MI1C-MOPE - 3TO
Bble3gHoOe Meporpuarne,

Hocsauwee
peabHuruTalunoOHHbINA
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MIIC-mope — 3TO NPOoeKT,
cywecreyrowyynn c 2010 roga
ITo mHeHHIO pognuTenev 1
MrIiIC-geren — 3To
CaMbiA NTYYLINHA MPOEKT

bonee 100 MIIC-cemeun cmMornm
OTQOXHYTb U MPOUTH

peabunuraunro Ha Mope.
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MI1C-mope — amo
MI1C-nodapku



MI1C-mope — amo
peabunumauus «JIbpku medymasi»
CN . e




Peabunwnraywornsie 3aHarma c Qawen «JIbDKu MeyuTsI» -
Heorvemneman Yacrb MIIC-mops

3aHsamus Ha adanmueHbix poriukax 05151 0emeu ¢ OB3 sbinonHsaom uernbil psd 3adad. [Npuyem,
amu 3adadyu HecKoJsIbKO pasHble 0ns 0emed c¢ [NOLA (nopaxxeHue oropHo-08u2amesibHo20
arnrnapama) u 058 oemeul ¢ MeHmMarsbHbIMU HapyweHusamu. Kozda mbl pabomaem ¢ pebsmamu
C MyKorionucaxapudosamu, mo oba amux acriekma ecmpedyaromcss 6 mou unu UHou
rporopuuu.

OO0HoU u3 enasHbix 3adad 011 0emel ¢ cepbé3HbiMu NOLA sensemcs eepmukanusauusi. [lpu
3MOM OHa ripoucxooum 8 ueposou ¢opme. [Lna pebsm, Komopble He X005m
caMocmosimeribHO, Ucriofib3yemcsi 0ornosiHuUmeribHoe obopyodogaHue — posiaimop. 3mu X00yHKU
Ha Koriecukax [0380s1om ro3uyuoHuUposams U rnodoepxxueams pebeHKka 8 rpasusibHOM
rnornoxeHuu. Kpome porismopa Mbl UCMOMb3YeM 20PHOMbKHbIE 6omuHKu. OHU gbuKcupyrom
20/1eHOCMOI U CHUMarom U3JUWHIOK Hazgpys3Ky € amoeo cycmasea. bomuHku 3aKpernnsaom 8
crieyuanbHoO paspabomaHHbIe CKU-8UIMbl, cmaribHble M1amgopmMbl Ha Koriecax, KOmopble
darom demsm ¢ NOLA Heobxodumyro um ycmou4dusocms. Hem bonbuwe y pebeHka HapyuweHus
deuzameribHO20 arinapama, mem bosrbuwie 00rnosiHUmMeribHo2o obopydoeaHUs UCIMOb3yemcs —
umobbi obecriedums pebeHKy yeepeHHOCmMb 8 cebe Ha Heycmou4ueoU orope — PosiuKax.







« [Ina Oemedl, Komopble y8epeHHO X005im, U He umMerom b0osrbuwux easibayCHO-8apyCHbIX
degbopmayull rpu 3aHIMUSX poruKkamMmu Ucrosib3ytomcsi 06bIYHbIE POSTUKOBbIE KOHBLKU.

* Ponuku pa3ssuesarom makue Kadecmea KaK. cobpaHHOcmb, crie0ogaHue UHCMPYKUUSIM,
yMeHuUe rnoHuUMamse U 8bIno/iHaAMbe 3adaHus. [lpoucxodum pas3sumue U YKpersreHue
MbILWWEYHO20 arnrnapama. TakxXe poruku — 3mo Hogoe U He3Hakomoe, u 6e3ycriosHo,
OCBOEHUE HOBO20 HasblKa pacuwiupsiem 20pU30HmM 051 pebeHka, KomopkiU 8 Cusly ceoux
MeHMmMarsibHbIX 0CObeHHOCMeU CKITOHEH K cmepeomuriHoMy rnoeeoeHUuHo.

