XIV MexayHapoanyto
Kongepenumio Peaxux 3abonesanmit

nmmeHme

"Choroby Rzadkie - Nasze Zadanie"
1-3 uronb 2016 r. Biatobrzegi "Rare Diseases - our task” ]

YBaxaemble [Jambl un Nocnoaa,

OOuecTBO CTpagaroLLmx Mykononucaxapmao3om n Pegkumn bonesnsmu npurnawaet Ha XIV MexayHapogHyto
KoHgepeHuunto Pegknx 3abonesaHnn ,Pegkune bonesHn — Hawa 3agaya”, kotopas coctomtesa 1-3 nonsa 2016 roga B
Bbanobxerax B KoHdpepeHunoHHo — PekpeauunoHHoMm LieHTpe ,[pomeHasn”. KypopTHbI OTenb pacrnonoxeH Haa
3enKMHbCKUM 3anvMBOM, OKPYXKEH fiecaMu 1 NpeKkpacHbIM NapKoMm.

YyacTtBOBaThb B HeW OyAyT:

BblAaloLLMecs yYeHble B 0bnacTu peakux 3abonesaHuin B CTpaHe U 3a rpaHuueit

cneuvanucTsl MeTabonuyeckux 3aboneBaHuin, reHeTUKMU, HEBPOIOr, Kapanorory,

Bpa4u, NpeaocTaBnsoLLMe HENOCPEACTBEHHbIN MeQULIMHCKUI yX0a 3a NauueHTamu,

cneumanucTbl CUCTEMbI 3paBOOXPaHEHUs, MpeacTaBuTeNn ob6nacTHON rocyaapCTBEHHOM agMUHUCTPaLNN,
nuaepbl opraHusaunii NaumMeHToB ns-3a pybexa

Bo Bpems koHepeHUUn 6yayT npoBOOUTLCA:

neKkumn Ans Bpaven 1 yYeHblXx,

CeMMHapbl Ans Bpayen u TepanesTos,

MEeAMWLMHCKME KOHCYINbTaLUUN U KOHCUITUYMbI,

Ounckyccus ¢ akcnepTamm

Llenn koHdepeHumnn: KoHdepeHLMsi, KOTOPYIO Mbl OpraHu3yeM ,yke YeTblpHaauartas, uMeeT Lenb obpatuTb

BHMMaHME Ha HYX[bl NAUNEHTOB C peakummn 3abonesaHuamu. OpraHuays KoHdepeHUun, ceMmmHapbl 1 obyvyeHue B
obracTtu pegkux 3aboneBaHun, Mbl XOTUM MOAYEPKHYTh, YTO HaLLW COBMECTHbIE, CKOOPANHVUPOBAHHbIE AENCTBUS
MPVBOAAT K YNYYLLEHUNIO MOMOXEHNS BONbHbBIX C peaknummn 3abonesaHnsimu B [NonbLue 1 B Mupe.

Mpurnawas cneunanvcToB ¥ nNpernogasaTenei U3 Halle U n3-3a pyGexa Mbl XOTUM PaclUMPUTL 3HAHUS U OHECTH
HOBeMLLME Hay4Hble JOCTUXEHUS B 06MNacTu peakmx 3abonesaHuin U, Kak cneacTeue, YNydlnTb ANArHoCTUKY U
cneumanManpoBaHHy MEOULMHCKYH MOMOLLb Ha nauuMeHTaMu ¢ peakuMu 3abonesaHusiMu.

K yyacTuio B KOHbepeHLMM NpurnallaTcsa Takke NonUTMKOB, NpeacTaBuTeneii nauMeHTos
1 CreunanmncToB CUCTEMbI 31PABOOXPaAHEHNS!, KOTOPbLIE NOAENATCSA CBOMM OMNbITOM U 3HAHUAMU, KOTOpbIE ABMsAeTCS

KIMHOYOM K JOCTUXKEHMIO LIENN.
OpraHusaTopbl KOH(epeHUUu:

O6uecTBO cTpagaroLWmMx Mykononucaxapmaosom n Pegkumn bonesHsimu, ¢ ycagbbon B ['ockoBe
B coTpyaHudecTtBe ¢ Poccunckon MNaumeHToB 13 EBponbl, LieHTpansHo n BoctoyHon EBponbl, a Takke Accoumnauuu,
06beauHALLME NALUEHTOB C peakuMmu 3aboneBaHnUsiMI.

