[Mpoorpamma coopymMda
«Pepkme XXeHLLUHbI»

10:10-
1:30

1:30-
12:00

12:00-
13:30

13:30-
14:30

MIEHAPHOE SACEOAHUE

| LOPYM
\ PEOKUVE
NAEHLLIHbI

AnéHa AnekcaHpgpoBHA ApueBd (KypaTtoBa), yupeouterib AHO «Pegkme NKEHLLVIHbBI»
AnexkcaHap EBreHbeBUY TKAUEHKO, NnpencenaTesib npaBrieHns MNopesngeHTcKkoro dooHaa «Kpyr oo6pa»
Bacuvunuii FreHHaabeBUY VIrHATbeB, reHepdibHbI aupekTop 'K «P-dbapm»

Kodbe-6penk

COBMECTHAA APXUTEKTYPA
nomMoLuimn

1. OpdoaHHbIE 30601EBAHUNSA KOK
30HO OTBETCTBEHHOCTU
rocynocpcTea

2. HaumoHabHble mogenn
noSINTUK B cdoepe pearmx
30601eBAHNN

3. JocTyn K opdotHHbIM
JIEKAPCTBAM: BKOHOMUKA U peLUeHnst
4. MNAUMEHTCKME OPIAHN3ALMN KAK
MOPTHEPDLI FOCYOAPCTBA

OkcaHa FropuakoBa

OunpexkTop LleHTpa pasBuTna
MeNAOYHOPOLOHbBIX COLIMOKYJIbTYPHbIX
1 0enoBbiX CBA3eM «MOCTbI», KOy
ICF, npenopoBaTesib MHOWNACKOM
domnococounn

Nada Alfy Thabet (ErvneT)
HOMUHOHT HO HoBeneBcKyto
npeMuio Mm1pa; genyTaT MNanaTbl
npeocTaBuTenen ErmnTa; unex
BbICLLEro KOHCYIbTATUBHOIMO
KOMUTETA MO MPOBOM JIMLL, C
MHBOJIMOHOCTbIO; OCHOBATESb
«[depeBHN HoOoex<Obl»

Sheela Upadhyaya
(BenMkobpmnTaHNA)
OcHOoBATESNTbHNLGO KOHCOTVHIOBOM
KomMmnaHun Rarely Ordinary,
CneyManmManpyroLLLeCA HA penKnx
3a6o0neBaHNSX. Conpencenarenb
rpynnbl No pPegKkMm 3a6071EBOAHNSM B
HTAI (Health Technology
Assessment International)

Prasanna Kumar Shirol (VHouvs)
CoocHoBdATEsIb U UICMOJTHUTESbHbIN
ounpexkTop ORDI (Organization for
Rare Diseases India)

Bithika Ghosh (MHOus)
CekpeTapb Muscular Dystrophy
Patients’ Welfare Society,
MHNLMATOPR FroCcyadpCTBEHHOMO
npoekTa Rare Disease Clinics

O6ep,

BUTAJIbHOCTD,
PESUJIbEHTHOCTD,
AJNEPTHOCTb

1. COMOBbIPONAEHME KK
MNCTOUHNK BHYTREHHEWN CUIbl
2. BUTOIbHOCTb 1 CTEecc

3. NKEHLLMHO KOK
MPOCTPAHCTBO XKN3HW

AnéHa fpueBa (KypaToBa),
yupeountenb AHO «Pegkune
NAEHLLIVHbI»

BUTAJIbHOCTb KAK OCHOBA
JINOEPCTBA

1. OT MHUUMATUBBI poguTenen

K NpodoeCcCUOoHATbHbIM
MHCTUTYTOM

2. MNaumeHTckme HKO

KOK MAPTHEPDLI CUCTEMbI
30/00BOOXPAHEHNA

3. MexxgyHapoaHaa koornepaumns
MOLUMEHTCKNX OPRIOHM3ALMIN

4. NKeHcKoe nmaoepcTBO

B MALUVEHTCKOM OBUNAEHUIN

EneHa BenoHorosa Aae
ToppexoH (Poccus,
BennkoopuTaHns)
Boau-KOHCYNbTAHT dooHOa
«eTn-6a604Ku», BpAY-NeanaTp,
BROY-ONETOSIOr 1 OETCKUIA
BlOY-HEBPOJSION

Deniz Yiimaz Atakay (TypLms)
OcHoBdaTeNbHMLLO Accoumaumm
cemMeln NauneHToB C
doeHunnKkeTorypmen (PKU) B
Typuunn; generaTt Typuum B
ESPKU; noneunTtenb GAP;
noneynTersib 1 npencenaTerb
Pepepaumn pegKrnx
3060neBaHUNN TypLnn

Hanaa El-Sadat (Ervner)
OcHoBaTenb Yasmine El Samra
Foundation - DEBRA Egypt; uneH
cnonHTeIbHOro KoMUTeTd
DEBRA International

Parvathy Krishnan (CLLIA)
MpesngeHT Parvaty Krishnan
Family Foundation

Angélique Sauvestre
(PpaHuKma) MpeocenaTenb
DEBRA France; Buue-npes3noeHT
DEBRA International



