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YyacTHMKamu 11-ro
ayHa B KewnrayHe.

B aBrycTe atoro roga Mbl ¢ CbIHOM 6bin
BcemupHOro koHrpecca no cUHgpomy
[lo cux nop He BEPUTCS, YTO Mbl 3TO cAe
Havanacb ata aBaHTIOpHas MCTOPUA MPOLLIbIM JIETOM,
Korpa s BnepBsblie ycnblwwana o npeacroswemM KoHrpecce. Ha-
[0 CKa3aTb, YTO MOV CbiH Bacs — 6onbLuon nio6urens Adpu-
K1 U adhpuKaHLieB, OH yxe nobbiBan B TyHuce u E

HbIN Npouecc 3a BacuHo npaBo y4nTbLCS B MaccoE
Bce 3aKoHbI 6bInM Ha HaLLel CTOPOHE, HO cuna 1
CTOPOHE TeX, KTO He X0o4eT BUAETb B 06LLEeCTBe JIIOAEN C CUHA-
pomom [layHa. Mbl npourpbiBanu, U Hapo 6610 AymaTb, Kak
XuTb nocne cypa. U Torpa a ckasana: «Huyero, 3ato Mbl noe-
nem ¢ To6ou B KOxHyto Adpuky 1 Bcé Tam pacckaxem!»
Cbirpana ponb Mosi abCONMOTHasi HEMPaKTUYHOCTb: peru-
CTPMPYACb Ha KOHIpecc, s He MbiTanacb Aaxe y3Hatb nops-
[OK NpepcTosLmMX 3aTpar.
Bckope nocne cyfa B Halem ¢ CbIHOM XXU3HU COB
csl pe3Kuii NoBopoT — 6naropaps Ao6poii Bone 3aMeya
Hoi Hatanbu ApTioweHko, aupekTtopa MMIK r. Tomcka
BCE )Xe NMoCTynunu B LUKOny, npaspa, 3a 4000 kM oT Ao
B Cubmpun. 1 n pymatb 3abbiia o 6yayLiem KoHrpecce, Kol
BAPYr NoJsiy4mna u3BeLleHne o ToM, YTO MO JoKnap NpuH

BceMuUpHbIN KOHrpecc

Onbra JlutBak, pykoeogutens (2000-2010) ViBaHOBCKOW 0651aCTHOM 06LLECTBEHHON OpraHM3aumum
nHBanmaos ¢ getctea «COoMHbILKO», NUTepaTypHbI peaakTop XypHana «CuHgpom HdayHa. XXI Bek»,
MaTb 5 feTen, MnagLnii 3 KoTopbii UMeeT cuHapom [ayHa

AN YCTHOM npe3eHTauun. Ye 6biNio HENOBKO OT
Ha3ap, — Moe ums u Tema («Mpo6nembl UHKNIO3
30BaHus niopeli ¢ cuippomom [layHa B Poc
B nporpamme. M BOT ToNIbkO nocne 3Torofsi NouHTepecoBa-
nacb CTOMMOCTbIO JOPOrY U NPOXUBAHUSA M 6bina, MArKo ro-
BOpS, LIOKMpoBaHa. YTo 6b1 MHe cobpaTbcs Tpemsi ropamu
paHbLue B [ly6nvH, Bce-Takum OH 3Ha4UTesIbHO Gnuxe!

Hy napgHo, peHbru no yactam mbl co6panu. Ho g Hukak He
npepnonarana, 4to Mol ¢ Baceli 6yaem Ha KoHrpecce eauH-
CTBEHHbIMU npepacTaBuTensmn Poccum, 4To MHe He 3a KOro
6yneT cnpsTaTbcs, a HA060POT, NPUAETCSH BbINOMNHATH HEKO-
TOpble NOPYYEHUsI Ha aHTNIUIACKOM AI3bIKE

Mo aHrnuiickomy y MeHsi Bcerpa 6bU1M NATEPKU — B LLKONE
M ABYX By3aXx, HO MpW 3TOM 5 600Cb FOBOPMUTb U MJIOXO MOHU-
Malo Ha CnyX 4yXyo peyb. YTe 0 NULLIb TO, YTO €Ay A B Ta-
KYI0 Aanb He TONbKO CNyLiaTs AOKNaAbl YYEHbIX.

