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IIpono3umii
1o npoekty KoHuenii 3aranbHoiepkaBHOi IporpamMu
"3nopos'a 2020: ykpaincekuit Bumip" Ha 2012-2020 pp.

Binkpure obroBoperns Konrermitii po3BUTKY YKpaiHChKOT 0XOpoHHU 310poB's 10 2020 poky e,
0e3yMOBHO, Jyke BaKIMBUHN 1 HeoOXimHui kpok. llle xinmbka pokiB Ha3aj mpo Iie HE MOXXHa OyJo i
mpiatd. OnHak, y camiii KoHuenmii mpezacTaBieHa BHKJIIOYHO OIiHKAa Bke c(OPMOBaHOI B CHCTEMI
OXOpOHI 37I0pPOB'SL CHTYyaIlil Ta BHECEHHS TaKTUYHUX MPOMO3WIii 3 ix pimenHs. Cuig 3a3Ha4uTH, 0 B
KOJHOMY apryMeHTi uM 3a3HadeHoMmy jaokymeHti i3 ITOSCHIOBAJIbHOI 3AIMCKU no mpoekty
Konuenmuii 3aransHomep:kaBHOi mporpamu "3mopos's 2020: ykpaincekuii Bumip" Ha 2012-2020 pp. He
3Tafy€eThCsl TIOHSATTS «PiJKICHI 3aXBOpIOBaHHs». [IifICHO CTpaTeriyHOrO IUTaHYBaHHS, IO BPaXOBYE
3arajJJbHOCBITOBI TEHACHINII PO3BUTKY CHCTEMH OXOPOHHU 3IO0POB'S, MEAWMYHUX 1 CYMDKHUX HayKaxX IIyXKe
Maslo, aje JK IUIaHyBaHHS WHJe IOBrOCTPOKOBE, OUTBII HDXK Ha 8 pOKiB. Y 3ampoIOHOBaHIW 10
rpomazickkoro obroBopeHHst Konrenmii HeMae >KOIHOTO CJIOBa MPO PIiJKiCHI XBOpOOHW, Xoua JaHUU
HaIMPSIMOK YK€ TPOTATOM ACKIIHPKOX POKIB BXOIUTh Yy TPIMKY MPIOPUTETHUX HAMPSIMKIB PO3BHUTKY
OXOPOHHM 3JI0POB'Sl B pO3BUHEHUX KpaiHaX.

BignoBigHo 10 3ampOMOHOBaHOI 10 OOrOBOPEHHS KOHIEMIIi BBaKAEMO, LIO BHKIAACHI Te3M
MOTPeOyIOTh IOTIOBHEHB!

— BW3HAHHA 3JI0pPOB’S HACEICHHS OMHHUM 3 KITIOYOBHX (DaKTOPIB HAITIOHATBHOI OC3IeKH IeprKaBw,
CTaOULIBHOCTI Ta ONaronoiayvusi CyCHiILCTBA, BU3HAYCHHS 30POB’S Ta KHUTTS TPOMAJASH MPiOPUTETHUM
HaANPSMKOM TIOJITHKH Ha BCiX PIBHSAX YIPaBIiHHSI, B TOMY YHCJIi 3 PiAKICHUMH XBOp0o0amu;

— MIXKCEKTOpaabHE CIBPOOITHHUIITBO YCiX cdep CyCcmiabcTBa, MiSUTBHICTH SKUX MPAMO YU
OTIOCEPEIKOBAHO BIUIMBAE HA 3J0POB’Sl HACENICHHS, 3 YPAXYBAHHAM MOTpPed rpynu MNamieHTIB 3
PiAKiCHUMM 32XBOPIOBAHHSAMM.

3ragyBaHa «3arajJbHOJOCTYIHICTh HASBHUX pECYpCiB 30epeeHHs Ta 3MII[HEHHS 3J0poB’S i
rPOMAaJIChKHX 3aXO0JIiB O3J0POBJICHHS JJIsi BCIX BEPCTB HACEICHHS, HE3aJIS)KHO BiJ MICIS MPOXXHBAHHS,
COIIaTbHO-CKOHOMIYHOTO CTaTyCcy» IIOBHHHA OOOB’S3KOBO BKJIKYATH NAIECHTIB 3 pigkicHuMH
3aXBOPIOBAHHSIMH.

BuzHadueHHS TIPIOPUTETHOCTI 3aXOMiB i3 30epeKeHHS Ta 3MIITHEHHS 3I0POB’S Y MIKCEKTOpaIbHIl
IOISUTHOCTI Ha BCIiX PIiBHAX 3 (QOPMYyBaHHS JIepKaBHO-IPHBATHO-CYCITUIBHOTO MApTHEPCTBA; TOBUHHO
MiATPUMYBAaTH CTBOpeHHS Ta ¢yHkumionyBaHHf «lleHTpiB excmepTu3w» (BH3HAYEHHS Yy
OOTpyHTYBaHHI).

®dopMyBaHHS YCBIIOMJICHOT MO3MUIlIi HACEJICHHS IOJO BiIMOBIAAIBHOTO CTaBJICHHS 0 BJIACHOTO
3JI0pOB’Sl Ta OCOOUCTOI OE3MEKU 3 BIAMOBIAAIBHICTIO KOKHOI JIFOJUHU 32 0COOUCTE 3JI0POB’S Ta YICHIB
pOIUHH Oe3MocepeTHRO CTOCYEThCS PO3YMIHHS CYCIUIBCTBOM MPOOJIEMHU PiIKiCHHX 3aXBOPIOBAHbD.

BukopucraHHs MIKHApOIHOTO JOCBiy HIOAO BUPILNICHHS NpoOieM 30epeXeHHS Ta 3MiI[HeHHS
3]I0pOB’Sl HaceleHHs MOBMHHO 0a3yBaTMCh Ha iHTErpamii AOCBiLy y cdepl piIKiCHHX 3aXBOPIOBaHb Y
cuctemy MO3 VYkpainu.

I, HampwukiHIli, 00’€MHAHHA ICHYIOUMX Ta THX, IO PO3pPOOIAIOTHCS (TOTYIOTBCS IO PO3POOKH),
3arajlbHO/ICPKaBHUX, ACPKABHUX MIJHOBUX NPOTpaM B OJUH HAMIOHAJIBHUN IMPOEKT 3 MEIUYHOTO
3a0e3MeYeHHs] HAaCeNeHHs 32 OKPeMHUMH KJacaMd XBOPOO Ta HO30JIOTIYHUMHU (OpMaMH 3aXBOPIOBaHb
MTOBHUHEH TIepeT0aYnTH BU3HAYCHHS 0COOIMBOTO HAIIPSIMKY — «PiAKICHI 3aXBOPIOBAHHSD.

TakuM 4YHMHOM, BOAYaEMO, IO 3aNPONMOHOBAHMN [0 o00roBopeHHsi mnpoekT Koumenmii
3araabHonep:kaBHoi nmporpamu ""3gopos's 2020: ykpaincbkuii Bumip' nHa 2012-2020 pp noBuHeH
BH3HAYNTH NOHATTHA «PiIKicHe 3aXBOPIOBAHH» Ta OyTH PO3MIMPEHMI OKpeMHM pPO3IiI0M, IO
CTOCYEThCS CTaBJIeHHs Jlep:kaBH 10 PiAKICHUX 3aXBOPIOBAHb TA BUSHAHHSM iCHYH040I podieMu 3
yYpPaxyBaHHsSIM BKJIIOYEHHS il 10 OJHOr0 3 MPiOPUTETIB 3arajbHO/IEP’KABHOTO TNJIAHYBAHHS Ha
nepioxa 10 2020 poky.

[Toganema poboTa Hax MalOyTHIM 3aKOHOM YKpaiHU MPO PIIKiCHI 3aXBOPIOBAHHS Ta JEP’KaBHOIO
KOHIICTIIII€I0 PiJKICHUX 3aXBOPIOBAHb HOTpe6ye cyMicHoro 3amydeHHsi cremiamictie MO3 Ta
MpeACTaBHUKIB OpraHi3aliil MaliexTiB. |

Bix imeni ABTopcbkoro Konektusny: : b Marromenko Biraniit MukonaiioBuy
{
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OBIPYHTYBAHHS
ITepconasizoBana MequIHA ¥ JIKYBAaHHA PiIKiCHUX 3aXBOPIOBaHb SIK CTPaTeriYHUM
HANPSIMOK PO3BUTKY 0X0poHH 310poB's 10 2020 poky (ITPOEKT)

ABTOpPCBKHH KOJICKTHB i/l KePiBHUITBOM:
Martromenko Bitaniit Mukonaiiosuy, [Ipesunent XapkiBcrkoro biaroaiitnoro ®@oumy «/litu 31
CHIHAJILHOIO M’ SI30BOIO aTpo(di€ero»

KonTakTHi naHi:
XapkiB
[MomroBa anpeca: 61057, Ykpaina, M. Xapkis, Bya. ['oromns, 7, Tenedon: (050) 364-06-73

YJieHM aBTOPCHKOI0 KOJIEKTHUBY:

Oueperenko B.JI. Cminka rpomaachkux oprasizaniii "BceykpaiHchka acoriarisi 3aXUCTy IpaB
nariedTiB "3qopos's Haiii", boropa O. A. XapkiBcbkuit bnaroaiitanii ®@ouy «MyKoBicIHI03»,
baunmesa O.}O. Jlonenpka ['pomanceka Opranizamist «/litn 3 mporpecyrounMu M’ sS30BUMH Ta
HelpoM’si30BUMH  3axBoproBaHHAMK», Jleman T.M. XapkiBcbka obOnacHa I'pomajcbka
opranizartis «LleHTp 31 CnpusHHS B MOMIMPEHHI COIIAILHUX MPOTPaM y Tally31 OXOPOHH 37I0pOB’ s
«PiBHe mpaBo Ha xkutTA», Kynema T.I'. Beceykpaincbka rpomanceka oprasizauis «O0’eqHaHHS
1HBAJIIJIIB XBOPUX HA MyKOIIOIicaxapuo3», Japmopiz O. 3axiqHOYKpaTHCHKUMA IIEHTP MIATPUMKH
XBOpHX Ha MyKoBicuuao3 «/I3BIH».

Konmnenrisi o6roBopena Ha 3aciJaHHI aBTOPCHKOTO KOJIEKTUBY.

Busnauenns, ujo 6uKopucmogyiomsca no mexcmy

Piokicna xeopoba (rare disease) - xBopoOa, IO PIiTKO 3yCTPIYAEThCS B 3arajibHIid
HOMYJISILii HACENICHHS, 3arPOXKY€E JKUTTIO a00 XPOHIYHO MPOTPecye, MPUBOAUTH A0 CMepTi abo
1HBaJIAHOCTI.

Ilopiz sioHecenHs 3ax60pro8anHs 00 piOKiCHO20 NOBOJIUTHCS HA YaCTOTY MEHII Hik 1 3
2000 rpomansiH (Oa3yeThcsi Ha CXBaJICHHI MPOTPaMOI0 3 PiIKICHUX 3axBopioBaHb 1999-2003,
[Tpasunamu (EC) 141/2000).

Opdghannuii npenapam, niku-cupomu - (orphan drug) - MegUUHUN TPOIYKT, MPU3HAUCHUT
JUISE  TIaTHOCTHKHM, NPOQITAKTUKKA ¥ JIKyBaHHS PIiJKICHOTO 3aXBOPIOBAHHSA, IO HE Mae
KOMEPIIMHUX TIEPCIIEKTUB, aJIe BIIMOBIAA€ MOTPeOaM CyCIUTBHOTO 3/J0POB'S.

