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KOHCYJIbTALIMS BPAYA-TPABMATOJOIA-OPTONE/A

Mavians Bonnawnea Lnarta Auarnaneran

HATOELL: OrpannHeHHe JRWHEHHI B CYCTARAX, HAPYLIEHHE MOXGIKH, CHHAEHAE HepEHDCHMOCTH NEmeH

Harpyaxn
AHAMHES H3HH: Pebevor ot | GepemeHHOCTH, NPOTEKABILER © BHEMECH, MATORGIHEM. Poast cpodHhIE,

nanonoreckue. Poaunack ¢ maccod Tena 3200 , wmnnoi 50 cs. Mo Anrap 7-8 Banios, Panice paipivHe: he:

OTCTanauHA.
|

Hacnencreennwil aHAMHES: HE OTHIOIEGH, €CTh Mnajiluas ceofday cecrpa (6 &) At RIMHHHECKO

CHMITOMATHEH.
AHAMIES 3ABOJIEBAHHA: ¢ 5 ner pefiedok noTepii cAocobHOCTs Gerats, CTAN0 TRHEAD BHCSTE HA TYDHHKE, o
B & fer npw ofcnenoBaHud N0 NOBOAY OAHOKPATHO PASBHEIIEHCA OABUUKH [IpH disHEeCROi  HArPY3KE, 1
COXpAHABIICHCA HECKOABKD IHEA M CaMONPOHIBONBHO perpecerponasiiieii, Obuio OGHAPYIREHD NOBKILIEHHE ANT, 4
ACT. Bon yCcTAHORTEH AHATHOZ TEOATHT, HASHAMCHO JieHeHHE. Uepes MoJl Fodn HEBpOIDroM 3anofospeHa
Muonarag {KOK 6900 Eafn, ¢Tano 3aMeTHo YEenHYEHHS HEPOHOMHEX MBILILL MHOMETHYECKME npremer). C 7 mer
HaMeHHAACH MOXOAKE, CTANS TPYANO Npbirats. Ha HACTOALME MOMCHT r!uaTu.mab TPYIHOCTH APH HOIbeME 110

L
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CT¥IIEHBREAM. i
Brno nposegeno DHMI = Gea mamonorns. Ananks Ha uapm‘muu\gi XX,/ nul?;m's #a Gonexss Tlomme — | &
orpuuaTeasso, B mapre 2020 roga npoxosuna obcaefosanie s HHKH Deanarpnud rac nps seinoatenns MPT | |
MBI HIDKHIE KoHeUHoCTeH Ghina sanonospena TIKMJL Yunrieas, nebiorigabondsanid 8 5 et ¢ HADYWEHHR
NOXOAKH, TPYAHOCTH NpH DEFE, YREIHHEHHE HEPOROKHBIX MEILIL, na‘at.\%\[c:—u! Yposua KR li:ii{-ﬂiil}‘_ l?f]'ﬂ}; |
- ¥ 117 J 1= 5] i3 E
HEpEHYHO-MEIITEMHEIT XApaKTep NOpaNKCHHA HA M, A HCRAKCEHHA g:i_pljttmf#ﬂf:lﬁmu';&i;n « ho apesa
rocnuTTaalm xoucystposan 8 MPHLL caan JIHK-asanms - noucx HACTRIN My B R B Tese CAPN3, FERE,
ANDS. SGCA. 24.07.2020 - pwasaena smyTauna ¢.271G=>A & roMo(remu) 3UrOTHOM COSTORHMHK B PeH SGCA, o
coorsercrayer MKMIL mHn R3. MyTauxs sanianposasn 1 OOHAPYIRCHA ¥ METEPH B METEPOINIOTHOM COCTORHIH ,
OTEL [T aHAAHIA- e AOCTYNEH, OTMEHACTEA YXYAIWEHHE COCTOSHUA B BUIC HApacTaHid MEILEUHOH cnabocTH |
MpOrPECCHPOBANNA KOHTPAKTYP W runepiopaoia. € anpens 2023 roga YTPATHNA CAMOCTOATENBHYIO XOALODY.
Breraso 1 4000ezheyr moayqacT NOCTOAHAD.
JAHHBIE OFBERTHBHOTO QCMOTEA;
Cfiee COCTORMKE: YIOBIETROPHTENEHOE
STATUS LOCALIS: Nonosa no cpeHei JMHHM.

