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NMpoGnema nepBUHHOIO BPOKEHOro
iMmyHoaediuuTy B YKpaiHi noTpedye
TepPMIHOBOIro BUPILLUEHHS

L{opoky 8 yChOMY CBITi OCTaHHIA THXAEHb KBITHA 30Mpae Ha macLutabHux 3axonax, nPUcBs4eHnx npobnemi nepenHHO-
ro spogxeHoro imyHogegiunty (MBIAO), npencrasHuKIB NALIEHTCEKUX OprakisaLlii, rpoMaaCchKMX aKTUBICTIB, npaLisHn-
KiB oXOpOHM 340p0B’A. LLio6 npuBepHyTH yBary cycninesctea 4o npotnem xsopux i3 B4, nposogsTs MPOCBITHULILKI
3axoau, Ha sKkux 00roBOpPIOTL NUTAHHS AIarHOCTkK, 0e3nepepsHOro NKyBaHHS, NOCTIAHOO CynpoBoay NauieHTIB
i3 MBI ans 3anobiraqHs iHeaniavaauii, popMyBaHHIO HE3BOPOTHMX 3MIR B oprariami, 36insWeHHs TpruBanocTi i rno-

KpaLeHH: SKOCTI XATTS LiMX XBOPUX.

MNepBUHHWIA iMyHOaEe)ILMT — Le neTanbHe abo TAXKE XPOHiYHe
3axBOPIOBAHHSA, 3yMOBJIEHE FTEHETUYHUMW YMHHUKaMW. X04a BpoaxXe-
HUWA iIMyHOZE DILMT HAEXWUTb A0 PiaKiICHWMX 3aXBOPIOBAHb, Y CBITOBUX
MaciuTabax BiH Bpaxae 611M3bko 6 MITH II0AEN, HE3BAXAIOYM HA CTaTh,
BiK i reorpadiyHi kopaoHu. 3a octaHHi 15 pokiB CBiTOBA ChifbHOTA
y BupiweHHi nutanHs MBI Habarato Bunepeauna Ykpainy.

11 TpaeHs 2017 p. B YKpaiHCbkOMY HE3a/IeXHOMY iHpOpMaLLiii-
HoMmy areHTcTBi HoBUH (YHIAH) BinGynacs npec-koHdpepeHujs «Mawi-
€HTM 3 NepBUHHUMMU iMyHOAediLMTaMKU TOMUPAIOTL Yepea BiICYTHICTb
¢piHaHCYBaHHS Ha 3akyniBio nikiB». Cnikepamu 6ynum:

e nupektop MpoMaacukoi opradidauii (FO) «PigkicHi iMyHHI 3axBo-
pioBaHHs1» ManuHa Ma.yk;
roJIOBHUIA NO3ALITATHUA creuianicT YkpaiHu 3i cneuianbHOCTI
aneprosorisi, iMyHOJOrifl, KJiHiYHa iMyHonoria Ta nabopartopHa
iMyHOJOriS1, BOKTOP MeAuYHKX Hayk, npodecop BaneHtuHa Yen'sk;
® roNOBHWI Mo3aluTaTHUi cneudianict MiHicTepcTBa OXOpOHU
3popos’a (MO3) Ykpainu 3i cnewjanbHOCTI guTsiva iMyHonoris,
OOKTOP MeauyHUX Hayk, npodecop JliopMuna YepHuLoea;
rONOBHUIA AUTAYUIA iMyHONOr MicTa Kuesa, kaHgupar MeauuHux
Hayk degip Nanii;
KepiBHMK YNpaBniHHA 3 AOTPMMAHHSA couianbHUX npas Jenapra-
MEHTY 3 MUTaHb JOTPUMAHHS COLiasIbHO-EKOHOMIYHWX Ta FYMaHi-
TapHux npaB CekpeTapiaty ynoBHoBaxeHoro BepxosHol Pagu
Ykpainu 3 npas noavHu Jlapuca BiTkOBCbka;
HayaJbHWK YNpaBAiHHA HAAAHHA MEAMYHOT OMOMOIM A0POCUM,
3aCTYMNHUK HavaulbHUKa [lenaptameHTy MeamyHoi gonomoru MO3
Ykpainu AHapiii FaBpuniok.
MNepwa gonosigay I'. Maeyk poanoeina
npo poboty 'O «PigkicHi iMyHHi 3axBopio-
BaHHS», fIKa € Y1EHOM MiXHApOAHO! opra-
Hi3auii 3axucTy iHTepecie xsopux i3 MBIA,
International Patient Organisation for Pri-
mary Immunodeficiencies (IPOPI), wo
06’enHye yyacHukiB i3 61 kpaiHn. Came
3aniaTpumku IPOPI usi koHdepeHLUis cTana
MOXJ/IUBOIO.
d Jlonosigay 3asHauyuna, Wwo Ha Ui
a ‘ ‘ npec-kKoHgpepeHLii Bci ekcnepTtu nigHima-
e N TUMYTb MOB’siI3aHi MiX co60i0 KpuyyLli
npo6nemu, ane oco65MBO Haronocuna Ha oaHii: B YkpaiHi gopocni
nauieHtv 3 MBI, noM1paloTb BHACAIAOK BiACYTHOCTi piHAHCYBaHHSA
Ha 3aKyniBJio Nikapcbkux 3acobiB. [na aitel icHye 3axig y pamkax
HaujoHanbHoi nporpamu KoneeHuii OOH npo npasa AUTUHMK, 32 AIKOIO
OepxaBa LeHTpani3aoBaHO 3aKynoBye MeaukaMeHTu. Excneptu
'O «PinkicHi iMyHHI 3aXBOpIOBaHHSA» Mifpaxysany, LUO Bif MOMEHTY
BCTaHOBNEHHN AiarHo3y MBIA, To6To Big 1 oo 18 pokis, Aepxasa
BUAINAE HA OOHY AUTUHY 2 MNH 376 TUC. rpH. Ane 3 OOCATHEHHSIM
[0pOCoro BiKy Li XxBopi Ta ix 6aTbku 3anumwuaTbes B 60poTbbi 3 He-
Oyrom caM-Ha-cam i He B 3M03i 3a6e3ne4nT BUCOKOBApPTICHE JiKy-
BaHHS.

