EonHoe
PYKOBOOCTBO ONSA
BallleM NoaAaepPIXKM.

NMoapoo6Hoe onucaHue tepanuun MMNC | Tuna

BCE PAOV OAHOIO

XoTute y3HaTb 6onbLue o MIC?
O6paTnTecb B MECTHYO OPraHM3aLumto
3aLUNTbl MHTEepecoB NaumeHToB ¢ MIMNC
(cM. cTp. 30) nnm B MEXOYHAPOOHYO CETb
opraHmMsauum onsa naumeHTor ¢ MIC.

[Mo Bonpocam o6paLlaTbCs K:
MpepcTtaButenbctBo AO «CaHodU-aBeHTUC Fpyn»
Appec: 125009, MockBa, yn. TBepckas, O. 22

Ten.: (495) 721-1400, dakc: (495) 721-1411 BCE PAIV/ OAQHOIO

www.sanofi.ru

MAT-RU-2201580-1.0-07/22. [laTa yTBepXaeHus: nonb 2022 r.



CopepXxaHue

Tepanua MINC | Tuna
6 Kakune Bpaum 6yayT MeHs HabnoaaTb?

8 KakoBa uenb Tepanmmn?

9 TpaHcnaaHTaUMsa reMono3aTUYEeCKMX CTBOIOBbIX
KJIe@TOK, UTO 3TO?

10 ®depMeHTO3aMecTUTeNbHAaA Tepanua: 4To 3TO?

1 Kakoe cmMnToMaTnyecKkKoe JlIeyeHne MHe nokasaHo?

KaK XXUTb NOMIHOLIEHHOM XXU3Hblo npu MIC |

14 [NpaBuWbHOE MUTAHNE HEOOXOOUMO KaXXaoMy
15 @usnyeckaa Harpy3ska npwu MIC |

16 [Ncmxmnyeckoe 300poBbe M Briaronosiyyme

18 CoBeTbl onga pogutenen

22 Kak rosoputb o MIIC I?

24 OpguvH reH He onpepgenseT yenoBekKa NOJHOCTbIO

Kak nonyuyuMtb Heo6xXoauMyIio NoaaepIKKY

28 B Kakume opraHmsaumm MOXXHO O0BpaTUTbCA
3a nogaep»XKomn?

Fnoccapumn




euulL | DUW suueda]l

Tepanua MIC | Tuna

Kakune Bpaum 6yayT MeHsa HabntoaaTh?
KakoBa uenb Tepanmmn?

TpaHcnaaHTauMsa reMono3aTUYeCckKnXx CTBOIOBbIX
K/IeTOK; UTO 3TO?

dDepMeHTO3aMecTUTesIbHaga Tepanus: YTo 3TO?

Kakoe cmMntToMaTnyeckoe nevyeHme MHe nokasaHo?

HekoTopble MaTepuasbl B 6pOLLUIOPE OTMeYeHbl BOCKIMLATENbHbIM 3HAKOM.
3DTOT 3HAK YKA3bIBAET Ha BaXKHYIO MHAOPMaALMIO, KOTOPAs MOMOXET BaM Mpu
nonyyeHun Tepanmn. B rmoccapum B KOHLLEe 3TON BPOLUIOPLI Bbl HAMOeTe
O0OBACHEHUSA TEPMUHOB, BblOeNeHHbIX LIBETOM.
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Kakue Bpaum oyaoyT
MeHSs Haonwoaartb?

EavHaa KoMaHAa MeaULMHCKUX cneuuasiucTos,
CNOCOOHasA OKa3aTb BCECTOPOHHIOW NOAAEPXKKY.

Mown nonyyeHun Tepanmnm MIMC | Bac, Bawero pedeHka nnm 6,1M3Koro
BaM yesioBeKa byaeT noanoepX1MBaTb KOMaHOa Bpaden U crneumanmcTon
CaMbIX pPa3HbIxX obnacter MeauLnHbI.

YT0o6bI MOMOYbL BaM cripaBuUTbCcA ¢ MINC | Ha pa3HbIX 3Tanax XuW3HW,
Bbl, Ball pebeHOoK nnn 6an3knm BaM yenoBek bygeTte padboTaTb
BMeCTe CO CBOMM BPAYOM, YTOObl COBpaTb MHOIrOMNPOMUIbHYIO
KOMaHOy MeOUUMHCKMX CneunanncToB, KoTopaa oyaer
COOTBETCTBOBATb BAaLUMM MHAMBUAOYAIbHbIM

MNOTPEebHOCTAM 1 NoOMOoraTb

B OOCTUDKEHUN LIESIEN NTEYEHUS.

Bpauu un ux
cneuvanusaumsa:

Kapauonor
Cepaue

MynbMoHONOr
Jlerkmne

racrtpoaHTeponor
NMuuweBapuTenibHas cncTteMa

HeBponor
HepBHaa cncteMa

NOoP
Yxo, ropao, Hoc

Cypponor
Cnyx

OdTanbmonor
[Nnasa

OpTtonep
KoCcTn m MblLULLbI

dusmnorepaneBT
dusnoTepanmsa

CroMmaTtonor
3yO6bil

Mepuatp
300poBoOe pa3BuUTHE
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KakKoBa
Luenb Tepanuu?

