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Opanni 3aXeopioBanHy; MynbmuguCLUNninapuui no2nag

Hd (EPXKdBHO-NPUBAMHE NaMHEpCMB0

BepeHHs opcgaHHoi naTonorii 3anMwaeTbca 0AHIEW 3 HAWroCTPilMX Npo6nem BiTYM3HAHOT OXOPOHU 3A40POB'A.
Lllo6 npuBepHyTH yBary cycninbCTBa A0 noTpeb nioaeii i3 pigkicHuMm xsopobamm,

10 xoBTHA B Kuesi BigbyBca ¢opym «l'yMmaHiTapHa gonomora nauieHtam 3 opd)aHHUMM 3aXBOPIOBAHHAMM:
ecdeKTUBHA MoAeNnb NapTHEPCTBa Aep)XXaBU Ta NPUBATHOrO CEKTOPa».

3a cnoBaMu MofepaTopa 3ycTpiui
Anppia Bikroposuya Kynukosa, B fep-
»aBi 3p00/IeHO YMMaJIo Ha LIIAXY [0 3a-
Oe3neyeHHS MALIEHTIB HEOOXimHUMU
obcTexxeHHAMM, MeguKaMeHnTamu. Ha-
npuKIag, B YKpaiHi € Bj1acHa 1abopato-
pist Anst [iarHOCTMKY PiIKICHUX XBOPOO
Ha 6a3i HanioHanbHOI guTA4YOI cremni-
anisoBaHoi nikapui «OXMATIANT»
(M. KniB). I'pomapcpka cinka «OpdanHi
3aXBOPIOBAaHHA YKpaiHU» € 4jleHOM €B-
pomeiicbkoi opraHisanii 3 pifikicHUX
saxBopwBanb (EURORDIS) - anb-
AHCY 869 malieHTChKMX OpTraHisalii
i3 71 kpainm, sAKi NpayooTh, 106 M0-
Kpauuty XuTta 30 MrH ocib 3 pigkic-
HUMU XBOpOOamu.

Ilicna yxsanmenHna 2014 poky 3aKoHY
npo opdaHHI 3aXBOpPIOBaHHS B KpaiHi
0yn10 BIpPOBaJXeHO iCTOTHI 3MiHM [
MOJIETHI€HH XUTTA MalLli€HTiB, yTiM,
aKTyaJbHMM 3a/MIIAETbCA NUTAHHA 3a-
OesnevyeHH HeOOXiTHUMIU TiKaMu: yepe3
Opax 6107 KeTHUX KOIITIB JNIIe TPeTIHA
XBOpUX OTPUMYE Tepalilo, AKOi moTpe-
0y€ MOXXUTTEBO.

CborofiHi 0IOMOTy HaJa€ COLia/IbHO
BigmoBifanbHuit 6isHec. Tak, «Canodi
J>keH3aliM» € HmepHIol KOMIIaHi€lo,
AKa 17 pokis Tomy 3a sanuTom MO3 Ykpa-
{HU Ta MiKapCcbKOI CMiNbHOTY 3aMOYATKY-
Bajla I'yMaHiTapHy IIporpaMy HaJaHH:A
IDOIIOMOTM YKpaiHCBKUM IaljieHTaM. 3a
17 pokiB iCHyBaHHA IIpOrpaMy KOMIIaHis
3abesneynia manientis Ykpainu nikamu
Ha CyMy moHaz 1,5 Mapp rpH.

JonoMora naudieHTam:
CyYacHU CTaH i NnepcneKkTuBm

3acTyHHMK MiHicTpa 0XOpoHM 3[0-
poB’a Ykpainu Muxaiino CremaHoBUY
3arpiliuyyk 3aneBHMB, 1[0 NUTAHHA PO3-
POOKH eheKTUBHOTO aITOPUTMY 3abesIe-
YeHHS MeflUKaMeHTaMu 0cib 3 opdaHHUMN
XBOpOOaMI — OffHe i3 IPIOPUTETHNUX Y I/Ia-
HaxX HOBOI komaHau MO3.

Haii6inbm roctpumu npobremamu,
3a cnopamu M.C. 3arpiituyka, € Bif-
CYTHICTb peecTpy pifKicHMX maTojo-
riif Ta DifpaxyHOK Ki/JIbKOCTi alli€eHTiB
i3 TUM 4M IHIIMM 3aXBOPIOBaHHAM. Bif-
MMOBIJJHO, HEMA€E BUXITHUX MAHUX [T
004YMCIeHHs HeOOXIfHUX BUTPAT HII
HaflaHHA JOIOMOIYM TaKUM IaljieHTaM.
3acTynHMK MiHicTpa i3 mikyBanbHOI
pobOTHU aKIleHTYBaB yBary Ha TOMY, IO
Hapgani po6ora MO3 6yze cipsiMmoBaHa
Ha MOJOJNaHHA LUX npobreM Ta Bce-
6iuHy HigTpUMKY 0ci6 3 opbaHHMMU
xBopo6amu. CTaHOM Ha CbOTORHI Jep-
JKaBHUI OIO[[>KeT He H03BOJISIE MOKPUTH
BUTPATU [1A LONOMOTY BCiM NIalli€H-
TaM, TOX 1 Hajjami po3poOMATUMYThCA
cTparerii B3aeMojii i3 coniaabHO Bif-
[OBiZanbHUM 6i3HECOM.

