>> 1IIKOH MOPPUC: Bcem nobpoe yTpo.

Mbl HauHEM Yepes3 MIHOBEHME, i pa3peLlato Bce

NoceTUTENN AOMKHbI BOUTW.

Lobpbiit geHb BcemM. Mbl HAYHEM Yepes MrHOBEHMUE.

Lobpo noxanosatb B MexayHapoaHyto accoumnaumio cuHgpomos WAGR.
MPUHOCKMM U3BUHEHMA 33 3a4EPKKY U HAZEEeMCA, YTO BCe

HaxXO04MTCA M HAYMHAET NoceLLaTh.

Mbl HacTpaMBaem HalMX NepeBOAYMKOB M NPOLLY MPOLLEHMA

3a 3a4ePKKY.

Mepen Hayanom KoHpepeHUMmM A xouy yoeaunTbes, 4To

KaXKabl MOXKET MOYYnUTb AOCTYN K NpeanoYymMTaeMoMy A3bIKOBOMY KaHasny.
Al paccMOTpIO, KaK MOAYyYUTb AOCTYM.

Ha Bawwem KomnbloTepe BHU3Y Ha NaHenun aencramii Zoom,

Bbl YBMAMWTE MPOCTYIO MHTEPNpeTaL Mo, 06BeAeHHYO KPacHbIM.
Mokanyicta, BblbepuTe 3TO0.

Bbl yBMANTE CNUCOK A3bIKOB.

MoxanyicTa, BbibepuTe NyyLLnit BApUaHT, U S 4aM Bam 3HaTb

Y Hac BO3HWKNA Npobiema ¢ 4OCTYNOM K UTaZIbAHCKOMY Y HEMELLKOMY

HO Y MEHA eCTb YC/IYrv NepeBoAYMNKa, NbiTatoLWmMecs NoModb

C 3TUM.

370 He paboTaeT ceitvac, NoKanymncTa, NPoOBepPbTE eLle pas, U A NPOLUY NPOLEHUA
3a 33, EePKKY.

Ecnu Bbl NoslyyaeTe AOCTYN K 3TOMY Ha CMapT-yCTPOMCTBE, 3TO

HEMHOrO OT/IYaeTcs.

Bbl yBUANTE HECKO/IbKO AOKYMEHTOB B MPABOM HUMKHEM YIAy.

3KpaH, NoXKanyicra, BbibepuTe ero, 1 Bbl NepengeTe K

9KpaH, Ha KOTOPOM Bbl MOYKETE BblbPaTb A3bIKOBOM NEPEBOL U
no’Kanyucra, BbibepuTe 3T0.

OTTy,CI,a Bbl MOXXeTe onpeaennTtb, Ha KAKOM A3blKe Bbl



npegnoyteHue.
Hapetoch, BCe yCTPOATCA, U Mbl CMOXKEM

Hacnaxpamtecb STUM cobblTeM BMecTe.

Mbl cembs Moppuc.

Ham o4yeHb rpycTHO, YTO Mbl HE MOKEM YBUAETb IMYHO B 3TOM roay, HO

Mbl 61arogapHbI 32 BO3MOXKHOCTb YBMAETb HACKBO3b

TEXHONOTUA.

Mbl NpUcoegMHUANCDE CEFOOHSA.

Mbl pagpbl 6bITb BMecCTe B l06OM c/yyae

BO3MOXHO M CHACTANB NOAENNTLCA STUM OMbITOM CO BCEMM

Bam u cnacubo 3a yyactume.

>> IIKOH MOPPUC: YanBuTENBHO, CKONIBKO NHOAEN MOTN0 NPUNTH

BMeCTe, XOTsl Mbl CKy4aem no Tebe Bmecrte.

fl LeHto, YTO Bbl MPOBEAN C HAMMW BPEMSA CEroAHA.

BoT Halla noBecTKa AHSA Ha cerogHs.

Kak TonbKo npeacTtaBsieHne byaeT 3aBepLieHo, Mbl Nnepeiaem K Kennu.
dopenb, a 3aTem Hawa cobcTBeHHas JKeHHU, a 3aTeM BbICTYMUT C AOKAa40M
Ha MoZenu 34paBOOXPaAHEHMA.

A noTom KTO-TO U3 YHUBepcUTeTa BupaKnHmm.

HauHem yepes mrHoseHue. [1o 3TOro A Xo4y NomTm

no nosoAy Zoom, Tak YTo Bce

0CBEOMAEHHbIN.