I". MaByk TOPKHYNacs KOHKPETHOro Npukiaay 3 XuTTsa 19-piunHol
Onbru 3 IBaHo-PpaHkKiBCbKa, SKilA PiK TOMY BCTABUNW [iarHO3 ayxe
pigkicHoro MNBIA. 3a ocTanHi 1,5 poky usi nloguHa nepebysana y CTiHax
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nikapHi 6n113bko 14 MiC, NPOTArOM SIKUX MEAWKKU, BOJIOHTEPU, Npea-
CTaBHUKM Pi3HWMX OpraHi3aLiii, a TakoX 4ieHu ciM’i ansa 36epexeHHs
il XUTTA BATPATWUWIK NiBMUTbIAOHA MPUBEHb. X04a CTaH 300POB’A AiBYMHU
nokpawmeca, obcar notpeb ans oro nNiaTPMMaHHA OLIHIOETLCA
y 5 TUC. I'pH./MiC 3a yMOB BiaCYyTHOCTI BiflLKOAYyBaHHA BUTPAT 3 [lep-
xaBHoro 6ioaxety. MopibHa cuTyaujs y nauieHTa AHapis, Bik 33 poku,
3 BiHHMY4UHW. MUHYN0 4 POKM 3 HSA BCTAHOBJIEHHS Y HbOTO AjarHo3y
MNBIA. Hapasi maca Tina Monofoi NloauHU CTaHoBUTL 40 Kr, CTaH,
MOXHAa CKa3aTu, KPUTUYHUIA, YONOBIK [OBEAEHWiA 0O Biayalo. LliHa
XWUTTSA B LIbOMY BMNaaxy cTaHoBuTh Bz 13 500 0o 45 Tuc. rpH. /Mic, aki
TAKOX IEPXaBa He HaJae.

flkwo MNMBIA Bnepuue giarHocToBaHO y BiLi 30-35 pokiB, TO Bakko-
XBOpa NIoJMHA HalivacTille BXe Mae OCBiTy, poboTy, crnnavye nogar-
KM, HANoBHIOO4M GIOXET, a/1e HEe MOXE CKOPUCTATUCS CBOIM NPaBOM
Ha OTPUMaHHS XUTTEBO HeobxigHuX nikie. OCHOBaMM 3aKOHOAABCTBA
YkpalHu Npo OXOopoHY 340p0B’s, 30KpeMa 3rigHo 3i ctatTelo 54 «[Mo-
pagok 3abeaneyeHHs nikapcbkumMn 3acobamu Ta iMyHoBionoriYHuMm
npenaparamu» 1a 53' ctarTelo «[podinakTvka ta nikyBaHHs pioKicHUX
(opdaHHUX) 3axXBOPIOBaHb», LE NPaBO 3akpirvieHo. Ane Woro peani-
3auifl B AINCHOCTI YHEMOXJIMBNEHA. 1K NpuKiag AonoBiaay NnpoumTy-
BaJia C/IOBa OJHIET 3 NauieHToK: «CTiNbku CUN BUTPAYaEeTLCS Ha Te,
abu «BubuTU> NikK, LLO HA 60poTLEY 3 XBOPOBOIO IX MPOCTO HE 3a/u-
WAETLCA. FKLLO AepXaBa He 34aTHA NONEerwMTU CTPAXAAHHSA NaLlieH-
TiB i3 piaKicHUMKM xBopobaMm, Hexai NpUHaiMHI JO3BONMTL EBTaHa-
3ilo».