310poBA. YKpaiHu

Mpo6nemMHi MOMeHTH
3aKkoHogaBu4oi 6a3u
y cpepi opdpaHHUX XxBOpo6
3actrynauk ronosu Kowmirery Bep-
xoBHOI Pajiu YKpaiiu 3 NUTaHb 370POB’A
Halii, MemIMIHOT HOMOMOTY Ta MeTNY-
HOTO CTpaxyBaHH:A ApTeMm Bacunbosuy
JIy6HOB KOMEHTYBaB HeJJONiKM 3aKOHO-
HaBCTBa Ipo opdaHHi 3aXBOPIOBAHHA.
Ha Jjioro gymMKy, monoxeHHsa 3aKOHY
Yxpainn «IIpo BHecenns smin fo OcHoB
3aKOHOJABCTBa YKpaiHM IIPO OXOPOHY
300pOB’ Wono 3abe3nedeHHA Ipodi-
NTaKTUKY Ta NiKyBaHHA pigkicHux (op-
¢dbanHUX) 3axBOpIOBaHb» Bix 2014 poky,
MeTOI0 KOTO Oyno 3abesmednTty maii-
€HTiB IpemnapaTaMiu, He BpeTyIbOBaHI
HOpMAaTUBHO-TIpaBoBUMY akTamu Kabi-
HeTy MiHicTpiB YKpainu, o yHeMOX-
JUBJIIOE MOBHOI[IHHY peanisanio. Tomy
BeJeTbCs aKTMBHA po6OTa HaJl CTpaTeriero
2020-2025 pp., W0 cupsAMOBaHa Ha CTBO-
PeHHs YMOB Ji/is1 MiHiMi3arii cy6’exTuB-
HUX GaKTOpiB BIVIMBY Ha MOXX/IMBICTH
OTPUMAHHA MeJMKAMEHTIB IaljieHTaMu
3 opdanHuME XBOpobamu. Takox mpuH-
IMIIOBYM € NUTAaHHA GOPMYBaHHA pee-
CTpy MaIli€HTiB i3 3a3HaYeHHAM iarHO3Y
IS IOJANBIIOTO ONePYBAHHA UMM Ja-
HUMMU Ha Iep>KaBHOMY PiBHI.

A.B. Iy6HOB BUCIOBUB HOAAKY
¢dapmaneBTiuHiln komnanii «Canodi», mo
npotAroM 17 pokiB Hafjae manieHTaM Heo6-
XifgHi 1iKy Ha 6e3KOIITOBHI OCHOBI.

Ilo 3aBiaHb, AKi MalOTb 6yTV BUKOHaHI
HaitbomoKanM dacom, A.B. [lybHoB BifHic:

e CIIPOILIEHHA NIPOLIelyPU peecTpamii mi-
KapchKUX 3ac006iB A Tepamii pigkicHux
3aXBOPIOBaHb 3 METOIO IIOJIETIIEHHA PO-
60Ty PpapmalieBTMYHNIX OpraHisaliii Ta Ha-
JAaHHA Malji€EHTaM IOCTYIY 1O JIiKiB;

e 3a/Iy4eHH: OiIbIIOI KiIbKOCTI dapm-
KOMIIaHill [/IS CIiBOpalli Ta HaflaHHA [[0-
noMoru y tTux cdepax, y AKUX fiep>Kapa
noTpelye MifTPUMKIL.

Ynen Komirery BPY 3 nurtans sgopop’a
Halii, MEeAMYIHOI JOMOMOIM Ta MeIMY-
HOTro cTpaxyBaHHA /laga BanenTnHiBHA
bymax BucnoBuna nepekoHanHs, 1Mo 3aB-
iKY po60Ti OHOBIEHOTO Ha 90% KoMmiTeTy,
METOI0 SIKOTO € 3aXMCT IIpaBa IpoMajAH
Ha XUTTA (a 1Ky, Haragaemo, — 3acib pe-
amisanii nboro mpasa), y cdepi 0XopoHn
340pOB’s OYAYTDb 3alpoBafi)KeHi CyTTeBI
sminn. Tak, 2018 poxy 6romxer MO3 no-
piBHIOBaB 95 MiIpf TPH, TOAi AK 2019 poky
BiH 36inpmnBcs fo 108 mapy rpa. Hessa-
JKaloul Ha Te 110 3arajibHa CyMa BUJATKiB
JiepyKaBli Ha OXOPOHY 30POB’ 301/IbIINIACD,
y HepLIoMY BapiaHTi IpoeKTy OromkeTy Mi-
HiCTepcTBa €KOHOMIYHOTO PO3BUTKY 1 TOp-
rieyi YkpaiHu BUTpaTy Ha OXOPOHY 30POB’s
3pOC/IM, HATOMICTDb Ha 3aKYIiBIIIO MiKiB —
3MEHIIVMINCDH. YK€ BiloMO, IO B JEpXK-
6romxeri 2020, yXBaJIeHOMY B LEpPIIOMY
4YKTaHHi, GpiHaHCYBaHH: OppaHHNX 3aXBO-
proBaHb 36inbmeHe Ha 800 M/IH I'PH IIO-
PiBHAHO 3 IOTOYHUM POKOM.

B YKpaiHi oTpumyiotb
NiKyBGHHS B MEXax
ryMaHiTapHOi nporpamu
Sanofi Genzyme'

6yno BKIIOYEHO

Y ryMaHIiTapHy nporpamy
Sanofi Genzyme

3 nouarky 2019 p.

Tymanitapia nporpama Sanofi Genzyme
6yna 3anoyarkoeaHa B YkpaiHi 2002 poky
i TPMBaAnmii yac 6yna eAUHOI0 MOXJIUBICTIO
ANA YKPAiHCbKUX NALEHTIB i3 pigKicHumMu
3aXBOPIOBAHHSIMMW OfLEPXKATU XUTTEBO
HeobXiaHe NiKyBaHHS

FymanitapHa nporpama Sanofi Genzyme B ycboMy cBiTi
€ TAMYACOBUM PilLIEHHIM A1ia 3a6e3ne4yeHHs NALi€HTIB XXUTTEBO
HeobXiagHMMM NiKAapCcbKUMM 30CO6AMU 3 MOMEHTY BCTAHOBJNIEHHS
AiarHo3y A0 No4arTKy NiKyBAHHS 30 PAXYHOK AepPXXUBHOI NPOrpamm.
3BAXKAIOYM HA CKNAAHE COLianbHO-eKOHOMIYHE CTAHOBULLE
YKpaiHu, KOMNaHis NPOAOBIKYE UTU HA3YCTPIY NALiIEHTAM, HOAAIOYU
iM XXUTTEBO HEObXiaHE NiKYBAHHS 30 PUXYHOK BJIGCHUX KOLUTIB,

lymanitapHa nporpama Sanofi Genzyme — ue WAHC HA XMTTS ANS NALEHTIB i3 PiAKICHUMM 30XBOPIOBAHHSMM,
SIKi He MaIoTb AOCTYMY A0 NiKYBAHHS AEPXABHUAM KOLUTOM, XO4a BOHO nepeabayere
OcHosamu 3akoHopascTea Ykpaitu npo oxopoHy 3aopos’s Big 19.11.1992 N2 2801-XII.

