Il Mi*kHapoaHa HayKOBO-NpaKTU4HA IHTepHeT-KOHdepeHUuia
«CouianbHa papmauia: ctaH, npobnemu Ta nepcnekTUBM»

OpdaHHI 3axBOpOBaHHA B YKpalHi:
3006yTKM Ta HaNPAMKU BUPiLLEHHA
OCHOBHMUX Npobnem y 3abe3neyeHHi XBOpUX

KY3bMEHKO I.I., YEPKALUUHA A.B.

M. Xapkis, 2015 p.
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NOLLMPEHICTb PiAKICHUX 3aXBOPIOBaHb (Epamae BiA 6 A0 8% HaceneHHsA cBity,
cknagae 30 maH. ntogeit y €Esponi Ta 6113bKo 25 maH. y MiBHiuHI Amepuuj);

0cob6anBOCTi KniHiYyHOro nepebiry (XpoHiuHO Nporpecye, NpU3BOAUTL
B0 CKOPOUYEHHA TPUBANOCTI }KUTTA rpoMmagAaHuHa abo Ao iHBanigusauii);

NoripweHHA AKOCTI XXMTTA NaLi€HTIB;

3HUXKeHHA NpodecinHOi aKTUBHOCTI i couianbHOI aganTauii XBOpuUxX
(couianbHa i3onauin);

HaA3BMUYaliHO BUCOKA BAPTICTb /liIKyBaHHA;

TPyAHOLW,I NOB'A3aHi 3 AiarHOCTUKOIO;

HU3bKWUi4 piBeHb 06i3HAaHOCTi HaceneHHA WoA[0 3aXBOPIOBAHHA



AN

ANERN

aHani3 Cy4acHo20 CMAHy, B6u3Ha4YeHHA 3006ymkie ma
HanpsmMkKie yOOCKOHAseHHA MeOUKo-ghapmayesmu4yHo20
3ab6e3ne4yeHHA Xxeopux HaO ophaHHI 3aX80PHOBAHHA 8 YKPAiHi

OCHOBHI 3aBAaHHA AOCNIAMKEHHA:

npoaHanisyBaTu niTepatypHi Axepena woa0 oppaHHMUX 3aXBOPIOBAHbD;

AOCNIAUTN NOKA3HUKMU NOLUMPEHOCTI LMX 3aXBOPIOBAHb cepepn, HaceNeHHA KpaiH CBiTy Ta B YKpaiHi;
03HAaMOMMUTUCH 3 CyYaCHUMM Nigxoaamu A0 ¢apmaueBTUYHOro 3abesneyeHHA PigKiCHUX
3axXBOpPIOBaHb B KpaiHaXx cBiTy Ta B YKpaiHi;

npoaHanisysatM HOpMaTUBHO-NpPaBoBy 6a3y WOA0 HagaHHA PapMaLEeBTUYHOI AO0NOMOrM XBOPUM;
NPOBECTU OLiHIOBAHHA cucTemu papmaneBTUYHOro 3abesnevyeHHs opPpaHHUX 3aXBOPIOBaAHDb B
YKpaiHi;

BUCBITINTU 34006yTKU Y meauko-papmaueBTUHHOMY 3abe3neuyeHHi XBOpuX Ha op¢aHHi
3axXBOpPIOBAHHA B YKpaiHi;

03HAMOMMUTUCHL 3 MiXKHAapPOAHUM A0CBigOM PpapmaL,eBTUHHOrO 3abe3neyeHHA oppaHHUX
3aXBOPIOBaHb;

3anNpoONOHYBaTU WAAXU ONTUMI3aLii 3a6e3neyeHHA XBOPUX HA PiAKiCHI 3aXxBOpPOBaHHA B YKpaiHi.
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MputiHamo nepwuii /
8 ceimi 3aKOH npo
opgpaHHI e 1983 p.
npenapamu (CLUA)
(«Orphan Drug
Act»)

-

f 30KOHU AKi

——————

- HopmatusHonpasose
erynioBaHHA B YKpaiHi :

3aKoH «[l1po eHeceHHA 3MiH 00 OcHOo8
3a0KoHo0aecmea YKpaiHu rnpo oXopoHy
300poe’a wjo0o 3abe3nevyeHHsA
npoghinaKmMuKu ma niky8aHHsA PiOKICHUX
(opchaHHuX) 3axeoprosaHb» 8i0 27.10.14
Ne1213-ViI

