Minancose GO IPYHTYBIHNE RIPOBE TKEHHSA
NPOTPAMA POIITHPERGI0 HEOHATLTLIOTD cikpuHinTy B Y Kpaini

Ha ceoromi weonaransgmit  okpuEiET B Vepaini  3WIHCHIOETRCR B
12 nabopaTopisk METHEO-TEHCTHHIMX Suknadin i 3a02Imedye ONOMNEHHR BCIX
oiifiHe IaPeECTPOBANIX HOBHHEPD,HEHHX KPATHE I BHKOPHCTAHHAM Miaxony sodia
nuRMa Kposi — odne FoxsoosaHERe  (KIcuRei Heogatamsiel  cxpuaminrk Jlo
2011 poxy B YEpaidi 0poBOIHECH CEMHINT B 182 HANOWHPEHIINX SAXBOPIOBAHHR
— dreminkeTonypito | spopicetinil rinonipeos. 3 2011 poky & Yxpainl Gyno posmMpeno
NpOrpaMy CKPHHINTY HOBOHAPIKEHHY HA 2 nonaTKOBHY CHANKOBHX JBXBODIOBAHHA
wApeHOTENTTATRHIH CHRIpOM Ta beyxosicniios. Takuy YHHOM, 3 2011 no 2014 poxm
NPOrpaMa  CEPHHIHTY  BEMOWIS BOCALTKCHHE  MOTHPROX  TUIAM  KpOBi
HOBOHAPOIUKEHOTD HA 4 JAXBOPIOBAHHA hewimkeTonypio, ppomkesul rinoTHpees,
AIpEHOTERTTANKHAR CHETPOM T8 Mykosicunies, B 2014 poL, 8 3 RIKY 3i CRIANHOK
eKOHOMITHOIO CRTVAIIEID B Kpainl, Dyno TpHARETO Pie i THMHACOB0 TPHIYTHIHTH
HEOHATAILHAT CRPHHIAT Ha MYKORICUWCH T8 aapesoreRiTansHufl CILIpoM, Kl
winmosnesi y 2017 poil.

OB N6 HAHRS, SKHM OCHAIIEHT TABOPATODIT MeiHKo-TEHCTHYRAX 38KIAMis, mo
RHEOWYIOTH JOCTUDEEHHI B PUMKIN NPOIPAMY HECHATATEHOMD CHPMHIATY, ICTOTHO
sacrapino. Binsure monosunn saGoparopifl (7 i3 12} coHnpeni adanizaTopamME Ta
AonoMiiEd oonateagssy 2001 — 2008 poxie memycky, a TPH 3 HHX OCHALTEH]
COMITNeKTaME oBnamsagna 2001 — 2004 pexis semycky. Taxe sactupine nabopatopue
O AAIHAE COpUCEIOE DariTo mpobes y Jabesnesenni Geanepebiiinol poboTh
naGopatopill wepes uacTi nonoMEW § TPy IO CepRicROrD OBCIYIORYHERHR Monene,
Mo EKe WHETI 3 eupoGEHAITEa. 1[I mpofnemd npIROIATE 0 MEPIONHNHOTO
NDAMHHCHAS JOCAUDKSHE i, #X HaCIOK, 3STPHMER ¥ JUAFHOCTHIL  THEKHX
| HBATIIHIVIOUHX CTIAAKORNY SAXBOPHIBARS, 1L CTAHOBMHT: JArPO3Y KHTTIO i smopoB’e
AHTRYONC HaceneHns YxpalHy | CTROPHE NOIETKOBE HAnpyEeHHS ¥ CYCTINBETHL

Ane RABITE OHORTERMF ICHYIOUOTO CONANHAHH® 8 wepewi naGopatopill, 4K
UHCHIONTs HEOHaTATSHAA CKpEEINT B Yxpainl ceorommi, Ta 3akymianw BCiX
MOWCIHBAX.  Tecr-Habopis  AOMBOJHTH  POSIIHPHIW  CTIERTD OOCTEREHIE
HOROBEpOLKEHAX mime go 6emt saxmoposass, [Die sabesnedenus CKPWRIATY
HoBoHapomxenux Yipainy Ba OUILIIHH CIEXTP OPQREHIY FANBOMOBAHHA Heodx i
napaneikHe BIPOBATHEHHA (RILOT0 METONHTHOTO TILOXORY - rodMa MiRud Kpoai =
Gazamo IAvEOpMGaNLs (DOTWMPENIE  NeoHGmateNnl cxpusinzl. A ue noTpebiye
SAXYIEA  KOMIERTIE  CYSECHOTO  BHCOXOTEXHOTDMTHID obnammanEy na OGasi
TAHJEMEHX XpoMaToMac-cnerTposerpin (TMC).