HoBocTtb 0 anarHose MIC | MOXKeT CcTaTb TAXKeNbIM YAAPOM.
Ho Bbl MOXKeTe y3HaTb 60/blUe O 3aboneBaHUM U NONYUYNTb
HeoBXOOAMMYIO MOOAEPNKKY. ACHOCTb JapUT Hagexay

M MOMOraeT HavyaTb MPUMHUMATb PeLUeHNs, KOTopble yny4ywiaT
KayecTBO Ballen Xn3HU. CyLecTBYIOT pa3finyHble MeToabl
JleyeHuns, moMorarLme nyylle KOHTPOIMPOBaTb TeYEHME
MIC | n 3aHMMAaTbCA TEM, UTO BaM HPaABUTCA.
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[1Ba OCHOBHbIX BapuaHTa nedeHuns MIMC | — a1o
TPAHCM/IAHTALUSA reMONO3TUYECKUX CTBONOBbIX Knetok (TI CK)
n bepMeHTO3aMecTutTenban tepanua (O3T).

TpaHCcnNaHTaUnA
reMono3aTUYECKMX CTBOJTIOBbIX
KJ1IETOK: YTO 3TO?

TIrCK nossonsietr 3aMeHUTb AedeKTHbIe KNEeTKHU,
KOTOpble He NPOU3BOAAT AOCTAaTOUYHOE KOJIMYECTBO
reHa IDUA, Ha 340poOBble KJ1IeTKU, KOTopble
3KCNpecCcUpyloT ero B HOpMaJZibHOM KOJIMYECTBeE.

Kak TIrCK, tak n ®3T noMmoraior

3aMeHUTb KOAUpYyeMbi reHOM TrCK cnepyeT NpoBOAUTb
IDUA dbepMeHT anbdha-L- B Creumann3npoBaHHbIX
MAYPOHUAA3Y U YMEHbLUUTDb MeOULMHCKUX LeHTpax, rae
cTeneHb HakonneHusa lFAr. MOXKeT ObITb NPeaoCTaB/IeHa

YT0ob6bl Yy3HaTL 6onblle o reHe IDUA AOLIEIEINCL ] NOLEOREL (215

n FAT, obpaTuTech K BpoLutope YOOBJIETBOPEHUNA YHUKANbHbIX
«BCE PAOV OOHOIO». noTpedbHocTen nogen ¢ MIMC .

Takoe Tpe6oBaHUe O06bACHAETCA
TeM, uto TIFCK TpebyeT anutenibHOM
rocnutanausauum, 4acTbiX BUSUTOB
ANg nocnepyoLwero HaénwogeHus

M perynspHbiX o6cnefoBaHUN.
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DepMeHTO3aMeCcTUTeNnbHa4
Tepanusa: 4To 3TOo?

D3T — 3TO AONrocpoUHas Tepanus, Npmu KOTOPOW
chepMeHT, Koaupyembin reHoMm IDUA, BBOAUTCH
yenoBeky ¢ MMNC | nocpeacTBOM BHYTPUBEHHOM
UH(Y31U, YTOObI BOCNOJIHUTb €ro HeAOCTalOLLLUN
WU He[OCTaTOUYHbIU YPOBEHb.

D3T TpebyeT eXxeHepebHbIX UHDY3UN,
KOTOpble ANATCA OT TPpeX A0 UeTbipex Yacos.

Ba>XHO MOMHUTb, YTO peakuus
Ha Tepanumto MoXKeT ObiTb PA3HOMW.

10

Kakoe cuMnToMaTmueckoe
neyeHUe MHe NnokKasaHo?

CuMnToOMaTUYECKOEe JIeYeHUEe MOXKET CMAruYnTb cuMnTombl MIMC | nam nomMoub
B YCTAHOBJIEHUWN KOHTPONA Hag HUMKU. OgHaKo nNogobHasa Tepanus He noMoraeTt
NCMpPaBUTb MePBOMPUUMHY 3a601IeBaHUA NN MOHOCTbIO M36aBUTbCA OT Hee.
OHa MOXXeT NOMOYb BaM, BalleMy pebeHKyY uin 6n3KoMy BaM YeOBEKY
YyBCTBOBATb Ce04 Nyylle N30 AHA B AeHb M 06neryntb Xn3Hb ¢ MIC |.

HekoTopble npuMepbl CUMNTOMATUUYECKOIO JIeYeHuUs:

s husnyeckasa n peyeBas Tepanus,
sproTepanusa oasa ynaydlleHus
ABUraTenibHoMm MYHKLUUU U peyn

* pasfiMyHble BUObl XMPYPrnyeckoro
BMeLUaTeNbCTBa ANA YyULLEeHUs
DYHKLUMOHMPOBAHUSA PAa3/TNYHbIX
opraHoB (HanpuMmep, 3aMeHa
CepaeYHoro KnanaHa gns
YAyULLEeHUA PYHKUMK cepaua)

* noaaep)kKa AblXaHua ansa
obfieryeHns abixaTenbHOW QYHKLMN

* CNYyXOBble annapaTthb! ANa ynydlleHus
cnyxa

* JIeKapPCTBEHHbIE MpenapaThl,
rMoMoratoLime CnpaBUTbCA C 60JbIO
1 npobneMamMim C nuLeBapeHneM
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KaK > XUTb
NOJIHOLEHHOW
XXn3Hbto npu MIC |

MpaBuUIbHOE NMUTaHME HEOBXOOUMO KaXKAoMYy

dun3nyeckasa Harpyska npu MIC |
Ncnxmnyeckoe 300poBbe 1 Blaronosiyume
CoBeTbl ona pognTenemn

Kak roBoputb o MI1C |?

