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Cnuncok Ana KOHTPOJIA 340pPOBbHS

OcHosy 300p080Ui #U3HU 015 83poc/biX Mtodeli ¢ cuHopomom [padepa-Bunau (CI1B) cocmasnsem
npasusnbHO NOO0bPAHHAS duema U pe2ysipHble pu3uyeckue ynpaXcHeHUs, Komopsie N0380a49m
u3bexcames oxcupeHuUs, N000epHams MOHYC U COXPaHUMe dywesHoe pagHogecue. Ho ymobel docmuyb
Nnoodo6HebIX pe3yanLmamos, He06xo0UMO XOpPOWO NOHUMAOMb 8ce 0CO6eHHOCMU 3M020 CUHOPOMA.

JaHHbIlU cnucok nomoxcem 8am KOHMpPoUuposamse 30oposse yesnoseka ¢ ClB. Cnucok Heobxodumo
pazdame 0CMasbHLIM Y/€HAM CeMbl, ONeKyHAM U Opy2uM 00AM, KOmopele mecHo obujaromcs ¢
60s16HbIMU CT1B.

CMNB— 370 HacneacTBeHHOE 3abosieBaHMe, NPUYNHON KOTOPOTO ABNAETCH YAa/leHe reHOB B yyYacTke
15 xpomocoMbl. OTa 601e3Hb OKa3biBaeT BNSHNE HAa HECKOIbKO CUCTEM OpraHu3mMa. Huxe
nepeymncsieHbl HeKOTopble pacnpoCcTpaHeHHbIe NpobnemMsbl, KOTOpble BCTpeyatoTca y 60bHbIX CMB, a
TakXKe Cnocobbl X NpesoTBPaLLEHNS U IeYeHNS.

3a4acTyro yxyALleHue 340p0Bbs MOXHO 3aMeTUTb 13-3a 06LLLEro M3MeHeHM s B noBegeHun. NoaTomy
BaXXHO 3HaTb OCHOBHbIE NMPU3HAKN GU3NYECKUX HAPYLLUEHWIA.

KoHTponb anneTuTa [MOCTOSIHHbIV rono4/axaa Heobxo4MMO orpaHnYnTb AOCTYN K
o efe/HanuTKkam.
MoBbILLIEHHbI HTepec K eAe Ael
MNepeesaHue N36bITOUHBI BEC/OXMNpeHe.
MoBeaeHne 3a4acTyro oLnb60oYHO Heobxognmo ncnonb3osatb
BOCMPUHNMAETCS OKPY>XaroLVMN (CneLmanbHble CTpaTernm 1, pexe,
Kak Kanpw3 nam ncmxmyeckoe neKapCTBeHHble CPeACTBa, KpOMe Tex
3abonesaHue. C/lyyaes, Korja AnarHoCTMpoBaHoO

Yawwe Bcero MPOVCXOAUT MO ncnxunyeckoe 3aboneBaHme, KOTOpOe

NpUUMHe CTpecca unu MOXeT pa3BuTbCa y 60nbHbIX ClB.

HeA0CTaTOYHOW NOAAEPXKKM.

IPWSO relies on donations to support people with PWS and their families around the world. To find out more

about our work and donate please visit us at www.ipwso.org/make-a-donation
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MoueBol ny3bIpb

3ayacTyto HabAa0TCS
Npo6/ieMbl C OMOPOXKHEHMEM.

OXmpeHne MoXeT NPUBECTU K
NOBbILLEHHOMY PUCKY 3apaXKeHus
nHpekuer MoYeBbIBOASALLINX
nyTei n/unn HegepxxaHuto.

PerynapHoe nocetueHue Tyaneta. Yetkoe
OCO3HaHWe Npu oLLyLLLeH
MONHOro/MycTOro MOYeBOro nysbips.
HecnocobHOCTb 0CO3HATh OLLYLLEHNS
MOXET YKa3blBaTb Ha MHEKLNN
MOUEBbIBOASALLMX NyTENA.

