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STUDIES ON IMPROVEMENT OF QUALITY OF LIFE (QOL)
IN PATIENTS WITH PROGRESSIVE MUSCULAR DYSTROPHIES

Hiroshi Iwashita, M, D,
Principal Investigator

Chikugo National Hospital, Chikugo, Japan

The estimated establishment time in the near future of eradicative cure for each type of progressive
muscular dystrophies (PMD) is not yet known. The purpose of this project, therefore, is to focus on the
QOL in PMD patients by studying multi-faceted bedside problems together with various medical and
comedical staffs. The project consists of five main research divisions : hospital care, home care, volunteers
and psychology, rehabilitation and myotonic dystrophy.

There were 140 reports in the fiscal year of 1998. The followings are some of the representative reports.
1. The clinical and respiratory analyses performed in the Duchenne muscular dystrophy (DMD)
patients with shiprowing movement (SRM) of the upper trunk and those without it revealed that those
with SRM showed higher age, longer time of respirator use and lower vital capacity.
2. A medicoeconomic research was considered necessary in the future to study the comparison and
benefit of institution care and home care.
3. By use of personal computer (PC) and opening of home page, the windows were opened among
hospital wards, public and patients. The new aspects of QOL in PC use were also reported.
4, Seven out of 29 cases of DMD showed a significant improvement of muscle power after upper arm
muscle exercise, suggesting the benefit and importance of muscle strengthening exercise.
5. Special respiratory control device was necessary for respiratory failure in myotonic dystrophy (MyD)
patients because it showed an participation of the central nervous system.
6. The following three booklets are going to be made as well as the 1998 annual report of this PMD
research team.
(1) Volunteers and QOL improvement (Practical aspects)
(2) Treatment and care of myotonic dystrophy
(3) Manual of home mechanical ventilation of progressive muscular dystrophies.
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