14:30-
16:00

16:00-
16:15

BUTAJIbHOCTb KAK BJIMAHUE

1. OT MHUMOTUBBI K CUCTEME

2. IHKMO31a KOK HOBOISI COLMATIbHAOSA
HopPMd

3. MapPTHEPCTBO KAK MOoaesb
6ynyuero

4. Mo6anbHOA MOBECTKA pedKunx
30601eBAHNMN

BukTtopus NMoneHoBa (Poccus)
MpeanoeHT MAPS, pykoBoguMTENb
OTAENA PA3IBUTUA HAYYHbBIX
MpoeKToB cooHOA «[1eTnN-6a60UKINY

Ravdeep Singh Anand (VHOws)
OcHoBdaATes b U Npe3naeHT dooHad
Dystrophy Annihilation Research
Trust (DART)

Nadiah Hanim Abdul Latif
(Manainaus) MNMpeanoeHT Malaysian
Rare Disorders Society (MRDS)

Dr. Durhane Wong-Rieger (KaHooo)
Mpe3noeHT Canadion Organization
for Rare Disorders

AHacTacusa YepenaHoBad (Poccus)

Ndnpexktop braroTBopuUTESIbHOro
dooHOA «NAN3Hb KAK YyO0»

MepepbiB

BUTAJIbHASA NKEHLLLUHA
KAK MEOVLUVHCKN
PECYPC CEMbU

1. MOTb KOK MNOPTHEP B
NeyeHnn, a He «HEBUOVMbIN
pecypce»

2. MyTb K ANArHO3Y: OT
CUNCTEMHbIX NPOBENOoB K
CUNCTEMHDBIM PELLEHNAM

3. Yxon 6e3
COMOYHUNYTONKEHUS:
nepepacnpeneneHmne
OTBETCTBEHHOCTWV B CEMbE
4. JOMALLIHMA YXOL, KOK
MHOJOOACTRYKTYRA
YCTOMYMBOCTU CEMbU

EneHa BenoHorosa e
ToppexoH (Poccus,
Bennko6puUTaHS)
Bpod4y-KOHCYNbTAHT dooHOA
«[1eTN-60604UKINY,
BOY-MegunaTp,
BOOY-OVNETONION U OEeTCKIN
BOOY-HEBOSIOI

Dr. Gayatri Rangarajan lyer
(NHOna) PhD,
cepTNAONLINPOBOHHDBIN
reHeTUYECKNI KOHCYTbTOHT,
HOYYHbIM coTPpyYOHUK Tata
Institute for Genetics and
Society, 3amecTUTENDb
ceKkpeTapsa CoBeTd Nno
reHeTNYEeCKOMY
KOHCYJIbTUROBOHMIO HOMN

Sushma Gopalan (Houns)
KnnHnyeckuii ncuvixosor, PhD;
pykoBoguTenb cnyx«6bl Child
Life B 6onbHMLe Manipall;
ocHoBATESb LeHTPd Kridavat
Child Life and Beyond

Mercedes Alessandri (Hnn)
KoopamrHaTop NporpdMMbl
CECTPUHCKOro yxoad Ho OoMy
DEBRA Chile,
OVMIIOMUPOBOHHOSA
MepgocecTpa

Dr. Omar Jagne (Ffamoéuns)
[eHeparbHbIN OUNPEKTOR
Me<ayHapoOHoOWM ceTu
60bHUL, Africned.
Moencenarens

Megu umHCKOro
AHTUOOMMHIOBOIrO KOMUTETA
HaoumoHabHOro
ONTMMIMUNCKOIO KOMUTETA
Framéunn

BUTAJIbHOCTb KAK BblIEOP

1. CTnrma, BUHA U KYJNbTYRHOE
noBneHue

2. OT NnyHoM Tparegn K
nvoepcTBy

3. MK13Hb B yCr10BUAX
HeonpenenéHHoOCTU

4. My Tb repos: Myx<ecTBo
noBceOHEBHOCTU

Onbra NpemsakoBa (Poccus)
Yupenuntenb dooHOa «Fopaen»

Catherine Jayasuriya (CLLIA)
OcHoBATEb U CMNOJTHNTESbHbIN
ounpexTop Codlition Duchenne;
pexKmcceép, nponrcep

Viasta Zmazek (XopBaTnA)
MpeasnoeHT DEBRA Croatia, uneH
McnonHUTenbHOro KoMmmTeTd
DEBRA Interncational; uneH
CoBeTd OVpeKTopPOoB
RareResourceNet

Clair Malik (ErvneT) OcHoBaTENb
" pyKoBOOUNTESb MHCTUTYTA ONA
Jtogen ¢ HApPYLLEHWMEM CrlyxXad npu
AHIMMMKAOHCKOW LepKBU B Kanpe

