KJIIHIYHA FTEHETUKA MOHOTEHUX XBOPOB

KoHuenuist po3pobJieHa:

cniBpoOiTHMKaM1 XapKiBChbKOTO HalliOHAJILHOTO
MEINYHOTro yHiBepcUuTeTy (YKpaiHChbKUI iHCTUTYT
KJIiHiYHO1 reHeTUKU XHMY);

XapKiBCbKUM OarogiiHuM (oHIOM

«JliTu 3i criHaabHOIO M’S130BOI0 aTpOdi€lo»;
XapKiBCbKUM CIelali30BaHUM MEINKO-TeHETUYHUM
LIEHTPOM;

XapKiBCbKUM OarogiiHuM (oHIOM
«MyKoBicLUI03»;

acollialisiMy XBOpUX Ha (DEHITKETOHYPil0, XBOPOOY
HayHa, xBopoOy ITomme

KOHIEIIIIIA
CTBOPEHHA AKICHOI CUCTEMU HAJAHHSA IOIIOMOI'A
XBOPUM HA PIIKICHI (OP®AHHI) 3AXBOPIOBAHHS B YKPAIHI

CyvacHa MeIWIIMHA 3MiHIOE CBOi 3arajibHi XapakTe-
PUCTMKHW, BOHA CTa€ MPEAUKTUBHOIO (TiependoavyBab-
HOI0), TIepCOHANi30BaHOIO (iHAMBIAyaJIbHOIO), IIpe-
BEHTMBHOIO (MPO(iIaKTUYHOI0), 3 AKTUBHOIO Y4YacTIO
B MPOLIECi caMOoro MalieHTa.

IMepembauenass BOO3 mpo te, 1m0 MaiiOyTHE Meau-
LUHU — PIiAKICHI CITaAKOBI XBOPOOM CIPaBIKYETHCS:
OMMUCAHO 5,5 TUC. piIKiCHUX 3aXBOPIOBaHb i CTaHIB, SIKi
MaloTh BEJIMKY COLiaJIbHY 3HAUYILiCTh. KilbKiCTh TaKMUX
3aXBOPIOBAHb 3POCTAE i 1I€ 3aJIEXKUTh HE TiJIbKU BiJ BU-
KOPUCTAHHS Cy4aCHUX TEXHOJIOTiH, ajie i Bif MoriplIeHHs
€KOJIOTIYHOTO CTaHy.

B poseunenux kpainax Ilieniunoi Amepuku ma €gpo-
nu we dekinvka decamunime momy npobaema nayicHmie 3
opghannumu (piOKICHUMU) 3aX60PIOBAHHAMU He MAAa eqheK -
mugHoeo supiwenns. Lle 6y10 nog’s3ano 3 mum, wo 8UCOKi
diaeHocmu4Hi mexnonoeii Oyau po3suHeHi He y 6cix Kpainax
i diaenocmuunuil npoyec nPogooUBCs 3 BeAUKUM 3aNi3HeH-
Ham. 3 iHwoe0 6OKy ghapmauesmuyHUM KOMRAHIIM OY10 He-
8U2IOHO po3pobasmu AiKapcobki 3acobu i éxaadamu pinancu
6 HayKo8l npoepamu, no8’a3aui 3 pP038’A3aHHAM Npodaem
01 He3HauHol Kinokocmi xeopux. Taxuii cman peueii cym-
MEBO NOPYULYBAE KOHCMUMYYilIHe NPAaso X60pux 3 PiOKiCHU-
MU X80p0oOaMU HA 0XOPOHY 300p06 . Ane éixce 6 80-x pokax
nouuHaemoscsl po3podbKa 3aKoHo0aeuoi basu 045 eupiuleHHs
yiei npobaemu.

BaxuinBe BM3HAYeHHSI HOBUX MOHSTh — PilKiCHI 3a-
XBOPIOBAHHS Ta PigKicHI opdaHHI mpenapaTu.

Pinkicui 3axsopioBannsi (P3) — 1ie 3axBopioBaHHH,
SIKi 3yCTpidYaroThCs 3 dYacToTolo 5 BumankiB Ha 10 000
HaceJieHHS (3a MJaHUMM €BPOTMECHKOTO KOMITETY €KC-
mepTiB 3 pigkicHmx 3axBopoBaHb EUCERD) ta He-
CyTb Ha cO0i 3arposdy I XMUTTS ab0o CHPUUYUHSIIOTH
PO3BUTOK TIPOTPECYIOUOTO 3axBoproBaHHS. [lesaxi 3
LIUX 3aXBOPIOBaHb MalOTh €(EKTUBHI ITPOTOKOJM JIi-
KyBaHHSI, 0€3 3aCTOCYBaHHS SIKOTO Ili 3aXBOPIOBAHHS

OpU3BOAATHL IO CMepTi abo A0 iHBaiau3alii XBOpOro.
JlikyBasnbHi 3ac00H, IKi BAKOPUCTOBYIOThCS JJ151 JTIKyBaH -
HS pigKicHUX (opaHHMX) 3aXBOPIOBAaHb HA3WBAIOTHCS
opdanaumu a60 cupitceknvu. Opdanni (cupiTcbKi) 3aco-
01 — 1Ie TaKi JTiKyBaJIbHi 3acobm (papMaleBTUIHI, 0ioJI0-
TiYHi penapaTu, JiKyBajJlbHe XapuyBaHHsI), SIKi TpU3Ha-
YeHi st TiKyBaHHS P3.

Mennuna (opdanHa) TEXHOJIOTIS — 16 MEIUIHUIA BU-
TBip (rpubop, po3ximHWii MaTepian, Habip peakTUBiB),
MPU3HAYEHUX TS TiaTHOCTUKM TpodinakTuku P3.

