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Cnpocu aKcnepTa: BONpocbl U OTBETbl O
nporpamMme rno CHUKEHUIO YPOBHS
reHTUHrTMHa

B ceccuun Bonpocos 1 0TBETOB, KoopAUHUpoBaHHON Accouunauuin no bI' BenukobputaHuu,
Op. 34 Baing otBeTUN Ha BONpOCHhI N0 HeAaBHO aHHOCUPOBAHHOMY K/IMHUYECKOMY
nccnepoBaHulo

@ Ny6nukauus Professor Ed Wild 20 auBaps 2019

Mop pepakuueit Dr Jeff Carroll [Mepesop Elizaveta Yudina
MepBoHayanbHO ony6nukoBaHo 18 aekabps 2017

ay4dHoe coobuweHune oT 11 gekabpa 2017 roga o TOM, YTO UccnegoBaTefnbCcKas

KoMaHaa u3 LleHTpa bonesHn NeHTUHrToHa B YHUBepCcUTeTCcKoM Konnepgyxe

JlIoHQOHa caenana sHauYMTeNbHbIN War K BOSMOXXHOMY fle4eHunto 60n1e3Hn
FeHTUHrTOHa, NOAHAN0 MHOXECTBO Bonpocos B bI' coobwecTBe. [lp. 34 Banng otBeTUn Ha
HEKOTOpble U3 3TUX BOMNPOCOB, 3agaHHbix bI" Accoumnayunen BenmkobputaHum, 4tobbl gaTb
npeacTaBfieHMe O TOM, UTO 9TU HOBOCTU O3HauvaloT gna nogen ¢ bI' n ux éyayuiero.

34 roBopurt:

“Cnacn6o Bam 3a Bce Bawm ¢paHTacTnyeckmne sonpochbl. To, YTO TaK MHOI0 BAYMYUBBIX U
AeTanbHbIX BOMPOCOB - 3TO CBUAETENLbCTBO NOCBALWEHHOCTU U LLeNeyCTPEMTEHHOCTH
Hawero o6uiecTBa. 1 6yay cTapaTbCA Ha HAX OTBETUTb. [1OKa sl BK/IKOYEH B NporpaMmmy
HTTRx B KayecTBe KOHCynbTaHTa U uccnepoBaTens, HO A He 6yAly FOBOPUTb 34eCb OT
nMeHu KamnaHum lonis, Roche unn UCL, a 6yay roBopuTb Kak coocHoBaTesnb HDBuzz u
Hay4HbI KOHCYNbTaHT accouunaummn bI' (HDA). H1 oguH N3 MOMX OTBETOB He [0/TKEH
BOCMPUHMMATbLCA KaK MeauLMHCKasa pekoMeHgauusa. A Hagercb, 4To Bam 6yayT nonesHbl
Mou oTBeThbI!”

1/9


https://ru.hdbuzz.net/people/Ed%20Wild
https://ru.hdbuzz.net/people/Jeff%20Carroll
https://ru.hdbuzz.net/people/Elizaveta%20Yudina

Bo-nepBbix, HoBocTu, 4To IONIS-HTTRX CHUXXarOT MYyTaHTHbIA FreHTUHI TUH BEJIMKOJIEMNHbI -
HO 3TO eLye He Jle4yeHne

|

N3obpaxkeHne npegoctasnieHo: Huntington Study Group

“MoXeT N1 9TO COBPEMEHHOE Jle4YeHne BbINIeYnTb KOro-mbo, y Koro yxxe ectb 6onesHb
FeHTUHrToHa? f 60KCb, YTO OHO YMEHbLUNT KonnyecTBo 6enka bIM, HO Ansa Tex, KTo yXxe
CTpapaeT 3aboneBaHMEM N He MPOXOAUN 3TOr0 JIeYeHUSA, NOBPEXAEHUSA YXKe CBEPLUNINCDH?
Mnu neyeHne No yMeHblUeHMO 6erKa eLLe MOXXeT NOTEeHLManbHO NoOMOoYb?,” - cnpalinsaeT

Oxonu,
n

“NMoMoXeT NN 3TO NeYeHne TeMm, KTo yxxe 3abonen bI' nim oHo TONbKO N8 TOMbKO YTO
3aboneswmnx?,” - cnpawmsaeT Mapk.

Bo-nepBbix, HOBOCTH, 4TO IONIS-HTTRX CHMXaOT MYTaHTHbIA FrEHTUHI TUH BEJIUKOJIENHbI -
HO 3TO eLle He neyeHune. Boobwem, g gymaro, 4To nyylle HageAaTbcA Ha “apPeKTnBHOE
neyeHme”, NOTOMY 4TO fieyeHue - aTo OYEHbDb BbicOKasa nNnaHka. Mbl HE MOXEM BblI€YUTb
BUY nnun gnabeT, HO nporpecc MeguuuHbl 3Ha4YNTENbHbIM 06pPa3oM N3MEHUN UX B
ynpasnfemMble COCTOAHUSA. [porpecc nponcxoguT NOCTENEHHO, U HAM HY>XHO MPONTU
OJIMHHBIW Ny Thb.