13 2016 p. MO «PigkicHi iMyHHi 3axBOpPIOBaHHSA» Nnovana BipcTe-
XYyBaTW CTaH Jopociux nauieHTiB i3 MBI Ta ix 3a6e3ne4eHHs XuT-
TEBO HeoOXigHUMU nikamu. 3a ueil nepion BHACNIAOK BiACYTHOCTI
diHaHCYBaHHSA HA NiKyBaHHSA NMOMEPJIM YETBEPO NIOAEA MOJIOA0ro
BiKy. IHpOpMYBaHHA YAHOBHWUKIB NMPO TakWil CTaH peyen, Ha npese-
JIMKWIA Xaub, HE 3MIHWJIO iX CTaBJIEHHA, BUPAXEHOr 0 NIErkoIlo CTyp-
60BaHICTIO, MOBYAHHAM, BiOMOBKaMMU... «Y Wil 3ani, — ckasana
I". MaByk — npucyTHi 6aTbkK NipAiTKiB, SiKi Yepea pik-ABa nepeiayTb
i3 guTayoro Biky B gopocnuii. CborogHi gepxasa 3abesneudye ix
ripenaparamu, asie 3a pik-4Ba BOHW 3iTKHYTbCA 3 Tielo camoto 6ai-
OyXiCTIO i MOBYAHHSIM. Y1 B CTaBI€HHI HALLMX YUHOBHUKIB BinOyayThb-
CAl fKiCb piLLyyi 3MiHM? My He 3HaeMo, Lo Byae aani, TOMy Us npec-
KOHpepeHLuis 3i6paHa 3 METOI0 NIOHATTA LMX KPUYYLLMX MUTaHb,
y NparHeHHi Noka3aTu piBeHb CMEPTHOCTi, KPUTUYHOCTI CuTyaulii,
Ha nepLuwii nornsg 6e3HagiiiHol, 3 ikol, M1 Bipumo, 6yae 3HailneHo
BUXiO».

- T HactynHuii ponosipay npogecop B. Yen’ax

: pO3noBiNna Npo CTatMCTUYHUI obnik naLli-
W" eHTig i3 MBIA, skuit poanodato 2008 p.
Ha piBHi MO3 Ykpainu. Npodecop 3aszHa-
4yuna, Wwo uei npouec, 6eanepeyHo, no-
Tpebye yAOCKOHANEHHS, OCKINbLKWU AaHi ons
WAOro 3aiNCHEHHs HAAXOAATH 3i 3BITiB rOJI0B-
HuX PaxiBLiB, AKi y3arasibHIOIOTb psif LGP,
L0 He BignoBiAaloTb 0COBINBUM HiTKUM
AiarHocTuyHuM kpuTepiaMm MBIA. Ha cbo-
rogHi B YkpaiHi € 52 nauieHtu 3 MNBI4, Be-
pudikoBaHMM 32 KAiHIYHUMKU NPOsIBAMMU
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Ta iMyHonoriyHo. Lle Monopai nioay BikoM ctapiue 18 pokis, siki ogHO-
3HayHo noTpebyloTk 3aMicHOI Teparii.

3aranoM, 6a3yio4nch Ha KJIIHIYHUX | NEeBHUX IMYHOJTOMYHUX [0~
CnimKeHHsIx, B YKpaiHi HapaxoByloTbes 358 3apeecTpoBaHWX BUNAAKIB
iMyHonediumTy B 0ci6 AOpOCNOro BiKy 3 Pi3HOI0 TSXKICTIO NPOSBIB.
€ cepeq HUX i TSXKi i TaK 3BaHi Mani iMyHopaediUWUTHI cTaHu, ane na-
uieHTV nepebyBaloTb Ha 061Ky B roNoBHMX (axiBLiB y pi3HUX perioHax
YkpaiHu. MpobneMHUM MOMEHTOM € Te, L0 B YKPAiHi HUHI nLe TpK
BUAM iMyHOAeDiLIMTY MOXHA BepUGIKYBaTH FreHETUYHO. IHLLI BapiaHT1
(sixux y cBiTi noHag 300) — HepoCTYNHI AN AiarHOCTUKM B HaLLWX
YMOBaXx.

13 2007 p., 3aBasku nepeknaay yHidpikoBaHUx KiiHMHUX GpUTaH-
CbKWUX MPOTOKONIB i aganTauil Ix Ana YkpaiHu, BCi Hawi ¢axisui npa-
LIOIOTb BiANOBIAHO A0 MiXHApPOAHUX cTaHaapTiB. To6To Ao umx naui-
€HTIB 3aCTOCOBYIOTb MEBHI KiHiYHi KPUTEPIi, NPOBOAATbL NEBHI iIMyHO-
NOriyHi 06CTEeXEeHHS i 3a NiATPUMKM 3axiAHMX KONEer HamaralTbCsl
Bepudikysatu Uj iMyHOAES)ILMTU reHEeTUYHO.

B ycix npoTokonax, 3i cnis gonosigaya, YiTko 3anucaHo, Lo 3a-
MiCHY iMyHOTepanito Heo6XiZHO pO3Mo4YMHATM 3 MOMEHTY BCTAHOB-
neHHs giarHody MBIM i npoaoBxyBaTv NOCTIKHO 3 METOI0 YHUKHEHHSI
THXKUX IHDEKUIMHUX Ta IHLIMX iIMYHO3aJIeXHUX YCKIaAHEHb. Takox
naujeHT1 noTpebyloTb NPOMIKHOI AiarHOCTUKM ANS OLHIOBaHHS A0-
cTaTHoCTi 403 iMyHorno6yniHy. Ha xanb, noku wo 3abeaneyuTi Takuid
piBeHb He BoaeTbes. locTaTHi NOKasHUKM ePeKTMBHOCTI ONaHyBaHHA
CUTYaUi MOKK L0 AEMOHCTPYE JIMLLE AUTAYA KOrOpTAa NaLIEHTIB 3a pa-
XyHOK iMyHOrno6yniHoTepanii npenapartaMu BITHU3HAHOIO BUpOGHK-
uTBa.