Kpome Bbi30Ba — 4TO Ha310 BCEM Bparam Mbl XXMBEM MOJTHOM
XMW3HbIO — MHOW [iBUrano XXenaHue yBUAeTb B3POCHbIX JoAen
¢ cuHapomom [layHa, CbexaBLUMXCSl Ha KOHIPecc CO BCEro Mu-
pa, Apyrux popuTtenei, CpaBHUTbL UX C TEMM, KOro 1 3Hato B Poc-
cuu. Heyxxenu npaeaa 10, YTO MOXHO MPOYUTaTL B MHTEPHETE,
YTO A cama ny6nuKoBasia B cBoeM c6opHuke «lMopaepxuvBae-
MOE XWU3HEeYyCTPOMCTBO Yenoseka ¢ cuHapomom [layHa» B pas-
HapomoMm [layHa OT nepBoro nuua»?
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CAPE OF GOOD HOPE
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L. 3L

Cpasy ckaxy — 3HamMeHUToro B Hawwmx kpyrax a6no MuHegbl
Tam He 6bIn0. Ho 6b1110 MHOTO U AeTel (0T YyTb N He TPYOHbIX),
1N MOJIOLEXM, M COBCEM B3POCHbIX JI0fen ¢ cuHgpomom. K ofHo-
My CeZOMy YESOBEKY C tOHbIM JIMLIOM, OY4EeHb WMHTENIMIEHTHOrO
BMOA, BHO 6€3 KaKUX-IM60o CONPOBOXAAIOLLMX, MHE O4EHb XOTe-
JI0Cb NMOJOMTH, HO A1 MOCTECHANACh. Bbiny Lienble rpynnbl OHOLLEN
1 OEBYLLEK, 04EHb CBOOOAHbIX, YBEPEHHbIX, MPUBBIKLLMX K NyTeLLe-
CTBMSIM W BbICTYNEHNAM, ObIW U TaKKe, Kak Mbl, Napbl pe6EHOK —
poouTenb, 6bINO MHOMO MECTHbIX Pe6AT, YneHoB KOXHO-AdpukaH-
CKOM accoumaLmm [layH cyHOpoM, KOTOpbIe O4eHb MOMOranu opra-
Hu13aTopam.

N3 AscTpanuu npuneten xopeorpaduyeckui aHcambsb
«E.motion21», cospaHHbIi xopeorpadom Keit Canepc (Cate
Sayers), ogHa 13 [ovepeit KOTOpPo pogunack ¢ cuHapomom [a-
yHa. PebsTa yyacTtBoBanu B OTKPbITUM KOHrpecca, NpoBOAWIN
MacTep-Knacc, TaHLylT OHW 3amMeyaTenbHO, Uy HUX MPEKPacHbIN
LeBu3: «[IBkeHneM Ten capuraem 6apbepbl» («Moving bodies
moving boundaries»).

[Opyras rpynna 6bina u3 HugepnaHgoB — apTUCTbI cepuana
«Downistie». 310 He hnnbM 0 CMHLPOME, a HACTOALLAA «MblflbHas
onepa» Bpoge «CaHrta-bapbapbl», TONbKO BCE aKTepbl C CUHAPO-
mom [ayHa. A untana, 4to B Hugepnangax pasropenach QUCKYC-
Ccvisl, NPaBUIBbHO NI C STUHECKON TOYKM 3pEHUs NMoKasblBaTb Takom
cepuwan. HeckonbKo cepuin, KOTopble 51 BUAENa, MEHs COBEPLLEHHO
noKopunu: pedsTa urpatoT 3amedartensHo, UrpatoT BCE — No60Bb,
PEBHOCTb, CMATEHUE, CMEPTb, AAXE POAbI, U 3PUTESb HE MOXET He
NPW3HaThb, 4TO BUAWT TaKUX Xe NoLEeN, Kak OH caMm.

Bbin nokasaH o4eHb MHTEPECHbIN (UbM O SMOHCKOM 6apa-
6aHLLMKe ¢ cuHgpomoM [ayHa Takeo, npurnallennsi Ha KOoTopbIn
paspasan oH caMm. Ero HacTaBHUK B ousibMe roBopuT: «51 y4y He-
NoBEKa CrbllaTb ero CO6CTBEHHbIN pUTM». MHEe KaxeTcs 3To
0Y€Hb BaXHbIM: MOMOYb HALLMM LETAM TaK, 4To6bl OHU OCTanMCh
CO60WA, pacKpbITb UX HEMOBTOPUMOCTb.
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Ho camoe rnaeHoe — 9T0 foknafbl. TpU AHA LUEN KOHrpecc,
1 Ha BCEX MiIeHapHbIX 3acefaHnsX U GOJbLUMHCTBE CEKLMIA Bbl-
CTynanu, KpOMe Y4eHblX, Nogu ¢ CMHAPOMOM [layHa 13 pasHbIx
cTpaH. OHu Bce 6bian noTpacatoLLme!

