members of your immediate family (for instance, parents, children, husband/wife/partner, brothers, sisters) ever had cancer? (corresponding to Q2 in the
UK study)

Japan 1056 44 42-45 1340 55 53-57 24 1 1-1
UK 1298 45 43-47 1528 53 51-56 50 2 1-2
JP-UK -1 2 -1

Q17. Could I please start by asking if you have, or you have ever had, cancer? (corresponding to Q1 in the UK study)
Japan 96 4 3-5 2274 94 93-95 49 2 1-3
UK 174 6 5-7 2701 94 93-95 - - -
JP-UK -2 0 —

Cancer experience, either of the individual or their family, was opinion of cancer registration in Q5 and 6; however, this
related to awareness of the cancer registry system (6.0% for correlation disappeared when age was adjusted for.
“without experience” and 8.3% for “with an experience”, respec- In Q8, we performed ordered logit modeling in order to
tively). Cancer experience also seemed to be related to a positive calculate the adjusted odds ratio (OR) of the respondents’

Table 3
Results for Q7 and Q8 (original questions in the Japanese questionnaire).
Yes No Don’t know
n % 95% C1 n % 95% Cl n % 95% CI

Q7. Suppose that there is no cancer registry in your region which is monitoring trends in the risk of getting cancer and trends in cancer survival. Do you feel that other
regions have an unfair advantage by using their cancer registry information for evaluation of regional cancer screening and treatment, or for cancer control?
1393 57 55-59 631 26 24-28 401 17 16-18

I think this is an invasion of our privacy 1 2 3 4 5 I think this is useful information for us to have in this country
n % n % n % n % n %

Q8. Cancer registries are reliable information sources for cancer control, as they allow us to compare the outcomes of treatment and to evaluate anti-cancer programs by
providing cancer patients’ names and addresses. What would you think if this were done without the individual consent of the patients? Please circle the number that best
represents your opinion.

314 13 542 22 545 22 658 27 362 15
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Idon't
know
15.2
173
125
16.7
125

26.8
256

Pr=0.431
302
25.7
333

Pr=0.517

Q7
Yes
58.0
57.1
58.3
57.3
57.6
54.2

Idon't
know
128
15.2
25.0
9.4
144
143

655
58.5

=0,001
69.8
61.2
53.1

Pr=0.268

No
Pr

Q6

Yes

21.7
26.3
375
20.8
244
32.7

1 don’t know
14.7
153
125
20.0
14.8
184

0.052

Pr=0.566

No
452
40.6
25.0
Pr
421
42.6
36.7

Q5

Yes

40.1
441
62.5
379
426
449

1don’t
know
31.2
303
333
29.2
309
26.5

No
9.9
11.1
208
=0.387
135
102
245
Pr=0.023

Pr

Yes

59.0
58.6
45.8
57.3
59.0
49.0

I don’t
know
193
203
458
17.7
20.1
245

No

34

28

0.0

=0.024

2.1

31

4.1
Pr=0.819

Pr

773
76.9
54.2
80.2
76.8
714

Q3
Yes

1 dont

know
3.0
28
83
1.0
29

10.2

No
91.0
94.2
91.7
Pr=0.003
90.6
93.1
81.6
Pr=0.003

Yes
6.0
3.0
0.0
83
4.0
8.2

Q2

Family ever had cancer?

Yes

No
I don’t know

Ever had cancer?

Yes

I don't know
No

Income

Table 4 (Continued)
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background for the answer. The answer on the five-grade Likert
scale was employed as the dependent variable. Sex, age, region of
residence, family experience of cancer, personal experience of

171
15.8
16.1
47.6

[sa]
oo~ m § cancer, and awareness of cancer registration, which were all
RES= L significantly correlated with response to Q8, were used as
independent variables. The results are shown in Table 5. Male
an A~ sex (OR 1.25), older age (OR 1.33), and living in the southern region
RRAR (OR 1.31) were factors significantly associated with support for
cancer registration. Cut-off points were arranged almost linearly,
oo and no clear affinity between the answer categories was observed.
weoga
~ 4. Discussion
=
~NO =~
5 8% ?ﬂ_’ 4.1. Study results
[-%

This study clarified the current general opinion on cancer
registration in Japan. The questionnaire alone could not fully
inform respondents about cancer registration. However, the
present results should be more reliable than those of previous
surveys because the explanation was given in neutral terms rather
than being phrased in a way that creates unrest about privacy.