* 3aHsamusi Ha poriukax rnomoaarom U 8 80CriumaHuUuU 80J1e8bIX Kadecme U y8epeHHoCmu 8
cebe. Ha rnepsom 3aHsImMuu rioexame Ha posiukax KaXkemcs Cr/ioXHoU 3adadel, HO Koaoa
rosly4daromcs rnepeable rpasuribHble 08UXXEHUS, pebeHOoK rnonadaem 8 cumyauuro ycriexa,
OH Morsi00eu, OH cMoe2. Omo romMo2aem He MmoJsibKO eMy, HO U €20 pooumersio — 8elb
pooumernu demeu ¢ OB3 oueHb pedko sudsim, koeda ux oemeu xsarsm.

Lapbs [opyakoea, Haw rrobumMbil mpeHep.







MI1C-mope — amo
MOpPpcCKasi ao0a, 8030yX, INIISIK.

CroXHO nepeoueHuUms rosb3y MOPsS U MOPCKO20 8030yxa Oaxe O0rns 0bbi4HO20 4eriogeka. Umo x
2080pumsb 06

Mrl1C-0emkax. Kak uzsecmHo, 4Ymo OHU 4Yacmo 6ornerom rpocmyOHbIMU U 8UPYCHbIMU 3aboresaHusMU,
«uernnsrom» 6cé€ us-3a ocrnabrneHHo2o umMmyHumema. [locrne mMopss uMMyHuUmem yrydulaemcsi 8 pasbl.
PebeHok nepecmaém 6eckoHe4YHO berieme.

KynaHue e mopckou eode c rnocrnedyrouwum rnpebbisaHueM Ha niisxXe obrnadaem MmMOHUIUPYOWUM
aghhekmom, oyuwaem KOXy om ommuparouwux Kriemok (3aghghekm rieakoz20 rnusruHaa) U yKpernnsem
cmpykmypy Hoameu u eosioc. [locrie KynaHusi He criewume cpa3y oriofiackueambsCs 8 rpecHou 8ode, ecriu
MOsribKO COJb He pasdpaxaem Koxy. [Jalume consm u MuHepanam 4acmu4yHO 8rnumamaeCs 8 ropbl KOXU.
CmeHa memrnepamyp U KyraHusi noMo2arom packpbliéams Mopkl, 8bI800UMb MOKCUHbI U ompabomaHHbIe
gewecmea. Kpome mozo, rnpoxnadHasi eo0a oxrnaxoaem mersio, cmuMyrnupyem pacuiernsieHue Xupos u
rnoxydeHue, Yyemy 0bbI4HO o4eHb padbl MI1C-mambi.

Mopckue 80rHbI nomo2arom yKpennsams MblWubl, obnadarom 5e2KUM MacCaXHbiM 3gheKmMom,
yecunusarom KpogoobpawieHue 8 MESIKUX Karusnspax, apmepusix u eeHax. [lpombigeaHue HOCO2/10MKuU
8000l rpuU HbIPAHUU MoMo2aem o4yuwamse nasyxu, ebleodum u3 Hux u3bbimok cru3du. Mopckol 6030yx
rnomozaem 0300po8umsb rieakue U 6poHxu, 8bI80051 U3BbIMOK MOKPOMAbI.

XoxX0eHue o rnecKy umnu aarfbke cmumyrnupyem pegrieKCo2eHHbIe MOYKU Ha rsimKax, Komopble HarpsimMyro
cesi3aHbl C 2/lomKoU U cru3ucmbsiMu Hoca. Xoxo0eHue 60CUKOM 0 MOKPOMY MecKy U 2opsidyel 2alibKe
rnomoz2aem 3awuw,ams MeCMHbIU UMMyHUMeMm, 3mo omru4yHas rnpogurakmuka rnpocmyokl. 3akaribisaHue
8 20psiyull ecoK riomMozaem rpoepesampb MbIWUbl, Cycmasbl U CB53KU, CMUMYupyss 8 HuX
KpogoobpauwieHue U rnpoyeccsl peceHepayuu.










MITC-mope - 310 BornoHTepsi

Lns co30aHusi Hauboriee KoMgopmHbIx ycrioeul 0ns cemeu Ha MIIC-mope ¢ Hamu
gcez0a e305m BornoHmepsi . Ha Kax0bie 0ge ceMbu HyxKeH 00OUH BorioHmep.