Jonosigay 3aarocTpuna yBary NpUCYTHIX Ha CUTYaLii WoAao 3a-
6eaneveHHs nikysaHHsA xBopux i3 MBI y Xapkiscbkiit o6nacri. 3 ii
cniB, MONOAI N0y perioHy 30BCiM HE MaIOThb BiANOBIAHUX MOXJ/IN-
BOCTEM, Mo cyTi, abCcoMoTHO He3axuLleHi. Benukoio Mipoio ue cTo-
cyeThen i psay obnactei 3axigHoi Ykpaitu, oco6nvMeo BonvHcebkoi
Ta PiBHEHCbKOI. MeBHOro Nopo3yMiHHA BAANOCA JOCAITU B Aianosi
3 lenyTaTCbKMM KOPNycoM Y J1bBiBCbKili Ta IBaHO-PpaHKiBCbKii 06-
nacTsx. TaM Boanocs AocsArTU LinboBoro gpiHaHCyBaHHs ANs Aopoc-
nux xsopumx i3 NBIA.

B. Yen’sik 3BepHynacsa go MO3 YkpaiHu 3 BUMOI oo po3rnsiHy-
TW NATAHHS NPO HaAaHHA XBOpUM i3 MBI, iHBaniZHOCTI NOXNTTEBO.
Ha cborogHi Ui nauieHTu BTpayaioTb CTATyC iHBaNiaa 3 AOCATHEeH-
HAM 18-pidHoro Biky. Toai BCs onika, HaaaHa AepXxaBolo B nepiof,
OWTUHCTBA, NPOCTO BTpayae ceHc. [o3basneHi nikysaHHs, noau
NnoBepTalTbLCH A0 JiikapeHb 3 TAXKUMU 3MiHAMU, B CEMTUYHOMY
CTaHi.

OkpeMo gonosipay 3BepHyna yBary Ha npobiemMy HecBoevac-
HoT piarHocTukm MBIA. Hacnigkamu 3aranbHoBapiabenbHoro imy-
HoZediuUTy CTalOTb TSXKI 3aXBOPIOBAHHSA, ane nigospa wono
CMNpaBXHbLOT MPUYUHMN HEPIAKO NOSBNAETLCSA JIMLLE HA eTani peaHi-
Mauil, nig Yac KOHCUNiyMiB, Ha AKMX BU3Ha4Ya0Tb NOrnMbneHuit
iMyHonoriyHuiA aiarHo3. KoHkpeTHi BuNnagku — 46-piyHa xiHka, sika
nepeHecna topakanbHi Ta JIOP-onepadii, a TakoX BTPy4aHHs TPaB-
MaTonoris i3 NPUBOAY CENTUYHOrO apTpuTy; 41-pi4HKMIA YONoBikK
3i JlbBiBCbKOT 06N12CTi, IKOMY BUKOHEHO 12 TAXKUX apTPONOrivYHUX
onepauin.

Cratuctuka iMyHoae®diLMTHUX 3aXBOPIOBaHb B YKpaiHi, 3a cnosa-
mMu B. Yen’sk, cBiguMTbL NPO MEHLUMIA HA ABA NOPAAKK (NOPIBHSHO
3 EBPOMNENCHhKUM) piBEHb TOMY, LLIO HaLLi XBOPi «<HeAoAjarHOCTOBaHi».
Lle cTtocyeTbes | BUNaaKiB TsHXKKUX iMyHOAehILMTIB (Hanpukiag, cenek-
TUBHOIO iMyHogediumTy A). ina uboro tuny imyHoaediuuty Hemae
BiANoBiAHOro NaToreHeTU4HOI o NiKyBaHHS, aJie XBOpi, LLYKaioun po3-
paam, 3BepTaloTLCA A0 Pi3HMX ¢axiBuiB, BTpayaoym 4yac. MOHITOpUHr
LUMX NauieHTiB Mae 3AiWCHIOBATH KIiHIYHUIA iMyHONOr, 3aBOaHHAM
fkoro € 3abeaneyeHHs NeBHOT MPOMOLUT Ta CoLjaIbHOro CynpoBoay
nauieHTiB.