MpoLue roBopA, Mbl iIYMaeM, YTO CHUXXEHME YPOBHA MYTaHTHOro 6enkKa reHTUHIrTUHa ¢
nomoubto IONIS-HTTRX noTeHUManbHO NOBAUAET NOMOXUTENbHO, AaXe eCcnm CUMNTOMbI bl
y>Xe Hayanncb. Ho Mbl He 6yaeM aToro 3HaTb 40 NpoBeAeHns 60NblKnX, ANTNTENbHbIX
KJIMHUYECKUX uccnegoBaHun. B KnMHNYeCKNx nccnefoBaHuax, KOTopble TOMbKO
3aBepLININCD, NKAKU NoyYanu neYyeHne ToNbKo B Te4YeHue 3 MecsLeB, YTO AABNAETCA OUYEHb
KOPOTKUM NMPOMEXYTKOM BPEMEHU, YTOObI NONYyYNTb NPeaAcTaBfeHUs 0 TOM, byaeT nn
nekapcTBO 3aMefnATb nporpeccupoBaHue br.

C TeyeHneM 3aboneBaHUA, HEKOTOPbIE HEMPOHbI TEPAKOTCA, a APYrue, KOTOpPbIE eLLlEe XXUBHI,
Hebnarononyy4Hbl. Mbl HEe MOXXE€M 3aMeCTUTb NOTEPAHHbIE HEMPOHbI, HO Mbl HA,EEMCS, YTO
NeKapCTBO CMOXET NOMOYb HEGNAronosy4YHbiM HENPOHaAM PYHKLUOHMPOBATDL NyyLle.

YeM paHblle Mbl HAYMHAEM JieyeHune, TemM 6onee BEPOSATHO NOMYy4YnTb NoNb3y. K HecyacTblo,
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Jaxke ecnm Mbl yBUAMM 3aMegnieHne Unn ynydweHue coCTosHUSA Npu paHHUX ctaguax bl
O4YeHb BEepPOATHO, YTO NO3Xe, C Te4YeHne 3aboneBaHus, HaCTynuT TOT MOMEHT, Korga
NeKapCTBO HE CMOXET AaTb 3HAaYNTENbHOW NONb3bl. M ONATbL, 3TO TO, YTO Mbl CMOXEM
Y3HaTb TOJIbKO Mocne uccrneaoBaHNn Ha 60/bLLEM KONIMYECTBE NM0geN B TeyeHun 6onee
ONNTEeNTbHOro BpemMeHu.

“Kakumu 6ygyT cnegyrowme waruv B UCrosib3oBaHUM nevyeHns, 4YtTobbl caenaTtb ero 6onee
OOCTYMHbIM ANA APYrMX NauMEHTOB, KOTOPbIE XOTAT NoNpo6oBaTh NeYeHne Kak MOXHO
ckopee. Kak n korga?”, - cnpawmsaeT ApHap

n

“byaeT nn nevyeHne TecTupoBaTbCs Ha 6bonbluen rpynne nogen? Ecnm ga, korga aTo
nnaHvpyeTtca?”, - cnpawmnsaeT CTus.

Cnepytowui Wwar - aTo 605ee NPOACIHKUTENBHOE N KPYMHOE KNMMHNYEeCKOe uccnegoBaHue
Nno TECTUPOBAHMIO NEKaPCTBEHHON “apPEKTUBHOCTU" - ByaeT Nu NeKapcTBO 3aMegnAaTb
nporpeccupoBaHue bl'? Takoe KNMHNYecKoe uccnepoBaHue cemyac B ctagum
NJIaHUPOBAHUA U Mbl HA HAaCTOSALLLMA MOMEHT oXXunpaem obbsasneHus ot Pow (Roche). Ecnn
Bbl HAXoguUTecChb B rpynne pucka no bI', To y MeHAa gna Bac 3 coseTa:

1) Y6epguTechb, 4TO Bbl perynsipHo Habnogaetecb B KIIMHUKE, Y KOTOPOW eCTb
nuccnepoBaTenibCKUM UHTepec B obnactu blN - unu HanpsaMyo UNKn B LEHTPE, KOTOPbIN
MOXeT HanpaBuTb J0OPOBO/bLEB B APYroN LEHTP ANA NPOoBeAEeHUA KITMHUYECKOro
nccnegoBaHus.

2) MoanuwuTechb Ha yyacTue B uccneposaHuu Enroll-HD (nogpo6bHee Ha enroll-hd.org). 310
nccnefoBaHUe TakXXe UCNOoNb3yeTCA Kak 6a3a AaHHbIX NO BK/IHOYEHUIO B KIIMHNYECKMEe
nccnepoBaHUA U 3TO cCaMoe NepBoe MECTO, rae KoMaHga 6yaet cCMOTpeTb Npu Havane
nccnepoBaHus.