MBIILILL] TPH Aaasmanrd Markie GesbonesnenHEe
Och MOIBOHOYHKKA ¢ Nerkol NpaBoeTOpoHHER Ayrol, Muinonoriyeckue WirHGE HE BBIPIREHbL. TEHAEHNLA K

TOTLILHOM  YIopdoay. B nonoseHHH HA HBOTE OCh. NOIBOHOYHHEL UEHTPHPORAHA HE NONHOCTHIO Ded
ACHMMETPHH 3AOHHX OTICNOE. TpeyrONLHHEY TaIHH ACHMMETPHMHEL, CTOAHHE J10NaToR  AcHMMETPHMHOE.
KCaIMA YIAOR ToNATOR cHikena, BonesHeHHOCTE M0 OCTHCTEIM OTROCTRAM: HET. boneaneHHOCTE TPHITEPHBIX

Tougk: pet. BLICTOAHME 0CTHCTEIX OTPOCTROB NO3BOHKOR: HET. Y
Bepxine KOHeuHoeTH chMmerphtibie. COch BEPXHMX KOHEMHOCTEH HE HapywieHa. VeTaHoBRa mpesnnedri

cupoansiuHonnag. Crufarenbible YCTAHOBKH nm;t'q_i-mﬂﬂ~ NPEHMYULECTREHHD copasa. [IBHAEHHS B CYcTABAX
B I107IHOM 00 beMe '
|{P}'-'EH%1~'JI T3 [PaBUILHON (OPMEE ) ™
KOHeUpocTH. Tazosoe koMbiO §€3 HAKIOHA. Husiiie KOHEMROCTH DAHBaRosoil miiHb, 0ok HHHHEL
Ha

Hikune
KOHEHHOCT pyuena. Jiwnun Posep-Henarona re Hapywenhl. Passetenne Genep nonnoe. CHMITTOM ugeaEd
JBIOKEHNS B CYCTABAN HIDKHHX KORCqHOCTER HE

5 cagg

Tawkenis & WeliHoy oTaene & nannom odseme. KusaTeabHble

HEVE CHMiTom Tpemamﬁfprﬁ_ mumumhm
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Facwathonpaioma i mumn C it pumaiagmse 1025 Ha5 Y e aenms 2 20}
Foan it anphiind it b ol i L0 Hamstring | A0 40)
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T LG PO e TR TSRS Fs bR T ragan v ONOPC. LIS CTUARHA Jlas nepesMo
HAORABETER 1 MCTpOTCIIN A e et Ui ocyuiecTRaeun caimiapio-fHi
HAGKIE TG B KPOCIE-CTYIE © COlmrapisng OCHIIEHEEN ¢ HOLIEPRNGH FUitHhd H Ty HoBHi

TN
PEIVALTALLL 1IPOBEJAEHHORG DBCJENOBAHMSA:  Ha  pewrreiorpavive B fIpAMOH TTPOR K1
rrobeapenins eyeranon ur 2001, ononki Geapermimix koctel OKpYIioR fopsil ¢ 4eTEHMA KOHTYPSMH, Bl
cnpang 19 s, cnend B0 s CYUTIBIAG NOBEPXHOCTH BEPIAYKERIX BIATHH cippMHpoRatint npa%r.
UTeenno-ssnpunapini voom eopaon 143 rpaayea, coesa 140 rpsayea, Yron Lapta: enpass A2 TPAAYCOB, They
43 rpagyeor: Yo nepritkitbnoro cooTeeretaua; cnparr 71 rpaayco, cigii 73 rpRiyLoB. Hunny IHEHM_
OstGpeaann, Cagofuenoi e acpopsiponan, Cnpasa oTMensercs yMepenios aefopualing ammnn Lleinme
Hempattenne a1 o ki
i peErTTeiorpasste i npasoi npockiom TaoGeapenins cyerasin o1 23-06-2023. TonoskH TP HHBLE h‘ﬁmﬂ
akpyinoil opyn ¢ oNCTRIMIE KOHTYpRAL,  BucoTd copang 14 s, coeen 14w Cyurasihie ”-‘U“FHHM
BEPTAYIKILIX BTN ChopMupoRanb npasiaska. Wleedno-mmamspinai yron cripasa 140 rpaiyed, caesa 139
rpaaves, Yron Wapnn: enpasa 36 rpanyeos, coesa 34,5 rpaaycos, Yiom BEprakaanioro cooTEeTs raua; cipass i
rpaiyeos, cien 833 rpaayeos: Thamn Ieirrous, OMBpetana, Canopeesoit ne AehopMH POBEH. Heaapaiehine -
Jyskn 51 nossonks.
Hin pentrenorpasse ryGiony ouieha neinonounika B npaaoi npoex
OTEAOHEHR WIene, ¥ ron D0K0B0rD OTKIOHGHHA cocTananet 8 I Y Cls. tp‘ung?.Jr thl‘.‘, MACTHHER ,ﬂ‘ﬂm_
veTkHe, MERIOInEIROILE NPOMERY TR pPasHeMepHbe: Ha penmrenorpaxye NOacH- i et NOTBOHOYHIE
Wpanoil IPOSKIHE DCh IOAR0U0MHNEL B MTORCHHMHOM OTOCE YMepenio i RADH ;::'H!H Voo Boxosor
oTiIoHe cocTaname 3 tpanyea, Tedn nossolkon He samencin, Kgpms H'Q{_" nﬂngllﬂmm-l FOBIIHIL ut‘rxﬂr._