B Haw yac idenmughikoearo 6au3zvko § mucsu piokicHux
(opghannux) 3axeopiosans, ase minvku 250 3 HUX MaiOMb
ceitl wughp 6 MKX10. B 2007 poui Bcecgimns Opeanizayis
Oxoponu 30opos’s posnouana npoyec nepeeasndy 10-i eepcii
MKX 3 memoro cmeopenns Hoeoi 11-i eepcii, i naanye 3a-
eepuienHs yiei pobomu 0o Bceceimuvoi Acambnei 2014 poky.
Bpaxosyrouu cumyauiro, wo ckaanracs, 00 yiei pobomu ax-
mugHno 3aryueno EUCERD, saxuii eéxaouae 27 npedcmag-
Hukie Kpain €eponeiicokoi cninbHomu, ma cmeopeHa cne-
yiaabHa KOHCYAbMAMUGHA epyna, mema sKoi npogecmu
Kodugixauiro ma kaacupikauiro piokicHux xeopoo 04s Ho8ol
eepcii MKX 11.

Bnposadcenns cywacnux memodié diacHocmuku, 3a
npuHyuUnamu 00Ka3080i MeOUyUHU, 00360A5H0Mb HA CYHAC-
Homy emani diaenocmysamu 3Ha4Hy Kinvkicmo P3. 3 inuo-
20 00Ky, BUKOPUCMAHHS CYMACHUX OiomexHoa02il 00380s€
cmeoprosamu AiKapcoKi 3acobu, sKi epekmueno AiKyroms
PpaHiule He8UNIKOBHI PIOKICHI 3aX80pi06aHHS. 32i0H0 JaHux
Esponeiicokoi meduunoi aeenyii ma kKomimemy 3 opgar-
Hux meduunux npooykmie (COMP) cmanom Ha HcoémeHs
2011 poky do nepeniky opgpannux npenapamie enecero 1351
HAUMeHYB8AaHb.

BcraHoBeHo, 110 pigkicHi (opgaHHi) 3aXBOPIOBaHHS
y 80 % 0OyMOBJI€Hi reHeTUYHUMM NpuuruHamu. o pia-
KiCHMX XBOpOO HajeXaTb CHaJKOBi MOPYLIEHHS OOMiHYy
PEUYOBUH, PiAKiCHI (pOpMM OHKOJIOTIYHMX Ta OHKOIeMa-
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TOJIOTIYHUX 3aXBOPIOBAaHb, PiKiCHI iH(EKIiliHI ypaKeH-
HS, ayTOIMyHHI IIPOIIECH, TOIIO. 3a JaHWUMHU EKCIIEPTiB
EUCERD, KigbKicTh IINX XBOPOO cATA€ 8 TUCIY, 3 HUX
MOHAaMA 5 TUCSIY 3aXBOPIOBaHb — 1€ CITaIKOBi MeTabo-
JIiyHi xBopo6u. Ilg rpyma 3axBopioBaHb MAa€ BaXXKUI,
XpPOHIYHUM, Tporpecylounii mepeodir, CympoOBOIKYEThCS
¢dopMyBaHHSIM JereHepaTUBHUX 3MiH B OpraHi3mi. Bripo-
BaDKCHHSI CYJaCHUX METOIIB IO MPOBEICHHS MacOBOTO
HEOHATAJIbHOTO CKPHWHIHTY, SIKi JO3BOJISIIOTH MiaTHOCTY-
Baty mmoHaxa 30 cmagKoOBUX METaOOIIIHUX 3aXBOPIOBAHb,
MIPU3BEJIO IO CYTTEBOTO 3HMKCHHSI PaHHBOI HCOHATAJIb-
HOI Ta MaJIIOKOBOI CMEPTHOCTI i 3aIo0iraHHIO iHBaJIiau-
3allil cepell AUTSIYOTO Ta JOPOCTIOTO HACEIEHHSI.

B VYkpaini mpoTsiroM OCTaHHBOTO JCCATHUPIUYST TaKOXK
JIOCSITHYTO TIEBHOTO TIPOrpecy B MiarHOCTHII i JiKyBaHHi
CITAIKOBUX MeTA0OIIYHIX 3aXBoproBaHb. ChOTOMIHI JiarHOC-
TYIOTEC 1 JIIKYIOTBCSI Ha CyJdacHOMY PiBHi Taki P3, sk deHin-
KETOHYDisl, iHIIIi CIIaAKOBI MOPYILIEHHST 0OOMiHY aMiHOKKCIIOT,
MYKOBIcIII03, XBopoba [orre, xBopoba Padpi, MyKoItoica-
Xapua031, MITOXOH/IpiaJIbHi XBOpOOM, EIireHeTUYHi XBOPO-
01, TTOPYIIIEHHSI OKVICIICHHST XKUPHUX KUCJIOT OHTOTCHETHYHI
CUHPOMMU Ta iHIII. AJie JOCi He HaJIaroIkKeHO €IMHOTO Pee-
CTpY IT0 OKpeMIM HO30JI0TIHIM hopMam P3, BincyTHS diT-
Ka B3aEMOJIisl MK pi3HUMU NpoeCiitHMMU TpyMaMHu 3 1IbOTO
MUTaHHS, BIICYTHE PO3YMiHHSI CHAAKOEMHOCTI Y TTMTAHHSIX
JIIKYBaHHSI MiK TI€IiaTPMYHOIO Ta IOPOCJIOK0 CIIY>KOaMU OXO-
POHM 3I0pPOB’sI, He PO3PO0JICHI €MVHI IIPOTOKOJIH TiarHOCTH-
KU 32 TIPUHIVIIAMHA TOKA30BOI MEIUITMHU TSI THX 3aXBOPIO-
BaHb, SIKi BXXe JiarHOCTYIOThCS 1 BIICYTHS TeXHiYHA 6a3a aj1si
BITPOBAIKEHHS TiarHOCTHIKI HOBMX P3, BincyTHS 3aKOHOIAB-
Ya 0a3a 3aXKCTy IIpaBa Ha OXOPOHY 3I0pOB’s TaieHTiB 3 P3.

