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The complete following and registration system for the patients with amyotrophic lateral
sclerosis (ALS) in Kagawa prefefture-the fourth year report-

Yoshio Hatanaka, Seigo Fujii,Noriko Ichihara, Yoriko Ikeguchi,
Yoshiro Matsuura * Mayumi Aoki*
Department of Neurology, National Takamatsu Hospital,
* Department of health and welfare, Kagawa prefecture office

We established the complete following and registration system for the patients with
amyotrophic lateral sclerosis (ALS) in Kagawa prefecture in 1999. In August 2002, as
fourth year research, we checked all ALS patients in Kagawa prefecture by using this
system.

In first, we got the data of the newly registered patients from the health and welfare
department of Kagawa prefecture office. In principle, we interviewed the physician in
charge in order to hear of clinical history and then examined patients. But in 3 patients,
we could not make interviewing because of their refusal. Privacy of patients was
considered to be most important and we paid the attention for any patient not to be
identified.

After registering 53 patients in first year, 12 in second , 10 in third and in fourth, in this
year, 9 patients were added. So total of patients were 84 . During these four years, 3
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patients had moved to other prefecture and 18 patients were dead. Three patitents were
diagnosed of the bulbospinal muscular atrophy. Finally we analyzed the 60 patients who
were diagnosed as ALS and survived.

In first year, the patients tracheostomied and artificially ventilated were 37.In second
year they were 38, and third, they were 39. And then in this year, they increased to 46.

By using nasal intermittent positive pressure ventilation(NIPPV) , tracheostomy
became to be done as elective surgery and perioperative complications decreased. In
severe bulbar palsy, laryngectomy was done and the aspiration pneumonia decreased its
occurrences. We found that the progress in these two procedures decreased death and
increased the numbers of surviving tracheostomied patients under ventilator in spite of
newly-registering numbers almost same annually.

In Japan the system of the public cbligatory insurance began in April 2000. The
handicapped aged patients and patients over 40 years old with intractable diseases were
available for this system. ALS patients can request the domestic helpers by this system
but in Japan manipulating the tracheal suction tube was allowed only in vigiting nurse.
Because of this legal, the usage of domestic helper in the other services except taking bath
was very different in each patient. Because of this, number of tracheostomied patient
under Home Mechanical Ventilation did not increase in these years.
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