XXvpoBasa TKaHb —
BbICOKMIA MPOLLEHT
Macchbl X1pa
(MblLLeYHas macca
MeHbLLe) faxe npu
3/,0pOBOM Bece

N36bITOYHbIV BEC U OXKMPEHMe
MOTYT NPUBECTU K CEPbE3HbIM
npobnemam.

Heobxognmo orpaHn4nTb NnoTpebneHme
Kanopun.

Heobxommo perynsipHO BbIMOAHATb
dumsmyeckne ynpaxHeHums. Npocton n
3G PeKTMBHBIN CNOCOO:

exxefHeBHble neLuvie Mporysikn B TeyeHve
1 vaca.

MnotHocTb KocTn (MK)

(1 npoyYHoOCTL KOCTW)

3a4acTyro MOHVXEeHa B
pesynbTaTe HM3KOro YpoBHSA
rOPMOHOB, MOHWXXEHHOM
MbILLEYHO MacCbl U HeJoCTaTKa
dur3nyeckor akTMBHOCTUN. H3Kas
MK nosblllaeT pyck nepenoma.

Heobxoanmo noaaepXxuBaTb Tpebyembli
YpPOBeHb KanbLus 1 BuTammHa D B kpoBu
N NPOBepPATb UX NoKasaTenu.

MpoBepsiiTe MUHEPaNbHYH NIOTHOCTb
KOCTW KaxAble 2 roaa.

PekoMeHAyeTCs peryasipHo BbIMOMHATL
YNPaXxHEeHNs MO NoAbeMy TAXeCTen.

KnweyHmnk

3anop asngertca
pacnpocTpaHeHHOW NpobnemMor u
MOXeT NMPUBECTU K Hefep>KaHNHo
Kana nam Mouyu, pekTanbHbIM
NoBpeXAeHVAM 1 3aMeIeHHOMY
OMOPOXHEHUIO XeNyAKa

Heobxoanmo perynsipHoe nuTbe.

Bo3MOXHO, NnoTpebyeTcs exesHeBHbIN
npvem He3HauYNTeNbHOM 403bI
cnabutenbHoro. MoMoXeT BbINONHEHNE
dun3nyecknx ynpaxKHeHUin nocne nprema
ALy,

OrpaHun4bTe NoTpebneHme KneTyaTKu.

WWW.ipwso.org
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CaxapHbIli gnabet

3abIaCTyI-O BO3HNKAaET B
pPe3ynbTaTe OXKNPEHUA, HO TaKXe
Ha6J'II'O,D,aETCFI nnpm HopMaibHOM
BecCe.

MNpn HegOCTaTOUYHOM KOHTpO1e
caxapHbl gnabet MoXxeT
npuBecTn K NoTepe Beca
(MbILLIEYHO MacChl), NoYeyHoM
HeA0CTaTOUYHOCTU U NoTepe

[ANns npeAoTBpaLLeHNs caxapHoro anabeTa
HeobX0ANMO NoAAEePXMBaTb 340PO0BbIiA
BEC 1 PerynsipHo BbINONHATL dusmyeckme
ynpaxHeHusl.

MNpoBepsliTe ypoBeHb r/1H0KO3bl B KPOBU
HaToLLaK Kaxable 6-12 mecsaues.

Mpn AnarHoCTPOBaHNM CaxapHOro
AvabeTa NnpoBepsliTe reMOrn106vH B
KpoBW (cpeAHWH ypoBeHb r1OKO3bI 33

br3nUecKor akTUBHOCTU MOXET
NPUBECTN K OTEUYHOCTMU,
BOCMNaNeHN0 NOAKOXHOMN
KIeTYATKM N CePbe3HbIM
NHpekunsiM. MaTonorum
(BpoXaeHHble) cTynHeln, 6esep,
KONIEH MOTYT YXYALLATbCS C
BO3pacToMm 1 Npu Habope Beca.

