care

FOR FAMILIES WITH PW$

CNUCOK ANA KOHTPOANA 340pPOBbA

OcHosy 300po8oli #U3HU 05 83pocsabix Adeli ¢ cuHopomom lMpadepa—Bunanu (CrB) cocmasnaem npasussbHO
no0obpaHHAs duema U pezyaspHble usuvyecKue yrnparcHeHUs, Komopble M036807a8m u3bexams OMUPEHUS,
noddepuams MOHYC U COXpaHume OyulesHoe pasHogsecue. Ho umobel docmu4s MoO0BHbLIX pPe3ysbmamos,
Heobxo0uMOo Xopowo NOHUMame eace 0cobeHHOCMU 3Mo2o CUHOPOMA.

ZaHHbeIl cnucok nomoxcem 8am KOHMpPOAUposame 300poswe 4Yesnoseka ¢ CIB. Crnucok Heobxodumo pazdame
0CMAbHBLIM Ya1eHAM CEMbU, ONEKYHAM U Opy2um Ao0am, Komopbsle mecHo obwaromcs ¢ 6onoHeimu ClIB.

ClMNB — 3T0 HacneacTBeHHoe 3abosieBaHME, NPUUUHOW KOTOPOro ABAAETCA YAa/NeHMe reHoB B ydyacTke 15
XpoMocombl. I3Ta 60/7e3Hb OKa3blBaeT BAWAHME Ha HECKO/IbKO CUCTEM OpraHusma. Huke nepeumncieHsl
HEeKoTOpble PacrnpoCTpaHeHHble MpobsieMbl, KoTopble BCTpeyatoTca y 6onbHbix CMB, a TakKe cnocobbl wx
NpesoTBPALLEHUS U IeYeHUs.

3ayacTyto yxyaweHune 340p0BbA MOXKHO 3aMETUTb 13-33 06LLEr0 U3MEHEHWA B noBeAeHUU. Mo3ToMy BaXKHO 3HaTb
OCHOBHblE NPU3HAKN PUINYECKUX HAPYLLUEHUIA.

Cucrema/opraHbi

BHewHue npoaBneHUA

MpusHakn/neuexHne

KoHTponb annetura

MocTosAHHbIM ronoA/*axaa
MoBbIWEHHbI UHTEPEC K eae
MNepeepgaHune

Heobx0AMMO OrpaHUUYUTbL A0CTYN K
efe/HanuTKam.
MN36bITOUHBIN BEC/OXMUpeHue.

MoBepeHue

3avacTyto ownboYHO BOCNPUHUMAETCA
OKpPY)KaloLWMMM KaK Kanpus nam
ncmxuyeckoe 3abonesaHue.

Yale BCero npoucxoamT no npuymHe

cTpeccCa nau HE,CI,OCTaTOLIHOVI noaaepkKu.

HeobxogMmo ncnonb3osaTtb cneyyanbHble
CTpaTerum 1, peke, IEKapCTBEHHbIE CPEACTBa,
KpOMme Tex Cay4aes, Korga ANarHoCTMpPoBaHO
ncuxmyeckoe 3aboneBaHne, KOTOPOE MOXKET
pa3BuTbea y 60bHbIX CMB.

MoueBoit ny3blpb

3auacTyto HabaoaaoTca Npobaemsl C
OMOPOXKHEHMEM.

OKMpeHne MoKeT NpUBecTU K
NOBbILEHHOMY PUCKY 3apaKeHus
MHbEKUMen MoYeBbIBOSALLMX NyTel
n/Mnn HepepsKaHuio.

PerynspHoe noceleHuve Tyaneta.

YeTKoe 0COo3HaHMe NpU OLLyLLLEHUN
NO/HOro/MycToro Mo4YeBoro nysbips.
HecnocobHOCTb 0OCO3HATb OLYyLLEHNA MOXKET
YKa3blBaTb HAa UHPEKLMN MOYEBLIBOSALLUX
nyTen.

