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XBOPUM Ha PiaKIiCHi 3axBoploBaHHS B YKpailHi

[OBH3 «TepHoninbCbKuiA AepXXaBHUA MeanyHuiA yHiBepeuteT im. |.A. Fop6aveBcbkoro MO3 Ykpainu»
SOVREMENNAYA PEDIATRIYA. 2015.2(66):16-18; doi 10.15574/SP.2015.66.16

Y cmammi 3diticneno ananis nayxosux nioxodie 0o posyminns piokicnux (0p@hannux) 3axeoproeans 3a MiNCHAPOOHUMU MA
HauionareHuMu cmanoapmamu. 3'9coeano cymuicmo HOpMamuenozo doxymenma — Pexomendayii Padu Eeponeticvkozo
Co103y wodo diil y chepi pidkicuux x6opob. Jlocrioxceno emanu pospodaenis i 6nPosaodHces MiNCHAPOOHUX CIAndapmis
Y HayionavHe 3axono0ascmeo. Busnaueno doyirvricms popmyeanms axicnoi cucmemu Hadanms 0onoMozu X6opum na pioxic-

Hi 3axX80PI0GANHHS 8 YKPAiHi.

Kmouoei cnosa: piokicui (opganni) 3axeopiosaiiis, Mijcnapoomi 0okymenmu, Meouuna 0onomoza, cKpuninz, ineariousayis,

Oeparcasni eapanmii.

Beryn

3a JnaHruMu €BPOIEICbKOr0 KOMITETY €KCHEepTiB 3 pijl-
kicaux 3axBopioBanb EUCERD, 80 BixcoTkiB pikic-
HIX 3aXBOPIOBaHb OOYMOBJIEHI TEHETHYHUME TPUYHHAMU.
Jlo Takux 3aXBOPIOBaHb HAJEKATh CIAJAKOBI MOPYIICHHS
0OMiHy peyoBUH, PijiKicHi (hOPMU OHKOJIOTIYHUX Ta OHKOTe-
MaTOJIOTIYHUX 3aXBOPIOBAHb, Pi/iKicHi iH(eKIHI ypaskens,
ayToimyHHi TIporiecu Toto [2,4,5]. 3a marnnMu €BpomneiicbKo-
TO aJbsTHCY OpTaHi3alliil XBOPUX HA PIAKICHI 3aXBOPIOBAHHS
EURORDIS, z1Bi TpeTnnu pifikicHMX 3aXBOPIOBAHD TIPOSIBJIS-
I0TbCS1 Y PAHHBOMY JIUTSYOMY Billi, y 65 BiJicOTKaX BUIIAJKIB
MalOTh BaXKKMI iHBasiansyiounii mepebir, a y 50 Bigcorkax —
TTOTiPIIIEHUH TIPOTHO3 JIJIST SKATTSI.

BBaska€eTbcst, 1110 CbOTO/IHI B CBITi icHYE Bijt 5 THC. /10 8 THC.
TaKUX 3axBopioBaHb. ToMy, HaBiTb SKIO HA KOXKHE i3 HUX
CTpasK/Iac My/Ke HEeBEJIWKa KUIBKICTh 0Cib, y MiACYMKY BOHU
OXOTITIOIOTH JIOCUTH 3HAYHY KiJbKICTh XBOPUX. BibmricTs mix
3aXBOPIOBaHb MalOTh MPOTPECYIOUNIl, GaraTOCUCTEMHUI,
iHBaMiAN3YIOYMiA, a B PAAi BUIAAKIB — JeTaJIbHUI 11epebir.
CUMIITOMH MOJKYTb 3'SIBJISTHCS Y OyAb-SIKOMY Billi, OYM-
HAIOYM 3 TIepiojly HOBOHAPOJKEHOCTI, Ta BIIPOJOBXK SKUTTS
JoauHu. PanHi cuMntoMu 1oB'dsani, 37e¢011bII0ro, i3 Baxk-
yuM (arpecuBHUM) TepebiroM MaToJorii, 1o 3yMOBIIOE
BUHWKHEHHS iHBAJIIAHOCTI BxKe y auTadomy Biti. [litn 3 pin-
KICHUMM 3aXBOPIOBaHHSAMM MOTPEOYIOTh 3a0e31eueHHs ajie-
KBaTHOIO TEpaIli€l, MOCUIEHOr0 JOMIsiy Ta peabimirartii.
OcranHe niepegbayae He Juile MEANKAMEHTO3HY 1 HEMEINKa-
MEHTO3HY, aJie i comiagbHy Ta mefarorivyny pomomory. Cxia-
HicTh OphaHHOI MaTOJIOTIi, 3 OTJIALY HAa MEIUKO-COIiaTbHUN
acrekT 1pobiaeMu, 0OyMOBIIOE BasKJIUBICTh YiTKO OKpecJie-
HUX HOPM 3aKOHO/IAaBCTBA 1100 OpTraHizaiii Ta HOpSIKY
Ha/IaHHS MEMYHOI IOTIOMOTH TaKMM XBOPUM, OCHOBHUM 3aB-
JNaHHSIM SIKUX € 3a0€31eUeHHST TIPaB JUTUHU.