XIV MexayHapoaHast KoHbepeHuus peakux sabonesaHun nogaepxusaetca uneHamu Accoumnauun  MIMC  un
Penkue BonesHn n onHaHcmpyeTcs 13 ero cpencts. OT umeHn HayyHoro OpraHusauuoHHoro Komuteta v 4neHoB

Accoumanmm MIMC B MNMonbLue, Mbl NpurnawlaeMm BCeX 3auHTEPECOBaHHbIX TPYAHBIM NOMOXEHMEM NaLMEHTOB C
peakumn 3aboneBaHuamu Ans yyactus B KoHdepeHuun.

C yBaXeHunem

JIlepesa MamyrvKa

MNpe3naeHT Accounaummn MIMC n Pegkne bonesHu
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Ha3BaHusa MeaAMUMHCKUX ceccumn

30 nioHna 2016 ropga (4eTBepr)

ceccusa AnsA opraHM3auumn, naumeHToB 1 YneHoB ®enepaunu MNMaumeHToB ¢ Pegkumn 3aboneBaHusiMu B

LleHTpanbHon n BoctouHon EBpone.

13.30 — 14.30 Peructpauyus

14.30 — 14.40 OTKpbITME ONCKYCCUN

14.40 — 15.30 BbICTynNEeHMSA 3KCNEPTOB,KOTOPbIE NOAENATCS CBOMMU 3HAHUSAMU N HaBblkaMW

15.30 - 17.00 HAuckyccus - co cneynanuctamm CUCTEMbI 34paBOOXPaAHEHNS, AOMKHOCTHBIMW Nl amMu
agMUHUCTPpaL MU rocydapCTBEHHON Y NpeAcTaBUTENsiMM OpraHn3aLmn NaumeHToB

17.00 — 18.00 Bonpochkl 1 OTBETHI

19.00 — 22.00 [1pUBETCTBEHHbIV YXXWH ONSA NpUrnalleHHbIX Ha KOHepeHLUUIo rocTemn

01 vrona 2016 ropa (NATHULA)

07.30 - 08.30 PerucTpaunsi y4acTHUKOB

08.30 - 09.00 OTKpbITNE KOHEPEHLMMN
09.00 - 10.40 OnpepaeneHne pefkux 3aboneeaHni, 4OCTYN K BCEOOBHEMITIOLLEN OMNEKN 30PaBOOXPaAHEHUS

N coumanbHom nogaepXxku
CeaHcbl MeguLUMHCKMeE AN Bpaqeﬁ, Y4€eHbIX, naGopaToprlx ANarHocCToOB, (bI/I3I/IOTepaHeBTOB

09.00 - 11.00 dyHgameHTanbHble Hayku B cnyx0e pa3BuTusi 3HAHU O peaKkux 3aboneBaHumsIX
11.20 - 13.00 MeToapl AnarHocTukM npm 6onesHsx ooMeHa BelecTB
14.00 — 18.00 TlaTocbmamonorms n KNMHMKa HEKOTOPbIX 3aboneBaHnii 0GMeHa BELLIECTB

19.00 [punb — yxuH

02 niona 2016 ropa (cy660Ta)

08.00 — 13.00 MeToabl TepaneBTUYECKOro fieYeHnst pegkux bonesHen
CeaHcCbI reHeTU4YecKkue AnA YyYeHbliX, na6opaTop|-|b|x ANarHoctToB U T. A.

14.00 — 16.00 [dncmopdonornyHas Ceccus
16.20 — 18.00 [dmcmopdonornyHasa Ceccus — obcyxaeHne HeoObACHMMbIX ClyyYaeB
19.00 [pasgHUYHbIN YXKWH

03 niona 2016 roaa (BockpeceHbe)

09.00 - 11.00 TpyaHoCT AnarHOCTUKK, Hepacno3HaBaemble criydan metabonuyecknx sabonesaHum
11.20 - 13.00 Mexay knuHMkon n nabopatopuen — npe3eHTaLms cryyaes

14.00 —17.00 [OuarHocTuka u neyeHune B peakmx 60nesHsx B pasHbIX CTpaHax

17.00 - 18.00 MeaumumHckme KoHCynbTaumMm HEM3BECTHLIX  MEAMULMHCKUX — Cryvaes

18.00 —19.00 YxwuH

04 vrona 2016 roga (noHeaenbHUK)

08.00 —09.00 3aBTpak

14.00 — 18.00 TpaHcdcep B aaponopT

MapannenbHble 3acegaHus

INekuun gnsa naumeHTOB, oneKkyHoB, rehabilitantow, TepaneBTOB M NcuxoTepaneBTOB
02 nrona 2016 ropa (cy660Ta)

