"Kak ebl cebsi 4yyscmeyeme ¢
amuompogbu4deckum 6oKo8bIM CKI1EPO30M?
Omeem npocmou — He O4YeHb-mo"

CmueeH XoKuUHe

bokoBon aMUOTPOPUYECKUN CKNEPO3:
B3rns4 Ha npobnem




lce Bucket Challenge
(«McnbiTaHne Begpom negsaHou BoAbl»)

NpuBrneYeHne BHUMaHUs K npobneme nsyyeHus n nevyeHus
3aboneBaHuna BAC

y coAencTBme NOBbILLEHNIO OCBEAOMITIEHHOCTU O 3aboneBaHnK

ASSOCIATION

P cbop noxepTBOBaHMN Ha nccnegosaHns bAC SAlST o pioket
Challenge

B pamkax gaHHoro ¢pnewumoba
YenoBeK KpaTKko MHdopMupyeT A
nepeq BMaeokaMmepom o Lensix i ‘o

aKkumn, BbIIMBaEeT cebe Ha ronosy
BeOpo neasiHown Boabl U bpocaet
BbI30B eLle 3-M noaam. 5
[Mony4nBLLMI BbI3OB, HO HE

BbIMOSIHMBLUWI YCINOBUS B TeYEHME %
24 yacoB, O0MKeH NOXepTBOBaTb x
100$ B hoHa nccnenosaHms BAC




RO3 v BAH

I'Iopa>KeH|/1e ornpegeneHHbIX rpynmn HGI7IpOHOB

UacTo cBsA3aHbI C BO3pacCTOM, yBEINMM4YeHmne 4aCTtoTbl C BO3PaCTOM

BornesHb gBuratensHbiX HeMpoHoB (BLH), sBnaeTcs cambim
pacrnpocTpaHeHHbIM H3 monogoro v cpegHero Bo3pacra

B otnnyune ot 6onesHun NapknHcoHa n 6onesHn Anburenmvepa, 6okoBomn
amuoTtpodunyeckumn cknepos (BAC) — He 6onesHb CTapeHuns, HO 3TO
3aboneBaHune, AnNs KOTOPOro BO3pacT ABNAETCA OOHUM 13 daKTOpOB pMcKa

Bo3HnkHOBEHME BE3 YETKNX NPUYMH; MOTYT BbITb NGO HacneaCTBEHHbIMMU,
nnbo NpmobpeTeHHbIMK

XpOoHN4ecKkoe KNMHNYECKOE TEYEHNE, HEYKITOHHO NPOrpeccupytoLLiee BnmnoTb
[0 CMepTH

Hensneunmo, XoTs MegmMkameHTO3HOEe nevyeHne MOXET AaTh HE3HAYUTENbHOE
N BPEMEHHOE ynyullieHne

CoeaunHeHHble WTaThl, KaHaga BennkobputaHusi, HeKOTOpble EBPONENCKNE CTPaHbI

l |

BIOH oTHocKTCA K 6onee LUMPOKOMY CNEKTPY HapyLUEHWHN, TepMuHbl BOH 1 BAC - CUHOHUMBI
nogpasymMeBaroLLnX gereHepaunio MOTOHENPOHOB




CnekTp 3aboneBaHnit MOTOHEMPOHOB

0 BOH — kaTeropusi ©onesHen, oxBaTbiBawllas Oonblioe pasHoobpasue
KIMMHUYECKNX beHOoTUNoB

“knaccudecknn” BAC

NepPBUYHbIN CUHOPOM pa3donTaHHbIX
BoKoBOW CKNEPO3 HOr
(MBC) (NnceBOoONONUHEBPUTUYECKAS
dopma)
NporpeccmpyroLLmnm

B6ynsbapHbIn bonesHb Xnpasima

napanwud (MNb6IT)

nporpeccupyoLlas
MblLLIEYHas
atpodus (NMMA)

CUHAPOM CBUCAIOLLMNX
PYK

BAC ¢ MynbTUCUCTEMHbIM
BOBJIeYEHMEM (Hanp., ¢ T/,
NapPKUHCOHU3M)




Anroputm gmnarHoctuposaHua bAC

[0 Het Tecta ana anarHoctukn BAC

[0 CoyeTaHue KIMHNYECKNX
NPU3HAKOB C OTpuUaTerbHbIMU
nabopatopHbiMn u MPT
nccnegoBaHMSaMN NoaTBepXKAaeT
AnarHos