Donosiga4y oco6aMBO Haronocuna Ha TOMy, WO HEPO3YMiHHS

CcycninbCTBOM noTpebu UinboBoro ¢GiHaHCYBaHHS reHeTUYHOT,
opdaHHoi, pigkicHoi no cyTi naronorii NBIA, ocobnueo 3 60ky ke-
PiBHUKIB MEANYHMX 3aKJ1aAiB, 06N1aCHUX AeNapTaMeHTiB, MPU3BOAUTb
[0 HECMPUIAHATTA Npo6neMn Ha aepXxaBHOMY piBHi. MBI He MOoxHa
poarnsgaty nopsg 3 iHWWMMKU, HabyTuMK iMyHoaediuMTamm, aki
MaloTb BiANOBIgHY NPOrpamMy NPOTUBIPYCHOT Tepanii Ta LWMpPLLKWA pag,
niarHoCTU4HUX MoXxJIMBocTeit. KpiMm rocTpoi coujaneHoi, us npo6-
JleMa Ma€e CBOIO MOPaJIbHO-ETUYHY CTOPOHY.
HacTynHuit ponosigay J1. YepHuwoBa
oKpecnuna Cy4aCHWI CTaH i MexaHiaMmu
BusiBneHHs MBI B YkpaiHi. Mposeu xsopo-
61 3'ABNAIOTLCA Y AiTell Ha NepLLIOMY PoLj
XUTTS. [ToumnHaoum 3 2005 p., 3 nosBoio
nocajay AMTSHOro iMyHOIOra, sika Tenep €
y KOXHiA obnacTti YkpaiHu, BUSIBNEHO
6nm3bko 2000 BunaaKis uiel natonorii. Jani
AiTe 3 AiarHoCTOBaHUM, HO30J10rYHO
YTOYHEHUM, iIMYHOJIOTYHO Ta reHeTU4HO
BepudikosaHum MBI noTpannsoTb
i [0 cneuianbHOro peecTtpy. Ha cborogHi
BiH Hanivye 860 nauieHTiB. Ane cnnucok Ho3onorii imyHopediuuTie
NMLle 32 OCTaHHIW pik y cBiTi 36inblunBea Ha 100 HaliMeHyBaHb.
YkpaiHa He MOXe CTAHOBUTU CTATUCTUYHOIO BUHSATKY Y Liii npo-
6nemi, ane 1i apceHan MOXJIMBOCTEN AiarHOCTUKU 06MEeXyeTbCs
50 Ho3onorisMu.HaiinowumpeHiwmM cepes HUX € aediluuT aHTUTI-
JIOyTBOPEHHS. OpraHiyH1M nigrpyHTSM Lboro moxe 6yTu BigcyT-
HICTb KIITWH, WO NPOAYKYIOTb iMyHOrno6yniHu, abo ix HaATo HU3b-
Ka NPOAYKTUBHICTb. OCKinbku iMyHOrnobyniHu — ue ronoBHUi
3axuCT Bif iHdeKUiiA, Ha CbOroaHi OCHOBHWIA NPUHUMN NiKyBaHHA
nauieHTiB i3 MBI — 3amicHa Tepanis. MoHag 60% aiteid 3 NBIA
notpebyioTsb Liel Tepanii.

MepLuoio auTUHOI, 3rapaye J1. YepHuLioBa, sk B YkpaiHi npu-
3HaYMnu 3amicHy Tepanio y 2007 p., 6yB xnonuuk i3 Xutomupa,
B sikoro 6yna ayxe xapakrepHa kiiHiyHa kaptuHa MBIA. BiH Maiixe
XMB Y nikapHi, ane Meaukis TpMBAJIUIA Yac HiYOro He HALLTOBXYBaIO
Ha BiAnoBiAHWIA AiarHo3. HaTOMICTbL XBOPUIA OTPMMYBaB MiATPUMY-
BaJibHy Tepanito. Y kiiHiky [lepXxaBHOi yCTaHOBM «IHCTUTYT neaiaTpii,
akylepcTBa i riHekonorii HauioHanbHoT akageMii MeauyHux Hayk
Ykpaihu», ne iioMy 6yno BctaHoBneHo ajarHoa MNBIA, nauieHT noTpa-
M1B Y 3B’A3KY 3 HEOOXiAHICTIO 6Y>XYBaHHS CTEHO30BAHOIO CTPaBOXO-
Ay, YPaxeHoro, Sk BUSBUNOCA NidHiwe, rpubkoBoio iHgekuieto. HaBimb
HeperynsipHe OTPMMAaHHS 3aMiCHOI Tepanii LO3BONWUIO0 XN0MLEBI nepe-
XUTU BIKOBY MEXY NeTaslbHOCTi (3a3Buyaii 10-13 pokiB), cTROpUTH
B/IACHY CiM'I0 | cTaTh 6aTbKOM AUTUHW. Ane BICYTHICTb iHaHCyBaH-
HS HA NikyBaHHs gopocnux naujenTis i3 MBI npuasena oo cytreBoro
MoripLUEHHs CTaHy 3A0POB’A LiET NloavHKN. Ha Xanb, Takux Nnpukiagis
nocute 6araro.

[o imyHonora, sayBaxuna gonosigad, nauieHTta 3 nigo3poio
Ha iMyHoaediunT HeobxigHO HanpaBnsaTK sikoMora paHiwe. Ane
yKpaiHCbKi MeMKu Aoci He MaloTb A0CTaTHLOT 06i3HAaHOCTI Woao
cneuudiyHoi kniniku MBIA. Mepeg ouuma nikaps noctae npocTo
6eakiHeuHa BepBuusa xBopob i xBopobonoaibHMx cTaHiB: TO OC-
TEOMIENIT, TO NHEBMOHIS, TO iHLII CenTUYHI npouecu. HamaraHhs
NiKyBaTU WOCH OJHE YacTO NPU3BOAUTL A0 daTansHOI BTpaTH
yacy.