-

Okpim rymaHitapHoi nporpamu, Sanofi Genzyme
HaAdE NiATPUMKY Y giarHocTuui oppaHHux
3aXBOPIOBCGHDb TA HUBYAHHI NikapiB

3aBasku rymaHiTapHiii nporpami Sanofi Genzyme
6araro nikapie oTpMMany nepLunii AOCBif,

y Tepanii nauieHTa 3 pigkKicHolo xBopo6oio

3a nepiog aji B YkpdiHi rymaHitTapHoi nporpamu komnakii Sanofi Genzyme
ii 06¢car 3a Bcima Hosonorismu Bxxe carHys 1,5 mnpp rpH

OTPUMYIOTb NiIKYBAHHS
B MEXAX ryMaHIiTapHoi
NPOrpamm BXxe NOHAA
10 pokis

cTanu mamamu 9 300poBUX
ManiokKie, nepebyeaiouu
Ha NiKyBAHHI B MeXax
ryMaHiTapHoi nporpamm
Sanofi Genzyme

\ﬂpumirka: ! naHi craHom Ha xoBTeHb 2019 p.

3abe3neyeHHA
niKapcbKuMu 3acob6amm

I'enepanbuuii pupexrop JII «Memmani
sakymiBni Ykpainu» Apcen Kyatosuu
JKymapinos nopinse fyMKy npo Bakau-
BIiCTb CTBOPEHHS PEECTPY MAL€HTIB AN
HiBeNTIOBAHHA PU3UKY IEpeBUTpPAT Ta He-
epeKTMBHOTO BUKOPUCTAHHS KoumTiB. Ha-
raJIbHMM IUTAHHAM € OHOBJIEHHS Haljio-
HaJIbHOI CcTparTerii Aep>kaBHOI IporpamMu
I[O7{0 ITAHYBAHH AisIbHOCTI ¥ cdepi op-
(daHHUX 3aXBOpIOBaHb. Ta, 1o icHyBana,
BK/II04asIa 6/113bK0 40 Iporpam JiKyBaHHS,
AKI CTOCYBAJINCSA CEPLEBO-CYJMHHOI MaTo-
JI0Ti{, OHKOJIOTI1, TPaHCIIAHTOJIOT ], pifiKic-
HMX XBOpOoO Towo. MaitOyTHs cucreMa Mae
HeperaAHyTH IpioputeTn piHaHCYBaHHA
Ta 3AIYYUTHU PeCcypcu MicueBux OrofKe-
TiB B yMOBaXx JielleHTpaisalii Ta HasABHO-
cti 3HauHUX GiHAHCOBUX MOXKIMBOCTEI
Ha Micuax. Hapasi cknagHoIi BUHMKAOTD
yepes BiJICYTHICTb IiATPUMKM ifiei crps-
MYBaHHA KOLITiB Ha Me[JMKaMEHTO3HY
Tepalilo Malji€eHTiB 3 PiIKICHUMU XBOPO-
6aMn Ta leAKNX NiKiB y HallioHaIbHOMY
HepeTiKYy.

OII «Mepn4ni sakymisni Ykpainm»
6yno crBopeHe y 2018 p. s peanizarii
pinmrerp MO3 cTocOBHO 3abe3nedeHHs
npenaparaMy Ta MeJUYHUMU BUPO-
6amu. Ileit mOCTyN NIaHYETHCS MIATPU-
MyBaTy Ta PO3BMBATK Hapjani. Y KOH-
TeKkcTi 3abesnevyenns nikamu A.K. XKy-
MaJi/I0B BUCIOBUB MOJAKY KOMIaHIii
«CaHo(i», sika 3ampornoHysana 6esorm-
JIaTHY JOMOMOTY TUM, XTO iI HOTpe6y€.
3anydyeHHs iHIIMX KOMIAHI 70 Ipo-
rpamu «KoprnopaTtusHa coljianbHa Bifi-
MOBi/la/IbHICTb» JO3BONUTD BiJKPUTU
HOBi IE€PCIEKTUBY Y [bOMY HAIIPAMI.

MpiopiTeTun y cpepi sonomorun
naujieHTam 3 oppaHHUMMU
3aXBOpPHOBAHHAMMU

TonoBa rpomapcpkoi cninku «Op-
¢danni saxBoproBaHHA Ykpainn» Tersana
I'puropisna Kynema sucinosuna nogsaxy
3a BifHeCeHHs Mpo6aeMy PigKiCHUX Ia-
Toorii go npiopuretHux. Hapasi Hako-
IMYEHO MACUB JJAHUX NIPO PeabHUI CTaH
1 KiZbKicTh Malli€eHTiB, a TaKOX BUCY-
HYTO Ipono3uyino nporomrocutu 2020-i
POKOM fiepKaBHOI MiATPUMKY OphaHHUX
XBOPUX, OCKIZTbK) BiH € BUCOKOCHMNM,
ta 29 nwororo — JJHeM opdaHHOTO XBO-
poro. T.I. Kynema sayBakuma, mo Mae
CIOiBaHHA Ha po3lIMpeHHA diHaHCY-
BaHHA TaKUX NALi€HTIB / aKLeHTyBana
yBary Ha HeoOXiJHOCTi CTBOpEeHHA YiTKOI
cTparTerii, J0JaTKOBO 3alIPOINOHYBaBIIN
HiJTPUMKY 71 y4acTb CIIIIKM, HAIIPUKIAf,
B aHasisi Ta HagaHHi iHpopmanii mpo cBi-
TOBY IIPAKTUKY.

