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This research is focusing to all human recourses / stakeholders related to
orphan drug/rare disease (NANBYO) area. The purpose of this research is study for the importance of
collaboration and corporation among them and development of concrete way for providing valuable knowledge
about this field.

In this research, the team had considered; 1) the survey for NANBYO patients and patient groups in
Japan, 2) Study for rare disease situation in the US. The team has also considered; 3) organizing the
international conference (International Conference for Rare Disease and Orphan Drugs), 4) organizing
workshop for all stakeholders in this field, and 5) establishment Patient Advocacy organizations (for
specific disease and for all NANBYO area). Almost of these activities are the first challenges in Japan,
and increasing valuable opportunities to connect with/among all stakeholders.
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on Users, Portland International Center for
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Yukiko Nishimura, Current Situation of NANBYO,
NORD Conference (invited), 2014, DC, USA

Yukiko Nishimura, Contribution of Patient Groups
/ Associations to establish * NANBYO” Policy in
Japan, IRDiRC Conference NGO Forum (invited),
IRDiRC Conference, 2014, Shenzhen, China.

Yukiko Nishimura, Taro Inaba, KOINOBORI
project team and Masashi Suganuma, Activity of
Patient Advocacy organization in dJapan —Useful
approach to the Drug Development about
Mitochondrial diseases- (poster), IRDiRC Conference,
2014, Shenzhen, China.
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Y . Nishimura and M. Dunkle, GLOBAL
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AND PRACTICE-, International Conference for Rare
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Petersburg, Russia
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International Conference for Rare Diseases and
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Yukiko Nishimura, Rare Diseases and Orphan
Drugs in Japan, First Eurasian Conference on Rare
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All-Russian Conference for Rare Diseases and Rarely
Used Medical Technologies "Lifeline", 2012, Moscow,
Russia.
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SOURCE DATABASES, International Conference on
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Buenos Aires, Argentina (Poster Presentation)
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JAPAN, International Conference on Rare Diseases
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Argentina (Poster Presentation)
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for the Regional Development, International Society
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