SpeHus. nocnegHve 6-8 Hegenb) Kaxable 3-6
MecsiLeB.
Cnyx HepocTtaTok KoHUeHTpauum nan  MNpoeepsainTe cyx B npouecce
naoxas peakumsi MOXeT 6bITb B3pOC/IeHNs, MOCKONbKY 601bHOM CMB
pe3ynbTaToOM pa3BMBatOLLENCA MOXeT 6bITb HecrnocobeH
noTepu cayxa Wan NCUXMYecKoro MAeHTNGnLMpoBaTb NOTEPHO C/yXa.
paccrponcrsa. Ecnu obHapyXXeHo yxyLLeHe cyxa, B
nepByto oyepesb HEO6XOANMO NPOBEPUTL
Hannyme NHGeKLMN.
3peHwue CTpabusm (HeBepHoe bbiBaeT C poXxAeHUs U NOABAAETCS C
pacnonoxeHve BO3PaCcTOM.
rnas, kocornasue); MpoBepsaAriTe 3peHVe Kaxble ABa roja.
AaNbHO30PKOCTL/611M30PYKOCTb.
Horun OXnpeHne N He,oCTaToOK MopaepxvBariTe 340p0OBbLINV BeC.

PerynsipHo BbINONHANTE pursmnyeckme
yrnpaxHeHus.

PerynsapHo npoBepsiiTe Hanmuve
BOCMNaneHn nnn nHoexkunm, ocobeHHo
NPV OTEYHOCTU NN NAOXOM LINPKYAALMN
KpPOBMW.

WWW.ipwso.org
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NPVBOAMUT CYXOCTU 1 OLLYLLIEHNIO
BSI3KOCTW BO PTY.

Pedntokc xenynka MoxeT
noBpeAnTb 3ybbl

(MoxeT noTpeboBaTbLCSA
MeZAMKaMEHTO3HOE fleyeHune
aHTaUUAHBIMU CpeACTBaMMN).

INerkve OxupeHwue, HapyLleHs MoaAep>KmBaTe 340POBbIN BeC.
MeXaHWKW AbIXaHWUs, CKONMNO3 1N |PerynsipHo BbINONHANTE pusmyeckme
KO3 MOryT NpMBeCTU K yrpaxHeHus.
MOHWXEHHOMY NOTpebneHto Ecnm oTcyTCTBYET BHIHOCAMBOCTL MpU
Kncnopoaa. OxnpeHne f' BbIMO/IHEHUW YNPaXHEeHWI, TpebyeTcs
HEAOCTATOK PU3NHeCcKOH MeANLMHCKOe obcnesjoBaHme.
aKTUBHOCTW MOXET NPUBECTU K
NHEBMOHUW, MHGEKLUN Nerkmnx n BO3MOXHO, Taloke NoTpebyetcs
OCTAHOBKE AbIXaHVs. Takxe NPOBEpPUTb YPOBEHb KMNCI0POAa B KPOBW.
MOXeT pa3BUTbCA acTMa.
MNcnxmnyeckmne Jenpeccusa, NcMxos, nepenajsl TpebyeTcsa ncnxmaTpuueckoe
paccTporicTBa HacTpoeHus obcnefoBaHVie N, BOSMOXHO, HazHaveHme
MeANKaMEHTO3HOro leYeHus.
Mo npuunHe ANCHYyHKLUNU MO3ra 'y
60nbHbIX CIB A0303aBUCUMbIV 3bdekT n
noABep>XeHHOCTb NO60YHBbIM 3dpdeKkTam
NOAAAIOTCA OLIeHKe B MeHbLLUEN CTerneHu,
NO3TOMY peKOMeHyeTcs Ha3HavaTb
MOHWKEHHYIO HaYa/lbHYHO J03MPOBKY.
Pot MoHMXKeHHOoe C/IloHoOoTAeNleHNe  HecobntogeHne rureHbl noaocTn pta —

naTosiornyeckas CTMpaemMocTb 3y60B.
TpebyeTcs perynsipHas TLiaTeNbHas
YMCTKA MNOMOCTM pTa U perynsipHoe
nocelleHve CTOMaTo/Iora.

WWW.ipwso.org
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MblILUBI

MoHWXeHHbIN
MbILLUEYHbIN

TOHYC

MoHWM>XeHHas
MblLLeYyHas macca

Cnabble MblLULbI, HECTabUNBHBIE
cyctaBbl. Ckonmos, Kndos.

[NoBbILLEHHAasA
YYBCTBUTE/IbHOCTb K HEKOTOPbIM
npenapartam.

