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' Orphanet, EURORDIS-Rare Diseases Europe , The National Rare Diseases Office of Ireland ‘Rare is not
rare’ New scientific paper confirms 300 million people living with a rare disease worldwide
https://download2.eurordis.org/pressreleases/PrevalencePaper_JointStatement_170919_Final.pdf

2 [HDEE HEBESEVICLBVREEARIZ] ¢
https://www.jpma.or.jp/globalhealth/status_effort/2018/lofurc0000002tc7-att/2018_03.pdf#page=1

3 ASrid BEZ3E D - HEAMRE ST 10 OI4EL)] : https://asrid.org/

* TERICEIZF D REBORIR : RAE - Qol M ECAFEELERVIEA] : https://www.cslbehring.co.jp/-
/media/shared/economist-white-paper/jpn_snapshot_a4_digital-japan.pdf

> TEARICEIZH D EEBDRE] © https://www.takeda.co.jp/patients/rd-support/wp/

* —MHEEA BRER-EREGRES, [EREES0RBEELRUHI-ACETIZTYI-MEE] ¢
https://nanbyo.jp/tyosa/

T BEENEREA ASrd, [F4-#AMEE ERNFAZE (COVID-19) ] :
https://asrid.org/covid19_reports_japan

® Global Gens : https://globalgenes.happyfox.com/kb/article/7-exploring-treatment-options-for-rare-
disease-pediatric-palliative-care/

 U.S. FOOD & DRUG ADMINISTRATION, Developing Products for Rare Diseases & Conditions :
https://www.fda.gov/industry/medical-products-rare-diseases-and-conditions (&8 2022-02-10)

19 European Medicines Agency, Orphan designation: Overview : https://www.ema.europa.eu/en/human-
regulatory/overview/orphan-designation-overview (88 2022-02-10)

"' IFPMA, RARE DISEASES: shaping a future with no-one left behind :
https://www.healthpolicypartnership.com/app/uploads/Rare-diseases-Shaping-a-future-with-no-one-
left-behind.pdf

2 E45nEE, SM3E 1 A 1 BETOETERE
https://www.mhlw.go.jp/stf/seisakunitsuite/bunya/0000084783.html

P HRERTYY-, SN2 EE BTEERE (5% ZREMAMFER:
https://www.nanbyou.or.jp/entry/5354

' Moeko Isono, Minori Kokado, Kazuto Kato (2022), Why does it take so long for rare disease patients to
get an accurate diagnosis?—A qualitative investigation of patient experiences of hereditary
angioedema, : https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0265847

" B R EEA R Y-, AT1INONT
https://www.ncnp.go.jp/nimh/chiiki/about/stigma.html
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" EER EEEREORE. APHRUREHORRECRETZER BATEE R0\
https://elaws.e-gov.go.jp/document?lawid=335AC0000000145

" EEF@BEER EEHERERRENKE EHER (SM243/310)
https://www.pmda.go.jp/files/000234624.pdf

" L 30 5 12 BORFIRESE EE-NEI-FY-J)-T  https://www8.cao.go jp/kisei-
kaikaku/suishin/meeting/wg/iryou/20181220/181220iryo01-2-1.pdf

P EEEEBORFIRA, P97 -37 1 REREFBROTYAY S XTI Z-RCER520 7 (BERHZa
-2 No.66 2022 %7 B) : https://www.jpma.or,jp/opir/news/066/pdf/pdf-02-01.pdf

* EEEEBERHIRA, M3y 37 BRREREORREZORE (BERM-1-2 No.63 2021 47
A) : https://www.jpma.or.jp/opir/news/063/pdf/pdf-08-01.pdf

2V MITITEEAN ERRDEEEISR A ICH-E5 RIRMNER : https://www.pmda.go.jp/int-
activities/int-harmony/ich/0027.html

?2 ZE[EH National Institute for Health Research (NIHR) MBhE#BIINVOLVE]IZ&3 Patient and Public
Involvement M7 : [An active partnership between patients and the public and researchers in the
research process, rather than the use of people as 'subjects' of research. Patient and public involvement
in research is often defined as doing research 'with' or 'by' people who use services rather than 'to’,
‘about’ or 'for' them. This would include, for example, involvement in the choice of research topics,
assisting in the design, advising on the research project or in carrying out the research.] : INVOLVE

supports public involvement in NHS, public health and social care research

2 DNEHEEABREEFMRIME, BRIEREZYY-H-LR-Y : https;//www.nanbyou.or.jp/
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