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CMA BOWnNO B NOBCeAHEBHYHO XU3Hb CeMbWU




I S CA’ GRANDA CMA
E POLICLINICO

CnuHanNbHAs MbIWeYHasa aTpopus

dTO HepBHO-MbIlWeYHOe reHeTu4eckoe 3abonesaHue
= [eHeTUYeckaa HacneacTBeHHOCTb
= 1 HocuTenb reHa Ha kaxabie 40/50 yenosek
= 1 pebeHok u3 6000/10.000 nopaxeH

= 2-e Haunbonee yacTto BCTpeYarollee reHeTu4yeckoe 3abonesaHue nocne
MYKOBUCLUAO3A

CywectsyeT Tpu Tuna CMA: 1,2,3
= BbICOKUM YpOBeHb UHBANUAU3ALUU U BBICTPOE yXyAleHUe COCTOAHUS
= TTonHas 3aBUCUMOCTb OT UneHa CeMbU OCYLLECTBAAFOLWErO YXOA,

TeueHue 6onesHU 3aBUCUT OT OCTpPOTbI, TAXEeCTU U BApUAHTA 6onesHu;
6onesHb 3aTparvueaeTt nosceaHeBHyYrO XU3Hb HA BCeX YpPOBHAX

= MoTopHas pyHKUUS
= [lbIxaTenbHas yHKUUS
= TTpuéem nuwm

CMA 1 Ttakxe HasbrearoT 6onesHblo BepaHura-lrogpgmara
= Haubosee TAXesbI BAPUAHT C HeyTelUTesTbHBIM NpOrHO30M
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Genifori



OnucaHue yposHeir CMA

apre
Sellore
Abilitazione Precoce
Genifori

SMA 1: CunbHAa MbIlEYHaa TMNOTOHUA,
npobrembI ¢ KOOpAUHALMEN, ABIXAHUEM U
rNOTaHWeM, Nporpeccupyrowuii napanuu,
Kawenb otcyTcTByeT. CMmepTb.

SMA 2: cunbHoe NoHUXeHue MbIWeYHOoro
TOHyca, Napanuy KoHeYyHocTen,
CAMOCTOATEsNIbHO MOXeT HaXOAUTCA TOSbKO
B CMASYEM NOMOXeHUU, He MOXeT BCTaTb
6e3 nomowwm. CamocToaTenbHO He XoAuUT.
PyuHoe, a 3aTem 3neKTpuyeckoe kpecno.
3aTpyAHEeHHbIW Kalwerb.

TToka HeT HUKaKoro neveHus!




apre
Sellore
Abilitazione Precoce

Kak sbirnagar netm co CMA 1?
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apre
Sellore
Abilitazione Precoce
Genifori

Haubonee uyactbie OCNoOXHeHUs

Mocnurtanusaumm
= KoHcynbTaums cneuwanucta
= DKCTpeHHas Nomollp

XpoHuueckaa abrxaresnibHas HeAOCTATOYHOCTb
= MexaHuyeckas BeHTUNALMUS
" Uyepe3 MACKy UK Yepe3 TpaxeoCTOMy
=  CnabbIvi U He3mMPEeKTUBHLIW Kallesb
OcnoxHeHHOe KopmneHue
= BcnomoraresibHbIe TeXHUKU KOpMIleHUs
" yepe3 HA30racTPasbHLIN 30HA,
= Yyepe3 racTpoCTomy
Optoneaudeckue aecpopmaumm
= Ckonuos (Taxenoe UCKpUBNeHUe No3BOHOUHUKA)
=  KOHTpaKTypbI
= bonu

TTapanuuu cpuHkTepos
= PaccTpouictea moYencnyckaHus
= Kanosble KAMHU
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TTO3TOMY KaXeTcs, YTO HEeBO3MOXHO e

Genifori

HUKAK CnNNaHUpoeaTb XuU3Hb...

HAuarHos nonyuyeH

BonbHoOU pebeHok
HesbiHocumas 6onb
Oco3HaHue XusHu A0 u nocne
Ctpax nepes HeusBeCTHOCTbIO

Xu3Hb B OXUAAHUU TOrO uUTO
MOXeT MPOU3OUTU, KU3HDb B
OTpbIBE OT BCero

CtapaTtenbHO pacTuThb pebeHka,
KOTOpLIA

= Hukoraa He byaeT xoauTb

= Hukorpa He cMOXeT cam
AbIWAaTb N eCTb

» Hukorpa He cMoXeT XUTb
CaMOCTOaTeNIbHO

TTpucnywueatbeca k Apyrum
cneumanucTam?

