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7) Asurvey on PHR in Japan and other countries
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i) Investigation by various legal experts and citizens
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#&) Studies based on academic and technical opinions obtained at academic

conferences
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(1) Experimental studies on the authentication and portability of PHR systems and a
questionnaire-based survey of its users (2) Questionnaire-based surveys and local review surveys of
systems that meet domestic PHR requirements (3) An investigation using case examples of
emergencies and the corresponding response of legal experts and citizens (4) discussion which took
place at the 36th Joint Conference on Medical Informatics. Furthermore, these results were reviewed

at 2 planned general review meetings.

(1) Experimental studies on the authentication and portability of PHR systems and a
questionnaire-based survey of its users
In the experimental studies, we aimed to clarify personal consent, methods used to gain personal
consent, methods used for the management of personal data, operational technical and safety issues,
in addition to monitoring the actual conditions during use. Specifically, experimental studies were
carried out using an application platform developed for smartphone use, access control was managed
by the participant based on their option to “opt-in” and functionality for documentation was also
included in the application. The questionnaire-based survey was carried out during December 2016
and was administered through the application platform, with the provision of a structured guidance
system. Furthermore, a newly designed questionnaire-based survey was conducted separately in
citizens (elderly) assumed to be potential users. Following the close of the experimental studies and
questionnaire-based surveys, the results were compiled and submitted along with relevant

information on operational issues to two general review meetings for discussion.

(2) Questionnaire-based surveys and local review surveys of systems that meet domestic PHR
requirements

Medical information networks which satisfied the minimum PHR requirements were surveyed
using questionnaires that focused on technical requirements, rights to information control, data
entry and inspection methods. Additionally, in order to obtain more detailed information, a local
review survey was conducted on five domestic systems. Also we surveyed the situation of several
foreign countries by referencing similar past surveys, newly referencing information from the

literature, compiling examples and identifying trends.

(3) An investigation using case examples of emergencies and the corresponding response of legal
experts and citizens

A "Legal Adviser Board" was established and along with academic experts, general citizens, and
patient organizations, a system for receiving supervision and advice on the ethical aspects of the
research from stakeholders was implemented. The Legal Advisor Board, along with confirming
information control and emergency response and the current institutional activities pertaining to the

secondary use of information, investigated case examples using questionnaires used in this study.



(4) Discussion at the 36th Conference on Medical Informatics

Discussions were held at the 36th Joint Conference on Medical Informatics in collaboration with
the Japan Medical Informatics Association where many researchers and business personnel related
to the field of PHR-related research development gather in the form of a workshop with the theme for
discussion, (November 23, 2016) Also research carried out after December was concomitant to the

detailed discussions that took place in the general review meetings.
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