[omoBHOW NEPRIUKONOM0 Ha WEOMY IINAXY MOKES CTATH BHCOKA BAPTICTE TAKHX
npUAANiB, TecT-HaBopis PoATEHTIE UM EMIHEMSHHA  BMICTY aMinoEHCIoT 1
AUMNEAPHITHEIR 1 whelnederns  pericsatsrax  1abapatopid KBATIHIKOBAHIM
[IEPCOHAIOM, HXHA 3MOKE BHEOHVRATH Taki LOCHIHENHA. JmawcaroqM  Ha e,
BCHAMTEHHS Beix 1 2-TH ICHYIOMIN Ha choroml Aafopatopid Heoia TAILHOTO CEpHEIATY
TAHAEMHUMHA MEC-COSKTPOMETPAMMN HE €  JOIIThHHM, BianosigHo a0 BOCBLTY
OPTERIANG (POSHIMPEHDrON NEOHATANBHOFD CHPUHIHTY B cAponefichkux KpalHax
(TTonsaus, Tranis, Hivewsiaa, Tomo), SOULNBHEOK ¢ 0Dk isania ODMEREH0] K1IRROCT]
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MOTYRIMX UCHTPIR HEOHATATLHOTD CKPHRIATY, va Oadl #xux OH BHEOHYBABCE X
RNACHTHIA, Tak | poamupennil MeoHaTaTeEAR ckpudinr (European Commission,
Council Recommendation of 8 June 2009 on an action in the figld of rare discases
(2009/C 151/02), Official Journal of the Exropean Communities C151, 3/7/2008, p. 7-

10)).

3 ornany A8 RHIMEHARENSHE, 3 METOR) 330LINEISHHA CYYACHOTD BHCOKOrD piBHS
HEOHATATHHONC CKPHHINTY, MOKpUIEHHN CTHY 340pOR’S JMTHYOrC HECENeHHA |
MEAWSHO! BONOMOPH DALICHTAM 3 PUIKICHMME OphaminMe EXBOpPIOBAHIEMY, ©
AMINBHICTS peoprasisamil cHOTEME HEOHATRIBHOTO CRPRHIRTY B YKpaiki.

Isamaroun HE J0CBLN Opramizauil cHETEMH  POSIIMPEHONO HPOHATANGHOTG
ckprninTy B esponefcnrny gpaigax (Ivania, Momwa, Opasnis, Hiveaunns, Yexia,
TOULO), ONTHMANHNM HABAITINENAIN HA OJHH LEHTP HEORATANLHOTO CRpREIATY € ()
- 100 mesy momomsponmsmix ¥y pic. Memos xinukicts gocaimskens poSuTs
HENOUIbHAM BiRaNCOB] BHTPETH Ha ocHAIERHS okpemoro nertpy. Lle ofymorsno
peOpraHizamite Mepewi UeATNID HEOHATATLHONG CXDHHINTY B YCIX EBpONCACHKEX
KpainaX, 1e By10 BIPORATAEH NPOTPaMy POIUHPEHOLO HEORATATRHONG CRPHHINTY.

Ha choroani a Vepelwi ¢ynemiomyiors |2 nafopatopifi  mecsaTamsioro
CKpHEIRTY, Zesx] 3 mxix ofcTemyiors |0 — 20 THosM HOBOHApOMmEHHX v pix. B
WHINY 1 UOPOBANKEHEAM CHCTEMH pOSHINPEROTD  HeOHTRTRHOID  CKPHHIHY
MPONOHYETRCA peopramizalis wepemi NEHTPE HECHATATRHOID CEPHHINTY, #Ka
nepenfadse CTEOPEMEA HOTHPLOX NOTYKUHX CYSACHMY [OHTDIB HEOHATATEHOND
ckprBmry  (LIHC) 3 ootmanesmy  Hasawramesssim (pre.l).  Jlowanimgis |
perioNanbHe oxongeHdd UHC nepenfevariscs 3 ypauysasBAM  HasBHMX Y
BINOBLAAMY MEIMED-TERETHYHHY I0XMA7a% Jocsimy i noTvikmocred npOEeIEHHE
HEOHATATBHOTO CHPHHIATY, NOTEHIINILEONG KELIpoBore iafcimedenHs, & TAKOK 3
YPAXYBAHHAM MIHIMATEHOIO MOCPEPOIIONLTY (CHYROMHX HE CLOTOAMI JOFCTHMHHX
MAPIPYTIB JOCTEBKH SPAIKIB KDOBI HOBOHEPOTREHEY.

LaHTpansHe- Jaigno-yepaincninEd MirnMEHo-yipaticsawi | | Mingesuo-yapainesimb
WHpaiHcsui LHC LHC UHE UHC
ri KM Neaincsna ofin, Xapalecnea ofig Hipoaarpapenrs afa,
Kuimcesz ol J3HBpMErCREA Ofn Yephiriscess ghn Jséinponenpoecska ofn,
H eTold ponKa obin, |saso-2pansiecsEa odn. Cymcyuz ofin Oaecexa ohn,
Blesmiisig afin, Ui mesia ofn MNanraece=a ofin, hMuroaniesne ofia,
Kt Haybed 0, Bomaneian ofin IryraHcesa odin. YppooHiesE ofia,
Pepnelicuka afn TepHoniecer o, Janopizeia nfin Yepeacwxn ofin,
Hosauska obin,
[zaramoas ~98 Tic, IEETE L TR E R [zaranom “BE Tec
1 N D HHE e [ HOBTHADOAME WM |2 ] {zaranom ~SE Tis HOBDHA PO e o)
MO RO HADCEpHEA L Dk}
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Pacynok 1. KoRlennis Mepes [[eH P18 Moo aTRIRROID CKpUsiary 8 Yipain

Henrpanizopans 3aryninTa onpaxosoro obnatsasas and seix [HC ra rect-
Habopin pearedTie € ReoOXiTHOIO 3 TOUKM 30PY CTAHZAPTHIAWG NPOREIEHHSE
nabOPaTOPHHX TEHETHYHMX MOCALTHCHE ¥ Memax ackd kpoidm Té  Z03BO0ARTH
YHIPIEYBATH METOAMKY IpOBEISHHE CKPEHIATY HOBOHAPOIKEHHX.