MckaTtb HoBbIE AUAGIrHO3LI?
Uckatb no scemy MHTepHeTy?
HoctatoyHo nu pusmortepanum?

KoHcynbTuposatbea ¢
CeMeUHLIMU OpraHu3auuamu?

= C KAKUMU?
= 3ayem?



KakoBbI nepcnekTusbl poauteneu aeTteu, e,

EDALE MAGGIORE POLICLINICO
P - |~ % Genilori

ctpaaarowmx CMA?

= Poputenu
= OHU He 3HAFHOT MeAULIMHCKOU TepMUHOMOrumu
= OHu He 06NaAAAFOT HUKGKUMU HABLIKAMU MO yXOAy
= OHU paccmaTpuBaOTCA KAK UHCTPYMEHT, a He KaK pecypc
= OHu Kak 6yaTo «noa rHetom» 6onesHu



Rt yxofy 3a 60nbHBIM CMA>, 4TO6bI NONYYUTL OTBETLI

HoctatouHo nu poautensm usyumutb «CTaHAGPTLL MO e

Sellore

Ha cBOW BOMPOCLI?

MexayHapoaHam KOMUTeT NO CTaHAAPTAM yxoaa 3a naumeHtamu (SCC) ana 6onbHeIX ¢ CMA
6bI1 CPOPMUPOBAH OT UMeHU MexayHapoaHoro koopauHaumoHHoro komuteta B 2005 roay ¢
LlesTbFO CO3AAHUA MPAKTUYECKUX PeKOMeHAALUUM No neyveHuro 6onbHbIX co CMA

HocTurHyTer AOroBOpeHHOCTU

B b obnacrax : ICC TREHT—NMD

AuarHocTuka/Hosbie uccnenosaHUs Neuromuscular Network
PecnupatopHas noaaepxka

aneBGPeHMe/ﬂMTGHMQ http://www.treat-nmd.eu/care/smalcare-standards/
OpToneausa/Peabunuraums

TTannuaTUBHAS NOMOLLb http://www.treat-

nmd.eu/downloads/file/standardsofcare/sma/russi
an/sma_soc_ru.pdf

Journal of Child Neurology

http:/#jcn.sagepub.com

Consensus Statement for Standard of Care in Spinal Muscular Atrophy
Ching H. Wang, Richard S. Finkel, Enrico S. Bertini, Mary Schroth, Anita Simonds, Brenda Wong, Annie Aloysius,
Leslie Marrison, Marion Main, Thomas O. Crawford, Anthony Trela and Participants of the International Conference
on SMA Standard of Care
J Child Neurol 2007; 22; 1027
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Kakoe 6yayuiee meHs xper... S b e

Kakoe BbI6paTh neveHue?
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KTO HayuuT mamy pactutb Takoro pebeHka?
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“SAPRE'' Servizio Abilitazione Precoce Genitori apre

Sellore
Abilitazione Precoce

- —== " [ocyaapcTeeHHas cnyx6a paHHel MOAroTOBKU poauTenewn

Cnyx6a Ana TOro 4tobbrI:

CBOeBpeMeHHO MOHATb CUTYauuro U HapaboTaThb
NUYHbIEe HABBIKU YXOAG C HamepeHuem
NOAENUTBCA UMM C OCTANbHBIMU YNeHaMuU
rpynnbl, COCTOAWEIA U3 poautenein, Apyrux
POACTBEHHUKOB U MeAULIMHCKUX paboTHUKOB

Hayuutecb cnpasnatbca ¢ pebeHkom co CMA
8 CBOEM [OME, 3awuTtus ero ot
HellenecoobpasHou rocnutanusauum

TToanepxka u KoHcynbTauuu no TenegoHy 24
4yaca B CYyTKuU

c 300 214 BEZ‘
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..NbITAEMCA TAKUM O6pa3OM....