TakuM 9MHOM, IO 3araJIbHUX MEIMYHUX Ta COIliajIb-
HUX TIpo0JieM pinKicHUX (ophaHHMX) 3aXBOPIOBaHb Bill-
HOCSITBCS:

— BIACYTHICTb 3aKOHOAABYOI 0a3u JIJIs1 3aXUCTY MpaBa

Ha OXOPOHY 3M0POB’A MaIlieHTiB 3 P3;

— BIICYTHICTB B TeIepilllHiil yac B YKpaiHi peajbHOI
CTAaTUCTUYHOI iH(opMalLlii TIpo PiAKiCHI 3aXBOPIO-
BaHHSI, He po3po0JIeHI MeXaHi3MHU 1l OTPMMAaHHSI;

— BIACYTHICTb JOCTYITHMX METOMIIB PaHHBOI JiaTHOC-
TUKHU 3aXBOPIOBAHb B OiIbIIOCTI MEAUYHUX 3aKJIa-
niB YkpaiHu;

— BIACYTHICTb SIKiCHOI HayKOBOI iH(opmallii rpo 3a-
XBOPIOBAHHS, JOCTYITHOI ITMPOKOMY KOJIy (haxXiB-
IIiB Ta HaCEJICHHIO;

— BaXKOHOCTYITHICTh OTPUMAaHHSI SIKICHOTO TpHBa-
JIOTO JTIKyBaHHSI XBOPHX;

— BaXKi colLiajbHi HACiAKKN 3aXBOPIOBAHb JJISI CYC-
MiJIbCTBA Ta CiMel;

— BIACYTHICTh HOCTAaTHBLOI KiJIBKOCTi CIIELiaJIiCTiB
BHCOKOTO PiBHSI, SIKi 3MOIIM O 3a0€3IeYnTH SIKic-
HY iarHOCTUKY PilKiCHUX 3aXBOPIOBAHb;

— HasBHICTb €EKOHOMIYHOI HEBUIIpaBAAHOCTI (piHAH-
COBMX BHECKIB Y 3B’SI3KY 3 PIIKiCTIO XBOPOOH.

B HuHiIIHIK yac Ha3pina HEOOXiAHICTh KOHLIEHTpAaLIil

3yCWJIb Iep>KaBy, CIELiaJliCTiB i acolialliii ciMeil y CTBO-

penHi CucTeMu HagaHHS JOITOMOTH XBOPUM Ha PiaKiCHI

(opdaHHi) 3aXBOpIOBaHHS B YKpaiHi.

OcHoBHi nMpo0JieMn, M0 iCHYIOTh HA IAHWIA YaC y HAIIIH
KpaiHi 3 HAZAHHAM MeAMYHOI JONOMOTH XBOPUM PiIKiCHUMH
3aXBOPIOBAHHSIMM:

1. BigcyTHicTh 3aKOHOAABYO BM3HAYEHOIO TMOHSTTS
«piAKiCHe 3aXBOPIOBaHHSI», SIK HACIiIOK, BiICYyTHICTh
3aKOHiB, 1110 PETYJIIOIOTh CUTYALIil0 3 PiIKiCHUMM XBO-
pobaMu i liKaMM 1151 iXHbOTO JIiKyBaHHS;

2. BimcyTHiCTh aKTyaJIbBHOTO PEECTPY XBOPMX PiIKiCHM-
MU 3aXBOPIOBAHHSIMU;

3. OOMexXeHICTh SIKiCHOI HOCTYIHOI iHdopMarii i Ha-
YKOBMX 3HaHb IPO PiIKiCHi 3aXBOPIOBAHHSI;

4. OOMeXeHiCTh a00 BiICYTHICTh MOXIIMBOCTEH IS mia-
THOCTHMKH OiJIBIIOCTI PiIKiCHUX 3aXBOPIOBaHb;

5. HasgBHicTb TpyAHOILiB B OTpPMMAaHHi TOCTYIy A0 JIiKy-
BaHHSI, SIKIIO TaKe iCHYE;

6. BincytHicTh aroput™my miii mpu mimo3pi Ha P3;

7. BiacyTHICTh OCBIiTHIX mporpam sl JiKapiB IepBUH-
HOI JJaHKM 3 PiIKiCHMX 3aXBOPIOBaHb i CHELiaJliCTiB
Pi3HUX PiBHIB;

8. HemocratHbO eheKTMBHA, HETHYYKA CHCTEMa KOMII-
JIEKCHOTO JIiKyBaHHSI Ta pea0iTiTallii;

9. BimcyTHicTh cucTeMM IUTAHYBaHHS It MOHITOPUHTY;

10. HegocTaTHSI, B3a€EMOisI I KOOpPIMHALS MiX opra-
HaMH JIepKaBHOI BIamd, MEIUIHUMHA (COITiaTbHIMUT)
npaniBHUKAMM i XBOPUMU;

11. BigcyTHicTb migcTaB a5 (piHAHCOBOTO 3a0e3MeYeHHST
JIiKyBaHHS P3, sIKe OB’ s13aHO 3 BiICYTHICTIO CBOEYAC-
HOI AiaTHOCTUKU i peecTpallil XBOpUX,;

12. BigcyTHIiCTh MOJITUYHOI BOJIi JIJIsI BUPIIIEHHS AAaHOI
npobaeMu;

13. BigcyTHiCTh MiXXCEKTOPAJTBbHOI B3a€EMOII1

META KOHIIEIIII{

IlinBuiieHHsT piBHS JOCTYITHOCTI BMCOKOKBami(i-
KOBaHOI JOMOMOTHU TAlliEHTaAM 3 PiAKiCHUMHM 3aXBOPIO-
BaHHSIMM B YKpaiHi 3 METOI0 BMXKMBAHHS, ONYKaHHS i
OiABUILIEHHSI PiBHS XUTTS MaIli€HTIB, 110 ITOTpeOye 3a-
CTOCYBaHHSI CYJaCHHMX MEIWMYHUX TEXHOJIOTIH Ta iHTeTpa-
il 1iii MeIWYHUX MpaliBHUKIB Ta 3aKOHOIABYOTO ype-
TYJIOBAHHS Ta Y3rOJIKE€HHS i3 iCHYIOUMMMU y CBITi LIIJISIXiB
BUPIIIEeHHS TTPO0JIEeMU PiIKiCHUX 3aXBOPIOBAHb.