OOVH reH He onpenenseT yesioBeka NoOSIHOCTbIO

HekoTopble MaTepuarsbl B 6poLL0pe OTMeYeHbl BOCKIULIATEIbHbIM 3HAKOM.
3TOT 3HAK YKa3bIBAeT Ha BaXKHYIO MHMOPMaLMIO, KOTOPAs MOMOXET BaM Mpwu
rnoslydeHun Tepanuun. B rmoccapuu B KOHLE 3TOMN BPOLLIOPbI Bbl HanaeTe
OOBbACHEHUSA TEPMUHOB, BblAeNEHHbIX LIBETOM.

| DUW O golHauneu sutd 191990)
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XXu3Hb naumeHTta ¢ MMNC |
He OorpaHUYMBAaETCH JIeYyeHUueM.

Ba)KHO HaxoguTb BO3MOXXHOCTb, YTOObI
HaCNaXXAATbCS XKU3HbIO, MPOBOAUTb BpeM4

C ceMben U gpy3baMun. B aToM pasgene Mol
npensaraeM coBeThbl, KOTOPbIe MOryT NMOMOYb
BaM UM BNIM3KOMY BaM YeJIOBEKY.

[1lpaBUNbHOE MUTAHUE
Heo6xoaMMO KaXxaoMy

PauunoH He Bnusiet Ha MINC HanpsaMylo, 0OAHAaKO, KaK U B cJlyyae
C IIOObIM YeNOBEKOM, 340pOBOE NUTaHUE He NOoBpeaUT.

« CbHanaHcnpoBaHHoOE e MpurotoBneHUe eabl — 3TO TaKXe OfHa 13
M Pa3HOOOpPa3HOEe NMUTaHNE MOXKET MaJIEHbKUX PAOOCTEN XU3HUN, KOTOPYIO Bbl
YAYULLUTb UMMYHUTET 1 OaXKe MOXKeTe Pas3nesinTb C CeMbel U OPY3baAMU.

3aUTUTb OPraHM3M OT HEKOTOPbIX
3aboneBaHumn, HanpuMep,
OXUNPEHUSA, CaxapHOro gnadeTa

N HEKOTOPbLIX BMOOB 3a60sIeBaHUNI
cepaeyYHoO-coCyamnCcToOm CUCTEMBI.

* 13-3a HEKOTOPbIX HOU3NYECKUX CUMMNTOMOB
MIMC | Baw paunoH nnm paumoH BaLLero
pebeHKa MOXXeT OblTb OrpaHnNYeH.

Ho 3TO He moMelluaeT BaM COCTaBNATb
Pa3HOOOPa3HOE MEHIO U NONyYaTb
yOOBONbCTBME OT NPUrOTOBNEHUSA efbl.

Bawun nevawme Bpaun
MOCOBETYIOT, KaK pa3paboTaTtb
Pa3HOOBOPA3HbIN U 300POBbLIN
PEXUM MUTAHUSA.

dusnyeckaa Harpy3ska
npon MIC |

Mpu MMNC | 6bIBaeT TpyaHO Monpocute cBOUX Bpauen
3aHMMATbCH CMOPTOM, O4HAKO nopeKkoMeHaoBaThb

dun3nyeckaa Harpyska Bce paBHO dun3noTepaneBToB UM NPOrPaMMbl
BaXxHa. CropT NOMOXET BaM TPEHNPOBOK, KOTOPbIE BaM
YyBCTBOBAaTb ceba nydwe. MIMNC | nogonayT (C y4eTOM BO3MOXKHbIX
MOXKET OrpaHn4YMBaTb BO3MOXXHOCTU OrpaHNYeHunn).

ONs1 Bac, Ballero pebeHka nnm
6/11M3KOro BaM YenoBeka, HO HaUTK
noaxoaswmnm BapmaHT MOXXHO
BCerga.

15

Q)
o
)
)
-]
o
=
=
n
=
)
=
=
(1)
L
-]
o
W
(]
2
|
(@]




NMcuxmueckoe 3o0poBbEe
N 6naronosiyyme

YyBcTBYeTe cebs nofaBNIeHHO

WU NnepecTaeTe CnpaBNaATbCS
c cutyaumen? O6paTurechb

ﬂenﬂCb CBOMMM 3a NOMOLLbIO K Bpayy.

[MpodeccnoHanbHbIE
CTpaxaMm U onaceHnamm pogs
. KOHCYJIbTaHTbl MOTYT MOMOYb BaM
Bbl Ny yneHbl Ballem ceMb MOXKETE UCMbITbIBATb CaMble pa3Hble 3MOLUN: C OKPY>XaloLinMMH, Bbl

. B TPYOHble BpeMeHa, NpegoCcTaBmB
OT PACCTPONCTBA 0O PACTEePAHHOCTM MU pa3odyapoBaHMsa. Ecam y Bac To B3neThbl, MOXXeTe NoOMOoUYb Apyrum HeoOXOoOMMYIO NMOOAEPIKKY.
TO cnafbl HACTPOEHUS, KaK Ha «aMepPUKaAHCKUX ropKax», UK HacTpoeHune '

y nauveHtam ¢ MIC 1. >
PEe3KO MeHAETCH OT XopoLlero K rJioxomy, 3HamTe:. Bbl HEe OONHOKWN. Bbl TakXe MoXxeTe HanTu

XKusHb ¢ MIMC | MOXeT ObITb CJZIOXKHOMU KaK Ang nogen
C 3TUM 3a6oneBaHMEM, TaK U AJIF YJIEHOB UX CeMen.