Haka3 MO3 «l1po 3ameepOxceHHA
nepesiky piokicHux (opgaHHux)
3axeoprosaHsb» 8i0 27.10.2014 Ne778 /

pezaaameHmMyromeo
pO3pob6Ky,
supobHuymeo ma
BUKOPUCMAHHA
opgaHHUX

K npenapamie /

e 1991 p. (CiHranyp)
e 1993 p. (AnoHin)

e 1997 p. (ABcTpanisa)
e 2012 p. ( Pocia)
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3aKOH YKpaiHu
— 3aXBOPIOBAHHSA, IKE 3arPOXKYE XKUTTIO IIDAUHU abo aKe XpOHi‘-IHO\\ Ne 1213-VII
nporpecye, NpU3BOAUTb 4,0 CKOPOUYEHHA TPUBANOCTI XKUTTA Bia 15.04.
rpomagaHuHa abo o mMoro iHBanigu3sauii, NOWKUPEHICTb AKOTo cepea, 2014
HaceNneHHA He yacTiwe HiX 1:2000

CLUA e [TowmnpeHicTtb cepen HaceneHHA 1 :1 500

EBpOCO Tok) MowmnpeHictb cepen HaceneHHA 1 : 2 000

NowmnpeHictb cepen HaceneHHA 1 : 2 000

[NowmnpeHictb cepen HaceneHHA 1 : 10 000

[NowmnpeHictb cepen HaceneHHA 1 : 50 000
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Haka3s
MO3
Ykpainu
Bij

27.10.2014

Ne 778

3ycTpiyatoTbcAa
B YKpaiHi
HaWuacriwe:

v \

BRJIIOY A€

171

P HO030JI0TiI0

[IEPEJIK
PiakicHux (op(AHHNK) 3AXBOPIOBAKD, M0 NPH3BOIATH /10
CKOPOTEHHS TPHBATOCT] KITTS XBOPHY 60 iX iHBATTH3A TA 2719
AKX ICHYIOTb BH3HAHI METOJH TKYBAHHS

J

HIJIKETOHYPisi, XBOPO
e, rimoizapHuii HaHi3

YKOBicIIM103, reModiiis,
BPO/KEeHI KoaryJionarii,
omoJiicaxapuao3, XBop
Pi Ta rOMOCHHUCTEIH

L Hogomoria MEZ-10 Orpha net
n
Pimicei enprokpHEHL X8 0po6i, PosTaTH XAPYYRAHHA Ta TOPYIHeHHS 06MIHY peqoRmH
1 [mepiHcymnzEm El61 1212
9643
79644
263455
26575
276380
276598
276603
2 [Mrepgorimonapatupeos E201 79443
9444
94089
54090
3 [imomapatupeos, {Hm Hopiy HIOTAPATENE0IY E208 2237
2238
2239
2323
3453
36913
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JoBiaKa

= BapTicTb NiKkyBaHHA OAHOro NauieHTa CTaHOBUTDb Big 20 TUC. A0 6-

‘ 8 MJIH. TpH. Ha piK;

= BaprTicTb likyBaHHA 04HOro nauieHTa 3 xeopoboto lowe
npenapatom «Lepe3im» ctaHoBuTb 200 Tnc. aon. CLLA Ha piK Ha

OAHY AUTUHY 1 600 TUC. AO0N. HAa OAHOTO A0POCAOro

. 05€HI'¢|!'|3':"CY33"'""' Ha O6c¢Aar piHaHCyBaHHA Ha
iKyBaHHA AiTel HHUMM : ienTi
NiKyBaHHA AiTen 3 oppa NiKyBaHHA NALLiEHTIB 3
X HHAMM ini
3axsoptoBa T remodinieto
[~
I
z 200
=
0 Poku
2011
2012 5p1s5
: * Iwepeno: lepwasre 3a6e3nederHs xeopux Ha OpgarHi 3axeoprosarts,/ Onbza 8

bozomorneus, Fos108a Komimemy 3 numaHs oxopoHu 300pos'a/ apteka.ua J fppt.com




>

e3neYyeHHi

BMOPAAKOBAHO MNOHATTA «OpdaHHE 3aXBOPIOBAHHAY;

|

> YAOCKOHaJ/IeHO Ta NpuBeAeHO Y BiANOBiAHICTb 3 EBPONEACbKMM HOPpMaMMU
peectp opdaHHMX 3aXBoptoBaHb ( Haniuye 171 Ho3onoril0 );