3BMYaiiHO, BOHA HE 3MOIJIa OMMHYTHU
yBaroio kxomnasino «Canodi», 3a mif-
TPUMKIU KOTPOI fesAKi XBOpi oTpuManu
MO>KJIMBICTD XXWUTH Ta CTBOPIOBATY CiM'1,
He3Bakalouy Ha opdaHHY IaToNOTik.

IIpomoBxeHHA Ha cTOp. 46.
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Opdanni JaXsoproBanud: Mynbmugucuunninapuull no2nqg
Ha (epXaBHO-npuBamue napmuepcmeo

IIpopoBsxkenns. IloyaTox Ha cTop. 45.

«fIKkmo YkpaiHa crpaBji Xo4e CTaTu €B-
POIIEeIICHKOI0 KPaiHO, HeOOXiTHO BIIPOBa-
JPKYBaTU €BPOIENChKI IIIHHOCTI, a JXUTTA
IpOMaJiAAHMHA € IepPIIOYEPTOBOIO 3 HUX», —
nigcymysana T.I. Kynemra.

MixkHapogHa rymaHiTapHa
nporpama: npaBo Ha *UTTA
Ma€ KOX{eH

3acTymHUK AMPeKTOpa ryMaHiTapHUX
nporpam «Canodi [Ixensaiim» SIcmina
Axpenc (Jasmina Ahrens) nosicuna oc-
HOBHI NPUHIMUIN KOMIaHii, AKi MOXXHa
oxapaKTepusyBaTu Tak: «biorexHomnoriuna
ranysb iCHYe, 1100 CTBOPUTI PEBOTIIOLiI0
y MefjuuHilt cdepi HeBupileHUX npobeM,
ajie 3aBIaHHA IIO/IATAE B TOMY, 11106 3a0e3-
HEYNTH TEPAIIEIo TI0eit, AKi HOTPe6yI0Th
Takoi fonomMorn». OCHOBHa MeTa I'yMaHi-
TapHOI mporpaMu — 3abesmednTy mari-
€HTIB i3 PIAKICHUMM 3aXBOPIOBAHHAMU
Tepalier B yMOBaX OOMEXEHHS JOCTYIy
IO0 TaKoi Teparii.

I'ymanirapHa mporpama KOMIaHii Hajjae
gomoMory 6inpum HiXk 900 mamnieHTaMm
i3 65 xpaiH cBiry. Ilonay 3500 xBopux 6ymu
BPATOBaHi 3aBAAKY 1[bOMY IPOEKTY. 3ara-
nom 17 pokis «Canodi [[)xeHsaitm» po3Bu-
Bae B YKpaiHi Ir'yMaHiTapHi iHilliaTuBY, Ha-
pasi 22 yKpaiHCbKi NaljieHTV 3aBIAYYIOTh
111 32 MOXX/IMBICTD XUTH.

3a cmoBamu . Axpenc, «Canodi
Jl>KeH3aliM» TIepeBa’kHO OTPUMYE 3aMUT
Ha JI0IIOMOTY BiJ| KBani(’piKOBaHI/IX JiKapiB.,
TOMY Ha/larof KeHHsA Kpalloi B3aeMopii
y IJIaHI Iep>KaBHO-IIPMBATHOTIO ITapTHEpP-
CTBa Ma€ po3BUBATUCA. BayKnmBuii eneMeHT
Micii koMIaHii — DiTPUMyBaTH PO3BUTOK
HaZIiliHOI B3a€eMOfIi i3 CUCTEMOI0 OXOPOHM
3J0pOB’A Ta NOKpPAIlyBaTy XUTTSA XBOPUX,
Hajlalo4y iM IpaBo Ha coljiaZbHy pea-
Ji3allil0 Ta CTBOPEHHs IIACTVBUX POAVH.

Peanii ¢piHaHcyBaHHA
B «eniueHTpi JonoMorm»
opdaHHUM XBOpUM

Jlikap-nepiatp IlenTpy oppannux
saxpopoBanp HICII «OXMATIUT»
Harania B’ayecnaBiBHa CaMOHEHKO
poO3IMOBina, M0 B MiKapHi HaaarofXeHo
ebeKTUBHMII KOHCYIbTATUBHMIL, fia-
THOCTMYHMIL Ta JNiKyBa/JbHUI Ipolec.
Hlo Llentpy opdaHHNX 3aXBOPIOBAHb CUC-
TeMaTMYHO Ha[CMUIaeThCs iHpopmaris
3 yciel YKpaiHu m0f0 peanbHOro CTaHy
Ta KinmpkocTi naiiedris. H.B. CamoHeHko
CTBEePAKYE, IO Iy>)Ke MaJIo XBOPUX OT-
PUMYIOTH ONITMMA/bHY Tepallilo, Haiiro-
CTpillle TOCTA€ NUTAHHS iXHBOI hiHAHCO-
BOI HECIIPOMOXXHOCTi MPUIIMaTy JOPOTi
JiKy Mo>XuTTeBo. ['yMaHiTapHa fomomora
Ta Jlep>KaBHa MiJTPUMKa — €IMHI MOX-
MBI mKepesa HafIXO[ KeHH A IIpelaparis
I malieHTa. YTiM, Ha CbOTOJHI fep-
)KaBa abCOMIOTHO He 3al0BOJIbHSE II0-
Tpeby y MeMKaMeHTaXx.