<\ o qIATONOrMA

" “3710POBbLE"

PebeHok ¢ CMA He 3HaeT, 4TO OH Tlporpamma ans paHHeu
6oneH noarotosku poauteneu (PEPE)

Ero poautenu He rortosLr cnpasuTbCs
C 3TUM
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Byab yuyacTHUKOM, a He TONbKO 3pUTesiem B TOM, YTO
Kacaetcs XusHU TBoero pebeHka

» SHAHWE N TTOHWMAHWE




3abnarospemeHHas NOAroToBKA poauTenewu

HeTteli n HOBOPOXAEHHLIX, UMerOWMX NATONMOrUKO BeAylYH K HeyTelwuTeslbHOMY
NpOrHosy:

Burpa6oTriBath

"  HaBbIkM yCnewHo cnpaenatbCa C NOBCeAHEBHLIMU U AaXe Ype3BbIMAUHBIMU
CUTyaumMaMu B AOMALUHeid 06CTaHOBKe

YuuTtbes
= TTpuHUMaemsre pelseHUs KaXAbIW AeHb CTAHOBATCA BCe CliOXHee

=  TlonyuyaTb NONHYHO UHPOPMALIUO OTHOCUTESIBHO COCTOSHUA 3A0pPOBbA CBOEro
pebeHka

Osnagesatb

=  OcHOBAMU B3GUMOOTHOLEHUU C NPeACTABUTENAMU MEeAULIMHCKUX Cnyx6 u
yupexaeHuia

COXPGHSlTb cBOe ncuxuveckoe 3anoposbe

= Tlpexpe yem 6onesHb HaHeceT yaap

- 16
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rccs e U3 3anay opraHusaumm SAPRE i
1.Bbrpabarbiearh

...Heo6xoamuMbIe HABLIKU yCMewHO CNPaBnATbCA B NMOBCEAHEBHLIX U Ype3BbIMAUHUX
CUTYaALUUAX B AOMALIHUX YCNOBUAX

= TTonoxeHue u NO3bI BO BpeMa CHA, BO BpeMsa eAbl U ABUXeHUS
= K3meHeHUa nonoxeHus
= Kak aepxatb pebeHka
* WHpekumn opraHos AbIXaHUA
= Paznuuusa mexay npocTyaou, kawnem, 60nblo B ropre U 6poHXUTOM
= Heobxoammo nu UCNONb3oBaHWE OTKALWMBATENS, AQ UIU HeT?
= 3HaTb Kak obpawaTbca C OCHOBHOU ANMNAPATYPO ANS ALIXAHUSA
= CNOKOWHO YUTATb U MOHUMATbL MOKA3aHUA MYJIbCOKCUMeTpa
= 3HaTb Kak NMpoBeCTU MpoLeaypy OTKAWNIUBAHUS
= 3HAaTb KAK AeMCTBOBATb B KPUTUYECKOU cUTyauum

= TToHUMaTLb YCTPOUCTBO U Ha3HaYeHUe opToneAUYecKUX CpeAcTB
peabunuraumm

= YuuTb pebeHKa «NpUHUMATL» OpTOMNeaAuYecKkue annaparbl
= PaHHee ncnonb3oBaHUe pyYHOU U 3NeKTPUYeCKOU UHBANIUAHOMN KONACKU

-17
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2L s 3aaav opraHuauuum SAPRE
2.Yuyutbcesa

....KGK NPUHUMATL peleHUsa Bce 6onee CNOXHbIE KAXALIU AeHb UCXOAA U3
COCTOSHUU 3A0POBbA U BOSMOXHOCTel Balero pebeHka

= Bu6op wkonbr u Komnnekc npobnem c obyyeHuem B WKone

» B3auMoOTHOWeHUA ¢ YUUTENAMU, YUpexaeHUaMmmn, meancectpamu,
YUNHOBHUKAMU U T.4....

= PewaTtb npobnembr ¢ opraHusauuven xunba u 6esbapbepHou cpenom
= TTomeHsaTb BCe B AOME ANS HOBLIX HYXA,
= O60opyAoBaTb MALIUHY
= [lpncnocobutb BaHHYHO KOMHATY
= Tennbmi 6accerH NO coceacTBy Unu B Aome
= Tlepeasurartbca, nyTelwecTBOBATb, NPOBOAUTL BLIXOAHLIE B PA3HLIX MeCTaX
=  O6bacHUTL pebeHKy, UTO HYXHO nomouuTbea (ocobeHHO Ana AeBoYek)

= Koraa yXe CNOXHO CTAHOBUTCA TepneTb

- 18
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e U3 3aaau opraHusaumm SAPRE apre
3.0Bnapnesartb

Genifori

... OcHOoBaMU B3GUMOOTHOLWEHUU C npeacTasuTenamu ocynapcTBeHHbIX
MeaULIMHCKUX cnyx6 u yupexaeHuia