Xuposasa TKaHb —
BbICOKMIM NPOLEHT MacChbl
KMpa (MblweYyHasa macca
MeHbLUEe) Aaxe npwu
34,0pOBOM Bece

M36bITOYHBIV BEC U OXKUPEHUE MOTYT
NPMBECTU K CEPbe3HbIM Npobiemam.

HeobxoaMmo orpaHnunTb noTpebnexHve
Kasopui.

Heob6xo4MMO perynsapHo BbINOJHATL
dU3nYeCcKMe ynparKHeHUA.

MpocTtoi 1 addeKTUBHbLIN cnocob:
e)KegHeBHbIe MeLune NpPorysku B TeyeHue 1
yaca.
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FOR FAMILIES WITH PW$

NnoTtHocTb KocTtu (MK)

(v npoyHOCTb KOCTH)

3ayacTylo MOHUMKEHa B pesy/bTaTte
HW3KOro YPOBHS FOPMOHOB, MOHUMKEHHOW
MbILEYHOM MaCCbl M HeZoCTaTKa
dusnyeckoit akTMBHOCTU. HusKas MK
MOBbILIAET PUCK Nepesioma.

Heobxogmmo nogaepKumeaTb Tpebyembii
YpOBEHb KanbLus 1 BUTamuHa D B Kposu u
NpoBepATb MX MOKasaTesnun.

MpoBepAnTe MUHEPANbHYIO NNOTHOCTb KOCTU
Kaxkaple 2 roga.

PekomeHayeTcA perynsapHO BbINOAHATb
YMPaXKHEHUA NO NOABEMY TAXKECTEN.

KuweyHuk

3anop ABnsAeTcA PacnpoCTPaHEHHOM
npo6aemoi U MOXKET NPUBECTU K
HeZeprKaHMIO Kasa UAn Mouu,
PEeKTa/NbHbIM MOBPEKAEHNAM U
3aMeaNeHHOMY OMOPOXKHEHWUIO ey aKa

Heobxoanmo perynspHoe nuTbe.

Bo3MoXKHO, NoTpebyeTcs exefHEBHbIV Npuem
He3HauuTeIbHOW A,03bl C1abUTENbHOTO.
MOMOKeT BblNoAHEHME GUINYECKUX
ynpaxHeHui nocne nprema NULLK.
OrpaHunybTe nNoTpebaeHne KNeT4aTKu.

CaxapHbii guabet

3a4acTylo BO3HMKAET B pesynbTarte
OXMPEHUA, HO TaKKe HablogaeTcsa n npu
HOpMasibHOM Bece.

MpY HEAOCTaTOYHOM KOHTPO/IEe CaxapHbli
AnabeT MOXKeT NPMUBECTM K NoTepe Beca
(MbllIeyHOM macchbl), noYeyHom
HeA0CTaTOYHOCTM U NOTEPE 3PeHUn.

Ons npenoTepalleHUsa caxapHoro avabeta
HeobXxoAMMO NoAAEPKNBATL 340P0BbIN BEC U
perynapHo BbINOAHATb GU3NYECKUNE
yNpa*KHeHuA.

MpoBepanTe ypoBeHb [/1IOKO3bl B KPOBU
HaTOLLAK Kaxkaple 6-12 mecAaues.

Mpw AMarHoCTMpOBaHUKN caxapHoro AnabeTa
NpoBepsnTe remornobuH B KpoBK (cpeaHui
YPOBEHb rNIOKO3bl 32 NocnegHue 6-8 Heaenb)
Kaxkaple 3-6 mecAues.

Cnyx HeZ0CTaTOK KOHUEHTPALMM MM NIOXan MpoBepAiTe cyx B NpoLLecce B3POCAEHMS,
peaKkuns MOXKeT ObITb pesynbTaTomM NOCKONbKY 60s1bHOM CMB MOKeT bbITb
pasBMBatoOLLEiCA NoTepy cayxa HecnocobeH naeHTMGULMPOBaTb NOTEPHD
WM NCUXMYECKOTO PacCTPONCTBA. cnyxa.

Ecnv obHapyKeHo yxyaLweHue cnyxa, B
nepeyto oyepesb HEO6X0AMMO NPOBEPUTH
Hannune nHdekuumn.