» po3pobaeHo Nopa[oK NOXKUTTEBOTO 3abe3neyeHHA XBOPUX NiKapCbKUMMU
3acobamu Ta cneuiaIbHUM LiETUHHUM XapPUYBaAHHAM;

( » 36inbweHo ¢piHaHcyBaHHA Ha 2015 pik Ha 50%, NOPIBHAHO 3 MUHYIUM J
POKOM;

» BuaineHo ¢piHaHcyBaHHA 3 aepxbloaKeTy Ha 4 foAaTKOBI HO30A0rii, AKI
paHiwe He piHaHCYyBanucs;

> CTBOPEHO cneuiasbHYy KOMICilo 3 NUTaHb 3abe3neyeHHA XUTTa nogem 3
ocobamBumm notpebamu;

» NPUNAHATO pilleHHA NPOo YTBOPEHHA €AMNHOro B YKpaiHi LleHTpy
op¢aHHMX 3axBoploBaHb Ha 6a3i HOC/1 «OxmaTtauT», Wo
KOHTaKTyBaTUMe 3 aHA/IONYHMMM LEeHTPAMM B iHLUUX KpaiHaX CBiTy

9

fppt.com



eBTUYHOI

OCHOBHUX NP
opdaHHi'3axsB

> Po3po6ka HauioHanbHOT Nporpamm 3 piaKiCHUX 3aXBOPIOBaHb, L0 BKAOYaTUME
NUTAHHA AiarHOCTUKU, CEIGKTUBHOIO CKPUHIHTY, HaAaHHA MEeAUYHOI | MeAnKOo-CcoLliaNbHOI
AOMNOMOIU XBOPUM

> Po3po6Ka HOpMaTUBHUX AOKYMEHTIB Ta aanTaLis YMHHOrO 3aKoOHoAaBCcTBa YKpaiHu A0
notpeb cnyXbum HapgaHHA gonomoru xsopum ( NPOTOKONMU NiKYBaHHA, KNiIHiIYHiI HACTaHOBM)

> PO3BUTOK HaLiOHaNbHOI i MiXXHapoAHOI cniBnpaui B rany3i AiarHOCTUKU, NiKyBaHHA i
Npo@iNakTUKM PiAKICHUX 3aXBOPIOBAHb

» 36ip cTaTUCTUUHOI iHpOopMaL,ii NPOo YACTOTY Ta CNEKTP PiAKICHUX 3aXBOpPIOBaHb B YKpPaiHi

> CtBOpeHHA HauioHaNbHOro peecTpy nauieHTiB 3 piAKICHUMM 3aXBOPIOBAHHAMM
» BnpoBapiKeHHA ePeKTUBHUX METOAIB PaHHbOI AiarHOCTUKMU PigKiCHUX 3aXBOPIOBaHb

» BnpoBaaeHHA ePeKTUBHUX METOAiB NiKyBaHHA i peabiniTauii xBopux 3 pigKicHumu
3aXBOPHOBAHHAMMU ANA 3HUXKEHHA PIBHA CMepTHOCTI i iHBaniaHOCTI

> MigrotoBKa KBanidpikoBaHMX dpaxiBLiB 3 AiarHOCTUKM Ta NiKYBaHHA PiAKICHMUX
3aXBOpPOBaHb Yy NPOBigHUX LeHTpax. MNigBuweHHA iHPOPMOBAHOCTI NiKapiB Pi3HUX
cneuianbHOCTeN i NaLUiEHTIB NPO PigKiCHi 3aXBOpPIOBAaHHA
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3dXBOPHOBaAHHA

