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KonuenrtyaJjbHi 3acaam 1010 CTBOPEHHS CUCTEMH HATAHHS KOMILIEKCHOI
JAOMOMOTH AITSIM, XBOPUM HA PIAKICHI 3aXBOPIOBaHHS B YKpaiHi

Po3aia 1. 3araanHi moJioxenHs

KonnenTtyanbHi 3acaayd CTBOPEHHS CHUCTEMHU HAJlaHHS JOMOMOTH JIITSM,
XBOPUM Ha PIAKICHI 3axBOproBaHHS B Ykpaini (mam — KonmentyanbpHi 3acain)
BHU3HAYA€ TICPCIICKTUBHI HANIPSIMU Ta 3aBJIAHHS I CTBOPCHHS OpraHi3amiifHuX yMOB
3a0€3MeUYeHHs] PO3BUTKY CHCTEMH HaJaHHS KOMIUIEKCHOI JOTIOMOTH iTSIM, XBOPHM
Ha PIIKICHI 3aXBOPIOBaHHS.

Ha HuHIITHROMY €Talli pO3BHTKY CHCTEMa OpTraHi3allii MEeIUYHOI JOTIOMOTH
JITSM, XBOPUM Ha PIAKICHI 3aXBOPIOBAHHS MOTpeOy€ IMIECIPSIMOBAHOT KOOPAUHALIIT
T Ta 3yCWJIb HE TUIBKU CHCTEMH OXOPOHU 3JI0POB’S, ajie¢ i CYCHUIbCTBA (CHCTEMH
COIIAJILHOTO 3aXUCTY, OCBITH Ta TPOMAJICHKUX OpraHizalliii, MailOyTHiX OAaThKIB).

KoHuenryanbHi 3acagy cpsMOBaH1 Ha aKTUBI3aLil0 POOOTH 3aKJIaJlIB OXOPOHU
3J10pOB’s, OCBITH, MI’KHAPOJHUX Ta POMAJCBKUX OpraHi3auii 1100 CTBOPEHHS YMOB
Uil peanmizalii npaB AUTHHM, nependadeHux KouBeHuiero OOH «IIpo mnpasa
TUTHHI.

VY KoHuentyaibHuX 3acajiax NIpuiMaeThCs Taka TEPMIHOJIOTIS:

pinkicui 3axBoproBanHsi (P3) - 1e 3axBoproBaHHS, SKI 3YCTpPIYalOThCA 3
4acTOTOr MeHIe HiK 5 BumaakiB Ha 10 000 HacenenHs (3a gaHUMHU €BPOIEHCHLKOTO
KOMITETY ekcrepTiB 3 piakicHux 3axpoproBanb EUCERD) Ta HecyTh 3arposy s
KUTTS 00 CIIPUUHMHSIIOTH PO3BUTOK MTPOTPECYIOUOT0 3aXBOPIOBAHHS;
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Po3ain I1. Busnayennst npo0.iemu

3a naHuMu €BpONEUCHKOTO KOMITETY €KCIEpTIB 3 PIAKICHUX 3aXBOPIOBaHb
(EUCERD) inentudikoBaHo mpuOIM3HO § TUCSAY PIIKICHUX 3aXBOPIOBAHb, 3 HHUX
NOHAJ 5 THUCAY 3aXBOPIOBAaHb — CIAJKOBI MeTaboiuH1 XxBopoou. [Ipore, Ttinbku 250
PIIKICHUX 3aXBOpIOBaHb MaroTh cBii mudp B MKX10.

Jlo pigkicHuXx XBOpoO HajekaTh CHAJKOBI MMOPYIICHHS OOMIHY pPEYOBHH,
piakicHi (OpPMH OHKOJIOTIYHHUX Ta OHKOTeMAaTOJIOT1YHUX 3aXBOPIOBAaHb, PIJIKICHI
1H(]eKIIiTHI 3aXBOPIOBAaHHS, ayTOIMYHHI TPOIIECH TOIIIO.

OcobnuBicTiO op(haHHOT MATONOTIi HEPIAKO € HASBHICTh KOHTIIOMEPATY XBOPOO
y OJHOTO MAIli€HTa 13 HE3AJIC)KHUMHU KIIHIYHUMH IPOSBAMH KOXKHOTO 13 HHX, IO
noTpedye CHUCTEMHOTO MiAXOAy /10 JIarHOCTUKH 1 JIKyBaHHS 3a y4acTiO JIKapiB -
CHELIATICTIB Ta JIIKaps-reHeTHKa.