3) Cnegute 3a cobon. CnegyoLwmin Tpman MOXeT HayaTbCsA TONbKO Yyepes rod unm 6onbuue,
N YyeMm 3g0poBee Bbl bygeTe, TeM 60sbLUE WAHCbI NOMAcTb cneayuee KIMHU4Yeckoe
nccneposaHue. lNocewanTte KIMHUKY, NCUXUaTpa, Bpada obLiein npakTUKK,
¢usnotepaneBTa, noronega. OctaBanTecb aKkTUBHbIMU, XOPOLLO KyLlanTe N YNpaXKHANTECH
pocTtaToyHo. O6pawantech 3a NOMOLLbIO KaK MOXHO paHbLle, eCnv TedyeHune Bawen bIr
YXYALWWUNOCb UK €CNU BO3HUKIIN Nobble MeauUMHCKue npobnemsl. Mognuwmntech Ha
onoBeLl,eHUs Ha 9NeKTPOHHY0 No4Ty oT HDBuzz - hdbuzz.net.

“Kak Bbl AymMaeTe, Korga nekapcTBo 6ygeT OCTYNHO A8 NMOLEN, Y KOO HaWAEH FreH, unn'y
KOro y>e NosABUAINCb CUMNTOMBI?”, - cnpawusaeT Codu,

n
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“Kakne npeabaBnatoTCa KPUTEPUN K TOMY, 4TOObl CTaTb Y4AaCTHUKOM KJIMHUYECKOIO
nccnepoBaHUAa U CKOMbKO nogen 6yayT npurnalieHbl B HOBOe uccnegosaHue?”, -
cnpawwuBaeT Mapus.

Kak s Mory npegnonoxXuTb, cnegyownin 601bLlIon TpMan HadyHETCA B KOHUe 2018 unn
Havane 2019 roga. Bo3MOXHO, 3TO NOKaXeTCA HECKOPO, HO OpraHM3aunsa KNMMHNYECKOro
nccnefoBaHus € yYacTmeMm, BO3MOXHO, AeCATKOB LLEHTPOB U COTEH NauMeHTOoB - 60MbLloe
neno. Pow, MoHUC n gpyrue akageMmnyeckme uccnegoBaTenn - BCe ycepaHo paboTaloT,
4YTOObI KaK MOXXHO CKOpee CrniiaHnpoBaTb cnegytowue waru.

A1 AyMalo, YTO Mbl MOXXEM 0XUAaTb CrneayroLLee KTIMHUYECKOE NCCiefoBaHMe caMoe
nosgHee - 3-4 roga oT Hayana Ao KoHua. OnsATb, 3TO BbIFNAAUT OYEHb [,0JITUM, HO CTOJIbKO
HY>XHO BpeMeHU AaTb JIEKapPCTBY, YTOGbI OHO MOKas3ano YTo paboTaeT. B cnyyae
HanxypLero cueHapus nocneayeT CTPEMUTENbHOE OBUXEHUNE K CNefyoL,emy
K/IMHUYECKOMY UCCNef0BaHNO U 6yayT NonyyeHbl OTpULaTesnbHble pesynbTaTbl U3-3a
TOro, YTO NccnepoBaHne 6bI10 CINLWKOM KOPOTKUM.

N Hao6opOoT, ecnn NeKapcTBO OKaXeT Ny4ynin appeKkT, YeM Mbl AyManu, To UccneaoBaHue
MOXeT 6bITb KOpoue.

Ecnu pesynbTaT 6ygeT xopowum, Pow 6ygeT 3anpawmBaTb NMULEH3UIO A1 €r0 Ha3HaYeHus,
4YTO MOXET COKpPaTUTb obLLee BpeMsA Ha 5-6 neT nnu gaxe 6onblue, eCnuv Ha NyTn He
NnosBATCA NPenATCTBUA. YTOObI 6bITb YECTHbIM, HY)KHO MPU3HaTb, YTO YYEHbIE 0ObIYHO

HeA 0oL EeHNBAIOT TO, CKOJIbKO BPEMEHU 3aHUMalOT NoA06HbIe Bewu. A npowy MeHs
NPOCTUTb, ECJIN OHU 3alMYT OOJIbLLE BPEMEHU, YEM A 34€eCb npegnonarato. Ecnn ato éyaert
TakK, TO HY>XHO y4eCTb, YTO Mbl Ha 3HaeM Hanepep Ha 100%.

HakoHel, 6ygeT YeCTHbIM YNOMAHYTb, YTO €CTb BO3MOXHOCTb TOr0, YTO Tpuas rnokaxer,
YTO /leKapCcTBO He paboTaeT - YTO OHO He 3amMefifeT nporpeccuposaHune bl'. 3To 6ypeT
NJOXON HOBOCTbIO, U HAM NPUAETCA NOHATb, MOYEMY 3TO MPOUSOLLSIO U YTO C ATUM MOXHO
caenaTb - HO 3TO He ONpPOBepPrHeT ¢akT TOro, YTo reH n 6esoK ABAAITCA NYULUUMU LensiMu
Ans 6opb6bl € BI.

“YTo Hac4EeT apPeKTUBHOCTU NpuU toBeHUNbHOM dopme BI'?”, - 3apaéTt sonpoc Tannep.