Mepenix opdasnnax MeT2boTMAKY IEXBOPIOBAKL, KKI OPONOHYETREH RKBOTHTH B
NPOFPEMY POFIHPEHOrD HEOHATIIBHOITY CKPHIIHTY, CETEIEH0 I3 YPaXyBaHHAM TAKHX
KpHTEpilB:

1. 3axpoprosanns semodeno B [lepenix pigkicawx (Opd&EHHHX) 3aXBOMCBANL,

aTscpuaeHnl Haksor MO3 YVipaiau pig 27.10.2014 Ne 778;

2. HasmEICTE NPOTORKONIE NEVBAHHA HEBSICHHX 3AXBOPOBAHE, AKI H03BOIRITH

edeKTHEHO DOMEPEIHTH POIBHTOR MATONOTIYHEX YPaXeHh DPraHin | CHCTEM B

Pa3l JDCHMITOMIOTO BRABNEHEN,

3 ypUxyBAHHAM 3a3MAMEHOCO, MSPETR, N0 NPOTOHYETECA BEKMIOUHTH B

NPOIPaMy  POTIMUPENON) HPORGMEIBNOZ0 CKpuNinZy 5 VEpaiHi, Hapaxopye
13 anNnopHORAHE:
L. Trpoansemis | Teny,
Llurpynisemis.
Jeiiog (xsopohd 4KneHOBOT0 CHPOIYS |
bloHigaIka HeIOCTATHICTE.
[3oBanepiaHoBa BHMIYPIE
[Mpomionosa anraypba,
MeTtinmanonosa SUBEAVPIS.
ImoTepora mpaypie 1 mmny,
Mmorasora aunaypis 11 tany.

1 (LT TepruuHui KapHITHEORHE nedinT.

11. dedinnT cepeanso nanmorosol anmma-KoA-neriaporenass (MCAD),

1 2. Mehiunr mywe ioaro ssdmoropo] anpn-KoA-neriaporesas (VLCAD,

13, Mediunt aosro nasiporopol raapoksiagun-KeA-nperigporenass (LCHAD).

14, Mebiuer Tpa dyakuiosateroro Hlma,

15, debiunr HMGCoA-niazn,

Kpim Toro, mponoHyeTRCA OOUOBEHTH NEHENE KIECHYNOND REONOMAIBNOZ0
CKPHNINGY LIE OIHEM 33XBOPIOBEHESM — FATAKTOIEMIEI0. TakeM YMHOM, 08 NaHens
Oye CENBIATHCE 5 5 3AXBODKIBANE,

PesHinKeTOHYHY.

Bpomxennii rinotapeo.

My KomicLm a0,
AfpeHoreHiTANEHAE CHEIpOM.
. DNanakroaemis

Takum THHOM, JWrAILAL KIBKICTE OpDAHENY MeTaDoMINHUX 3aXBOPHOBAHS, HKi
bGyayre  migneraTR  CKPEAINCY Yy HoBOHEZpomenHx  Ykpainm, | cknage

BAHE.
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LesTpasisosana sakynisis OTHAKOBOTD ofnnIsanng Ang seix [JHC Ta mecr-

fabopin pearentis € Heofximowy 3 Tods 30pY CTAHISPTICANN IIpOBENEHAR
NA00PATOPHHX TEHETHUHMY [I0CTIIRENs ¥ MEKAX Boidi Epaied Ta JO3BOMHTS
vRidhikyBaTH METOKKY NPONETENNS CRPHEINTY BOBOHAPOIHERHX.
Faramsawil Glomker mpoekTa — mpuhmeano 2431 MR TpH. (MpoexT POIPEXYHEIS
ZOJRETEEA).

Movpeta y aabopatoprosy obaainanai (3 OpieHTORKIMEA winAMH) LI

ekcnepTHOT TabopaTopil I8 TIATSER/PKEHES JIArn0Ty CHATKOERX opanHnx

3EXBOPIOREHD (MeTafamINHIK)

