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x\—‘/ Ha3sBaHusa MegMLMHCKNX ceccui
‘"

4 niona 2014 (nATHMLUA)

Bpemsa 8.00- 9:00 Pernctpauns y4yacTHUKoB

Bpemsa 9.00-11.00  PyHpameHTanbHble HayKn Ha cnyx6e pasBuTUA 3HaHWUI 0 peaknx 3abonieBaHnax
Bpema 11.20-13.00 HoBble MeToAbl ANArHOCTUKN MeTabonmMyecknx 3abonesaHui

Bpems 14.00-16.00 Hoeble MmeToAbl ANArHOCTUKN reHeTUYECKNX 3aboneBaHui

Bpemsa 16.20-18.00 MaTodhmsmonorna n KNMHNYeCKas KapTuHa OTAeNbHbIX MeTabonmyecknx 3abonesaHui

Bpems 19:00 Fpunb-yX>XuH
5 nioHa 2014 ropa (cy66o0Ta)
Bpemsa 8.00-10.00 MeToabl TepaneBTUYECKOro BO3AENCTBIUSA, UCNOSIb3yeMble NpU peakux 3aboneBaHusx

Bpema 11.20-13.00 O6wecTBeHHbIE febaThbl C y4acTeM paboTHUKOB rocyaapCTBEHHOW agMUHUCTpaLmn

Bpems 14.00-16.00 Oucmopdonoruyeckas ceccusi - 6onesHN ¢ BblpaxeHHbIM 6nedapodMo30M 1 HapyLLEHUAMU
’ ’ YMCTBEHHOTIO pa3BUTUS: KNMHMYeCKasa Knaccudukaums, 3TMoNorus, CUMNToMaTosnorus, AMarHocTmKa.

Bpemsa 16.20-18.00 [ducmopdonoruyeckasn ceccusi - obcyxaeHne HeBbIICHEHHbIX crydaeB (unknown cases)

20:00 Mpa3aHUYHbINA YXKUH

6 noHa 2014 roaa (BockpeceHbe)

Bpemsa 8.00-13.00 | OumarHoctuyeckme npobniembl, Hepacno3HaHHble cnyvyan metabonuyeckux 3aboneBaHui.

Bpems 14.00-17.00 | [OuarHocTuka u neyeHune peaknx 3abonesaHunin B pasHbIX CTpaHax, NpeacTaBrieHne onbita
Bpems 17.00-18.00 'MepgmumHcKan KOHCynbTaums

godz. 18.00-19.00  Y>kuH

7 viioHa 2014 (noHeaeNnbHUK)

Bpemsa 7.00-8.00 3aBTpak

Bpems 14.00-18.00 lNoe3pka B asponopT

MapannenbHaa ceccus - A4JiIS OpraHU3aLum NaLMeHToB U YieHoB defepauum NaUMeHToOB peaKnux
6onesHen B LleHTpanbHO- BOCTOUHOM EBpone

4 niona 2014 (nAaTHMUa)

Bpemsa 10:30-13:30 |Peakue 3aboneBaHus B EBpone

Bpems 14.30-18.00 MpakTuyeckoe NpuMeHeHMe 3aKoHoAaTeNnbCTBa B 06/1acTu yxoAa 3a 60nbHbIMU PeaKUMU
: : 3abonesaHnsAMM, HacTosiLLee Bpems 1 byayliee.

Bpemsa 19:00 "punb-yxuH

MapannenbHana ceccus — NeKUUU ANA NaLUEHTOB U ONEKYHOB

5 noHa 2014 ropa (cy66oTa)

Bpemsa 10.00-13.00 | JleyeHue, cneumanuanpoBaHHas MeaMUMHCKas oneka, peabunuraums

Bpems 14.00-16.00 K dusmoTepanus, ncuxoTepanusa 1 HabnoaeHne NauMeHToB C peaKkuMn 3aboneBaHNsIMK