MHMOPMALMIO O MECTHOW

Korga gena nayT HEBaXXHO, HY>XHO 3aB00TUTLCA O CBOEM MCUXNYECKOM Ha cTp. 30

300pOBbe. BOT HECKOIbKO COBETOB OT MALMEHTOB, XuByLmx ¢ MIMC |,
N YNTEHOB UX CeMen — KaK 3ab0TUTbCA O CBOEM MCUXNYUYECKOM 300P0Bbe
n 6narononyynu:
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| DUW O golHauneu sutd 191990)

He anHMMaﬁTe N3MeHUTe cBOM B3rnan Haﬁnme BpeMAd And cebs npaKTMKyﬁTe

3aboneBaHue 61U3KO Ha Bellu He 3a6bIBaiiTe HAXOAUTH BPEMS OCO3HAHHOCTb

K cepauy MocTapanTecb cOCPefoOTOUUTLCA Ha TO, YTO BaM HpaBUTCH. OcCO3HaHHOCTb — 3TO CNoco6

MHorna nonesHo ayMaTb o MMC | Ha XOPOLUUX, a HE Ha MIOXUX 3a60TUTLCS O DU3NUECKOM MbILUNIEHUSA.

KaK O 4eM-TO OoTAeJibHOM OT BacC acnekTax »u3sHun ¢ MIC |. 300PO0OBbE N BbIOENATb BPEMS War 1: nonbiTanTech

MW Ballero pedeHka. MonpobynTte 3aMeHUTb Ha TO, YTOObI OTKIOUNTLCS COCPEeaoTOUNTLCH Ha TOM,

NMpo6nema B MMC I, a He B Bac. oTpuvLaTesbHble aMOLMM W OTAOXHYTE — OAMHAKOBO BAXKHO 4TO MPOWUCXOANT B HACTOSALLNM
NONTOXKUTENIbHbLIMMU AN 300POBOV NCUXUKN. MOMEHT, @ He 3aLMKINBATbCA

Y Bac eCTb COGCTBEHHbIe YTBEPXAEHNAMM O cebe nnu Ha NPOLUOM UK BYAYLLEM.

NHTEepeChl, HABbIKN 1 XKN3Hb: MIC | cBOEM pebeHkKe. 5

He onpenenser Bac Kak JIMYHOCTb. LLlar 2: He oueHnBarTe TVO’ 4TO

Bbl HE MOXKETE U3MEHUTL CBOM Bbl YYBCTBYETE B AaHHbIM MOMEHT,

AMarHo3, ogHako 6narogapst TakoMy a MPOCTO Hab/oAanTe 3a CBOMMM

nogxony kK MIC | Bbl He BbypeTe
KOMNUTb B cebe BCe oTpuLIaTesNIbHble
3MOLMUN, KOTOPbIE Bbl UCMbITbIBAETE
no NoBoAYy CBOEro 3abosieBaHUA.

YyBCTBaMMU, 3HAKA, YTO OHU
nponayT.

16 17




O
C
=
(8]
[11]
()
=
=
()
=
=
]
=
xR
[~
(= §
]
™=
Q
[11]
o
o

CoBeThbl
ONg poantTeneu

Korpa poautenu y3HaloT, UTo Yy pe6eHkKa MIC |,
MOXXeT HAaCTYNMUTb PaCcTepPAHHOCTb.

Bac MOXeT OLLEeNOMUTb, YTO Y Ballero pedbeHkKa HaCTO/IbKO HEMpPoOCToe
3aboneBaHme. Bbl AyMaeTe TOSIbKO O ero AuMarHose, ero fleUeHmmn, ero
oyaoyLueM. Bbl YyBCTBYyeTe TOJNIbKO TPEBOry, rHeB, CTPecc, — U 3TO
€CTeCTBEHHO.

Ho uTo 6bl Bbl HM YYBCTBOBA/IM — CKOpPEe BCero aenay Bac oo6CToaT
Nydlle, YeM BaM MOXKET NOKa3aTbCs. B Nto6OM criyyae, BOT HECKOJIbKO
COBETOB OT OpraHusauum1 Nno 3aLuTe UHTEePecoB poauTenen geten

c MIMC | o ToM, Kak CrnpaBAATbLCA CO CTPECCOM.

18

He urHopupymnre ctpecc
OTcne)XXuBamtTe CBOU SMOLUMN.

Kak Bbl cebsa yyBCcTBYyeTE?
Bbl ncnbiTbiBaeTe ctpecc? MNoyemy?

ObpallanTe BHMMaHME Ha CBOU dMOLUMN.

