JoBiaka
1I0/10 BIANMOBIIHOCTI 3000B’s13aHHAM YKpaiHu y cdepi eBponeiicbKol
iHTerpauii Ta npaBy €sponeiicbkoro Cor3sy (acquis €C)
npoexTy Haka3y MiHicTepcTBa OXOPOHM 310POB’A Y KpaiHu
«/lesiKi MUTAHHS AiJIBHOCTI pe)epeHTHUX LEHTPIB, 10 HANAIOTH Cleliali30BaHy
MeIMYHY JONOMOrY AIiTAM i3 OHK032XBOPHOBAHHAMM

ITpoekT akTa po3pobaeHo MiHICTEPCTBOM OXOPOHHM 3710pOB’S YKpaiHH.

1. HajexHicTb mNpoekTy aKra A0 cdep, NPaBOBIIHOCHMHH B SKHUX
peryjroThcest npasom €sponeiicbkoro Cor3sy (acquis €C)

[TpoekT akTa HaJIEKUTH 0 chep MPaBOBIAHOCUHH, Y SIKUX PETYIIOIOTHCS MPABOM
€sporneiicekoro Coro3y (acquis €C), a came: Pexomennanii Pagu €Bponeiicbkoro
Coro3y Big 8 uepBHs 2009 p. mo/0 1iid y cdepi piakicHux (opdhaHHUX) 3aXBOPIOBaHb No
2009/C 151/02.

Pana €C npuiinsiia Pekomennanito 8 yepsHs 2009 p. mono aiil y cdpepi HagaHHS
MEJUYHOI I0TTIOMOTHY MaIlieHTaM, SIK1 CTPaK1al0Th Ha PiAKiCHI (opdaHH1 ) 3aXBOPIOBAHHS
Ne 2009/C 151/02. Cepen ocHOBHUX 3aBAaHb Ha piBHI €C Ta HaI[lOHAIILHOMY PIBHI Y
paMkax PexoMeHaliii BHOKpEMJICHO TaKi: BAKOPHUCTAHHS BU3HAaYeHb, KOAU(DIKaIlii Ta
kiacudikamiid piakicHuX (oppaHHUX) 3aXBOPIOBaHb, OpraHizallis HayKOBO-IOCIIHOI
poboTH, CTBOpeHHsA pedEepeHTHUX IEHTPIB Ta Mepexk 13 piAKICHUX (OpdaHHUX)
3aXBOPIOBaHb, OpraHizaimisi MEXaHI3My €KCIepTU3H piAKicHUX  (opdaHHUX)
3aXBOPIOBAHb, CTBOPEHHS Ta HAJIATOJKEHHS MIKCEKTOPAJIbHOI B3a€MOJIl OpraHiB
Jep>KaBHOI BJIaJIU, TPOMAJICEKUX 00’ €IHaHb Ta TEPUTOPIATLHUX TpoMajl. PexomeHaariii
Pagu €C 3akianaroTh OCHOBY JJisi CTBOPEHHSI MEpeX peepeHTHUX IEHTPIB, IO
JTIO3BOJIAIOTH €(DEKTUBHIIIE OpraHi3yBaTu HaJaHHS MEIUYHOI JOIIOMOTH, 31HCHIOBATH
OOMIH JaHWMH, MIJBUIIYBAaTH MOOUIBHICTH (DaxiBI[IB Ta MAI[IEHTIB 1 3aCTOCOBYBAaTH
MYJIbTUIUCUMIUTIHAPHUYM TAX1]T JUIs JIIKYBaHHS P1AKICHUX 3aXBOPIOBaHb, y TOMY YHCII1
OHOKOJIOT1YHUX 3aXBOPIOBAHb.