'Ne | Homemkastypa Oumi. | Crpienton | Kinsxie | Cyma i
n'm | ofaagHaHEE wnmip | Ha Hika | TR BHIRTKIE
¥ 38 {100%
CHEHHH LH) norpefia),
_ - , THE.IPH. THLIPH.
1 | Feperaguadl ananizaop #a 8 T, 100000 |2 20 000,0
KADLIApIR _
2 Komnnexr obnanraegss g wosMmn |1 5000 1 1 500,0
TP v peanuioMy 2ser  CKT
3 Illadia Biomorigeol Desmexn 2 mr. | SKLU 2 1 (EH,0
| Kaacy .
4 | 1lespudiyra 3 oxonoamenrsn | womma | 5000 2 1 000.0
3 KOMILIERKTOM POTOpIE EKT "
5 | CmexTpodoTomMeTp- mitT- 1 5000 1 1.500,0
dTvopHMeTD DaraToRSHWIBHNA |
6| Cucema ounmeHsR BOIH lmr. (3000 1 00,0
7 | Cocrema asTOMATHIHOTO LT 25000 1 2 500,00
EANIIRpHOIT elexTpopopesy
8 Asunidirarop 1T, 230,80 2 S00,0
G TUIP-Goke .| 1000 3 300,0
10 | KoMnnest of v an=s 114 womnn | 5 2000 1 5 200,0
| BrcoKoeheRTHEROT PLIRHHOT 8Ky
Kposarorpagul .
11 | Kosnnext ofnaisanss Ang oM | 25 0000 |1 25 D000
TEHAEMBEOT XPOMATOMAC- BKT
CEEKTPOMETRIl EeXCllepTHOMD
HOacy .
12 | Teswerwuxuit ananizaTop LK IIT. 150000 |1 13 D00,0
MOBHOFEHOMBOTD
CHKBCHYBAMEL .
I3 | ABTOMATHYHA CTAHIIS 11 2 DO 1 2 000,0
stiromton JITK -
14 | Kommnext oDNATHIHER 118 iy 00000 |1 10 0000
FAI0BOT XPOMATOMAC-
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CAEXTROMETPIl pE—— - |
15 | Mopoaumsna xamepa Ha -80°C | mr. | 2500 5000

Jaraaom 8630000 |

()

Jlaloparopne phmananns LIS 0CHAMEHHR per iOHANBHOND UEHTRY
HEOHATR/ILHOTG CRpHHINTY

N | Homenxaatypa Oaan. | Opicwrons | Kiaskic | Cyma
nin | ofinsananns piMip | & minasa | Te BRARTRIR
¥ OIHHHDN, (100%:
THO.TpH. | norpeda),
| THE.TPH.
1 KommnerT ofnaguanss koM | 16 000.0 2 32 0000
IR TAHAEMHOI eRT
XPOMATOMaC-
CrekTpOMeTpil |
2 | Bararo dpyHKLIOHATEENR | T, 1.500.0 2 3 0000
naamesHnil agatizatop |
3 | AsToMaTHuHEI e 1 500,0 ¥ 3 0000
npotifiney (nanvep) oas |
KPOE'THIX THCKIB ) Kl
4 | [poMHBaw/BHCMOKTYBSY | HIT. 500,0 E: 1 000,0
IHCKIR {BomEp- !
THCKPEMYBEp) 1R
IMYHONOTIMIHY [FEHITET __J1 |
5 | Tepmoweirep a8 T, 50,0 4 20010
IMYHOIOTIMHEX T e 1
Jaranom : 39 2000

Bapricts oBnanpauns U 3aGesneqMeRHR  ALITBEPIAYROY0L  MIATHOCTHKN
(Heobxinge A4 ANEKBATROTO TPHIHAMCHHA CHETM{IMHOTO JiKYS4HHA) CTAHOBHTS
86,3 MIH.IDH,

BapTicTh OCHAIEHAR OIHOTO PEMICHATEROND WEHTPY HEONATAILHOID CKPHHIHTY
CTAHORMTD 39,2 MITH.TDH.

Jaramow 39,2 x 4 = 1568 + 86,3 = 2431 son . rpH Ha odIoHAHES OIHOPAY0BO,

Yaraxera 100% norpefa Ha jaKynisao ofaa msHae 18 BIPOB3LKenns i
CRCOEPTHOID CYNPOROTY POTMUPENOZ NEOHANMIbNO:0 cxpuninzy B Ywpaiwi
CTanoBATE 243,1 manrpui.

Rapricts pearewtis s [00% safewedenns ICHYIOMOTO HA  CHOTOIHI
HEORATANEHOTO CXPARINTY Ha 4 saxsopiouanuy (dedinkeronypiln, spomscHill
rinoTHpens, MykoBiCIMADT, WIPEHOTEMITHILHWA CHEIPOM) CTAHOBAT: OPHOIMIHO
48,78 MaH.rpH.

BopTicTs PearcaTih ANY HEOMETATHHOTD CKpMHIMTY Ha 20 jaxBoprosans Gyne
cxnanaTd 48,78 mug.rpa. + 75,0 vnaaps, (poammpens nadens) = 123,78 MALIPH.



&
Jlomarkomo seobxinmo sakmmery 20 MTHCPH, AN DEArCHTIE IR CKCHEPTHOTD
LEHTPY.
Jaraanma piana moTpebs HA IARYHIRIW pEareHTiE AN POMIHPEROTD
MACOBOID HEOHATAILHOTD CKPRHIATY HIOPISHED 123,78 + 20 = 143,78 man.IrpA.