MooyManTe, Kak Bbl MOXKETE U3MEHUTb
CBOI NOBCEAHEBHYIO XKN3Hb, YTOObI
HauyaTb YYBCTBOBAaTb cebs nyulle,
WM coCcpeaoToYbTe CBOe BHMMaHMe
Ha YeM-TO [OPYroM.

ByabTte ooo6pbl K cebe

Korpa Bbl B COCTOSIHUM CTpecca,
Bbl HE MOXOXXN Ha ceb9.

Bbl nerko pasgpa)kaetech, ObICTPO

ycTaeTe, oAU BOKPYF MOIYT Ka3aTbCs BaM
HagoeOIMBbIMU, MOABNAETCA CKTOHHOCTb

K BpeOHbIM NpuBblYkaM. CaMoe rnaBHoe, YTo
Bbl MOXKETe cenaTb, — 3TO N03abOTUTbCSA

o cebe. MoxeT, BaM CTOUT caenaTb
nepepbiB? XBanuTte cebsa, otTMeyanTe, Korga
Bbl BCe AeflaeTe npaBUbHO.

YTelanTe cebsa N OKPY>XKAoLLMX: BaXKHO

0apunTb TernJio CBOM OeTdM U YjieHaM CeMbu.

NMonpobynTte «3a3eMAUTbCA»

Ka)xabiv fieHb yaoensiute BpeMsi TOMY,
YyTOo6bl 3aMeANATbLCA.

CocpenoToyubTech Ha AbIXaHUM U CBOUX
yyBCTBax. YTo Bbl CAbILLUTE, BUOUTE
nnn 4yBcTByeTe? BbINOHEHWE 3TOrO
YMNPaXXHEHUS MOMOMXET BaM COXPaHUTb
CMOKOMNCTBME N COCPENOTOUNTLCSA

Ha HaACTOSALLEM MOMEHTE.

19
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CoBeTbl gnsa nauveHToB ¢ MINC |

BOT HECKOJIbKO COBETOB, KaK HaNaauTb )KU3Hb CEMbM,
ecnu y Bawlero pe6éeHka MIC I:

YCTaHOBUTE YETKUN pacnopaaokK U JiudHbie rpaHulbl

Pacnopsanok OHSA 1 YeTKMe rpaHuLbl MOMOratoT BCEM Y/leHaM CeMbU
YyBCTBOBAaTb Ceb4 B 60/bLUeN 6€30MacHOCTU U obecneymBatoT
CTabunbHOCTb. Co3aaThb NpeackasyeMbl PACNOoPAOOK XU3HM ONa cebsa
N OoeTen — oTinM4Haa naoes.

MocTapanTtecb BeCctH
NPUBbLIYHbIA 06pPa3 XXU3HU

NMonpobynte obLaTbCcA

CO cBOUM pebeHkoM ¢ MT1C
KakK C OOblYHbIM pebeHKOM.

Y Bawlero pebeHka ¢ MIC | ecTb
ocobble MoTPebHOCTU, OAHAKO
Ba>XHO Yallle NpuBeKaTb ero

K OOLLEHNIO CO CBEPCTHMKAMN.

OucuunnumHa — 310
npaBuUJIbHO!

BepoaTHO, BaM He 3axoueTca
yCTaHaBNMBATb OJ19 CBOEro pebeHka
c MIC | Te e orpaHnyeHuns

N 0693aHHOCTU, YTO U ONA OeTen
6e3 aToro 3aboneBaHuna. OgHako
petam ¢ MIMC | no-npeXxHeMy HyXHa
ONCLUMUMNIIMHA U yMeHne cobnoaaTh
rpaHuvLbl.

Yepnaute cuny B 6JIN3KUX

Nonaranmtecb Ha CBOUX BNN3KUX,
apy3en n gpyrme ceMbm, YneHsbl
KOTOPbIX 3aTPOHYTbl MIC I.

Bbl He ogmnHOKK! PagoM ¢ BaMu
eCTb J1logu, KOTOpble MNOHMMAIOT Bac
M rOTOBbI MOMOYb. [logaep>xmBanTe
CBA3b C TEMU, KTO NogaepXXmnBaeT
BacC, Ha pPeryngapHoOn oCHOBe.

O6paTutecb B MECTHYIO OpraHusauumio no 3awiure
MHTEepPEeCOB NaLUeHTOB, YUTOObI MOJIYUYUTDb eLle
OoJibLLe COBETOB NO BOCNUTaHUIO pebeHka ¢ MIC I.
KoHTaKkTHasa uHdopMauumsa npuBegeHa Ha ctp. 30.

21
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Kak roBopumTb
oMMAcCI?

Ecnun Baw pebeHok 6osieH MINC |, y BaC MOXET BO3HUKHYTb
»KeflaHMe CKPbITb OT HEro MHAPOPMAaLMIO, YTOObI
He Bbl3blBaTb HEHY>XHOIO 6€CNOKONCTBA.

XOTA BaM MOXET NOoKa3aTbCH, YTO Bbl HE KOHTPOJIMPYETE
MIMC |, BBl MOXXeTe U3BMEeHUTb TO, KaK 3TO 3aboneBaHue
BJIUSIET HA BaC U Bally ceMblo. UToObl B3ATb CUTYALUIO

CoBeTbl gnsa nauveHToB ¢ MINC |

MNoa KOHTPOJb, HAYHMTE roBopuTb o MIC I.