Mema: npoananisyBaTu 3aKoHOzaBUy 6asy LIOAO CTaHy
HaJlaHHS MEJIUYHOI JIONIOMOTH JIiTSIM, XBOPUM Ha PiJIKiCHI 3a-
XBOPIOBAHHS.

Marepiaj i METOIH JOCTII;KEHHS

Y mporeci mocuipkentst BUKOPUCTOBYBAIUCST MisKHAPOJI-
Hi MPaBOBi CTAaHAAPTU Ta HOPMATHUBHO-TIPABOBI aKTHW HAIliO-
HAJIbHOTO 3aKOHO/[ABCTBA, 3araJibHOHAYKOBI Ta cCriemiajabHi
METO/I HAYKOBOT'O ITi3HAHHs, 30KpeMa MOPiBHSIbHO-IIPABO-
BUif, CHCTEMHO-CTPYKTYPHUH, (DOPMaIbHO-JIOTIYHUH, TTPOT-
HO3YBaHHS.

PesyubraTu 1OCHIIZKEHHS TA iX 00rOBOPEHHS

ITpob6siema piakicaux (opdanHux ) 3aXBOPIOBAHb € OAHIEI0
3 HaWrocTpimmx y cdepi OXOpPOHU 3/0POB'sS, i BiCYyTHICTH
HAJIEXKHOTO 11 PEryJIIOBAHHS TPU3BOJIUTH JI0 MOPYIIEHHS TIPAB
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JaHux oci6. 3 MaTepianis Cy10BOI IPAKTUKKI MOKJIMBO 3pOOU-
TU BUCHOBOK, 1110 11i BUIIQJIKU HelooAnHOoKI. Haitbinbia Kijib-
KICTb 3BEPHEHDb CTOCYETBHCSI MTPOOJIEMATUKY He3abe3edeHHst
HAJIE’KHOIO MEINYHOIO JI0TIOMOTOIO Ta JIKAPChKUME 3aC00aM1
0ci0, XBOpPMX Ha TeHeTHuYHI 3axBoploBaHHA. Hanpukian,
cupaBa Okpy:kHOTO ajaMiHicTparuBHOTO cyny M. Kuesa
Ne 826/2586/13-a Bin 23.04.2013 p. [1], e ockapskyBasacs
GesaisiibHicTh JlenapraMeHTy OXOPOHM 3JI0pPOB'Sl 3 NUTaHb
HeszabesleueHHs1 0cib, XBOPUX Ha PIAKICHI 3aXBOPHOBaHHS,
6e30IIATHUM Ta MiJIbFOBUM Bi[IIyCKOM JIIKapChbKUX 3ac00iB.
bespistnbricts [lenapraMeHTy OXOPOHM 37I0POB'Sl CKAp:KHU-
KoM obrpyHroBano: HakazoM MO3 VYkpainm Ne 292 Bin
23.04.2012 p. «IIpo 3abesredeHHs aiTel, XBOPUX HA TEMO-
dinito Ty A, tuny B daxropamun koaryssnii kposi Ta
BUPOGAMY MEIUYHOTO IpHU3HAYeHHsT»; KOHBeHIi€n I1po
npaBa quTuHYU (cTarTs 24); OcHOBaMM 3aKOHOABCTBA YKPAai-
HU TIPO 0XOpoHy 310poB'st (ctarts 54); Iloctamosoio KMY
Biz 17.08. 1998 p. Ne 1303 «IIpo BropsiiKyBaHHs Ge301LIaT-
HOTO Ta IMiJIbrOBOTO BiMYCKY JiKapchKKX 3aco0iB 3a pelenTa-
MU JTiKapiB y pasi aMOyIaTopHOTO JIKYBaHHSI OKPEMUX TPYIT
HACEJICHHS Ta 32 IEBHUMU KaTErOPisIMUA 3aXBOPIOBAHD.