[l MNMporpeccupoBaHne —
HeobOxoaumoe ycnosue Ons
anarHoctupoBanusa BAC

[0 DS: bones3Hb ABuUraTtenbHOro
HenpoHa, BAC, bynbbapHbI
Ae6loT, cermeHTosiAepHbI BapuaHT,
C nocreaywLlen reHepanusaumen,
OGbICTPOE NporpeccmpoBaHme.
ALSFRS-R, XEIJI

(AnHamMuKa maccel Tena 3a
nocnegHve 6 mecsaues)

MocTeneHHOe NPOrpeccMpoBaHne HeBpornorMyeckoro aeduumTa

Tonbko HMH 3Haku

—

\

BMH + HMH 3Haku

Tonbko BMH 3Haku

lematonorus n 6uoxumusa B Hopme, CMXK B Hopme

brnokn npoeegeHus BMH 3Hnakun + HMH BMH 3Haku CkaHupoBaHue
npu UIMH 3HaKM BO BCeX kayaansHee HMH Moa3ra
KOHEeYHOCTSX + / - 3HaKoB
BynbbapHon obnacTtu
OMI nokasbiBaeT Pesynbrathl CTpyKkTypHas
ineHepsauuio B > 3 CKaHMpoBaHus naronorus
aHaTOMMYeckux obnacrsax MO3ra B Hopme
(BEPXHUE N HXKHNE
KOHe4HoCTU, BynbbapHas)
CeHcopHoe nccnenoBaHune
B HOpMe
\ BMH, BepxHuiA MOTOHENPOH;
MynbTucpokanbHas MporpeccuposaHne . .
N HMH, HWKHUIA MOTOHENPOH;
MOTOpHasi HemponaTtus
WIH, nccnepoBaHnsa
OA HET npoBOAMMOCTU HEPBOB

BAC

PaccmoTpeTb uMUTUpYOLLNIA
CVHOPOM: MOBTOPHO obcnenoBarb




Midbrain

Y HeKoTopbIX, HO He Y BceX, 6bonbHbIX BAC
npounucxoadart nsmeHeHma MPT

Internal capsule
http://neuromuscular.wustl.edu/spinal/als.htm#alsmri



anungemunonornsa bAC

CpeagHuin Bo3pacT AgebtoTa cocTaBnseTt 55-65 ner

= B nocrsiegHee BpemMd otMevaeTcd TeHdeHUNA K OMOJ10XKEeHUKO

. N t‘\"s".

_— z

P 3abonesaemocTtb BAC B EBpone — 2-3 cnyyas Ha 100 TbICc. HaceneHus

V PacnpoctpaHeHHocTb BAC:
= B EBpone — 4-8 cny4aeB Ha 100 TbIC. HaceneHus;
= B CLLA — 3-4 Ha 100 TbIC. HaceneHus;

= B /3paune, AnoHun — 11 cnyyaes Ha 100 TbiC. HaceneHus.

Chid A, et al. Neuroepidemiology. 2013;41(2):118-30; Paul Mehta, et al. Surveillance Summaries, 2014 / 63(SS07);1-14.



Inuagemunoriormdyeckasl cutyauus
B YKpaunHe

HaceneHwne B YkpanHe — Ha 1 aBrycta 2014 roga 42,8 MnH. yenoBek

Teopemuyecku

cpenHaa 3abosiegaemocme — 2,5 cnyyas Ha 100 Teic. HaceneHns

/ eXerogHo \

v/ B YkpaunHe — 0o 1070 HoBbIx criydaeB BAC ‘./ B XapbKkoBe — 0o 36 HoBbIx criyqyaeB BAC

npu pacnpocmpaHeHHocmu — 6 crnydaes Ha 100 TbIC. HaceneHus

/emﬂnomeHTHo MOXHO BbISiB

v/ B YKpauHe — npumMmepHo 2568 bornbHbix BAC ‘u/ B XapbkoBe — npumepHO 87 6onbHbIx BAC

1 anBapst 2014 roga YMCNEHHOCTb HaceneHust XapbkoBa coctasuna 1 mnH 451,1 TbiC. YenoBek



[TpogormkuTensbHOCTb Xn3HM ¢ bAC

5-10%

20-25%

.

0 0-3 net 0 3-5 netr @ 5+ netr B 10+ net

UTo MOXET caenaTtb MeauumMHa Ans YernoBeka, KoToporo
Helnb34 BbINeYnTb?