B.o, ampextopa JdenapraMesTy 3
pinancoBo-eKOROMIMHHY NTHTAKb,
GyxraaTepenkoro ofmiky

ta financonol wirnocri 1. Emens



DigaHCORO-CKOROMIME] POIPEXYNER A0 NpOEKTY AKTA

TMoctanosa Kadinety Mirictpin Yepaign «llpo suecenns IMiN 10 MOCTAHOBH

KaGinery Minierpin ¥ gpaium wia 30 ypanns 2018 p. Np 427w
{HaIHA NPOEKTY )
Pinens DioTaeTy [epRaRARi

[TomaTo peanisarii npoekTy, Tepiom, sob pauit 10 Boro peanizauii 32019 poKy

Anpaiy npodacmu

Cpamxos MeTabodiai saxeomosasng (C M3) — e rpyma 3 nomaz 10 000 CTAMIB,
SOEH 9 AKHX OOYMOBIEHHA NERHHM TODYIIEHHAM ¥ dyERIOHVBARA] steTaboN THHX
qiAxie opramisvy. el fediunm npaiBoIkTE 20 KKK TOpYIIeHE MeTaboTiaHmy
npoecis, THKEK AK EHEPrETHHAH ofuin, wetabomiam TR waraboniM npoTeiHiE,
MENETARMENT TA HAKOTIHACHAT FUPIB TH KHPHEX KHCOT, TOIHG B pesy/bTaT MEaeHT
160 MaE MenpCTATHICTH Temmoru  Merabomty, peobxiqAoro ANE  OBRCLIHAOTD
Jgopoa’s, afo HABMAKH, HAKOITIMYE ToKCHYH] MeTABOMTH B KIITHHAX opragiasy. Lle
NPHIBOAHTE 0 IAXBOPHOBAHIE iy zamyeeHsEss  Dararnox OprdHiE TA4 CHCTEM, i
GimpmicTs 3 UWX CTAHID NPEIBOZNTE A9 pol igTenerryansgol Ta (piswymEol
HENOCTATHOCTI A60 CMEPTi ¥ paHEbOMY Bl thexinkeronypis € THIORAM NPHKIANOM
CM3.

Sk OKA3AE AHANIT NPHAHH TCPRRHBOL insanizisan Ta CMEPTHOCTI MHTAYCCO
wacencHng, nposeiennit MO3 YipaTin, nomEpericTs MeTalonivHEN JAXBOPOBAHE B
ykpaiHchKil nonynsuil ge onBueHa, oCKinbKR MArHOCTHER | PeecTpaliia CnajkoBHX
xaopol MeTaboniaMy NpaKTHIHO RS seqerses. Chifl, onwaK, 3aIHaTiT!, mo GTRme
108% mamokis ¥ sinl 20 1 poxy NOMITPAIOTE AlIL TaX IMAEIX «HeuHIHANSHNY CTHHIE®
(/13 «llenTp MEMHUHOT CTATHCTHIR M3 Yiepainue, Uloprma AonoRijL Npo CTAH
inopoR's HaceeHHR, CHNITApHO-STIIEMIMEY CHTYRIDO TA Pedy/ILTaTi siansmocTi
CHCTEMH OXOpOHH AOPoB's YEpaii IV «YrpalHchkAE IHCTRTYT CTPATETIHHHK
nocaipwens MO3 Vipaiaws, 2016 pik), cyTreRy Joa0 GEFX 1 CEARIAKTE METABCLIH]
nopymeHa. Ao 1OIETH CRIN W 1484 _cTaRIS, N0 SHAKKEIOTH ¥ NEpHBETATBHOMY
tepioni”, Ta 8% wcHHIfoMY PARTOBOL SMEPTI HEMOBIATY, nepesaska Ginsuncrs SxEx
TeR DOBAIAHR 3 HEpOCHEAHHME CHANKOBRME suopobamy  oDMiny pEHOBHH,
SHXOEHTS, D Maike ¥ TPSTHHI BHTATES CMEPTh nitedl WA NepmoMy ol WHTTR
wome GyTH TOB'R3AHA 3 HAABHICTIO HepoInisHAROTE, 3 IHITHTD i Takoro, Mo HE
MKYBAMO0CE, CORIKOROTO seTaBoAMHarD FAXBOPIBaHHY, Blrsie 40% xpopod, wWo
crani npawacie iEsanizsoctl y Tived 10 14 pokia TAKOE MOXKYTs BYTH DIHAKAMH
NeRHHX CHAMKOBRX METEDORITHIY JUXBROPIOBAHL. Tuxws GHHOM, BIKKICT: T2
nporpenienTHicTs nepefiry HaraThoX CTAIXORMX MeTaboIiMIH,  IAXBOPHIRAHE,
HENOCTATHRG ChERTHRHE AIKVEAHHA GimsmocT] 3 HEW, Nepeiada 3 NoKGIHES B
HOKOTINHN, - Bee He BIIHAuSr DeyyMORHY enBRLIMICTE VAOCKOHLISHHS MEIRUNOIL
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JOTOMOTH WHM XADPHM, BUPIBAGKERFS €10HAX NLAKOIIE 10 JiarHOCTHEY, miKyBaHHs,
aierorepanii, peabiniTamii T8 CTROPEHHA IEPWARNOTD PEECTRY BHARICHMX XBOPKX.