Mnoxas ocaHka, 3amezneHHas
MOBUM3aLMS, HAPYLLEHME MEXaHMKM
AbIXaHus (NokasaTenn xyxe npu
OXUNPEHWUN).

TpebyeTcs BbINONHEHME YKPenIAroLmnX
YNpaxKHEHWIA.

[lo31poBKa HeJaBHO MPOMMCAaHHbIX
npenapaToB A0/KHA 6bITb HUXe
06bIYHON.

Bbicokuin 6oneBoii

Peakune xanobbl Ha 6oneBble

HeBbigsBneHHOEe noBpexageHune nan

nopor owlyuieHVs. cnbiTbiBaemyro TpaBMa, Nosly4yeHHas B pesynbTaTe
601b MOXHO onpeAennTb No HecyacTHoro cnyyas. Heo6xoanmo
N3MEHEHUIO NoBeAEeHNS NN 06palLaTb BHMMaHMe Ha Ntobble Xanobbl,
YPOBHI aKTUBHOCTW. YTO6bI NCKTIOUYUTE BO3MOXHbIE NPUYNHbI
Mpy NaaeHn N Tpaeme n onpeaennTb AnarHo3. HactamsanmTe Ha
NpoBEpBTE BCE NOKpacHeBLL e NpoBeAeHNN PEHTTEHOrPAMMBI/APYTnX
BOCMIaNieHHbIE YUaCTKI Tena. obcnefoBaHVAX MPY NOAYYEHUN TPaBMbI
AN NOAO3PEHNN HA UCMbITbIBaEMYHO
60nb.
MocnegoBartesibHas HecobnrogeHne nuyHoOM MooLpsinTe TwaTe/IbHOE MbITbe Tena.
obpaboTka rMrveHbl —» NMHGeKLnn MoxeT noTpeboBaTbCA Balla MOMOLLb

N BM3yaJibHble NMOACKAa3KW.

lNonoBblie TOPMOHbI
CHWXXeHbI

HepoctaTouHas nam
MOHMXEeHHas rnoaoBas 3penocTb.

Heobxoanma 3ameHa gns
3/,0pOBbSi KOCTHbIX TKaHew.

EXxerozHo npoBepsiiTe KPOBL Ha NMOJOBbIE
rOPMOHbI (aHAPOreH) HaumHas ¢ 15-
neTHero Bospacra.

Mpy HeO6XOAMMOCTN: 3aMeCcTUTEebHAs
Tepanusi TeCTOCTEPOHOM (4151 MYXUUH,
HauMHaeTcsa ¢ He6O/bLLIOW 403UPOBKK)/
3aMecTUTe/IbHas Tepanuns 3CTPOreHoM
(Ansa >keHLLMH).

WWW.ipwso.org
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JepmatnnnomaHmns

PaHbl 1 HpeKumn

ExxeHegenbHO noacTpuramte HOrTU. Pykin
JAO/MKHbI 6bITb 3aHATLI, YTOObI N36eXaTb
AepMaTUIIOMaHUN.

AMHO3 BO CHe
(ocTaHOBKa AblxaHus BO

JHeBHaa COHNMBOCTb
(BcTpeuaeTcsa y 60nbHbIX CMB

Heobxoanmo npoiith obcnegosaHme y
cneymanncTa no cHy/AblXxaHuio:

OMOPOXHEHMe Xenyaka
1N HapyLUueHune
NPOXOANMOCTU
KULLeYHMKa 4acTo
HabnojaeTca y
60nbHbIX ¢ CI1B.

eCTb (3a4acTyto 3To TONLKO
CMMNTOM, HEOBXOANMO U3YUNTb
npo6nemy!). PBoTa pegko
HabnogaeTca y 6onbHbIX CMB, n
yalle BCero ABNseTcs
pe3ynbTaToOM Cepbe3Horo
3aboneBaHus.