AnnapaTtbl HEMHBA3MBHOW BEHTUMNSALMM NErKUX MOTYT NPOANUTb XM3Hb 6ONBHOIO Ha
rog U obner4ynTb ero coctosiHne. Fog — MHoro aTo unu mano? MNonpobyinte
NPUMEpPUTb 3TOT rof, K cebe U OTBETUTb Ha 3TOT BOMPOC. ..

[MannmatnBHaa NOMOLLL KOMaHAbl CrieunannucToB NOMoraeT COXpPaHNUTb Ka4eCTBO
XWU3HU HE TOmNbKOo Anst 60NbHOro, HO 1 AN BCEN ero CEMbM.

Adriano Chio, et al. Amyotroph Lateral Scler. 2009 Oct-Dec; 10(5-6): 310-323.



KoHBeHUUSA N0 BMoaTuke
(XenbCuHkKn, 19838)

CokpbITue oT 6onbHoro gnarHo3a bBAC siBnsieTca rpydbiM HapyLLEHMEM ero
nNpaBa 3HaTb O COKPALLEHUN NPOAOIMKUTENBHOCTU €ro XXU3HU 1 MOXET
NPUBECTU K OLLIMOKaM B NpoBEeAEHNN MEeANKO-CoLMarnbHOW 3KCNepTus3sbl,
COKpalLleHuio nepmnoaa, Korga natoreHeTuyeckada Tepanusa uenecoobpasHa,
nnn cnocobcTBoBaTb 0bpaLLEeHU0 DOMBHOIO K anbTepHaTUBHbIM U
3aBegOMO HESIMIEKTUBHLIM METOAAM NEYEHUS.

lunepaumardocTuka BAC u ——> | KOTMEHa CMEepPTHOro NPUroBopa»
nocneayowasl nepeoueHka gnarHosa

[MnoanarHocTtnka bAC u ee , | «BbIHECEHNE CMEPTHOrO
nepecMoTp npurosopa nocrie onpasgaHnUda»




IMOLIMOHaNbHaa peakuna Ha amarHos

Habnopas 3a peakumen 605bHbIX NOCNe ornaleHns M CMepTenbHOro AnarHosa,
onmsabet Kiobnep-Pocc — amepukaHCKuUn NCUXosor, co3aaTenbHuua

KoHUenumnn NMCUXONOrM4YecKkomu nomMown ymmparLnm OONbHbIM — Bblgenuna NAaTb
3MOLMOHAarnbHbIX CTaOUMN:

0 OTtpuuaHue BonbHOM HE MOXET NOBEPUTL, YTO 3TO AENUCTBUTENLHO C HUM
CNy4nsiocb

[l THeB BoamyuwieHne paboTton Bpayen, HEHaBUCTb K 300POBbLIM JHOAAM

[0 BepeHue [MonbITKka 3aknNYUTL COENKY € cyabbon. bonbHble 3aragbiBator,
neperosopos O0MYCTUM, YTO OHW NOMPaBATCH, €Cfi MOHETKa yrnageT Opfiom

0 Henpeccusd OT4asiHe 1 yXac, NoTepst UHTepeca K XXMU3HU

0 [MpumupeHune ¢ || «A NpoXun MHTEPECHYIO U HaCbILLEHHYHO XXM3Hb. Tenepb A Mory
MbICHBIO O ymepeTb». He bonee 2% ntogen nepexmsaroT 3Ty cTaguto
HEN36eXHOCTH

Cragum MOryT BUOOU3IMEHATHLCA UITN HaCTUYHO OTCYTCTBOBATb, NMPOTEKATHL C pa3H0171 CKOPOCTbKO, OAHAaKO
cXemMa B LieJ1OM MNMO3BONAET NOHATb, YTO NepexXunBaeT yMMpa}OU.lMVI, N NpaBuUiibHO CriJylaHNpPOBATb obLweHne

Onusabet Kiobnep-Pocc. O cmeptn n ymmnpanuu. lNep. c aHr. - K.: "Codoma", 2001. - 320 c.




TpyaHblie peweHua npn BAC/BAH

YKM3HEHHBIN ONbIT N COCTOAHUE KaXXA0ro YenoBeka nHaMBuayarbHbl, a 3HAYUT HE
CYLLIeCTBYET KaKOW-TO e4MHON, CTaHOaPTHOW MOAENN NOBEAEHUS, OOANHAKOBbLIX peaKkunini n
YHUBEpPCanbHbIX OS5 BCEX pekoMeHaauum

Hanbonee akTyarnbHble BOMNPOCHI, KOTOPbIE HYXXHO PELUNTDb:
= lAcnonb3oBaHue 30HA4a, racTpOCTOMbI
= lcnonb3oBaHne BCcriomoraTesibHOM BEHTUNALUM
= JlekapCTBEHHOE 1 HernekapCTBEHHOE CHATUE CUMNTOMOB
= [1lnaHnpoBaHue cmepTn

