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神経筋疾患レジストリ患者における
臨床研究・治験の情報利用に関する現状と課題
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Information usage of patients with muscular dystrophy 
about clinical trials and its challenge
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Abstract
Objective：In the 5-Year Action Plan 2012 on Activation of Clinical Research and Trials, measures to 
increase the transparency and accessibility of information on clinical studies or trials were required. 
Therefore, this study examined the information needs of patients of clinical research or trials with a focus 
on patients registered with the Japanese Registry of Muscular Dystrophy (Remudy) of the National Center 
of Neurology and Psychiatry Translational Medical Center.
Methods：We conducted a questionnaire survey of Remudy patients and this survey was one of a series of 
large-scale questionnaire surveys for various groups about information needs of clinical research or trials. 
The questions concerned demographics, usage of general medical and clinical trial information, and desired 
types of clinical trial information.
Results：Of the 1,100 questionnaires, 468 (response rate 42.5%) were returned and 82.7% were male and 
17.3% were female respondents. Respondents (80.2%) actively collected the information about clinical 
research or trials, and their information sources were mainly physicians (69.8%) and the Internet (56.5%). 
Concerning websites they accessed, though medical facilities’ websites were mostly selected (62.0%), a 
few used governmental portal sites of clinical research or trials for collecting information. Some people 
commented that they need hard copies of the information.
Conclusions：Remudy patients actively collected the information about clinical research or trials compared 
to other groups. Half of the patients used the Internet for collecting information. In contrast, some people 
needed information printed on paper. It was demonstrated that the information by both the Internet and 
printed paper were important for Remudy patients. On the other hand, the actual access to governmental 
portal sites of clinical trials was not high.
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1．緒言

2．方法
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3．結果

3.1　回収率，回答者の基本属性

3.2　 一般的な医療情報および臨床研究・治験
情報の利用実態について

Table 1　Demographic variables 
of study subjects
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Table 2　Information channels for obtaining 
general medical information

Table 3　Information channels for obtaining 
clinical trial information
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3.3　 臨床研究・治験情報提供の今後の望ましい
在り方について

Table 4　 Desired providing method, provider, 
items, and period for education of 
clinical trials
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3.4　自由記載欄における回答者コメント

4．考察
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5．結語

研究の資金源

利益相反
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