Peanizariss mux pexomMeHAaIiii y3ro/pKyeTbes 13 3000B’S3aHHSIMHU YKpaiHU Y
cdepi eBpOIECchKOT 1HTErpallii Ta BIANOBIAAE MOJOKEHHSIM cTarTi 35 JloroBopy mpo
dbynkuionyBanHa €Bporneiicbkoro Corozy (mam — HDPEC), ska Bu3HAYA€ BUCOKUN
piBEHb OXOPOHU 37I0POB’S SIK MPIOPUTET Yy BCiX moiTukax 1 3axomax Corozy. CtaTTero
168 J®EC mependaveno, mo aisuibHICT, CoOI0O3y CHpsiMOBaHa Ha MIATPUMKY Ta
JIOTIOBHECHHSI HAIIOHAIBHUX 1HIINIATAB JUIS TIOJIIIICHHS OXOPOHH TI'POMAICHKOTO
310pOB’sl, MPO(MUIAKTUKN 3aXBOPIOBAHb Ta MOHITOPUHTY CEPHO3HUX 3arpo3 370pOB’IO0.
HisubHicTh Coro3y, 110 TOMOBHIOE HAIIIOHAJIbHI MOJIITUKH, CIIPSIMOBaHA Ha MOJIIMIIICHHS
OXOPOHU TPOMAJICHKOTO 3/10POB’sl, 3ar00IranHs (Pi3MYHUM Ta MCUXIYHUM pO3JIafiaM Ta
3aXBOPIOBAHHSM 1 YCYHEHHS JKepesl HeOe3neku (G13MYHOMY Ta MCUXIYHOMY 3710POB’IO.
Taka NisIbHICTh OXOIUIIOE OOPOTHOY MPOTH TKKHUX XBOPOO, COPUSIIOUU JOCITIKEHHIO
iXHIX MPUYUH, NUIAXIB MOUIMPEHHS Ta METO/IIB 3a100IraHHs LIUM XBOpOOaM, a TaKoxX
1H(pOopMaIliiiHy Ta OCBITHIO pOOOTY y MUTAaHHAX OXOPOHHU 3J0POB’Sl Ta MOHITOPHUHTY,
PaHHBOTO BUSBIICHHS 1 00OPOTHOM MIPOTH CEPHO3HUX TPAHCKOPAOHHUX 3arp03 37I0POB’IO0.
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2. 3000B’s13aHHs YKpaiHu y cepi eBponeicbKoi iHTerpamii (y ToMy 4mcJii,
Mi’KHAPOIHO-TIPABOBI)
[IpoekT Haka3y 3a TPEIMETOM IPABOBOTO PETYIIOBAHHSI HE CTOCYETHCS
MIKHApOIHO-TIPABOBHX 3000B’s13aHb YKpaiHH y cdepl €BPONEMchKo1 iHTerparlii.

3. Ilporpamui nokymMeHTH y cdepi eBponeicbKoi iHTerpauii
[Iporpamui qokyMeHTH y cepi eBporeichkoi inTerparii [Ipe3unenta Yipainu
ta/a60 KaGinety MinicTpiB YkpaiHu 110710 MPOEKTY HaKa3y BiACYTHI.

4. I1opiBHAJILHO-TIPABOBM I aHAJII3

3aBJIAHHSIMH Ta
byHKIISIMU
pedepeHTHOTO LEHTPY €:

MIPOBEICHHS
MTOBHOTO LIUKITY
JIarHOCTHKH 1 JIIKYBaHHS
ITEN 3
OHKO03aXBOPIOBAaHHSIMHU;

3a0e3MeYeHHS
Oe3repepBHOCTI
(cramocti) fOOMOTH
IITSAM 3
OHK03aXBOPIOBAaHHSIMU;

KOOpJAMHAIIIS Ta
KOHTPOJIb HaJITAaHHS
MEINYHOI JOIIOMOT'H
MalieHTaM, KOJIM BOHH
3HAXOIAThLCA 1M03a
MexaMu peepeHTHOTO
LHEHTPY;