BiThme nDiBCTOMITTE ToMmy Oararo KpalE CEITY  POIMOYANH NPOTPAME 3
HEOHATANBHOTO CKPHHINTY N8 BHIRNEEHA HEMOBIAT 13 COAIKOBHMH CTAHAMH, A%
AKX DAFHE MIKYBAHHR DOIROARTE 3AMOGIFTA POIBHIKY TRAKOTO THBATLIIVIONOTO
saxsopiosanns;  MeirkeTorypid (OKY) Gyna s Darateox KpaiHax  TIepmo
%BOPOGOKD, NN AKNT OYAH POINONET NPOTpAMH CHPROTATY ROBOHADOIAEHHX. b
HOCTYTIHI JICCATHIITTE OPOTPAME TOCTYIOBO PONMMpRBATHCA. 3 MOYATEY HAMOTO
CTOpIMMA  MIMPOKE  BUPOBAWMENNS B MEIEWHY  OPaKTHKy METONIB
SHCOKONPOIYKTHEHOID CKPRHIETY  (TRHASMHS MAD-CTIEKTPOMETPIN), & TAKOK
sBinRmenns MORTHBOCTEH TIKVEAHNS CHAJKONHK MeTABOIIMHY POITATIS, NPHIBEIH
0 POIMBPEHEL NPOTPAM CKPHHIACY HOROHAPOIKEHEX 5 DaraThox xpainax (Grosse
SD, Rogowski WH, Ross LF, Comnel MC, Dendop W1, Khoury MI. Population
Screening for Genetic Disorders in the 21st Century: Evidence, Economics, and Ethics.
Public Health Genomics 2000;13:106-115.), Hozi gopmm CKPMHIATY  MOKYTS
AONOMOTTH THOMAM #MTH ROBME | IMOPOBINE, 8 TAKOW YHEKATH CHMNTOMIBE T8
HEzmAKis MeTaboniHIX mOpYIISHE.

B 2009 poni Egponsticuron Komiciew & pasiax [Tporpass it CHiBTOBAPHCTRL
y cipepi rpomancskore 31opor’s €C (pebounit nnan wa 2009 pix) DYI0 3a004ATKOBAHO
saxin "ONiNka NPAKTAKHE CKONEIIRY HOBOHIADOIHEHNY A PUIKICH! 1AXHOPIOBAHAR ¥
acpaasax-unenax  Erponefickioro Cowsy”.  Pagoe €0 Gyna pospofineii
Pexomernaimil mono 1ifl & ramysi piikicusx saxsopwosass (European Commission.
Council Recommendation of 8 Jung 2009 on an action in the field of rare diseases
(2009/C 151/02), Official Journal of the Burcpean Communities C151, 3/7/2009, p.
710}, ®Kki nepeaBadaioTs (PEAHETTE MATIOHATRENX [iAms TA CTpaTeril Moo
PiAKICHHX 3AXBOPIOBAHL TA BCTAEOEMOE HunpeMu crisnpamn Ta ROOPIMHANTT Wik
ASPHEABAMH-SICHAME N8 KPANIOTD BHXOPHCTAHES HAU108 TRHAK pecypeis Ta 20CBLTY
v mifi ranys Ta aMeNmeHEd RepiBHOCTI ¥ OCTYIHOCH sMcoKoSKICHOT METHHAol
MOTIOMOTH.

Bizmosiono Ao sommns, BRIHASeRHX CHpOneicsEom Kosmicielo, Dym0 Taxom
poapoBneso doxyseny (Newborn seresming in Ewrope. Zxpert Opinion document,
2011), s MictHTs indopManio 108 pospefky BogkiUTEY 0DrOBOPEHE B Mewax
EUCERD (European Union Committeg of Expenis on Rare Diseases ) #ho lmoomx
BIAMOBIAHMY CTPYKTY], CHPFMOBAHNY Ha MLIFOTOBKY CAPONCHCRKHX peroMEHTaLI
L0 BIPORATREHHE CRPMEITOBHN T IHITHX T arROCTRMHIK TECTIB I8 HUCEEHHA,

Ha nincrasl usoro goxywenTy EXCHepris rpyns 1 HeoHaTanbHoro cxpuainry €C
{European Union Metwork of Experts on Newhom Screeming (EUNENBS)) 8
2012 poni sampononyeall 31 saxsopOBAHHE LK OOSTAORGID BUDOBATKCHER B
piinax Espomeficekoro cowody, 9 3 EMX - OCHORHA DAHEM: POILINDSHOLD
HECHATANBHOMO CKPAHIHEY,

3 oTAAnY He BHIISHABENSHE, § METOM IAHEINEYEHHE CYUBCHONO BACOKOTD PIBHS
HeOHATANEHOrO CKPHHINTY, DORPAIENHN CTAHY 300pP03’S IHTHY0ID HACEISHHE i
MegMgHGT LOMOMOTH HAUiEHTEM 3 PIIKICHHMA ODPENIHMN SEXBOPIORARHAME, €
jouitsEicTs peopragisamii CHCTEMH HECHATARHONC CRPMEINTY B YRpalAL.
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Jpawcaloqy un nocsl) oprasiani] cHOTEMM POINTHPEHOTO HEOHSTALMOTD
CKpHHIETY B caponeicexiy xpainax ([rania, [Hoaems, Moanuis, Hiveauwnnn, Hexis,
TOMD), OMTHMATEEFEM HABAHTOESHASY HE OTHH USETP HOOHATRIEROTO CKPHHIHTY €
70 — 100 THCEY BoBOHApomweswwx y pik, Memme KijkkicTs gocaimses pofuTh
HenomiAknHM diAaRcoR] BHTPATH HA OCHAIIEHAA okpemoro ueRTpy. lle oGy MOBIID
pecpraRizalio Mepewl UCHTPIN |enHaTaTkEOre CKPMHINIY B YCiX EBpOmCRCHEHX
Kpainax, a¢ 6710 EIPOBLITREND NPOTRaMY POIIHpEHOI0 HeoRaTAILHOTO CKPHEIATY.