3aBasikn poboTi NauieHTCbKOI opraHisauii, ckasana J1. Yep-
HULLOBA, PiBEeHb NOIHHOPMOBAHOCTI HaceneHHs apocTae. MocTiin-
HO NPOBOAUTLCH aKTUBHE BUABJIEHHSI XBOPUX BHAC/IAOK Noi3fok
y perioHu. Po3po6neHo aHkeTy Ansi HaceneHHs, 3a NUTaHHAMKU
AKOI KOXEH 3 YYACHUKIB MOXe NOPIBHATU ONUCAaHI B Hin CAMNTOMMU
3 HASBHUMM Y OUTUHM i 32 noTpebu 3BepHYTUCSH A0 AUTHSHOrO
iMmyHonora.
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MiacymoByioum gonosigp, J1. YepHulLoBa 3ayBaxwna, Lo paHille
MBI 6ynu daTtanbHMMK, ane 3apas HaBiTb TAXKiI iMyHOoedILUTH,
wo noTpebyloTb paguKanbHOiI TPAHCNNaHTaUIl KNiTUH KICTKOBOIO
MO3KY, LIiTKOM BMNIKOBHI. Takux npukaais € Bxe Ginblue TPUauATA.
B YkpaiHi TpaHcnnaHTauis MOXNUBa N1LLE Bif, CNOPigHEHOro 3a ric-
TOCYMICHICTIO AI0HOPaA. TOMY NEBHY HaAilo 3ATULLAKTb 3aKOPAOHHI
KniHikn. Onepaujs kowTye woHaimeHwwe 150 Tuc. eBpo. Mano sika
3 yKpaiHCbKUX ciMeli Moxe cobi Lie 103BoNnuTH. Heapaxalouu Ha po3-
noyary AepxXasBoio AONOMOrY, Yy HalLMX rPOMaasiH € 6araTto NpU4MH
NiKyBaTMCA 32 KOPAOHOM: Yepra, BifiCyTHICTb Yacy, 0OMeXeHa Kinb-
KiCTb FEHETUYHUX aHani3iB (nuLLe Tpu HO30NOrii). Yce BULLEe3asHa-
yeHe 3yMoBJIioe NoTpeby CTBOPEHHS iIMYHONIOMYHOIO LIeHTPY B YKpa-
THi He nuwe ans aitei, a i 4na A0POCINX NaLIEHTIB i3 3aranbHoBa-
piabenbHUM imyHoaeiLUTOM.

@®. Jlaniii NopyLIMB NUTAHHA HAU3BKOIO
piBHA CaMOOCBITK NPOdECiHHOT CNiNbHO-
TW. BiH HaronocuB Ha noTpebi HaBYyaHHA
y 3apybiXHux koner, NnepeiHATTa AoCBiay
LIHOK BUTPAT BNACHOrO BifIbHOrO 4acy,
NpoBeAeHHs NOLYKY | 06’eaHaHHA GaTbKiB
HENOBHONITHIX nauieHTiB i3 MNBIA. Takox
®. Naniit 3ayBaxuB, Wo ¢axiBLi HaBYM-
NIUCA BUABNATU iMyHOOediumT, caMoop-
raHi3OBYyBaTMCS, NPALOBAaTH Ha, BNACHU-
1. ¢ mu nomunkamu, npusHavatu giese,
2 8y 32 MOXJIMBOCTI AOCTYNHE NiKyBaHHSN. Ic-
HYIOTb MiCLIEBI Nporpamu, ¢iHaHcosaHi 3 6loaxeTy, ane [1BI4 — ue
He nuwe lg-Tepanis, a 1 4OPOroBapTiCHa TPaHCMAAHTALfA KiCTKO-
BOr0 MO3KY, NiKyBaHHA NigWKipHUMK iH'eKUilHUMK ¢dopMamMmn
iMyHOrnobyniHiBs ans gopocnux Towo. € notpeba B LiNKOBUTUX
3MiHax Ha piBHi aepxaBu. He BCi 3apeecTpoBaHi B YKpPaiHi flikapcChbki
3acobu nigxoasaTb ans aitei. Ha samiHy TabnetoBaHol ¢popmu
HeobxinHWUX Npenapartis y €Bponi, 3a cnoBaMy AONoBiAa4a, pos-
pobneHo cycneHsil, cuponu. 3 NpuiAHATTAM 6e3Bi30BOro pexumy
3pocTae notpeba B aganTadii ykpaiHCbKOro 3akOHOA2BCTBA 3 Me-
TOIO CKaCyBaHHA peecTpadii B YkpaiHi likapCbkux npenaparis, siKi
[ABHO 3aCTOCOBYIOTb B €BpOni.

