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Abstract

The aim of this report is to present the experiences and disaster preparedness of intractable disease
patients and their families, after the Great East Japan Earthquake. Messages from intractable patients and
their families are also presented.

First of all, the Chairperson of the Spinocerebellar Degeneration + Multiple System Atrophy Association
has described a lack of support for intractable disease patients with respect to evacuation and care at shel-
ters, even in 2018, after the 2011 Great East Japan Earthquake. This indicates a deviation from the law and
system regarding disasters. The Secretary-General of the Japan Amyotrophic Lateral Sclerosis Association
of Kagoshima reported her heartfelt support for patients with home mechanical ventilation, after the Great
Kumamoto Earthquakes. In addition, she mentioned the necessity of an information sharing system in
times of disaster, as well as the importance of disaster preparedness. On the other hand, a spinocerebellar
degeneration patient described the barrier of disaster preparedness.

Even though a vast range of laws and systems have been implemented, care regarding the provision of
food, sanitation, and proper sleeping conditions has been insufficient, and the health conditions of patients
has been deteriorating due to overwhelming disasters. As of 2018, the preparedness level of mechanical
ventilation batteries and medications has been increasing, compared to 2011. However, a shift toward meet-
ing basic needs such as the provision of food, sanitation, and proper sleeping conditions is required, in addi-
tion to preparedness in terms of batteries and medications. Ensuring the safety of support personnel is also
necessary to protect intractable patients under disasters. In other words, disaster support for intractable
patients means disaster support for us all.

keywords: patients with intractable diseases, families of patients, natural disasters, disaster preparedness
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