[Insxu BUpimeHHS Mpo6aeM pinKicHUX (ophaHHMX)
3aXBOPIOBAHb:

1. CrBopenns nipu MO3 VYkpainn ExcnieptHoi Pagu mmo
PiIKICHMM 3aXBOPIOBAHHSIM, 10 CKJIady SIKOI YBiIyTh
JliKapi, €KOHOMICTHU, NPEICTABHUKUA TPOMAICHKUX
oprasisailiii, MpeacTaBHUKMU Oi3HeCYy IjIsI PO3pOOKU
OINTUMAJILHUX pillleHb 110 TIpoonemi P3.

2. Po3poOka HOpMATMBHUX ITOKYMEHTIB Ta amamTailis
YMHHOIO 3aKOHOJABCTBAa YKpaiHU A0 IOTped CIIyX-
01 HamaHHS JOTIOMOTH XBOpUM 3 P3 Ta ¢opmyBaHHS
CTaTyCy XBOpHX 3 P3; po3BUTOK Trairy3i 3 ypaxXyBaHHIM
CTpaTeriyHoro Kypcy YKpaiHM Ha iHTerpauiio 10 €B-
pOIEeNChbKUX IHCTUTYLIIM:
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— po3pobka 3akony Yipainu 1ipo pinkicHi (opdaHHi)
3aXBOPIOBAHHSI, SIKUI PETJIAMEHTYE CTaTyC XBOPHX
3 P3 Ta mopsmok HamaHHS CyJacHOI BMCOKOKBa-
JicikoBaHOI MEOIMYHOI Ta COLiaJIbHOI JOIOMOTH
TaKWUM Talli€HTaM;

— po3pobka Hayionanrvhoi npoepamu 1o pinKiCHUM
(ophbaHHUM) 3aXBOPIOBAHHSIM, 1110 BMIiCTUTh IMH-
TaHHS iaTHOCTUKM, CEJICKTUBHOTO CKPWHIHTY,
HagaHHS MEIMYHOI i MEAUKO-COLiaJbHOI JOIO-
MOTH XBOPHUM;

— CTBOpPEHHSI HOPMaTWBHOI 6a3su — Hakazm MO3
YKpaiHnu, 110 perjjaMeHTyIOTh CUTYallilo 3 piKic-
HUMH (OopaHHMMM) 3aXBOPIOBAHHSIMHM 1 JIKap-
CBKMMU TIpeIrapaTaMu I iX JTIKyBaHHS,

— PO3BUTOK HaILliOHAJIBHOI i MiXKHAPOAHOI CITiBIpaLli
B rajy3i JiarHOCTMKU, JIiIKyBaHHS i TpodinaKTUKU
pinkicHnx (opdaHHNX) 3aXBOPIOBAHb;

3. 36ip craTrcTHIHOI iH(OpMAIIii ITPO YACTOTY Ta CIEKTP

pinkicHnx (opdaHHMX) 3aXBOPIOBAaHb B YKpaiHi IS

YXBaJICHHSI TIPABIWILHNX YIIPABIiHCHKUX PIllICHb:

— ¢opmyBaHHSA nepetiky P3, 1o mimrsraroTs cTaTic-
TUYHOMY 00JIiKY, 3 ypaxyBaHHSIM Mi>XKHApOIHOTO Ta
€BPOIIECHKOTO JOCBIMy 3 METOIO MiITOTOBKU Me-
JIUYHOI raiy3i Ykpainu no nepexony Ha MKX 11;

— cTBOpeHHs HallioHasibHOro peecTpy Mali€HTIB 3
pinkicanmu (opaHHUMM) 3aXBOPIOBAHHSIMM IO
HaIpssiMKaM MEIUILIMHM, 110 3a0e3MeYnTh ITOBHO-
IiHHU 3BOPOTHHUH 3B'I30K Ta MOHITOPHHT;

4. BripoBanuTtl epeKTUBHI METOAW PAaHHBOI JiaTrHOCTUKI

pinkicHnx (opdaHHUX) 3aXBOPIOBAHbB:

— po3pobKa e(dEeKTMBHUX CKPUHYIOUHUX IIporpam
PaHHBOTO BUSIBJICHHS PiIKiCHMX (ophaHHMX) 3a-
XBOPIOBaHb;

— BIIPOBAIXKCHHS B POOOTY PETiOHATBHUX MEINKO-
TeHETUYHUX IICHTPIB CKPUHYIOUMX IIpOoTpaM paH-
HBOI TiaTHOCTHKM PiIKiCHUX (ophaHHMX) 3aXBO-
pIOBaHb;

— BIIPOBAIKCHHSI IHHOBALlIMHUX TEXHOJIOTIN ISt
OigBUILIEHHS e(DEKTUBHOCTI paHHbBOI 1iarHOCTUKU
pinkicHnx (opdaHHNX) 3aXBOPIOBAHbB.