Ux nouck - OOHa U3 caMbIX CI/IOXHbIX Hawux 3adad. Ecmb HecKornbKo Opy3eu-
BorioHmepos, Komopskie C yXe MHO20 /iem ¢ HaMu, HO, K COXalleHUr, He 8ce OHU Moaym

yexamb KyOda-mo Ha 0ge Heldesu. ObbIYHO OHU XXepmeyrom C80UM OMmObIXOM padu Hac,
HO He y ecex omriycKa coernadarom ¢ MI1C-mopem. HagepHoe, moxxem riokazambecsi, 4mo
rnoexame Ha MOPe C Hamu - 3mo omobix Orii BorioHmepos u 4mo KaxOobil MoOXem
coeariacumscsi becrinamHo OomOoxHymb Ha mope. Ho Hem, BornoHmépcmeo - 3mo
msixeneiu mpyo! Omo mpyOHO u MopasibHO U ¢busudecku. Bceazda 6bimb psioom,
rnoMoz2amb 80 8CeM, a Mopou U rpeodsocxuwiams Hy>XObl ceMel - 8ce 3mo ymMerm Hauwlu
robumbelie BoroHmepbl, U 20mo8bl Hay4yumb HOBEHbKUX 8CEMY, YmoO 3Harm rpo Hac
camu. Mbi 6e3ymHoO briaco0apHkl 3@ Mo, Ymo OHU Oerarom OJ1sl Hac.







MI1C-Mmope — amo Ho8ble y8rie4eHuUs.




[1C-Mmope — amo ny4dwue OHU PO)XXOeHUSs
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MI1C-Mmope — amo ecmpemumb cmapbIX

opy3eu u obpecmu Ho8bIx




MI1C-mope — amo aKCKypcuu u Hoeble amouyuu

CosmecmHble noe3oku 8 pamkax MIIC-mopsi — o4yeHb eaxkHasi e2o Yacmb. Pooumernu ¢ oembmu
rnosy4darom maccy Hoebix amouuu. Cubebl u MIICoyku ewe bonbwe copyxusaromcesi Opye ¢ Opy20oMm.
Pooumernu moaym criokoUHO omOOXHYymMb, roKa ¢ pebeHKoOM Haxooumcsi 80/IOHMeP.

[lymewecmeusi 0apsam 4eriogeky roroxumeribHbIU Hacmpou U romMoz2arom 60rnsiomumsb 8 XXU3Hb
Knr4yeeol 3aripoc Ha camopeanusauuto. Bo epemss noe30Ku Mbl HaKOHeU-mo rosyYyaem
803MOXHOCMb 0eflame Mo, 4mo XomuM, a He mo, Ymo 3acmaerssom obcmosmernibcmea. I3aMeHeHue
pumma XXU3HU, pacriucaHusi OHsl, HO8ble 3MOUUU, pacwupeHue Kpyso3opa — 3Mmo 8Ce mo, 4mo
MO1I0XKUMeribHO 8r1usiem Ha rncuxosioaudeckoe 300po8hbe:

*B nymewecmeuu 4eriogek owywaem cebs ceoboOHbiM. OH caM pacripederiiem ceoe epeMsi U
MOXXem Hacrnaxdambcs sewamMu, Komopble eMy HpPassimcs.

*[loe30ku Oenarom ouwyweHusi bornee spkumu. Yeroeek oOmKpbieaem €80U B803MOXHOCMU,
cmaHosumcs rpeodrnpuumyusee U azapmHee.

[lymewecmeusi no3eosisitom pacwupums rpocmpaHcmeo. [loOHUMasicb 8 20pbl, repecekasi
pasHuHbl, Habrdass XUu3Hb 60nbwWux 20p0008 U Hacnaxoasicb MOPCKUMU rpocmopamu, Mbl
OCO3HaeM, KaK 8esiuK Haul Mup.

CmeHa obcmaHosKku cmumyrnupyem mo32, pabomy HepsHou cucmembl. Yernoeek nepexusaem
Hoeble Heu3s8edaHHbIe 00 3Mo2o amMouuu.