[TpuuinpHoi yBaru notpebye npobaema
TPUBANOCTI NpOLEyPY HalaHHA JIiKiB
oppaHHOMY XBOPOMY HiC/Isi BCTAHOB-
JIEHHA J1iarHO3y HaBiTh 32 YMOBM y4acTi
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B I'yMaHiTapHill IporpaMi, ajixxe yepes
BTpaTy JOPOTOLIHHOIO Yacy 3HAYHO I0-
TIPUIYIOTHCS CTaH 3TOPOB’S Ta IMPOTHO3.
MiHiMaIpHUIT TePMiH NIPOXOM>KEHHs BCiX
eTamiB opopMIEHHS CTAHOBUTD 6-18 Mics-
nis. H.B. CamoHeHKo HaBea scKpaBuit Kili-
HIYHMIT BUTIAJJOK /{iarHOCTYBaHHS XBOPOOU
y 2-piuHOMY Binji. Yxe yepes fBa MicAni
HaljieHTKa OTpUMYyBaa crenudivHe TiKy-
BaHHA 3aBJAKYM I'yMaHITapHIil JOIIOMO3i Bif
«CaHodi», ToAi AK Aep>KaBHY HiATPUMKY
6yno HaaHo nuie Yepes 24 Micsaui. Ix6u
ryMaHiTapHy ponomory Bix «CaHodi» He
6y10 opraHizoBaHO HAaCTiNbKM BYACHO, fiiB-
4MHKA OV IPOCTO He HOYeKaacs feprKaB-
HOI HiATPUMKIA...

Hapasi rymaniTapHa miaTpuMka sabesre-
ayeThest pokami. Tax, «CaHodi» Byke 6ibii
HIDX 15 POKiB pATy€ XUTTA IeAKNUX Halji-
enriB. [Ipore Hatanis B’sauecnaBiBHa 3a-
HEIIOKO€HA, Y HaJlaBaTUMeTbCS JOIIOMOra
IPOTATOM YChOTO KUTTS XBOPOTO, iHaKIIe
BiH OyJe 3MyllIeHMIT pO3paXoByBaTy JINIIe
Ha Jiep)KaBy ab0 BTpaTUTH HAJIiI0 HA HOPS-
TYHOK.

Jep:aBHO-NpuBaTHe
napTHepCTBO:
MOJIMBOCTi Ta BUKJIMKN

I0Opumiranini koncynbranT MO3 Ykpainu
Mapuna Kocrsautunisaa Cno6ogHigveHKO
BBAJXKa€, 1[0 KITACHIHOTO Jiep>KaBHO-IIPH-
BAaTHOIO NapTHEPCTBA 3a I'yMaHiTapHOI
[OIIOMOTY He iCHY€, HAaTOMICTb Takuit pop-
Mar Hapasi e 6marogiisicrtio. [t Toro 106
Iiep>KaBHO-IIpUBATHA CIIiBITpalls Bifdymacs,
3 OfHOTO 6OKY, Ma€ Oy Ty HalaHO JOIIOMOTY,
3 IHIIIOTO — CTBOPEHO PeECTp, CHOPMOBAHO
CTpaTerilo, 4iTKO 3a3Ha4€HO CTaTTi BUJAT-
KiB, AKi MOBMHHI TN KOHKPETHO Ha Op-
¢daHHi 3aXBOPIOBAHHS, 3HAIJICHO JXKeperna
¢inaHCyBaHHA.

KpiM TOro, MOX/IMBO 3aI0YaTKYy-
BaTM KJIACUYHY MOJeNb HepXaBHO-
NPUBAaTHOTO MapTHEPCTBA — KOHIECiIo,
npyu AKili IHBECTOPM CHPAMOBYKIOTH
KOWITY, NPUMipOM, Ha MiATPUMAHHA
INiarHOCTMYHMX LIEHTPiB; Hporpama me-
AMYHMX TapaHTill IOCTYNIOBO BiJjIIKO/O-
ByBaTume 3arpadeHi komru. M.K. Cno-
60HIYeHKO 3aK/IMKa€E MIYKATU JOFATKOBI
¢dopmaru ciiBnpai gep>xaBu Ta HpUBar-
HUX TMapTHEPIB JI4 yCHiIIHOI OIIOMOTHU
oppaHHUM XBOPUM.

MauieHT 3 opdaHHUM
3aXBOpHBaAHHAM: NpAMa MOoBa

Muxaiino MapTuHEHKO, AI[iEHT 3 XBO-
pob6oto lorre, AKUIT OTPUMYE TiKyBaHHA
3a ryMaHiTapHOI0 nporpamolo «Canodi
J>xeH3aiM» MpoOTAroM MoHaj 15 pokis,
OIINCYE MEPIOf Bifl BCTAHOBJIEHHSA [[IarHO3Y
y 2001 p. 1o OTpMMaHHA MePINOI 03N IIpe-
napaty y 2004 p. K «TepHUCTUI IIAX».
Topi itoro 6aTbku y posmadi 3BepTaaucs
mo nipgpospinis MO3 Ta He oTpuMyBaIn
KUTTEBO HEOOXiAHOT MifATPUMKM [Ist
AUTUHY 3 daTaNnbHUM PiIKiCHUM 3aXBO-
pIOBaHHAM. 3PENITOK CaMe I'yMaHiTapHa
nporpama «Canodi [I>xeHsaiiM» ypsaTyBana
XJIOILIEBI )KUTTA. «3a 4ac MOTO NiKyBaHH:A
3MIHMIOCS IATD IPe3UICHTIB, ajle Mulie
komnaHis «CaHodi >keH3arim» gomoma-
Ta€ MEHi XNUTY KOXKHOTO TH:A», — 3ayBaXKye
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NMPU XBOPOBI NOLLE
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LIEPE3MM® 400 OA MPOAEMOHCTPYBAB
IS/\iHi‘-IHV EDEKTUBHICTb Y AIKYBAHHI .
KICTKOBUX YCKAAAHEHD NP XBOPOBI FOLLIE:

7~ 3HAYHO 3HUXXYIOYU PU3UK OIBACKYASPHOIO HEKPO3Y NMPU NOYATKY
AIKYBOHHS NPOTAroM 2 POKiB NMiCAS BCTOHOBA@HHS AiQrHo3y'

7~ 3HOYHO MOKPALLYIOYU MIHEPAABHY LLIABHICTb KiCTOK i 3HUXKYIOUU
PU3UK YPOXKEHb KICTOK, TOKUX 9K NepPeAOMU, AECTPYKLiT KiCTKOBUX

NACQCTUHOK, iIHOOPKTU KiCTOK??