Ils rpyma 3axBOpIOBaHb Ma€ BaXKUH, XPOHIYHUM, MPOrpecyrouuil mepeoir,
CYIIPOBOKYETHCS (POPMYBAHHSIM JET€HEPATUBHUX 3MiH B OpraHi3Mi.

3 o1HOTO OOKY, BIIPOBAPKEHHS Cy4aCHUX METO/IIB J1arHOCTUKHU 3a MPUHITUTIAMHU
JI0Ka30BOi MEAMIIMHU JIO3BOJIIIOTH HA CYYaCHOMY €Talli JiarHOCTyBaTH 3HAa4YHY
KUIBKICTh PIJIKICHUX 3aXBOPIOBaHb. 3 IHIIOTO OOKYy, BUKOPHUCTAHHS Cy4YacHHUX
O10TEXHOJIOT1M J03BOJISIE CTBOPIOBATH JIKAPCHhKI 3aco0H, SIKi €()EKTUBHO JIIKYIOTh
paHillie HeBUJIIKOBHI P1AKICHI 3aXBOPIOBAHHSI.

3riiHo 3 AaHUMU €BPOIMENCHKOI MEIMYHOI areHIlli Ta KOMITEeTy 3 opdaHHUX
Meauyanx npoayktiB (COMP) cranom Ha xoBTeHb 2011 poxky m0 mnepeniky
ophannux mpenapariB BHeceHo 1351 HaliMeHyBaHHS.

KnacnyauMm npukiiagoM CragkoBUX 3aXBOPIOBAHb METa00II3My a00 BPOIKEHUX
MOMMJIOK MeTa00IIi3My IIi€T TPYNH 3aXBOPIOBaHb € XBopoba ["ore.

BianoinHo 10 icHyro4doi 0a3u JaHux B YKpaiHi aiarHoctoBaHo 50 XBOpuX 3
xBopoboro T'ome, 3 Hux 16 mitedi. JlBoe niTeld MarwTh Apyry, TOCTpY
HelipoHonaTU4YHy (OpMY 3aXBOPIOBAHHS, SiIKa, HAXajb, JJIKYBaHHIO He mijasrae. J{ns
JiKyBaHHs XBOpoOu ['omie 3acTocoBYIOTh (hepMEHT-3aMICHY Teparlito MpernaparoM
imirmonepasza. Piyna norpeda y npenapati ana 14 gitedt ctaHoBUTH 864 (iakoHu
imirmroniepasu no 400 mi (Joxgatox 2). BapTicTs onHoro (jiakoHa ctaHoBUTH 17 742
rp. Takum umHOM, piyHa motpeda I JiKyBaHHs 14 marieHTiB 3 XBopoOoro ['orne
Oyne cxmagatu npubauzuo 15 329 088 rp.

Cnig 3ayBakuTd, 1O S [iTe BXKE OTPUMYIOTH MpenapaT 3a KOIITH
NEPKOI0KETY, 4 MUTUHUA OTPUMYIOTH MIpEnapar 3a KOIITH TYMaHITapHOI IOOMOTH,
6 miTed HE OTPUMYIOTH Mpemnapary, 1 e CTAaHOBUTH 3arpo3y IS iX KUTTS, OCKUIbKU
IMITTIONIEpas3a € €MHUM e()EeKTUBHUM 3ac000M y JiKyBaHHI XxBopoOu ['ore.

[Totpeba y mpemapaTi iMmirioIepasa BUPaXxOBYEThCS Ha KUTIOTpaM Macu Tija
nairfieata. BpaxoByroun, 10 pa3oBa Jo03a Mpenapary po3paxoBYEThCS Ha KiIOrpam
MacH Tija Nall€HTa, KUIbKICTh Mpenapary Ha OJHE BBEIEHHS MPOTATOM POKY MOKE
301IBIIYBATUCH (32 EMIIPUYHUMHU PO3paXyHKaMU Ha OJHOTO XBOPOTO MoTpeda Ha piK
B oauHuULsIX npemnapat = 40-60 OJ[* 1kr*2 BBeneHHs Ha MicsIb™* 12 MiCSIIB).
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Po3min III. AHani3 nmpuYMH BHHUKHEHHSI MPOo0JieMHM Ta OOIPYHTYBaHHA
HeOOXiTHOCTI ii po3B’sI3aHHSA

B Vkpaini npoTarom oCTaHHBOTO NECATUPIYYS TOCATHYTO MEBHOTO MPOTPECY B
J1arHOCTHIII 1 JIIKyBaHHI PIJIKICHUX 3aXBOPIOBaHb.