WMERTTOIBOHEGBIAL NPOMEKY TN PAnHOMEPHLIE: 1 -
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o 2021 r otk NOIBOHOMIHEE

Haw perrireHorpasye rpyauors 1 NOSCHIHHOIG OTACTA NOIBOHOUHHKR B DPAM y
NOABOHOMHIKL OTRAGHCHE Bnpasn. Vron GOKGBOIO OTKIDHEHHE COUTARIAC
UEaCTHHKN poBHuE, HeTkHe. MemnoIEoHKOELIE TPOMERYTKH PasHOMEPHEIC.
HMATHOZ:

M2 1.6 - IkagHycHO-BAILEYEHERE YETRHOBKH CTOl

M 1.4 - TpasocTopornil FPYASHOACHITHbII CRGIMoI 20T

R26.8 - Hopymenie casoctosrensHoi BEpTHEANRIAINN, B TRATR]

M24.5 - Crubnreabibie koHTpakTyphl  Tasobeapennbix cvcrasos.  Crubatensuwe  yoraHoskM  ronenth
CraBuTeaise VETAHOEN ARABLUCE KHCTER -
790,58 - TapueHMOCTE 0T KPSCAR-KONSCKH AKTHRHOO THITL AN NIEPEMELIENNA Hit ROPOTRHE PACCTORNNN, OT Kpeils
KOGAGKH © AICKTPONpHBLIGOM 103 MEPeMBILEHHRE 1 CPeAHHE M LTHINBIE  PACCTORHWA, ONOpL s mmﬂﬁ,
YEIpOHCTE LA ACPeMelieHHN NALHHERTE, CANHTAPHOND KPECAd-CIvAR © NOLACKKON roaosnl w Tean o

pHCIJIHpL"HHH MELCITHHAH

PE TH1A H:
TIDK 1o sees oTaemms . pactoxi eieanenno (htipsi/www.cureduchenne.org/care/siretching)

CMT s comny, Aroaue, feapa Nel( 4 por. B MAAFINEM PERHEME ¢ KOHTPOICM COCTORNUA peGeika
Hapadmi/orokepiT, Cojckpe TReikN 1 FOTeHI H CTonb! , Geapa no saaned i npeieHed noaepxiocTy Nel0 6 p.r.
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.us 01 K A aKTHBHOPO THAA (U8 WHBAAKAOR 1 Aereh-nmsaniaon) Bee peGenka 23w Poct