Tekyu,ee nccnegoBaHue BKAKOYaET nogen MUHUMYM 25-TU NeTHero BospacTa, NodToMy
nauueHTbl c oBeHnNbHon ¢popmon bBI' (KOBIN) He BkntovatoTca. 3a passuTue OBl
OTBETCTBEHEH TOT X€e caMblii 6e0K, NO3TOMY eCfnin NIeKapcTBo paboTaeT Ha bl' ¢ no3gHUM
Hayanom, To oHo bypgeT paboTaTb U Ha OBl Toxe. OgHako, OBl - 3To 60nee arpeccuBHas
dopmMa 3aboneBaHUA, U MO3TI KOHbIX NIOEN MOXET ObiTb 60N1€e YyBCTBUTENbHbBIM K
no6o4HbIM adpdeKkTaM, NO3ITOMY 3Ta PopMa MOXKET ObITb TPyAHEE ONA NEYEHNSA, AaXKe eCnu
nekapcTBo paboTaeT xopoLwo. A Mory obew,aTb BaM, YTO MOUCK pPeLUEHNSA Ha 3TN BOMNPOCHI U
nomoLum nogam ¢ KOBIM HaxogAaTca B npnopuTeTe A8 KaXKA0ro BOB/IEYEHHOIO B
nccnegoBaHus.
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“ByayT NN NAaUUNEHTbI, BOB/IEYEHHbIE B KIIMHUYECKOE UccnefoBaHue, NpoaokaTb nonyyaTtb
neyeHune?”, - cnpawwusaet Jlaypa.

[a. 46 nobpoBonbLEB B KIMHUYECKOM UCCNeaoBaHUN, KOTOPOE TOJIbKO YTO 3aBEpLUMIOCDH,
O6yay npurnaweHbl K y4acTuio B “OTKPbITOM NMPoAo0/IXKeHHOM” nccnegosaHuun. Bece ero
y4yacTHUKM ByayT nonyyaTb aKkTUBHOE NIEKAPCTBO - Nnauebo He byaeT npegnucaHo. AnA
9TOro eCTb TPWU NMPUYNHBbI.

1) Mo6narogapuTb NOAEN 3a TO, YTO OHU PUCKHYIN U CTaNu NepBbIMU NIIOAbMU,
NONYy4YUBLLNMUN 3TO NieKapcTBO. KaxxablK, KTO NnpuHMMan y4yactue B bI' nccnepgosaHum - ato
repou, NoOMorarLmn USMeHNTb MUP, HO 3TN 46 [06pPOBObLEB B3ANN Ha cebA
nepcoHasbHbI PUCK OT MUMEHM Hallero coobuiecTBa.

2) MNonyunTb 60nbluUe faHHbIX, KaK MOXHO BbicTpee, 0 6€30NacHOCTU ASINTENBbHOIO
NPUMEHEeHNA NeKapcTBaa.

3) MockonbKy Noamn 06bIYHO HE MOTYT GbITb B ABYX Pa3HbIX CTaAUAX B OQHOM U TOM Xe
nporpamme - 1 3T 46 [,O06POBONbLIEB HE CMOTYT NPUHATbL yYacTue B criegyloulein pase
KIMHUYECKOro nccneaoBaHus.

“A pymMato, 4TO MHOXXECTBO JIKOAEN HE MPOXOAAT FeHETUYECKOro TECTUPOBaHUSA MO NPUYNHE
TOro, YTO €CNN Thbl MONYYMLLb NO3UTUBHbIA pe3ynbTaT, TO HEMHOI0€ MOXXHO C 3TUM
caenatb. Ecnu Bbl BbIGepuTe Noka He TecTUpoBaTbCA, byaeT /i1 3TO BAMATb Ha TO, KakK
ObICTPO Bbl CMOXeTe NoNy4YnuTb fieyeHne?”, - cnpawmsaeT Pyou.

MpoxoauTb N FreHeTU4YecKoe TeCTUpPOBaHNE - 3TO CYrybo JIMYHOE peLleHne N A He byay
noaTankmeaTb UK OTroBapuBaTb KOro-aMbo OT UX peleHns. TO TO, Ha YTO YenoBek
pelaeTca, B3BECUB BCE 3a U NPOTUB, NOCN 0O6CYXAEHUA CO CBOMMU BNIN3KNMU U
reHeTUKOM.

Cnepyoumii 60bLION Tpran ¢ 60N1blION BEPOATHOCTLIO 6YAET BOBNEKATb NIOAEN, Y
KOTOPbIX YXX€& eCTb CUMMNTOMbI U NPU3HaKK BI' 1 y KOro reHeTUYecKuii TECT NOJIOXKUTENEH.
Ho yxe cnepytouiee KIIMHNYECKOE UccrefoBaHne MoXKeT 6biTb HanpaB/IeHO Ha Noaen ¢
NONIOXUTESIbHBbIM FreHETUYECKMM TECTOM, HO 63 NpU3HaKoB 3aboneBaHus, YTOObI
NMOCMOTPETb MOXHO N1 NpeaynpeanTb 3aboneBaHue. Mo3aTOMy 0YeHb BEPOSATHO, YTO
NIOASAM HYXKHO 6yaeT y3HaTb UX FeHEeTUYECKUIA CTaTyC, YTOObI NPUHATbL yYacTue B
NPEBEHTUBHOM MCCNeAoBaHUU. A He 3Hato, A0JIF0 NN XAaTb TaKoro UCcnefoBaHns, NoToMy
YTO 3TO BO MHOIOM 3aBUCUT OT TOro, Kak NPONAET cnepyowmnin Tpman.

