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Learning from the English Expertise in and Experience of the
Development of an Institutional System for the Secondary Usage of

Healthcare Information
-On Rebuilding Public Trust -
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*3 Kyoto University Hospital

Japan has recently passed legislation on Anonymously Processed Medical Information to Contribute to Medical
Research and Development. Under the terms of the new law, a number of authorised service providers are
permitted to collect healthcare records from various medical and nursery-care institutions and to provide
anonymously processed information to researchers. Because this new law relies on public trust and acceptance on
the part of every patient and care-receiver, as well as healthcare professionals and institutions, it is a new kind of
operational challenge for a range of stakeholders, including health policy makers. To tackle this challenge, we
consider it appropriate to study the case in England, where a similar system has been successfully implemented at
a second/forth attempt, following initial/third failure with “Care dot Data” (2013-6) due to a loss of public trust.
Therefore, this study explores the current English attempt to develop an institutional system for the secondary usage
of healthcare information for research, with particular focus on their endeavour to earn public trust. For that purpose,
we have conducted (1) a review of literature ranging from official documents to academic papers, (2) observation
of a key site, and (3) interviews with stakeholders. Our research has yielded three main findings. First, the English
authorised service providers, NHS Digital and Clinical Practice Research Datalink (CPRD), employ a fair and
transparent permission process to the access of medical records. Their independent committee, which consists of
both experts and lay persons, reviews each application and decides whether it is permissible; the minutes of the
reviewing process are disclosed publicly, including via the service providers’ websites. This procedure is considered
to have contributed to the reestablishment of public trust. Secondly, in their ethical and legal consideration and in
their efforts to ensure transparency to the public, researchers can access official support through the Confidentiality
Advisory Group (CAG), a subordinate organisation of the Health Research Authority, affiliated to the Ministry of
Health. This coordination is considered to boost the quality of research in terms of its morality, lawfulness and
openness to the wider society. Thirdly, a National Opt-out Programme has been launched to disseminate information
both on how personal health data is used for research and on how a person can exercise the right to opt-out of this
system. The Programme utilises various media including newspapers, radio, YouTube, websites and posters. It has
thereby enhanced public understanding and trust. As these three steps have been successful in gaining public support
in England for the secondary usage of health information, we conclude that Japan can learn from the English
experience and expertise when developing its counterpart system.
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