BCTYII

CroronHi He icHye nikyBaHHs uig 6000-8000 pigkicHUX XBOpoO, 75% 3 SKHX 3adilaloTh
NamieHTiB auTsadoro BiKy. Ha 1o mpobGnemy psig kpain 3BepHynan yBary me y 80-i poku
MUHYJIOT0 cTopivus, HUuH1 y kpaiHax €C, y CHIA, fAnonii, Taiiani, Cinranmypi, ABcrpaiii, Pocii
NPHUIHATI CIICMiaibHI 3aKOHU, M0 CTUMYIIIOIOTh HAyKy W Oi3HEC pO3poOJIATH TpermapaTH s
JIKyBaHHS PiIKICHUX 3aXBOPIOBAHb.

B Ykpaini Takux 3akoHiB Hema, fIK, BTiM, HeMa€ H CaMOro BHU3Ha4YeHHs ''piAKICHHUX
3aXBOPOBaHb''. OCKUIBKH, PiIKICHE 3aXBOPIOBAHHS 3yCTPIYA€THCS 3 YAaCTOTOK 1 BHUIIAJOK Ha
2000 rpoMaisiH, 1€ 3Aa€THCS YUCIOM HEICTOTHOO KUTBKICTIO, IPOTE MPH HACEJICHHI, [0 HaTiuy€e
B YkpaiHi 46-47 MinbHOHIB TpoMaJisiH 11e MOrJIo O o3Havatu 235 mrofei As KOXKHOI piIKiCHOT
XBOPOOH, OCKUIBKM TIO OIIHKAaX EKCIIEPTiB, y CBITI iCHy€ 5-7 THCSY HEOE3MEUHUX IS JKUTTS
PIAKICHUX 3aXBOPIOBAHb.

TepmiHOTIOTIS PIAKICHUX 3aXBOPIOBaHb HE TUIBKH ITiIKPECITIOE PIKICHICTD, e i OJTHOYACHO
CTBOPIOE TUCTAHLIIO MIXK «CIa0OKUMHU JIFOJbMH, Y KOTO TPANUIOCs I0Ch HA3BUYANHO JKaXJIUBE»
1 TepeBaXKHOIO OUTBIIICTIO TPOMAISMH, fAKI IOYYBAIOTh ce0€ 3aXWIICHUMH 4Yepe3 HH3BKY
MOLIMPEHICTh PIAKICHUX 3aXBOPIOBaHb. LIs cutyartis - ;kopcToKka AIMCHICTD, III0 MOKE TPAUTUCS
3 KOXXHHUM, XTO Ma€ JUTHHY, a00 3 HUM camuM. PinKiCHI 3aXBOpIOBaHHS € B KOXKHIH oOyacTi
meauuuHu. [Tpubnmzno 80% 3 HUX MalOTh T€HETUYHY NPHUPOJY, 1HIII BHUNAAKH € HACIiIKOM
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iHGpekuii (6akTepianbHUX a00 BipyCHHX), alepriiHUX peakulild, BIUIUBY LIKiIJIUBUX (DaKTOpiB
HABKOJIUIITHBOTO CEPEIOBUINIA Ta HOCATHh JCTCHEPATUBHHUN abo mposidepaTHBHHMA XapakTep.
OCKUTbKM TAIIEHTIB 3 PIAKICHUMHU 3aXBOPIOBAHHSMU - MEHIIICTh, ICHY€ HEIOCTAaTHICTh
CyCHUIBHOTO PO3YMIHHS, caMi XBOPOOU HE € MPIOPUTETHUMH [IJISl IEPKABHOI CUCTEMHU OXOPOHU
310pOB's, (apMalleBTUYHUNA PHHOK JUISI TaKUX XBOPOO € HACTIIBKH OOMEXEHHUM, IO
(bapMIIPOMHCIIOBICTh YTPUMYETHCS BiJl BKJIAJICHHS KaIliTally B JOCTIDKCHHsSI i PO3BUTOK JIIKIB-
CHPIT ..
[Tapagokc piaKICHOCTI B TiM, IO XO0Ya «KOXHA OKpeMa XBopoba € piAKICHOI0, MpoTe iX
3HaYHA KUTBKICTh MPHU3BOAMUTH JIO TOTO, IO IMAIIE€HTH , IO MAKOTh OJHE 13 IUX 3aXBOPIOBAHb,
YyHCclIeHH1». IMOBIpHO, BOHM € y 6-8% cBiTOBOi momysauii goaeil. Tomy «I0cuTh 3BUUaiiHO MaTh
piakicHy XxBopoOy». PiakicHi XBOpoOM MOXYTh TOPKHYTHCS Oynab-sKOi pOIUHH, y OyIb-sSKUi
yac.
3 2010 poky nepkaBu €BpOIM IOCTaBWJIM BUMOTY 10 KpaiH-ydacHuup €C posmnodaru
IUTAHYBaHHS 1 pO3BUTOK BJIACHHUX MPOTPaM 3 PiJIKICHUX 3aXBOPIOBaHb, 10 Epe10auaTUMYTh:
® TapaHTil0 TOro, WO pIiAKICHI XBOpoOM OyAyTh BIAMOBIAHO KiIacu(ikoBaHI Ta
I1arHOCTOBAHI;

® TapaHTii0 TOro, IO Oyae 30LIbIIEHO OOCST JOCHIIKEHb B Taily3l BHBUEHHS PiAKICHUX
XBOPOO;

e crBopenHs «llentpiB ExcriepTusn», BU3HAUYEHO iX 3B'SI30K Ta y4acTh y HAIlllOHAIbHIN Ta
Ha/THAI[IOHANBHIN (MDKHapoIHi) Mepexi,

e 30epeXeHHS TapaHTId Ha BCeOIUHY MEepPEeBipKy MpernapaTiB sl PiIKICHUX 3aXBOPIOBAHb;

® TapaHTIIO PO3BUTKY 1HGPACTPYKTYP, A PIAKICHUX 3aXBOPIOBAHb;

® 3aJydeHHs] TAIlIE€HTIB 1 IXHIX MPEJICTABHUKIB HAa BCIX CTaAisfAX NPOIECYy HPUHHATTS

pillieHb.

Yacruna I. JliarnocTuka i JJikyBaHHS PiIKICHUX XBOP0OO - HeBUPilIeHAa MpodJieMa Cy4acHOI
MeAUIHHU

IcTopuvHO CKIIANOCh TakK, 110 BITYM3HSIHA MEAMIIMHA 3/1€0UIBIIIOrO CIPSIMOBaHa HA O1IBIII-
MEHIII PO3MOBCIOJKEHI W 0Ope BiJOMi, COIIalbHO 3HAYMMI 3axBOproBaHHA. [lamieHTH X 3
plAKICHUMH XBOpoOaMM € HaiOIIBIIO MPOOJIEMOI0 CUCTEMH OXOPOHH 370poB's. JliarHOCTHKa
TaKMX XBOpPOO YacTO YCKJIaJHeHa ab0 HEJOCTYIHA, JIKyBaHHS 4YacTO Hee(pEeKTHBHE uepes
BiJICYTHICTb BiJIIIOBITHUX JIiKiB (METOIB JIIKYBaHHS ), IPOTHO3W HEBTIIIIHI.

Yucno pigkicHIX XBOPOO MOCTIHHO 301TbIIYy€eThCs (Y CBITI HIOTHXKHS OMMUCYETHCS 5 HOBUX
naToJoriyHux cTaHiB). lle mMoB'I3aHO SK 3 MOMIMIIEHHSM JIarHOCTHKH, TaK 1 3 MOTIPIIEHHSIM
€KOJIOTIYHOT CHTyaIlil Ha IUIaHETi, M0 TOB’S3aHO i3 KUTTEIISIIBHICTIO JIIOJWHU. 3a JTaHUMU
EURORDIS (€Bporneicbkoro anbsHCy OpraHizaliii XBOpuX piIKICHUIMHU 3aXBOPIOBAHHSMH) JIBI
TPETUHH PiAKICHUX 3aXBOPIOBaHb MaHIPECTYIOTh Y paHHBOMY JUTSYOMY Bili, B 65% BUNaIKiB
MaloTh BAXKUHM 1HBamiAM3yrouuil mimH, B 50% - moripimieHuil mporHos s XutTs, B 35%
BUMIA/IKAX € MPUYNHOI0 CMEPTi Ha TPOTsi3i 1-ro poky kutts, B 10% - y Bimi 1-5 pokis, B 12% -y
Billl 5-15 pokiB. Y KOXHOrO JAPYroro XBOPOIO MAaTOJIOTIS CYNPOBOAXKYETHCSI MOTOPHOIO,
CEHCOPHOIO a00 IHTENIEKTYaJbHOI HEIOCTATHICTIO, Y KOXKHOTO IT'SITOTO - XPOHIYHUM OOJILOBHM
CHUHJIPOMOM.

Pa3oMm 3 TuM, 1Ipu BYAaCHO MOCTABJIEHOMY J1arHo31 # BYACHO 110YaTOMY JIIKyBaHHI 4acTo
BJIA€THCS TOBHICTIO 3aMO0ITTH BUHUKHEHHIO KITIHIYHUX CHMIITOMIB 3aXBOPIOBaHHS, 1 JIFOJIWHA
3aJUIIAETHCS  TMOBHOI[IHHMM WJIEHOM CYCIIbCTBA. BINBIIICTh PIAKICHUX —3aXBOPIOBaHb
XapaKTePU3YEThCS MIMPOKUM CIIEKTPOM PO37a/iB 1 CUMITOMIB, sIKi BapilOlOTh HE TUIBKH MpHU
PI3HHX 3aXBOPIOBaHHIX, aje¢ B PI3HUX TMAI€HTIB, MO0 CTPAXIAIOTh OJHHM 1 THM CaMHUM
3axBOpIOBaHHAM. IlocTaHOBKAa HEMpPaBMJIBHOTO JiarHO3y NPU3BOAWUTH /IO TPHU3HAYCHHS
HETPaBUWIIBHOTO, YaCTO HIKIJTMBOTO JIIKYBaHHSI.

[Tomyk piAKICHOrO 3aXBOPIOBaHHSA JOLUIBHUH TAaKOX Y XBOPUX 3 «YacCTUMU»
3aXBOPIOBAHHAMHM, KOJHM HasBHI CUMIITOMH HE TIOBHICTIO YKJIATAlOThCS B KIIHIYHY KapTHHY,
KOJIM KIIIHIYHI TPOSIBU BUHUKAIOTH y HETUIIOBO MOJIOZOMY BiIli, KOJM HE BIAETHCS MiliOpaTu
JIKyBaHHS, 1 3aXBOPIOBAHHS IPOTPECye, TOMPH TMPOBEACHE JIiKyBaHHS. [Ipobiemu OiTbmIoCTi
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XBOPHX 13 pIAKICHUMH XBOpoOaMu cxoxi. L{e HeqoCTymHICTh MPaBUIBHOT 1IarHOCTHUKH, 3ali3HE
JIarHOCTYBaHHS, BIJICYTHICTh SKICHOI 1H(oOpMaIlii, a YacTo ¥ HayKOBHX 3HaHb PO
3aXBOPIOBAHHS, BaXKKI HACHIIKM JUIA TAIEHTIB 13 COLIANbHOI TOYKH 30Dy, BIJICYTHICTb
BIJIMOBITHOTO SIKICHOTO HAJaHHS MEIUYHOI JIOMOMOTH, NMOMWJIKA W TPYIHOIII B OJEpXaHHI
JiKyBaHHS W oOcmyroByBaHHs. [lamieHT i3 piNiCHKUM 3aXBOPIOBAaHHSAM - CHPOTa CHCTEMH
OXOPOHH 370POB's, HalJacTimIe 6e3 aiarHo3y, 0e3 JiKyBaHHs, 0€3 HAYKOBUX JOCTIIHKCHB: a TOMY
- 0e3 Haqil.

[ToHATTS MpO PIAKICTh 3aXBOPIOBAHHS HE MOBHHHE MACKyBaTH BaXKJIMBICTh MPOOJIEMH,
SKY TIPECTaBISIOTh P1AKICHI 3aXBOPIOBAHHS IS CYCIIIBHOTO 3/10POB'SL.