HaJaHHs Ta/a00
KOOPJAWHAIIIS HaJaHHS
peabimiTaritnol
JIOIIOMOTH TIaIli€eHTaM
IPOTITrOM yCiX MepiofiB
JKyBaHHS;

HaJa”HHs Ta/a00
KOOPJAMHAIIIS HAaJaHHS

RECOMMENDATIO
N of 8 June 2009 on
an action in the field
of rare diseases
(2009/C 151/02). V.
CENTRES OF
EXPERTISE AND
EUROPEAN
REFERENCE
NETWORKS FOR
RARE DISEASES

13.
OpranizyBaTy IIISXH
HaJaHHSI MEIUYIHOI
JIOITOMOTH TIaIliEHTaM,
AK1 CTpaX/1al0Th Ha
piaKicHi
3aXBOPIOBaHHS,
HIIIXOM
HaJIaroJKEHHS
criBIIpari 3
BIAMOBIAHUMUA
eKCIepTaMu Ta
npodecioHalaMu,
0OMiHYy JTOCBIZIOM
ycepenuHi Kpainu abo
32 KOPJIOHOM, SIKIIIO
e HeoOX1IHO.

No | TTonmoskeHHsI MPOEKTY aKTa BiamnosigHi Moa0KeHHs Owinka Binnosigni Ominka

3/ JKepes mpaBa BIJIMIOBITHOCT]I | MOJIOXKCHHS BiJIIIOBiTHOCTI

il €sponeiicbkoro Coro3y paBy JOKEepen MDXHapOIHO-

(acquis €C) €BpOIEHCHKOT | MKHAPOAHO | MPaBOBHM
o Corozy -IPaBOBUX 3000B’s13aHHS
(acquis €C) 3000B’s13aHb | M
(BigmoBinae, VYkpainu y (BigmoBiae,
HE chepi HE
CyIEPEYHTh, €BPONCHCHK | CYIEPEYHTH,
YacTKOBO ol iHTerpamnii | 4acTKOBO
BpPaxoOBYE, HE BPaxoBYE, HE
BiamoBinae, BiamoBinae,
HE He
BPETYIHOBAHO BpETyYIHOBAaHO
) )
1. OcHoBHUMU COUNCIL BiJIMIOBiTa€




HaJliaTUBHOI JOIIOMOTH
MarjieHTaM;
KOOPIMHAIIIS
ISIIBHOCTI 13
npodeciiiHoIo
acOIIaLIEI0 3 AUTAYOT
OHKOJIOT11/TeMaToJIOrN1I;
CHiBpOOITHUIITBO 3
podiILHUMHU
MDKHApOTHUMH
oprasizarisimu,
acollialisiMi Ta
YCTaHOBAaMH, PEECTPAMH,
OnaroniiHuMu GoHIAMHU,
IrpOMaJICbKUMHU
Opraizarismu,
iHO3eMHHMH 303

2. PedbepenTauit
LIEHTP — BU3HAYCHUN
MiHiCTepCTBOM OXOPOHH
310pOB’st YKpainu (maii
—MO?3) 3aknaa 0XopoHU
3nopoB’st (nami — 303),
SIKAUWA OTPHUMAB JIIICH3110
Ha MPOBAKEHHS
rocrnoJapchKoi
IISTIBHOCTI 3 MEAUYHOT
IIPAKTHUKH, HAJa€
CHeIiaJli30BaHy MEIUYHY
JOMIOMOTY JTSM 13
OHKO3aXBOPIOBAaHHIMH,
BIJITIOBITH1 €KCIIEPTHI
MIIPO3UIH SIKOTO Ha
3acaiax
MYJIbTHIUCIHILTIHAPHOT
0 miAXoy 3a0e3MneuyoTh
HaJaHHs cIieniaai30BaHol
MEIUYHOI T0TIOMOTH
IUTSIM 3
OHKO3aXBOPIOBAaHHIMHU
Ha OCHOBI TaTy3€BUX
CTaHJapTiB, 311HCHIOIOTh
MEIMYHE CIIOCTEPEKCHHS
3a Mani€HTaMH ITiCis
JIKyBaHHS Ta
HiATPUMYIOUY TEpartio
I1J] Yac peMicii,
3a0e3MeuyroTh HaJaHHS
peabimiTariitHoi Ta
NaJIiaTUBHOI JOOMOTH
JITSIM, a4 TAKOXK
KOOPAMHYIOTh HaJaHHS
MeINYHOI JOIOMOTH
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15. Bxnrountu y
1aHu abo cTpaTterii
HEoOX1/1H1 YMOBH JIs
MOIINPEHHS
MOOUIBHOCTI JTIOCBITY
Ta 3HaHb, 1100
MTOJIET N TH
JKyBaHHS TAIli€HTIB
noou3y.