BropoBamkeHHsS e(peKTUBHUX METOMIB JiKyBaHHS i

peabimiTarii XBopux 3 pigKicHUMH (OpdaHHUMM) 3a-

XBOPIOBAHHSIMM IS 3HWKEHHSI PiBHSI CMEPTHOCTI i

1HBaJITHOCTI:

— CTBOpPEHHS i 3aTBepIXEHHS €IMHUX KIIIHIYHUX
MPOTOKOJIIB i CTAHAAPTIB JIIKyBaHHSI XBOPUX 3 Pifl-
KicHUMHY (oppaHHNMM) 3aXBOPIOBAHHSIMU,

— CTBOpEHHS Tepelliky opdaHHUX Mpernaparis, 110
BUKOPHCTOBYIOTBCS IJIST JIiKyBaHHA P3, 3 ypaxy-
BaHHSIM Mi>XKHapOAHOTO JOCBiny;

— BIIPOBAIKCHHSI IHHOBALlIMHUX TEXHOJIOTI ISt
OigBUILIEHHS e(DeKTUBHOCTI KOHTPOJIIO SIKOCTi Ha-
JIaHHS MEAUYHOI JOITOMOTH XBOPHUM 3 PiIKiCHUMM
(ophaHHNMHN ) 3aXBOPIOBAHHSIMMU;

— po3po0Ka BITUM3HSIHMX JIIKAPCHKMX 3acCO0iB IS

6. Po3po0xa miibroBoi mpoieaypy peecTpallii Ta BBE3eH-

Hs B YKpaiHy op(aHHUX JIiKapCbKMX 3aC00iB, a TAKOX
o0nagHaHHSI, peareHTiB Ta BUTPATHUX MaTepiaiB,
110 BUKOPUCTOBYIOTHCS IIJISI TIarHOCTUKM PiIKiCHUX
(opdaHHMX) 3aXBOPIOBAHb.

7. IligroroBka KBajipiKoBaHMX (PaxiBIIiB 3 JiarHOCTUKU

Ta JIIKyBaHHS pigKicHMX (opdaHHNX) 3aXBOPIOBAaHb B

npoBimHuX ueHTpax. IlimBuieHHs iH(GOPMOBAHOCTI

JIiKapiB Pi3HUX CIIeLiaTbHOCTE! i MaLliEHTIB PO Pif-

KicHi (opdaHHi) 3aXBOPIOBaHHSI:

— TIPOBEIECHHS KaIpOBOIO i TEXHIYHOTO ayauTy Me-
IWYHUX YCTAHOB, B IKNX € YMOBHU IS TiaTHOCTH -
KM, JIiKyBaHHS, peabijiTallii XBOpUX 3 piIKiCHUMU
(opaHHMMHU) 3aXBOPIOBAHHSIMMU;

— CTBOPEHHS OCBITHIX ITpOTrpaM, TPOMAaIChKIX Opra-
Hi3aliil IJIs MATPUMKU MALliE€HTIB 3 PiAKiICHUMU
(opaHHMMU) 3aXBOPIOBAHHSIM.

7. MatepiajibHe-TexHiuHe 3a0€3MeUeHHsT iCHYIOUMX TTOTYXK-

HUX META0OJIIYHUX LIEHTPIB, SIKi 3MOXYTb 3a0€3MeYUTU

YTOYHIOIOUY JiaTHOCTUKY PiIKiCHUX (OphaHHUX) 3aXBO-

proBaHb B YKpaiHi (M. KuiB, Ha 0a3i YKkpaiHCBKOI TUTSTIO1

crieniaizoBaHoi mikapHi «OXMATIAWT»; M. XapkiB, Ha
6as3i Kadenpu MeIMIHOI reHeTHKM XapKiBchbkoro Hartio-

HaJIbHOTO MEIWYHOIO YHIBEPCUTETY, XapKiBCHKOTIO CIIe-

Liay1i30BaHOTO MEAMKO-TEHETUYHOIO LIEHTPY Ta YKpaiH-

CbKOTO iHCTUTYTY KJIiHiuHOI reHeTuK XHMY; M. JIbBiB,

Ha 06a3i JIbBiBCHKOTO IHCTUTYT CITAIKOBOI MTATOJIOTI1).

— MarepiasbHe-TexHiuHe 3a0e3neYeHHs] ICHYIOUMX
MeTa00JiYHIX IEeHTPIB 1151 3a0e3MmeuYeHHs1 Cy4acHOi
BHCOKOTEXHOJIOTIYHOI  MiATBEpPIKYI0YO0i JiarHoc-
THKH PiIKiCHAX MOpYIIeHb OOMiHY peJoBHH Ha Oa3i
HanionanbHoi IuTsAY0i cHeniajgi3oBaHOi JiKapHi
«OXMATIAUT», PedpepeHc-1eHTPY 3 MOJIEKYISIPHOT
reierukd MO3 VYkpainun, MeTaboi4YHOTO LEHTPY
XapkiBCcbKOro creniajii3oBaHoro MeauMKo-reHeTHd-
HOro UeHTpY, MeauKo-reHeTHYHUX IEeHTpiB YKpa-
inu, JIbBIBCHKOrO iHCTUTYTY CHAAKOBOI MATOJIOTII.

8. CTBOpeHHSI iHTepaKTUBHOI MEpeXi i3 3aCTOCYBaHHSIM

TeJIeMEIULIMHU Ta JepKaBHOI rapsiyoi JiiHii 3 MeTOI0
HagaHHY iHGOPMaliiTHOI T ATPUMKHA CiM’IM 3 piaKic-
HUMU (OpdaHHUMM) 3aXBOPIOBAHHSIMU.

9. ITigBuieHHsT e(PEeKTUBHOCTI MiXBiZOMYOi B3a€EMOIii

10.

11.

12.

3aKOHOMABYMX, COIIaJIbBHUX Ta MEIWYHUX YCTaHOB
3 TIMTaHb IiaTHOCTUKM i JTiKyBaHHSI piAKiCHUX (opdaH-
HUX) 3aXBOPIOBaHb.