10.00 — 11.30 HoBoe B nevyeHnu pegkux 3abonesaHum
12.00 — 13.30 B03MOXHOCTW ANArHOCTMKMK, cneynann3npoBaHHas MeauumnHckas noMoLLb
15.00 — 16.30 MeToapl peabunutaumm Npu peaknx 3aboneBaHnax
16.30 — 17.30 [JonrocpoyHbIn NannmMaTmMBHbIA YXOA4 3a NauneHTamm
19.30 [MpasgHWYHBIN YXXUH
03 niona 2016 roaa (BockpeceHbe)
08.00 —13.00 KoHcunnymbl 1 KOHCynbTaumm cneumanucta. MeguumHCKMe KoHCynbTaumm

14.00 —17.00 KoHCUNMYMbI CIOXHbIX CIly4aeB
18.00 YxuH
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CoopraHusaTopbl:

®depepaumsa MNauymeHtoB ¢ Pegkumn 3a6oneBaHusamum LleHTpanbHon BocTtouHow Eponbl, B COCTaB KOTOPON
BXOOST:

1. lMonbckoe OBLLECTBO CTpagatoLLmMX MyKkononucaxapmaosom u Pegkumu bonesHamu

2. benopycckast OpraHm3aumsi bonbHbix Ha MPS v gpyrue pegkne reHeTU4eckue HapyLLeHUst

3. Jlutosckasa Accoumauma OEMYTATOB u gpyrue reHeTudeckme metabonuyeckne 3aboneBaHuns

4. YxpaunHckas Accouunauus Jliogen ¢ orpaHmyeHHbiMyu BosmoxHocTsamm — naumenTsl MIMNC

5. Russian Association of Rare Diseases (RARD)

6. Union of patients and patient organizations with rare dieases

Hay4yHbin KomuTerT:

1. mpodp. AHHa Teinbku LvmaHbcka / Anna Tylki Szymanska (Bapwaea, PL)

2. npod. Manroxarta KpaeBcka-Bansicek / Matgorzata Krajewska-Walasek (Bapwasa, PL)
3. npod. Segolene Ayme (Mapwx — PpaHums)

4. npod. Padan Nnocku Ptoski /Rafat Ptoski (Bapwasa, PL)

5. npod. AHHa JlaTtoc-benuHcka /Anna Latos-Bielehska (Poznan, PL)

6. npod. MNpuropun BeHnnkuH /Grzegorz Wegrzyn (Gdansk, PL)

7. npod. Hayxmuk MpuHa BeceBonogoeHa (MuHck, Benapycb) /Naumchik Irina Wsevolodovna
8. npod. Hatanesa Pichkur (Kues, YkpanHa)

9. npod. Shunji Tomatsu (Yunmunrron, CLUA)

10. npod. MopH Onumeep Cacc /Jorn Oliver Sass  (BoHH, NepmaHus)

11. O-H. mea. Hayk ArHewuka tugowska /Agnieszka Lugowska (Bapwasa, PL)

12. g-p H. MNMpup.. Bapbapa YapTopsicka / Barbara Czartoryska (Bapwasa, PL)

13. a-p mea. 36urHes XKy6ep /Zbigniew Zuber(Kpakos, PL)

14. p-p men. 3uta KpymnHa /Zita Krumina (Pwura, Jlateus)

15. p-p megn. Ekaterina 3axapoea /Ekaterina Zakharova (Mockea, Poccus)

16. O-p mea. I'paxuHa Kleinotiene /Grazyna Kleinotiene (BunbHioc, Ilutea)

OpraHusaumnoHHbIn KomuTerT:

Tepesa Matynbka — npeacenatens NpasneHus Accounaumn MINC n Pegkne bonesHu
Manroxarta [Jopo6a — koopanHaTop No BonpocamM MHocTpaHHbix agen MIMNC n Pegkne bonesnun
KOctbiHa MaTynbka — ka3Hayven Accoumaumm MINC n Pegkue bonesHu

MaxeHa BapTkys — uneH Accounaumun MINC n Pegkve bonesHu

AHeTa Tpoxumiok — npegceaatens Komucenn Accoumaumm MINC n Pegkue bonesHun

Tamapa Martesud — npeacenartens benopycckoro Accouunauun MMNC n  BonesHu

I

MpoxunBaHue n nutaHue ans Nocten KoHdepeHUMN Mbl 3abpoHMpoBanu ans Bac B Yue6Hom LleHTpe
»Allianz” n ,,Rewita WDW PbiHA. He6onbloe paccTtosiHMe oT BapwaBbl, 611M30CTb € NpUpoaon n KoMpopTHbIE
ycnoBusA npoxuBaHuA obecneyat Bam paccnabneHue v otabIx.

