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Ha polHoMy Aeryrary VrcpaiHu
fy.rraeny B.O.

lllauonuufi Bacu.nro OreKcaHApoBrqy!

MinicrepcrBo Br,rcJroBJrroe Bau cnoro noBary ra qinye Baruy sauixasrenicm y
cycnimuo BaxJrr4Br4x rlpoqecax, rxi 3apa3 ni46ynarorbc.rl B oxopolli s4opon'4.

Haua KoMaHAa [pauroe HaA TpaHcQopuaqielo cucreMu oxopoHl4 3Aopoa'x grrx

n iAsuuleHHq qrcocri Ta Aocrynuocri lae4Iauuoi AonoMorl4 rpoMaArHaM.

Minicrepcrao oxopoHrl s4opon'r Yxpainu Ha BI4KoHaHHt AopyrleHH.f,

flpeur'ep-rraiuicrpa Yxpainu fpoficuaua B.B. sit,29.01.2019 J\b 2518llll-19 cninrno
s MiHicrepcrBoM QiHancin Yr<paiun onpallloBano Baru Aenyrarcsxtttitr 3arlur,
orororuesufi Ha :aciAauui Bepxonuoi Paau YxpaiHra 18 ci.Inq 2019 PoKY, Ao

3BepHeHH, Xapxincr,Koro 6naroAifinoro Sorray </]irr.r si cuiualrsoro u'.qgosoto

alporfiuo> utoAo :a6esreqeuHs eirefi xBopr.rx Ha cniHa.nruy tt'l:ony arpo$irc
neo6xi,qrruna rixynal{HrM':a 6rcANe'rui xoruln i HaAac iuQoprtaaqilo, u1o AoAaerbcrl.

XaprciacrKoMy 6naroliiiHoMy S"nly <fi'ua si crtiHalrHoro M'r3oBoto

arpoQ iero> uaAicraHo ri.IcbMone ttosiAoMJleHHfl .

MO3 Vxpainra BHcoKo qiuye Baur BHecoK y npoqec sa6esne.{eHH-f, naqienris
sxicuoro MeAHqHoro AorloMorolo. Cu Ha Baury ui4rplauxy y
BnpoBaAxesui HreAra.{uoi peSopuu.

fo4arox: na3 apx.
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flpo6nerr,ra opQaHru4x 3axBoproBaHb Hocl{rb uo6anbHufr, xapaxrep. JIiryBaHH.rI

raKr4x xBopnx e AoBrorpuBaJrlrM (n uepenaNuifi 6insruocri npruaAxiB tloxl4rrealavr) i
BLIMarae 3HaqHHx fpOIxOBLIX BI4TpaT.

BiauoniaHo Ao 3axony Yrpainra ullpo [epNanurafi 6roANer YxpaiH:a Ha 2019
piro MiHicrepcrny oxopoHr:4opon'r YrpaiHn sa 6loAxerHoro nporpaMoro KIIKBK
2301400 <3a6esneqeHH-,r MeAurrHux saxoAin oKpeMLIx AepxaBHI,Ix rporpaM ra
KoMrrJreKcHLrx 3axo4in nporpaMHoro xapaKrepy) B paMKax peanisaqii 4epxanuzx
qirrosrx rporpaM ra 3axoAin nporpaMHoro xapaKrepy nepe46aqeui BI4AaTKI'I Ha

:axyninnrc lixapcrxnx saco6in ra MeAr4t{HI4x BI,Ipo6ie lr.fl sa6esne.IeHH.rl xBoprlx Ha

rqNKi 3axBoproBaHHfl y cyvri 6,6 ulpA. rpI{BeHb.
y Mexax qiei 6roAxeruoi rpolpaMr4 sAificHrcerrc.f, saryuiua lixapcrrux

saco6ie ra MeAr,rqHr,rx Bupo6is lrq sa6esue.IeHHfl T.f,xKoxBopux, y roMy.Iucri tritefi,
3a oKpeMr4Mr,r Hosororirvru, TaKktMr4 .rIK: oHxororix, ry6epxynroa, BIJI/CHIA,
reu o$ inir, c epIIeBo- cyAIanni, op$ anni 3 axBoptoB aHHfl. rolrlo.