CrBopennst KoncynsrarusHoi Pagu ekcriepriB (3 3a-
JIy4eHHSM 3aKOpHOHHMX (DaxiBIiB) 3 pimKiCHHUX
(opdaHHNX) 3aXBOPIOBaHb.

®opMyBaHHS TPOMAICHKOI IYMKH IIOAO COILiaIbHOI
3HAYMMOCTI JIIKyBaHHS pinKicHUX P3 3 3amydeHHSIM
3ac00iB MacoBoi iH(GopMallii, r(pOMagChbKIX OpraHiza-
il Ta coliaabHOI peKJIaMH

Opranizanig Ta npoBeaeHHd 1opiyHnux On-Line
KoHbepeHIIii Ha 6a3i MO3 YkpaiHu 3a y9acTiO MiK-
HapOJHMX KJiHIK, SIKi MalOTh JOCBIiA opraHizaiii Me-

JTiKyBaHHS P3 Ta IpOIyKTiB CITeiali30BaHOTO JIiIKyBalb-
HOTO Xap4YyBaHHS;

JUYHOI 1 COLiaJbHOI JOMOMOTH MalliEHTaM 3 piJKic-
HUMH 3aXBOPIOBAHHIMMU 110 HaIIpSIMKaM.
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CLINICAL GENETICS OF MONOGENIC DISEASES

BpaxoByoun BHCOKY CONIAJbHY 3HAYYIHICTH MPOOJie-

mu P3, HeoOximnicTh 3amydennsa 6aratbox MinicTepcTB Ta
BHOYIOBH HOBOI iHHOBAIiHOI MOITHKY, PACBATHTH TeMi
PinKiCHMX 3aXBOpIOBaHb cHeniaibHe 3acizaHHsa Paau nami-
OHAJILHOI 0e3MmeKn YKpainud.

OnHMM i3 IpiopuTeTiB HallioHaJIbHOI KoHmemnmii mo-

BUHHE OyTH «3a0€3IIeUYeHHSI CIIPaBEIIMBOTO IOCTYITY IO
IiarHOCTUKH, JIIKyBaHHS Ta HaZaHHS MEIUYHOL JOTIOMO-
TW» BCiM JIIOASIM, Y TOMY YMCJIi i TUM, SIKi CTpaXaaroTb
Ha PiAKiCHI 3aXBOpPIOBaHHS. Y SIKOCTi OCHOBHMX CTpaTe-
TYHMX HAMPSIMKIB J1JIS1 TOCSITHEHHS Li€1 METU MU MPOTO-
HYEMO HACTYIIHi.

L.

2.

10.

11.

12.

13.

IMornubneHHs 3HaHb MPO EMiAeMiOJOril0 PiAKicHMUX
3aXBOPIOBAHb.

IMoxpalieHHs po3Ii3HaBaHHS OCOOJMBOCTEH pimKic-
HHUX 3aXBOPIOBaHb.

3akoHOmaBYe 3a0e3IMeUeHHS ONTUMI3allii i1 PO3BUTKY
300py JaHUX 3 PiIKiCHUX 3aXBOPIOBaHb y OiobaHKaX.
HagaHHS cBo€yacHOTo MOCTYNy A0 aKTyaJlbHOI iH-
dopMallii 1 naiieHTiB, (axiBliB B raay3i OXOPOHU
3II0POB’S 1 TPOMAACHKOCTI B IJIOMY CTOCOBHO piIKic-
HHUX 3aXBOPIOBaHb.

IMoknactm nwa CMIL, OMIK, MMIK, HII
000B’SI3KM pO3POOKN Ta KOOPAMHYBAHHS CHCTEMHO-
ro TMOKpaIlleHOTO ITiAXOAy JO BUPIIIEHHSI MPoOJeM,
OB’ SI3aHUX i3 PiIKiCHUMHU 3aXBOPIOBAHHSIMU BiAITO-
BiTHO O HAlliOHAJIBHOI cTpaTerii mpodiIaKTUKU Pif-
KiCHUX 3aXBOPIOBaHb.

Opranizanig HaBYaHHS (axiBIiB CUCTEMU OXOPOHU
3I0pOB’S JIJISI TOJIIIIEeHHS JiaTHOCTUKU PigKiCHUX
3aXBOPIOBAHb.

Oprasizallisg CKpUHIiHTY, YIOCKOHAJIOBAaHHS TiaTHOC-
THKMY ¥ 3a0¢3Ie9IeHHS 10T0 TOCTYITHOCTI.
CrporieHHST JOCTYITY TAIEHTIB IO JIiIKYBaHHS i SIKiC-
HOT0 HaJaHHSI MEANYHOI JOTIOMOTH Ha IiJCTaBi opra-
Hi3aliifHuX 3acaj.

CTuMyIToBaHHS iHHOBAIliMHWX HOCIIIKEHb pimKic-
HUX 3aXBOpIOBaHb, OCOOJIMBO B cdepi JiKyBaHHS Ha
3arajibHoJepXKaBHOMY piBHi. Po3po0ka HOoBMX Tiperna-
partiB i METOMIB JIiIKyBaHHSI.

Peanizauist cnenudiyamx notped ocid, sIKi cTpaxkaa-
IOTh PIOKICHUMH 3aXBOPIOBAHHSIMHM, YIOCKOHAJICHHS
cucteMu peabiiTaliii, colliaJibHOI iHTerpallii.
Po3BUTOK cHCTEMU I'pOMaICHKOTO KOHTPOJIIO B CHUC-
TeMi OXOpOHI 3I0pOB’d, IMATPUMKA acollialliii Imalli-
€HTIB, 3aJTy4eHHSI 1X IO CHiBIIpalli i3 MEAUUHUMMU TIpa-
LIiIBHUKAMM, 3 OTJISIAY Ha iXHili crieuniyHui BIacCHUMA
IOCBi.