3TiHO 3 MIXKHAPOJIHUMHU CTAHAPTAMU, PIIKICHUMU € 3aX-
BODPIOBAHHSI, SIKUMHU BpakeHo He Oisbine 5 oci6 Ha 10 Tuc.
Hacesennst. B Ykpaini 6yJo 3zificieHo crpoby I0MOBHEHHS
OcHOB 3aKOHOZABCTBA y cdepi OXOPOHU 30POB'ST 3 ypax-
YBaHHAM MI’KHAPOJHUX PeKOMEH/Ialliil, BU3HAUYeHHSIM PijiKic-
HuX (ophaHHUX) 3aXBOPIOBAHD, Ii/l SKUM PO3YMIIOTb BasKKe
3aXBOPIOBAHHS, IO 3aTPOXKYE JKUTTIO JIOAUHE abo Cripudn-
vactinre wixk 1:2000 [5]. Buxozsun i3 3araabHOi KiTbKOCTI
HacejleHHs1 Kpain-uieniB €sporeiicbkoro Coiozy (€C),
MOJKHA CTBEP/IKYBATH, 1110 Ha PiJIKICHI 3aXBOPIOBAHHS CTPaK-
MatoTh Bif 6% 1m0 8% cyKymHOTO HaceTeHHs kpain-uieHiB €C,
T00TOBI 27 10 36 MIIH. JIIOJIEIL.

OcobumBicTh 1€l mpobieMu B TOMY, 10 Ha PiAKicHI 3a-
XBOPIOBAHHS, /10 SIKMX HaJleXKaTh 3arpO3JIMBI U1 JKUTTS 4l
BUCHAKJINBI XPOHIYHI (TIepeBakHO CITAIKOBI ) 3aXBOPIOBAHHS,
CTpPaK/Ja€ Jyske He3HayHa KiJIbKiCThb Jfofiel, OflHaK BOHU
noTpebyI0Th 3HAYHUX, Y TOMY YKCJIi (DiIHAHCOBUX, 3YCHUIIb CYC-
MJTLCTBA JITIST TOTO, 11100 3abe3meunTt: 1) 3MEHIIeHHS KiTbKO-
CTi ypakeHNX HUMU JIo/el; 2) ToTepe/>KeHHsT 3yMOBJICHIX
MU XBOPOOAMU CMEPTHOCTI HOBOHAPOJIPKEHUX Ta JIiTeil paH-
HBOTO BiKY; 3) 30epesKeHHsI HAJIEKHOI SIKOCTI JKUTTSI ypasKe-
HUX HUMU 0Cib.

[TpakTHUHO KOKHE 3 X 3aXBOPIOBaHb BUMATAE YHIKAJIb-
HOTO, HETIOBTOPHOTO JIIKyBaHHS, OTXe, 3p03yMiJI0, 1[0 JiiKap-
ChbKi 3aco6M I iX JIKyBaHHS TaKoXK € yHiKaabHUME. Bomn
BUPOOJIAIOTHCS Y BKPail HE3HAYHUX KIJIBKOCTSX 1 BKpaii o6me-
JKEHUM KOJIoM BUpoOHUKiB. Ile Tak 3BaHi <IIpemnapaTu-cupo-
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TH», KOXKEH 3 sIKUX HernorpibeH KOAHINH iHMmiil karteropii
MAI€EHTIB, OKPIM HE3HAYHOTO YHCJIa XBOPUX, 1O CTPAKAAIOTH
KOHKPETHUM pijikicHnM 3axBopioBaHHaM. Came 3 11i€i npnin-
HU TaKi JiKapchKi 3acO6U € Ha[3BUYAlHO BUCOKOBAPTICHUMMU
i came TOMy BCi €BpOIIEHChKI KpaiHu MparHyTh 3a0e3nednTu
XBOPUM Ha Pi/IKiCHI 3aXBOPIOBAHHS MAaKCUMAJIbHO MOKJIUBHUI
JOCTYII JI0 1IUX JIKapChbKUX 3ac00iB 3a PaXyHOK yGJIiYHOIO,
JIEP>KABHOTO (PiHAHCYBAHHS.