22.2
243
25.8
429

(=]

; & ; E 9 Awareness of the cancer registry system was remarkably low;
o most Japanese people were unaware of the system, despite
orn e L increasing media coverage. In the UK study, the awareness was a
gegg little higher than in Japan. This is probably because British cancer
registries or GPs provide more information on cancer registration
| g = to the public. The difference may also be related to frequency to see

m < wn

epidemiological study results based on cancer registration.
Nonetheless, nearly 80% of the Japanese respondents answered
“cancer registry is useful” when a short explanation on the system
was provided.

Compared with the British, Japanese people seemed to be more
suspicious about cancer registration according to their responses
to Q4 and 5. We speculate that these two questions are correlated
in terms of the trade-off that we see in Q8. Japanese respondents
appear to believe that they should be informed which contents are
transmitted to cancer registries and how this is done. Only when
these requirements are satisfied would they agree with legislation
of cancer registration. In a general survey on national character in
Japan, 41% of the 1001 respondents answered “I am very worried
about abuse of my own personal information by someone” [8]. In
another international comparative study on information, 55.4% of
UK respondents felt assured about the confidentiality of their
information, while Japan was positioned at the bottom of the 7
countries surveyed, with only 34.3% of Japanese stating that they
felt assured in this regard [9].

However, it should be noted that Japanese respondents did not
show active opposition to cancer registration, as they tended to
choose “I don’t know” instead of “no”. This probably stems from
insufficient knowledge of cancer registration in Japan, or to the
Japanese tendency to avoid a definitive “yes” or “no” answer. The
information in the questionnaire allowed the respondents to
consider cancer registration in detail, and to understand its utility.
We believe, however, that the general population should receive
more education in the long term, in order to form their opinion
according to their social position or circumstances.

The tendency to think that cancer registration is an invasion of
privacy in Japan may be related to the mass media coverage of the
Act for Protection of Computer Processed Personal Data in 2003.
Another possibility is the recent prevalence of crime that misuses
or leaks personal information. Moreover, differences between the
two countries in their attitudes to and understanding of public
health and epidemiology and public interest might be another
contributing factor.

Itis interesting that a large difference was seen in the responses
to Q1, 5, and 6, although these three questions all covered privacy.

318
289
311
524

12.7
9.7
104
95
Pr=0.078

55.6
614
58.5
38.1

203
20.5
19.0
381

4.6

25

29

0.0
Pr=0.095

75.1
770
781
619

58
25
16
48

88.2
94.2
94.3
95.2

Pr<0.001

6.0
33

4.1
0.0

yen
4-8 million yen
>8 million yen

<4 million
Others

N.B. Pr values are calculated according to chi? test.
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mYes ®mNo ®Idon'tknow

0% 50% 100%

HmYes = No ®Idon'tknow

All ages
60~69
50~59
40~49
30~39
20~29

0% 50% 100%

Q3. The cancer registry is the only reliable source of information for monitoring trends in the risk of getting cancer and trends in
cancer survival. The information is used to compare the effectiveness of cancer treatment around the country, and to evaluate the
success of cancer screening programs. Do you think this is useful information for us to have in this country?

EYes #=No ®Idon'tknow

60.6

55.4

®Yes = No ®Idon'tknow

0% 50% 100%

0% 50% 100%

Q4. In the USA, Denmark, Sweden, South Korea and many other countries, all cases of cancer have to be notified to the cancer

registry by law. In future, there may need to be a similar law in
information needed for monitoring cancer in Japan. Would you
to the cancer registries?