«Cnepgyowuin Wwiar - 3To 6osee NPOoAOC/HKUTESIbHOE U KPYNHOE KJIMHU4YeCcKoe
nccnepoBaHue No TECTUPOBAHUIO IeKapCTBEeHHOMN “apPeKTUBHOCTU” - ByaeT nn
NneKapcTBO 3aMegnsaTb nporpeccuposaHue br? »

HayuHoe coobuieHne, caenaHHoe Ha 3TON Heaene, He ABNAeTCSA NPUYUHON NO KOTOPOU
HY>XHO fenaTb reHeTUYecKoe TecTupoBaHue. Korga 6yp,eT 06BbABNEHO npeseHTUBHOE

KIIMHNn4YecKkoe nccnegosaHune, 1 ecsim oOHo n0Tpe6yeT TecTunpoBaHue 0 Ballero BKJlO4EHUA,
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TOrga HaCcTynuTt BpeM4, YTOObI nonyymTb reHeTN4eCKoe KOHCYJIbTUPOBaHUNE U
TeCTupoBaHue, eCyim Bbl 3TOIrO 3axXxoTuUTe.

C ppyrow CTOpOHbI, eCTb O4Ha Belllb, KOTOPYIO Bbl MOXETe caenaTb cenyac, 4Tobbl NOMOYb
C uccnegoBaHusmMu bI' 1 BONTU B CNNCOK Ntogein, 3anHTepecoBaHHbIX B 6yayLmnx
KJIMHUYECKUX uccnegoBaHusx, gaxe ecnu bl HE npoxognnm reHeTU4eCcKoro TeCTUpoBaHus.
9710 nognucka Ha yyacTtue B Enroll-HD (http://enroll-hd.org). Jllogn 13 rpynnbl pucka,
HeTeCTUpOBaHHbIE YneHbl ceMen ¢ bl Tak)xe MOryT NnpuHMMaTb y4acTue.

“Ha kakon cTagun 3aboneBaHns MOXeT MPUMEHATLCA NeKapcTBo? Hanpumep, MoOXeT nn
OHO NPUMEHATbCA A0 NOABMEHMSA CUMATOMOB, Kak npodunaktTuyeckas mepa? Kak s
noHnmato (noxkanymncra, nonpasbTe, €CNN A MOHMMalO HEBEPHO), MOCKONbKY 6e0oK
NOCTENeHHO Co3[aéT B rOJIOBHOM MO3re nporpeccupoBaHne cCMMNTOMOB - byaeT nu
nekapcTeo 3¢pPeKTUBHO, eCnn HeT NporpeccupoBaHna?”, - cnpawmeaeT HUKKN.

Mbl oXXngaem, 4To B crieayrowem Tpruane 6yayT y4acTBoBaTb NOAUN Ha paHHUX cTaguax bl
HO y>e npoBoauTca paboTa No 064yMbIBaHUIO KIIMHUYECKNX UCCeL0BaHUM Mo
TECTUPOBAHMIO TOr0, CMOXET NN NIEKAPCTBO NPeaoTBpaTUTL Aeb0T 3aboneBaHna y nogen
6e3 cMMNTOMOB. 9TO onpeenéHHasn Lenb. Mbl He 3HaeM HaCKOJIbKO pPaHo NeKapcTBO
MOXET ObITb NPUMEHEHO 3QPEKTUBHO NN MOXET NOTPEBOBATLCA €ro NPUEM, HO A AiymMato,
4yTo B 6ByayLLeM Mbl CMOXEM UCNOJSIb30BaTb KOHLEHTpaLumo 6enka ¢ uepebpocnuHanbHOn
XXUOKOCTU Unu gpyrmne nsmepeHnsa (buomapkepbl) gna nnaHMpoBaHUs neyeHus. Ho cnepsa
BCE 3TO HY>XHO NPOBEPUTb B KIIMHNYECKUX NCCe[0BaHNAX.

“A noHMMaro, YTO 3TO KNIMHNYECKOE UccrnegoBaHue No ycTaHOBNEHUIO 6e30nacHOCTH
nekapcTBa 1 NepBUYHbIM [03aM, KOTOpble MOryT 6bITb 3 PeKTUBHLI. ByaeT nu cneayowmum
Larom nsyyeHune NnpoaoK1UTeNbHOCTN addekTa ANa ycTaHOBMEHNA HEOB6XOANUMOMN CXEMBbI
nevyenus? Hanpumep, ntombanbHas NyHKLUUS OAMH pa3 B rof ANA BBeAeHUA feKkapcTsa ele
npuemnema, Ho exxeHegenbHo - HeT!”, - UHTepecyeTca [aBua,.