Yacruna II. JlikyBaHHA PiAKiCHUX 3aXBOPIOBAaHb - HOBA MaPAJIMIMa Cy4YacHOI MeIMIIUHU

[nauBiqyamizoBaHa MeQUIIMHA W JIIKyBaHHS PIIKICHMX 3aXBOPIOBaHb HUHI € HOBOIO
KOHIIeNIIi€ro (Moaemtio) oxoponu 310poB's (Model List for Orphan Medicines), 1mo oaepxye Bce
OinpIIe momupeHHs y cBiTi. BunukayBmu Ha modatky 80-x pokiB XX cromitrs B CIIA, nei
HaNpsIMOK 3apa3 aKTUBHO BIIPOBA/DKYETbCS SK B PO3BHHEHUX, TaKk 1 B KpaiHax, IO
PO3BHUBAIOTHCS, 1 CIIBICHYE 13 3araJbHOMPUUHATOI KOHIICIIIEIO JTIKYBaHHS COIIATbHO 3HAYMMUX
3aXBOPIOBaHb 13 BUKOPHUCTaHHAM >XUTTEBO HEOOXimHUX Jikapcbkux 3aco0iB (Model List of
Essential Medicines). B ocHOBiI naHOi mapaaurMu 3HAXOIUTHCS 1HIWBIAyadbHUN TAIlI€HT, IO
Ma€ KOHKpETHE 3axBOpIOBaHHs. KIIIOYOBMMH TOHATTSMH € «PIJKICHE 3aXBOPIOBAHHs» (rare
diseases) 1 « miku-cupoTu» (orphan drug).

[Topir BigHeceHHS 3aXBOPIOBAHHS A0 PIAKICHUX BiAPI3HAETbCA B PI3HUX KpaiHax 1
konuBaeTbes Bim 1:1500 mo 1:2500 macenenns kpainum (y CIIA piakicCHUM BBaXa€eThCs
3aXBOPIOBAHHS, SKIIO HAa HHOTO CTpaxaaioTh MeHII 200 Tuc. amepuKaHuiB, y SnoHii - Ko Ha
HBOTO CTpaXKJaroTb MeHI 50 THC. AMOHIIB, B ABCTpamii - MEHII 2 THC. aBCTPAIIHIIB, Y
€BporneiicbkoMy Cor03i - SIKIIO BOHO 3yCTpidaeThcsl HE yactime, HiXK y 5:10000, y Kanani -
piame 1:2000 HaceneHHs).

Komnanii, mo mnpauooTs B 001acTi MEAMLMHH, 3a 3BUYAMHUX PUHKOBUX YMOB HE
3aliKkaBlieHl B PO3BUTKY Op(aHHHX MPOAYKTIB, IO HE MAIOTh y TEPCIEKTHBI KOMEPIIHHOTO
yCIiXy 3 €KOHOMIYHUX MPUYMH (HacaMmIiepe]] 4epe3 BHUCOKY BapTICTh po3poOKM i MpocyBaHHA
NPOAYKTY Ha PHHOK i/a00 uepe3 HU3bKHUU MOMUT HAa HHOTO B CHIIY PIAKICHOCTI 3aXBOPIOBAHHS).
VYpsaau pi3HUX KpaiH (piHAHCYIOTh CHeliajgbHI MPOrpaMu AJIs TOTO, 100 BUITYCK «HEBUI1THUX)
a00 «CHUPITCHKHUX» JIiKiB OyB MPUBAOIUBUM, 1 KOMIIaHii, IO X BUPOOJIAIOTH, HE TpaIfoBaIn co0i
y 30uTOoK. Y 0OaraThoX KpaiHax MPUUHATI CleliadbHI 3aKOHOAABYl aKTH, IO HAJAIOTh TMEBHI
IUTBIH KOMIaHISIM-PO3POOHHUKAM, IO CTUMYJIIOIOTh 1IHTEpeC HayKW i Oi3HeCy 10 iHHOBAIiMHUX
po3po0boK y miii o6nacti. CTUMyaMi MOXKYTh OyTH:

- BHHSTKOBI MapKETHHIOBI IpaBa Ha CTPOK BiJ I'ATH O JECSATH POKiB; MOBHA a00 YaCTKOBA
oriaTa MpoIexyp oAep:KaHHs O(IIiHHOTO TO3BOIY 71l BUKOPUCTAHHS JIIKiB;

- MOXJIMBICTH OJIepKaHHsS (PIHAHCOBOT MIATPUMKHU 3 JEp)KaBHUX (OHIIB IS JOCTIIKCHb B
o0racTi piIKicHUX XBOpoO; iHpopMaliiiiHa i opraHizaliiiHa MiATPUMKa B CKJIAJaHHI IPOTOKOIB
KJIIHIYHUX BUIPOOYBaHb Ta iH.

ITionepamu B 1iit obsacti Oynu CHIA. B 1982 p. mpu ArenrctBi CLIA 3 mikiB 1
npoxayktiB xapuyBaHHs (FDA) Oymno ctBopene crenianshe 0ropo (Office of Orphan Product
Development), 1o 3aiiMa€eTbcsi pO3BUTKOM «PiIKiICHUX TpoAyKTiB». B 1983 p. Oyno mpuitHsaTo
3akoH (Orphan Drug Act), mo periamMeHTye CTaTyc pPiKICHOTO 3aXBOpPIOBaHHS, «Ipernapary-
CUpOTH» ¥ 3aTBeplkye mnpuBinei s (ipM-po3poOHUKIB Ta BUPOOHHKIB, NPUUOMY i€
CTOCYBAJIOCS HE TUTbKH (papMaIeBTUYHUX 1 O10JOTIYHHUX MPETapaTiB, aje i MEIUIHOT TEXHIKU U
JTIETUYHUX TPOIYKTIB XapuyBaHHA. 3TiAHO I[bOr0 3aKoHY 0113bKk0 1600 BiIOMHX 3aXBOPIOBaHb 1
CHUHIpOMiB Oynu Bu3HaHi piakicaumu, a 300 mikiB Oynu BimHEeceHi A0 JikiB-cupit. Hamami
NoJi0HI 3aKOHOAABYl aKTH Oynu NMpHUMHATI B 1HmMX KpaiHax - y Cinramypi (1991), Snowii
(1993), Ascrpami (1997), IliBmenniii Kopei, Kamanmi, wa TaiiBaneBi i, HapemTi, Yy
E€pporneiicekomy Corozi (1999). ¥V meit uwac y OaraThbox KpaiHax JKapchbki 3acoOu, 10
BIZTHOCSITHCS /IO KAaTeropii piKiCHUX , CTAHOBIIATH IUIMH CEIrMEHT JIIKapChKOTO PUHKY 31 CBOIMH
IpaBUIaMU BUPOOHUITBA, PEECTpALlil, JepKAaBHOI MIATPUMKHU, TATEHTHOTO 3aXUCTY # T.II.



OcHoBHUMH JoKyMeHTaMu B EBporneiicbkoMy Coro3i Oyno pimeHHs €BpomneicbKoro
napiamedTy Ne 1295/1999/€C Bim 29.04.1999 p. 1 gupexTuBa €BPONEHCHKOTO MapIIAMEHTY
Nel41/2000 Big 16.12.1999 p. ¥V Hux Oyno HagaHO BH3HAYECHHS XBOPOOaM-CHPOTaM 1
CHUPITCHKHM JIIKaM, 1 BU3HAYCHI MEPCIIEKTUBY y iX BUBUCHHI # JTikyBaHHI HUMHU. Y kBiTHI 2000 p.
y JlonnoHi Ha BUKOHaHHST €BpONEHChKOi AUPEKTHBH OYB cTBOpeHH KoMiTeT 13 mMpoIyKTiB-CHUPIT
(COMP - Committee for Orphan Medical Products), y skuii BXOASTH 1 TPEICTaBHUKH
BIZIMOBITHUX TPYII NallieHTiB. JlaHuii koMmiteT y cTpok 10 90 1HIB MOBHHEH PO3IIIAAAaTH JOCKE HA
Jikapcbkuit 3aci0, 1 B 30-geHHUN TepMiH €Bporneiichbka KOMICisS TOBUHHA YXBATIOBATH PIIICHHS
o710 #oro 3acrocyBanHi Ha Bcit Teputopii €C. IloctanoBoro Kowmicii €C Ne 847/2000 Bin
27.04.2000 cTBOpeHMI peecTp JIKApChKUX 3aco0iB I JIIKyBaHHS pPIAKICHUX XBopoO. Jlo
mrotoro 2007 p. craryc mikiB-cupiT OyB HamaHuii 450 mpemapaTam, mpUYOMy L€ PIIICHHS
nomuproeTbcsi Ha 34 Kkpainum €Bpocoro3y. 3a cioBamu npesugenta EURORDIS Tepkena
AHzepceHa HUHI YHCIIO MAI€EHTIB, XBOPUX PIAKICHUMHU XBOpoOaMu, y KpaiHax €BponenchKoro
Coro3y Hamiuyerbesi O0au3pko 30 MIIBMOHIB YOJIOBIK, TOOTO PIAKICHUMH 3aXBOPIOBaHHSIM
CTpaxkJae Maibke KOKHUM 15-i eBponeerns. [leski 3 Hux yekanu no 25-30 pokiB, Hepir HiX iM
OyJI0 TIOCTaBJICHO NIPABUIILHUH JT1arHO3.

IIpo macmtabu mpoBeneHoi B €Bpocoro3i poOOTH cBiguaTh faHi €Bporeiicbkoi 0aszu
JIAaHUX 3 PIIKICHUX 3aXBOPIOBaHb, 10 akyMy:toe iHpopmariiro 3 35 kpain. Ctanom Ha 2010 pik B
Hill Oys0 3apeecTpoBaHO 7242 piAKICHUX 3aXBOPIOBaHb Ta CTaHiB, 1233 kiiHiuHI JabopaTtopii, y
SAKUX 3IIACHIOEThCS niarHOocTHKAa 1504 pigkicHuX 3axBoproBaHb, 2003  mociigHUIBKI
nabopatopii, y skux 3xaidcHioeTbess 4198 mpoektiB i3 2040 pinkicHUX 3axBOprOBaHb, 283
peectpu, 3092 excneptHi kmiHikH, 1739 opranizamiit nmamienTis, 10302 meanunux ¢axisis, 521
JKH, 0 MAIOTh MOKA3aHHS IS PIIKICHUX 3aXBOPIOBaHb.

Yacruna III. Curyauis B Ykpaini

JloTeriep, HEMa€ HISIKUX CTaTUCTHYHHMX JAHUX TPO MOUIMPEHICTh B YKpaiHi piAKICHUX
3axBoproBaHb. CUTYyallis 3 OpraHi3aliero MeIUYHOI i COIialIbHOT JOMTOMOTH XBOPUM PiAKICHUMHU
3aXBOPIOBAaHHSMU B YKpaiHl 3alWIIAEThCs HANACKIAMHOIO. Y HaIId KpaiHi Modaiu
BUPIIIYBaTUCS MPOOIEMH TIIBKU COLIAaTbHO 3HAYYIUX XBOPOO, a OKpeMa JIIOJIMHA 3 PIIKICHUM
3aXBOPIOBAHHIM 3JIMIIAETHCS OJWH Ha OIHMH 31 CBOEIO XBOp0OOI0. IcHYIOUa crcteMa HaJaHHS
MEJNYHOI JIOMOMOTH PO3paxoBaHa B OCHOBHOMY Ha OUIBII-MEHII COLIadbHO 3HAYMMI IPyMH
MAIEHTIB 1 MPAKTUYHO HE OXOIUTIOE PiJIKICHI 3aXBOPIOBaHHA. bijibie Toro, mpodiemMu HiOUTO HEe
ICHY€, TOMY 1110 IPAaKTUYHO HEMAE JIIarHOCTUKHU 1 peecTpallii TaKUX XBOPHUX.

