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B YkpaiHi 3anpauroBaB nepimm caut gnsa nigTpuMKu
nauieHTiB 3 pigKiCHUMUN 3aXBOPIOBaAHHAMM

KuiB — 26 notoro 2021 poky

B YkpaiHi noyaB poboty cant www.rare-diseases.com.ua, ge 3ibpaHa HanmBaxnueiwa
iHdbopmaLia Npo AiarHOCTUKY Ta NiKyBaHHSA pigKiCHUX (opdhaHHMX) 3aXBOPIOBaHb, a came
Ni30COMHMX XBOPOO HakonuyeHHs. |HdopMauinHnin noptan AN nauieHTiB i nikapis
ctBopuna komnanis CaHodpi B YKpaiHi, ska BXe noHag 35 pokiB Hagae NigTpUMKy B
AiarHocTuui Ta nikyBaHHi piAKICHUX 3aXBOPIOBaHb NO BCLOMY CBITY.

B YkpaiHi xxnBe 6nm3bko 1,5 TUCAYI HegiarHOCTOBaHUX NaUEHTIB, AKi CTpaXdaloTb Ha Taki
opdaHHi 3axBoploBaHHSA sk xBopoba Nomne, ®abpi, Nowe Ta mykononicaxapngos | Tmny.
[iarHocTyBaTh X HENPOCTO: Bif NOSABM NepLUNX CUMMATOMIB OO BCTAHOBSIEHHS AiarHo3y
MOXYTb MWHaTWU POKMW. [lauieHTy B Uen 4Yac O0BOAMTbLCA BiABioyBaTUM LECATKU Pi3HUX
nikapis i pasoMm i3 HUMM LWIyKaTWU [Kepefla 3axBOPHBaHHS, BOAHOYAC BTpayarouu
MOXIMBICTb PO3MoYaTh BYaCHe NiKyBaHHS.

TeTsaHa Kynewa, ronoBa Npomaacbkoi cninkm «OpdaHHi 3axBoproBaHHA YKpaiHN»:
«Kinbkicmb opghaHHUX 3axeoprogaHb WOPOKY 3pocmae i 3apa3 ix 65u3bKo 7 mucs.
lMauieHmie 3 makumu OiacHo3amu — 5 % 8i0 3aearibHOI KiflbKOCMi HacerieHHs, a ue
binbwe, Hix nauieHmie 3 pakom 4u CHIQom pasom yssmux. binbwicmb nwoded npu
rnesHux npobriemax 3i 300p08’IM MOYUHAOMb caMe 3 MOWyKy 8 IHmepHemi, mox mu
maemo Hadilo, wWo ued calim 0ornomoxxe 10sM weudwe cmamu Ha rnpasusibHUU Wrisax
diagHOCMUKU ma 84acHO po3rodyamu HeObXiOHe JiKy8aHHS».

MopTan www.rare-diseases.com.ua CTBOPEHUA 3 METOK AOMNOMOITU MavuieHTamM BYaCHO
po3ni3HaT! CUMNTOMM Ta NPULIBUALINTY OiarHOCTUKY PiAKICHUX 3aXBOpPOBaHb B YKpaiHi,
a[ke 4acTo NauieHTU HaBiTb He MigO3pPHOThb MNPO X HasABHICTbL y cebe. Takox nopTtan
MICTUTb KOHTaKTW dhaxiBLiB Y cdepi piaKiCHUX 3aXBOPOBaHb i3 Pi3HMX PErioHiB YKpaiHu, 3
SKMMU NaUiEHTM MOXYTb 3B’A3aTUCS Hanpsamy.

Hatania CamoHeHKo, nikapka LleHTpy opdaHHux 3axBoproBaHb HOCII
«OXMATOUT»: «Mu Ha enacHomy 0o0ceidi 3HaemMo, 3 SKUMU BUKIUKamu
cmukaembCs nayieHm ma nikap nid Jyac diaezHOCMUKU ma JliKyeaHHs piOKiCHO20
3axeoproeaHHs. 3a cmamucmukor, wob ompumamu Oia2gHO3 nauieHm 3
opghaHHUM 3ax80pro8aHHSIM sumpadae bru3bko 5 pokis. lNepekoHaHa, wo Hoeul
calm Ooromoxxe ckopomumu ueu 4Jac i Hadacmb HeobXiOHy iIHGbopMauito STH0OSIM.
Mu 80s14Hi, wo okpim eymaHimapHoi npoepamu CaHogi [xeH3aliM, y paMKax sKoi
KOMriaHisi WopPOKy Hadae rliKkysaHHs1 /1t005sIM i3 PIOKICHUMU 3ax80pto8aHHSAMU, 80Ha
makox doriomazae nauieHmaM ma JiikapsaMm ompumMmamu iHgopmauitHy ma
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ekcriepmHy niompumky. Lle Oyxe eaxnueo — mamu pecypc, Oe 3ibpaHa ecs
Haueaxrnusiwa iHghopmauisi yKpaiHCbKO MOBOH».