KpaiHu Espocoro3y

e be3onnaTtHa gonomora Nnpu CKAaAaHHI NPOTOKONY KAIHIYHUX A0CNIAXKEHDb

e 50% ninbra Ha yci HeobxigHi 360pK BNPOAOBK NepLIOro PoKy nicna cxsaneHHA J13
e [IpucKkopeHa npoueaypa po3rnaay AOKYMEHTIB NpU peecTpauii

e MOXAUBICTb peecTpaLia Ha OCHOBI He3aKiHUEHUX KNIHIYHUX AoCcniaXeHb

e BcTaHOB/IEHHA rPAHUYHOrO PiBHA TOProBoi HauiHKK (B ITanii, IcnaHii HauiHKa He
NOBUHHA NepeBulyBaTn 7,5 €BPO 3a YNaKOBKY)

e CTBOpPEHHA MepeXi cneuianisoBaHUX LEeHTpPIB, AKi A0NYCKAOTb
eKcnepumeHTanbHe 3actocyBaHHA J13, we He cxBaneHux odiuinHo (HimeuunHa)

e 50% ninbra Ha 060B'A3KOBI MUTHI 360pK Ha gopeecTpauiitHomMy eTani
e [MopoB}KeHHA TepMiHYy NAaTEHTHOro 3axucTy Ao 10 pokis

{ CLUA

e MMopaTKoBi Ninbrn BUpobHUKam opdaHHUX npenaparis
e [lop0BXXEeHHA TepMiHY NAaTE@HTHOro 3aXucTy A0 7 pokKiB
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HapaHHA BUpO6HMKam
opdaHHUX Npenaparis

Teputopii YKpaiHu
(3BinbHeHHA Big 7%

MUTHOro 36opy)

HaaaHHA NOAOBXEeHUX Ta
€KCK/II03UBHUX NpPaB Ha
npoaax npenapary
npotarom 10-15 pokis

i 3aXBO

MoxnusicTb 3aKyniBAi
NiKapCbKUX npenaparis, AKi
3apeecTpoBaHi Ta
BMPO6AAIOTLCA KpaiHaMM
yyacHukamu PIC/S 6e3
npoueaypu TpagauuinHoil
peecTpauii B YKpaiHi

CrBopeHHA nepeniky oppaHHUX
npenapariB Ta BCTAHOB/IEHHA
FPAHUYHOrO PiBHA
NOCTa4aIbHULbKO-36yTOBOI Ta
TOProBesIbHOI HALLIHKK 3 METO
niaBULLLEHHA AOCTYNHOCTI ANA
CNoX<uBadiB
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€HHO 3406yTKM Ta Hanp
3abe3neuyeHHA XBOpPUX Ha O

ani3oBaHO CyYaCHUM CTaH,
YAOCKOHaNEeHHA meauko-papmauesTu
3aXBOPIOBAHHA B YKpaAiHi.
MpoaHanizoBaHO NiTepatypHi gXXepena woao npobaematukm oppaHHUX
3aXBOpPIOBaHb B KpaiHaX CBiTy Ta B YKpaiHi.

AocniaeHo NOKasHUKU NOLIMPEHOCTI LUX 3aXBOPIOBAaHb cepen Hace/leHHA KpaiH
CBiTY Ta B YKpaiHi.

MpoaHanizoBaHO cy4yacHi nigxoan ao papmauesTMYHOro 3abesneyeHHA pPigKiCHUX
3aXBOpPIOBAHb B KpaiHaX CBiTy Ta B YKpaiHi.

NMpoaHanizoBaHO HOPMATUBHO-NPaBOBY 6a3y W40 HaaaHHA PapMaLEeBTUUYHOI
AOMNOMOrv XBOpum Ha opdaHHi 3aXBOPIOBaHHA B YKpaiHi;

HaBepeHo 3806yTKM Yy MeauKo-papmaueBTMUHOMY 3ab6e3neyeHHi XBOPUX Ha
opdaHHi 3aXxBOpIOBaHHA B YKpaiHi;

MpoaHanizoBaHO MiXXHapoaHuM AocBig papmaueBTUUHOro 3abesneueHHA
op¢daHHUX 3aXBOPIOBAHD;

3anponoHOBAHO WAAXU ONTUMI3aLlii 3a6e3neyeHHA XBOPUX Ha PigKiCHI
3aXBOPIOBAHHA B YKpaiHi.
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NIAKYEMO 3A YBATY!
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