Ha panuit vac ocnoBHUM TpaBoBUM JIokyMeHTOM €C, 1110
peryjoe nositky 3 niei npobsiemu, € Pekomenpauis Paau
€sporneiicbkoro Coiody Bin 8 uepBus 2009 p. momo miit
y cdepi piakicaux xsopob (2009/C 151/02), axoio nepska-
BaM-uJIeHaM PeKOMEH/[0BAHO:

1. Pospobutu Ta BHPOBaAUTH Ha BIAIOBIAHOMY piBHI
[JIAHU YK CTPATETIl 11010 PiAKICHUX 3aXBOPIOBaHb a0 3a6e3-
[EYNTH BUKOPUCTAHHS BiJIIIOBIAHUX IPUHHATHUX JIJIS PijiKic-
HUX 3aXBOPIOBaHb 3aX0/[iB. Y [JaHOMY HAIIPsIMi 3 METOIO pea-
Jgizartii mososkers acomiari 3 €C B Yipaiui po3pobiiero Ta
3arpoIIOHOBaHO 10 00TOBOpenHs npoekT KoHentii crBopen-
HS SIKICHOI CUCTeMM HaJIJaHHS JIONIOMOT'M XBOPUM Ha PiJKicHi
3axBopioBaHHs B Ykpaini MO3 Ykpaian [6].

2. 3abesneunTy aJieKBaTHe BU3HAUEHHS, KoauDiKalio Ta
00JIIK PiZIKICHUX 3aXBOPIOBaHb (BUKOPUCTOBYIOUH IIPU [[BOMY
3araJpHONPUIHATII Ha piBHI €C MiAXia, 3rigHO 3 TKUM Pifl-
KICHUMHU BBa)KAIOTbCS 3aXBOPIOBAHHS, SKMMM BPaKEHO He
Gisbie 5 oci6 10 TuC. HaceJeHHs) Ta aleKBaTHY PEECTPAILito
il BigoOGpakeHHs1 11X XBOPOO y BCiX MeanyHuX iHMopMartiii-
HUX CUCTEMAX BiAMOBiHO 10 ynHHOI MixkHApoaHO1 Kiaacudi-
Kallii XBopoO.

Ha BukonanHs naHoi pekomenganii €C 6ysio puilHATO
Hakaz MO3 Ykpainu Ne 778 Bin 27.10.2014 p., 3apeecTpoBa-
Huii y Mintocti Big 13.11.2014 p., mo Habupae YMHHOCTI
3 01.01.2015 p. «IIpo sarBepmxennsi Ilepeniky pinkicHux
(opdannux) saxsopioBanb» [3]. Bianosizno no mporo [lepe-
JIiKy BUZisIeHo 171 Buj piikiCHUX 3aXBOPIOBAHb, 3 HUX:

e DiAKiCHI eHAOKPUHHI XBOPOOH, PO3JIaI XapuyBaHHs Ta
nopyuienass o6miny pedoBuH (31 3aXBOPIOBaHHS:
MYKOBICIIN/103, TOMOIMCTHHYPisi, XBopoba loie, Kia-
cnuHa eHiIKeTOHypid);

e piaKicHi XBOPOOM KPOBi i KPOBOTBOPHUX OPraHiB Ta
OKpeMi TIOPYIIeHHs i3 3aTyYeHHIM iIMyHHOTO MeXaHi3-
My (27 saxBopioBanb: remodinis A, B, crnaakoswmii
nedimur daxropa XI it iHmmx (GakToOpiB 3ropTaHHS
KpOBIi, iMmyHO/IedinuTn);

e piznKicHi XBopoGu HepBOBOi cuctemu (7 3aXBOPIOBAHb:
BUIN €TJIETICIT Ta eMJIeNTHYHNX CHHAPOMIB, M'sS30Ba
nucTpodis, criiHaibHa M's130Ba aTpodis);

