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HDYO! Monogée)xHaa opraHusauus no
60ne3Hn FeHTUHITOHa OTKpbINach

Ha gHax 3anycTtuncsa Be6-cant MonopéexxHon opraHm3anum no 6onesHn FeHTUHI TOHa,
KOTOPbI MOXXHO NOceTUTb Nno agpecy www.hdyo.

ﬁ My6nukauns Professor Ed Wild 19 ¢peBpansa 2012

MNop pepakuyuen Dr Jeff Carroll Mepesopg Dr Yury Seliverstov
NMepBoHayanbHo ony6nukosaHo 10 peBpana 2012

oTKkpbiTeM HDYO, MonopéxxHon opraHmsauum no 6onesHn NeHTnHrroHa (HDYO -
Huntington’s Disease Youth Organization), gna Bcex Monogbix nogen,
CTpagaroLwmnx aTum 3abonesaHnemM, HacTynun HOBbIM CBET/bIA 3Tan.

PacTu un B3pocneTtb He NPOCTO

Ka)kabli, Ybsl XXU3Hb TaK UM NHa4Ye cBsA3aHa C 601e3HbI0 [@HTUHITOHA, CTaNIKNBaeTCA C
60bWIMM KONMMYECTBOM TPYAHOCTEN. [nA aeTen, NnogpoCTKOB, AEBYLIEK U IOHOLIEN
npouecc pocTa U CTaHOBNEHUA B ceMbe € BT MOXeT 6bITb KpaiHe TPYAHbIM, Kak 6bl HU
Kacasnocb uUx aTo 3abonesaHue: ABMAAOTCS /I OHU NPOCTO cBUAETENAMU 601e3HMN 6/IN3KOro
yenoBeKa, yXaXKnBarT N1 3a 60NbHbIMU YfleHaMU CeEMbU, MPUXOAAT NIM K MOHUMAHUIO TOrO,
YTO HaxopATcA B rpynne pucka no bl unu gaxke camu ctpagatoT toBeHUNbHoMU ¢opmont bI.

Monogsie ntoan ¢ bI' moryT 4yBcTBOBaTh CE6S N30/INPOBAHHLIMU U OAUHOKUMMU, U 3aa4en
obLecTBEHHbIX 06beguUHEHNI ABNSETCA Ux noagaepxxka. CosgaHmne HDYO - 60nbLIov war B
3TOM HanpaBJ/ieHUU, BeAb 34€Cb MOJI04ble CBEPCTHUKN NMOMOraroT Apyr Apyry.

NMpobnema
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https://ru.hdbuzz.net/people/Ed%20Wild
https://ru.hdbuzz.net/people/Jeff%20Carroll
https://ru.hdbuzz.net/people/Yury%20Seliverstov

TpapguunOHHbIe 06beANHEHMA NO NogaepXKe NaLueHToB, TUNa accoumayuim no 60nesHn
FeHTUHrToHa N oHNanH-coobLW,EeCTB, CTapalTCA OKasblBaTb MaKCMMalbHYO NOALEPXKKY
MonoabiM naymeHTam ¢ bIN, ogHako, Bcerga 6b1/10 TPYAHO yUMTbhIBaTb UX cneunpmnyeckme
noTpebHoCcTN. AKTUBHO pa3BUBaloOLLLMECSH B NOCNegHee BpeMS MOLLHble coluManbHble Meaua-
nnatdopmbl, Takme Kak Twitter n Facebook, nossonsaoT Monogéxu nognepXxmeaTtb 6onee
TeCHbIN KOHTAKT Apyr ¢ gpyrom. BmecTe ¢ TeM, LOCTOBEPHON N NOHATHON MHPOPMaLLMKN BCE
paBHO He xBaTaerT.

PelwleHue

Monogabie akTUBUCTbI U3 ceMen ¢ bI' pewmnnu B3aTb MHULMATUBY B CBOU pyKU. [locnegHne
HeCKOJIbKO neT oHU paboTanu Hag cosgaHmem HDYO - Monoaé>xHon opraHmsanum rno
60ne3Hn [eHTUHIrTOHa. HepgaBHO COCTOANOCH €€ OTKPbITUE, N UX BE6-CalT Tenepb
pocTyneH no aapecy hdyo.org. Bbl TakXXe MoXxeTe cneauTb 3a HoBocTaAMU HDYO,
ucnonbsyn Twitter (@hdyofeed) nunmn Facebook (hdyouthorg).

MpakTnyeckne coBeTbl U pa3sHOO6PA3HYIO NONE3HYI0 MHPOPMaLUIO NOCeTUTENN canTa
CMOryT HaNTU B MHOMOYMUCIIEHHbIX CTaTbAX, GOpyMax, BUAEO-PONKaX U NPOYNX pasgenax.
na ypo6cTBa Nnonb3oBaHUs Be6-canT pa3genéH Ha HECKONbKO PYy6puK: ansa aeten,
NOAPOCTKOB, IOHOLLEN N AEeBYLUEK, pOAUTENEN, cneynanmcToB 1 NaUNEHTOB C OBEHUTbHOWN
dopmon bI'.

