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a.

HVERBEBESAOEEYILICET2HE, BARETERR 8K -FREIRTTA-R
jpma.orjp/shared/pdf/20230209.pdf

7,000 challenges: The basis and burden of rare diseases, Science, 2021/03/11
https://www.science.org/content/webinar/7000-challenges-basis-and-burden-rare-diseases

FDA Orphan Drug Designation 101, U.S. Food and Drug Administration
https://www.ema.europa.eu/en/documents/presentation/presentation-fda-orphan-drug-designation-101-james-

h-reese_en.pdf

BEHEEEEHRRTEZESER, EEHEHE
https://www.mhlw.go.jp/file/05-Shingikai-10601000-Daijinkanboukouseikagakuka-
Kouseikagakuka/0000184562.pdf

REGULATION (EC) No 141/2000 OF THE EUROPEAN PARLIAMENT AND OF THE COUNCIL of 16 December 1999
on orphan medicinal products, Official Journal of the European Communities
https://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=0)J:L:2000:018:0001:0005:en:PDF

HORRAERR FORRAERES FORARABLAERSFHROEEFHEOE, BEHEE
https://www.mhlw.go.jp/stf/seisakunitsuite/bunya/0000068484.html

EEHRFRABLUBRRARBAR 8% BEE5E4E S 6 F4 A 1 HEVEROEEHRH
https://www.mhlw.go.jp/stf/newpage_36011.html

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

ok CRE-RE-A-ZRSUT-1VF) OFF)
RE]

FDA'S ORPHAN DRUG MODERNIZATION PLAN
https://www.fda.gov/media/106012/download
National Organization for Rare Disorders

https://rarediseases.org/

Rare diseases clinical research network
https://www.rarediseasesnetwork.org/

Medicare Part D Coverage and Reimbursement of Orphan Drugs
https://www.ncbi.nlm.nih.gov/books/NBK56190/

What Rare Disease Patient Advocacy Groups Are Doing to Mitigate the Effects of Disparities
https://meridian.allenpress.com/aph/article/21/2/35/483290/What-Rare-Disease-Patient-Advocacy-Groups-Are
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https://www.rarediseasesnetwork.org/
https://www.ncbi.nlm.nih.gov/books/NBK56190/
https://meridian.allenpress.com/aph/article/21/2/35/483290/What-Rare-Disease-Patient-Advocacy-Groups-Are

E3E)
Genetic Alliance UK

https://geneticalliance.org.uk/

Gov. UK - Orphan register
https://www.gov.uk/government/publications/orphan-registered-medicinal-products/orphan-register

National Disease Registration Service
https://digital.nhs.uk/ndrs
England Rare Diseases Action Plan 2024: main report

https://www.gov.uk/government/publications/england-rare-diseases-action-plan-2024/england-rare-diseases-

action-plan-2024-main-report
[A-ARSUT]
Rare Voices Australia

https://rarevoices.org.au/

Orphan drugs in Australia
https://www.orpha.net/en/other-information/about-orphan-drugs?stapage=australia
The Rare Awareness Rare Education (RARE) Portal

https://rareportal.org.au/

Rare Diseases NSW

https://rarediseasesnsw.org.au/

Government of Western Australia Department of Health
https://www.health.wa.gov.au/

Australian children living with rare diseases: health service use and barriers to accessing care
https://pmc.ncbi.nIm.nih.gov/articles/PMC9848027/
[1VF]

Indian Organization for Rare Diseases (IORD)

https://www.rarediseases.in/
RARE-X
https://rare-x.org/

Department of Health and Family Welfare - Institutions Treating Rare Diseases
https://rarediseases.mohfw.gov.in/Hospital_Treating_Rare_Diseases

Baseline Knowledge of Rare Diseases in India - A Survey
https://www.clinmedjournals.org/articles/ijrdd/international-journal-of-rare-diseases-and-disorders-ijrdd-2-

008.php?jid=ijrdd
A survey of awareness of diagnosis and treatment of rare diseases among healthcare professionals and

researchers in India
https://pubmed.ncbi.nim.nih.gov/37795705/
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