e piaKicHi XBOpOOU cucTeMH KPOBOOOGITY (2 3aXBOPIOBaH-
HI: IePBUHHA JIeTeHeBa TillepTeHsis);

e XBOpPOOW MIKIpHW Ta MiAMKIPHOI KIITKOBUHE (3 3aXBO-
PIOBAHHS: IMCKOITHUI YePBOHNI BOBYAK);

e DpigKicHI NPUPOKEHI Baau PO3BUTKY, Aedopmallii
Ta XpOMOCOMHI aHoMarmii (8 3aXBOpIOBaHb: CHHIPOM
Tepnepa, octeorneTpos);

e DijIKiCHI XBOPOOU KiCTKOBO-M$SI30BOi CHCTEMU Ta CIIO-
Jgyunoi TkaHuHu (34 3aXBOPIOBAHHS: MTOJIMiO3UT, I0Be-
HIUJIbHUI ZIepMaTOMIO3UT, CHCTEMHUI CKJIEPO3);

e pizakicHi iHdekuiiini Ta napasuTaphi xsopobu (2 3axBo-
proBaHHs: XBopoba JlailMo, KaHAN103 WIKIpH i HIrTs);

e DpizakicHi HOBOyTBOpeHHsI (56 3aXBOPIOBaHb: 3JIOSIKICHI
HOBOYTBOPEHHS, TiM(pOTeNKO3).

MO3 VYkpainu 3060B's13aHe 3[i{iCHIOBATH IOPOKY Nepe-
[JI]] IAHUX 3aXBOPIOBaHb Ta BHOCUTHU Bi/IIIOBI/IHI 3MiHU Y pa3i
HeoOXiTHOCTI.

3. Busnauntu HeoOXiiHI TTOTOYHI JOCIIIPKEHHSI Ta TOCJijI-
HUILbKI pecypcu, HeoOXiHi 15t TOTo, 1100 3a0€31eYnTr CTBO-
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PEeHHsI CyyacHoOI HallloHaJIbHOI HayKoBOI 6asu y cdepi piakic-
HUX 3aXBOPIOBaHb.

[IpaBoBe pery/aOBaHHS HAJAHHS MEIMKO-TEHETUYHOI
JIOTIOMOTH 3/IINCHIOETHCS B Meskax 11. 6 4. 1 ct. 92 Koncruryii
Ykpainn, 4. 3 ct. 33 OcHoB 3akoHO/1aBCTBA Yy chepi OXOPOHN
3710poB'A. BifmoBiHO 70 UX TMOJOXKEHb MOPSIOK HATAHHS
MEJINYHOI JIOTIOMOTHY JIiKAPSIMUA Ta iHIMUMUA MEIUIHUMU Tpa-
LIBHUKAMU 1 TOPS/IOK HAIpaBJeHHS MAI[IEHTIB 10 3aKJary
OXOPOHM 3/I0POB'4, 1110 HA/IAE MEMYHY JIOIIOMOTY BiJITIOBi/IHO-
ro Bujy (y TOMY 4YMCJIi ¥ HalienTaM 3 piIkiCHUMU 3aXBOPIO-
BaHHSIMI), BCTAHOBJIIOIOTHCS IEHTPAJIbHUM OPraHOM BHKO-
HaBYOi BJagn y cdepi OXOPOHU 3[0POB's, TOOTO A€TEroBaHO
MO3 VYkpainn. Tak, nakazom MO3 Ykpainu Ne 641 Big 2003 p.
«IIpo  ymoCKOHaJleHHs MEJMKO-TEHETUYHOI JIOTOMOTH
B YKpaiHi» 1ep:kaBHOIO MOJITHKOIO nepeabadeHo 3abes3mnedeH-
HS MOCTIHHOTO TPOBEIEHHS MAacOBOTO CKPUHIHTY HOBOHA-
PO/UKEHUX MI0JI0 BUSABJIEHHS MOHOIEHHUX 3aXBOPIOBaHb
(deninkeronypiss, MyKOBICIIII03, BPO/UKEHUN TiOTHPEO3)
[4]. B osHOMY i3 3aKOHOTIPOEKTIB OYJI0 3alIPOTIOHOBAHO BITPO-
BA/KEHHS! 3araJIbHOO00B I3BKOBUX JIEPKABHUX CKPUHIHIOBUX
nmporpaM, sgKi MaioTh peajizoByBatucs i dinancyBaTucs
3 METOI BHsIBJIEHHS OCi6 y IepeAcuMIITOMHIl cTaiii 3aXBo-
PIOBAHHA 3 MOJAJIBIIUNM PAHHIM JIKYBaHHSM i 1podinakTu-
KOl0 iHBasliiu3aitii xsopux. /[ana npornosuiiist Mae 3arajabHo-
IryMaHHUI XapakTep, ojiHak He Ma€ (hiHaHCOBOTO Ta IIPABOBOTO
HMIATPYHTS /IS Peaisaliii 3 HaCTyIIHUX IPUYKMH: He 3'sICOBAHO
CyTh IMX 3arajlbHOOOOB'SI3KOBUX IIPOrPaM; HE BU3HAUECHO
oci6, BiANMoBigaAbHUX 3a iX peasizalliio; He BU3HAYEHO KOJIO
0ci6, Ha AKUX BOHM MOUIUPIOBATUMYTHCS; HE 3'ICOBAHO, AKi
MTPaBOBI HACJI/IKY /IJIT TPOMAISIH MaTHMe Bi]MOBA Bifl yJacTi
Y IUX [TPOrpamMax.