[Tpouecc NPUHATUSA TakuxX peLlueHnn HuUkoada He bbieaem rieekum v TpebyeT yyacmus ecex
CMOPOH: CaMOro naumeHTa, ero CEMbn U Bpayen

Ha paHHMX cTagusax 3aTpyaAHUTENbHO caenaTb OKOHYaTeNbHbIA BbIOOp, NOCKONbKy 6ydywee
meyeHue 6051e3HU HeU38€CmMHO

BaxHenlee ycnoBme — BOBfeYeHne B npouecc camoro 6onbHoro. MNpu aTom BaXkHO, YTOOLI:

v/ nauuveHT Obin XopoLwo ocsegomMIieH 000 BCEX CMOXHbIX MOMEHTaX U JeTarnax, KotTopble HY>XXHbl eMY
O5A NMPUHATUA peLLEeHNns,

v/ uHdopmauus 6bina gocTtynHa B MMCbMEHHOM hopme (FIMCTOBKKU, CanThbl),
¢/ NaumeHT OblN YBEPEH B TOM, YTO B NIOOOM peLLeHnn ero nogaepxar ceMbsi U opy3bs

[MpuHATME pelueHnn — NpoLecc, NPO4OSKALLMNCA KaKkoe-TO BPeMS, 1 BCerga MOXHO
8Hecmu rorpasku nepen okoH4yaTesibHbIM peLleHnem




LHoxuneaTtb Unm "xopoLlo" ymepeTtsb?

BEAC — bonesHb nporpeccupytowias u, Nno Mepe CBOEro pasBuUTUS,
CTaBWUT NaUUEHTa nepen c/1I0KHbIM 8b160P0M:

L/ NCIroJib30BaTb BCE BO3MOXHbIE METOAbI
JliedeHnda u MakCmMmasibHO NpoAJiNTb KNU3Hb,
CTaB lNpun 3TOM

= MOSIHOCTbIO 00e3ABUXEHHbIM,

= 63 BO3MO>KHOCTW rOBOPUTb U KaK-TO
obLaTbca ¢ BNU3KNMu,

= NCMNbITbIBas CUSTbHbIN PU3NYECKNU
AUCKOMQPOPT 1 cTpadaHue

NI

NO3BOJSIUTb ECTECTBEHHOE TeyeHne bornesHu u
yMepeTb, BO3MOXHO, B TEHEHNE HECKOMNbKNX
MecsueB

http://www.miloserdie.ru/articles/dozhivat-ili-horosho-umeret-palliativhaya-pomoshh-pri-bas




[lpaBO Ha XM3Hb U HA CMepPTb:
aTnyeckune npobnembl BAC

] L

el

CmepTb

OT yaylib

A

http://xn--80aaai3atxakv.xn--p1ailivl_eto_r
http://www.vesti.ru/doc.html?id=931988
http://www.miloserdie.ru/articles/god-progra
http://reancenter.ru/node/427
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Ynbloka Cyabosbi!

MOBUNEHAA BEPCUA

XAPbBKOB

OBUUMANBHBIN CAMT XKAPEKOBCKOMO MOPOACKOrO COBETA,
rOPOACKOro ronoebl, MCNONHWUTENBHOIO KOMUTETA

FeHHaamn KEPHEC

XapbKOBCKMIA MOPOACKOM ronoea

MY BNMKALMIA
BEICTYMNEHWA

AHOHCHI

HOBOCTM

MPECC-LEHTP

rOPOACKAS BNACTh
KOMMYHAMBHLIE NPEAMPUATIARA
NOKYMEHTBI

OBPATHASA CBA3b

Ba) G4

MoasnuTeCA: r Ej e
(D) T -

MevdaTaTe =y

23HE, POAR, NEPUHATANEHEIM LEHTP,

B XappkoBe NpouLIiH YHHKAJIbHEIE
poabI




13BeCTHbIe Ntoan, kotopblie bonenu BAC
CrnopTCMEHb!

Iy 'epur (1903-1941) —nereHgapHbIi aMepPUKaHCKUIM
Beic6onmncT, Mrpok koMaHab! «Hbo-Mopk AHKM3Y.
[Mocne gnarHoctupoBaHus B 1939 r. BAC npoxun Bcero
[Ba roga.