MepBbIM NOCNe TOPXECTBEHHOrO OTKPbITUA KOHrpecca 6bin
poknag LLeppw BpainHapg, Monogoi xeHLwmHb! 13 FOxHown Adpu-
ku. OHa roeopuna 6e3 6ymMaxkuW, BOOXHOBEHHO, 3a/1 YCTpoun en
oBaumto. [loknag HasbiBasncsa «Hagexabl 1 BbI30BbI XU3HU C CUHA-
pomom [layHa». Llleppu yTBEpXAana, YTo HMKOrAa He cpaeTcs
1 ropauTCs TEM, YTO OHa Takas, kakas ecTb. [10TOM Ha ofHO 13
CeKUMWiA 1 cryliana Joknag ee Mambl, 1 Mama MeHs noTpsicna He
MeHbLUe. 51 Jaxe crnpocuna, CKOSbKO e NIeT, HAaCTONbKO OHa Obl-
na Monofow, KpacuBOM, SHEPr1YHOM U cHacTameon. Mx obLee
C [04epbto HanpaBnexHue geatensHocTy — self-advocacy, otctau-
BaHWe MHTEepecoB nofei ¢ cuHapomom fayHa umu cammmm. Kak
co6CTBeHHbI aaBokat LLleppu BbicTynana B pasHbix cTpaHax 60-
nee 130 pas, u, noBepsTe MHe, OAWH pa3 ycrbilas ee, HeBO3-
MOXHO COXpaHuTb B cebe cTepeoTunbl 0 cuHapome [dayHa. A Ha
KOHrpecce Takux nogew 6b110 MHoro!

Korga oHu rosopvin, 1 BOOG6LLE He MOHUMAana, rae xe ux npu-
POAHbIe OrpaHuyeHms. MNoxoxe, OCTAIOTCA TONbKO BHELLHME YepTbl.

Mol CbIH ToXe BbICTynan — 14 asrycta Ha Mnpat6e ', npekok-
rpecce ana nuy ¢ cuHgpomom [ayHa ctapiue 14 net, pacckasan
Mo-aHrMNCKn o cebe, 0 TOM, YTO paf BCTPETUTb HOBbLIX ApYy3en
n npurnawaet Bcex B Poccuto. OH 04eHb CEpPbe3HO OTHOCWIICS
K CBOEMY AoKnagy, Kaxabli fieHb penetuposas. Xasb, YTo f He
cnbiwana ero (MHe Ha MHpabe npucyTCTBOBATL ObINO HEMbL3A),
HO 3Hato, YTO OH NMPOM3BEN XOpOLLEee BrevaTeHue.

B TOT Xe OeHb BE4EpOM Ha KOKTEMnb-naty y4acTHUKU WH-
[abbl 3a4nTbIBANK CBOKO pe3ontoumio. Kak 1 BeCb KOHrpecc, oHa
6blna NocBALLEeHa «BonbLLUOV NATEPKe»: y4acTWo toden ¢ CUHI-
pomom [layHa B XW3HW 06LLECTBA, UX 300POBLIO, NpaBam, obpa-
30BaHMIO U TPYAOYCTPOACTBY 2.

' Vinpa6a — 3ynycckoe CroBo, 03HavarolLee BaxHoe cobpaue. Ha 10-m BeemmpHom KoHrpecce 2009 r. B dy6nuHe Takoi NPeKOHrPecc (Mof HaasaHuem «CiHoa»)

npoLuen Bnepsble.