CrporonHi B YKpaiHi J1arHOCTYIOTbCA Ta JIIKYIOThCS Ha Cy4aCHOMY PIBHI Taki
PIAKICHI 3aXBOPIOBAaHHA, K (PEHUIKETOHYpis, reModuiisi, MyKOBICIHI03, XBOpoOa
['ome, xBopoba @Pabpi, MyKomojicaxapua03u, MITOXOHJpiaidbHI XBOpOOH, IesKi
PIAKICHI 3aXBOPIOBAHHS HEPBOBO-M’SI30BOi CHUCTEMHM, EMIr€HETUYHI XBOPOOH,
MOPYIICHHS OKUCIICHHS JKUPHUX KHUCJIOT, OHTOTEHETUYHI CHHAPOMHU TOIIIO.

[Topsim 3  MOCATHEHHSAMH, SK 1 B IHINMX KpaiHax CBITy, ICHYIOTh II€BHI
NEepelkoid y HaJAaHHI KOMIUIEKCHOI JOMOMOTH [ITSAM, XBOpPUM Ha opdaHHi
3aXBOPIOBAHHS, 30KpeMa:

- BIACYTHIA TepeJlik 3axBOPIOBaHb B PI3HUX KpaiHaxX, sKI BiAHECEHI [0

PIIKICHUX 3aXBOPIOBaHb;

- BIICYTHI aJTOPUTMH Ta CTAHJAPTH HAJAHHS MEIWYHOI JIOTIOMOTH JIITSIM,
XBOPHM Ha PIIKICHI 3aXBOPIOBAHHS;

- BIICYTHIN peecTp AiTeH, XBOPUX HA PIAKICHI 3aXBOPIOBAHHS;

- HE 3apeecTpoBaHUU B YKpaiHi Jikapchkuil 3aci0 Enanpaza® (MixHapoIHa
HenmaTeHToBaHa Ha3Ba — Irsulfase), 10 BUKOPUCTOBYeTbCA Il JIIKYBaHHS
MyKonoJsicaxapuaosy Il tumy;

- BIICYTHI OCBITHI POTrpamMu IS JIIKapiB NEPBUHHOI JIAHKH, ME11aTP1B, TUTIUUX
HEBPOJIOTIB, MEUYHUX T€HETHKIB, IMENaroriB, 0aThKiB, COIIAJIbHUX MPAIiBHUKIB, 3
JIarHOCTUKM JIIKyBaHHS, peaOimiTaiii Ta corfiamizailii IiTe, XBOpUM Ha PIAKICHI
3aXBOPIOBAHHS;

- HEJIOCTATHS B3a€MOJisl W KOOpJMHAILlSl MK OpraHaMH JepKaBHO1 BIadH,
METUYHUMH (COLIAIBHUMU) TIPaIliBHUKAMH 1 XBOPUMH;

- HU3bKUW  piBeHb MOIHGOPMOBAHOCTI HACEJICHHS IIMOJO JIarHOCTHKH,
JKyBaHHsI, peadimiTallii aiTeit 3 opaHHUMH 3aXBOPIOBAHHSIMU,

Pozain IV. MeTa koHUuenTyajJbHUX 3acaj

['onoBHOtO Meroro mux KoHmenTyanbHUX 3acaj € MiABUIIEHHS JOCTYITHOCTI
MEIUYHOI JOMOMOIM LUISIXOM HPO(UIAKTUYHUX 3aXOMdIB 3aM00IraHHs PO3BUTKY
PIAKICHMX 3aXBOPIOBaHb, CBOEYACHOT'O BUSIBICHHS Ta JIIKyBaHHS JITEH, XBOPUX Ha
PIAKICHI 3aXBOPIOBAHHSI, OCBITHIX MpOrpam Uisi MEIUYHHUX MpalliBHUKIB, NEAAroris,
CoLIlAJIbHUX Mpal[iBHUKIB, 0aThKIB, TOIIO 3 peaduIiTalli Ta couiani3anii JITed, XBOpUX
Ha PIJIKICHI 3aXBOPIOBaHHs, II0 B KIHIIEBOMY pe3yJIbTaTli HaJacTh MOXKJIUBICTh
30UIBIIIMTH TPUBATICTh Ta SAKICTh KUTTS TaAKUX JITEH.