Bapro 3a3:na.irvrr4, rrlo B paMKax 6roANernoi nporpaMl4 KIIIGK 2301400

3aKynoByrorbc.f, lir<n ra laeAuqni tupolu no l5 3axBoploBaHH{M, sxi niAnocf,Tbc-a Ao

op$anHux (xnopo6a forue, nepnnnui (npo4Neni) iuyHoaeQiqraru, uyxonic4a4o:,

Seninreronypix, riuoQisapnufi Hanisla/HauisNa pi:Horo roxoAxeHHfl,

rr,ryxononicaxapr,rA03, roseHilrHLIfi penlaaroigrruit aprpur, revroQirtix, xnopo6a

flollue, xnopo6a @a6pi, iAiouaru.rHa cirr,refina ropcifina .4zcroHig, 6ylrosuHfi
eni4epuoli:, JIereHeBa aprepianrna riuepreusir, rupo:uneuix ra
rinepQeuinalaniseuis : ae$iquroM rerpari4po6ionreprany), :aralluufi 6rogNer,
siAeeAeHui,t Atts, opQannrzx raroJrorifi 4opinnroe 1,8 rr,rnpA rpI4BeHb, uro cKnaAae

6lu:rxo 27o/o si1,3aranbHoro 6roAxery [porpaMl{, 3a {Koro 3aKynoBytorbc.fi lixn Als
40 nosororift.

Ilopoxy MiHicrepcrno oxopoHr{ :4opoa'x 3Bepraerbc.r Ao Minicrepcrna

$inaHcin VxpaiHra i: upoxanHf,M npo SinancynaHHf, 6rcAxerrroi nporpaMu Ha pinni
14 unpa rpr4BeHb, r{o 6 Ao3BonHJro noKplrrw l00oh uorpe6y s rixax ycix rpovral,flH.

3axyuiruu rperuIparin ra MeMqHrD( nnpo6in 4nx nixynar+rr xBopux ua cuiualruy
r,r'xsony arpo$iro 3a Korrrur AepxaBHoro 6roANery MoxoIHBe rinsrca y pa3i nra4ineHux y

AepxaBHorray 6rcgxeri ua 2019 pir 4o4arKoBr4x xorurin Ha 3a3Haqeruufi saxiA.

Ocxilrxra rorurin, ulo uaAinf,rorbcfl MO3 YrpaiHIa y AepxaBHoMy 6rcAxeri na

2019 pix, ue4ocrarHbo An{ 3aAoBoJreHHfl norpe6ra ncix xnopl{x ro 40 nanpxMax, uo
BxoAflrb Ao 6rcAxernoi rporpaMr{ KIII(BK 2301400 <3a6esner{eHHt Me.(LITIHHx

:axoAiB oKpeMr4x AepxaBHr4x npofpaM Ta KoMnJIeKcHI,Ix saxoAis [polpaMHoro
xapaKrepy>, MO3 Yrpainra uapasi He Moxe rapaHryBarl4 po3lxkIpeHH.a crleKrpy
Hosororifi , ulo niAlflrarl,IMyrr SinancyBaHHro.

Crpirrrxrafi po3Br4ToK ueAuquoi HayKr4 croroAui o6yuouroe nocrifine
po3rxr4peHHf Aiarsocrur{Hllx ra reparreBTr,rr{Hux MoxJlrlBocrefi. Oco6nueo qe

nigvynaerbcfl rro ni4uoueuHro Ao pigricHrax (opQannrax) cua4xoBl,Ix 3axBoploBaHb.



Koxnoro poKy csirona MeAr4rrHa [paKTr{Ka rrorroBHloerbcf, HoBI{MI,I MeroAaMI{

AiarHocruKr.r ra niryaauHr rIVx xBopo6 g uerolo KopeKuii cnaArono o6yrvroBJleHl4x

[opy[IeHb I 3MeHIIIeHH' 3aXBOprOBaHOCTl, lHB€InlAI'r3aII11Ta CMepTHOCTI HaCeJIeHHg.