[TepmmM KpoKOM JI0 OpraHizarii MeAUIHOT JOMOMOTH XBOPOMY 3 PIAKICHOIO XBOPOOOO €
noctaHoBka niarHo3y. PaxiBii B cdepi OXOpOHHM 370pOB'S HaWdacTilie MaloTh HEIOCTATHI
3HaHHS TPO OUTBIIICTH PIAKICHUX 3aXBOpIOBaHb (151 mpoOjeMa iCHye HE TUTbKM B YKpaiHi).
BigcyTHicTh iHpOpMAIIi]l JIEKUTH B OCHOBI JIarHOCTUYHUX TMOMUJIOK, a 1€ JKEPENIo CTpa)kaaHb
narmieHTa i Horo poauHH, MPUYMHA 3aTPUMKH B HAJaHHI KBaJi()iKOBAaHOI MEAMYHOI JOIIOMOTH,
10 YacTO MPU3BOJUTH A0 HE3BOPOTHUX HACTIAKIB. MOKIMBOCTI /ISl IIaTHOCTUKHU ICHY€E Y HU3III
nabopaTopiii HayKOBO-IOCTITHUIBKUX IHCTUTYTIB, NPOTE NPAKTUYHO BIJCYTHI B pPETiOHAX.
[TpaBuia npoBeJeHHsI CKPUHIHTY BapilOIOThCS B 3aJIEKHOCTI B1Jl 3aKOHOJJABCTBA KOXKHOT OKpEMOi
KpaiHH, aje Ha ChOTO/HI MaiKe BCi Jep)KaBW MalOTh 3aKOHOJABYO 3aTBEPIDKEHI HOPMHU II0J0
IPOBE/ICHHS! CKPUHIHTY HOBOHApO/KEHUX. MacoBU CKPUHIHT HEMOBIAT B YKpaiHi OXOIUIIOE
JuIle 2 3aXBOPIOBAaHHS - (PEHWIKETOHYpIIO, YPODKEHHUH TINOTHPEO3, 1 € Kparuielo B MOpl B
MOPIBHSHHI 13 3aTaJIbHUM YHCJIOM CHAaJAKOBHX (PIIKICHUX) XBOPOO.

[Ticns BCTaHOBJIGHHS J1IarHO3y XBOPOMY HEOOXiIHO 3a0e3neuuTH JiKyBaHHS. /s miporo
MOBUHHE ICHYBaTH B MPUHIUIMI i OyTH 3apeecTpoBaHe B Halliil KpaiHi HEOOXITHHI JTIKapChKUN
3aci0 (MeTo. JTiKyBaHHS, MEIMYHA TEXHOJIOTIS) 1 ICHYBaTH MEIMYHA YCTAaHOBA, B AKIH JIIKyBaHHS
Oyne 3aiiicHIoBaTHCS (cTarioHapHO a6o amOymnatopHo). [1amieHT i3 piAKICHOIO XBOPOOOIO MOXKE
npuadaTH MOTPiOHI oMy JKH caM abo ofep)kKaTH iX OE3KOIITOBHO, SKIO BiH BITHOCUTHCS 10
IUIBIOBUX KAaTEropi rpoMajisH, 1[0 MalOTh MPAaBO Ha OJEP)KaHHs MEPEeNiKy COLiaJIbHUX MOCIYT
1/ab0 Mae 3aXBOPIOBAaHHS, IO BXOAWTH Yy JEp)KaBHY IpOrpamy JIKapChbKOrO 3a0e3neueHHs.
ITpoTte, BiACYTHICTh Ha MPAKTULI TAKOTO MOPSAKY NMPHU3BOIUTH A0 TOrO, 1[0 XBOPUN HE MOXE
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OJIep’KyBaTH BIJMOBIAHE JIIKYBaHHS HA PaHHIX CTalisIX 3aXBOPIOBAHHS, KOJIM 1€ € HaWOUIBII
e(DeKTUBHUM, y BHUITaJIKaX, KOJU CHUTYyaIlis 3BOPOTHA III€ KEpOBaHA, 1 B PE3yJIbTATi JIIKyBaHHS
BIA€THCS JIOMOITHUCS ICTOTHOTO MOJIMIIEHHS CTaHy. Y pe3ysbTaTi 3aMicTh NpOQiIaKTUKA
1HBaJTITHOCTI Mae€ Miclie ii KyJbTHBYBaHHS.

[TinbuBaroun MiICYMOK BHIIECKA3aHOMY, MOYKHA BUJIUTMTHA HACTYITHI OCHOBHI MpoOIemu,
10 ICHYIOTh Ha JIaHHWH Yac y HaIlii KpaiHi 3 HaAaHHSIM MEIUIHOI JTOMTOMOTH XBOPHUM PiJIKICHUMU
3aXBOPIOBAHHSIMU:

1. BiACYTHICTP 3aKOHOJABYO BHM3HAYEHOTO TMIOHATTA «PIJIKICHE 3aXBOPIOBAHHS», SK
HACIIZIOK, BIJICYTHICTh 3aKOHIB, IO PEryJIOIOTh CHUTYAIll0 3 PIAKICHUMH XBOpOOaMu i
JKaMH 15 IXHBOTO JIIKyBaHHS,

2. BIJCYTHICTb aKTyaJIbHOT'O PEECTPY XBOPHX PIIKICHUMHU 3aXBOPIOBAaHHIMU;

3. BIACYTHICTh PEECTPY MEAMYHHUX YCTAHOB, YV SIKHX € YMOBH IS TIarHOCTUKH ¥ JIIKYBaHHS
TaKUX 3aXBOPIOBaHb 1 (haxiBIiB, 0 MAIOTh JOCBIJ B LIl 00J1acTi ramysi;

4. BIICYTHICTh SAKICHOT JOCTynmHOI iHopmarii ¥ HAYKOBHX 3HaHb TIPO PIAKICHI

3aXBOPIOBAHHS;

0OMEXEHICTh a00 BIACYTHICTh MOMUIMBOCTEH IS JIarHOCTUKH OUIBIIOCTI PiAKICHHX

3aXBOPIOBAHb;

HasSIBHICTB TPYIHOIIIB B OJIEpKaHH1 JOCTYITY JI0 JIIKyBaHHS, SIKIIIO TaKe i1CHYE;

BiZICYTHICTb IPOTOKOJIIB BEJCHHS XBOPUX I OUIBIIOCTI 3aXBOPIOBAHb;

BIJICYTHICTh OCBITHIX IIPOTPaM JIJis JTiKapiB MEPBUHHOI JJAHKH 3 P1IKICHUX 3aXBOPIOBAHb;

HEJIOCTaTHhO €(PEKTHBHA, HETHYYKA CHUCTEMa JIIKapChKOT0 3a0€3MeYeHHS;

0. BIACYTHICTh [I€31aTHOi CHUCTEMH IUIAHYBAaHHA W THYYKOTO MOHITOPUHTY CHTyaIli 3
PIAKICHUX 3aXBOPIOBAHB,

11. HegocTaTHE B3a€EMOPO3YMIHHS, B3a€MOMIS W KOOPAWHAIlSA MK OpraHaMH JEepKaBHOI

BJIQ/IM, MEAMYHUMHU (COI[IaIbBHUMHU ) TIPAIliBHUKAMH 1 XBOPUMHU;

12. Hemae TpH BIJICYTHOCTI MiarHOCTHKH, PEECTpalii ¥ TMPOTOKOJIB BEACHHS XBOPHUX

BIJICYTHICTb MiACTaB JIJIsl BUALTEHHS TPOIIEH 3 OI0IKETY JUIsl IXHBOTO JIIKYBaHHS;

13. BiACYTHICTh MOJIITUYHOI BOJI JUIsI BUPIIIEHHS JaHOi MpoOsieMu, OaskaHHS Yy YAHOBHHKIB

Ha MICISIX, MOJIMBOCTI ii BHpIIIYBaTH y JIKapiB, BIpM B T€, IO CUTYaIll0 MOXHA

3MIHUTH y XBOPHUX.

e

e S S

Jani npoGiieMu He € yHIKaJdbHI YHIKQIBbHUMHU U1 YKpaiHW, BOHM 3arajibHi JUIs OiIBIIOCTI
KpaiH. BiAMIHHICTB JMIIE y TiM, IO B IHIIKUX KpaiHax iX y>ke Iodaju BUPILIYBaTH, a B YKpaiHi
1151 IpoGJieMa, 3 TOUKH 30py YNHOBHUKIB (Iep’KaBHUX CITy>KOOBIIIB!), HaueOTO i HE iCHy€e B3araJi.

Yacruna 1V. Poab opranizamiii XBopux y pilleHHi mpo0JeM NANi€HTIB 3 PiIKiCHUMH
3aXBOPIOBAHHAMM

[MamieHT i3 piAKICHUM 3aXBOPIOBAHHAM YK€ YaCTO 3aJIMIIAETHCS OJUH HA OJIUH 31 CBOEIO
XBOpoGot0. Moro ronoc HeuyTHMii aHi IpoMajichKOCTi, aHi Biami. Moro mpo6aeMu 31aroThes
HECYTTEBUMHU Ha TJIi BUKOHAHHs TJIOOANBHUX 3aBlIaHb. TOMy BelIMYe3HY pOJIb Y BHUPIIICHHI
npo0sieM XBOpHUX, IO CTPAXAAlOTh PIAKICHUMHU 3aXBOPIOBAaHHSIMH, BIAIrparoTh Oprasizarii
MAIli€HTIB, TOMY IO TLTBKH 00'€ JHABIINCH, MOYKHA 3PYIIUTH CUTYAIlI0 3 MEPTBOI TOUKH.

[epiia HarioHampHA OpraHi3allisl XBOPHUX PiIKICHUMH 3aXBOPIOBAHHSMU OyJjla CTBOPEHA B
CIIIA B 1983 poui (National Organization for Rare Disorders - NORD). Ii 3acHoBHuxamu Oyu
XBOpI 1 iXHI poAuYi, IO 1HIIIIOITH MPUHHATTS i 6epyTh y4acTh y po3po0Ili 3aKOHY MPO PiAKICHI
3axBoproBaHHs U «riku-cupotw» (Orphan Drug Act) y CIIIA. OcnoBuumu 3aBnanasamu NORD e
«BUSIBJICHHS, JTIKyBaHHS ¥ JO0MOMOra maii€eHTaM 3 PiIAKICHUMH XBOPOOaMH LUISIXOM 3/1HCHEHHS
HaBYAJIBHUX 1 JJOCIITHUIBKUX TPOTPaM, BiJICTOIOBAHHS IXHIX IHTEPECIB 1 HATAaHHS MTOCTYT».

€Bporneiicbka oprasizaiiss XBopux piakicHuMu 3axBoproBaHHAMU (EURORDIS) Oyna
3acHoBaHa B 1997 porui. BoHa siBnsie co0010 HEKOMeEpIIiifHe, HEYpsIOBE, KEPOBaHE MalliEHTaMH
00’eIHaHHS OpraHi3aiii i Iro/eH, 10 aKTUBHO MPAIOIOTh B 00JacTi piAKICHUX XBOpoO. Micis
Eurordis - OynyBatu CHIIbHE 3arajJbHOEBPOIICHCHKE CITIBTOBAPHCTBO OPTaHI3aIiil MAIiEHTIB 1
JIOJIeH, 110 KUBYTH 13 PIAKICHUMHU XBOpoOaMu, OyTH iXHIM TOJIOCOM Ha €BPOIEHCHKOMY PiBHI,
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npssMo abo orocepeKoBaHO OOpPOTHUCS MPOTH BIUIMBY PIIKICHUX XBOPOO HA KUTTS TMAIll€HTIB.
Ha nieit vac EURORDIS 06’ennye 6inbire 320 opranizaiiiii namieHTiB i3 19 eBponeichbkux Kpain
1 mpeacranisie 29 MiH. xBopux y €Bporneiicbkomy Coro3i.