2 «Bonbluas apurkaHckas nsTepka» — OXOTHUYMIA TEPMUH, OGBbEANHSIOLLMIA NSTb XMBOTHBIX, BMECTE BCTPEUaLLMXCS TONbKO B KOXHOM Adprke. ST0 CnoH, Gyiison,
HOCOpOT, NEB U Neonapg; youTb UX CHMTaNoCch Hanbonbluein fob6necTbio. B pesynbtaTte Bce 3TU BUAbI HYXAAKTCA HbiHE B 3alyuTe. CUMBONMYHO, YTO MMEHHO 3Ta
thopmyna 6bina MCMONbL30BaHA HA KOHIPecce, 3alLMLLaloLLEeM OCHOBHbIE Mpasa Nl C CMHAPOMOM [ayHa.
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[nsa nogen ¢ cuHgpomomM [layHa Ha KoHrpecce 6bina ocobas
nporpammMa, Tak 4TO 3Ha4UTESIbHYI0 YacTb BPEMEHU MOW CblH
npoBen OTAENbHO OT MeHs. OH aaxe xoaun 6e3 MeHs Ha 3KCKyp-
CUI0, i HEMHOrO BOJMIHOBANach, HO B TO Xe BPeMs pagoBanach —
POCT €ro caMoCTOSTENbHOCTY 6bIN OAHON U3 Lener noe3pku. OH
OXOTHO 06LLancs co BCeMU, 0OCOBEHHO C NOBUMbIMK ero adpu-
KaHLaMmm, ¥ He3HaHWe aHrMNCKOro HUCKOMBKO ero He ocTaHaB-
nvearno.

ELLle ogHa Tema HaBepHsika 3aMHTEpPECYeT POCCUICKUX POaW-
Tenen — BO3MOXHOCTb CEMEVHOM XM3HW ANS HaLLMX BbIPOCLUMX
neTen.

1 cnyLwana coobLLeHre MONOLOW XEHLLWHBI U3 HugepnaHpos —
OHa paboTaeT, NnaBaeT, BeAEeT Kaky-To NporpamMmMmy Ha Tenesu-
[eHuu, yBepeHHasi, cBo6oaHas, Becenas. C Hell npuexan ee Myx —
6e3 CMHOPOMA, M OHM 04EHb XOPOLLO CMOTPESICH BMECTE.

Mapa n3 ABcTpanuu pacckasbiBana, YTO OHM TOTOBATCA
K cBagbbe. Mbl Bce cmeanuch — AeByLUka He faeana 3abbiTb, KTO
Y HWX rNaBHbIA, BCE BPEMS MbiTanacb OTBETUTL 3a GyayLuero
Myxa.

W eLe ognH TporaTtenbHbIN Cy4Yait: y XeHCKOro Tyaneta cTo-
AN IOHOLLA, TaKOW UHTENNINIEHTHbIN, B 04Kax, B KOCTIOME, U fep-
Xan 2 CyMKu ¢ pasgaTtodHbiMv matepuanamu. OH Xgan CBOK
NOAPYrY W HAKaK He MOT NMOBEPUTb, YTO B TyaneTe ee yxe HeT. Ky-
[la OHa nofeBasnach, HEN3BECTHO, HO OH TEPMENMBO XAaJsl, HUKO-
MY HE Bepu 1 B KOHLIE KOHLIOB MOLLIES MPOBEPSTb KABUHKM.

KoHeuyHo, s He MOry He ckasaTb O MneHapHbIX [OKnagax,
60MbLUMHCTBO U3 KOTOPbIX BbINM O4EHb MHTEPECHLIMU. [JOKTOp
3. Mywen (ero 6poLutopy 5 4mTana, korga Bacs 6bin coBcem Ma-
NeHbKWM) FrOBOPWUN O MEAULIMHCKOM COMPOBOXAEHUWN HALLMX [e-
Tel, npocpeccop MakkoHKM — 06 VX camoakTyanuaauum, dnm3a-
6eT duilep — 0 NONb3e MbILWUHLIX MOAenei cuHgpoma [HayHa
N NOHUMaHUsA ero 0CO6eHHOCTEN 1 MPOBSIEM, CBA3AHHBIX C HUAM.
B poknape xunuan Bépa o paHHeM pasBuTUM 6bIIO 3ameva-
TeNbHOE BUAEO, rAe pebeHOK, YMTatoLWMiA YACOBOW psf, OTBO-
LN TOPONSALLYIOCS MOMOYb eMY PYKY B3POCIIOro.

