27 nwotoro 2024 poky .
m. Kuis !

RARE DISEASE DAY OP®AHHI 3AXBOPIOBAHHA YKPAIHM

MiXHapogHu geHb piaKicHMX 3axBoploBaHb 2024 B YKpaiHi

MaHenbHa auckycia «MOABIMHA BIMHA: eBponeiicbKuii BeKTop YKpaiHu B chepi
3abe3neyeHHA Ta NIATPMMKM NALIEHTIB 3 PiAKICHUMM 3aXBOPIOBAHHAMM B YyMOBaX
NOBHOMACLWITA6HOI BiKHMU»

Jo yyacTi B 3axogi 3anpolieHi npeactaBHuKkK Eurordis, EBponapnamenTty, ERN, eBponelicbKi nikapi Ta
NaUiEHTCbKI CNiNbHOTKU, NpPeACTaBHUKU YKpPaiHCbKOi BAaan, MiHicTepctBa OXOPOHM 340p0B’A YKpaiHw,
HauioHanbHOT cnyx6u 3m0pos’a YKpaiHu, [epxaBHoro nianpuemctsa «MeauuHi 3akyniBai YKkpaiHuy,
npeacTaBHUKK [enaptameHTis/YnpasaiHb OXOPOHU 340p0B'A 06/1aCHMX/MICbKUX AEepPXKaBHUX aAMiHicTpaLin,
NpeAcTaBHUKN BUPOOHMKIB iHHOBALiMHMX NiKiB, Nikapi-eKcnepTn 3 opdaHHUX HANPAMKIB Ta NMPeAcTaBHUKU
rpoOMafiCbKMX opraHisadii

®dopmar: odnanH + oHNANH
Micue npoBegeHHs: XasaTT PigykeHci (m. Kuis, Byn. Annm Tapacosoi, 6ya,. 5)
Mogpgepartopu 3axoay: OneHa diniHiok (SAFEMed) Ta TetaHa Kynewa (FC «OpdaHHi 3axBoptoBaHHA YKpaiHW»)

Yac MutaHHA Ta cnikepwm

9.30-10.00 PeecTpauifa y4acHuKiB, KaBa-bpemnk

10.00 -10.10 BigkpuTta 3axoay, BiTasnbHe cnoso TetaHu Kynewi, Ffonosu Pagu NpomagcbKoi cniaku
«OpdaHHi 3axBoproBaHHA YKpPaiHU» + aHIMALIMHUI PONK

10.10-11.00 MaHenb Neol. [lep:kaBHa nNoniTMKa 3abe3neyeHHA MaUiEHTIB 3  pigKicCHUMM
3aXBOPHOBAHHAMM B YKpaiHi Ta EBPONENCbKUX KpaiHax.

YYyacHUKuU:

1. BikTop /1awko, MiHicTp oxopoHu 300poB’a YKpainn / Ceprin lybpos, 3acTynHMK
MiHicTpa oxopoHu 340p0B’A YKpaiHK

2. Maikn Binbyp, OnepauiHnii anpekTop €BPONENCcbKOl opraHisauji 3 piakicHMUX
3axsoptoBaHb (EURORDIS)

3. Muxanno Papyubkuii, fonosa Komitety BepxoBHOi Pagm YKpaiHM 3 nUTaHb
3/10p0B’A HaLii, MegM4YHOoi 4ONOMOrM Ta MeNYHOro CTPaxyBaHHS

4. Harania Nycak, Nlonosa HauioHanbHOT cny»6u 300poB’a YKpaiHu

5. I3abenb Bizenep-/lima, [lenytatka EBPONENCbKOro NnapaameHTy

11.00-12.00 MaHenb No2. 3abesneyeHHA NiKyBaHHAM Ta AOMOMOroOH Mif, Yac BiMiHW NaL€EHTIB 3
PioKICHUMM 3aXBOPIOBaHHAMM B YKpaiHi Ta EBponi.

YyacHUKU:

1. TetaHa OpabiHa, AupekTop AdenaptameHTy meanyHux nocnyr MO3 YKpaiHu
2. Epem ApamaHos, NeHepanbHuit gupektop AN «MeguyHi 3akynisai YkpaiHn»
3. AppiaH lNopeubKuit, NMpe3naeHT i 3aCHOBHUK IHCTUTYTY Mmean4YHOi 0cBiTH, MosbLua
4, Bonoaumup HosHip, [leHepanbHuit aupeKktop HaujoHanbHoOi  auTAYOi
cneujianiaoBaHoi nikapHi «OXMATAUT»
Hilde De Keyser, Chief Executive Officer CF Europe
6. laHHa bonko, MeHeaxepKa nporpamm no YkpaiHi EBponencbKoi opraHisauii 3
piakicHux 3axsBoptoBaHb (EURORDIS)
12.00-12.30 KaBa-bpeitk

U



12.30-14.00

14:00-15:00
15:00-15:10
15:10-16:40

16:40-17:00

17:00-17:30

17:30

MaHenb Ne3. OMT, AKA ana opdaHHMX npenapatiB B YKpaiHi Ta EBponi. 3acTocyBaHHA
HOBITHbOI Tepanii B YKpaiHi AnAa NikyBaHHIi pPigKiICHUX 3axBOPHOBAaHb, AK MeXaHi3m
NOBEPHEHHA YKPAIHCbKMX NALLIEHTIB 4040MY.