Bucnosku

Busnauennsa Ha 3akoHOIABYOMY PiBHI OCHOBHHX €TalliB
Ha/IaHHS MEIMKO-TEHETUYHOI JIOIOMOTH CHPUSATIME!

e HaJAHHIO GE3MIATHOI MEMYHOI JOIIOMOTU 0co0aMm, siKi

CTPKJAIOTh Ha PpizaKicHi (opdanni) 3aXBOpIOBAHHS
i 1OTpebyI0Th BUCOKOBAPTICHUX [IIarHOCTUYHUX Ta/ab0
JiKyBaabHUX 3ac00iB, Ta 3AIHCHIOBATH iX collianbHe
006CIIyroBy BaHHS;

® BHU3HAYCHHIO IIPABOBOTO CTATYCY XBOPUX 3 Pi/IKICHUMEI

3aXBOPIOBAHHAMHU 1 (DOPMYBAHHIO 3aKOHOAABUOI Oasu
LIO/I0 3aXMCTYy iX KOHCTUTYLUIMHUX IIpaB HA MeJUYHYy
JI0IIOMOTY;

® BCTAHOBJEHHIO /[EPKABHUX TAapaHTiil XBOPUM 3 Pifl-
KICHUMU 3aXBOPIOBAaHHSIMM BiIITOBITHO /10 iX iHAWBI-
JyaJIbHUX [0TPed y MeINUHiil 101OMO31.

e HAJAHHIO (GE30IIATHOI MEAUYHOI JOMOMOTH 0CObaM,
SIKi CTpakAl0Th Ha pifakicHi (opdanni) 3axBopioBaH-
Hs1 1 OTPeOYIOTh BUCOKOBAPTICHUX AIarHOCTUYHKX
Ta,/abo JiKyBaJbHUX 3ac00iB, Ta 3/IHCHEHHIO IX COli-
AJIbHOI 06CIYTOBYBAHHSI;

® DO3BUTKY BITUM3HAHOI CHCTEMH OXOPOHHU 3/I0POB'S
i HaGIMKEHHIO SIKOCTI MEMYHOI I0IIOMOTH 10 MiKHa-
POJIHOTO PiBHS;

® [IOCHJICHHIO JICP;KaBHOTO KOHTPOJIIO 32 1IJIbOBUM BUKO-

pPUCTaHHAM OI0/DKETHUX KOIITIB, CHPSIMOBAHMX Ha
ME/INYHY JIOTIOMOTY XBOPHUM 3 Pi/IKICHUMHU 3aXBOPIO-
BaHHAMU;

® CKOPOYEHHIO BUTPAT 3 OI0/KETIB yCiX PIBHIB Ha AiarHOC-
TUKY i JIKyBaHHS XBOPUX 3 PIiIKICHOIO TTaTOJIOTi€EI0
3a KOP/IOHOM.