PosimpeHHs poi naiieHTiB 3 piIKiCHUMU 3aXBOPIO-
BaHHSIMM B KJIiHIYHUX T€CTaX HOBUX JIiIKAPCHKUX ITPO-
IYKTiB Ha HAaIliOHAJTbBHOMY Ta €BPOIEHCHKOMY PiBHSX
3 METOIO TOJICTHICHHS HOCTYIY IO YYacTi B HiIOUMX
MiXXHapOIHMX IIPOCKTaX.

CrBOpeHHS HeOOXiTHOI iHDPAaCTPYKTYpH, IO 3a0e3-
MEYUTh YiTKYy CKOOPAMHOBAHY POOOTY BCiX CKJIaT0BUX
CHCTEMH OXOPOHH 3I0POB’S B cepi pinKicHUX 3aXBO-
pIOBaHb.

14.

Po3BuToK HallioHaABHOIO ¥ MIXXHAPOIHOTO CITiBPO-
OITHUMILITBA B TaJly3i PiAKiCHUX 3aXBOPIOBAHbD.
Jnsg 3abe3redyeHHsl peaiizallii BMUIIEBKa3aHUX Ha-

MPSMKIB HAWOIKIMMU TaKTUIHUMU 3aBIAHHSIMU TI0-
BUHHI OyTHU:

1.

10.

11.

AHaJi3, po3paxyHOK i OOIpyHTyBaHHSI BUTpaT Ha Jii-
KyBaHHSI ¥ coliajJibHy peabiniTalilo XBOpUX piAKic-
HUMM 3aXBOPIOBAHHSIMU, OILliIHKA IXHbOI €KOHOMIUHO1
BUTPATHOCTI.

CTBOpPEHHSI CUCTEMHM MOHITOPWHIY peajisallii mpo-
rpam JIiKapCchbKOro 3a0e3IedyeHHsT i MeIUYHOI JOMO-
MOTH #1 aHaJTi3 IXHbOI €(PEKTUBHOCTI.

IMornubneHHs 3HaHb MPO PIAKICHI 3aXBOPIOBAHHS
JIJIsI Kpallloro po3yMiHHS iX Mepebiry, OLliHKY MoTpedu
B pecypcax i iXHbOro pallioHaJIbHOTO BUKOPUCTAHHS,
BiICTEXXEHHS MPOCYBAaHHS MALiEHTIB IO CUCTEMi OXO-
POHU 3IOPOB’S ¥ OLIIHKY ¢(PEKTUBHOCTI JTiKyBaHHSI.
IMinBumeHHs1 iHGOPMOBAHOCTI CYCIIUJIBCTBA TpPO-
MAaJChKOCTi, MEIMYHUX i COLiaJIbHUX MpalliBHUKIB,
XBOPUX 1 IXHIX pOANYIB MPO PiAKiCHI 3aXBOPIOBAaHHSI,
Cy4YacHi MOXJIMBOCTI AiarHOCTUKU, TEpallii Ta peadii-
Talii XBOpUX i3 pigKiCHUMU 3axBopioBaHHIMU. CTBO-
PEHHS YKpaiHO(pOCiiiCbKO)MOBHUX iH(MOpMaLiiHUX
pecypciB, 1110 3a0e3nevaTh JOCTYN y PEXUMi peajibHO-
ro yacy /10 JOCTOBipHOI Ta aKTyajbHOI iH(hopMmallii B
i ramys3i.

IMinTprMKa opraHizaiiil malieHTIB, 10 CTPAXAAIOTh
Ha pinkKicHi 3axBoproBaHHS. [IpuiAHSTTS 3aKOHOIAB-
YMX MOJIOXEHb, 110 PENIAMEHTYIOTh iX B3aEMUHU 3
MEIWYHUMMU, COLliaIbHUMU YCTAaHOBAMM Ta OpraHaMU
Jiep>XKaBHOI BIaIU.

CTBOpeHHS 0a3 JaHNX MEIWYHMX i COLiaIbHUX yCTa-
HOB (a TaKOX OKpeMUX (haxiBIIiB), IO MAIOTh JTOCBII
JIiKyBaHHSI 1 pealimiTaliil TUX ab0 iHIIMX PiIKiCHUX
3aXBOPIOBaHb, Ky/U, ITPU HEOOXiMHOCTi, MOXHa O0yJI0
0 HampaBUTHU TAILliEHTIB Ha KOHCYJbTAllilo W oaep-
XaHHS MEINYHOI i COLlialIbHOI TOTIOMOTH.

Po3po6ka i1 BripoBaakeHHsI HallioHAIbHUX ITPOTOKO-
JIiB i CTAaHIAPTiB 1iarHOCTUKMU, JIIKyBaHHS i MOHIiTO-
PUHTY PiIKiCHMX 3aXBOPIOBaHb i CTaHiB.

Po3pobka mporpaM HaBYaHHS (daxiBIiB i3 pimkic-
HUX 3aXBOpIOBaHb. BBelNeHHS TeMM «piAKiCHi 3a-
XBOPIOBaHHS» Yy TpOorpaMd HaBYaHHSI (PaxoBHUX
crieniajli3oBaHMX 3aKJjiamax OCBiTH. BKitoueHHS B ITic-
JITAUTIOMHY MEAWYHY OCBITY JliKapiB TeMu «PigkicHi
3aXBOPIOBAHHSI».

PosiimpeHHsT 1 ynocKOHaJleHHsSl OpraHisailii CKpu-
HIHTOBHMX TIpOrpaM 3 PiIKiCHUX 3aXBOpIOBaHb (ITOMy-
JIIMIMHUI CKPUHIHT: IIpeHaTaJIbHUI, HEOHATaJIbHUIA,
JIOPOCINX; IbOBUIM CKPMHIHT), BUXOISTUHN 3 XapaKTe-
PUCTUKM MOITYJISLII.