Bce BoBNeYEHHbIE NMLa XOTAT YyCTAaHOBUTb CXeMY flevyeHus, kotopasa bypeT adpekTuBHa
NpPW HaMMeHbLLEM KonnyecTBe MoMbarnbHbIX NYHKLUWA. 1 oXXungaro, 4To B 6yayLmnx
nccnefoBaHUAX byayT TeCTUPOBATbCA pasfiMYHbIe OMNUUN, HO Mbl MOKa He 3HaeM, Kakumu
MOryT 6bITb 3TV ONUUN.

“MHe o4eHb NHTEPECHO Y3HaTb, KAKUMN ByayT cnegyrowme warn KMMHNYECKnX
nccnegoBaHUM N Npu yCNOBUKU, YTO OHU NOATBEPXKAAOTCA Ha KaX40M dTane, KakoBbl
ONTUMUCTUYHbIE N KOHCEpPBATUBHbIE OLLEHKWN TOro, Korga nevyeHve 6yaeTt Ha pbiHKe? A
Tak>e 6ygeT fin OHO AOCTYMNHO B NporpamMmMe paclmnpeHHoro 4octyna/6naroTsopuTenbHo-
ncnbiTaTeNbHOro UCNOb30BaHMA?", - cnpalwumBaeT [)XeHHudep.

Ecnn HTTRx Ha camom pene BYAET 3amegnaTtb nporpeccupoBaHue bIh, 1 aymato, 4to
nekapcTBo 6ygeT AOCTYMHO K NpeanucaHunio yepes HaunoHanbHyo cry>xoy
34paBoOXpaHeHns, N0 ONTUMUCTUYHbBIM OLLeHKaM - yepes 5-6 neT, no oYeHb
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KOHCepBaTUBHOM oueHKe - Yyepes 10-12 neT. [ipyrue MoryT gaTtb Bam 6onee unum meHee
ONTUMUCTUYHbIE Lndpbl! HO ecnn Mbl NOYyYNM HEraTUBHbINA UAN pa304yapoBbIiBalOLLL U
pesynbTaT KIIMHNYECKOro UCCNefoBaHuA, TO 3TO fpaMaTUYECKU USMEHUT CUTYyaLUIo.

Ho noMHuTe - HTTRX - 93TO He TONbKO pa3pabaTbiBaeMoe nekapcTBo OT bIM - 3TO TONbKO
OOWH N3 NyTen, KOTOpbI Hac BoogywesnaeT. ECTb MHOIo crnoco60B AOCTUXEHUA Lenu
CHUXXEHMA MYTaHTHOro 6esika, 0XXnaaeTca Havasno HOBbIX UCTbITaHUM B 6inXanwee Bpems
WN OHU yXKe HaunHatoTcA. KpoMe TOro, Cyw,ecTBYIOT gpyrvue npenapaTtbl, KOTOpble
paspabaTbiBalOTCA U TECTUPYIOTCA, KOTOPbIE HarpasB/ieHbl Ha 3aMeaJsieHne unm
npepoTBpaweHue bl gpyrummn cnocobamu, nomoras BOCCTaHOBUTb HOPMasibHOE
OYHKLMOHMpPOBaAHME MO3ra B MPUCYTCTBUM MYTaHTHOro 6esika reHTUHrTMHa.

b Aymato, 4YTo eule CJZIMLLKOM pPaHO CcrnekympoBaTb Hac4yeT paClWlNMpeHHOro 4ocTtyra nin
6ﬂaFOTBOpMTEHbHO-I/lCI'IbITaTeﬂbHOFO ncnosnb3oBaHUA - 4N1d Ha4vasla HaM HY>XXHO
YCTaHOBUTD, 6yp,eT 1IN NeKapcTBo pa60TaTb Unn HeT, n ecin 6yp,eT, TO KaK MO>XHO 6bICTpee
ero sapernctpupoBaTb.

“ByayT Nn KNIMHUYECKMe UccrefoBaHnsa U ganblle 6asnpoBaTbes B JIOHA0He unm 6yayT
BKJIOUEHbI U ApYyrue nccnepoBaTeNibCKue LeHTpbI?”, - BoNpoc oT Muxaanbl.

Hukakon nHpopmMaLunm o0 KNIMHNYECKNX LeHTpax Nnoka He 06bABNEHO, 3a UCKIKOYEHNEM TOrO,
YTO B CNefyroLleM uccnegosaHnmn oxngaertcsa ydyactue cantos ns CLUA. Ho g oxxupgato, uto
6yneT MHOroHaumMoHanbHOE UccnegoBaHne, U, KOHEYHO, 1 C 3HTY3Ma3MOM 3aUHTEpPEeCOBaH B
ydyacTuu JIoHO0Ha 1 gpyrux 6pmMTaHCKUX CamToB.