B VYkpaini moku mo iCHyIOTh MOOJMHOKI opradizamii mnamieHTiB. [TacMBHICTH XBOpUX
BUKJIMKAHA 3 OJHI€T CTOPOHHM iX OOMEKEHUMH, Hacamrepel (i3MYHUMHU, MOXKIUBOCTSIMH, a 3
THITIOTO OOKY - 3HEBIPOIO Y MOXIIMBICT BIUTMHYTH Ha ICHYIOUY aIMIHICTPAaTUBHO-OIOPOKPATUIHY
JiepKaBHy MalIMHy W XO0Y SIKOCh 3MIHUTH CBOIO )KMTTEBY CUTYyallito. HUHI aKTHBHO MpaIorTh
JUIIE JEeKiIbKa opraHizaiii: XapkiBChkuil Onaroaiiauii poua «Jlith 31 CiHAIBHOIO M’ S30BOIO
atpodiero» (ctBopenuit y 2004 pomi), Cminka rpoMaichkux oprasizaniid "BceykpaiHcbka
acorfiaiis 3axyMcTy TmpaB TmamieHTiB "3mopos's Harii", XapkiBcekuii bmaromiitnuii ®oHn
«MyxoBicunaosy», onenpka ['pomanceka Opranizanis «/liTu 3 mporpecyrouyuMu M’ si30BUMHU Ta
HEHpOM sI30BUMH  3axBOproBaHHAMH» (cTBopeHa y 2010 pomi) , XapkiBcbka oOsacHa
I'pomanceka opranizanis «LleHTp 31 clpusHHS B NOLIMPEHHI COLIaJbHUX MpPOTrpaM y Taysi
oxopoHu 310poB’ss «PiBHe mpaBo Ha xUTTI» (cTBopeHa y 2009 pori), Bceykpaincpka
rpoMajchKka opratizanis «O0’e1HaHHS 1HBaJiAIB XBOPUX Ha MYKOIMOJIicaxapuao3» (CTBOpPEeHa y
2005 porti), 3axiqHOYKpaiHCHKUN IEHTP MIATPUMKH XBOPUX Ha MyKoOBicun03 «JI3BIH».

3aBHaHHAMH TIEpEIIYeHUX OpraHi3ailiii € CHHXpOHI3alis ¥ KoopAWHAIS i,
CIIPSIMOBAHUX Ha TOJIIIIIEHHS 370POB'S ¥ COIIaJIbHOTO CTaHy XBOPHX; JIONIOMOTa B OpraHi3altii
iXHBOTO JIIKYBaHHS, couiamizamii 1 peaOumiTallii; NPUBEPHEHHS YyBard JAep>KaBHOI BIaIH,
MICIICBOTO CaMOBPSIAyBaHHS W IIUPOKOT TPOMAJCHKOCTI JIO ICHYIOUHMX MpoOJeM XBOPHX;
HiATOTOBKA MPOMO3ULINA y TNpeACTaBHHUIbKI OpraHu YKpaiHH, CHpPSMOBAaHI Ha PO3BHUTOK 1
BJIOCKOHAJICHHSI 3aKOHOJaB4YOi W HOPMATHBHO-TPABOBOi 0a3W, CTOCOBHO MiTEH-1HBaNiAIB, iX
0aThKiB 1 1HIIMX XBOPHMX Ha PIAKICHI 3aXBOPIOBAHHS; MOIIMPEHHS iHpOpMaLii Ipo iCHYBaHHS
PIAKICHUX 3aXBOPIOBaHb, CYYaCHUX MOXJIMBOCTSX iXHBO1 J1arHOCTUKH W JIIKyBaHHS, MOJAaHHS i
3aXMCT MpaB 1 3aKOHHMX IHTEpECiB MAIlieHTiB. Y 0araThOX pErioHax Hamoi KpaiHW OaTbKH
XBOpHUX JITeH 1 cami MAIi€eHTH HE 3HAJIM, 3 YOro MOYaTH CBIid Jiayior i3 BIAJOI0 Yy MHTaHHI
3aXMCTy CBOiX TMpaB, ajie, OJEP)KaBIIM MIATPUMKY BiJ MAlllEHTCHKUX OpraHi3aiiii, BOHU
MOYMHAIOTH 00’ €THYBATHCS JUIsI CIIUTBHUX Jii.

Jlianor Mixk BIaJO0, OpraHi3alliiMU XBOPUX 1 MEAMYHUMHU YCTaHOBAMHU PO3BUBAETHCS
ckiagHo. Popmar B3a€MUH «YWHOBHUK - JIIKAp - XBOPUI» HE3BHYHHM JIJIsl HAIIOTO CYCITUIECTBA.
TpaauuiiHO KOXXHHUH HamaraeTbCsi BUPILIYBaTH MNpOOJIEMH, IO BHUHUKAIOTh, CaMOCTIHHO,
NOOJMHII, y CHWJIy BJIAacHOTO (HaW4acTille TOMHIJIKOBOTO) pPO3YyMiHHS W Oa4yeHHs IUISAXiB
BUPILLIEHHS, a 1[0 CTOCY€ETHCS YNHOBHHUKIB, TO i 13 HAIMEHIIIMMHU BUTpAaTaMM CHUJI, 4acy 1 FpoLIei.
VY KOXHOTO 3 yYacHHKIB JiajJiory CBOS MOBa, 4acTO HE 3pO3yMila JJisi 1HIIOTOo, CBil HAmpsiM
IYMOK, CBO€ OaueHHs cuTyauii, «cBos» mnpasia. Hampukiaz, Oarato JikapiB BBaXKarOTh, IO
NamieHToBi He Tpeba HamaBaTH TMOBHY iHQopMamiro mpo ioro xBopodu. Takoi x AyMKH
TOTPUMYIOThCSl M Aesiki xBopi. 11lo0 HaGmu3uTHCa 1O B3a€EMOPO3YMIHHS 1 CHUIBHHUX il 1Uis
JOCSATHEHHS CIUTBHOT METH, Tpeba HaBUYUTHCSA PO3YMITH OJWH OJHOTO, a Ui IBOTO MOTPIOHO
OKpIM yacy mie i 6akaHHs, xo4a 0 1 copMybOBaHe y BUTIISAII A€PKaBHOI MO3UIIT «3TOPU».

[TorpeOyroTh 3HaYHOi yBar#m HMHUTaHHS, IO CTOCYIOTHCS MOPAJIbHO-ETUYHUX MOMEHTIB
CHPUMHATTS JIIOACH 13 PIAKICHUMHU 3aXBOPIOBAaHHAMU 1 0coOIMBUME noTpebamu. Taki HanpIMKU
HE MOTPeOyIOTh BEIMKHX KAalliTaTOBKIAJEHb — MPOTE MAIOTh TY)KE BAXIIMBE 3HAUCHHS IS
ciMell 1 MaIi€eHTIB, 0 CTUKHYJIUCA 13 TaKUMU mpoOnemamu. GopMyBaHHS K cepel GaxiBIliB Ta
TaK cepell MepeciyHuX TIPOMAJSH MO3MIIi MPO PIBHICTH MpaB Ha YCI COIialibHI Ta MEAWYHI
MOCIyTH CiMEH Ta Mali€HTIB i3 PIAKICHUMU 3aXBOPIOBaHHAMH, (OPMYBAaHHS y CYCHITBCTBI
MO3UTHUBHOTO IMiJDKY TALlI€HTIB 13 PIAKICHUMH XBOPOOaMH, MOMKUPEHHS 3HAHb PO iX MOTPeOu y
HaYallbHUX 3aKJIaJaxX, COLIaJbHUX 1HCTUTYIISX Ta y COLiyMi B I[JIOMy MOBUHHE 3HaWTE CBOE
BiJOOpaXeHHs y HOBiM KOHIIENIIi] 3araapHoAep kaBHOI mporpamu "3mopos'st 2020: ykpaiHCEKHIA
Bumip" Ha 2012-2020 pp.



Yacruna V. PinkicHui 1eHD 1JI51 0COOJMBUX JIIOAEH

Henb 29 mororo 2008 poky crtaB mepmuM MDKHApOJAHMM JHEM XBOPHX Ha PIAKICHI
3axBoproBaHHs. OOpaHHs IS TAKOTO 3aX0Ay caMe Li€i AaTh HeBHUIMAaKoBe. 29-i IeHb Y JI0TOMY
OyBae 1 pa3 Ha 4 pokw, IO caMe 1 CHMBOJII3Y€ KOHIIEMIIIIO PIAKICHOCTI. Y 1l JIeHb y 0araTbox
Kpainax cBity (y €sponeiicekomy Coro3i, Ykpaini, CLLIA, Kanani, Xopsarii, Bipmenii, Pocii i
1H.) OyJnu oOpraHi3oBaHl COTHI 3axOiB, MPHUCBAYCHUX IMpoOJeMaM XBOPHUX Ha PiAKiCHI
3aXBOPIOBAHHS, 10 BUKJIMKAJIM BEJIMYE3HUN CYCHUIbHUN pe3oHaHc. MeToro ix Oyio 3amydeHHs
yBaru J10 mpooJieM XBOPUX PIIKICHUMHU 3aXBOPIOBAHHSIMH, ITIIBUIEHHS MOTH()OPMOBAHOCTI PO
piakicHi XBOpoOM ¥ IXHIH BIUIMB Ha >KUTTS JIOJEH, HAOMIDKEHHS OO0 PO3YMIHHS IXHBOI
BKJIMBOCTI SIK IPIOPUTETY CYCIUIBHOI OXOPOHH 37I0pOB's. YKpaiHa mpuiiMaia yJacTh y 3axoiax
13 IEPIIOTO 3K POKY MPOTOJIOIMIEeHHS J{HS piAKICHUX 3aXBOPIOBAHb.

B Vxkpaini 3axonu, npucBsiueHi MikKHaApOJHOMY JHIO XBOPHX PIJIKICHUMHU 3aXBOPIOBAHHSAMH,
Oynmu mpoBeneHi B Xapkosi, JlHimponerpoBcbky, [lonensky, JIbBoBi Ta Kuesi. ¥ Kuesi 29
motoro 2008 poky Ha HalllOHAJIBLHOMY KaHaJl TpaHCIOBaiach mporpama «be3 Taby», B skiil
Briepiie OyJio OroJOIIEHO MPO MpHUETHAHHA YKpaiHU 10 €BpOmneichKoi iHIIaTHBH, Y XapKOBi
BiIOyslach Tpec-KoHEepeHIlis Ta Kpyrmid cTin Ha Ttemy: «llepmmii €Bponelchbkuil IeHb
piakicHux 3axBoproBaHby». [lounmnaroun 3 2008 poky 3a iHimiatuBoro XapkiBcbkoro donmy
«JliTi 31 CIIiHAIBHOIO M S30BOIO0 aTpodi€roy, MPOBOAWIUCH KPYTJI CTOJU, BUITYCKA TEMAaTHIHUX
mepeaay Ta PernopTaxkiB 3a y4yacTIO MAIllEHTCHKUX OpraHi3aliid 3 pi3HUX pErioHiB YKpaiHw,
JiKapiB, MPEJCTAaBHUKIB KEPIBHUX OPTaHiB, XBOPUX HA PIKICHI 3aXBOPIOBAHHS 1 iXHIX POIUYIB.
Bynu opranizoBani 1Bi OmaroaiiiHi BucTaBKa (otorpadiif, BUi3HI ceMiHapu B JIIKyBaJIbHUX 1
OCBITHIX YCTaHOBaX MicTa XapKoBa.

