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Nationwide investigation of ALS patients’ and their
families’ medical needs and local medical resources :
Medical procedures and intention-transmission devices

Yuko Kobayakawa", Miho Iwaki”, Ryo Yamasaki”, Jun-ichi Kira"

"Department of Neurology, Neurological Institute, Graduate School of Medical Sciences, Kyushu University
?The Fukuoka Medical Committee for Intractable Diseases, Fukuoka Prefectural Government

We conducted a nationwide questionnaire to investigate and identify medical resources that
amyotrophic lateral sclerosis (ALS) patients and their families require. The survey revealed low
satisfaction with the following : frequency of home-visit care, securing caregivers when patients
need sucking of sputum and tracheostomy positive pressure ventilation (TPPV), and timing of
introduction of TPPV and intention—transmission devices. Additionally, few people knew about
support systems for persons with severe disabilities or communication difficulties, and they were
underutilized. Caregiver burden is still a weighty problem for home-based care of ALS patients.
Required medical resources differ according to the disease course and family situation. Medical and
welfare personnel are expected to be actively and continuously involved in each individual case.
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