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Abstract

Patients with intractable diseases require different types of assistance depending on various pathological conditions and changes in
symptoms. Compounded by individual social factors, standardized assistance to meet patients’ needs is not possible. Thus, we
speculated that patient groups providing peer support could play a significant role in providing patients with assistance. The present
study examined the significance of patient groups through the narratives of individuals participating in such groups for the rare disorder
of Behget disease. Among the 283 Behget disease patients in Prefecture A in Japan, 20 belonged to patient groups. Of those 20 patients,
four consented to participate in semi-structured interviews. We categorized qualitatively and inductively the data obtained. We found
that before joining the groups, the patients had to face anxieties caused by the disease, delayed treatment due to lack of diagnosis, and
emotional distress. The patients joined the groups for the following reasons: recommendation from other people; being able to return
to the workplace; raising an awareness of Behcet disease; and reducing anxiety about the illness and its treatment. By participating in
the groups, the subjects underwent a shift in their feelings, changes in their anxiety level toward the illness and changes in their
relationship with other people. We found that the groups provided emotional support and a place to exchange information for Behget

disease patients.
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