3peHue CTpabusm (HeBepHoOe pacnoioXkeHue BbIBAET C pOXKAEHMA UK NOABNAETCA C
rnas, Kocornasue); BO3PacToMm.
[aNbHO30PKOCTb/6AM30PYKOCTD. MpoBepAaiTe 3peHne Kaxaple 4Ba roga.

Horu OKnpeHune 1 HegoCTaToK GU3NYECKOM MoaneprkMBanTe 340POBLIN BEC.

aKTMBHOCTU MOXKET NPUBECTU K
OTEeYHOCTW, BOCMANIEHUIO NMOLKOXKHOWM
KJIETYATKM U CePbe3HbIM MHPEKLMAM.
MaTonoruu (BpoxKaeHHbIe) CTynHeH,
6enep, KoAeH MOTYT yXyALaTbCA C
BO3pacTom 1 npu Habope Beca.

PerynsipHo BbINosHANTe dU3nYeckme
ynpaxHeHus.

PerynsipHo nposepsiiTe HaaMyMe BOCNaneHUi
WA HPEKL MM, 0COBEHHO NPU OTEYHOCTM UM
NAOXOW LMPKYAALNN KPOBMU.
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FOR FAMILIES WITH PWS$
Nerkue OXMpeHUne, HapyLLEHNA MEXaHWUKM MNoaneprkmBaliTe 380pOBbIN Bec. PerynsapHo
ObIXaHWUA, CKOANO3 U KO3 MOTyT NPUBECTU | BbINOAHANTE GU3NYECKME ynpaXKHEHWUA.
K NOHWKEHHOMY NoTpebaeHuto Kucnopoaa.
OKMpeHne U HeoCTaTOK GU3NYeCcKom Ecnn oTcyTCcTBYET BHIHOCAMBOCTD NPU
AaKTUBHOCTU MOMET NPUBECTU K BbINOJIHEHUM YNPAXKHEHUI, TpebyeTca
NMHEBMOHUU, NHPEKLUN NETKUX U MeanUMHCKoe obcnenoBaHMe.
OCTaHOBKe AblxaHuA. TaKkke MoxKeT Bo3mO0HO, Takke noTpebyeTca npoBepuTb
pa3BuTbCA acTMa. YPOBEHb KUCA0POAa B KPOBM.
MNcuxmueckue [Jenpeccua, ncmxos, nepenaapl TpebyeTca ncuxmnaTpuyeckoe obcnenoBaHme
paccTpoicTBa HacTpoeHwun W, BO3MOXHO, HazHa4YeHue
MeANKAMEHTO3HOIO SIeYeHUs.
Mo npuynHe AnchyHKLUMN Mo3ra Yy BONbHbIX
CMNB po303aBucKMMbIii 3 PeKT 1
NoABEPKEHHOCTb NOOOYHbIM 3pdeKTam
noA4AatoTcs OLEHKE B MEHbLUEN CTeNEHN,
NMo3TOMYy PEKOMEHAYEeTCS Ha3sHayaTb
NMOHWUMKEHHYIO HAYaIbHYHO 403UPOBKY.
Pot MoHWKeHHOE CNOHOOTAENEHME HecobntogeHue rurmeHbl NOAOCTU pTa —
NPUBOAMT CYXOCTU U OLLYLLEHUIO naTosiorMyeckas CTMpaemocTb 3y6oB.
BA3KOCTW BO PTY. TpebyeTca perynsapHas TwaTe/IbHaA YNCTKa
PeditoKc KenyaKa MoXKeT noBpeauTb 3ybbl | NONOCTU pTa U peryasapHoe noceweHne
(moxkeT noTpeboBaTbhCA cTomarosiora.
MeZNKaMeHTO3HOE ieveHne
aHTaUMAHbIMW CPEACTBAMM).
Mbiwubi Cnabble MbllwLbl, HECTabUNbHbIE Mnoxan ocaHka, 3amegieHHaa mobmnaunsaums,

MOHWUKEeHHbIN MblLLEYHbIN
TOHYC

MoHWKeHHaA MmblleYyHan
Mmacca

CyCTaBbl.
CKonnos, Kndos.