OTKpbITO roBopuTte
O CBOUX NOTPEOHOCTAX

Bbl 3a60TUTECh O OPYrUX,

HO He 3abbiBanTe n o cebe.

He 6onTtecb NPOCUTb OKPYXKAOLLMX
O NMOMOLLM UM YEeCTHO

PaCCKa3biBaTb MM O CBOMX YYyBCTBaxX:

OblTb OTKPOBEHHbIM B TaKUX
BOMPOCax — HOPMasbHO.

3apaBanTe BOMNpPOCHI

BaM Hy>XHa gononHuTeNibHasa
MHdOPMaLUMAa NN Bbl YTO-TO

He NoHMMaeTe? He cTecHAMTECH
3ajaBaTb BOMNPOCHI BpayaM.
NonpocunTe Bpaya OObACHUTb
MHTEPECHYO BaM TEMY APYIMMU
cNnoBaMu NN NOBTOPUTE TO, UTO
CKa3an BaM Bpay, 4Tobbl yoeanTbcs,
YTO Bbl BCE MOHAMNMN.

foBOpUTE CO CBOEMN ceMbeu

YeM 6osblue Balla CeMbs 3HaeT

o MIC |, TeM 6onblLue BEPOATHOCTD,
YTO OHWM CMOryT BaM NMOMOYb.

MIC | — HacnegcTBeHHOE
reHeTnyeckoe 3aboneBaHune. Ecnu
Bbl paCCKaXKeTe O HEM CBOeW CeMbe,
OHWM C BoNbLUEN BEPOATHOCTbIO

NPONAYT reHeTUYeCckoe TeCTUPOBAHME.

ObLlweHne ¢ BpayaMU-reHeTUKaMu
MOXXET OKa3aTbCH Nosie3HbIM, Bedb
noMoras JtoasM NoHATb, yepes
YTO Bbl NPOXOONTE, Bbl MOMOraeTe
MM MoaaepP»XXMBaTb Bac.

MeOvUMHCKKME npoLlenypbl MOryT BBOOUTb B 3abyxaeHue: yoeauTech,
YTO Bbl OOBACHUIN pebeHKY, 3a4eM NMPOBOAUTCHA NPOoLLeaypa, KTo ee byaeT
BbIMOJIHATb U UTO ByAeT MPOUCXOOUTb.

OTKpPbITO TOBOPUTE CO CBOUM pebeHKOM O ToM, 4YTo Takoe MIC | n Kak aTo
3aboneBaHMe BNUKAET Ha Ntoaen. Tak oH BydeT 3HaTb, Kak rOBOPUTb CO CBOMMMU
Apy3baMKM O 3ab60sIeBaHUN.

HekoTopble ntoan MOryT OblTb HEFATUBHO HACTPOEHbI K 60sibHbIM MTC |.
[Mo3TOMY MOAroToOBbTE PeEBEHKA K TOMY, YTO OH MOXXET CTONIKHYTbCA
C HaCMeLUuKaMK; HayuyunTe ero paspellatb KOHMAUKTbl CO CBEPCTHUKAMMN.
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OAVH reH He onpepenser
yesnnoBeKa NOJIHOCTbIO

CaMoe rnaBHoOe: ropauTecb cCO601 U BalulMm
pe6eHkoM. He ctbigutecb MIMC | n He ucnbiTbiBanTe
HeJIOBKOCTb U3-3a 3a60sieBaHUS.

Baw agnarHo3 — nnwb YacTb Ballen JIMYHOCTMW.
Jltoan, KOTOPbIM MNO-HACTOSALLLEMY HE BCe PAaBHO,
Hay4yaTCs MPUHUMAaTb 3TO U NMOAOEPXMBATL BaAC.

“ CoBerT, KOToPbIV S A4aBasl APY MM JII0ASIM
¢ MlIC, — oCcTaBaTbCs CUJIbHBIMU U HUKOMAA
He caaBaTbCs. [TOMHUTE! B BalLIe XXU3HN 6yayT
B3/1€TbI U M1a[4EHMNS], HO 3TO HE AOJIXHO MELLAaTb BaM
pPagoBaTbCs Mu3HU. MIIC — 3TO YacCcTb BalLUeH XXU3HU,
HO OH He onpepgesisieT Bally XWU3Hb. ,,

MauuneHT ¢ MIMNC u3s CLUA

“ Ha ¢boHe sieqyeHus s rnoHsJI,
YTO €CTb CMbICJT B 3TOMU XKN3HMU.
Hy>xHO gBUratbcsi Briepea,
MOJ)KHO co3haTb ceMblo. 5 Bcerga
HaAesiJICsI Ha TO, UTO Yy MeHs 6yayT
3q0poBble getn. braronaps
J1IeHYeHUKO 3TO CTaslo BO3MOXHbIM! ’,

| DLW 2 gol1Hauneu sut 19.9890)

MaumeHT ¢ MIMNC u3s Poccum

O6paTuTecb B MECTHYIO OpraHmsauuio
no 3aLyuTe npaB NaLUeHTOB, UTOObI NoNyunTb 60N1ee
noapoo6HYI0 MHPOPMALUIO O TOM, KaK pacCKa3biBaTb
o MINC | okpyxawwuM. KoOHTaKTHasA nHpopmMauus
npuBefeHa Ha cTp. 30.
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KaK NnonyyumTb
HeoOxoauMVIo
noaaepXXkKy

B kakune opraHmsaunm MoXXHO 0b6paTmUTbCA
3a NoaaepP XXKom?

