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#Yes @ No #]don'tknow

#Yes @ No #Idon't know

All ages All ages 7
80~69 60~69
50~59 50~59 |
40~49 0~49 0 i RE
30~39 30~39
20~29 20~20 [
0% 50% 100% 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?

®Yes #“No #&Idon'tknow ®Yes #No =Idon'tknow
All ages ' ' All ages
60~69 60~69
50~59 | 50~59
40~49 40~49
30~39 30~39

20~29 20~29

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 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?

#Yes #No #Idon'tknow #Yes #No ®Idon'tknow

0% 50% 100% 0% 50% 100%

Q3. Currently, survival rates from cancer can only be compared between regions of the country by knowing cancer patients” names
and addresses. [fyou had cancerand 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 0Odds ratio SE. 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 0220123 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].

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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