BblcokOKkayeCTBEHHbIE YCNYrn OTENst U OTNIMYHOE MECTO, CNOCOBCTBYIOT PU3NYECKON aKTUBHOCTH
n otabixy. B/y otenu B ygobHoM mecTe Ha BocTouHOM 6epery 3enkuHbckoro 3anvea — B 30 kM OT ueHTpa Bapluasbl.
OkpyXeHbl 60MbLLMM, OrOPOXKEHHBIM NECHBIM KOMMeKCoM obecnevar Hawwmm TOCTAM TULLUHY U KOMAOPT OTAbIXa.

YyebHbin ueHTp "Allianz" Homepa KypopT Rewita WDW PbiHs

OT UMeHM opraHn3aTopoB Npurrallaem Bac NPUHATL y4acTue B KOH(DEPEHLMMN, Mbl FTaPaHTUPYEM MPUSATHYHO,
CeEMENHy0 aTMOCdEpPY, BbICOKUIA YPOBEHb MEOULIMHCKUX OOKNALAO0B U BbICTYMNEHWUIA, paccrnabneHne n oTabix cpeam
necos, Ha 6epery 3enknHbckoro 3anuea .
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Mpurnawaem K yyactuio B KOHpepeHuun

Mpaenenune O6wecTtBa BonbHbix MINC 1 Pegkummn bonesHammu, NnpuHan peweHme o nposegeHumn X1V
MexgyHapoaHor KoHdepeHummn no Pegkum 3aboneBaHusam nof HassaHueM "Pegkve bonesHu - Hawa 3agada’.
KoHdepeHuus HanpaBneHa Ha yrinybneHve 3HaHun o0 pegkmMx 60nesHsX.

MpurnawaemM BblAAOLWMXCA CNELNANUCTOB U YYEeHbIX CO BCEro MuUpa, YTobbl MPUGNN3UTL 3HAHKS U MHAPOPMUPOBATL
0 rnocrnegHux AOCTWXEHUAX Ha 3Ty TeMy. MNaumneHTbl, cTpagatoLme aTUMKU 3aboneBaHNAMM CTankMBalTCs C OrPOMHbLIMU
npoGrneMamu u3-3a OTCYTCTBUSI y4acTUsi CNeLnanmcToB.

B pamkax koH¢epeHuun Accoumauma obecneumBaeT y4yacTHUKaM:
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BO3MOXHOCTb MPUHSITb y4acTue B 3acefaHunu,
nyonvkauum n matepmanbsl KOHOEepPeHUUNR,

OpoLopbl U MHpopMaLUMo O peakux bonesHen,

obpasoBarenbHble 6annbl Ang Bpadern 1 nadbopaTopHbIX ANArHOCTOB,
npogeccnoHasbHbIN CUHXPOHHbLIN NepeBo Ha TpeX sA3blkax,

ONS1 XKenawLmx, y4acTve B KOHCUNMyMax 1 KOHCYNbTaLusax C ydacTMem nauneHToB,
y4acTve B MEPONPUATUSIX, OPraHM30BaHHLIX YleHaMu accoumnaumm,

npoxuBaHue, kogpe-bperik, 3aBTpakn, 0beabl, YXVHbI.

0, 0, 0, 0, 0,
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STOWARZYSZENIE

MUKOPOLISACHARYDOZE.
(MPs)
QROBY RZADKIE

OpraHusaTtop kKoHdepeHumnu: Accoumauns bonbHbeix MPS n Pegkne Bonesnun n ®epepauus MNauymeHToB ¢
Peoknmn 3abonesaHusmu B EBpone

JlekTopoB KOHEpPEHLMM B 3TOM rofly MPOCST Kak MOXHO CKopee npucrnaTb aHKeTy-3asiBKy, aBTobuorpaduyeckyro
Hcopmdpumio, poTorpacduio, Te3NChI BBICTYNINEHMS (C aHHOTauuewn) He no3gHee, Yem o 20 mas 2016 roga. no dakcy
+48 22/757 81 97, e-mail: biuro@chorobyrzadkie.pl [ononHWTENbHYIO MHPOPMALIMIO MOXHO NOMYy4YMTb N0 TeNedOHy:
603 242 367

Bonpocbl 0 KoHhepeHLnn Takke MOXXHO HanpaBnATb MO AMEeKTPOHHOM noyTe e-mail biuro@chorobyrzadkie.pl
Grzegorz Cabrzynski, MObuUnbHbI TenedoH +48 603 242 367, e-mail gregorvip@gmail.com

C yBaxeHuem

Tepesa Matulka

npesuaeHT MNpaenenusa O6wecTBa BonbHbIX
MIC n Pegknmun BonesHsamm

Ten. oduc: 48 22/767 81 97
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