HekoTopble MaTepuarbl B 6poLLope OTMeYeHbl BOCKIULLATEIbHbIM 3HAKOM.
3TOT 3HAK YKa3bIBaeT Ha BaXKHYO MHMOPMaLMIO, KOTOPasa MOMOXET BaM Mpwu
noslydeHun Tepanuun. B rmoccapuu B KOHLE 3TOMN BPOLLIOPbI Bbl HanaeTe
OOBbACHEHUSA TEPMUHOB, BblAeNEeHHbIX LIBETOM.
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B Kakune opraHmsaumm MOXXHO
oOOpaTUTDLCH 3a NoAACPIKKOMU?

XusHb ¢ MIMC | MOXXeT ObITb HEeNNerkom, HoO BaM,
BalleMy pe6eHKY WM Ballen CeMbe He HYXXHO
CNpPaBNATbCA C 3TUM B OAUHOUYKY.

CyLlecTBYIOT rpynnbl NOOAEPXKN, OObeanHSAOLLME
CeMbW, YfieHbl KOTOPbIX 3aTPpoHYTbl MIC |. B paMkax
TaKNX OO beaNHEHUIN Bbl MOXKETE YUUTbCA OPYr

y Apyra, pa3nenatb PagoCTHble MOMEHTbI M NPUXOOANTb
Ha MOMOLLb B C/TIOXKHble nepunoabl. Takue rpynmnbl
noaaepP»XXKnM MHOrAa Ha3bIBAOTCA OpPraHmn3aumMsaMm

Mo 3aLUnTe MHTepPEeCcoB NaLUMEHTOB.

OpraHusaLumm no 3aliuTe UHTepPecoB NauneHToB
o6yyaloT, 3aLl4MLLAIoT U NPeaoCcTaBASIOT YCAYru
noaaep>XKu nauMeHTaM M nMuaMm, ocyLLeCcTBASIIOLUM
yXopA 3a HUMM.

NX COTPYOHUKN MOTYT NPOBOANTb JINYHbIE BCTPEUMN

N KOHCYNbTauMn UNn OenmnTbCsa NOJSIe3HbIMU pecypcamm
Ha cBouX BebO-camTax. OBbIYHO X OENCTBUA HAMpPaBJ/IEHbI
Ha NOBbILLEHNE OCBEOOM/IEHHOCTM 06 onpenesieHHOM
3aboneBaHun, Hanpumep MIIC |, n BapmaHTax ero
JleyeHuns, a TakXKe NoaaepPXKy nccnegoBaHmn,
HanpaB/AEeHHbIX HA Pa3pPaboTKy NeKapCTBEHHbIX
NpenapaToB MW HOBbIX METOOO0B J1IeYeHUS.
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MIC | cunTaeTca peakmnm

3abo01eBaHMeM, OQHAKO NaLUeHTbI
He AOJIDKHbI CTaJIKUuBaTbCHA
C HeaOoCTaTKOM NOMOLLIM.
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MHorme opraHm3auum no 3alnTe MHTepPecoB NaLUneHToB
co3patoTca 1 paboTatoT Nofd PYKOBOACTBOM NALMEHTOB MU

ObIBLLUMX MALMEHTOB C Cepbe3HbIMA 3ab6051eBaHNAMU, KOTOPblE

MOHUMAIOT XKeJTaHUSA 1 NOTPEOHOCTU APYIrMX NaUuNEHTOB.

B Poccuim Bbl MOXXeTe 06paTUTbCH K Cieay LM
OpraHmn3aumam:

- MexpermoHanbHasa bnarorBoputenbHas ObLlecTBEHHAdA
OpraHunsauyma «ObLwecTBO MHBaANMOOB, CTPaaatoLwmx
CUHOPOMOM XaHTepa, ApyrmMmm popmamm
MyKOMNoimMcaxapunaosa n MHbIMU PeakKnMM reHeTUYeCKMU
3aboneBaHnamMm» (MbBOO «XaHTep-CnHOpPOM»)

- AHO UeHTp nomMowwm nauymeHTam «eHOM»

- Bcepoccumckoe obLuectBso peaknx (opdaHHbIX)
3aboneBaHum (BOO3I)

NHhopMaLumsa He ABNSETCA ncYepnblBatoLLen

MecCcTO ANnd 3aMeTokK

30

Frnoccapum

depmMeHTO3aMecTUTEeNbHaA Tepanusa (P3T)

D3T — 3TO AONrOCPOYUHAaA Tepanus, NPy KOTOPOU hepMeHT, Koanpyemblin reHoM IDUA,
BBOOAT NaumeHTy ¢ MINC | nocpeacTtBoM BHYTPUBEHHOM MHMY3UN, UTOObLI BOCMOMHNTb
€ero HegJoCTaLMN U HEOOCTATOUYHbIN YPOBEHb.

Bpau-reHeTUK

Bpau-reHeTnK MOMOXET BaM Nyulle NoHATb, kak MIC | HacnenyeTca reHeTuJYecKku.

