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KAK CO34ABATb, NMPOABUIATb U UICKATb ®PUHAHCMPOBAHUE A/1A IT-MIPOEKTOB O PEAKMX

3ABOJIEBAHUAX
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HanpaBnenus paboThl OpraHu3ayiu
10 PSIKHUM 3a00JICBAHUSIM.

(1) Pa3BUTHE 06LLECTBEHHOIO ABMMKEHUS,
2 UHAMBUAYaAbHAA NOMOLLb MaLMEHTAM;
@ MHMUMauMa 3aKoHOAAaTENbCTBA;

4 PacnpocTpaHeHMA MHdDOpMaLMM cpearu MeAMLMHCKOro
coobLllecTBa M 06LWECTBa B LIEJIOM.



UccnepoBaHWe MHEHMSA BpadeM, YAYHOBHMKOB CUCTEMDI

3/1JpaBOOXPaHEHMSA U MALMEHTOB C peaKMMM 3abonieBaHnsAmM B CLUA
n EC, 2013 rop

Rare Disease Impact Report:
Insights from patients and the medical community




RARE DISEASES W'

ON PATIENTS & CAREGIVERS
IN THE UNITED STATES*
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Rare Disease Impact Report Findings'

3KOHOMMYECKaA cocTaBaAwWwaa AMArHOCTUKM U BeAEHUA peaKmX
3a60/1€BaHUM ABAAETCA 3HAYUTENbHOM, AOATMM NYyTb A0
NMOCTAaHOBKM JMarHo3a , KOTOPbIM 4YacTO BKJIlOYAaeT B CebHA
MHOIFOYMCNEHHbIE TECTbl M BU3UTbI K Bpadam, ABAAIOTCA
KJIt04EBbIMU B OOLLEM 0O BEME CTOMMOCTMU;

XoTA 90% OnNpOLUEHHbIX MNaUMEHTOB COOOWMIN, 4YTO OHU MMENU
MeanumMHCcKyto ctpaxoBky B CLUA, 55% pecnoHgeHTtoB M3 CLUA
MMENIN  [OMOJIHUTENbHbIE MNpAMblIE MEeAUMUMHCKME pacxofbl, He
NOKpblBaeMble CTPaxXOBaHMEM;

37% pecnoHaeHTtoB B CLLA u 21 % pecrnoHAeHTOB B
Be/IMKkobpUTaHUKU 3aHMMaIM AEHbIN Y CEMbU U/UNN APY3EU, YTOODI
OnJIaTUTb pacxobl HA MeAMUMHCKOE 06C/yXKMBaHUE.



[Iporpecc B Poccun. 3akoHOIATEIBCTBO.

3aKoHOJZlaTe/IbHOE onpegeneHue noHATUA "opdaHHble
3aboneBaHMA” Ana PO (93 Ne323 ot 15 Hoa6psa 2011);

yKasaHue UCTOYHMKOB (OPMHAHCUMPOBAHUA JIeYeHUA PeaKMX
(opdaHHbIX) 601€3HEN (D3 Ne323 oT 15 HoAGps 2011);

yTBeEpXKAEHHNE NepeyHA W3 24 KU3HEYTpOoXKakLWwnx
XPOHHUYECKHN TMNporpeccupyroimx pegkmx 3a0601€eBaHM
(MoctaHoBneHuMe paBuTenbcTBa Ne403 ot 26 anpena 2012 r.);

YTBEPXKAEHME onpeaesieHMsa opdaHHOe NeKapCTBEHHOE

Cgep,CTBO (bepepanbHbiM 3aKOH «O BHeceHMM m3MeHeHun B D3 Nob1
«006 obpalleHUn NeKapCTBEHHbIX CpeACTB»  OT 22 aekaobpa 2014 r. um

persaMeHTaLmus 0CO6EHHOCTEN ero perMcTpaumm.

pacwuMpeHne Crnucka_npenapaTtoB B deaepasibHOM
nporpamMme 7 HO30/10MMK (2014 - 2015 rr.)