EsreHnn Mavopos (1938-1997) — n3BecTHbIN
COBETCKMI XOKKEeUCT, HanagawLwmn. 3acnyXeHHbln macTep
cnopta CCCP. CnoptunBHbIn kommeHTaTop LT.




13BeCTHbIe Ntoan, kotopblie bonenu BAC
CrnopTCMEHb!

[meHH MoHTromepu (1967-1998) — npodeccuoHarnbHbIn UrPoOK
B amepukaHckun doytbon HaumoHansHom dpyTbonbHOM nurn.

[narHo3 BAC 6bin noctaeneH B utone 1997 roga. OcHoBan
doHg nomoLm naumeHTam ¢ BAC. Ymep ot 6onesHn 28 nioHd
1998 roga. Emy 66111 31 roga.

CtedaHo boproHoBO (1964-2013) — uTanbAHCKUA
doyT6onucT, ObiBLUMK Hanagawowmn "Munana",
"®nopeHTuHbI" N cbopHon Utanuu.

B 42 ropa guarHoctuposanun BAC. B 2008 rogy yypeaun
dooHA crieumanbHbI PoHAa, NPU3BaHHbLIM NOMOYb ThiCA4YaMm
B6onbHbIX BAC no Bcemy mupy. Ywen u3 XusHu B 49 rnert.




13BeCTHbIe Ntoan, kotopblie bonenu BAC
CrnopTCMEHb!

933apa Yapnb3a (1921-1975) — amepukaHckuii NpodeccMoHanbHbIN
Bokcep B cynepTskenom Bece. HasaH Bennyanwinm TSHXXENOBECOM BCEX
BPEMEH.

AnarHo3 BAC 6bin noctaeneH B 1967 rogy.

[xeddopun xynmnaH (1961-2004) — amepuKkaHCKui
npodpeccmoHanbHbIn UTPOK B rofibad.

[narno3 BAC 6bin noctaeneH B 2001 . B 2002 r. ¢ »xeHoun
yupeaun oHa nomowm 6onbHbIM BAC. YMep nodTtn yepes Tpu
roga B BospacTte 42 ner.

bpag OptonTT (1958-2013) —
aBCTpanuMmncKum npogeccrnoHarsbHbIN
TEHHUCUCT U CMOPTUBHBLIN (PYHKLMOHEP.

[Mpoxun meHee nosnyroga nocrie
anarHocTupoBaHus y Hero BAC.

Apuk CkorrmHe (1959-2009) — npodbeccroHanbHbIN
amepuKaHckui pytTéonuct.

Ymep vepes 2 roga nocre anarHoctuposaHust bAC.
OcHoBan npoekT "Eric's Vision" ana cbopa cpencrs
Ha nouck nekapcrtea oT bAC.




13BeCTHbIe Ntoan, kotopblie bonenu BAC
[lonutnyeckue gearenu

Mao Li3agyH (1893-1976) — KMTalCKUiA BOEHHbIN U MONUTUYECKUIA
pesrtens, nngep Kntanckon HapogHom Pecny6nukn (KHP) ¢
MOMeHTa ero co3gaHus B 1949 r. oo ceoen cmeptn B 1976 .
AsnaeTca ogHMM N3 CaMbiX BaXKHbIX oUryp B COBpeMEHHOU
MWUPOBON UCTOPUMN.

Jletom 1974 r. Bpaum BbisiBNAOT cumntombl BAC. B ceHTsa6pe 1976 1.
Mao L|3sgyH ymunpaet nocne Tpetbero nHdapkra.

W\ } [eHpu Srapa Yonnec (1888-1965) — nonutnyeckuin aeatens CLUA.

r MwuHuncTtp cenbckoro xosanctea (1933-1940), 33-1 Buue-npe3naeHT
CLUA (1941-1945), muHuctp Toprosnu (1945-1946). HoMunHaHT Ha
npe3naeHTckux Bolbopax CLUA 1948 r.

CumnTtombl BAC nosiBunuck B kKOHUEe 1964 1. BoisBancsa ctatb y4aCTHUKOM
9KCnepuMeHTarbHbIX UCMbITaHUM fledyeHns B HauynoHanbsHoOM VHCTUTyTe
300poBbsi. Ben nogpobHbI AHEBHUK O CBOEM yXYALUAKOLLEMCS

COCTOSIHUM B HaZexae, YTo 3TO NOMOXET YYEHbIM MOHATL 6onesHb. YMep
B Hosi6pe 1965 roga.