Bpems 20:00 Mpa3aHUYHbIA YXKUH
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CoopraHmsartopbil:
{Y“/ 1  depepauns naumneHToB peakux 6onesHen B LieHTpanbHo-BOoCTOUHOM EBpone ¢ ]
'!! 2  Accoumnauus naumeHToB ¢ Mykononucaxapunos u pegkux 3aboneBaHuim i
3 BceykpauHckas obLuiecTBeHHasa opraHusaumsa «O6beanHeHne nHBanmaoB - 6onbHbIX MIMNC @
4 Benopycckas opraHuzauusi 60nbHbIX MyKONOMCaxapuao3oM 1 ApYrMMU peaKUMN reHeTUYECKUMM &
3abonesaHusaMu
5 Bcepoccuiickoe 0buiecTBo opcdaHHbIX 3aboneBaHunin www.rare-diseases.ru (
6 Bcepoccuiickuin co3 naLmeHToB ¥
7 Eurordis, peaknx 6onesHei B EBpone fé

) 4 HayuHblii kKOMUTET

Anna Tylki Szymanska MD, PhD (Warsaw)

Matgorzata Krajewska-Walasek MD, PhD (Warsaw)

Latos - Bielenska Anna MD, PhD (Poznan) T
Matgorzata Syczewska MD, PhD (Warsaw)

Aldona Dembinska-Kie¢ MD, PhD (Krakow) \\
Grzegorz Wegrzyn PhD (Gdansk) Y.
Agnieszka Lugowska PhD (Warsaw) Peokue 3abonesanus 7 \
Barbara Czartoryska PhD (Warsaw)

Jolanta Wierzba MD (Gdansk) A “‘*\,
10 Krumina Zita, MD, PhD (Riga)

11 Nataliia Pichkur MD, PhD (Kiev)

12 Ekaterina Zakharova MD, PhD (Moscow)
13 Jolanta Marucha PhD (Warsaw)

X“/ OprkoMmuTeT

‘W 1 Tepeca MaTynbka - npeacenatens npaeneHusa O6wecTsa ctpagatowmx MIMC n peakumn 6onesHsmu
2 Manroxata [Jopoba - koopamHaTop no MexayHapoaHsiM Bonpocam MIMC v peaknx 6onesHen
3 KOcTbliHa MaTynbka - ka3Havern ObwectBa cTpagarowmx MIMC 1 peakmmm 6one3HsMu
4 AHeTa TPOXUMIOK - YneH npaeneHusa ObwecTtea cTpagatowmx MIMC n pegkrmmn 60ne3HAMU
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), D Ha BPemsA NposeseHNs KOHbepeHuMmn Mbl 3abpoHnpyem ansa Bac MECTO B FOCTMHNLIE U1 3aKaXem NnTaHue.

d Ina locten KoHepeHLMn Mbl 3abpoHupoBanu Mecta B roctuHuue Moscicki****Resort & Conference,

ok Cnanbckoin pe3ngeHuun (Rezydencja Spalska), Cnanbckux rocteBbix HoMepax- Llapckas OpaHxepes
(Carska Oranzeria). KauecTBo Oka3blBaeMbIX YCryr 1 KpacoTa npupoasl Cnanbckoro naHawagTHOro napka,

MO3BONIAT BHOBb 06PECTU ONTUMU3M, SHEPTUIO, CUSTbI ANA AanbHelwen paboTbl.

Cnanbckas pe3vaeHuums, Spata, FoctuHuua Moscicki, Resort & Cnanbckue rocteBble Homepa — Llapckas
ul. Wojciechowskiego 15 Conference, Spata, ul. Nadpiliczna 2 Opanxepesi, Spata, Wojciechowskiego 15
) O CornacHo pacnopsixeHuto MuHuctpa 3apaBooxpaHeHmst oT 06 okTA6ps 2004} roga no Bornpocy crnocobos
h BbINOSIHEHUS1 06A3aHHOCTU NPOECCHMOHANBHOMO YCOBEPLLEHCTBOBAHUS BpaYyeln, y4aCcTHUKaM KoHpepeHumun
== 6yayT npefocTaBnsATbCcs obpazoBaTenbHble 6ansbl.

OT MMeHM opraHn3aTopoB OT BCEro cepaua npuriallaem NpuHATb y4acTve B KOHDEpPEHLMN; rapaHTMpyem

TENnny CeMenHyo aTMocdepy, BbICOKUIA YPOBEHb JTEKLIMI 1 OTABIX CPpeam Npupoapl
Cnanbckoro nangwadtHoro napka. MHdopmauua Ha cante www.chorobyrzadkie.p
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Mpencepatens ObuiecTBa
JIlepeca MamyrvKa

sekretariat@chorobyrzadkie.pl
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