BIJITIOBIAA€




IiTaMm i3
OHKO03aXBOPIOBAHHSAMU
inmmmu 303.

1. OcHoBHUMU COUNCIL
3aBIaHHAMHU Ta RECOMMENDATIO
byHKIisIME N of 8 June 2009 on
pedepenTHoOro neHTpy €: | an action in the field

MPOBEICHHS of rare diseases
[TOBHOT'O LIUKITY (2009/C 151/02). V.
niarnoctuky 1 nmikyBanHs | CENTRES OF
TiTel 3 EXPERTISE AND
OHKO033aXBOPIOBAHHIMU; EUROPEAN
CTBOPCHHS REFERENCE

myneruguciumiinapaoi | NETWORKS FOR
KOMAaHIH CHEellaliCTIB RARE DISEASES

JUISL TIarHOCTHKH Ta 16. 3aoxouyBaTu

JIKyBaHHS JiTEH 3 EKCIIepTHI IEHTPHU

OHKO3aXBOPIOBAaHHIMHU. OazyBaTHCs Ha
MYJIbTUAUCIUILTIHAPH

OMY TIXO0/i 10
JIKYBaHHS P1IKICHUX
3aXBOPIOBAHb.

5. OuikyBaHi pe3yjabTaTn

[TpulHATTS MPOEKTY HaKa3zy MO3BOJUTHh YJOCKOHAIUTHU Ta MIABUILUTU SIKICTh
HAJaHHA  CIIEIIAJ]I30BaHOI MEIWYHOI JOINOMOTH JITAM 3  OHKOJIOTTYHUMH
3aXBOPIOBAHHSIMHU, TO3WTUBHO BIUIMHE Ha CTaH 370pOB’S HACEJCHHS IUISAXOM
MIJBUIIICHHS. PIBHS BWXXWMBAHHS, TMOKPAIICHHS SIKOCTI JIIKYyBAaHHS Ta 3MEHILICHHS
HEraTUBHUX HACIIJKIB JIIKyBaHHS JITEH 3 OHKOJIOTTYHUMH 3aXBOPIOBAHHSIMH.

6. Y3arajbHeHuUil BHCHOBOK
[IpoekT Haka3zy MiHicTepcTBa OXOpPOHHM 370pOB’s YKpainu «Jlesiki muTaHHsS
JUSTBHOCTI pedepeHTHUX IEHTPIB, 110 HAAIOTh CIEIIali30BaHy MEIUYHY JOTOMOTY
JITAM 13 OHKO3aXBOPIOBaHHSIMU», HE CTOCYETbCS 3000B’si3aHb YKpaiHu y cdepi
€BPOIEHUCHKOT 1IHTETpaIlil, y TOMY YHCI1 MI)XHAPOJHO-TIPABOBHUM, Ta BIJMOBIIAE MPABY

€pporeiicekoro Corosy (acquis €C).

MiHicTp 0XOpOHH 310pOB’s1 Y KpaiHu Bikxrop JIALIKO

« _» 20 pPOKY