V. llasaxu Ta cnocoOu po3B’A3aHHS NMPoOJaeMu

Po3B'si3anns npobiiemu nepeadoadaeTbCs 3MIMCHUTH MIITXOM:
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1. 3abe3nedeHHs PO3pOOJICHHS Ta BHUKOHAHHA HOPMATHUBHO-IIPABOBHX AaKTIB 3
NUTaHb PO3BUTKY KOMIUIEKCHOI CHUCTEeMH HAJaHHS MEIUYHOI JIOTIOMOTH MITSIM,
XBOPHUM Ha PIIKICHI 3aXBOPIOBAHHS, 30KpEMa 3aTBEPKEHHS:

- HAILIIOHAJILHOTO NEPEJTIKY PIAKICHUX 3aXBOPIOBAHbD;

- CTaHJapTiB HaJgaHHA aMOyJaTOPHO-MOJIKIIHIYHOI Ta  CTallOHApHOL
JIKYBaJTbHO-TIPO(PLTAKTUYHOT JOTIOMOTH JIITSIM, XBOPUM Ha PiJIKICHI 3aXBOPIOBAHHS;

2. mpoBeaeHHS PO ITaKTUIHUX 3aX0/11B, 30KpemMa:

- TIArOTOBKA, 13 3allydeHHSM TPOMAJICBKUX OpraHizaiiii, iHdopMamiiitHux
MatepiamB (1HGOPMAIITHUX JUCTKIB, OYKJETIB, BileO(MUIbMIB, MOCTIHHO AiH0Y01
nporpamu Th «PiakicHi 3axBoproBaHHS») Ta IHPOPMYBaHHS HACETEHHS 1 METUIHUX
MpaIiBHUKIB TIPO QJITOPUTMHU MAiH MO0 JIarHOCTUKHM Ta JIIKyBaHHS PiJKICHUX
3aXBOPIOBAHb;

- BHKOHAaHHA MpOrpaM MEpPUHATAIBHOI MPOMIIAKTUKH PO3BUTKY PIAKICHUX
3aXBOPIOBaHb cepejl MallOyTHIX 0aThKIB;

- YIAOCKOHAJIEHHS MOPSAKY €MiJIeMIOJOTIYHOTO Harjsily Ta peecTpauli JiTeH,
XBOPUM Ha PIAKICHI 3aXBOPIOBaHHS, Y TOMY YHUCII1 B YCIX PErioHax KpaiHu;

3. 3A1CHEHHS CyYacHUX JIIKYyBaJbHO-A1arHOCTUYHUX 3aX0/11B, 30KpemMa:

- IPOBEJCHHS 00CTEXKEHHs BariTHUX, HOBOHAPO/XKEHUX Ta JITEH PaHHbOTO BIKY
Ha PIJKICHI 3aXBOPIOBAHHS 3 pO3POOJIEHHSM Ta BIPOBAKEHHSIM B IPAKTUKY
BIJIMOBIAHUX TIPOTOKOJIIB;

- 3a0e3Me4YeHHs MEAMKO-TeHETUYHUX CIyK0 CydacHUMH CHCTEMaMHu Ta
3aco0amu JA1arHOCTUKH PIIKICHUX 3aXBOPIOBAHbD;

- 3a0es3reyeHHs1 JiTeH, XBOPUX Ha PIJKICHI 3aXBOPIOBAHHSIMH JIIKAPCHKUMH
3aco0amu BIJIIOBIIHO /10 PO3POOJIEHUX POTOKOIIB;

- 3a0€3MeUEHHs] PAHHBOI'O BUSBJICHHS Ta BIANOBIIHOIO JIIKYBaHHS JITEH, XBOPUX
Ha PIIKICHI 3aXBOPIOBAHHS IIJITXOM MEAHYHOTO OOCTEXKEHHS 0ci0 y poauHax, Je €
XBOP1 Ha PIAKICHI 3aXBOPIOBAHHS;

- CTBOPEHHS IHTEPAKTHBHOI MEPEXKI 13 3aCTOCYBAaHHSAM TEJIEMEIUIMHU 3 METOIO
HAJaHHS KOHCYJIbTaTUBHOI TIOTIOMOTH JITSIM 3 PiIKICHUMHU 3aXBOPIOBAHHIMH.