OH TakXe gacT BaM COBET O TOM, KTO 13 BalLen CeEMbM NOABEPMKEH PUCKY 3ab01eBaHUSA
NN MOXKeT aBNATbCA HocuTeneM MIC |. OH NMOMOXET B MPUHATUM OBOCHOBAHHbIX
MEeONLMHCKMNX U NIMYHbIX PeLLUeHUN.

TpaHcnNaHTauus reMono3TUUYEeCKUX CTBONOBLIX KNneToK (TFCK)

TICK — 3TO BBeAeHMEe MYJIbTUMOTEHTHbIX FTEMOMO3TUYECKMX CTBOJTIOBbIX KJTIETOK

OoT AoHopa. OBbIYHO MX MOJTYYatOT U3 KOCTHOIO MO3ra, nepudepnyeckomn nnu
MYMNOBUHHOM KPOBW C Lies1blo 3aMeHbl AedeKTHbIX KNeToK nauneHTa. Uenb Tepanum TICK
npu MIMC | — 3aMeHUTb gedeKTHbIe KINeTKN, KOTOPbIe HEe MPOM3BOOAT JOCTAaTOYHOE
konnyecTBo reHa IDUA, Ha 300p0Bble KJTIETKW, KOTOPbIE SKCMPECCUPYIOT ero

B HOPMaJIbHOM KOJin4ecTBe.

BHyTpuBeHHas UHdYy3UNA
Cnoco6 BBeOEHUA XNOKOCTU — HanpuMmep, aa4a Tepanmm — B BEHY C NMOMOLLbIO UMbl
MW NN1ACTUKOBOrO KaTeTepa.

OCO3HaAHHOCTb

OCO3HAHHOCTb — 3TO TEXHMKA, KOTOPAs BK/OUYAET B cebs HaMepeHHOoe NpuBedYeHmne
BHMMAHWA K TOMY, YTO MPOUCXOOUT B HACTOALLMM MOMEHT (B YMe, Tefle U OKPYXKEHUN)
6e3 ocyXaeHna. En MOXXHO 0ByunTbhbCs. Takasa TEXHVKA MOMOXET NMOYyBCTBOBAThL cebda
CMOKOWMHO N MeHblle 6eCNOKOUTbLCSH.

Mykononucaxapupo3s | Tuna (MIMNC 1)

MIMC | — 3TO peakKoe HacneaCcTBEHHOE reHeTnyeckoe 3abonieBaHMe, KOTopoe
BCTPEYAETCHA KaK Yy AeTen, Tak U 'y B3POCbIX.

Y ntogen ¢ MIMC | He BbipabaTbiBaeTCAa UM IKCMPECCUPYETCH CIINLLKOM Mano depMeHTa,
kogmpyemoro reHoM IDUA. TTo3TOMY y TakMx MaumMeHTOB HabNOAAEeTCA BbICOKMIN YPOBEHDb
AT, KOTOpble HakannmMBatoTca B KneTkax. MIMNC | nMeeT LLWMPOKNIN CNEKTP CUMMNTOMOB,
MOCKOJIbKY 3TO 3aboseBaHMe NopaxkaeT MHOrMe CUCTEMbl OpPraHM3mMa 1 Bbi3blBaeT
noBpexaeHmne opraHoB. MIMC | MOXET MMETb TSXKENYIO N MeHee BblPaXeHHY0 hOopMYy.
OHa 3aBUCUT OT CTEMeHU TSHXKeCTN CMMMNTOMOB.

OpraHu3saLum no 3aLuuTe npas NaLueHToB

OpraHnsaummy no 3alnTe NHTEePeCcoB NMaLneHTOB 06YYaloT, 3aLUMLLAI0T U NPeaoCTaBNAoT
YCYTY MOAOEPKN NaLMeHTaM 1 IMLaM, OCYLLEeCTBAALMM YXO4 3a HUMKU. Takmne
opraHm3aumm CTPEeMATCA NMOMOYb NauueHTaM 1 MX CeMbsSM Pa3obpaThbCs B gMarHose

M BapUaHTaXx JIeUEHUSN, a TakXKe XUTb MOJIHOLEHHOM XU3HbIO HEe3aBMUCMMO OT guarHosa.
OHM TakXKe MOBbILLAIT OCBEAOM/IEHHOCTb OBLLIECTBEHHOCTM O 3a00/1eBaHNAX

M MOAOEPMMNBAIOT UCCIeAOBaHWNSA, HarnpaB/ieHHble Ha Pa3pPaboTKy JIeKapCTBEHHbIX
npenapaToB UM HOBbIX METOLOB NleYeHUs.

CuMnToMaTUYeCKoOe JlieueHue

CuMnTOMaTMUYeCKoe fieyeHmne MoXXeT CMArYnTb cuMmnTombl MIMC | nam nomoub

B YCTAHOBJIEHUMN KOHTPONA Haa HUMKU, OOHaKo nogobHas Tepanua He moMoraeT
MCMPaBUTb NepPBOMPUYUYMHY 3a001eBaHna U MOIHOCTbIO M30aBUTbCA OT Hee. Takue
BUAbI TepanmMmM MOryT MOMOYb BaM, BalleMy pebeHKy 1 6/IM3KOMY BaM YelloBeKy
UyBCTBOBAaTb cebs nyylle 3o gHA B AeHb U 0b6nerunTb Xxmn3Hb ¢ MIC |.
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