
 

 

mailto:research@nuzhnapomosh.ru


 

2 
 

 



 

3 
 

 
1 

 

https://tochno.st/materials/osvedomlennost-naseleniya-rossii-o-redkikh-zabolevaniyakh
https://rus-medical.slovaronline.com/19930-%D0%9D%D0%BE%D0%B7%D0%BE%D0%BB%D0%BE%D0%B3%D0%B8%D1%8F
https://rus-medical.slovaronline.com/19930-%D0%9D%D0%BE%D0%B7%D0%BE%D0%BB%D0%BE%D0%B3%D0%B8%D1%8F
https://minzdrav.gov.ru/documents/7025


 

4 
 

 

8 

 

https://www.un.org/ru/documents/decl_conv/decl2010.shtml


 

5 
 

 

 

https://minzdrav.gov.ru/documents/9641-perechen-redkih-orfannyh-zabolevaniy


 

6 
 

 

 
12 

https://npjtoday.com/partners/pharmprobeg/okolo-70-redkih-bolnyh-ne-obespecheny-lekarstvami-ili-poluchayut-ih-s-pereboyami/
https://npjtoday.com/partners/pharmprobeg/okolo-70-redkih-bolnyh-ne-obespecheny-lekarstvami-ili-poluchayut-ih-s-pereboyami/
https://npjtoday.com/partners/pharmprobeg/okolo-70-redkih-bolnyh-ne-obespecheny-lekarstvami-ili-poluchayut-ih-s-pereboyami/
http://journal.rare-diseases.ru/
http://www.orpha.net/
http://www.orpha.net/
https://vspru.ru/kongress/biblioteka-kongressa/ii-vserossiyskiy-forum-orfannykh-zabolevaniy
https://vspru.ru/kongress/biblioteka-kongressa/ii-vserossiyskiy-forum-orfannykh-zabolevaniy


 

7 
 



 

8 
 

 

 

 

17 

 

https://spiporz.ru/raremagazine/project/redkij-zhurnal-9/
https://spiporz.ru/raremagazine/project/redkij-zhurnal-9/
https://normativ.kontur.ru/document?moduleId=1&documentId=325448
https://base.garant.ru/72113444/
http://komitet2-2.km.duma.gov.ru/Ekspertnye-Sovety/RAbota/Orfany/item/19232971/
https://tochno.st/


 

9 
 

 

http://journal.rare-diseases.ru/
https://rosstat.gov.ru/
https://www.fedstat.ru/
https://minzdrav.gov.ru/ministry/61/22/stranitsa-979/statisticheskie-i-informatsionnye-materialy/statisticheskie-materialy
https://minzdrav.gov.ru/ministry/61/22/stranitsa-979/statisticheskie-i-informatsionnye-materialy/statisticheskie-materialy
https://static.tochno.st/files/static/tochno.st_orphan_Zaprosy-i-otvety_2021.pdf


 

10 
 

 

https://vspru.ru/kongress/biblioteka-kongressa/ii-vserossiyskiy-forum-orfannykh-zabolevaniy
https://vspru.ru/kongress/biblioteka-kongressa/ii-vserossiyskiy-forum-orfannykh-zabolevaniy


 

11 
 

 

http://naepid-reg.ru/
https://spiporz.ru/raremagazine/project/redkij-zhurnal-9/
https://vspru.ru/kongress/biblioteka-kongressa/ii-vserossiyskiy-forum-orfannykh-zabolevaniy
https://vspru.ru/kongress/biblioteka-kongressa/ii-vserossiyskiy-forum-orfannykh-zabolevaniy


 

12 
 

 

31 

https://sfri.ru/
https://rosstat.gov.ru/folder/13807
https://static.tochno.st/files/static/tochno.st_orphan_Zaprosy-i-otvety_2021.pdf
https://static.tochno.st/files/static/tochno.st_orphan_Zaprosy-i-otvety_2021.pdf


 

13 
 

 

33  

https://static.tochno.st/files/static/tochno.st_orphan_Zaprosy-i-otvety_2021.pdf
http://base.garant.ru/49621558/
http://council.gov.ru/activity/analytics/analytical_bulletins/120882/


 

14 
 

 

https://www.globalrarediseasecommission.com/Content/PDF/Global_Commission_Progress_Update_February_2021.pdf
https://www.globalrarediseasecommission.com/Content/PDF/Global_Commission_Progress_Update_February_2021.pdf
http://government.ru/news/42363/
https://www.kommersant.ru/doc/4268908
https://www.globalrarediseasecommission.com/
https://www.rarenavigator.com/


 

15 
 

 

https://top-rf.ru/places/564-dotatsionnye-regiony.html
http://komitet2-2.km.duma.gov.ru/Ekspertnye-Sovety/RAbota/Orfany/item/19232971/
https://forum-vsp.ru/orf-3#result


 

16 
 

 

http://komitet2-2.km.duma.gov.ru/Ekspertnye-Sovety/RAbota/Orfany/item/19232971/
https://vspru.ru/forum/vserossiyskiy-forum-orfannykh-zabolevaniy


 

17 
 

 

https://spiporz.ru/raremagazine/2020/07/23/vashe-zakonnoe-pravo-obzor-zakonodatelstva-po-redkim-zabolevaniyam/
https://spiporz.ru/raremagazine/2020/07/23/vashe-zakonnoe-pravo-obzor-zakonodatelstva-po-redkim-zabolevaniyam/


 

18 
 

 

http://voluntary.ru/termin/zontichnaja-organizacija.html
http://voluntary.ru/termin/zontichnaja-organizacija.html
http://journal.rare-diseases.ru/
https://biomolecula.ru/articles/patsientskii-aktivizm-i-borba-s-khronicheskimi-zabolevaniiami#source-5
https://biomolecula.ru/articles/patsientskii-aktivizm-i-borba-s-khronicheskimi-zabolevaniiami#source-5


 

19 
 

 

https://www.kommersant.ru/doc/2353466
https://static.tochno.st/files/static/tochno.st_orphan_Zaprosy-i-otvety_2021.pdf


 

20 
 



 

21 
 

 



 

22 
 

 

55 

 

https://фондкругдобра.рф/


 

23 
 



 

24 
 



 

25 
 



 

26 
 



 

27 
 



 

28 
 



 

29 
 

 