AHcacTacus LLlepuxopa
(Poccuis), YneH npaerneHmna POO
«Ha ogHOM ObIXAHW»,
OCHOBOTEsIb OHNAMH-pecypca
nna poguTenen netem

c MykoBumcumoosom CF Kids;
nepeBoOYNK M CAELNOSINCT

Mo MEeXKKYJ1bTYPHOM
KOMMYHUNKALW; FTna-rnepeBoavmk

| POPYIM
\ PEOKUE
NAEHLLLHBI



16:15-
17:45

18:00

MAN’S HAND

T. My»KUMHG B CUTYALN PeaoKoro
OMNArHO3aA: OT PEAKLNU K OENCTBUIO
2. My>XKUMHO KOK OMNopd CUCTEMbI:
NABHb PSO0M C «penKom
NAEHLLIMIHOM»

3. PeaKast \KEHLLIVHA rIa3aMU CbhIHO:
KOK doopMUpyeTCH BOCMpUaTME
cemMbu

4. My»K4YMHA FNosamMm geTemn:
dOYHKLMA OTLIA B YCTONYMBOCTU
cemMbu

Ceprenn HacmnésH, ncuxosor,
TeHepP, KOHCYJIbTAHT

Ravdeep Singh Anand (VHOwA)
OcHoBaATes b U Npe3naeHT dooHOd
Dystrophy Annihilation Research
Trust (DART)

UNropb YyBCTBMHOB - lOpuCT
KomMMepYecKkom NpakTk Nevsky IP
Law, MOTEHTHbIN NOBEPEeHHbIN,
npenogaBATESNb-MCClIeaoBATE b
Kadoenpbl MHTENNEKTYASTbHbIX MPOB
MocCKOBCKOro rocynapcTBEHHOro
IOPUONYECKOrO YHUBEPRCUTETA M.
O.E.KyTadomHa (MINOA)

NBaH KypaTtoB
YuaLimimesa 11 Knacca, CbiH peaKomn
NAEHLLINHbI

Dr. Omar Jagne (fam6us)
[eHeparnbHbIN ONPEKTOR
MeN/OYHAPOOHOW ceT 60JbHUL,
Africmed. MpencenaTenb

MeOou uMHCKOro 1 AHTUOOMMHIOBOFO
KOMUTETA HALMOHOIbHOro
ONTMMIMUINCKOrO KOMUTETA FaM6UM

3akpblTne doopyma

BUTAJIbHOCTb
n COSNOAHUE

1. OT NIMYHOro onbITa

K OBLLLEeCTBEHHOMY OBUNKEHUIO
2. CooBLLECTBO KOK MCTOYHUNK
cunbl

3. OT NPUHATUNA ONOrHO34d K
MOVICKY peLUeHnNi

4. JINYHOSA NCTopnAa KOK
CcouVanbHbIN pecypc

Onbra FrpemsakoBa (Poccuna)
Yupeomtenb dooHOd
«oppoen»

Shruti Gupta (MHons)
OcHoBaTernb LAMA2India

Shikha Metharamani
(Nngna) MoesnoeHT

1 ocHoBaTesb Indian Prader-
Willi Syndrome Association
(IPWSA)

Priscilla Vicent Chassama
(TaH3aHWSA)
CoocHoBaTeNbHMLIO Tanzania
Sicklecell Warriors
Organisation (TASIWA) n
npencTaBUTESb MHTEPECOB
NMAUVEHTOB C
cepnoBUOHOKIETOYHOM
aHemumem

Cocbusa MNecoumHckas (CLLA)
OcHoBaTeNb
«lccnenoBaTENIbCKOro
cooHOa Bepbl MNecounHCKOM;
yudcTHULO NTSAD

CEMAPALIVA ONATHO3A
OT JINHHOCTU

1. OT NALUMNEHTO K CYOBEKTY
COBCTBEHHOW NAN3HU

2. CTUrMma, BUHA 1 COLMATbHOSA
M3onaumns

3. CoobLLEeCTBO KAK
MPOCTPOHCTBO CUJSbl

4. [0NOC NMKEHLLMH C OANArHO30M B

ro60SIbHOM OBUNKEHU

Posa MamrneeBa (Poccus)
TpeHep No Ny6IMYHbIM
BbICTYMJIEHUNSM N CUCTEMHOMY
MbILLIEHNIO
CepTrndonLPOBOHHOSA
JOUNHOTNCTKAO 3AMbIBA
Bosphorus Cross-Continental
Swimming Race

HaTtanba Ckpeb6uoBa (Poccus)
VcrnonHUTENbHbIN ONPEKTOR
dooHO A «[1eTn-60604KN»

Toni Roberts n Cady Ward
(KOAP) CoocHoBaTenn DEBRA
South Africa

BepoHuka Bonoxa (Poccuns)
MpencenaTenb MOXKKO OO0
"BON" Xa60p0OBCKOro PAMOHA.
Meparor-opraHnN3aToP
AOCMATUBHbBIX KYJTbTYOHO-
MOICCOBbIX MepOoNpUATUN ON1s
nofgen c OB3

Setsuko Shiraishi (Mekcunka)
VcrnonHUTENbHbIN ONPEKTOR
DEBRA Mexico v uneH
VIcnonHUTENbHOrO KOMUTETA
DEBRA International.

| POPYM
B PEOKUE

NAEHLLNHbI