> 3HQYHO 3HUXYIOYM KiCTKOBI 6OAI npoTsarom 3 MICSILLIB2
TQ 3HNXKYIOYU KiCTKOBiI KPU3X NPOTSATrOM 12 MICSLIB

SAXUCTITb KICTKN 3 YTIEBHEHICTHO™> =y
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IHbopmMaLis Npo Alkapcekuia 3acit Lepean® 400 OA

Craas: alloda peydosrHa: iImiglucerase; 1 dnaxod npenapary Mictte 400 O4 iMirvouepaan. Alkapceka ¢opma. NMopoLok AAS NPMICTYBCHHS KOHLEHTRATY AAR PO3UMHY AAR IHGY3IH, CapMakoTepanesTvyHa rpyna. 3acobu, Wo BNAMEQICOT: HO TROBHY CHCTEMY Ta MeTaGoniiHl
npougck. EHaumu. Koa ATX A164 BOZ. MNokazadys. Uepeaum® 400 OA (IMirnouepo3a) NOKaIaHui ans ToMBaAo depmexTosamicHol Tepanil Xeopwx 3 NIATEEDANKEHMM AIGrHO3OM xBoR06K [OLe HEHERPOHONGTAYHOMO TUNY (TKN 1) QGO XPOHIMHOTO HERPOHONATHUYHOIO TMAY (TN 3),
§Iil MQIOTh KAIHINHO 3HOYYLY HeHeBPOoAOTYHI NPOsEM XBopoGK. MNPOTMNOKA3aHHS, [IABWMLLEHT YYTAMBICTE AO OKTMBHOT PEHOBUHW QB0 AD ByAb-AKOT 3 ACNOMBKHWUX PEHOBMH Npenapary. BaaemMoais 3 MMM AIKODCEKMMK 30COBAMM TA IHLI BUAW BIAEMOAIR. AOCAIANEHD WOAD
BICEMOAJT 3 IHLWKMK AIKODCBIKMMK 30CO6AMA HE NPOBOAMAKM. 3OCTOCYBAHHR Y NEploA sariTHoCT aBo roAyBaHH: rRYAAKD. BaritHicTe. O6mexenl AaHl (HocaMnepsas OTPUMOHI 31 CRIOHTaHHKX NOBIAOMASHL Ta ONYBAIKOBOHMX OMASIAIE) CTOCOBHO NoHay 150 saritHux, skl npramasw
Lepeaum® 400 OA, NoKaayoTs, WO 3GCTOCYBAHHS NPEnapaTy ACUWALHE Ana 3a6e3nedeHHn KOHTROAKD 30 xaopoboio lowe nia Yac saritHocT. [oAYBaHHS rPYAAKD. HEBIAOMO, YW NOTRANASIE OKTMBHO PEYOBMHA NPENaRaTy Y MPYAHE MOACKO MIHKW, OAHOK depMeHTw, BiporiaHo,
NepeTpaBAKIOTECS Y WAYHKOBO-KMLLKOBOMY TRAKT AMTHHK. Cals ByTH oGepexHMMM Npu 3acTocysaHHl npenapaty Lepeaum® 400 OA xiHKamM, ki roayioTs royaskn, Cnocit 3acTocysaHHs 1a A03W. AIKyBaHHS NAUEHTa HeoBXIAHO 3AMCHIOBATI NiA HOMSACM AIKAPS, SKKMA MOE
AOCTOTHIA ADCEIA TO BOADAIE 3HOHHAMM LUOAD AIKYBOHHS xBopoGu [owe. AoaysaHHs. Aoay npenapary Lepeanm® 400 OA BUIHOMCKOTE IHAMBIAYOALHO AN KOMHOMO XBOPOro 3 YDOXYBAHHAM KAIHIMHMX NDOABIE 30XB0DMHOEAHHS. BYAG NOKOICHO ehEKTUBHICTE PI3HMX CXEeM AD3YBOHHS
LWOAD ABSKMX QB0 YCiX HEHEBDOAOTIMHMX NPOSBIE 3aXBODIOBAHHS. 3ACTOCYBAHHA NoYaTKoso! AoaM 60 OA/kr 1 pa3 HA 2 TMKHI NPW3BCAWTE A NOKDOLLEHHA FEMATOACTIHHMX TA BICLeDaALHMX NOPOMETDIE Hepes & MICALE Bla NoYaTky TEpanil, O NoADALLLE AIKYBOHHA NDENARATOM
Lepeaum® 400 OA 3ynUHAE NDCTPECYBOHH QB0 aMEHLYE TIKKICT YpaKeHb KICTKOBOI cUcTeMM. BEeASHHA HOMMEHLLIOT AD3M, AIKQ CTAHOBKTL 15 OA/Kr MacK Tiaa 1 po3 HA 2 TWxHI, NDMABOAWMTE AD NOKDOLLEHHA TeMaToACTIMHWX NOPAMETDIB | aMeHLLEeHH: Npoasis opraHoMeraall,
NpOTE He BNAMBOE HO KICTKOBY CMMNTOMAaTUKY, CTOHAQPTHOIO CXEMOI0 AIKYBOHHS € OAHOPO30BA BHYTDILHLOBEHHA IHbYaiR npenapary Lepeaun®a00 OA kot 2 ivoxHl, MoGiukl peakull. AMCNHOE, KOLWeAb, KDOMNWE' IHKA/ QHINIOHEBPOTHUYHWMA HOGDAK, CEepObK, BUCHMNAHHS, peakuji
MIABMLLLEHOT HYTAMBOCTI TQ IHIW NoGiMHI peakuil (AMB. IHCTDYKLIKD AAN MEAMNHOTO 3acToCYBaHHS). Kateropia sianycky. 3o peuenmom.

