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Introduction

Most children with spinal muscular atrophy
(SMA) type I have respiratory muscle weak-
ness and require a tracheostomy, which makes
speaking difficult. Furthermore, severe muscle
weakness hinders nonverbal communication,
such as gestures. Hence, both verbal and non-
verbal communication are restricted. Therefore,
providing communication support using special-
ized devices that exploit well-preserved cogni-
tive and physical functions is essential. However,
few studies have evaluated the optimal age at
which a child with SMA type I can start using
such devices. Thus, the purpose of this study
was to investigate the time-point at which com-
munication via the communication aid (CA) be-

comes possible in children with SMA type 1.

Subjects and Methods

In total, 10 children (7 boys and 3 girls) partici-
pated in a remote support program between
April 2014 and August 2018. All patients had se-
vere SMA type I requiring a tracheostomy
that resulted in voice loss prior to first word ac-

quisition. In addition, all patients required 24-

hour ventilator control. The patients resided in
different areas of Japan. Apart from visiting the
patients at their residence once or twice a year,
we also provided remote training using social
networking services for effective support. We
evaluated the time-points at which communica-
tion via the communication aid became possible
according to both of the following criteria : (1)
“Can convey 2 or more thoughts using fixed ex-
pressions using devices” (Hoshi et al. 2014 : Com-
munication milestones for children with SMA
type I in Japanese Children with Spinal Muscu-
lar Atrophy Type I)(2) the time-point at which
parents realize that children are communicating

their intentions using the CA.

Results

In 8 patients, communication became possible
during the preschool period; of these patients,
communication became possible at the age of 2
years in 3 patients. In the remaining 2 patients
involving school-age children, communication be-
came possible several months after support initi-
ation. All 10 patients were able to acquire a CA

with the Auto Scanning Method through the op-
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erating sensor switch. from an early stage can enable many children
with SMA type I to communicate via the CA
Conclusion before the school-age period.

Our results suggest that systematic support
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