13BeCTHbIe Ntoan, kotopblie bonenu BAC
[lonutnyeckue gearenu

[xenkob [xaBul, (1904-1986) — nonutuk, ceHaTop CLUA ot Hbto-
Wopka ¢ 1957 no 1981 rr. B 1983 HarpaxaeH MNpe3naeHTcKoi
Meganbio CBoboabl

AKTMBHbIN CTOPOHHMK NOALEPXKU NCCnenoBaHUU pacCTPOUCTB
FONNOBHOIO MO3ra 1 HEPBHOW CUCTEMDI.

Amxuno lNon Canbtoyen (1948-2013) — nonNUTUK 1 avnnomar 13
Maccauycetca. YUneH rocygapcteeHHou [Manatel npeacrasutenemn
(1976-1985) n Cenarta (1985-1991) Maccauvycetca. Buue-
rybepHartop (1991-1997), rybepHatop (1998-2001) wTaTa
Maccauycertc. Nocon CLUA B KaHage (2001-2005).

Ymep B 2013 . nocne natunetHen 6opbObl ¢ bonesHblo. Bosrnaensn
dooHg no cbopy cpencts anga uccnegosaHust bAC.




13BeCTHbIe Ntoan, kotopblie bonenu BAC
LOeatenu Hayku

Nropb EBreHbeBu4 Tamm (1895-1971) — coBeTckuii OU3NK-
TeopeTuk, naypeat Hobenesckon npemun rno dpusmke (1958,
coBMecTHO ¢ YepeHkoBbiM N.A. n ®paHkom .M.).

3abonen B 1967 r. Yepes roag — VBJ1 u... npogomkaet
paboTtaTtb — nueT. Tonbko 3a nosiroga 4O CMepTu
npeKkpaTusi Hay4yHyto pabory.




13BeCTHbIe Ntoan, kotopblie bonenu BAC
[esatenun nckyccrea

Omntpun Omutprnesnd LLoctakoBumd (1906-1975) — coBeTckui
KOMMO3UTOpP, MMaHWUCT, negaror n ooLecTBEeHHbIN
pesrtensb. OguH 13 KpynHenwmnx MysblkanbHbIX gearenem XX
BEKa.

B 1962 r. yxe cTpagan cTpalHon 6onesHbo — 60KOBbIM
aMNOTPOPNYECKUM CKITEPO30M («MONMMOMUENUT B3POCTbIX»), B
pesynbTaTe Yero y Hero okasanacbh nopaxeHa BCs npaBasi
CTOpOHa Tena.

[1Ba nHdapkTta, cTpaHHas 60Me3Hb MbILLL, pakK Nerkux...

Bnagnmup Muryns (1945-1996) — coBeTckuit
KOMMO3UTOP 1 neBel,. ABTOP MHOMMX MNOMNYMsIPHbIX
B 1970-e — 1990-e roabl neceH. B 1994 rogy Bnagnmunp
Hayan cebsa nNoxo YyBCTBOBATD...




13BeCTHbIe Ntoan, kotopblie bonenu BAC
[esatenun nckyccrea

Yapnb3 MuHryc (1922-1979) — oamH 13 BenuyaniLinmx HoBaTopoB
MY3blkn AMEPUKN, 0XKa30BbI KOHTpabacucTt, KOMNO3UTop U
NpaBO3aLLUNTHUK.

B koHue 1977 r. bbin noctaBneH gnarHo3 BAC.

[MprKOBaHHbLIW K UHBANMMOHOW KOSACKE, HE B COCTOAHUN NMUCaTb MY3bIKY
Ha Oymare unu COMMHATbL Ha (popTennaHo, OH CBOW NocneaHue
npon3seaeHns cnen B MarHUTOQOH.

Ymep B aHBape 1979 1. B Bo3pacTte 56 rer.

[asug HuBeH (1910-1983) — GpuTaHCKuiA
KWHOAKTEP.

Mpemuna "Ockap" B 1959 .

B 1980 r. nosBunncbL CUMNTOMbI U B
doeBpane 1982 r. noctaBneH guarHos
BAC. Ymep B Bo3pacTe 73 ner.




13BeCTHbIe Ntoan, kotopblie bonenu BAC
[eaTtenn nckyccrba

[Merrn YyH (1946-2008) — nssectHas Ha
[[@aBanax XyooxHuua

Korga BecHon 2002 roga YyH Obin noctasneH
anarHo3 BAC, oHa 3Hana, 4YTo XOET ee Bnepeau.
Ona Bmaena ato MHoro pas... BAC 3abpan ee geaa,
MaTb U ee cecTpy-bnusHeua.