“HeckKonbko Heaenb Hasag, a npucoeanHunach K Enroll-HD. Ecnn/korga HoBO reHHoe
neyeHwe cTaHeT AOCTYMNHbIM, 06513aHbl NN Te, KTO Aienan TeCTUupoBaHUe CHoBa onpefensTb
KonnyecTso LLAT? Mnn ecnn y nauneHTa B3N KPOBb Ha TeCTUPOBaHue B paMkax Enroll-
HD, To aToro 6yaeT AOCTAaTO4YHO, €CNIM Y OH ByaeT NO3NTUBHBIM NO MyTaL MK, UK OH 06A3aH
NPONTN TECTUPOBaHNE OTAENbHO?", - cnpawwmnBaeT [abbu.

Baw aHanus kposu u3 Enroll-HD Hukorpga He 6ygeT nepepaH BaMm unu Bawemy canty Enroll.
TonbKo pe3ynbTaTbl KIMHUYECKOro TeCTUPOBaHUA, NpefoCcTaB/ieHHble BaM nocne
reHeTUYeCKOro KOHCYNbTUPOBaHUSA, MOryT 6bITb UCMOMIb30BaHbI A5 onpefeneHuns Toro,
nMeeTe Nnn Bbl NPaBo Ha 6yayline NnpeseHTUBHbIE Tpuanbl. lMocMoTpuTe Mol oTeeT Pybu o
TOM, YTO O3Ha4yaeT 06bABNEHME Ha 3TOM Hepene ANA NPUHATUA pPeLLleHNn 0 TeCTUPOBaHNUN.
(Kopoue rosops, He NpoxoauTe TeCTUpoBaHWe Ha OCHOBaHUN 3TOro o6bABNEHUA!)

“byaeT N1 BO3MOXHO A18 YenoBeka unun gobposonbLa cTaTb y4aCTHUKOM OOHOIO U3 3TUX
BOOAYLIEBAAIOLWMX UCCNefoBaHUN, eCNiM OH HaxoguUTCsA Ha NO3gHeNn cTagumn 3abonesaHus,
Harnpumep, Kak Mo My>x?”, - [I>Kounc.

AKTNBUCT ABUXEHUA 3a rpaxgaHckue npasa ®aHHu Jly Xamep ckaszana: «HUKTo He
cBob6oAEeH, NOKa BCe He cBOOoaHbI». BCce Mbl, paboTarowme Hag bIM, XxoTum, 4Tobbl NevyeHne
paboTano ons BCeX, U He nepecTaHeM paboTaTb, Nnoka bl 6onblie He cTaHeT NPob6eMon HK
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Ansa Koro.

Ho cypoBas peanbHOCTb TakoBa, 4To gaxke ecnum 6ol HTTRX 6b11 coBepLUIEHHO
3¢ PEKTUBHBIM, OH HAKOrfa He cMor 6bl BOCCTaHOBUTb KNIETKN MO3ra, KOTopble yXe 6blnn
NoOTEepPSAHbI.

Mbl XOTUM MCNbITaTb NpenapaT B MakCUMaJbHO LUMPOKOM CMNEKTPE, U Mbl MOXEM 6bITb
NPUATHO yauBneHbl. Ho cnepyrouee 60/bLlIoe UCMbITaHUE, BepoATHO, byaeT
COCPeAOoTOUYEHO Ha NMAAX C OTHOCUTENIbHO PaHHMMKU cuMnToMaMu BI, noToMy UTo Tak y
Hero 60/blle WaHCOB NokKa3saTb 3aMefJ/IeHNe NPorpeccMpoBaHus.

Kak 6bl Mbl H/ CTapanncb, 1 600Cb, HEM36EXKHO, YTO HakayTCA Nogu, AN KOTOPbIX
NpPOrpecc HaCTYMNUT C/IMWKOM MO34HO, U 1 COYYBCTBYIO BaM, BalleMy MY>XXY U BCEM
OCTallbHbIM, €C/IN Mbl HE YCNeeM BOBpeMS.

“Mon 6paT B 6a3e gaHHbIX A5 KIIMHUYECKUX uccnepoBaHui. byaeTt nu oH nonyyaTtb
nekapcTBo?”, - 3afaéT Bonpoc JInaHH.

HaxoxpaeHue B 6a3e AaHHbIX 3aMHTEPECOBaHHbIX MOTEHLMaNbHbIX O6POBObLEB -
OT/IMYHbIN LWar, HO HeT cnocoba rapaHTUpoBaTb yyacTue B Nlo60M 6yayLLEM KIIMHAYECKOM
nccnegoBaHunn. B HacTosiLee BpeMsa Mbl fla)ke He 3HaeM, rae 6yaeT NpoxoauTb cneaykouiee
nccnegoBaHne U Kakue nauneHTbl 6yayT XenaTenbHbl. § Nnpeanarato BaM gaTh BallemMy
6paTy Mou 3 coBeTa Bbille, YTO6bl MaKCUMasIbHO YBEIMUYUTD LWaHChl. ECNN OH He CMOoXeT
yyacTBOBaTb B C/iefyloLLeM UCCNeaoBaHUN 3TOro Npenaparta, eMy cnefyeT pacCMOTpPeTb
BO3MOXHOCTb y4YacTuA B APYrMX Tpuanax u HayuHblX UCCNeaoBaHUAX - BCE OHWU BaXXHbl AN
AOCTUXXEHUA Nporpecca MakCUMasnbHo 6bICTPO.