Ue, 6e:yruonuo, niAuocurrcs i ao pi4ricHoro rflxKoro iHsaniAl,Isyrotloro
crraAKoBoro 3axBoproBaHHfl cnisamHa M'.s3oBa arpoQir (CMA). floroAxenns FDA
npenapary nyciHepcen (SpinrasarM), ,K eAr4Horo Ha croroAui raprerHoro saco6y
lixynauux CMA, o6yrvronuno fioro BrrpoBaAxeHHfl B MeAI4rIHy rpaKrlaKy i
crroHyK€Lno Ha pospo6xy rraeroAis paunroi Aiarsocrnru Ilboro 3axBoploBaHHfl 3
Merolo uiAsr.rqeHna eQerrunuocri nixynaHru. lexxi 3 IIux uero4in, HarIpI{KnaA

xirrxicua $nyopecqeHrHa nonirvrepasHa naHrlroroBa pearqi.a, 6ytru evgHaHi tr tari,
rrlo Moxyrb BuKopr,rcroByBarr,rcb Anf, MacoBoro HeoHar€LJIbHoro cxptEuiury CMA.
I{uu 6yno o6yuoureHe piurenna KoncynrrarllBHoro xovrirery 3 rl4raHb cnaAKoB}Ix

posna4in y 4irefi i HonouapoAxeHrrx [enapravreHry oxopoHl{ s4opon'x ra NaeAIa.IHoi

AorroMorrr CIIIA (Advisory Committee on Heritable Disorders in Newborns and

Children US Department of Health and Human Service, ACHDNC) npo BHeceHH.,I

CMA Ao nepenircy peKoMeHAoBaHr.rx narororiqsux crauin l^nfl rIpoBeAeHH,

HeoHar€urbHoro crpzHiHry.
Ale, Hasirr rpyra ercueprin ACI{DNC, ari roA€uII4 npoeKr BrIpoBaAxeHHf,

HeoHaraJrbHoro crpraniury Ha CMA Ha 3arBepAxeHHr, 3a3Haqalorb, IrIo
BrrpoBaAxeHH.s raKoro crcpr,rHiury 6yae uorpe6ynarn [eBHoro qacy i seruxux
3ycr4nb. I-{e o6yuoueHo neo6xiAnicto cyrreBoro po3IuI{peHH, QinancynatHfl.
nporpaMr4 HeoHariurbHoro cxpraninry ra BIIpoBaAxeHH, HoBI,Ix rexHonorifi n po6ory
niAuoniAnux na6oparopifi, roMy ulo Aiaruocrr,IKa CMA 6azyersct Ha 3acrocynauui
B[rcoKoBapricuoro MoJreKyJrf,pHo-reHeruqHoro anarisy, sxuit .qoci uafixe He

Br4Kopr4croByBaBcf, B nporpaMax HeoHarulJlbHoro crpnHiury. Taruu qLIHoM, 3a

1ranr4vll ACHDNC, craHoM Ha rrorraroK 2018 poKy JIIaure ABa IIrrarI{ CIXA
(Macauycerc ra IOra) roqairlr po6ory is nupona4xeHH.rl HeoHaraJlbHoro crpzniHry
ua CMA. Xorura inrua rpaiua cniry, B ToMy qr,rcri enponeficbKa, He saflBlrfl.ra

rror{aroK po6oru is iNanreNaenraqii MacoBoro HeoHararlbHoro cxpuninry na CMA.
B 2009 poqi enpoueficbKoto Konaiciero B paMKax llporparraIE

npo

Aifi
Cnisronapr4crBa y cQepi rpoMaAcbKoro s4opon'r eC @o6oqufi urau na 2009 pir<)

6yno 3arroqarKoBaHo saxiA <Orlinra IpaKTI{KI{ crpIaHiury HoBoHapoAxeHI,Ix Ha

pi4xiuri 3axBoproBaHHtr y AepxaBax - qreHax enpoueficrxoro Corcsy>. Paaoro eC
6ytu pospo6neni PexonreHAaqii qoAo Aif4 B ranysi pi4xiurux 3axBoploBaHb

(European Commission. Council Recommendation of 8 June 2009 on an action in the
field of rare diseases (2009 lC l5ll02). Official Journal of the European Communities
C151,31712009, p.7-10), mi uepe46a.rarcrr uprafinxrrs uaqios€InbHl4x uranin ra
crparerifi uloAo pi4xicunx 3axBoproBaHb ra BcraHoBJIIoe HanpsMu cnisupaqi ra
xoopAraHauii rr,rix AepxaBaMr{ rrJreHaMu eC AIrfl Kpauloro BpIKopI,IcraHHfl

