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Abstract: Objectives: To clarify the views of the general population of two countries (US
and Japan), concerning the handling of their medical records electronically. Methods: We
contacted people nationwide in the United States at random via Random Digit Dialing
~ (RDD) to obtain 200 eligible responders. The questionnaire was for obtaining the
information on their attitudes towards handling of their medical records, disclosure of the
name of disease, secondary usage of information, compiling their records into a lifelong
medical record, and access to their medlcal records on the Internet. We had also surveyed
people of Shizuoka prefecture i in Japan using same questionnaires sent by mail, for which
we obtained 457 valid answers. Results: Even in an unidentifiable manner, US people feel
' proﬁt -oriented usage of medical data without specific consent is not acceptable. There is
a significant difference between usage of unidentifiable medical data for profit (about 50%
feel negatlvely) and for official/research purposes (about 30% feel negatively). About 60%
of the US responders have a negatlve view on the proposal that unidentifiable medical

32



Int. J. Environ. Res. Public Health 2014, 11 4573

information be utilized for profit by private companies to attain healthcare cost savings. As
regards compiling a lifelong medical record, positive answers and nega’tive answers are
almost equally divided in the US (46% vs. 38%) while more positive attitudes are seen in
Japan (74% vs. 12%). However, any incentive measures aimed at changing attitudes to
such a compiling including the discount of healthcare costs or insurance fees are
unwelcomed by people regardless of their age or health condition in both surveys.
Regarding the access to their own medical record via the Internet, 38% of the US
responders feel this is unacceptable while 50.5% were willing to accept it. Conclusions:
Participants from the US think that the extent of the sharing their identifiable medical
records should be limited to the doctors—in-chafge and specified doctors referred to by their
own doctors. On the other hand, Japanese people find it acceptable for doctors of the same
hospital to share their medical records. Even in unidentifiable manner, people in both
countries think the profits resulting from the secondary use of medical records should be
returned to the public or patients. With regard to compiling a lifelong medical record,
participants from the US provided both positive answers and negative answers, while more
positive attitudes were observed in Japan. However, any incentives or measures aimed at
changing attitudes towards such a compilation, including provision of a discount on
healthcare costs or insurance fees, were not welcomed by participants from US as well as
those from J apan, regardless of their age or health condition.

Keywords: surveys; public opinion; electronic health records; privacy; internet

1. Introduction

Information technology has promoted collaboration and specialization within community healthcare
networks [1,2], while many countries have initiated Electronic Health Record (EHR) projects [3-5].
Already, evaluation of applications of EHR to healthcare and research has been reported [6]. Under
such circumstances, patients’ medical data is transferred and handled without using paper or
CD-ROMs. We conducted a questionnaire survey to investigate the awareness of people regarding
medical data handling in this manner. In the present study, it was hypothesized that the sharing
medical data among different healthcare providers and compiling them into one life-long record,
supported by secondary use of anonymous data via internet, is not yet accepted in these countries.

The target population for this survey was not physicians or patients, but the general population.
Similar surveys have been conducted with physicians [7-11] and patients [12—17], but few studies have
targeted citizens [18-21]. As public funding allocated to healthcare services is expected to expand,
taxpayers’ views should be of significant concern as well as the opinions of patients and healthcare
personnel. The general population includes healthy people, people that are, and had been in therapy.
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The research questions are:

(1 Whai: kinds of doctors, public OI‘&&I’IIZ&UCI’IS, private companies, people allow to access their
~ medical data? :
(2) Is a scheme allowing, healthcare providers or private eompanies to access people’s
anonymous medical data for the purpose of healthcare cost savings accepted?
(3) Do people prefer to compile their medical records into one life-long record?
‘ (4) Is access to their medical data via the internet considered acceptable and safe?
(5) Do the results differ between these two countries, conmdenng the differences in their
healtheare policy? V

2. Methods
2.1 Szérvey in the US

The target of this survey was ordinary citizens who live in the US. On 28 September 2009, we
‘contacted people at random via US nationwide Random Digit Dialing (RDD) to obtaln 200 eligible
responders aged 19 years old and over who completed the telephone interview.

2, 2 Survey inJapan

A survey using the same questions was conducted in Japan a year before the above U. S survey. The
target was the general population including men and women aged 20 to 69 years old who live in
Shizuoka Prefecture (populatlon in 2010 was 3,760,000, about 1/35 of that of all Japan). The
questionnaire was sent to 2,000 households which were selected at random from the telephone
directory. We asked that the responder should be a person Whose birthday was nearest to the received
- date among the family members aged 20-69 so that we could obtain responses from different age
groups. This was done because without this assignment, the eldeﬂy are more likely to become
responders because they are likely to stay at home. The survey perlod was 16-31 October 2007.