MoW cobCTBEHHbIV [oKNag Ha cekuum no obpasoBaHuio Cy-
LA XOpOLLO, XOTH OH 6bln GOMbLLOA N HE OY4EHb-TO BECENbIN.
71 roBopuna, 4TO XM3Hb NOOOro YenoBeka CknaabiBaeTca U3
onpefesieHHbIX 3TanoB 1 BCe OHN B Poccun, 0COBGEHHO B NMPOBUH-
uumn, ana nogei ¢ cuHgpoMom [layHa 3aTpydHeHbl UnW HeBO3-
MOXHbI, YTO CTEPEOTUMbI MNO-MPEXHEMY OYEHb CUMbHbI U MOTYT
nomeLlaTb BBEAEHMIO HACTOALLENO UHKIIO3MBHOMO 06pa3oBaHus,
HecMoTps Ha patudukaumio KonseHuun OOH o npaeax nHeanm-
foB. PacckasbiBana o0 TOM, 4TO MHE KaXeTCs BaXHbIM npu 06y-
YeHUK 0COoObIX JeTel B MacCOBbIX LUKONAXx.

06 opraHu3auumn KOHrpecca B LiefioM Masno ckasaTb, H4TO OHa
6bina xopoLuen. KoHrpecc 6bin XmBbIM, TENMLIM U HeoULmanb-
HbIM — KOHEYHO, BO MHOTOM 3TO CBSA3aHO C OTKPbITHIM U pagyLu-
HbIM XapakTepoM Halmx AeTEN, YyTb HE 3aOyLLUMBLUMX B OOBATUSAX
0[HOr0 U3 MUHUCTPOB. BooObLLIE MHE NOHPaBMINCL adprKaHcKme
YMHOBHMKM — & MUHUCTPbI U Aaxe npeangeHT 3anagHon Kanckon
MPOBUHLUMM BbICTYNaNM Ha KaXZOM NAeHapHOM 3acefaHuun —
1 OTHOLLIEHWE K HUM Ny6nuku. Bce BcTaBanu, NpoBoXas noyeT-
HbIX FOCTEN, a MOCKOMbKY HallM mecTa Oblfv OKOSI0 NPOXOAa,
OAMH MUHUCTP OCTaHaBWIICA OKOMO Hac v noxan Bace pyky.

Ha koHrpecce 6bino npepctasneHo 45 ctpaH. Baca gomxeH
6bIn HeCTW chnar Poccum, HO B CneLLKe opraHM3aTopbl pasfasa-
nn pebaTam narv Kak npuaetcs U emy foctanacb dguonus.
71 pymato, 4TO Mbl MPUMEPHO Ha YPOBHE CTPaH «TPETbero Mnpa»
N Haxo4yMCs MO OTHOLLEHWMIO K MHBanMaaM, XOTS He 3Hato, Kak

¢ 3TMmM B Sdpnonun. Ho o KOXHO-AprKaHCKoA pecny6inku Ham
TOYHO eLLe Aaneko.

JKanet 1 0 TOM, YTO HEBO3MOXHO ObINO OXBaTUThL BCE. [Ma-
pannenbHo L0 HECKOMBKO CEKLWIA, NOCTOSAHHO Hafo ObIo Bbi-
6upaTtb, NO3TOMY O4EHb MHOrOe 0CTanoch «3a kagpom». ObLiee
Xe BrevatneHne CBETOE: Aa, Mbl, HECOMHEHHO, OTCTaeM, Ho,
C ApYyron CTOPOHbI, BCE YBUOEHHOE HEBEPOSTHO BAOXHOBISET.

Cregytowmii KoHrpecc coctoutes B 2015 rogy B VHauu.

MHounto mbl ¢ Bacel nobum He meHbLue Adpuki. Tak 4To ecTb
CTUMYIT YHUTb aHrIMACKUA!

A KevintayH Tenepb B cepgue Haecerga. OH O4eHb KpacuB.
B nocnefHuin AeHb Mbl eLLe yenenu nogHsaTees Ha CTonosyto ro-
py, FMaBHy0 €ro 4OCTONPUMEHATENbHOCTb, U AaXe Cbe3anTb Ha
Mbic [Jo6poit Hagexabl, rae BCTPeYatoTCs ABa OkeaHa — TEMHbIN
N CMOKOMHbIN VIHQWMIACKMIA 1 CBETNBIN, BYPNALLMA ATNAHTUHECKUIA.
bapTonomeo [ualu Hassas ero Mbicom bypb, Ho Koponb MopTy-
ranum nepeMMeHoBan B MbIC Hagexabl — Beflb OH OTKpbIBan nyTb
B NHguto.

Bot 1 Ham oH gan Hagexay Ha ViHamio — n Boo6LLe Ha nobeny!