Ulanxs pesaizamii npoexTy aKTE T 0MiKYBAHI PeIyIETATH peanizauii
NpoeKTy

Ha ceoroami B Yepaisi dyasniosyirs 12 nefopatopil HeOHATRNLHOTO
ckpEEIETY, fenki 3 sk ofctemyiorh 10 — 20 TRCET HOBOHAPOIKEHWX ¥ pik.
B 45496y 7 BOPOBAIKSHMAM CHMETEMI POMIHPEHOTC HEOHATAILFOID CRPHEIRTY
MPONOHYETHCA PEOpraHiwnin Mepeki UeHTPIR HEOHHTAILHOTO CKPHHINTY, #K3
NepeaGaYAt CTBOPEHEN HOTHPROX [OTYMHUX CY4BRCHHX UEHTPIE HEOHATATBHOTO
ckprmiary  (ITHC) 3 ONTHMANLMMM HABIHTAREHHEM {puic.1).  Jokanisanis |
periogansie  oxonnepns 1THC nepeabadactees 3 YPaxyBAHHAM HANDAHX ¥
BiMOBIIHIK  MEMHEO-TERETIHHHY JRxiaiud ocsimy | MOTyEHOCTER MPOBEASHHN
HEOHATATBHOLD CRPHHINTY, NOTCHUiLIBHOTO KAUPOROMD salemeMeHHR, 8 TAKOX 3
VDPEXYBARHAM MIHIMANRHOTO TEPCPOMIONITY |CHYWSHX HA CHOTOAE] NONICTHIHEX
MApIIPYTIR JOCTABKH 3PATKIE KPOR] HOBOAAPOLLEEHIN.

Uesmpanitopans SaKymiand OIHAKOBOO ODIANHARRN ATR peix [THC 7a
rectT-mabopis pearchTia ¢ geobxigHa 3 TOURE 30DY CTARAAPTHIANIT NPOBCACHHA
NaBOPETOPHHMN. [eHETHAHMY TOCTUUEEHRE ¥ MEROK pctel kpaiME TA JO3BOMATE
YHI(IEVIATH METOMHEY MPOB2ASHHA (EPREINTY HOROHANOIHEHIX.

Tlepenix opdamnmx Metalonivimy JACE0PIORAE, SKI TPONDAYETRCA BIIOWHTH B
APOITIMY POIIRPEHOTD HEOHATATRHOIC CKPHHINTY, CRAAIEHD i3 ypaxveaHHAM TaEnx
KpPHTER iR

3. axsoposauns seogedo 8 lopeaic piagicy (opdammy) JAXBOPIOBARE,
saTRepmaenHi Ragason MO Yipaimt gin 27.10.2014 Xa TTR;

4. HassuicTs npoTOKONE TIKYBaHES HERSOEHIK MAGOPHBIHD, 2Kl 10IRONTIOTE
eHERTHEHO MONEPETHTH POARHTOK NATONOIISHIEY YPA#EHs OB | CHCTEM B
el AOCHMINMaMHOTD BHARISHRE,

3 VpaxyBaHHEM 3A3MAYCHOCD, NEPENiK, WO HPONCHYETRCS DRTOMHTH B OPOTDAMY

PoIUpERD2D ReanamiETsroso chpuaiinzy B Yxpaini, napocosye |3 JaXBOPIOBAHL:

| f, Tepoasmenin | TRITY.

L7 [ Iarpyaisemis

| B.[lefiuunos (Xpopola «xncHOBoro CHPOILYY)

19. BioTRELIA3HA BEEI0CTATHIC T

1 IsoRaneniaHoEa ALHIVPIA.

| Mponionoas amuayia,

2 METIIMATONOBS BIIFIY N

13,7 moraposa amEaypis [ reny.

24 'moranosa @moyvpia [ Tamy,

25, MepsdnEn KaprRITHHORMA (20110HT

26, Medinnt cepenise mammorosol anin-KoA- JennpareHain (MCAD;.
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27 MedinnT gywe aosro narmorosel auia-KoA-teraporesas (VLC AD.

28 Mediuwt gosro Jammoresol rgpoxciamen-KoA-leriaporesas (LCHAD).

29, NedbinwT Tpu dyHETioHaIEROTe GLIKA

) JJediywr HMGCoA-niawm,

Kpim Toro, NpONOHEYETBEA NONORKATH TIAHEAL KIACHNHO2O0 HEGHAMULILHUZO
expuNiNZY TE ONHHM SAXAOPIOBAREEM — TLTAKTOIEMICH. kM uWAOM, LR D4HEN:
By e CRIATATHCE 1 3 SaxXBopOBaHE,

6, theHinkeToHypia

7. Bpomwenunil riaomipeos.

8. Mykomicueaos,

G, AnpeHOreHITATLEEN CHHIPOM.

10, anakTosemis.