sk -.:.nn—mm;r.un nmﬂm.l MMETh KECTROE CHICHBE € PELYTUPYEMBIM Yrjon HakAoHa.  Crimied
- yEMBIM YEIOM Hakaonn, TIOAHOKKR A0 Ghit peryIMpyesas (10
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on Mpcne, gaa DONEHEIX TN (e peaniaon # HETEH-HIBRIHAGR) B ijﬁf.i}f“?r'-"il'mpllmt Giraped ® nelk Bee |
]‘L'E';l!'xa 23 ki Poic1 |!€.'¢'1»L‘!|k.‘] 148 cm |{.|,,=5,:|]q-uir.T!ﬂ:Kﬂ FOMAHA HMETE HECTROC CHAEHLE © PEFYINPYEMEIM YTIIOM
Hak g, Chpnapita CHACHES Ao G pcTRON; € perynpyChBiM wraon o, TIomHoRi il Gy
JJEP:,-J."[",WM:-.I,, ,".1 phCOTE, ¢ peryimpyemoH oriopad cronk AOCAOROTHMIEN ¢ MOXAHIAMOM  PECYIMPORIHUS .
Bhilcgry,, .1p;m-:-.u_;.!:1 Synosuui Goaner); Hogopus yropbl JUB e TR YOI rpy, BATHE IR SONPRHENHE S
Mgopal ey BOVAMI (abmyxrop  Ginep) pEAON PRHIETCRHLH FOBLI  TIORG, “F‘I""""*"“H“‘-“"f CTOMTHE | ©
Per .'*-'Fllllp-_ {“.II-II“'I Ivt 100 ._”"'-h-'Tl‘*lj-?'-_ ‘I".?:II? ri"q‘i-'ltlﬁ I bt HOTH. p._-_;:r.lll'lj'r_". CRRIE I l:hl;|,r:||_: fivasHe W YNy HaKNOHa]
‘I{"‘I'-"Jk‘-‘!n:'m gl .f_l'[l:.";l_ll_ L 'i:l.‘lnlli'lq'tlh |'|'|1-I ;'M:'-'T"-' ﬁ.“-"ql;:l_u.-tH'H..'i."ﬁhl|'| pocta  poheHEn HiH HIMOHEHHA 1o
i B P pa e L LY | lepeamsi, npusos, sagamil IpHEOL. Cpe, ki npaa. YHKIHA BEPTHEATANR,
O/ el AR CHICHIR.

230104 Knecao-cTyil £ CAHHTAPHLIM OCHALICHHEM © EOTIOTIHHTES
B o upene, s Goaphis JILT ¢ wouecami), Bec pefenka 23 KT Poct pebeHka LAY

6-07-(] Qriopa Ang CHICHIE 113 AeTefi-HHRLITHA0R

6-09-0} Onopa /N8 CTORHMA na jcTeil-ninanmion  Poct pebenka 140 oy, peryanpoaks yrite HARACHR, Y¥IOA
Hakona Hl-.mﬁm|!1F-|'|I'I.BHIFE-II:'I (RMEPED W HiaA), NOArofoBHHE, gepRaTenh CrHHiH, afAyETOp # pRICIHTENL S
HOT, Sokoeble YIOPE IR TPYIH, YNOPE R Koiienel, VIOR ans Taza, MOHOEE, pestert - E FPYINH, CTOMIE,
I'-i:}‘uﬁultﬂ HAOTHPOBEHHOID OTECNCHNE HOr C© SAMEHOR Mo Mepe WaMEHEHHA il,a}-m:|mnua.1z.una'a COCTOARHA
HEAUMEHTA JIH B0 AHTPOTOMETRHHCCRMX aHHEIX

E-(10_23 Kopoer many seeeTROM (PHKCALMA SHMETOIAND, © saMEHOT N0 Mepe diEHonarHuEcKoro phcra

8-09-25 KopceT :||}'|-n:luml|ai|b:-;u—b;ni:p:mrp}mmlm ¢ anopoi Ha T W OKHOM IR Apixansa’ (KOHCTPYRINT C
OTEPBITBIN KHBOTOM) ¢ uaMeHOl no Mepe QUIHOAGIHYECKOrO POCTA peGeHka Wi HIMEHEHHA 2t
(yHEUMOHANLHOND COCTORHEH {B-3aBHCHMOCTH OT ZAHHBEX perTreHarpahi NOAROHOM R B VAN

8-09-76 PornuHaTop - KOpPREXTOp OCaHKH

2.00.37 » 9-01-06 ANMapar HA TONEHOCTONHLIA CYCTaR 2 LT B NOOMKEHHM MEKCHAATEHON ROPPEKENY J0 VI
90 rpanycoB, ¢ OrpaHHUCHHEM NONOMIBENHOrD CraGaHns, © HoNONHUTEARHOH HHRCHPYHOUICH pRIAAKOR Ha8 CTOTY
{ Bicnammoil Gammaiok), ¢ frrcaumed yepes FOMEHOCTONHBI CYCTAB € 3aMEHOH No Mepe Huanoior WHECKOTO POCTa
['M}ﬁl‘.'lmﬂ HIH HIMEHEHHA Er0 ﬂj}'HKIlHDH&}IHlm’D COCTOHHHA !