Yacruna VI. MixknapoaHi npoexkT
3aBIAKM 3yCWIUIIM Oprasizaliii mamieHTiB YKpaiHa npuiimMae ydacTb a00 CTOiTh Ha MOpPO3i
BCTYITy 710 0araTbOX MiXKHAPOJIHHX MPOEKTIB B Tajy3i PIAKICHUX 3aXBOPIOBaHb, a CaMe:

e Orphanet (www.orpha.net), 3arampHO€Bpomeiichka 0a3a JaHUX T1I0 PIAKICHUX
3aXBOPIOBAHHSX /ISl IOKTOPIB, MAIIEHTIB 1 IXHIX POAMH ;

e FEuroGentest (www.eurogentest.org), TapMoHi3allis ¥ cTraHgapTH3aIlisl TCHETHYHUX
JIarHOCTUYHUX IMOCTYT Ha €BPONEHCHKOMY PIBHI CTOCOBHO PIKICHUX 3aXBOPIOBAHb;

e ECORN (www.ecorn-cf.eu), enekTpoHHa MeaudHa iHdopmamii ans ¢QaxiBuiB Ta
MAII€HTIB 3 MyKOBICIIU03Y;

e EuroCareCF (www.eurocarecf.eu), nocnijpkeHHsl y cpepl JIarHOCTUKU Ta MIKITyBaHHS,
CTBOPEHHS 3araJIbHOEBPONEHUCHKOTO PETICTPY MAIlIEHTIB 3 MYKOBICIIE030M;

e RAPSODY (Comninapnicth XBOporo 3 piakicHUM 3aXBOPIOBaHHSM;
www.rapsodyonline.eu);

e EUROPLAN (www.europlanproject.eu), IpoeKT HaIlJICHHM Ha TOEIHAHHS 3arajlbHUX
peKOMeHalil AN Jep)KaBHUX IUIaHIB CTOCOBHO PIAKICHMX 3aXBOPIOBaHb y KpaiHax-
yneHax €Bporeiicbkoro Coro3y Ta THX, IO MPHUEIHAINCH A0 OO TUIAHY B TIEPCIIEKTHBI
00’eqHaHOT €BpOMH.

Yacruna VII. IlepconanizoBana MeaMuuHa # JIIKYBAaHHA PiIKiCHHX 3aXBOPHOBAaHb SIK
cTpaTerivHuii HANPSIMOK PO3BUTKY OXOPOHHM 310poB's Ykpainu 10 2020 poxy

Binkpute obroBopenns Konmemniii po3BUTKY yKpaiHChKOI OXOpoHH 310poB's a0 2020
POKy 11e, 0e3yMOBHO, TyXKe BaKJIMBHI 1 HeoOXimHui kpok. Ille Kxinpka pokiB Ha3aja mpo Ie He
MokHa Oyno ¥ wmpiartu. OpnHak, y camiii KoHuemniii mpencTaBIeHO BHKIIOUHO OIIIHKY BiKe
chopMOBaHOi B CHCTEMi OXOPOHHU 3JIOPOB'Sl CHUTYyallil i BHECEHHS TAKTHYHHUX IPOIO3UINH 13
iXHbOrO BHpIlIEHHsS. AJie AIMCHO CTpPaTErivyHOro IUIaHYBaHHS, IO BPAaXOBYE 3arajbHOCBITOBI
TEHJCHLI B PO3BUTKY OXOpPOHM 3JI0OpOB'S, MEIUYHHUX 1 CYMDKHHUX HayKax Iy»Ke€ Majo, Xoua
TUTAHYyBaHHS #J1e IOBrOCTpOKOBe, Ounbil HiXK Ha 10 pokiB. Y 3anpononoBaHiii Konneniiii Hemae
aHl clloBa MPO piAKICHI XBOpOOW, XOdYa MaHWK HANPSMOK YK€ MPOTATOM JEKITBKOX pPOKiB
BXOAMTh Yy TpiliKy MNpIOPUTETHUX HAMNpPSIMKIB PO3BUTKY CHCTEMH OXOpPOHH 310pOB'Ss B
PO3BUHEHUX KpaiHax.



Ha wnam mnormsin, omuuMm 13 mpiopureriB HamioHanbHO! Konmemnmii moBuHHE OyTH
«3a0e3MeYeHHs CIPaBeUIMBOIO JOCTYIy OO A1arHOCTHKH, JIIKYBaHHIO ¥ HaJaHHIO MEIUYHOI
JOIIOMOT'W» JJI1 BCIX JIIOACH, V_TOMY YHMCII ¥ THX, SIKi CTPaKIalTh _HA _PpiakicHi
3aXBOPIOBAHHA. Y SKOCTI OCHOBHHX CTPAaTETIYHUX HAMPSAMKIB JUISl TOCATHEHHS ITIE] METH MH
NPOTOHY€MO HACTYIIHI.

1. TlormuOGieHHS 3HAHP MPO EMiAEMIOJNIOTII0 PIAKICHUX 3aXBOPIOBAHb.

2. TlokpamieHHs po3Mi3HaBaHHs 0COOJIMBOCTEH PiAKICHUX 3aXBOPIOBAHb.

3. OnTumizartist # po3BUTOK 300py JaHUX 3 PIAKICHUX 3aXBOPIOBaHb y O100aHKaX.

4. HapmanHS CBOE€YACHOTO JOCTYMY A0 aKTyanbHOI iH(opmamii /i marieHTiB, (axiBiiB B
rajy3i OXOpOHH 3JI0POB'sl 1 TPOMAaJICBKOCTI B I[IJIOMY CTOCOBHO PiJIKICHMX 3aXBOPIOBAaHb.

5. CrtBopeHHs crerianizoBaHuX 00’€IHaHb (PaxiBIiB 13 PIAKICHUX 3aXBOPIOBAHb 3 METOIO

OTPUMAaHHS MOJMJIMBOCTI PO3POOKM Ta KOOPAMHYBAaHHA CHCTEMHOIO IOKPAIIEHOrO

OiAXOQy [0 BHUPIMIEHHA MpoOsieM, TMOB’S3aHUX 13 PIAKICHUMHU 3aXBOPIOBAHHIMHU

BIJIMTOBIJTHO 10 HaIlIOHAJIBHOI cTpaTerii mpo(LTAKTUKH PIIKICHUX 3aXBOPIOBAHb.

6. Opranizamiss HaByaHHA (axiBI[iB CHCTEMH OXOPOHM 3JOPOB'S Ui MOJIMIICHHS

JIIarHOCTHKY PIAKICHUX 3aXBOPIOBAHb.

7. Opranizaifisi CKpHUHIHTY, YJIOCKOHQJIIOBAHHS [IarHOCTUKW U 3a0e3nmedyeHHs Horo

JIOCTYITHOCTI.

[oneruieHHs AOCTYIy MAIi€HTIB 0 JIKyBaHHA 1 IKICHOTO HaJIaHHS MEJMYHOI JIOTTIOMOTH.

9. CrumymtoBaHHS IHHOBAIIMHUX JTOCII/KEHb PIIKICHUX 3aXBOPIOBaHb, 0COOJIMBO B cdepi
JIKyBaHHS Ha 3arajbHOJEp’KaBHOMY piBHI. Po3poOka HOBUX mpemapariB 1 METOMIB
JiKyBaHHS.

10. Peanizamist cneuugigyaux norped ocil, sKi CTpakJaroTh PIAKICHUMH 3aXBOPIOBAHHSAMU,
YIOCKOHAJICHHSI CHCTEMH peadiiTallii, corianpHOl 1HTeTpaItii.

11. PO3BUTOK CHUCTEMH T'POMAJICBKOTO KOHTPOJIO B CHCTEMi OXOpPOHI 3I0pOB'S, MiATPUMKA
acolliaIiil mamieHTiB, 3ay4eHHs iX JI0 CIIBIIpali i3 MEJMYHUMH MPAIiBHUKAMH, 3 OTJISTY
Ha HasiBHUI crienniyHU BIaCHUN JOCBII.

12. Po3mmpenHs poiti Mamie€HTiB 3 PiIKICHUMH 3aXBOPIOBAaHHIMH B KJIIHIYHUX TECTaX HOBHX
JIKapChKUX MpPOAYKTIB Ha HAI[lOHAJIBHOMY Ta €BpONEHCbKOMY pIBHAX 3 METOIO
MOJIETILIEHHS OCTYIy /10 Y4acTi B JIFOUYUX MDKHAPOAHUX IPOEKTaX.

13. CtBOpeHHs HEOOX1AHOT IHPPACTPYKTYPH, 110 3a0€3MEUUTh YITKY CKOOPAUHOBAHY poOOTYy
BCIX CKJIAJIOBUX CUCTEMH OXOPOHU 3JIOPOB'St B Cepi PIAKICHUX 3aXBOPIOBAHb.

14. PO3BUTOK HAaIlIOHAIBHOTO ¥ MIKHAPOJHOTO CHIBpOOITHUIITBA B Taly3i pPiAKICHUX
3aXBOPIOBaHb.

S

Jns 3abe3medeHHs peanmizamii BUIIEBKAa3aHUX HANPSMKIB HAHOMKYMMU TaKTUIHUMHU
3aBJIaHHAMM OBUHH1 OyTH:
1. Amamiz curyanii 3 HaJaHHSAM MEIMYHOI W COLIANTBHOI OMIOMOTH XBOPHUM Ha PIiJIKiCHI
3axBopioBaHHs. CTBOPEHHs ONEPATUBHOI KOMIT'FOTEPU30BAHOI CHUCTEMHU €IMiIeMiOJIOTIYHOTO
HarJsILy 3a PiIKiCHUMHU (1 HE TiJIbKH) 3aXBOPIOBAHHSMH, 1110 BPaXxOBYBaTHME iXHiI OCOOIMBOCTI i
po3MaiTicTb. OCHOBHUM €JIEMEHTOM LI€T CUCTEMHU MMOBUHEH OyTH HalllOHAJIBHUM PEECTp XBOPUX
Ha PIAKICHI 3aXBOPIOBaHHS, IPUIOMY PEECTP IIIOUHIA, 31 3BOPOTHUM 3B'SI3KOM 13 OpraHi3amisiMu
XBOpHUX 1 OKpeMHuMH mamieHTaMu. Lle 703BonuTh 00'eAHATH iICHYIOU] HA LIeH Yac po3pi3HeHi 0azu
JAHWX, IIBHJKO aKyMyJIOBAaTH W aHAi3yBaTH 1H(QOPMALIIO 10 HAIXOAHWTH ISl OTIEPATHBHOTO
OPUMHATTSA YNPaBIIHCHKUX pillleHb 1 Oi3HEC-TJIaHYBaHHS Yy TOB'SI3aHUX 3 MEAHUIMHOIO
iHHOBalitHUX cdepax. 3HAYCHHA TAaKOi CHCTEMH Ui MEIUIIMHMA piBHO3HAYHE 3HAYCHHIO
OyIIBHMLITBY Mepexi JOopir A BCbOI'O HApOIHOIO TOCHOJapcTBa KpaiHu. SIKIIO Hemae
iHpopMamii mpo peadbHy YacTOTy 3aXBOPIOBAHHS, HE MOXKHA OI[IHUTH IMOTPEOW B TOMY, UH
IHIIOMY JIIKapchbKOMY Tpemapari abo MeToAl JIKyBaHHS, CKJIaJHO, a 4YacTO MPaKTUIHO
HEMOXXJIMBO 3aJlyduTd (PIHAHCOBI 3aco0M JUIsl TPOBEAEHHS HAyKOBUX JOCHIIKEHb 1
KoMepIIianizailii Bke HasBHUX PO3POOOK.
2. Amnami3, po3paxyHOK i OOTpYHTYBaHHS BUTpaT Ha JIIKyBaHHS ¥ coIliaibHy peaOimiTarito
XBOPHUX PIAKICHUMU 3aXBOPIOBAHHSMH, OIIHKA IXHbOT €KOHOMIYHOI BUTPATHOCTI.