J1. BitkoBCbKa pO3MOBiNa NPUCYTHIM
npo napsiaMeHTCbKUIA KOHTPO/Ib 3a A0-
TPMMaHHAM MpaB JTIOAUHU. YNOBHOBaXe-
HUA BepxoBHOI Pagu YkpaiHu 3 npas
noauHn, 3a3Hauyumna J1. BiTkoBcbka,
cnisnpauioe 3 'O, Ha NOCTilHIA OCHOBI
30iACHIOE MOHITOPUHI | KOHTPOJbL 3a A0-
TPUMaHHAM NpaB nauieHTiB 3 iMyHope-
¢iumTamun i B3arani 3 oppaHHUMU 3a-
XBOPIOBAHHAMU. Pe3aynbTaTu KOHTPOIO
uiel npobnemu BigobpaxkeHi y WOpi4HinA
OonoBigi YNOBHOBaXXeHOro 3 npas Nioau-
Hu 32 2016 p., siky B 6epe3Hi 2017 p. BHeceHo a0 BepxoBHoi Panu
YkpaiHu. Y Hilh 30kpema HaronoLeHo, Wo He 3abe3neyeHo NpaBo
rpoMagsiH, aki MaloTb PiakiCHI opdaHHi 3aXBOPIOBAHHSA, HA OTPU-
MaHHS XUTTEBO HeOOXiAHUX NiKapCbKUX NpenapartiB i HarooLEeHO
Ha npobneMax 3aranbHOro 3MicTy. He cTBOpPeHoO peecTpy opdaH-
HUX XBOPUX | peasibHMX AAHMUX LLOAO KiJIbKOCTi LMX XBOpUX. He Bu-
pillYyETLCA NMUTAHHA HAAAHHA NiKyBaHHA OpdaHHUM XBOPUM
i3 Yyucna 4OPOCSIOro HaceNeHHs, He BPaxoBYIOTbCS iHAUBIAyaNbHI
noTpebu nauieHTiB Npy 3aiicHeHHI 3aKyniBenb Heob6xigHUX nikap-
Cbkux 3ac06iB Ta xapyoBuxX Cymiwed. HecBoeyacHo BigbyBalTh-
Csl AepXaBHi 3akyniBni fikapcbkux 3acobiB, WO NPU3BOAUTL
[0 NEpPEePUBaHHA NiKyBaHHA | TAXKUX HACNiAKiB Ana 300pOB'S.
Maemo Hapilo, ckasana J1. BiTkoBcbka, WO | HAPOAHI aenyTaTtw,
i Ypap 3BepHyTb yBary Ha uj npobnemMu. Y rpyaHi 2016 p. Ha kpyr-
oMy cTosli B omOyacMeHa Ykpainu 6ynu npucyTHi ouinbHuku IO,
npeactaBHukn MO3 YkpaiHu i 3akopaoHHi excnepTu 3 HimeyunHu,
YropwumHu, IcnaHii, siki 3aiiMaloTbest npo6nemamm opdpaHHUx 3a-
XBOpPIOBaHb. 3a pes3ynbTaTaMu 3axody po3pobiieHo BianoBigHi
pekoMeHaauil, HanpaeneHi B MO3 Ykpaliu; nutaHus nepebysae
Ha KOHTPOJIi B YNOBHOBaXEHOIO 3 npas M0AUHU. Y LMX peKOMEH-
DaLifgx HaronoLweHo Ha HeobxiaHOCTi po3po6neHHs HaLOHaNBHOT
nporpamu, sika 6 Bksilo4ana NUTaHHSA AiarHOCTUKKU, CENEKTUBHOIO
CKPUWHIHIY, HagaHHA MeAU4HOI A0MOMOrU, NiArOTOBKU KBaNi(ikO-
BaHux ¢axisLiB i3 AiarHOCTUKKN Ta NiKYBaHHSA PiAKiICHAX 3axXBOPIO-
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BaHb. 3aBAAKKW CMiNIbHMM 3ycunnsam O, npeactaBHMKaM 6aTbKiB-
CbKOi (POMaACbKOCTi, YNOBHOB2XEHOMY 3 NpaB JI0AUHW NUTaHHSA
BUPILLYETLCS.

A. M'aBpuMAIOK Y CBOI1 AONOBIAj 3ragas npo
HEeLLoAaBHIO 3YCTpiY i3 NnpeacTaBHUKAMM
rpoMagy ogHoro 3 opgpaHHMX HanpsiMKiB
nartonorii y ctiHax MO3 Ykpainw. MigHima-
JIM NMUTaHHA WoA0 MahkbyTHLOT 3akyniBni
npenapariB, NpeACTaBHUKWA BUCJIOBUIIN
no60IOBaHHSA LLOA0 MOXITUBOI LUKOAM ONS
300pOB’Al OKPEMMX JlikapCbKMX 3acobiB.

Jonosigay 3BepHyB yBary Ha Te, Lo
3aBASAKW NOCTINHOMY KOHTaKTY 3 NaujieHT-
| CbKMMU OpraHisauisiMM onepaTMBHO BU-

deall| pilleHO NUTAHHA, AK TEXHIYHO 3pobuTKn
Tak, wob nioau oTpuManu npenapar, skuii 6yae AiCHO ois HUX
KOPUCHMIA, | BOBHOYAC YHEMOXJIMBUTU NMPOCYBaHHS npenapary,
34aTHOro NoripwuTu cTaH 3gopoB’s nauieHTiB. MO3 YkpaiHu,
BNacHe rpynu, fiki HanpPauboBYIOTb HOMEHKNATYpU, 3anpoCcuin
[0 y4yacTi B ix pob0oTi npeacTaBHUKIB GaxoBux, NALJEHTCLKUX Opra-
Hizauiit, nikapiB, 6€3 AKMX Hi PO3BUTOK, Hi PYX Y LIMX MUTAHHSAX He-
MOXJTMBUIA.

