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Documenting the Words of People with

[llnesses/Disabilities on the Internet

Yuki Sawaoka
Abstract:
This paper aims to introduce initiatives to collect and make public qualitative data on people with
illnesses/disabilities and consider the managing of these initiatives. Records of the narratives of
people with illnesses/disabilities have been collected and made public by various organizations
and projects. [ introduce eight initiatives conducted separately, and discuss difficulties that
accompany the making public of such records. There are many issues of privacy, such as the
rarity of records of people with illnesses/disabilities making it possible to identify individuals, and
various methods (anonymous/real name specified, publication/limited publication) of making
records public are employed according to the aims of each initiative. In cases in which there is
insufficient information in the examples of illnesses/disabilities, accounts of real experiences and
techniques provided by each initiative, there is a need for a system to provide ongoing support

for such initiatives, such as people to carry out planning and the securing of sources of funding.
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