30UThIICHHST OOCTYITHOCTI HiaTHOCTUIHUX JTOCIi-
JI>K€Hb, MOJIMILIEHHS OCHAIIEHOCTI iCHYlOUMX J1abo-
paTopiii, TOyKOMILIEKTYBaHHS iX BUTPaTHUMU MaTe-
piayaMu.

CTBOpeHHS MepeXi HaJaHHSI MEINIHOI If METUKO-CO-
LiaJIbHOI TOTIOMOTI'M TAalliEHTaM 3 PiIKiCHUMM 3aXBO-
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KJIIHIYHA FTEHETUKA MOHOTEHUX XBOPOB

PIOBaHHSMU, TTOYMHAIOYH 3 TIEPBUHHOI JAHKY MEIY -
HO1 JONOMOTH, KOHCYJBTaTHBHUX CIIeliali30BaHUX
ueHrtpiB, HJI. HagineHHs KOHCYAbTaTUBHUX LIEHTPIB
eKCIIepTHUMM TTOBHOBAaXXKCHHSAMU. 3a0€3IIeUeHHS BH-
KOHAHHS MMM LIEHTPpaMU POJIi JxKepelia iHdopmailii
JIJISI TIALEHTIB 1 IXHIX pOIUH.

12. I1puitHATTS TTaKeTy 3aKOHIB, IO PEeTIAMEHTYIOTD Ii-
SITBHICTB B cPepi piIKiCHUX 3aXBOPIOBAHD i PiAKICHUX
MEIUYHMX TEXHOJIOTii Ha piBHI BepxoBHOI Pamu.

13. KoopauHalis i 3a6e31eueHHS Jep>KaBHOT MTiATPUMKI
HayKOBMX AOCiIXXeHb B TaJly3i AiarHOCTUKU # JiKy-
BaHHSI PiIKiCHUX 3aXBOpIOBaHb Ha piBHI BepxoBHOIL
Pamn.

14.TlpuenHanHsa 100 poOOTH MIXHAPOTHUX OpPTaHiB:
BcecsitHboi Opranizamnii Oxoponu 310poBId, Bia-
TOBITHUX KOMITETIB i KOMiciii €Bpocoio3y 3 po3po0-
KM HOMEHKJIaTypM ¥ Kiaacudikallii, ananTtoBaHoOl 1Jist
PIOKiCHUX 3aXBOPIOBAHb.

3MicT HaBEeOECHOTO MOKYMEHTY 3HAXOMWTBLCS Y Bil-
MOBITHOCTI 10 €BPOIENUCHKOTO MPOEKTY 3 PiAKICHUX 3a-
XBOpPIOBaHb «p0o3BUTOK JlepxkaBHux I1naniB 3 PinkicHux
xBopo06» (EUROPLAN www.europlanproject.eu), me Bu-
3HayvaloThcs ronoBHi 1T EC B cdepi pigkicHUX 3aXBO-
PIOBaHb.

KOHIIEIIIIA PO3POBJIEHA KOJIEKTUBOM ABTOPIB:

Boratupsosa P.B.

Bine-tipem’ep-miHicTp Ykpainu, MiHICTp OXOpOHM 3[0pOB’S YKpaiHU, YIeH-KOPECITOHICHT

HAMH Ykpainu, 1oKTop MeAMYHUX HayK, IIpodecop;

Ipevanina O.5.

JupekTop YKpaiHCbKOTO iHCTUTYTY KJiHiuHOI reHeTuku XHMY, 3aBigyBau kadeapu MeauuHoOL

reneTukn XHMY, renepanpuuit gupexrop XCMI'Ll, wren-kopecnonageHT HAMH Yxpainu,

JIOKTOp MEAUYHUX HayK, Mpodecop;
Moiceenko P.A.
Tepemenko A.B.

Iepmmii 3amicHUK MiHICTpa OXOpPOHU 300POB’ YKpaiHu, KaHAUAAT MEIUIHNX HayK, TOLICHT;
3acTyImHuK TupekTopa JemapTaMeHTY OXOpOHM MaTepUHCTBA, IMTUHCTBA Ta CAHATOPHOTO 3a0e3-

neyeHHs, HauanbHUK BigAiay opraHizallii MEIUYHOI JOTIOMOTH JiTSIM;

Ipevannna 10.B.

YKpalHCBKHUI iHCTUTYT KIIiHIYHOI reHetTmku XHMY, momeHT Kadeapy MeOWIHOI T¢HETHKHU

XHMY, dupexrop XCMI'1l, mokTop MeAUIHNX HaYK;

3mmoceka O.11.
Mouaoaan JI.B.
XHMY, kanauaat MeguIHUX HaykK;
O3sepona JI.C.
XHMY, kanauaat MeguIHUX HaykK;
Ocramxko C.1.
Maromenko B.M.

JIOLEHT Kadenpu MmenuyHoi reHeTuku XHMY, kanauaat MeauuHuX HayK;
YKpalHCBKUI iHCTUTYT KIIiHIYHOI reHetTmku XHMY, momeHT Kadeapw MeOWIHOI T¢HETHKHU

YKpalHCBKHMI iHCTUTYT KIIiHIYHOI reHetTmku XHMY, momeHT Kadeapw MeOWIHOI T¢HETHKHU

Jupexrop emapraMeHTy OXOPOHHM MaTepHHCTBA, TUTHHCTBA Ta CAHATOPHOTO 3a0e3IIeUCHHS,
IIpes3nmeHT XapKiBCHKOTO OJ1arogitHoro hoHmy «/1iTH 3i CHMHAIBHOIO M’ SI30BOIO aTPOdicro».

14 KJIHIYHA TEHETUKA 11 TPEHATAJIBHA IATHOCTHUKA Ne 1(1) 2012