“byneT nn nevyeHne JOCTaTOYHO AeLleBbiM 415 BCEX, YTOObI UMETb AOCTYN K HEMY 6€e3
OrpaHuU4YeHni n3-3a CTOMMOCTU AN HauMOHalbHbIX CUCTEM 34paBOOXPaHeHNA?”, - [LoyH.

lNoka paHo uMeTb Kakoe-nmMbo yeTKkoe npegcTassieHne 0 CTOMMOCTHU, MO3TOMY A MOTY
OTBETUTb TOJNIbKO B 06 KX YepTax. PaspaboTka u TeCTUpOBaHME HOBbIX N1eKapCTB,
ocobeHHO NepefoBbIX METOAO0B fevyeHuns, Takux kak HTTRX, ouyeHb goporu, Ho, ¢ gpyroun
CTOpPOHbI, neyeHne 6onesHn NeHTUHI TOHa Ha MPOTAXEHUN BCEro Kypca y>e 04eHb Joporo ¢
TOYKM 3peHna yxofa v notepu goxopaa. [lna KoMnaHUM He UMeeT HUKaKoro cMbicna
pa3spabaTbiBaTb IEKapPCTBO, KOTOPOE HUKTO HE MOXeT cebe No3BONMUTb - 3TO MIOXOW
6usHec. Moe nbuTenbckoe npeackasaHne COCTOUT B TOM, YTO Mbl MOXEM OXNpaTtb
3HauYNTENbHOro LleHHUKa, 3a KOTOPbIM MOCNEeAYIOT NeperoBopbl MeXxAy nokKynatensamm un
HauuoHanbHbIM MUHCTUTYTOM 3[0,0POBbSA U KIMHUYECKOrO COBEpPLLUEHCTBOBAHUA, KOTOpble
npueeayT K TOMY, 4YTO npenapaT 6ypeT AoctyneH. Bo3aMoXHO, HaM npuaeTtca paboTaTtb
BMecCTe, YTobbl y6eanTbCA, YTO Nuua, NpUHMMaloL e peeHns, Y4eTKO OCO3HaKT, B YeM
3aK/oYvarTCcA NoTpebHocTN cemen ¢ b, HO NpobnemMa BO3HMKHET Torga, Korga Mbl y3Haewm,
OeNACTBUTENbHO NK npenapaT paboTaeT Ana sameaneHns NporpeccupoBaHms.
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“9pPeKTUBHO NN NeveHue y nogen co cnuHouepebennsapHom atakcmen 17 tTuna?”, -
crnpawmBaeT dnauH.

IONIS-HTTRx pegyuupyeT TONIbKO 6€N0K FeHTUHI TUH, MO3TOMY, A 6OKOCb, OH He BygeT
paboTtaTtb gna CLLA17. XoTsa aTu ABe 6051e3HM NOXO0XU, OHU Bbi3BaHbl COBEPLUEHHO Pa3HbIMU
6enkamun. HoBoe ceMencTBO NEKapCTB, K KOTopbiM 0THOocUTCA HTTRX, HasbiBaeMoe
AHTUCEHCHYKNEOTUAHbIMU NNEKAaPCTBEHHbIMU CpeaCcTBaMN, TEOPETUYECKU MOXET ObiTb
npeaHasHayYeHo A8 HauenmBaHusa Ha nobon 6enok, NoaToMy BO3MOXHO, 4YTO byayuias
nporpamMmma MoxeT BkovaTb CLLATY.

34 AaBnseTca uccnegoBatesieM n COBETHUKOM lonis n Roche B nporpamme HTTRX, HO He

OTBeYaeT 34echb OT ux UMeHNn. s nonyvyeHuns 6onee noapobHon nHopmMaLumnmn o NoaNTUKE
pacnpocTpaHeHnsa nHpopmMauunm nepenante B Haw pasgen YaBo...

rMOCCAPUN

KnuHnyeckoe uccnepoBaHue — TLLaTeNbHO CMIAaHUPOBaHHOE UCCneaoBaHne,
HanpaBfieHHOE Ha N3yyeHne BAUSHUA NeKapCTBEHHOr O NpenapaTta Ha YyenoBeka.

6€eNOK FeHTUHI TUH — 6eNoK, KOTOpPbIN NPon3BoANTCA reHom brI.

nnaue6o Nnauebo — 3To GUKTUBHOE NTIEKAPCTBO, HE CoAepKaLLee aKTUBHbIX
MHrpeaneHToB. APPeKT nnauebo — 3To Ncnxonornyecknn apdeKkT, KOToOpbIn
3acTaBnfeT noaen YyBCTBOBaTh CebA nydlle, faxe ecnm oHN NpUHUMaroT TabneTky,
KOoTopas He paboTaer.
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