BYes =No ®Idon't know

All ages
60~69
50~59
40~49
30~39
20~29

0% 50% 100%

Japan, to ensure that the cancer registries continue to have the
support a new law that meant all cases of cancer have to be notified

BYes #No #Idon'tknow

0% 50% 100%

Q5. Currently, survival rates from cancer can only be compared between regions of the country by knowing cancer patients’ names
and addresses. Ifyou had cancer and your name and address was included automatically in  the cancer registries, to be  held

confidentially and under strict security, do you think this would

be an invasion of your privacy?

Fig. 2. Sex and age differences in the answers to Q3, 4, and 5.

It is already well known that personal information is manipulated
by the local administration in the course of civil registration;
hence, people may not care about this issue. In both countries, for
example, breast and cervical cancer screening are managed by the
government, and the population has already received announce-

ments about their health from city halls or health authorities. Even
Japanese people are used to receiving such information with a
nominative cover letter. On the other hand, cancer registration is
an unknown system and people may still be suspicious about it,
compared with medical research participation requested through

Table 5
Results of the ordered logit model for the association between response to Q8 and respondents’ background factors.
Variables Odds ratio S.E. Pr
n=2406 log likelihood = —3762.2065 LR chi*(6)=47.26
Male 1.245467 0.090686 0.003
Age >49 1.333289 0.104200 0.000
Resident of southern regions 1.313561 0.118063 0.002
Own experience of cancer (Q17) 1.155135 0.090001 0.064
Experience of cancer in the family (Q16) 1.137620 0.220123 0.505
Aware of cancer registry (Q2) 1.346390 0.245652 0.103
Cut-off point 1 -1.566630 0.080296
Cut-off point 2 -0.257750 0.069048
Cut-off point 3 0.678866 0.070283
Cut-off point 4 2.124766 0.083575
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their treating doctors. Cancer registration requires information
about sensitive medical records in addition to personal identifiers.
This may increase feelings of resistance. Moreover, cancer
screening brings people a direct advantage; however, cancer
registration seems not to provide any immediate merit.

The logit modeling showed us that only general background
factors (age, sex, and residence region) affected opinions on the
cancer registration. Cancer experience slightly increased respon-
dents’ knowledge of the cancer registry system, but it had no
significant effect on their opinion of it. Such differences of opinion
concerning privacy probably result from age and sex differences,
rather than from the tendency for young women to be more
concerned about conditions such as breast, ovarian or cervical
cancer. For example, the *“Public opinion poll concerning
protection of individual information” in September 2006 showed
more uneasiness regarding information leakage among female
respondents [10]. In that poll, young respondents and city
residents felt uneasiness regarding the misuse of personally
identifiable information. We consider that the results of our study
do not reflect a specific tendency about *“cancer” or *“‘cancer
registration”.

4.2. Research limitations

The research subjects were recruited from those designated
“research monitors” by Nikkei Research Ltd. Strictly speaking, this
may introduce bias if we consider them to represent the general
population, since the monitors are willing to be registered in
Nikkei Research Ltd., and this motivation might lead to such people
having similar characteristics. However, nowadays in Japan, it is
not at all feasible to achieve a high response rate in social science
research by selecting subjects from the telephone directory or
electoral roll, although such methods were satisfactory a few
decades ago. Research with low response rates, for example 30%, is
much less reliable than the present survey. We believe strongly
that using a database of a research and marketing company was
the most efficient way to obtain answers as close as possible to the
“real” opinion of the general population.

The difference in methodology between the two studies, i.e.,
telephone interview in the British study versus mailed ques-
tionnaires in the present study, might impede comparability.
However, it is extremely difficult to maintain a high response rate
with the telephone investigation method in Japan. We considered
it more important to have a high response rate than to achieve
methodological commonality between the two studies.