Ona yutatenen HDBuzz He AIBNA€TCA CEKPETOM, YTO Mbl BCAYECKU MPUBETCTBYEM
OEeNCcTBUSA NO pacnpoCTpaHeHNo cpeamn nogen 4octosepHon nHpopmaumu. Mo Hawemy
MHEHUIO, NOCTOAHHOE OBL,EHNE N OTKPLITOCTb ABJAKTCA K/IHOYEBbIMM MOMEHTaMu B 6opbbe
npotus BI'. U HeT nyywero cnocob6a A/ HOBOro NOKOJIEHUS MPOTUBOCTOATb 3ab60n1eBaHuIo,
yeM 06bEegUHUTBCA N NoOMOoraTb gpyr Apyry.

OTBeTCcTBEHHass KOMaHAa

FoBOpPA 0 TaKOM HE3aBMCUMOM NpoeKkTe, Kak HDYO, pe3oHHbIM 6yaeT Bonpoc o
HafAEXHOCTU nNpegocTasnaemMmon M nHpopmaummn. Ho ecnn HDYO npepgctasnsaeTca Bam
rpynnon o6esymMeBLUNX NIOAEN N HeyNpaBnAeMbIX AeTeN - He CreLwnTe ¢ BbiIBogamMu v
ycrnokonTecb. Bokpyr aToro npoekTta cobpanacb KoMaHfa U3 creymnannctos, C KOTOPbIMU
cornacoBblBaeTcs BCA Ny6nmkyemas nHoopmauus, 4tTobbl rapaHTUpoBaTb 6€30NacHOCTb U
HaAEXHOCTb NpeAnaraeMblX NPaKTUYECKNX COBETOB U NoALEPXKKN.

HacTynun HoBbIY 3Tan

Mbl KpaiiHe BriedaTneHbl npoekToM HDYO. Ero ocHoBaTenb, MaTT 3nnumcoH (Matt Ellison), u
Apyrue uneHbl pyKoBOASALLLEr0 KOMUTETA - BCE BbIXOAUbI U3 ceMen ¢ bIM - pewmnu 6opoTbes
npoTtus BI', nogaep>xusas n noMorasa gpyrum MonoabiM noaam. 3T1o, 6e3 npeysennyeHus,
BOOXHOBASAKOLWMIA NPOEKT, KOrga noKosieHne MosogbixX Nogen BbiICTynaeT BMecTe 3a CBOU
npaea, NoOKasbiBas, YTO He Hafo0 CTbIAUTBLCSA, ecnu Thbl cTpagaewsb BIr. OHn npegnaratoT
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peanbHble NYyTU peLlleHns MHOrux npobneM - oT 06CcyXaeHusa Tembl Bl ¢ peTbMu go
KOHKpPEeTHbIX NpeasioXeHunii no c6opy CpeacTs U akTUBHOMY COAENCTBUIO HAaYYHbIM
nccneaoBaHUaM.

Mofo06HbIN ONTUMNCTUYHBIN NOAXOA U KOornepauma npusenn K oTKpbiTuio B 1993 roay reHa
bl'. U mbl BO3naraem 6onblune Hagexabl Ha HDYO.

OTkpbiTUe HDYO 3acTaBnaeT BCNOMHUTbL cnoBa MaprapeT Mug (Margaret Mead): “Hukorpga
HEe COMHEBaMTECb B TOM, YTO HEOGONbLUAA rpyrna MbICALWLNX U CAMOOTBEPXXEHHbIX NOAEN
MOXXeT U3MeHUTb Mup. Ha camom gene, NuLib OHU U MPUBHOCAT 3TN U3MEHEHUA".

HokTtop Yaving (Dr Wild) n goktop Kaponn (Dr Carroll) aBnaroTca He3aBUCUMbIMU
akcneptammn HDYO, ocyLyecTBAAIOWMMN CBOK AeATE/IbHOCTb 6e3Bo3Me3gHo. s
nonyyerHus 6onee nogpobHon nHGopMaLnm o0 NOINTUKE PACPOCTPAHEHNSA UHPOpMaL
nepenanTe B Hal pasaes HYaBo...

© HDBuzz 2011-2024. Bca nipopmauma ¢ HDBuzz moxeT pacnpocTpaHATbCcA 6ecnnaTHo C
CCbIJIKOW Ha UCTOYHMK, cornacHo Creative Commons Attribution-ShareAlike 3.0 Unported
License.

HDBuzz He ABNseTCA NCTOYHUKOM MEeAULIMHCKUX pekoMeHaauun. NMogpobHaa nHpopmaumsa - Ha
cante hdbuzz.net
CoopmuposaHo 11 aHBapa 2024 — 3arpyxeHo ¢ https://ru.hdbuzz.net/071

HekoTopas nHpopmMaLma Ha 9TON CTpaHuLe A0 cMX Nop He nepesefeHa. OHa 0To6pa>KaeTc;| HUXXe Ha A3blke
opuruHana. Mol pa60TaeM Hap TeMm, YTobbl nepeBecTn BeCb TEKCT KaK MO>XXHO CKopee.
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