4. BU3HAYCHHsS MPOBIMHOI yCTAaHOBM 3 BUKOHAHHS 3aBJaHb, MepeadadyeHuX
KonnenryanpauMu  3acagamMu, 3  yTBOPEHHSAM  iHQOpMaIiiiHO-aHATITUIHOTO
MIPO3AUTY I BEICHHS PEECTPY AITeH, XBOPHUX HA PIAKICHI 3aXBOPIOBAHHS;

5. 3abe3nedeHHs (QYHKIIOHYBAHHS PEECTPY MIT€H, XBOPUX Ha PIAKICHI
3aXBOPIOBAHHS;

6. YIOCKOHAJICHHSI CUCTEMU ITiIBUILEHHS KBaji(iKamii MEIUYHOTO TepCoHATY 3
NUTaHb, W0 CTOCYIOTbCS PIAKICHUX 3aXBOPIOBaHb, 30KpeMa 3a0e3MedeHHs
MiIBUINECHHS KBami(ikalii JiKapiB Ta MOJOJAIINX MEIUYHUX CHEIAICTIB 3 MUTAHb
HaJaHHS CHellali30BaHo1 JIIKYyBaJIbHO-MPO(PUIAKTUYHOI JOTIOMOTH JITSAM, XBOPUM Ha
PIIKICHI 3aXBOPIOBAHHS;
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7. poO3poOJEHHS MEXaHi3My MIXKBIJIOMUYOi B3a€EMOJIIi  3araJibHOOCBITHIX,
COLIIAJIBHUX T4 MEAUYHUX YCTAHOB 3 MUTaHb JIarHOCTHKHY, JIIKyBaHHS Ta peaOuriTamii
JiTeH, XBOPUX HA PIAKICHI 3aXBOPIOBAHHS;

8. ctBopeHHsI KoHCynbTaTUBHOI paau eKcrnepTiB (13 3aly4eHHSIM 3aKOPJOHHUX
(axiBIliB) 3 pIJIKICHUX 3aXBOPIOBaHb.

VI. OuikyBaHi pe3yjbTaTH BIpoBaJ:keHHs1 KoHuenryaabHuX 3acaj

BrnipoBaiykeHHS! KOHLIENITYaJIbHUX 3acaj JacTh 3MOTY:

- 3HU3UTH PIBEHb 1HBAJIJHOCTI Ta PIBE€Hb AUTIYO0I CMEPTHOCTI, 110 CIPUYUHEHI
YCKIAAHEHHSIMU PIAKICHUX 3aXBOPIOBaHb, Ha 10 BiJICOTKIB;

- YIOCKOHQJIUTA QJITOPUTM [II PaHHbOI'O BUSBIIEHHS Ta JIIKYBaHHS PIIKICHUX
3aXBOPIOBAHb Y AITEH;

- 3a0€3MeunTH MPOBEICHHS KOHCYIbTYBAaHHS Ta TECTYBaHHs JiTel Ta OATHKIB, B
POJIMHI SIKUX € PIAKICHI 3aXBOPIOBAHHS 3 METOIO PAHHBOTO BUSBIICHHS TPYI PU3HKY;

- YIOCKOHQJIUTH CHCTEMY [1arHOCTHKM Ta JIKyBaHHsS XBOpPUX Ha 3a3HAy4eHi
3aXBOPIOBAHHS,

- MABUIIUTH PIBEHb 3HAHb MEAWYHUX, MEAATOT1YHUX, COIllaJbHUX MpalliBHUKIB
Ta HACEJICHHS PO PIIKICHI 3aXBOPIOBAHHS.

JdupexTop denapramMeHTy 0XOPOHU
MaTEePHUHCTBA, AUTHHCTBA
Ta CAHATOPHOTrO 320e3Me4YeHHs C.I. Ocramko



