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HEICEAY (Abstract)

Background: Nearly 70 years after the official recognition of Minamata disease in 1956, patients with
congenital and childhood-onset Minamata disease are now entering old age. Understanding their current
neurological status and daily living conditions is essential for developing appropriate welfare support
strategies. Objective: To assess the neurological findings and daily living conditions of patients with
congenital and childhood-onset Minamata disease, and to identify their specific welfare support needs.
Methods: Six patients (four with congenital and two with childhood-onset Minamata disease) underwent
neurological examination and assessment of daily living conditions using the EuroQol 5 Dimensions 5 Levels
(EQ-5D-5L) questionnaire, which evaluates mobility, self-care, usual activities, pain/discomfort, and
anxiety/depression. Results: EQ-5D-5L utility values ranged from 0.271 to 0.565 in congenital cases and
0.776 to 0.820 in childhood-onset cases, indicating greater impairment in activities of daily living among
congenital patients. Patients with congenital Minamata disease exhibited lower-limb spasticity and cerebellar
ataxia requiring wheelchair use, as well as upper-limb clumsiness necessitating assistance with bathing and
dressing. Patients with severe dysarthria required accompaniment by familiar persons for social activities due
to communication difficulties. Patients with childhood-onset Minamata disease were ambulatory but
experienced frequent falls due to lower-limb spasticity, resulting in contusion-related pain. Anxiety levels
varied with the availability of family and caregiver support. Conclusions: The daily living difficulties of
patients with congenital and childhood-onset Minamata disease are multifaceted, encompassing mobility
limitations, impaired self-care, and restricted social participation. These difficulties vary considerably
depending on the type and severity of neurological impairments, indicating the need for individualized

welfare support tailored to each patient-specific disability profile.