MO3 Ykpainu HanpukiHui 2016 p. 3pobneHo po3paxyHKu Loao
3MiH Ao Giopxery 2017 p. 3a cnosamu A. [aBpUIOKa, MUTaHHS «18+»
BX€ He NMepLUNiA pik CTOITb Y Yep3i Ha BUPILLEHHS. Y AesiKUX HanpsiM-
Kax AOCArHYTO NPOrpecy, i A0 Nporpam NikyBaHHs BKJIOYAIOTb OCI6
BikOM cTapuue 18 pokiB. CTBOPIOETLCH OkpemMa BI0KeTHa nporpama
ons nauieHTis i3 MBI BikoM cTaplie 18 pokiB. 3a nigpaxyHkamu ix
B YkpaiHi gjiicHo 52 ocobu. PiyHa BapTiCTb NlikyBaHHS iMLLE ABOMA
npenapaTtamu (iMyHOrno6yniH NloANHN HOpManbHUiA 10%, OpieHTOoB-
Ha BapTicTb — 2100 rpH., notpe6a — 1700 ¢pnakoHiB Ha pik; iMyHO-
rnobyniH noauHu HopManbHuii 16,5%), opieHTOBHa BapTiCTb —
5858 rpH., notpeba — 5380 ¢nakoHiB Ha pik) CYKyNnHO CTaRHOBUTb
35086 040 rpH. 3a cnoBamMu AonoBigaYa, o4iKyeTbCsl HAOXOMKEHHS
[0OATKOBUX KOLUTIB A1 oxonieHHs npo6nemu Ha 100%, wo aactb
MOXIUBICTb 3HU3UTH 3aXBOPIOBaHICTb Ha 80-90%, 3HU3KUTU CMEpT-
HicTb — Ha 75%. XBOpi 3 opdHaHHUMK NaTONOriAMK, NiAKPecnvB
ponosigay, 6e3 nigTpMMKKU AepXaBu He MaloTh LLAHCIB Ha 300poBe
iCHYBaHHS1, & iIHKONU — i1 Ha XUTTA.

Ha 3aBepLueHHs npec-koHdepeHLii kKOXeH 3i cnikepis Aoaas
CBOT KOMeHTapi, wob ninbutn nigcymku 3axony. Tak, nponyHanu
IYMKU CTOCOBHO 06csriB 6104xeTHOro gpiHaHCYBaHHS Ha NiKyBaH-
HS MaWieHTIB i3 OpdaHHMMM 3aXBOPIOBAHHSAMU, MPO HEOBXIAHICTb
NoABOEHHSA 3a3HayeHol y Aonoeigi A. MaBpunioka cyMmu. 3raganu
Nnpo HeobXigHICTb NepLIOYEepProBoi BakUMHALLil iMyHOaeiLMTHUX
XBOpUX, wopiyHa notpeba B fAkili ouiHiOeTbCA NpUGNM3HO
y 3000 rpH.

3asHaueHo, Lo 6araTboM nauieHTaM He MigxoasThb Nikapchbki 3a-
c0o0u ykpaiHCLKUX BUPOBHUKIB, TOMY HEODXifIHO 3aTBEPAUTH MEXaHI3M
3aKyniBenb 3a MXHApPOAHUMU Ha3BaMu. Takox chig BignpauosaTu
nopsaokK NepeBefieHHs NaljeHTa y 3B'A3KY 3 AOCATHEHHsIM 18-piyHo-
ro Biky A0 Aopocnoro imyHonora. O6nacHuit iMyHONOr Mae 3HaTU
Npo KinbKiCTb NauieHTi. i3 MBI, y AOro perioHi; B3aeMopaja 3i crneuja-
nictaMu Takox notpebye cyTTeBOI po3’scHI0BaSIbHOI poboTy. daxis-
Lii BUCNOBUIU AYMKY, LLIO BCi iMyHOOM MaIOTh NPOXOAUTU CTaXKYBaH-
HS1 32 KOPAOHOM.

&. Nanii Big cebe 3a3HauumB, L0 3acTapiny Moaens «iHaHCyBa-
TW NIDXKO-AEeHb» HeobxiiHO ckacyBaTu. B yCbOMYy CBITi B JOPOCIOMY
Bilj iMyHOAedILUTHI XBOPi AOCTaTHLO AOMAAHYTI, NPOdiIHAHCOBAHI.
Ha aHaniau B YkpaiHi notpi6Ho 6113bko 30 000 rpH. /pik. 3BepHEHHS
daxiBuiB Npo ix HeoOXigHICTL | BiAMOBM chif nepeBipaTy. Jlioam He Ha-
BYeHi 3anyyaTtv 6narogiitHi opranisauii.

3a kopaoHom ans xsopux i3 MBI nin6upatots Ig-npenapati iH-
ausigyansHo. B YkpaiHi nokv Wwo manu nvwe oauH npenapart. [po-
TArOM ABOX POKiB ix BUBip 36inbLumBca a0 aBox. [na Aopocnux nauj-
eHTiB i3 MBIl noTpibHO 3aCTOCOBYBATU MiALLKIPHUIA BapiaHT iMyHO-
rnobyniHiB, OCKiNbku BeHU XxBOpUX 40 18 poKiB BXEe HE BUTPUMYIOTb
NOTPIGHOr0 HABaHTAXEHHS.

YyaCHMKM NOKIANKM Hadilo Ha NnopanbLly MiigHy cnisnpauwo M0,
naujieHTCbKUX OpraHisauiin, npeacTaBHUKIB Bnaay i ¢axisLib, L0 AaCTb
3MOry BMPILLMTU BCi rOCTPI NMTaHHA Wwogo npebnemu MBI,
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