Ecnu Bbl HaBeaeTe Kypcop Ha SKpaH BBEPXY WAWN BHU3Y, Bbl

YBUAOUT NaHeNb AENCTBUIN C CONHLEM.

Bbl yBUAWUTE BONPOC M OTBET, B KOTOPOM €CTb BO3MOXHOCTb 334aTb
BOMNPOCHI 110600 U3 A0KAALYNKOB.

Mbl caenaem Bce BO3MOXKHOE, YTObbl pelTb HEKOTOPbIE U3 3TUX NPOGAEM.
BONPOCHI BO BpemMA KOHEepPeHLNN cerogHs.

KaK 1 B npowiom rogy, ntobbie BONPOCbI, KOTOpble He



paccMOTPEHHble BO BpeMA KOHbepeHLUNN, Mbl CAe/laem BCe
MOMbITaTbCA 3aNO/IHUTb U 1aTb COOTBETCTBYIOLLME OTBETDI U

Mbl OTNPABUM MX Ha 31EKTPOHHYIO NoYTy 1 Yepe3 Facebook nocne
KOHbepeHuus.

Lpyron BapmaHT - 4aT. 9TO TBOM

BO3MOHOCTb B3aMMOAENCTBOBATb C Y4aCTHUKAMMU.

B KOHUE Mbl caenaem nHTepdelic Ana oagHOro KyBLIMHaA.

Ceiyac HUKTO U3 YYaCTHUKOB HE MOXKET BUAETb APYr 4pYyra, HO

Al npurnawato Bac B 4aT, YTO6bI NO340POBATHLCA C

KTO yrogHo.

Al 6bl noNpocuA, NOXKaNyncTa, UCNONb3yinTe YaT ana obcyKaeHns

W 3aZaBaliTe BOMPOCHI B pa3zesie BONPOCOB M OTBETOB.

Morkanyincra!

TaKxKe UHOrAa, Kak celivac, Bbl byaeTe UCKaTb MOe IULLO U

Bbl MOKeTe NepemMecTUTb AaHHbIN AWMK, LWESKHYB MO HEMY U
nepemeLlLas ero no sKkpaHy.

fl xouy ybeanTbCA, UTO BCE 3HAIOT, YTO Mbl KMBbI

npsmo cenyac Ha Facebook.

370 ewe oAHa BO3SMOXHOCTb AJ/151 BCEX, KTO XO4eT

nocmoTpeTb ero Ha Facebook.

N mbl cerofHA 3anmcbiBaem.

3Tu 3anucuK ByayT OTNPaBAEHbI MO 3/IEKTPOHHOMN NOYTE, HO Mbl
YBUAETb 3TO Ha HaleM caiTe.

W nocneaHee, npexkae yem s otgam ero Leppw B KOHUE, NOXKanyicTa
OCTaHbCA, NOTOMY YTO 51 OTNPaB/O Bcex B becxpebeTHoe npurnalleHune
Bbl MOXXETe UCMO0/1b30BaTb CBOW BUAEONOTOK U CAENATb CHUMOK.

B npownom roay 3to 6bin 4eNCTBUTENBHO NOTPACAOWMIA ONbIT PaboTbl €
MHOTMe 04N OCTaloTCA M B3aUMOAENCTBYIOT APYT C APYTOM U

A HaAerCb, YTO Mbl CMOXXeM cAenaTb 3TO CHOBa B 3TOM rogy.



Hawum nepsbiMm cnnkepom cerogHa 6yaet Lapu KpaHu, MCMOAHUTENbHBIN ANPEKTOP
OVpeKTop Hawero nepeoro coTpyaHuka B 2017 rogy oHa 6bina

nepBbIi UCNOIHUTENbLHBIN ANPEKTOP.

OHa cnyxuna B IWSA ¢ 2006 roga, Koraa ee aodb 6bina

e Llleppu ycTpansana BCTPeUM C CEMbAMM B

Mwup.

CeroaHs oHa cobupaeTcs AaTb Ham 0630p

TpaHchepHan AeATeNbHOCTb.

>> LLWAPU KPAHLU: MpuseT, a Wapwu KpaHu, pykosoautenb

OnpekTop.

XOTA Ham He XBaTaeT JINYHbIX BCTPeY,

3ameyvaTeNIbHO, YTO TaK MHOMO CEMEN MO BCEMY MUPY

BO3MOHOCTb ObITb BMECTE CeroaHs.

Y Hac 3apernucTpmpoBanocb okoso 170 yenosek Ana y4actus.

