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The Stigma of Disease and Difficult
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Preservation Movement of the
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Abstract

Malaysia’s Sungai Buloh Leprosy Settlement (SBLS) was built in
1930. Its history, which encompasses many complex aspects, involves not
only public health and medical research, but also the activities and power
dynamics of religious/charitable groups, doctor-patient relationships, disease
stigma, patient human rights, and the architecture and spaces of isolation.
This history must be understood within the context of both the international
trends in leprosy control in the late 19th and early 20th centuries and the
political and economic backdrop of the British Colonial Malaya. Many
descendants of survivors have condemned the practices of forced segregation,
the institutionalization of patient-children separation, and the stigmatization
of the disease as “violations of human rights”. The history of leprosy
prevention and control is undoubtedly a “difficult history”. Over the past two
decades, changes and developments have sparked a movement to preserve
SBLS and prompted efforts to re-examine and re-interpret the history of
leprosy prevention and control. This essay argues that the preservation of
SBLS should not be pursued solely for achieving UNESCO World Heritage
status, nor should it overlook the polyphony and complexity of this history.
Moreover, highlighting the vitality and resilience of the survivors can be done
without marginalizing the discourse on patients’ human rights or the stigma
and discrimination they endured.
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