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Information usage of patients with muscular dystrophy
about clinical trials and its challenge

Satomi Noguchi Hajime Sato
Department of Health Policy and Technology Assessment, National Institute of Public Health

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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Table 1 Demographic variables
of study subjects

n %
el
S 367 827
g 77 173
AR
10 78 A 50 125
101X 82 206
201X 84 21.1
301K 70 175
401X 78 195
501K 22 55
601X 9 2.3
701K 3 0.8
0L L 1 0.3
“FIE
R 26 7.3
R ==i] 146 41.2
i N M E 47 133
K- Kb 66 18.6
Z DAt 69 195
[HES
HE¥ 7 1.8
=t 71 183
ATEE 12 3.1
ESU 32 8.3
FE 125 323
pil314 109 28.2
Z DAl 31 8.0
LG 2ON
300 J7 A i 126 304
300 7L E 500 J5 A 128  30.8
500 J7 LA 800 J5 A 115 277
800 J7 LI 1,000 J5 A 28 6.7
1,000 T E 18 4.3
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Table 2 Information channels for obtaining
general medical information

n %
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Wi - M 319 709
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Table 3 Information channels for obtaining
clinical trial information
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