MosbiweHHanA YyBCTBUTE/IBHOCTb K
HEKOTOPbIM Nnpenapartam.

HapyLlleHe MeXaHMKK AbiXxaHWUA (NoKasaTenu
XY¥Ke MPpU OXKUPEHUN).

TpebyeTca BbINONHEHME YKPENAAIOLLMX
yrnpaxKHeHUN.

[o31poBKa HeAaBHO NPOMMUCAHHbIX
npenapaToB A0JIKHA ObITb HUXKeE 0ObIYHOW.

Bbicokuii 6onesBoit nopor

Peakue anobbl Ha 6oneBble OLWYyLLEeHUS.
McnbiTbiBaemyto 60/1b MOXKHO
onpeaennTb No U3MEHeHMUIo NoBeaeHNA
WAWN YPOBHIO aKTUBHOCTU.

Mpv nageHun an Tpasme NPoBepbTe BCe
MOKpacHeBLLWE BOCNa/ieHHbIe YYacTKu
Tena.

HeBbisiBNeHHOE NoBpeXKaeHue Uau Tpasma,
No/ly4eHHasn B pe3ynbTaTe HecHacTHOro CyYas.
Heobxogmmo obpalate BHUMaHMeE Ha Ntobble
¥anobbl, YTOObI UCKIOUYNTL BO3MOXKHbIE
MNPUYMHBI M ONPeaennTb AMarHos.
HactauBaiite Ha nposeaeHUn
peHTreHorpammsl/apyrux obcieaosaHUAxX
npu NOAYYEHUN TPABMbl MAN MNOAO3PEHUN Ha
ncnbiTbiBaemyto 60/b.
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MocnepoBatenbHan
o6paboTKa

HecobnogeHne NMYHOM rTurneHbl —»
nHbeKunn

|_|OOLI.I,pFI nre TWAaTeNbHOE MbITbe TeNa.
MoxeT I'IOTpGﬁOBaTbCFl Balla NOMOLUb U1n
BU3yaJibHble NOACKA3KW.

MonoBble rOPMOHbI

HepocTaToyHaa Uamv NoHMKeHHan

ExkerogHo npoBepsiiTe KPOBb Ha NOJI0BbIE

CHUMKEHDI nosioBasn 3pesioCTb. ropmMoHbI (aHApOreH) HauMHana ¢ 15-neTHero
BO3pacTa.
Heobxoanma 3ameHa Ansa 340p0OBbA Mpn Heob6Xxo0AMMOCTU: 3aMeCcTUTENbHAA
KOCTHbIX TKaHew. Tepanua TeCTOCTEPOHOM (L1 MYKUMH,
HauyMHaeTca ¢ Hebo/bLIoM A03UPOBKKM)/
3amecTuTeIbHaA Tepanuma 3CTPOreHOM
(ans seHWmH).
AepmatunnnomanHua PaHbl 1 MH)EKLMMU ExxeHenenbHO NoacTpuranTe HOrTu. Pyku

[0/1KHbl BbITb 3aHATbLI, YTObbLI U36EXKaTb
AEePMaTUANOMaHUN.

AnHO3 BO CHe
(ocTaHOBKa gblXxaHusA
BO Bpems CHa)

[HeBHas COHNMBOCTDL (BCTpeyaeTca y
60nbHbIx Cl1B aa*ke B OTCYTCTBUE AMHO3
BO CHE), MOHW}KEHHaA KOHLeHTpaums,
NOBbIWEHHAA PA3APAXKUTENBbHOCTb.
MoKeT yxyawaTtbes npu Habope Beca.

Heobxoammo npoitn obcnenosaHue y
CneunanncTa no CHy/AbIXaHWo: BOSMOXHO,
noTpebyeTcA UCNOb30BaHNE AblXaTeIbHOro
annapaTa UAn yseandyeHue
NPOAOKUTENBHOCTM HOYHOIO CHa.

enypok n KMweyHuK
3amepneHHoe
OMNOPOXKHEHUE KeNyaKa U
HapyLeHMe NpoxXoauMocTu
KMLLIEYHMKA YacTo
Habnoaaetca y 60/bHbIX C
CnB.