B 2003 rogy — MBJ1. B Tom e rogy oHa notepsina
BO3MOXHOCTb pUCOBaTb NpaBon PyKOW 1 B3Ana
KnCTb B neByto. B 2004 rogy KACTb gepxana yxe
3ybamn. B 2005 rogy oHa ncnonb3oBana
KOMMNbIOTEP AN PUCOBAHUS C MOMOLLLIO ABUMXEHUS

Artwork by Peggy Cl;u
Diagnosed with ALS in 200

UyH, no ee xenaHuto, 6bina cHaTa ¢ BJ1, KoTopbi Abllwan 3a Hee B Te4YeHne NocrneaHnx Nsatum ner.




13BeCTHbIe Ntoan, kotopblie bonenu BAC
O0bOLuecTBEHHbIE AeaTenu

o0am Anamc (1933-2004) — amepuKaHCcKuii
XYpHanucT, oTOKoppecnoHAeHT. Jlaypear
[MynuTtueposckon npemun (1969) 3a potorpaduto
"Ka3Hb B Cairone"

B mae 2003 r. noctaBneH gnarHo3 bAC. Ymep B
ceHTabpe 2004 r. Emy 6bin 71 rog.

[loB JlayTmaH (1936-2013) — napaunnbckui
NPOMBbILUIIEHHMK N OBLLECTBEHHbIN AeaTenb.
Naypeart lNpemnn N3paunnga (2007).

BAC gnarHoctnposaH B 2003 roay. Ymep B
2013 rogy 4yepes gecaTb NeT nocrne
NOCTAHOBKW AMarHoaa.




Itoau ¢ BAC, KoTopble BOOXHOBNAOT

CtuBeH XokuHr (poguncs 8 aHeaps 1942) —
aHIMMUCKNN (PU3NK-TEOPETUK U KOCMOJIOT, co3aaTernb U
pykoBoauTens LleHTpa TeopeTnyeckom KoCMornornm B
Kembpnmpkckom yHMBepcuTeTe, NnonynsapusaTop Hayku.
NmeeT 12 NoYETHBLIX CTENEeHEN, ABNSAETCA YIeHOM
BpuTtaHckoro Hay4Horo Koposesckoro obuiectsa u
Akagemumn Hayk CLUA. Ero Hay4yHble 3acnyrm oTMeYeHb!
MHOXECTBOM MpeMnn, meaanemn u Harpag.

EOVHCTBEHHBIN B MUPE YENOBEK, XUBYLLMA C 3TUM YXKaCHbIM
AnarHo3om BoT yxxe 50 neT (anarHo3 nocTtasrneH, korga emy 6bin 21
roq). 1 He npocTo *xuByLmin! OH NOMTHOCTLIO NapanmM3oBaH.
camocTosaTenbHO He abiwunT ¢ 1985 roga. loBopuUT Yepes
MOAYNATOP peyn. Y Hero paboTatoT rnasa v 2 dhanaHru nanbua.
BCE. 3TvM OH ynpaensieT KOMMbIOTEPOM, Ha KOTOPOM U paboTaer.
[MonyodmumansHbin TUTYN: "HbloTOH 21 Beka".

[MpaBuna *xnsHu
TAM I'lE ECTb XXU3Hb, ecTtb Hagexaa.

MEHA YACTO CIPALUUBAIOT, kak Bbl cebsa 4yBCTBYeTE C aMUOTPOPUYECKUM BOKOBLIM
cknepo3om. OTBET NPOCTON — HE OYEHb-TO.

OYEHb BAXHO npocTto He caaBaTbCA.

http://esquire.ru/wil/stephen-hawking




Itoau ¢ BAC, KoTopble BOOXHOBNAOT

[>xencoH bekep (poouncsa 22 nona 1969 r.) — amepukaHcKuit
HEeOKNaCCUYECKUN TMTApPUCT U KOMMNO3UTOP.

B aBaguatunetHem Bo3pacTte 3abonen bBAC, notepsin BO3MOXHOCTb
ABUraTbCsa U rOBOPUTbL, HO A0 cux nop, bones 25 net, npogonxaet
COUYMHATb MY3bIKY C MOMOLLIO KOMMbOTEPA.

OnTen xenmc bpureHc (pogunca 29
ceHTabps 1969 r.) — ObiBLIMIK pyTOONUCT
Kanagckon dpyt6osnbHom nurn (CFL) n
HauunoHanbHoun pytoonsHon nurn (NFL).

B mae 2007 r. noctaBneH anarHo3 BAC.