2
7



3akoHoIaTeLHAA 0a3a

* n. 3 pa3gena IV YKasa lNpe3ngeHta PO ot 01.06.2012 N 761
"O HaumoHanbHOM CcTpaTerMm AEUCTBUM B MHTEpPECAX JeTEU
Ha 2012 - 2017 roabl" NpAMO yKa3blBaeT Ha HEOO6XOAMMOCTb

«€030aHUA ¢edepasibHo20 peaucmpa demeu
C pedkumMu 3abosiesaHUAMU U op2aHu3ayus
adpecHo20 (ouHaHcuUposaHuUA s1e4eHUa maxKkux
demeu 3a cyem O6100XemHbIX accu2Hos8aHuu

¢pedepasibHo20 6r00Kema Cco2/1aCHO 3MoMy
peaucmpy>



3a4eM HY>KHEI JICHBI'U?

JIbHaS HOM
MOMOLLb | OpraHu3al

peaKUX
3a60/1eBaH




SETEe O O OEONO

DO O TORMO

Jlekapcmaa,

MeoduyuHcKue u3denus,
Jle4yebHoe numadue,
napeHmepasibHoe numadue, -
pacxo0Hble MamepuaJibl K Med. u3desusAA
nepesA304YHble MamepuaJisl,
s1abopamopHasa duazHOCMuUKa;

nposedeHue onepamusHbIX )3
sMewiamesibCms,

2ocnumanusayus, B
onsiama dopoau 8 edepasibHble UeHmp,
KOHCY/Ibmayuu Y3Kux cneuuaﬂucmo
coyuasibHaa adanmayus,
peabusaumayus.

np.




Oco0Oennoctu B Poccunm.

[ocyaapCTBEHHbIE FAPAHTUU B OKa3aHUM MEMLIMHCKOM
MOMOLLM 1 IEKAPCTBEHHOM 06ECNEYEHUM;

— [lporpammel;

— Tapudnil;

— CraTyc MHBaNMAHOCTMU;

— /[leTu vs B3pocC/ible NaymMeHThbl;

— MeauuMHCKaa NoMoLLb 3a pyoexom

Hannume nokasaHmm ana HasHadveHus JI1C - off label;
CraTyc peructpaumm B Poccuu;

OcobeHHOCTU NpoBeAeHUA Tepanuu;

OTBETCTBEHHOCTb U 30Ha MHTEpECOB (POHA0B, paboTaloLWMX B
061aCTHU 621aroTBOPUTE/IbHOCTM.



3a4eM HY>KHbI JCHBI'U !
OOI11eCTBEHHBIE OpraHU3alMT

* MCMXOJIOrMYECKana NoAJEPIKKA;
* MNporpammbl 06y4YeHUs NnaluMeHTOB;
* OpraHuMsaumsa mMej. NOMOLLM;

* Mporpammbl 06y4YEHUS Bpaden;

* MOJAroTOBKa MaTepMalios;

* MNpOBEAEHUE MEPONPUATMM, (KPYrbiX
cToN0B, /lHEM NMAUMEHTOB, NPoYeee);

* OnepauroHHble pacxopbl
OpraHu3aLmu;

* Jpyroe




3a4ueM HY>KHbI JICHbI'U?
HccaenoBanus B 001aCTH PEIKUX 3a00JICBaHUM.

« 7 000 3aboneBaHum npotne 300
npenapaTos;

* BaXXHOCTb COXpPaHEHMSA XU3HU U
310pOBbA MaUUEHTa;

* Manoe Kosim4yecTBo naumueHToB
OTAE/IbHOro 3a00/71€EBaHUSAM CHMKAIOT
MHTEepeChbl U BOSMOXKHOCTH
uccaeoBaTesien.



MERPETHOHANIBHAR BAATOTBOPHTENBHAA OBILECTBEHHAA OPTAHHM3ALIMA HHBAJTHR0B

«CO3 MAIUUMEHTOB U IMAIOUEHTCKHUX
OPTAHM3AIIUHU 110 PEAKUM 3ABOJIEBAHUAM»

SOIO3 PAITUEHTOB I PALIIMEHTCKUX OPTAHU3ALMI IO REJKUM
7ZABOJIEBAHUSIM

WWW.SPI1pOorz.ru

office@spiporz.ru
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