BpeMs CHa) Aia>Xe B OTCYTCTBME arnHO3 BO BO3MOXHO, NOTpebyeTcsa NCNo/ib30BaHMe
CHe), NOHMXKeHHas AblXaTeNbHOro annapara uin ysennyeHue
KOHLIeHTpaLuus, NoBbILLEHHAA  MPOAO/IKUTENBHOCTN HOYHOIO CHa.
pa3fpaxmnTenbHoOCTb.
MoxeT yxyALaTbcs Npu Habope
Beca.
Xenyaok n B3ayTtuve xnBorTa. YKanobbl Ha "anckomoopT" OT B34YyTUA U
KNLLUEeYHUK nnaTtaumm xenyaka nam noTepro
MNoTepa anneTuTa — HeXenaHne A H YA P
3amepsieHHoe anneTuTa. PUCK HeKpo3a Xenyoka —

OTMUPaHMe TKaHel XenysKka B pesynbrarte
HapyLLleHWs NPUTOKa KPOBM K CTEHKaM
xenyaka. TpebyeTcst HEOTNIOXHas
MeANLMHCKas MOMOLLb.

TemnepaTypa (Tena)
— HeZoCTaTo4Has
perynauus u
YyBCTBUTEIBHOCTb

HenpaBunbHo nogo6paHHas
oZexJa no noroge.

MoxxeT BO3HUKHYTb rMnNoTepMunA
Wi rmnepTepmMnA.

NHdeKkuroHHOe 3apaxeHune, HO
6e3 nxopagku.

MNomoraiTe B nogbope ogexabl ANS
Tenoli/XoNo4HOM norozsl.

Mpwn obLemM HeJOMOraHUM HeOHXOANMO
y6eantbcs B OTCYTCTBUN MHOEKLNW
He3aBNCMMO OT TOro, HabagaeTcs nn
NoBbILLEHHAasa TeMmrnepaTypa
Tena/nuxopagka.

BoaHas MHTOKCKKALMS

Mo>eT npuBecTu K
3N1eKTPONIUTHOMY AncbanaHcy,
KOTOPbIA MOXET BbI3BaTb
cyAoporu.

OrpaHunymBainTe noTpebneHuve
XUAKOCTEN.

WWW.ipwso.org
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EXXEFTO4HOE Bo3MOXHO, UneHam cembin Heobxoanmo npoBepuTb Bec, 06xBaT
MEAVLIMHCKOE noTpebyeTcs HACTOATb Ha Tanunu, KpoBAHOE JaBneHue, paboTty
NPOXOXAEHVN 06Cnef0BaHNA 015 Nerkunx, 340poBbe 3y60B 1 OCaHKY.
OBCNEAOBAHUE 6onbHoro c CINB PekomeHayeTca exxerogHo caaBaTb
aHanus KposW, HaunHasa ¢ 15-neTHero

BO3pacTa.

MonpocuTe NPOBECTM aHaNN3 Ha:
6roxmnmmto (BkOYas ypoBeHb KanbLus,
XONIeCTePUHA, IOKO3bl), Xene3o
(Bk/ItOUas ypoBeHb Xene3a), FopMOHbI
(Bk/ItOYAst MONOBbLIE FTOPMOHbI, FOPMOHBI
LWMTOBUAHOM Xenesbl, BUTaMuH D).

He 6orTecb 06pallatbcsa 3a MeANLMHCKOM MOMOLLIO A5 6onbHoro CrB, ecnm Bac No Kakom-
nMbo NpmnyriHe 6ecroKouT ero 30poBbe, B TOM YMCe Npy 3MeHeHU noseseHns. Bcerga
coobwanTte o CIB Bpauy nnu cneunanncty, ocmatTpusarLemy 6onbsHoro ClB, n Bceraa
NoMHW1Te o ToMm, uTo CINB — HepacnpocTpaHeHHoe 3aboeBaHne Co CBOMMUN 0COBEHHOCTAMN,
KOTOpble HEO6XOAMMO YyUNTbLIBaThb Nepes HazHaveHneM sieyeHuns. bonbHble CMNB f0MKHbI

6bITb yBepeHbl B TOM, YUTO OHW MOTYT MOJIOKNTbCA Ha CBOUX 6AN3KNX, YTOObI OHM MOMOTAN UM

noaaep>atb 340P0BbE U NMPOXNTb AONTYHO XXU3Hb!
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