Y4yacHuKu:

1. OkcaHa OmuTpiesa, 3acTynHuui ronosmn KomiteTty, ronosm NigkoOMiTeTy 3 NUTaHb
Cy4aCHUX MeAMYHMX TEXHOJONiN Ta PO3BUTKY TpaHcnaaHTonorii KomiteTy
BepxoBHoi Pagu YKpaiHu 3 nuTaHb 340pOB’A Hauii, MegMyHOi fonomorn Ta
MEeAMNYHOro CTPaxyBaHHA

2. Ceprit lybpos, 3acTynHMK MiHicTpa oXopoHK 300p0B’A YKpaiHu

3. Opecta NiHAXKKO, ANpEKTOpKa [enapTaMeHTy OLiHKN MeaAuYHUX TexHonorin A1
«[epxKaBHuI ekcnepTHUI ueHTp MO3 YKpaiHn»

4. [AmuTpo AnelKa, Kepyr4oro napTHepa puanydHoi gipmm «MpaBosuii AnbaHC»

5. Francois Houyez, EURORDIS Information & Access to Therapies Director & Health
Policy Advisor (TBC)

6. Bonogumup Peabko, BuKoHaBuMi ampeKkTop  «Acouiauji BMPOOHMKIB
iHHOBALMHMX NiKiB»

7. Hartania CamoHeHKO, 3aBigyBayka LleHTpy opdaHHMX 3aXBOPIOBAHb Ta FEHHOI
Tepanii HauioHanbHOI guUTAYOI cneuianizoBaHoi nikapHi KOXMATAOUT»

06ia,

Bigeoponuk «MoagiiiHa BiMHa opdaHHMX B YKpaAiHWU»

MaHenb No4. Po3bynoBa mepexi opdaHHMX UEHTpiB B YKpaiHi 3a eBponencbkum
3pasKoMm.

YyacHuKu:

1. HaTtanis OcTtpononeup, MiHicTepcTBO OXOPOHM 340p0B’A YKpaiHK

2. TeTAHa IBaHOBa, MeAUYHUI AMpeKTop HauioHanbHOiI gMTAYOI cnewianizoBaHoOi
NikapHi «OXMATONT»

3. Onbra bobpuKoswuy, 3aBiaysauka LleHTpy opdaHHMX 3axBoptoBaHb M. |BaHO-
@ paHKiBCbK

4. TpepacTtaBHMK OpdaHHOro LeHTpy, M. J1bBiB

5. IHec XepHaHgo, AInpeKTopKa 3 EBponeincbkuii pedepeHTHUX MepeX Ta MegUYHOI
Aonomoru EBponeicbKoi opraHisauii 3 pigricHux 3axsoptoBaHb (EURORDIS)

6. Miwenb batTi, MporpamHa meHeaxepka EBponencbKkoi pedepeHTHOI mepexi 3
PiAKiICHMX ypOreHiTanbHMX 3aXBOPOBaHb Ta cknagHux ctaHiB (ERN eUROGEN)

MaHenb No5. MpueaHaHHA cuctemm Orphanet go cuctemu eHealth.

Y4yacHuKu:
1. LWapnotta Pogsenn, NpeacrasHuua Orphanet

2. Mapia KapueBund, 3actynHuMK MiHicTpa OXOpOHM 340p0B’s YKpaiHM 3 nuTaHb
uMdpoBOro po3sBUTKY, UndposBux TpaHchopmauin i LMdppoBsisadii
3. Harania OnbxoBuWY, 3aBigyBayka nabopaTtopietdo  MeANYHOI  reHEeTUKMU
CneujanizoBaHOro  MegMKoO-reHeTUYHOro  UeHTpy HauioHanbHOi  antayoi
cneujianizoBaHoi nikapHi «OXMATAUT»
4. Hatanis lN'ycak, Nlonosa HauioHanbHOI ciy»K6u 300pos’a YKkpaiHu
MaHenb Ne6. EaANHUIA NpOCTip ANA NiKapiB Ta NALLiEHTIB 3 PiAKICHUMW 3aXBOPIOBAHHAMM B
YKpaiHi Ta EBPONeNCbKMX KpaiHax.
YUYacHUKM: NPUMAMAIOTb Y4aCTb YCi Y4ACHUKMN.

TpaHcdep o Kocteny Ceatoro Mukonasa ta HAC/T «Oxmatant» ana 3araibHOro ¢oTo Ha
$OoHiI niacsiTKK Ao MirKHapoAHOTo AHA PiAKICHMX 3axBOptoBaHb 2024,