YueHble Ooka3asiu, 4Ymo rornadasi 8 Hog8yl cpedy, Mo32 HadYuHaem pabomame b6osiee akmugHoO U
Moxem obpabomams 6ornbwe uHGopmauuu. HerpusbibHbie ycrioguss cmumyriupyrom co3oaHue
HeUpOHHbIX ces3el, Ymo u Oaem makou agppekm. [loamomy rnymewecmeusi — criocob 6opbbbl co
MHo2umu 3aboriegaHusiMu, ekrodasi bornesHb ArnbuzelmMepa.
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MI1C-mope — amo apm-mepanus

Mrc-mope - 3mo He moJsibKO U He CmoJfibKO O0mObIX, CKOJIbKO
goccmaHossrieHue cus. Imo Apm - meparnusi 80 8CeX €€ [IpPos8rIeHUsIX,
Krnumamo - mepariusi, rnoCmosiHHblIe 3aHSmus U JieKuyuu, HarosIHeEHHOCMb
Kaxx0020 OHS U KaxxO0oU MUHYMbI PECYPCHbIMU Meporpuamusmu. Ham ea<Ho,
umobbl 8epHy8WUChH C MpoeKkma mambl yrbibanucb U 4Yyscmeosasiu cebs
cyacmruebiMu 30ecb U ceu4vac, Ymobel CUBCbHI noHumarnu, 4mo Ha Mope
OHU bbinu 6razodaps 6ornbHoMy bpamy unu cecmpe, Ymo MIC-mope - amo
npa3oHUK Kaxoyto MUHymy U Kaxoyr MUHymy pecypcocbepezarowuu
rpouecc roriofiIHeHUs 3Hepauu U eoccmaHosrieHus. [pyaol XU3HU y Hac Hem
u He 6ydem, rnosmomy MblI OO/KHbI cebe 6biImb cyacmnuebiMu U
HarosIHeHHbIMU. 30ecb U ceuyac. [rns amoa2o Mbl po8oouUM MpeHUHau U
fiekyuu, rnpakmuku U 3aHamusi. 3mo HYXHO U 8axXHo Orid mex, Kmo
rnpuUHUMaem ydacmue 8 rpoeKkme U mex, Kmo ocmarsics ooma. [ns mex, Kmo
npuedem 8 criedyrouieM 200y U mex, Ko ce200HSA 3axo4em rMnomMoYyb
MI1C-cembsam.







MI1C-mope — amo ebie30Hbie MI1C-koHepeHyuu




MI1C-mope — amo obMeH onbimom
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Ml1C-mope — amo pocm rnoka3zameJsieu obuje2o
COCMOSIHUSI, NMCUX0J/102U4Y€CKO20 KOM¢opma e
ceMbsIX U opueHmupoeaHHocmu Ha ®3T
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MI1C-mope — amo cyacminuebie demu




MI1C-Mmope — amo cyacmisiueble MaMbl
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MI1C-mope — amo cyacmsiueblie ceMbU




BJIAFOOAPSI -~ MII1C-A

U BOOXHOBEHUE

B HEMNPECCHUIO,

MUPE, A ECTb UE

HA MIicC- MOPE '

HEOBXOQUMOT O A5

MIMC-MORE ~* “MPUXO/

MPOAOJIKAETCST 4TO | CTBO.

EbiTb CYACT/INBbLIM fU  HEJATH C! LﬂldB;b

PEGEHKA U OKPYXAIOLY EaH A 0 MOPE P X (

MOHUMAHUE, 4YTO Y KOE CYACTBE XMUTh!!)
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KAXKObIA QEHb HALUENA XXU3HN
MOMXHO NOCMOTPETDb HA HALWUNX
CTPAHHNYKAX B COLICETHIX.
SAXOOQHNTE!

Haw camnr

Karnan "®uosrierosoe cHacrse"”

OQHOKITACCHHNKMN

B KoHnTakrTe

Karnan Telegram



http://www.mps-russia.org/
https://www.youtube.com/channel/UCEMvFHarLrfmV6het8L-uVA
https://ok.ru/mucopolysaccharidoses
https://vk.com/mpsrussia
https://t.me/mps_russia_org

MEXPETMOHAABHASA BAATOTBOPUTEABHASA OBLLLEECTBEHHAA OPTAHU3ALLUA
«OBLLLECTBO MHBAAUAOB, CTPAAAIOLLIMX CUHAPOMOM XAHTEPA,
MHBIMU POPMAMU MYKOTTIOANCAXAPUAOIA
U APYTUMU PEAKMMU SABOAEBAHUAMMNY

KPATKOE HAMMEHOBAHUE: MBOO «XAHTEP-CHUHAPOM»

MOCKBA, YA. TPUHA, 28-26

MPS-RUSSIA.ORG
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