4.3. The future of cancer registration in Japan

A decade ago, researchers were encouraged to achieve social
recognition for cancer registration throughout the world. At that
time, there remained criticism against the epidemiological
research based on cancer registration without individual consent
of the patients, based on the principles of the Helsinki Declaration
[11,12]. Times have changed, in particular after the enactment of
the European Commission directive in 1995, and we now have
consensus that cancer registration is exempt from the basis of
individual informed consent because it can only benefit society.
The alternative of making the data anonymous by replacing all the
identifiers with codes would impede cancer surveillance [13] and
is not realistic. The unfortunate example in Estonia warns against
the overzealous implementation of data protection, even under a
favorable situation [14]. What we need is to achieve a proper
balance between protection of patient privacy and public health
interests by setting appropriate policies, regulations, and use of
technology [15], while avoiding overly restrictive policies and an
exaggerated reaction [16].

-100-

As for the anxiety regarding the treatment of personal
information in Japan, we think that feelings will soften if
transparency in data processing is improved, specifically regarding
what information is accumulated by which route, and what it is
used for. The public are then more likely to feel, “we are taking
advantage of our predecessors’ contributions now, and are proud
to do the same for the following generation’s health”, which seems
to be the prevailing sentiment in the UK. We also have to enhance
the opinion of cancer registration in the general population by
describing the rigor of the registries’ safety management measures,
which treat personal information according to strict international
standards [17].

It is worth noting that the Japanese public thought that they
would be disadvantaged if their region had no cancer registry
system (Q7). Unlike countries with a national registry (e.g., Nordic
countries) or those where the cancer registries have no plan to
cover the whole country (e.g., England, France, Italy), the Japanese
cancer registry system aims to create independent regional cancer
registries to cover the whole country. Considering the National
Cancer Control Act in 2006, pertaining to the standardization and
the equalization of cancer information based on cancer registra-
tion, the results of the present study support the continuation of
our project [16].

In the “Administrative divisions cancer measures” question-
naire which the Nikkei Newspaper sent to the cancer registries,
the registries answered that legislation and financial support
were of course important, and “understanding of society” was one
of the most important factor considered to enhance the position of
cancer registration. We need a long-term strategy to ensure that
the public is well informed on cancer registration [18]. In the USA,
64.3% of registries had educational materials to explain the
system and to describe the possibility that researchers may
contact patients about participating in a study [16]. Japanese
cancer registries should emulate the American example, and
promote passive educational approaches (web sites, pamphlets,
brochures, etc.).

After 50 years of cancer registration in Japan, we are at a
crossroads. Compared with other developed countries, we have not
yet completed a system that can provide sufficient cancer registry
data for means of cancer control or to evaluate cancer screening.
Nor have we been able to use cancer registry data in a large-scale
cohort study. To obtain the “understanding of society,” we need to
actively utilize information from the cancer registry and to educate
the public about examples of actual use that have wide appeal. The
future of cancer control therefore depends on our efforts and on
public cooperation.
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Abstract

Background Incidence of breast cancer is rising in Asian
countries, and breast cancer is the most common cancer
among Asian women. However, there are few recent
descriptive reports on the epidemiology of breast cancer
among Eastern and Southeastern Asian populations.
Methods We examined incidence trends for invasive
breast cancer in women aged >20 years from 15 registries
in Eastern (China, Japan, the Republic of Korea, Taiwan)
and Southeastern Asia (the Philippines, Singapore, Thai-
land) for the period 1993-2002 mainly using data from
Cancer Incidence in Five Continents, Volumes VIII and

H.-R. Shin (<) - C. Joubert - M. Boniol - C. Hery -

M. P. Curado - P. Autier

International Agency for Research on Cancer, 150 Cours Albert
Thomas, 69372 Lyon cedex 08, France
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H.-R. Shin - Y.-J. Won
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Goyang, Republic of Korea
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C.-J. Chen - S.-L. You
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IX. We compared trends in annual incidence rates and
age-specific incidence curves over a 10-year period. We
also compared the incidence rates of Asian-Americans with
the rates of their Asian counterparts.

Results Breast cancer incidence rates increased gradu-
ally over time in all study populations. Rates were
relatively high in Southeastern Asia and became pro-
gressively lower along a south-to-north gradient, with a
fourfold geographic variation within the study popula-
tions. Age-specific incidence curves showed patterns that
gradually changed according to incidence rates. Breast
cancer incidence among Asian women living in the
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