HarliouarbHkrx pecypcin ra Aocni Ay y rlifi ranysi ra 3MeHIrIeHHfl Hepinnocri y
4ocryuHocri Ao BucoKof,Kicnoi ueAuquoi AorroMorr,r. BiAuosiAHo Ao 3aBAaHb,

Br,r3HarreHnx enponeficbKoro Kol,riciero, 6yro raKox pospo6neuo AoKyMeHT
(Newborn screening in Europe. Expert Opinion document, 20Il), r^xuir uicrzrr
inSopMarliro Arq po:po6ru rroAtlrrbruux o6roeopeHb B Mexax EUCERD (European
Union Committee of Experts on Rare Diseases ) a6o iuruux siAnosiAnux crpyKryp,



crpqMoBaHr4x Ha uiArorosry eBponeficrrux peKoMeHAaIIifi qoao BrIpoBaAxeHHfl

cxprzHinroBnx ra isurux AiarHocuEr{Hl4x recris Ans HaceneHHf,.

Ha uiAcraei qroro AoKyMeHTy ExcueprHa rpyra 3 HeoHar€LIIbHoro clcpuuinry
eC (European Union Network of Experts on Newborn Screening (EI-INENBS)) ,
2012 poqi sauporroHyBatu 3l saxnoproBaHHfl Anf, rloerarlHoro BnpoBaAxeHHf, B

rpaiuax enponeficbKoro coro3y. CniHanrua u'q3oBa arpoQix, Hasirr nicls piurennr
ACHDNC rpo noqaroK BnpoBaAxeHHs HeoHaraJrbHoro cxpraHiury Ha CMA n CIIIA,
He 6yna BKJrroqeHa Ao nepenixy 3axBoproBaHb Anfl, noerarlHoro BnpoBaAxeHHq B

xpaiuax erpouefi cbKoro coro3y.
Taruu r{HHoM, 3BaxaK)r{I4 Ha re, Iqo:
1. HeoHaralwlrir. cxpuuiur na CMA uorpe6ye cyrreBoro po3txl4peHH.,I

SinaucynalHfl,flKe He uepe46avene,(epxaBHI4M 6roAxerovr Yxpainurta20l9 pix;
2. Bi4cyru.a gocronipna in$opnaauis utolo reHerl4unoi xapaKrepncraKl4

cuisalssy u'rsony arpo$iro n Yxpaini uepe4uacHo. Kpiur roro, HeoHarallruuit.

cxpllHiHr na CMA uorpe6ye BnpoBaAxeHHq B npaKrl,Iry niguoniAruax na6oparopifi

HOBI,IX CyLIaCHlIX Br4coKorexHo;roriqHlax ueroAin 4iaruocruxu saryninnro

BHCoKoBapricuoro na6oparopHoro o6ra4uaHnr. Taxuu tII4HoM, rleptrr niN
po3roqrHaur po6ory rro niAroronqi Ao irr,tnneueurauii qiei rporpaMl4 n Yxpaini,
Heo6xiAlro npofiru erarr AoocHarrleHH.rr na6oparopifi i niAroronxrz siAuosiAHlax

Saxiaqin.

3acrynnuK AHpeKTopa .(euapraMeHTy -
HaqaJrbHurc niAAi.ny 3 rIrITaHb HaAaHHfl

MeAHrrHI|X rrocJryr HaceJIeHHIo

[enapraMeHTy BrIpoBaA]I(eHHfl peQopu A. fanpuJrrcK

xBopux Ha CMA n Yrpaini i .racroru cepeA

Br4.rrBJreHHfl gt<oi i noxlaAege B ocHoBy

3axBoproBaHHfl.;

3. Bigcyrnifi AocniA rIpoBeAeHHfl

r<paiHax eapouz;

HHx Aerrerlii 7-ro eK3oHy reua SMNl,
HeoHar€LIIbHoro cxpuniHry Ha IIe

HeoHarzrJrbHoro crpuuiHry na CMA e

roBoplrrrl rtpo noqaroK BlpoBaAxeHHfl HeoHar€ulbHoro crpuninry Ha

Bo,rocoseus l.l1. 253727 |