B3ayTtne usorta.

MoTepna anneTuTa — HeXenaHue ecTb
(3a4acTyto 3TO TONBKO CUMNTOM,
HeobXo0AMMO U3y4nTb Npobnemy!).
PBoTa peako Habnoaaetca y 601bHbIX
CNB, u yalle Bcero ABnAeTcs
pe3ynbTaToM cepbe3Horo 3abonesaHums.

anobbl Ha "anckomoopT" oT B3AYyTUA U
AnnaTaumm KeayaKa uav notepro anneTura.
Puck Hekpo3a #cesny0Ka — OTMUpPAHWE TKAHeN
KeNyaKa B pesynbTaTte HapyLeHUa NPUTOKa
KPOBM K CTEHKaM Xenyaka. TpebyeTca
HEOT/NIOXKHAA MeANLMHCKAA NOMOLLb.

Temnepatypa (Tena) —
HeAocCTaTouHan peryaaums
M YyBCTBUTENbHOCTb

HenpasuabHO NnogobpaHHasa oaexKaa
no noroge.

Mo3KeT BO3HUKHYTb TMNOTEPMUA UAN
rmnepTepmus.

NHbeKunoHHoe 3aparkeHme, Ho bes
JINXOPAJKM.

MNMomoraliTe B nogbope oaexabl ons
Tennoin/XonoaHoM noroapl.

Mpw obLLem HegOMOraHMM HeobxoANMO
y6eautbca 8 OTCYTCTBUU MHDEKLLINNA
He3aBUCUMO OT TOro, HabargaeTca Au
noBbllleHHan Temnepartypa Tena/nmxopaaka.

BopgHaa MHTOKCMKauuma

MOoKeT NPMUBECTU K 3N1EKTPOSIUTHOMY
AncbanaHcy, KOTOPbI MOKET BbI3BaTb
CyA0poru.

OrpaHnumBaliTe noTpebieHne KUaKoCcTen.

EXXErOAQHOE
MEANUUHCKOE
OBCNEAOBAHUE

B03MOXXHO, UleHam cembM nNoTpebyeTca
HACTOATb HA NPOXOXKAEHUU
obcneposaHua 0414 6onbHoro ¢ CMNB

Heobxoammo nposepuTb Bec, 06XBaT Tauu,
KpPOBsiIHOE AaBneHue, paboTy Nerkux,
340poBbe 3yb0B U 0CaHKy. PekomeHayeTca
€)KeroAHo cAaBaTb aHaM3 KPOBM, HaUMHanA C
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15-neTHero Bo3pacra.

MonpocuTe NpoBeCTM aHaNM3 Ha: BUOXMMUIO
(BKNtOYAA YPOBEHD KaNbLMA, XONECTEPUHA,
rNIOKO3bl), }Kene3o (BKAYas ypoBeHb
»Kenesa), ropMoHbI (BKAOYAA NoNOBble
rOPMOHbI, TOPMOHbI LIUTOBUAHOWN XKenesbl,
BUTamMuH D).

He 6oiiTecb 06paw,atbca 3a megUUMHCKON nomolblo ana 6onbHoro CMB, ecam Bac no Kakou-nnbo npuumnHe
6ecnokouT ero 340poBbe, B TOM uUuUC/ie NPU U3MeHeHun noseaeHus. Bcerga coobuwaiite o CMB Bpauy uam
cneymnanucty, ocmaTtpusarouwemy 6onbHoro CMNB, u Bceraa nomHute o Tom, uto CMNB — HepacnpocTpaHeHHoe
3abonesaHMe co CBOMMU OCOBEHHOCTAMMU, KOTOpble He0BX04MMO yuuTbiBaTb Nepes HasHaueHUem NedyeHus.
BonbHble CMNB Ao0MXHbI 6bITb yBEepeHbl B TOM, UTO OHU MOFYT MONOXUTLCA Ha CBOUX 6AM3KUX, UTO6bI OHU
NOMOrM UM NogaepKaTb 340POBbE U MPOXKUTb A0ATYIO XU3Hb!
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