[na Tex U3 Bac, KTo He 3HaeT, MeayHapoaHbIn

WAGR Syndrome Association - HeKoMMepueckana opraHu3saums.
ynpasnsetca CoBeTOM ANPEKTOPOB, KOTOPbIM CO34aeT CTpaTernyeckue
naaH ANnA pyKoBOACTBA AEeATE/IbHOCTbIO.

YnpaBnato noBceaHEBHbIMU OMNepaLmaMK A, pyKOBOLMUTENb

peXunccepa m BbINOJHAKOTCA NPOEKTbI MO BCEMY MUPY

BOJIOHTEPAMM.

BmecTte mbl npeacTaBasem v nogaep:kusaem 240 yneHoB cemen

B 43 cTpaHax mupa.

MpasneHue - 370 rpynna npegaHHbIX A4e/y BOJIOHTEPOB, KOTOPbIE BCTPeYatoTCA
KaK MUHUMYM eXKeMeCAYHO.

Kennn TpayT - ogHa 13 nepBbix OCHOBaTENEN U

B HacTosfLLee Bpems BO3r/1aBAsaeT NpaB/JeHne B KayecTse npeacenatens.
Kennu TakKe ABnAeTcA ANPEKTOPOM NO UCCIEA0BAHUAM U

MegUUMHCKYIO nponaraHay U 4acto npurnawatrTca caenatb



npeseHTaumnun o cuHapome WAGR Ha KoHdepeHLuMax v

BCTPEYM MO BCEMY MUPY.

[>xoH Moppuc npucoegunHaeTca K Kennam n ABnaeTca cekpetapem npaBneHus.
OH paboTaeTt 62113K0

>> DZHON MORRIS: Vsem dobroye utro.

My nachnem cherez mgnoveniye, ya razreshayu vse

posetiteli dolzhny voyti.

Dobryy den' vsem. My nachnem cherez mgnoveniye.

Dobro pozhalovat' v Mezhdunarodnuyu assotsiatsiyu sindromov WAGR.
Prinosim izvineniya za zaderzhku i nadeyemsya, chto vse

nakhoditsya i nachinayet poseshchat'.

My nastraivayem nashikh perevodchikov i proshu proshcheniya

za zaderzhku.

Pered nachalom konferentsii ya khochu ubedit'sya, chto

kazhdyy mozhet poluchit' dostup k predpochitayemomu yazykovomu kanalu.
YA rassmotryu, kak poluchit' dostup.

Na vashem komp'yutere vnizu na paneli deystviy Zoom,

vy uvidite prostuyu interpretatsiyu, obvedennuyu krasnym.

Pozhaluysta, vyberite eto.

Vy uvidite spisok yazykov.

Pozhaluysta, vyberite luchshiy variant, i ya dam vam znat'

u nas voznikla problema s dostupom k ital'yanskomu i nemetskomu

no u menya yest' uslugi perevodchika, pytayushchiyesya pomoch'

s etim.

Eto ne rabotayet seychas, pozhaluysta, prover'te yeshche raz, i ya proshu proshcheniya
za zaderzhku.

Yesli vy poluchayete dostup k etomu na smart-ustroystve, eto

nemnogo otlichayetsya.

Vy uvidite neskol'ko dokumentov v pravom nizhnem uglu.



ekran, pozhaluysta, vyberite yego, i vy pereydete k

ekran, na kotorom vy mozhete vybrat' yazykovoy perevod i
pozhaluysta, vyberite eto.

Ottuda vy mozhete opredelit', na kakom yazyke vy
predpochteniye.

Nadeyus', vse ustroyatsya, i my smozhem

naslazhdaytes' etim sobytiyem vmeste.

My sem'ya Morris.

Nam ochen' grustno, chto my ne mozhem uvidet' lichno v etom godu, no
my blagodarny za vozmozhnost' uvidet' naskvoz'

tekhnologiya.

My prisoyedinilis' segodnya.

My rady byt' vmeste v lyubom sluchaye

vozmozhno i schastliv podelit'sya etim opytom so vsemi

Vam i spasibo za uchastiye.

>> DZHON MORRIS: Udivitel'no, skol'ko lyudey moglo priyti
vmeste, khotya my skuchayem po tebe vmeste.

YA tsenyu, chto vy proveli s nami vremya segodnya.

Vot nasha povestka dnya na segodnya.

Kak tol'ko predstavleniye budet zaversheno, my pereydem k Kelli.
Forel', a zatem nasha sobstvennaya Dzhenni, a zatem vystupit s dokladom
na modeli zdravookhraneniya.

A potom kto-to iz Universiteta Virdzhinii.

