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(Summary)

We investigated three Japanese families with
children who have a rare intractable disease experi-
enced the following problems when participating in
clinical trials abroad to clarify feature and support
they needed. As a result, we found the followings :

- Impatience due to mixed media information

- Strong feelings of no other option but to partici-

pate in a clinical trial abroad

- Surprise from the differences in culture and

customs between Japan and abroad

- Confusion due to a lack of information

+ A hard time with the language

- Fatigue from participating in a clinical trial

- Dissatisfaction with not having their wishes ful-

filled

- Disappointment with a fact that they might re-

ceive a placebo treatment
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The families participating in the clinical trial an- test to address these problems.

ticipate that oxygen replacement therapy may im-

prove symptoms. Consequently, as part of the sup- (Key words]
port, the need for a comprehensive clinical research families with children with rare intractable diseas-
coordinator was recommended during the period es, abroad, clinical trial, problems faced, features
while living in Japan to participating in a clinical of families, support methods
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