3aBaskn nopTtany, Ae MOXHa OoTpuMatM BUYEpnHy iHdopMauilo npo  pigKiCHi
3axXBOPOBAHHSA, NaUiEHTN 3MOXYTb BY4ACHO 3BEPHYTUCA 3a HEOOXiAHMM TM NiKyBaHHAM Ta
XUTW NOBHOLHHO. Hag maTepianamu canty npavtoBanu kBanidikoBaHi gpaxisui CaHodi y
chepi pigkicCHMX 3axXBOPIOBaHb 3 YCbOro CBITY.

Irop HarpebGeubkun, MeHemxep i3 MeAUMYHMX MNUTaAHb HaNPAMKY
cneuianizoBaHol Aonomoru CaHodi OxeH3anm B YKpaiHi:
«Ha cmopiHkax nopmany nauieHmu, siki MOMeHUiudHO MOXymb cmpaxOdamu 8i0
PIOKICHO20  3ax80pl08aHHS, Marmb MOXI/UBICMb ompumamu  HalHosiwy
iHgbopmauito npo ui xeopobu. 3Halimu ei0rnoeidi Ha 3arnumaHHs, SKi 0asHo ix
mypbyroms, ma 8i0nogioHo 0o nompeb — ompumamu KOHmMakm rikaps, SKuti MOXe
ooriomoamu. [100ibHo20 eeb-riopmarly 3 makor KirlbKicmioo iHopmauii Ons
nayieHmie ma nikapie 8 YkpaiHi we He b6yno, mox Mu crnodieaemMoch, WO B8iH
ooriomoxxe bazambom modsM. Lle we oOuH Kpok CaHopi [keH3alm Ha wWirsxy
niompumku irooel i3 piOKICHUMU 3aX80PH8aHHSIMUY .

[na nikapis nopTan BigkpueBae 4OCTYN 40 MeAUYHOI iHbopMauil, O CTOCYETLCA PigKICHUX
3axBOpIOBaHb, Ta MOCUMAHHA AONA peecTpauil Ha creuiani3oBaHUW OCBITHIM nopTan
CaHodi, cTBOpEHMIA CneLljianbHO Ans nikapis.

BnnsbKko 7 TMCAY CTaHIB BBaXatOTbCA PiAKICHUMN 3aXBOPHOBAHHAMMU. 3a CTAaTUCTUKOLO, Y
CLUA Big pigkiCHMX cnagkoBMX 3aXBOPIOBAHb CTPAXKAA€E KOXEH OEeCATUN, NOSIOBUHA 3 HUX
— pitn. 3aranom y cBiTi 6nmn3bko 300 MINbWOHIB NOgEeN MalTb CNaaKoBi PidKICHI
3axXBOPIOBaAHHS.

80% ycix piaKiCHMX 3axXBOPIOBaHb € BPOSKEHNUMU, TOBTO BUHMKaOTh Yepe3 myTauil y [HK.
PigkicHi 3axBoptoBaHHA y 35% € nNpuymnHOI0 cMepTi Aiten y nepwni pik xutTa. LWe 30%
©e3 BignoBiAHOro NikyBaHHA He JOXMBAKOTb A0 S POKIB.

Mpo rymaHiTapHy nporpamy CaHodi [>xeH3anm

lN'ymaHiTapHa nporpama CaHodpi [13eH3anm 6yna 3anoyatkoBaHa B YkpaiHi y 2002 poui i TpuBanwuii yac 6yna
€AVHOI0 MOXNMBICTIO ANS YKPAIHCbKMX MaUiEHTIB 3 PiOKICHUMW 3aXBOPIOBAHHAMU O4EpXaTu XUTTEBO
HeobXxigHe nikyBaHHs. 3a nepiog Aii rymaHiTapHoi nporpamu koMnawii B YKpaiHi, ii o6¢car no Bcim HO30morisiv
BXe nepesuwms 1,5 mnpa rpH.

Okpim rymaHiTapHoi nporpamu, CaHodi [13eH3anm Hagae niaTpuMKy y fiarHocTuli oppaHHUX 3aXBOPHOBaHb

Ta HaBYaHHIi nikapiB. 3aBAskM rymaHiTapHin nporpami CaHodi [13eH3anm 6araTo nikapis oTpMmanu nepLimi
OOCBiZ y NiKyBaHHi naujieHTa 3 pigkicHo XBopob6oto.

Mpo CaHodi

3060B’A3aHHss CaHodi — HagaBaTv MATPUMMKY NOAAM, SKi MatoTb nNpobnemu 3i 3gopoB’siM. Mu €
rnobanbHoto biohapmaLeBTUUHOK KOMNAaHIE, AN K0T 300POB’A Noaen — KnYoBun npioputet. Mu
3anobiraemo xBopobaM 3a LOMNOMOroH BaKLUMWH, MPOMOHYEMO iHHOBAUiMHI pilleHHs Ons 60poTbou 3




bonem Ta nonerweHHs cTpaxaaHb. Mu 3aBxav nopyy 3 nalieHTaMu, ki MatoTb PiaKiCHI 3aXBOPHOBAHHS,
Ta 3 MiNbAOHAMU TUX, XTO XMBE 3 XPOHIYHUMN Heayramu.

3aBasku 3ycunnam 100 000 cnispobitHukiB y 100 kpaiHax CaHodi nepeTBOPIOE HayKOBi IHHOBALii Ha

TepaneBTUYHI PiLLEHHS B YCbOMY CBITi.
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