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Study on social liminality of rare disease patients

Yamanaka, Hiroshi
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From the analysis of the obtained interview data with rare diseases we
identified three domains of the social difficulties they faced which include 6 topics. 1) social
system: "incomprehensible health care” and "inflexible social system”, 2) communication: "difficult
explanation and lack of understanding™ and "forced self-help and serendipity”, 3) social categories:

"absence of categories™ and "moral condemnation and stigma". Behind these topics we postulate a
social condition that can be characterized as social liminality. Among the people with the diseases
supported by any governmental policy, the people with the diseases without such supports and the
people with the undiagnosed conditions, there is a gradient in their social difficulties in which

the latter cases are facing more serious sufferings.
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