3. CrBOpeHHS CHCTEMH MOHITOPUHIY peaii3alii mHporpaM JiKapcbKoro 3a0e3nedeHHs M
MEIUYHOI IOTOMOTH ¥ aHai3 iXHbOT €()eKTHBHOCTI.

4. TlornmuGneHHs 3HaHb MPO PIAKICHI 3aXBOPIOBAHHS JJIS KpPaLIOro pO3yMiHHA iX mepeoiry,
OIIIHKH TIOTPEOM B pecypcax 1 IXHhOTO PAIliOHAIbHOTO BUKOPUCTAHHS, BIICTE)KEHHS MPOCYBaHHS
NAIli€HTIB IO CHCTEM1 OXOPOHH 3/I0POB'S i OLIHKK €(EKTUBHOCTI JIIKyBaHHS.

5. IligBumienHs 1HGOPMOBAHOCTI CYCHUIBCTBA TPOMAJICHKOCTI, MEIWYHUX 1 COIIAJIbHUX
NpaliBHUKIB, XBOPUX 1 IXHIX pOXMYIB MPO PIAKICHI 3aXBOPIOBAHHS, Cy4acHI MOXJIMBOCTI
JIarHOCTHKH, Teparii Ta peadumiTamii XBOPHX 13 PIAKICHUMHU 3axBOprOBaHHSIMH. CTBOpPEHHS
YKpaiHO(POCICHKO)MOBHUX 1H(GOpPMALIMHUX pecypciB, 1o 3a0e3neyaTh AOCTYN y PEXHUMI
peasbHOTO Yacy JI0 TOCTOBIPHOI Ta akTyaabHOT iH(hOpMaIlii B 1ii ramy3i.

6. IlinTpuMka opranizauiil Mali€HTIB, U0 CTPAXKJAIOTh HA PIAKICHI 3aXBOproBaHHS. [IpHUiHATTS
3aKOHOJJABYMX TOJI0KEHb, 110 PErIAMEHTYIOTh iX B3a€EMUHM 3 MEAWYHUMHM, COLIAIbHUMHU
YCTaHOBAMH Ta OpraHaMU JIEPKaBHOI BIIA M.

7. CtBopeHHs 0a3 AaHUX MEIUYHHUX 1 COIIAIBHUX YCTaHOB (a TakoXX OKpeMux (axiBIliB), IO
MaroTh JOCBIJ JIIKyBaHHS W peabimiTamii TMX abo IHIIMX PIAKICHUX 3aXBOPIOBAaHb, Ky, MPH
HEOOXI1THOCTI, MO>KHA OyJ10 O HANPaBUTH TAII€EHTIB HA KOHCYJIBTAIlIIO M OJIepyKaHHS MEINYHOI i
COLIaTBbHOT IOTIOMOT'H.

8. Po3po0Oka ¥ BIpoBaH)KEHHS HAIIIOHAIBHUX MPOTOKOJIB 1 CTAaHIAPTIB A1arHOCTUKH, JIKYBaHHS
Il MOHITOPUHTY PiJKICHUX 3aXBOPIOBaHb 1 CTaHIB.

9. Po3poOka mporpam HaBuaHHsI (haxiBIIiB 13 PIAKICHUX 3aXBOPIOBaHb. BBeEHHS TeMU «piAKiCHI
3aXBOPIOBAaHHS» Yy TMpOrpaMH HaBYaHHSA (axOBHX CHELIATI30BaHUX 3aKJIAAax OCBITH.
Oprani3zalist mMcJISIAUIIIOMHOT MEAMYHOT OCBITH 32 TEMOIO «PiIKiCHI 3aXBOPIOBaHHS.

10. PosmmpeHHs ¥ yIOCKOHAJGHHS OpraHizailii CKPHUHIHTOBHUX MporpaM 3 PiIKICHHX
3aXBOPIOBaHb (MOMYJIALMIMHUK CKPUHIHT: TPEHATAbHUNA, HEOHATATBbHUN, OPOCTUX; IITLOBUN
CKPHHIHT).

11. 306impIIeHHS] JAOCTYHMHOCTI MIarHOCTHMYHHMX JOCIHIPKEHb IIISIXOM CTBOPEHHS HOBUX 1/a00
MOJIIIICHHS] OCHAIICHOCTI ICHYIOUMX JabopaTopiif, JOYKOMIUIEKTYBaHHS iX BUTPAaTHUMU
MaTepiajaMu.

12. CtBOpeHHs Mepex 13 HaJaHHS MEAMYHOI M MEeAMKO-COLIaJIbHOI JONMOMOTH Malli€eHTaM 3
PIAKICHIMH 3aXBOPIOBAHHSMH, MOYMHAIOYM 3 KOHCYJIBTaTUBHHUX CIICIiai30BaHUX IICHTPIB i3
3arajabHOI0 KOOPJAUHAIIEI0 IXHBOT poboTH 3 00Ky npoBigHux H/II. HanineHHs KOHCYIbTaTUBHUX
IEHTPIB EeKCIEPTHUMHU TOBHOBKEHHSIMH. 3a0e3NeueHHs BHKOHAHHS LHUMHU IIEHTPAMHU PO
Jokepena iHopmarii 1S mamieHTiB 1 IXHIX POJUH.

13. CrBopeHHss B MIiHICTEpCTBI OXOPOHH 30POB'S OKPEMHX IMiJPO3MIiIiB, MO 3aiMarOThCs
OpraHi3ali€l0 MEIUYHOI JOMOMOTM XBOPHUM PIJKICHUMM 3aXBOPIOBAaHHSAMM H ONEpaTUBHUM
BUPIIICHHAM iXHIX Ipo0JieM, a TaKoX poOOUYMX TPyl 3 OKPEMHUX 3aXBOPIOBaHb, 10 BKIIOYAIOTh
npencraBuukiB MO3, mikapiB, 10 MalOTh JOCBiJ JIIKyBaHHS TaKHX Malll€HTIB 1 MPEACTaBHUKIB
OpraHizamiii XBOpux.

14. 3abe3nedyeHHS KOOpAWHAINI MISIBHOCTI MK OpraHaMu JAep:KaBHOI BIaJH, yCTaHOBaMU
CHCTEMHU OXOPOHH 3JI0POB'sl, COIIAILHOTO 3aXHUCTY W OCBITH, BUAPOOHUKAMU i MOCTaYaIbHUKAMH
MEANYHOI TMPOAYKIli, TPOMAJCHKUMHU OpraHizamisiMu y cdepi Oep:kaBHOI MOMITHKH, IO
CTOCY€TBCSI JIIKYBaHHS M COLIIATBHOTO 3aXHMCTy XBOPUX 3 PIIKICHUMU 3aXBOPIOBAHHIMH IUIIXOM
CTBOPEHHS KOOpAMHAIIMHUX paj Ha JepKaBHOMY DPiBHI.

15. Koopaunariss ¥ 3a0e3meyeHHS AEp)KaBHOI MIATPUMKH HAYKOBHX JOCTIIDKEHb B Taiy3i
TIarHOCTHUKY ¥ JIIKYBaHHS PIAKICHUX 3aXBOPIOBAHb.

16. TlpuiHATTS TAKeTy 3aKOHIB, MIO pErJaMeHTYIOTh MisUTBHICT B cdepl piaKiCHUX
3aXBOPIOBAHb 1 PIAKICHUX MEIUYHUX TEXHOJOT1H.

17. TlpwemnanHs 10 poOOTHM MibKHapogHHMX opraHiB: BcecBiTHpOi Opranizamnii OxopoHn
310poB's, BIANOBIAHMX KOMITETIB 1 KOMiCiii €Bpocoro3dy 3 po3poOKM HOMEHKIATypu M
kiacudikamii, azanToBaHOI IS PiIKICHUX 3aXBOPIOBAHb.
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OueBuAHO, IO JaHI NPOMO3ULIi € MPOEKTOM MpOTrpaMH, BOHM MaloTh MOTpedy B
pereapHOMY OOTOBOPEHHI, OIIHII W MoJaTkax. Alle sSK s OyJb-SKOTO HOBOTO IPOEKTY,
notpiOHa TOYKa BIUIIKY, Jajl K 3alopyKoro YCIiXy OyJe IijecnpsMoBaHa poOoTa BCiX
3aIliKaBICHUX CTOPIH 1 IUILOBUX Tpyn. | MM crmomiBaemMocs, IO BCE BUIICHABEICHE U
3alpONOHOBAHE CTAHE MOBOPOTHHM MOMEHTOM i JONOMOXKE BHUBECTH BITUM3HSHY CHCTEMY
OXOPOHH 3/I0POB'Sl HA TIEPEIOB1 pyOeKi.

YoMy mnepcoHasli3oBaHA MEIUIIMHA, BUSBJICHHS ¥ JIIKyBaHHSA PIAKICHUX 3aXBOPIOBAHBb
NOBHUHHI CTaTH OJHMM 3 OCHOBHHMX IPIOPUTETHHX HANPSAMKIB PO3BUTKY CHUCTEMH OXOPOHHU
3I0pOB'sl B HAIII# KpaiHi?

1. Tomy, 110 pO3BUTOK JAHOTO HANPSMKY € 3araJbHOCBITOBOIO TEHJEHINEIO 1 MpiopuTeToM. Mu
MiTIATUTA IO TIEBHOTO €TaIy PO3BUTKY CYCIJIbCTBA, KOJU BUHUKIIA HEOOXITHICTh PyXaTHCS BiJl
MacoBOT0 JIIKYBaHHS J0 1HIUBIAyanbHOr0. Uepes 1ei etan npoxosaTh BC1 PO3BUHEHI JIepyKaBH.
2. Tomy, mo A JiKyBaHHS 3pOCTAIOY0i KUTBKOCTI PaHille HEBMIIIKOBHUX XBOPOO 3'SBIISIOTHCS
HOBI JHKapchki 3acobu abo METOAW JIKYBaHHS, IO JO3BOJISIIOTH TNAaIllieHTaM abo cTaTu
aOCOJIIOTHO 3JIOPOBUMH JIFOJIbMH, a00, SKIIO HE 3J0pPOBUMH, T€ Xoda O modyBaTH cebe
3I0pPOBUMHU i OyTH COIIAJIBHO Al TOBAHUMU B JKUTTI.

3. Tomy, mo cBo€dacHe BHUSBIICHHS M BYacHO poO3IMovYaTa aJeKBaTHA Tepallis PIAKICHOTO
3aXBOPIOBAHHS J03BOJISE 3a0I1a/KyBaTH OLIBIII KOIITH 32 paXyHOK HEMOTPIOHOCTI MPOBEICHHS
JIOpOTOro JIIKyBaHHS Ha IMI3HIX CTaAisSX 3aXBOPIOBAHHSA, 32 PaxyHOK 3MCHIICHHsS BUTpAT Ha
YTPUMaHHS 1 peaduliTalito XBOporo, BiICYyTHOCTI 0araTopiyHUX BUIUIAT MO 1HBAJIITHOCTI, OIJjaT
HeIpare31aTHOCTI MaIli€HTOR] 1 HOTO OJIM3BKKUM. Y 0araThOX BHITaJIKaX JIFOJIMHA MA€ MOXJIMBICTh
3aJUIIUTHCS TOBHOLIHHUM YJICHOM CYCIiJIbCTBA, CBOEIO MPAICI0 MPUHOCUTH HOMY KOPHUCTb,
CTBOPIOBATH MaTepialibHi, IHTEJIEKTyalbH1, KyJIbTYPHI U 1HIII I[IHHOCTI.

4. Tomy, mo 3rigno crarti 49 Koncruryuii Ykpainu «KoxxHuit Mae mpaBo Ha OXOpOHY 3/I0POB's
Il METUYHY JIOTIOMOTY) ... He3aJ1€KHO Bi/l TOro, Ik 4acTO TPAIJISIETHCSA 3aXBOPIOBAHHS.

