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Families of Uninstitutionalized Patients
during the Era of the Leprosy Prevention Law:
An Interview Concerning Issues over Hansen’s Disease

Yasunori FUKUOKA & Ai KUROSAKA

This research note deals with the life story of a man whose mother
was a Hansen’s disease patient who until her death remained
uninstitutionalized in a leprosarium, in contravention of the Segregation
Policy stipulated by the Leprosy Prevention Law.

TM was born in 1945, and the word that his mother had Hansen’s
disease began to spread to the neighborhoods around 1956. When TM
became a second-year junior high school student, his relatives decided
to move his mother to Osaka from Tottori prefecture in order to avoid
coerced institutionalization in a leprosarium. TM’s mother attended the
Hansen’s disease clinic at the Osaka University Hospital. After four
elder brothers and an elder sister abandoned the family, TM took care
of his mother by himself. After living in Osaka for nine years, TM and
his mother decided to return to Tottori after they found the treatment of
the Osaka University Hospital did not have effect. TM then supported
his mother through working away from home. In 1985, his mother
suffered from the cerebral infarction and entered a nursing home. She
was forced to endure explicit discrimination due to her history of
Hansen’s disease.

At the time, believing that it was best for his mother, TM had
supported her uninstitutionalized life, but now he experienced a
significant change in view and began to think that her old age would
have been happier had she entered a leprosarium after all. From that
time, and even after his mother passed away in 1994, TM persistently
accused the public health center and prefectural government of
neglecting their responsibility to deal with his mother appropriately in
accordance with the Leprosy Prevention Law. However, he was not
taken seriously, and in the end attacked a staff member of the
prefectural government with a hatchet in 2003. Consequently, he was
charged with attempted murder and sentenced to three years in prison.

At a glance, TM’s statements—insisting “My mother would certainly
have been happier entering a leprosarium than remaining uninstitution-
alized,” and “It is problematic that the government administration
failed to appropriately deal with patients in accordance with the
Leprosy Prevention Law”; and moreover, “The Hansen’s disease
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treatment at Osaka University Hospital was nothing but a medical
experiment which ignored the financial situation of the patient’s family,
and they did not even properly explain the methods of treatment to the
patient and her family”—appear to contradict the common understand-
ing concerning Hansen’s disease issues, as compiled in such venues as
the decision of the Kumamoto district court in 2001, and the “Final
Conference Report” of the Conference for the Investigation of Hansen’s
Disease Issues in 2005.

According to our understanding, however, TM’s testimonies reveal
that the Segregation Policy under the Leprosy Prevention Law
constituted not only the power of accommodation and segregation,
which forcefully imprisoned patients in leprosariums regardless of their
will, but also the power of suppression and exclusion which thoroughly
erased the place of patients and their families in society, and sometimes
made patients or their families come to desire institutionalizing them. It
was only through the creation of these two forces that the Segregation
Policy could function. Furthermore, his testimony reveals how
remaining uninstitutionalized meant nothing more than enduring long
years of suppression and exclusion. One can understand how TM’s
anger at how his mother was discriminated against at the nursing home
erupted all at once.

TM’s testimony clearly reveals that if being forcefully segregated in
a leprosarium meant a life deprived of human rights, then remaining
uninstitutionalized and living in society outside of an institution meant
a life wholly devoid of peace of mind.

Key words: Hansen’s disease, uninstitutionalized patients, life story
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