IHCTDYKUIA AAR MEAMHHOTO 3QCTOCYBOHHA Alkapcexoro saacoby Lepeanm® 400 OA, NOPOLLOK AAR MDWIOTYBOHHS KOHLEHTDATY AASI DO34HMHY AAS IHGYaIM no 400 OA, P, N2 UA/8659/01/02. Hakas MO3 N21504 sia, 16.08.2018.

IHbopMaLn HoAOHO CKopoYeHOo. MoBHa IHPOPMaLA MICTUTECS B IHCTRYKUIT AAR MEAMYHOTO 30CTOCYBaHH: Npenapary. IHhopMauin NPo AIKQPChEKMA 3aciB ana NYBAIKOLWT Y BUAGHHSTK, MOWSHOHEHMX AN MEAMHMHIX | GODMOLEBTHHHWX NPALBHMKIB, O TOKOX ¥ Marepianax,
LUO PO3NOBCIOAXYIOTECA HO CNELiaABHMX CEMIHODOX, KoHDepeHLInX, CUMNOo3lyMax i3 MeAWYHOT TeMaTHKK.

Aikopceivia 3acit Liepeavm® 400 OA, NOpOLIOK AAS MPMIOTYBAHHS KOHLEHTRATY AR PO3YMHY AAd iMdyaii no 400 OA, sapecctposaHmia 8 Yipaidi. PM. N2 UA/B459/01/02. Hakas MO3 N21504 sia, 16.08.2018. GZEA.CERZ.17.05.0253(2)
AaHui marepian niaroTosaeHO Ha ocHosl maTepiaay GZEMEA.CERZ. 14.09.0197(1). Bel npasa Ha aMicT maTepiaay (BKAIOHHO 3 NRDOBCMU HO GoTo306paxeHHs) saxMueH] Ta HoAexaTe Genzyme Corporation. 29 March 2019
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10-PIMHI PE3YJIBTATH

Pe3yAbTAT AECSTUPIYHOI
bepPMEHTHO3AMICHOI

Tepanil 3 BUKOPUCTOHHSIM
AraACnAQ3M 6eT1a Y NALIEHTIB
i3 xBopoboto Pabpi™:

NIKYWTE XBOPOBY

OABPIY AO3YBAHH]
J | 1mr/kr

e

KOXKHI
P Y 81 % naujeHTiB (42/52) He BYAO KOAHMX 2 TMOKHI
CEPWIO3HUX MOBIYHUX PEeAKLIN™ NPOTIAromM
IHTEPBAAY AiKYBAHHS

b 94 % nauieHTiB (49/52) 30AULLNANCS
YKBVMI HOMPUKIHL NEPIOAY AOCAIAXKEHHS

P Hanmkpawwmm epexT Bia AiKyBAHHS
OAEPXKAAU NALLEHTA, SIKi PO3MOYAAM NOTO
PAHILLE | 3 MEHLLMM YPOYKEHHSIM HUPOK

