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PATIENTS’ EVALUATION OF INFORMATION PROVIDED
BY MEDICAL DOCTORS ON THE INVASIVE VENTILATOR
FOR AMYTROPHIC LATERAL SCLEROSIS
AN ANALYSIS OF A SURVEY OF PATIENTS AND THEIR FAMILIES
IN JAPAN

Yayoi KITAMURA*, You TSUCHIYA?*, Emiko TANAKA,
Mariko TAMAI**, and Tetsurou SHIMIZU

Key words : informed consent, patient-doctor relationship, ALS

Objective The study aim was to evaluate by ALS patients’ satisfaction regarding information about inva-
sive ventilators provided by medical doctors.

Methods Semi-structural interviews were conduced for 12 cases (11 patients and 9 family members
provided information) at three areas in Japan.

Results 1) Most patients were unsatisfied with the information by doctors;
9)some cases felt strong distrust of doctors’ attitudes;
3)more than half of the cases complaind of insufficient information.

Conclusion This study suggests that in the informed consent for ALS patients, doctors’ negative attitudes
to life prolongation adversely impact on ALS patients. Roles of service providers, patients and fa-

mily members should be reconsidered for cases of ALS and other incurable diseases.

* Research Institute, National Rehabilitation Center for the Disabled

2 Musashino Women’s University

3% QGraduate School of Social Science and Humanities, Japan Women’s University
+* School of Allied Medical Sciences, Shinshu University

5 Tohoku University
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