8-00-47 Annapat Ha BCH) HOrY 2/IUT C LIAPHAPAMK C NpHHYAHTEALHBIM 5mr-:'5;_*uﬁaulm: B pneHHEIX CYCTABAN (A=
VCTpaHeHHA KONTPAKTYp) € sameHol no Mepe  (uIMonoTHYECKOTD pmm\? ]&cﬁehm jrmu WIMEHCHHE ero
(PYHKLHOHAT LHOMD COCTORHRA ) T /

B.0D-43 Annapar Ha HIGKHHE KOHCHHOUTH H TYAOBHILC {opres) ¢ saMeRoi g btqpﬁ-ﬂhﬁﬁmmnma‘r.lmrﬂ pocta
peberKka HIH HIMEHEHHA Cro fiyHKIHOHATEHOPO COCTORHMA | o T & A=
$-00-44 TyTop Ha AyME3ANHCTHRIA CYCTAR C dukcaumei natkies 2 WT < 34 :::unq 'ma (yes rclpwf@d.ﬁrﬁq.-tuﬁc}-r |(
pocTa pelienKa Wi HIMEHEHHA €T0 (PYHKIHMOHAILHOTO COCTOREMH b2y e ERER B O <
§-09-4% TyTop Ha BCIO pyKy 2 mIT € AaMeHOH MO Mepe (HIHOIOTHHECKOTD pocTa peeHid HTH WANEHEWAR e
Y HEIHOHATEHOMD COCTORNMHA

£.09-49 i 9-01-06 TyTop HA TO/IEHOCTONHBIH CYCTAB {Ra HoHL )2 WT B B NOROHEHHH MAKCHMATBHOT KOpperLin
1o vraa 90 rpaaycos, ¢ OrpaHHIEHHEM NONOIIBEHHOrD CrHBaHA, ¢ ANOAHHTEARHON (pECHPYOLIETH BRAANKON HA
cTony (BRIAANCH SAIIMAYOK), & dinrcaumei Hepes FONEHOCTOMHLII CYCTAR € 3aMEHON MO Mepe DIlHONorHHMeCROre
pocTa pefeHKa HiH HIMCHEHWR S0 (hyHKUMOHANBHOID COCTORHHA ()

§-09-51 TyTop Ha KofeHHbIH CycTas (Ha AHesHOH OTIMX) 2 IT € 3aMEHON NO MEpE (PHINOIOTHHSCKOTD POCTA
peOeHKa I M3MCHEHHS er0 (YHKUHOHAILHOTO COCTOAHHA
B-09-54 Tytop Ha Bew HOTY (Ha NEPHOA REpTHRATHIAUMY) 2 Wit © SaMeHoH 1o Mepe DRTionorAdecRole poeTa
pefieHia #aH HaMeHeHHA erd (Y HKIHOHANBHOTO COCTOAHHA
9.01-04 Opronenuyeckas oDyBE CIOMHAA HA ANTHPAT e yrenaeHHoH noaraLKn (napa)
9.02-03 Oproneauueckas oOyBL CIOMHAA HA aNnapar Ha VTeILIeHHOM NOJKIAAKS {napa)
9-01-01 OByss opToneny4ecKkas caoukias Ge3 YTEHEHHOI O/KIANKY
§-02-01 Obyes opTONeIHYECcKad CAOHHIR HA yreraeHHoH nojianke
G-01-08 BrIaaHbe KOppHIrHpYIOILHE HEMEHTE] 18 OPTOTNEAHHECKOH 00y BH

10-02-03 uan 10-02-02 Tloayuika Ha CHICHES NPOTHBOMPOIEKHERAN
TorbeMHAK KOMHATHBIR S0EKTPONPHBOAHRH '
CHileHbE JL BaNHOT
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OB MVABOHOUIHRS B 2 npoekuax depel b vec, 1a3odenpeHHED
CyeTaRon B NPAMOT NPOEKIMM ¢ olieHKoi uijeke POAMEPCAILYIIA REPTHRLIBHOIN COOTBETETRAA HEPEs 6 nec
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