2.3. Stanstzcal Analysis

The non- parametrlc analysis procedure Pearson’s chi-square test, was ‘used to oompare the
partlmpants responses

24, Explained Definition of “Identified” and “Unfidem‘iﬁed 7

- About the terms “identifiable” and “unidentifiable,” we consciously use these terms with only some
explanation in both surveys due to limited response time, although we supposed that there may be
different level of understanding among people. There are many methods of making information
de-identiﬁed [22-25], the explained definition of “identifiable” was “ with your name 'and address,”
and of “unidentifiable” was © ¢ without your name, address your other access, and your clinical history,
is made anonymous such that nobody can spot you.” '
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2.5. Questionnaires
See Appendix.
3. Results

3.1 Réspander Attributes

The cooperation rate was calculated based on the definition of the American Association for Public
Opinion Research (AAPOR) [26]. Each case was coded according to one of the 'AAPOR categories.
These categories were as follows: , :

US survey: I (Completed Interviews) = 200, P (Partial Interviews) = 28, R (Eligible, Non-interview,
Refusal)r =443, NC (Eligible, Non-interview, No Contact) = 8,649, O (Eligible, Non-interview, Other) =
81, UH (Unknown Eligibility) = 10,141, and NE (Not Eligible) = 1,367. The Cooperation Rate
(AAPOR CR4) was calculated by employing the formula: CR4 = (I + P)/(I + R + P). The cooperation

rate of this survey was 34.0%.

Japan survey: I =457, P = 53, UH (Unknown Household) = 29 and UO (Unknown Other) = 1,340.
The Response Rate (AAPOR RR4) was calculated by employing the formula: RR2 = (I + P)/(I + P) +
(R + NC + O) + (UH + UO), and the response rate of this survey was 25.5%.

The average session period, for the US survey, was 23 min 25 s.

The attributes of eligible respondents in the US and the Japan survey have been summarized in the

foliowing Table 1.

Table 1. Respondent attributes.

Categories Attributes US Japan
S Male 42.5% 76.1%
ex ‘
Female ‘ 57.5%  23.9%
19-29 8.0% 2.9%
30-39 12.0% 5.7%
40-49 11.5% 15.7%
Age 50-59 27.0% 33.1%
60-69 22.5%
42.5%
70+ 17.5%
No response 1.5% n/a
c . Healthy 60.0% 30.0%
urren
. Rather healthy 25.5% 49.2%
physical
o Not very healthy 9.0% 16.8%
condition :

Not healthy 5.5% 4.0%

3.2. Questionnaire Results

The questionnaire results have been presented in the following Figures 1-5 and Table 2.
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Figure 1. How would you feel if, without your consent, your medical records were
disclosed to these doctors/organizations in an identifiable manner?

Question 1:

“Assuming you needed to visitthe hospxtai or physician’s office,

please rate how you'd feel if, without your consent, but for the purpose of treating your illness,
your medical records were disclosed in an identifiable manner to the foliowmg recipients.”

USA by RDD (dentifiable Japan byjmaii

0% 205 0% bo% s0% . icoR : U pm 20% 40% 0% 'Bo% oo

Doctors who are notin charge of you,
but are in the same depatment of
the same hospital

Dociots in adifferent dapartment
in the same hospital.

Assuming that you are treated in
the regional core hospital,
-doctors in another_hospital or
clinic in the same community

Doctars of other hospitals and clinics |
. which have rio relation
| to the one in which you are treated

Doctors in anather hospital or clinic
which you'were referred to

i ! v i |

o Definitely acceptable [1Probably acceptable @Can'ttell [ Probably not acceptable B Not acceptable atall '

Figure 2. How would you feel if, without your consent, the name of your disease was
~disclosed to these organizations in an identifiable/unidentifiable manner?

Question 2 and 3:

‘Assuming that you have a dtsease tell me how you would feel if the name of your d;sease was
disclosed in an identifi able manner(QQ) / unidentifi able manner(QS)

to the followmg entities other than medical institutes (hosptta!s or clinics)"

 USAbyRDD Identlflable Japan by mail
60%  80% 100% | (oidentifiable 0% 4% 60% 0% 100

:

The US Department of Health

and Human Services /
Japan Ministry of

Health Labour and Welfare

An academic lab,
for'the purpose of
its umque research

An academic lab, for the purpose
of mdus’try«'scademm research
‘collaboration

"Health instirance companies

" Pharmaceutical companies

ODefinitely acceptable CIProbably acceptable TCan'ttell EIProbably not acceptable E Not acceptable atall
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