BmecTe ¢ xeHon opraHnsoan ®oHA
"Brigance Brigade", uenbto koToporo
ABMISETCA yIyudlleHne Ka4yecTBa XN3HU
nauneHToB ¢ BAC n nx cemen, genas
AOCTYMHBIMU XXU3HEHHO HEOBXoaMMblE
nekapcTea u obopynoBaHue, a Takke
cbop cpeacts ans uccnegosanus bAC.




Itoau ¢ BAC, KoTopble BOOXHOBNAOT

CTtuB [MKnCOH (poauncsa 19 mapta 1977)
— ObIBLUMI NpOdeCCUOHAanNbHbIN UIPOK
B aMmepukaHckun pytoon HPJ1. BAC
anarHoctmpoBaH B siHBape 2011 r.

CTuB 1 ero apysbsa U ceMbs
opraHmsoBanu poHg Team Gleason ¢
Liesiblo NpuBrevYeHns BHUMaHuA
obLwecTtBeHHOCTU K BAC, okasaHuo
nomowu noasam ¢ BAC n, B KOHEYHOM
cyeTe, HanTWN NeKapCcTBO W MONOXNUTb
KOHeL, 9Tor 0ones3Hu.

[1loMmnHnK Kumo. decats ner.
[narHo3 BAC nocTaBrneH ot
pOXOEeHUS.

YKuset B Ann-Bannu,
KanudopHus ¢ npuemMHbIMU
poanTensmu




[Tpobnembl opraHmnsaymnu

MeaunKo-coLnanbHon nomotlm npu BAC

OTcvyTCcTBUE

%

anugemuornormnyeckon nudopmauum o bAC B YkpaunHe

¢/ OXxBaTa MeOuKo-couuanbHbiMK Nbrotamn bopusona, aHTepansHOro nutanma n HBJI
BiPAP

v/ BHeEo4YepeaHoro nosnyveHus norot 6onbHeiMM BAC, B YacTHOCTU Ha MeETOAbI
opTOnean4YEeCKON KOPPEKUNN ABUraTerbHbIX HApYLLUEeHU, KOTOPble MOryT yTpaTuUTb
CBOO aKTyasibHOCTb N0 Mepe «OXUAaHus B oMepean»

¢/ MPOU3BOACTBA psida aganTMBHO-ObITOBLIX MPUCNOCOONEeHU, Kak ManoueHHbIX (ans
obneryeHna gertanemn ObiTa), Tak U 4OPOrocToALWmMxX (YCTpoOUCTBa Anda obnerdyeHms
obLweHnsa)

v/ oduumanbHO 3aperMcTpmMpoBaHHOIO CrneLnannu3npoBaHHOIo LIeHTPa(oB) NO OKasaHuIo
nomown 6onbHbIM BAC 1 cTaHgapTa BeaeHusa 6onbHbix BAC

‘u/ obuectBa bonbHbIX K NpodeccmoHanbHoOn accoumaunm nomowm 6oneHbiM BAC

‘u/ bnaroTBopuUTENbHBLIX PoHA0B NomoLm 6onbHLIM BAC

‘l/ xocnucoB Ans 6onbHbix BAC




IMrogn, ctpagarowime aTUM HEN3NEYMMBIM HEQYTOM, HYXXOAlTCA B NOAOEPXKKE, KakK B
BO34yxe. JTa cepus NPUHTOB, NOArOTOBIEHHAS PEKaMHbIM areHTCTBOM Lowe
Roche no 3akasy kaHagckon opraHnsaunm ALS Society of Canada, npusbiBaeT Bcex
OCTarnbHbIX NIOAEN TaKKe HE OTBOPAYMBATLCS OT HY>KAAKOLLNXCS B MOMOLLM.




Becb yxac aton 6onesHn 3aknoyaeTcsa B TOM, YTO
4yesiloBeK HaxoauTCs B CO3HAHUM U paccyaKke — OH BUOUT U
MOHMMAET, YTO cnabeeT, ero MblLlLbl HEMEKT N OH
nocTeneHHo yracaet. Ero moar, crnyx, 3apeHne OoTnnyHo
paboTatoT, HO Npu 3TOM Teno ymupaert. [103ToMy o4YeHb
4yacTo Takue bonbHble BrnagatoT B genpeccuto. K
coXaneHuto, nx ygyuiee onTMmMmM3amMa He Bbl3blBaeT.

bonesHb NpMBOAUT K TSXKENOW AENPECCUN B OXUOAHUN MEOSIEHHON CMEPTU




Cnacubo 3a BHMMaHue!