Nachnem cherez mgnoveniye. Do etogo ya khochu poyti

po povodu Zoom, tak chto vse

osvedomlennyy.

Yesli vy navedete kursor na ekran vverkhu ili vnizu, vy

uvidit panel' deystviy s solntsem.

Vy uvidite vopros i otvet, v kotorom yest' vozmozhnost' zadat'



voprosy lyubogo iz dokladchikov.

My sdelayem vse vozmozhnoye, chtoby reshit' nekotoryye iz etikh problem.
voprosy vo vremya konferentsii segodnya.

Kak i v proshlom godu, lyubyye voprosy, kotoryye ne
rassmotrennyye vo vremya konferentsii, my sdelayem vse
popytat'sya zapolnit' i dat' sootvetstvuyushchiye otvety i

my otpravim ikh na elektronnuyu pochtu i cherez Facebook posle
konferentsiya.

Drugoy variant - chat. Eto tvoy

vozmozhnost' vzaimodeystvovat' s uchastnikami.

V kontse my sdelayem interfeys dlya odnogo kuvshina.

Seychas nikto iz uchastnikov ne mozhet videt' drug druga, no

YA priglashayu vas v chat, chtoby pozdorovat'sya s

kto ugodno.

YA by poprosil, pozhaluysta, ispol'zuyte chat dlya obsuzhdeniya

i zadavayte voprosy v razdele voprosov i otvetov.

Pozhaluysta!

Takzhe inogda, kak seychas, vy budete iskat' moye litso i

Vy mozhete peremestit' dannyy yashchik, shchelknuv po nemu i
peremeshchaya yego po ekranu.

YA khochu ubedit'sya, chto vse znayut, chto my zhivy

pryamo seychas na Facebook.

Eto yeshche odna vozmozhnost' dlya vsekh, kto khochet
posmotret' yego na Facebook.

I my segodnya zapisyvayem.

Eti zapisi budut otpravleny po elektronnoy pochte, no my

uvidet' eto na nashem sayte.

| posledneye, prezhde chem ya otdam yego Sherri v kontse, pozhaluysta

ostan'sya, potomu chto ya otpravlyu vsekh v beskhrebetnoye priglasheniye



vy mozhete ispol'zovat' svoy videopotok i sdelat' snimok.

V proshlom godu eto byl deystvitel'no potryasayushchiy opyt raboty s
mnogiye lyudi ostayutsya i vzaimodeystvuyut drug s drugom i

YA nadeyus', chto my smozhem sdelat' eto snova v etom godu.
Nashim pervym spikerom segodnya budet Shari Krants, ispolnitel'nyy direktor
Direktor nashego pervogo sotrudnika v 2017 godu ona byla

pervyy ispolnitel'nyy direktor.

Ona sluzhila v IWSA s 2006 goda, kogda yeye doch' byla

¢ Sherri ustraivala vstrechi s sem'yami v

Mir.

Segodnya ona sobirayetsya dat' nam obzor

transfernaya deyatel'nost’'.

>> SHARI KRANTS: Privet, ya Shari Krants, rukovoditel'

Direktor.

Khotya nam ne khvatayet lichnykh vstrech,

zamechatel'no, chto tak mnogo semey po vsemu miru

vozmozhnost' byt' vmeste segodnya.

U nas zaregistrirovalos' okolo 170 chelovek dlya uchastiya.

Dlya tekh iz vas, kto ne znayet, Mezhdunarodnyy

WAGR Syndrome Association - nekommercheskaya organizatsiya.
upravlyayetsya Sovetom direktorov, kotoryy sozdayet strategicheskiye
plan dlya rukovodstva deyatel'nost'yu.

Upravlyayu povsednevnymi operatsiyami ya, rukovoditel'

rezhissera i vypolnyayutsya proyekty po vsemu miru

volonterami.

Vmeste my predstavlyayem i podderzhivayem 240 chlenov semey

v 43 stranakh mira.

Pravleniye - eto gruppa predannykh delu volonterov, kotoryye vstrechayutsya

kak minimum yezhemesyachno.



Kelli Traut - odna iz pervykh osnovateley i

v nastoyashcheye vremya vozglavlyayet pravleniye v kachestve predsedatelya.
Kelli takzhe yavlyayetsya direktorom po issledovaniyam i

meditsinskuyu propagandu i chasto priglashayutsya sdelat'

prezentatsii o sindrome WAGR na konferentsiyakh i

vstrechi po vsemu miru.

Dzhon Morris prisoyedinyayetsya k Kelli i yavlyayetsya sekretarem pravleniya.

On rabotayet blizko