5. Tomy, mo 3rigHo Tiel xk ctarTi 49 Koncrutyuii Ykpainu «/lepkaBa 3a0e3nedye KOXXKHOMY
OXOPOHY 37I0pOB'S HE3&JIEKHO BIJ CTaTi, pacd, HAI[IOHAIBHOCTI, MOBH, COLIAJBHOTO
MOXO/KEHHS, MAaifHOBOT'O CTaHy, MICIsl TPOKUBAHHS, PEJIrii Ta IHIIUX MEPEeKOHAHb, 38 MOBHUMHU
a00 1HIIMMH O3HAKAMM»

6. Tomy, 110 PiIKICHI 3aXBOPIOBaHHS CTaBJATH COLIANBLHY MPOOIEMy CTOCOBHO TaKWX MAIliEHTIB
B 11 HalOUTBII NISIXETHOMY 3MICTi: ypaxoByBaTH MOTPeOH camoi ciabkoi i caMoi HeunCIIeHHO1
IpyNH HaceleHHs. SIKI0O MU XO4YEeMO TapaHTyBaTH PIBHHUH JOCTYIN 0 JIKYBAaHHS, SKIIO MH
JIOMaraeMocsi HaWBUIIOI SKOCTI HAaJaHHSA JOTIOMOTH 1 MiATPUMKH, MalyTh, IO I mpobiema
BUMarae 3MiHM BCI€T CHCTEMH OXOPOHH 3/J0POB'S i METUKO-COLI1aIbHOT T0IIOMOTH.

7. Tomy, 110 po3poOKa MmiIXOAIB A0 AIarHOCTUKH ¥ JTIKYBaHHS PiIKICHUX 3aXBOPIOBAHb € OJHUM
3 OCHOBHHUX JDKEpen iHHOBaliii y wmenuuuHi. JIOCBil CTBOPEHHS «IpemapaTiB-CHUPIT» A
JTIKYBaHHS PIAKICHUX 3aXBOPIOBAaHb JTO3BOJHUTH Y MailOyTHbOMY 3acTOCyBaTH TOpPOOKH B cdepi
010TeXHOJIOr11, KIITHHHOI ¥ TeHHO1 1HXeHepli /Ui JiKyBaHHS OLTbIIOI KiIJTbKOCTI 3aXBOPIOBaHb,
BpPaxoBYIOYH 1 MAaCOB1 3aXBOPIOBAHHS.

9. Tomy, mo naHuil HampsAMOK MoXe OyTH 1HIAMKAaTOPOM YJIOCKOHAJIIOBaHHS H e(eKTHBHOCTI
poOOTH CHCTEMU OXOPOHHU 3/I0POB'S.

10. Tomy, 110 IOCHITKEHHS MOXYTh OyTH CTUMYJIOM JI0 PO3BUTKY BITUYM3HSAHOI (hapMaKoJorii,
010- 1 HAHOTEXHOJIOT1H, TEHETHKHU Ta IHIIUX 00JIACTEH HAYKH, Y TOMY YHCII CyCIUIBHOI CepH.
be3 Takoro po3BUTKY CKJIaJHO CTBOPUTH €(DEKTHBHY CHCTEMY BIPOBA/KEHHS (KOMepIliani3aii)
IHHOBaIlIMHUX pO3pOOOK B Traily3i MEOUIMHU. 3 ypaxyBaHHSM BCiX (aKTOpiB piaKicHI
3aXBOPIOBAHHS IOBMHHI CTaTH OJHUM 13 MPIOPUTETHUX HAMPSIMKIB PO3BUTKY BITUM3HAHOI
Meaumuan Ha mnepiox g0 2020 poky. lleit HampsMok, Oe3yMOBHO, Ma€ CTpaTerivyHe,
1HQPACTPYKTYypHE 1 CHCTeMHE 3HAa4yeHHs. 3aBJISKM caMe HOro pPO3BUTKY 3'ABUTHCS LIAHC
JIOMOTTHCSI BITIyTHOTO MIPOTPECY B CTaHI 3JOPOB'St i TPUBAIOCTI KUTTS HACENICHHS YKpaiHu 110
2020 poky.

11



BucHoBku

PinkicHi 3aXBOpIOBaHHS € CKJIQJHUMH, TOJOBHUM YHWHOM TCHETHYHHMH XBOpoOamu 13
BiJTHOCHO HU3BKOIO YaCTOTOIO CEpe/l HACENEHHs, Kl BIUTMBAIOTH HA SIKICTh JKUTTS Malli€eHTa U
CoIliaJibHy IHTETpaIil0 ¥ MOXYTh HaBiTh OyTH HEOE3MEYHUMH I KUTTS a00 3MEHIIUTH
TPUBATICTH KUTTS JFOUHU.

Xoua okpeMi XBOpOOH PIIKICHI, MPOTE 3arajioM CMEPTHICTh BiJ HUX Aocsrae 8% y €C, ue
BU3HAYAE, TAKMM YHHOM, III0 YPAKECHUMHU € MUIBHOHM Jto/el. Y BHUIAAKY OUIBIIOCTI PiIKICHUX
3aXBOPIOBaHb HEMAa€ HIAKOTO €(EKTUBHOTO JIKyBaHHsS, MPOTE MOXJIWBO PO3IMIUPUTH W
MOJIMNIIUTH SKICTh JKUTTA 32 JONOMOIOI0 BiANOBiAHOTrO 0OCIyroByBaHHs. ICHye Hamis Ha
BIPOBAPKCHHsI CyYaCHUX METO/IIB Teparrii Ta BUKOPUCTaHHS €(PEKTUBHUX JIKIB BIJ PIAKICHUX
XBOpoO y MeauuHii mpaktuii. [lorouni mpobiremu B cdepi piIKICHHX 3aXBOPIOBaHb, SKi
MOTPeOYIOTh BUPIIICHHS - HEJIOCTATHIN PiBEHb 1eHTU(DIKAIIT PIKICHUX 3aXBOPIOBAaHb, HEJOMIKH
BYACHOTO [IarHOCTYBaHHsS, HENOJIKM B peecTpalii JaHUX, HEJOCTaTHS SKICTh TypOOTH MpO
MaIieHTa 3 PIAKICHUM 3aXBOPIOBAHHSIM.

B VkpaiHi Ha cbOrofHi He iCHY€ KOMIUIEKCHOTO MiAXOAy IO MpOOJIEeMHU PiAKICHHX
3aXBOPIOBaHb. 3alpoNOHOBAaHA HaIllOHAJIbHA CTPATETis OKPECIIE TMPOOIeMy PIIKICHHX
3axBoproBanb B €C Ta B YKpaiHi Ta NPOMOHY€ IrOJIOBHI LiJIi, HAMIPH Ta KOHKPETHI MPOMO3UIIiT
MOJIMIIATA U1 TONINIIEHHS cuTyarii B Ykpaini. L{i Hamipum OymyTh BHU3HauYeHI OUIBII
JOKJIaZIHO B KOHTEKCTI BIAMOBIAHOrO HamioHaibHOro IulaHy. HanioHajabHa cTpareris
NpU3Ha4YeHa, MO0 rapaHTyBaTH e(QeKTHBHY JTIarHOCTHKY i JIIKYBaHHSA PiIKICHHUX
3aXBOPIOBaHb, FAPAHTYBATH BCiM MalieHTaM 3 PiIKICHUMHU 3aXBOPIOBAHHSAMM JOCTYI /10
BHCOKOSIKICHOI OXOPOHHU 3/I0POB'sl i3 rapaHTissMi HACTYNHOI couiajbHol gomomoru. Lime
HAI[IOHAJIBHOI CTPATErii MOJsrae B TOMY, 00 TaKOXX BUKOPHUCTOBYBATH JOCBIJl CIIIBPOOITHHIITBA
3 IHIIMMH JepKaBaMM, IO JO3BOJUTH YKPAiHCHKUM TMalll€eHTaM NOpuUiMaTH yd4acTh Yy
MDKHAPOJHUX KIIHIYHUX JTOCHIPKEHHSX HOBHUX JIKIB, BKJIIOYAIOUYU JIIKYBaHHS 32 KOPIOHOM,
KOJIM HEMOJKJIMBO OJIEp>KaTH BIATIOBIIHY CIIEIiali30BaHy JOMOMOTY B YKpaiHi.

3MICT HaBEACHOTO JOKYMEHTY TaK0X 3HAXOJIUTHCS Y BIAMOBITHOCTI 0 €BPOMEHCHKOTO
MpOeKTy 3 piakicHUX 3axBopioBaHb «Po3Butok JlepkaBHux IlmaniB 3 Pigkicaux XBopoO»
(EUROPLAN www.europlanproject.eu), e BH3HauaroThcsi TosoBHI 1l €C B cdepi piaKiCHUX
3aXBOPIOBAHb:

1) nomimmuuTy iAeHTUGIKAIIIO PIIKICHIX 3aXBOPIOBAHb

2) mAOTPUMATH PO3BUTOK TIONITUKHA B CHCTEMi OXOPOHHM 3[0POB'S NMaHOI ramy3i H
rapaHTyBaTH, 110 MiKITyBaHHs Oyze OuIblie epeKTHBHUM

3) po3BHUBaTH €BPOIIEHCHKE CITIBPOOITHUIITBO, KOOPAMHAIIIO i pEryJIIOBaHHS B Lii chepi.

Pexomennamii mis Aii y cdepi piAKiCHUX 3aXBOPIOBaHb BKIIIOYAIOTh;

® BHU3HAUEHHS JCP)KABHUX IUIAHIB JUIA PIAKICHUX 3aXBOPIOBaHb 3 METOI TapaHTii

MalieHTaM 3 PIIKICHUMH 3aXBOPIOBAHHSIMH JOCTYITy /10 BHCOKOSIKICHOTO TIKITyBaHHS,

BKJIIOYAIOYM JIarHOCTHKY, 3aCTOCYBaHHS JIiKIB B PIAKICHUX XBOpPOO Ha OCHOBI

PIBHO3HAYHOTO Y KOXHIN Kpaini €C;

e BCTAaHOBJICHHS BIAMOBIIHOTO BU3HAYEHHS, KOAUMIKAIli PIAKICHUX XBOPOO;

®  BHUKOHAHHS JOCIIKEHb /U1 BCTAHOBJICHHS MPUYUH PIKICHUX 3aXBOPIOBaHb;

® BIPOBA/KEHHS KOOPAMHAILI, 1[0 30Cepe/KeHa Y €BPOMEHChKINA JOBIAKOBI Mepexi s

PLAKICHOTO 3aXBOPIOBAHHS;

e TIOCWJICHHS CITIBPOOITHUIITBA 3 OpraHi3allisIMU MAIIIEHTIB 3 PIIKICHUMHU 3aXBOPIOBAHHIMHU.
BiamoBigHO 10 1uX pexoMmeHAallill, y KpaiH-wieHiB €Bporelicbkoro Cowo3y € MOXIUBICTh
BUKOPHUCTOBYBATH CIeIliasli30BaHe YHi()iKOBaHE KOHCYJBTYBaHHS BiJMOBIIHOTO PiBHS MOIPHU
MDKIEpKaBHI KOPJOHH, OpaTH ydyacTh Y MDKHAPOJHUX KIIHIYHUX AOCTIIKEHHIX HOBUX JIKiB
abo JIKyBaTW TAI[I€HTIB 3a KOPAOHOM Yy BHIAJKaX, KOJIM HEMOXJIHMBO OJEpXKaTU
Crelliai3oBaHy JONOMOTyY B KpaiHi-uieHi €Bponeiicbkoro Corosy. ([lonatkoBy iHdopmariro
MOJKHA 3HalTH Ha BeO-caiiti €C: http://ec.europa.eu/health/rare diseases/policy/index en.htm
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