SANOFI| GENZYME g

IHpopmaus Npo Aikapcbkuii 3acié Pabpasnm®

CKAQA,; AitO4O PEYOBMHA: ArAACKAC3Q 6ETA AOMOMIXKHI PEYOBUHI: MAHIT (E 421); HaTpIto AMriApOdOCHAT, MOHOTAPAT; HATPIKO riapodocdaT, rentariapat. Aikapcbka popma. MNopPOLLOK AAS MPUTOTYBAHHS KOHLLEHTPATY (5 MI/MA) AAS PO3YMHY
AN IHOY3IN. MokasaHHs. PaBGpasM® NPU3HAYAOTL AAST AOBFOTPMBOAOTO GEPMEHTO3AMICHOTO AIKYBAHHSI AOPOCAMX TA AfTEl BIKOM Bia 8 POKIB 3 NiATBEPANXKEHO XBOpo60o Pabpi (AediLmnT aabda-raraktocnaasmn A). MPOTUNOKA3AHHS. He6es-
MEeYHA AAS KUTTS NMIABULLIEHA YYTAMBICTb (QHAPIAQKTUYHA PEAKLS) AO AKTUBHOI PEYOBUHN 60 A0 OYAb-5IKOTO 3 KOMMOHEHTIB MPenaparTy. B3aeMOAIS 3 IHLLMMM AIKAPCbKMMX 30COBAMM TA iHLLI BUAW B3AEMOAIN. AOCAIAKEHHS BBAEMOAIT 3 IHLLIMMM
NpenapaTamMm Ta BRAKBY HO OGMIH PEYOBWH in Vitro He MPOBOANAUCE. HeCyMICHICTb 3 IHLLIMMUN AIKAPCbKMMM 3aco6amMm,. Hepea BIACYTHICTb AOCAIAXKEHB HO CYMICHICTb 3 IHLUMMM MPEnapaTaMM HE MOXKHA 3MiLLlyBATH | BBOANTV Dabpasnmv® pasom 3
HLWMKN AIKaPCbKMK 3aco6amMu, OCOBAMBOCTI 3ACTOCYBAHHS. IMyHOreHHICTb, Hepes Te Wo araacnaasa 6eta (-haGAL) € PekOMBIHAHTHUM BIAKOM, MOXXAMBUIN PO3BUTOK QHTUTIA iIMYHOTAOBYAIHY G Yy MALJEHTIB 3 HM3bKOKO QB0 BiACYTHBOKO
GEPMEHTHOK OKTUBHICTIO. PeakLyii, MoB ‘93aHi 3 iHpy3isivi. Y NOLIEHTIB 3 QHTUTIAOMM AO ArOACKAC3M 6eTa BiAbLLA BIPOTIAHICTb BUHMKHEHHS PEaKL|i, MOB’S13QHOT 3 BBEASHHSIM MPENAPATY. LLO MPOSIBASIETECS By Ab-SIKOKO MOGIHHOIO PEAKLIED B AEHb
BBEASHHS npenapary. Peakuil rinepyyTAMBoCTi. MOXAVBI MPOSIBU AASPYHOT peaKLil Yepes MIABULLIEHY YYTAMBICTb AO KOMIMOHEHTIB NPenapary, sikUi € MpoTeiHOBUM MPOAYKTOM, LLO BBOAWUTLCS BHYTPILLHbOBEHHVM LLASIXOM. 3ACTOCYBOHHS B
nepioA BAritTHOCTi A60 roAYBAHHS FPYAAIO. BariTHICTb. AGHI MPO 30CTOCYBAHHS AraACUAC3M 6ETA BAMTHUM SKIHKOM BIACYTHI. [OAYBQHHS IPYAAKD. ATOACHAC3A 6ETA MOXKE BUBOAUTVCH PA3OM 3 IOYAHUM MOAOKOM. 3ACTHICTb BIAUBATM HA LUBUAKICTD
peakuii NpU KepyBAHHI ABTOTPAHCTNIOPTOM a60 Po6oTi 3 iHWMMKU MexaHismamu. Mpenapar Pabpasnm® MoXe BUSIBASIT HEBEAMKMIA BMAMB HA 3ACTHICTb KEPYBATU TPAHCTMOPTHUMI 3ACOBAMM TA MPALIOBATA 3 IHLUMMN MEXAHIZMAMU, SIKIA
NMPOSIBASIETLCS B AEHb MPUINOMY MPENAPATY | MOB I3AHIA i3 MOXXAMBUM BUHUKHEHHSIM 3ANAMOPOYEHHS1, COHAMBOCTI, BEPTUIO | CUHKOME. CNoci6 3aCTOCYBAHHS TA A03U. AikyBAHHS1 PABPA3MM® CAIA MPOBOAUTH Mia HATASIAOM TEPANEBTA, SIKUIA MAE
AOCBIA Y AIKyBOHHI XBopo6u Pabpi a60 HLWMX CMIAAKOBUX XBOPOG OOMIHY pe4oBMH. AO3YBAHHS. PEKOMEHAOBAHA A030 DABPA3MM® CTAHOBUTL 1 MI/KI MACH TIAQI, SIKY BBOASITH LASIXOM BHYTRILUHbOBEHHOIT iHY3ii OANH pa3 Ha ABA TVHKHI. MlepeAo3y-
BAHHS. BUNaAKM nepea03yBAHHST HEBIAOMI. MOBGIYHI peakuii. A0 HEGKAHKIX SIBULLL, SIKI BUHUKOIKOTb AYXKE YOCTO, HOAEXKATb O3HOO, NIPEKCIS, BIAYYTTS XOAOAY, HYAOTA, OAKOBAHHS, FTOAOBHUM BiAb TG napecTesis. Y 67 % NALIEHTIB BUHMKAAO XO4a 6
OAHO HEOGCHKAHA peaKLyist, MOB I3aHA i3 iHDY3ieto. Y nepios MOCTMAPKETVHIOBOTO CNOCTEPEXEHHS OYAM MOBIAOMAEHHS MPO BUHNKHEHHST AHAPIAQKTOIAHNX PEAKLLN.

IHdOopPMAaLLst HOACGHO CKOPOYEHO. MOBHA IHHOPMALLS MICTUTBCS B IHCTRYKLT AASI MEAMYHOTO 30CTOCYBAHHS MPEnapary.

[HCTPYKLiS1 AAST MEAMYHOTO 3ACTOCYBAHHS AIKAPCBHKOro 3acoby PabpasnM®, MOPOLLOK AAS PUFOTYBAHHST KOHLEHTPATY 5 MI/MA AASI PO3UMHY AAS IHOY I, P.I. N2 UA/10306/01/01. Hakas MO3 Yipainn N2 1770 sia 01.10.2018.

IHPOPMALLis NPO AIKAPCHKII 3ACI6 NPUIHAYEHA AASI MEANYHX | APMALLEBTUHHX MPALLIBHMKIB AAS PO3MNOBCIOAMKEHHS HO CNELLIAAIZ0BAHMUX CEMIHAPAX, KOHOEPEHLLSIX, CUMMO3iyMAX 3 MEAUYHOT TEMATUKM, O TAKOX AASI PO3MILLEHHS Y CMELAAIZ0-
BOHUX BUAQHHSIX, MPU3HAYEHNX AASI MEANYHMX TA GAPMALEBTUYHUX MPALIBHUKIB.

* XPOHIYHNIN AIOAI3, TOAGHCAAQHTALLST HUPKK, IHOAPKT MIOKAPAQ. 30CTIMHO CEPLEBA HEAOCTATHICTb, CEPMO3HI YPOXKEHHS CepLd, iIHCYAbT, CMEPTb.
1. Germain D, et al. J Med Genetics. 2015;52(5):353-358.

GZEA.FABR.18.02.0091(1)
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Nikapcbkuin 3acit Padpasnm®, MOPOLLOK AASI MPUFOTYBAHHS KOHLEHTPATY 5 MI/MA AAST PO3UYMHY AAS IHOY3I 3apeecTpoBaHMin B YkpaiHi. P.M. N2 UA/10306/01/01. Hakas MO3 Ykpainm N2 939 Bia 05.12.2014.
ACHWA MOTEPIAA NIATOTOBAEHO HO OCHOBI MaTepiaAy SAGLB.FABR.17.01.0057a. Bci npasa HA 3MICT MATEPIAAY (BKAIOYHO 3 MPABAMM HO GOTO30BPCKEHHST) 3AXMLLEH] TO HOAEXKATL Genzyme Corporation.