[IpaBoBe perystoBaHHS HaJlaHHS JIOTIOMOTY XBOPUM Ha piJi-
KiCHI 3aXBOPIOBAHHS 3/IICHIOETHCS IOETAITHO. 30KpeMa BIKe
BIIOOPAKEHO Y 3aKOHOJIABYNX HOPMAX: 3AMIPOBA/IKCHHS CKPH-
HIHTY HOBOHAPO/DKEHMX 332 OKPEMHMMH DPiJIKICHUMH 3aXBOPIO-
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BaHHAMM 3 METOIO iX EPBUHHOTO BUSBJICHHS Ta IPODIIaKTH-
K (MYKOBICITH/I03, TilTOTHPeo3, (eHIIKeTOHYPis), a TaKOX
BU3HAUEHHs TIepeJiiky PiKiCHUX 3axBopioBaHb. HactynHumn
eTaraMin CTBOPEHHS SIKiCHOI CUCTEMM HaJIaHHS JIOIIOMOTH XBO-
PUM Ha PiIKicHI 3aXBOPIOBAHHS €: 3aKOHOJ[ABYE 3aKPIiTIIIEHHS

JITEPATYPA

BU3HAYEHHSI OHSITTS «Pi/IKiCHE 3aXBOPIOBAHHSI», & TAKOK BBE-
neHHs JlepKaBHOTO peecTpy 0ci0, sIKi CTPaKIatOTh Ha PiAKiCHI
(opdanHi) 3aXBOPIOBAHHS, 1 TIOETAITHE 3AIIPOBA/KEHHS CUCTE-
MU BUSIBJICHHS PIZIKICHUX XBOPOO 3 BUKOPUCTAHHSAM Cy4acHUX
JIOKa30BUX 3aCO0IB AiarHOCTUKH.
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Hoeennbl 3akoHopaTenbcTea B cepe okasaHusi noMoLum GonbHbIM peakumn 3aboneesaHuns B YkpavHe

H.B. banagsira, N.0. Poranbckuii, HH. Kannniok

BY3 «TepHOMNOMLCKUIA FOCYAaPCTBEHHbI MeANUMHCKMIA yHuBepcuTeT M. U.9. fopbayeckoro M3 YkpaunHbl»

B cTatbe npoaHanu3ampoBaHbl Hay4YHble NOAX0AbI K NOHUMAHUIO PeSKUX (OpaHHbIX) 3260/1eBaHMI N0 MEXAYHAPOAHbLIM W HALMOHAMBHLIM CTaHAApTaM. Bbisic-
HeHa CyLIHOCTb HOpMaTUBHOrO AoKymeHTa — Pekomenpauu CoseTa EBponeiickoro Coro3a 0THOCUTENbHO AeiACTBUIA B cchepe peakux 6onesteit. Miccneno-
BaHbl 3Tanbl pa3paboTKN N BHEAPEHNS MeXAYHAPOAHbIX CTAHAAPTOB B HALMOHANbHOE 3aKOHOAATeNbCTBO. OnpeaeneHa LenecoobpasHocTb (POPMUPOBAHNS-
Ka4eCTBEHHOM CUCTEMbI OKa3aHWUS MOMOLLM 60NbHLIM PeAKUMUN 3a60NeBaHNAMY B YKpanHe.

KnioueBbie cnosa: peakue (opcaHHble) 3a601eBaHNSA, MEXAYHAPOAHbIE JOKYMEHTbI, MEAULNHCKAA MOMOLLb, CKPUHWHT, MHBANNAM3ALNS, FOCYAapPCTBEHHbIE
rapaHTun.

SOVREMENNAYA PEDIATRIYA. 2015.2(66):16-18; doi 10.15574/SP.2015.66.16

Legislative novelti e sinproviding care to patients with rare diseases in Ukraine

N.V. Banadiga , 1.0. Rogalskiy, N.N. Kalinyuk

SHEI «Ternopil state medical university named after |.Y. Gorbachevskiy MOH of Ukraine»

The article analyzes the scientific approaches to understanding rare (orfannyh) diseases by international and national standards. The essence of the instru-
ment — Recommendations of the Council of the European Union's action in the field of rare diseases. Investigated stages of development and implementa-
tion of international standards into national legislation. Determined feasibility of forming high-quality system of care for patients with rare diseases in Ukraine.
Key words: rare (orfanni) disease, international documents, medical care, screening, disability, state guarantees.
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