TaxuM SHROM, 3Araisia KinEKicTh opfanuuy MeTabonigany IaXBODKEaHE, %Kl
fyivis = OUUATATH  CKpMEinyy ¥y HOBOMSpOIRKCHHX — YKpainW,  CKIAle
20 saxpoplOBARE.

IenTpanisosana 3aRVIIEIS OIHAKRROID GOTEIHARNE 18 peix LIHC & TecT-
nabopin pearshTie ¢ BeOfxigdom 1 TOYKR 30py CTAHDAPTHIAN TPOBEJEHHR
ARGOPRTOPMHK FeneTWSHEX IOCALMKEHb Yy MEWAX BCIEl KPAlHH T2 J03BOHTE
yHIDIKVBATH METOIHKY NPOBEICHNE CKPRHIATY HOBOHEPOTKEHIIX.

Jaransinii Gimer npossta — 2431 MITH. TPH. (NpOSKT PO3PAXYHKIR
I TAETECH ),

YaifemoThed  NepRHREa ouinka Bramsy un Gwmwer T noneperni
METANLAIL  POIPAXYHKH BHIPAT NA  OLICTARE  YHHAOTO  JAKOHOAARCTRA 4
YPAXYBAHHAM HOPM, HOPMATHRIE, CTAHIApTIB, CTABOK, HimiTiB  TOULO,
RETAHORACHNY MKOHOIABCTROM v ®iMosinnif raovs Megepi), a Takow |
ANKOPHCTANBAM odiUIHENY CTATHCIWINNY T3HAE. JAHEY OPrauis A BROT
AAA1N TA OPraHIB MICTIERON 0 COMOIPRTY BEHHE, MBI M Y YOI HOE, HAYKOBHY
opranizailiil, BHCHOBKIS eXCOEPTIR, BIACHRY CHOCTEPRKCHE i N0CaUERENL TONIG |3
BIHUMEHHEM TARepee T inopmuni.

Pospaxynok noTpedH v sogepiisalil ooHmeHe subopsTopifi, WO BHKDHYNTL
e ISCHE 1 METOIO 114 MRS KR HHE arRody PUIKICHEE (Opgai N ) 33x80pianalik,
LRCHAOELTE BIONOSTHO 7l TR R R [ T EMpORAIHREHHA LY TN
BHCORDTEXHDAOTIHNAN METOIE (1 TBeHTACHAR JArHoY opduinik JaxBopIIBaHE, SKi
SUARMIEOTHCA 93 NPOCPAMOR HEOHATAALNOID CRPHEITY 12 RoTpedyIoTh iy BalHR.
B s mHIsHEacHHs poTpetn ¥ MOIepHizand oBNLTHAHHE BPRGXORYBIN CTYTIHb
HOMCHOCT] ODATHARHA, M0 HASEHE B 3 HaHERny JaboaTopiax.

PoapaxyHEn HPORCICIL 1 0PI ToRHAMIL SHENI RHpODHHKE

LUl MEETTLCH HanL poOpaxyHKn

BuinauaiTecd ULILOBA AVIHTOPIN 10 Nepelik MOKAITHEKIE (PUMiy
BHTPAT.

Hosonapoiaerl T

:-‘!'i:llqu'l-l1 HE DIORTORHG TIHYHr b Eii'i-‘lliL‘Tl:

TaiHEaEETLeH, UM NOTPEOVIATAME Peaaiuni PoexTy AKTA BLIKpHITY
HOBOT GREKETHO! MPOTPHIY I RRITHIEART RATPEMY BROPHETAHNY, WDIABIERNR
afin IMERIIEHEY BHTPAT HoTRe .



Peanizamis npoekTy akta notpedye 30UTLIIENRY BYTPAT 1EPRABHOID nomeTy
3a Gomkernow nporpamon KITKBK 2301400 «3afeinedelns MELRTIHX 3AX0MIB

DKpeMiT) JIEEEEHHX MPOTRAM T# KOMIE

MERAX BHKOHAHHS mig KHX
IMVEOIDFMHHX TPETApaTI ( BAKINH ), MEJIHTHHN gapobie, HIIHK TORAPIE | NOCAYT: B
YECTHHI HOBOFO HAOPAMY «3UKYIIIENS OCHAMCHHA TO DeakTHBls Lid NpoHeieHHs
MACOBOIO CEPHAIHTY HOBUHAPOIAREHIT.

3 yPUXYRARHAM TPORSICHOrD AHAT
pOABOGHIE TPOSKTY aKTa yificuioe saemed dinanco
NPOEKTY SKTA 30 KCWHAM BRIOM HAMNODELHE Ta/abo

aniAiE

KCHMX 3aXO0[1E OPOITEaMAOTe XapEKTepys B
35 HanpaMoM  «3aKynimls  TIKEPCBREX ascobis,

Ty T4 MOOCPEmilX JeTATEHEX POIPAXYHKIN
BO-EKOHOMIYHI POTPAKYHER A0
prTpaT GogseTy ¥ Haseienil

raGmmuL, Tlonependi pospaxyAKE £ HEBUl EMBEOR0 SACTHHOW T8 NOJAOTRIR PaIOM 13
e TERHMHE (DIHAHCOBO-SKOHOMIUHNMI POSPEXYHKAME J0 TPOCKTY KTA.
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