" PexomeHaauuum cneuuanucroe = TIpoussoauTenu oproneanyeckoro
= OpTtoneauydecKkas NOMOLLp obopynoBaHus
= PecnupatopHas noaaepxka =  CouuanbHbre Cnyx6br
= Tloanepxusarolwme npenaparsl = BnarortsoputenbHble OpraHU3aUUU
= “JleyeHue” U cnyx6bLl noanepxku
= Bpauu-cneumanucTer " Llkoner

= CTBOSNIOBbIE KNEeTKuU

=  KnuHUYecKkue mccnenosaHus

-19



. . pré
From SAPRE Mission fe ..
4 TTonpepxusatb

... MCUXOnoru4eckoe 3aoposbe poauTeneu A0 TOoro Kak 6onesHb pebeHka HaHeceT

YAap
CKNOHHOCTU
OTHOWeHUa mexay poauTensamu
HOymaTtb 0 He3aBucumoctTu pebeHka
Pe6eHok co SMA pacrter
= Kak cKasatb 370 BCe....MOeMy pebeHKy

YnyJwarte B3aUMOOTHOLWEHUS MeXay poauTensamu, ceTtpamu -6patbamu u
AeTbMU

= B teopuu u Ha npaktuke: Hanpumep meponpusatue Mo pebeHok umeeT
YeTbIpe Koneca’

=  COBMECTHbIV 3UMHUIM pecTuBasb ang CMA pete
= TemaTuueckue AHU U NposeaeHUe NpasaHUKOB

-20
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PEDALE Tfix-.v(‘mnu;;:l‘;:un\uu ’ émg?.limwl’muw
| TTouemy poautenu:

= WM3-3a orpaHU4eHHOCTU peCypcOB roCyAapCTBEHHOU MOAAEPKKU
=  OpraHusaumu poauTeneun 310 «NOTeHUUan», KBO3MOXHOCTU»
= Poauteneu
= HeBO3MOXHO 3aMeHUTb
= TTpu oueHke natonorum
= TTpu npuHaTUU pelueHus
=  OHU UMetoT CTpemIieHue, Bpems U JIMYHYHO 3aUHTepecoBaHHOCTb
= KoTopbIx ogpuuuanbHblie pabOTHUKU NULLIEHbI
= [OTOBbLI NOCBATUTb 3TOMY CBOHO XU3Hb!!

= Cuna nporpammser PaHHelr TToarotoeku Poauteneir neteu ¢ CMA (PEPE)

= Bospemsa opraHu3oBatb U HANPABUTb UX CUSLI U BO3MOXHOCTU, MOTUBUPOBATD
Ha paboTy

-21



e Poauteneii neteu c CMA (PEPE) B

TTporpammer PaHHeir TToarotosku apre

Abilitazione Precoce

OENCTBUU

= TToHumaHue u 3HaHue
=  OTHOCUTeNbHO XU3HU pebeHKa U NoCNeAcTBUM 6onesHU
=  CneuuanbHLIU UHAUBUAYGASbHLIU ...2272.
= Abunutaums / Peabunutaums
YposeHb 1; cuaetsb
YposeHb 2: CTOATb
YpoBeHb 3: paHHAS CAMOCTOATENbHOCTb

TTpOoMexXyTOUHBIN ypoBeHb: TyTopu3auus, NOBCEAHEBHAS XMU3Hb, BOAA, MPUBBIYKY,
yBJleYeHUs, He3aBUCUMOCTb

= AcnekTbI obecrneyveHmns AbIXaTenbHOU AeaTeflbHOCTU
= YposeHb 1. exenHesHas npoueaypa: Mewok Amby

= YpoBeHb 2: NOBTOpAFOLUMECS UH(PEKLMUU AbIXATeSIbHbIX NyTer u obocTpeHus:
KALLETb

= YposeHb 3: IKCTpeHHas/HeoTnoxHas nomotub

-22



, PEPE 370... A
e AN ) ’ A
BN R 6onblwe Yem “paHHAA BeHTUNALMA' Balwero .
pebeHka
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PEPE s7o0... 2,
JYyBCTBOBATb ceba poauTenamu, HeCMOTpA HG CAMBLINA TAXesbIM “"
Tun CMA y pebeHka
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PEPE >70... apre

Sellore
Abilitazione Precoce

U3MeHUTb 06bIuHbIe cnocobbl AepXaTb pebeHKa. ..

-25



PEPE 37o0...
Hay4YmTbCa UCNOJIb30BATL BpeMA KynaHui,
"Habnroaaa 3a AsuxeHUSMU” ceoero pebeHka

apre

lore
Abiltazione Precoce
Genitori
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PEPE 3vo
U3MEHUTb "OYeBUAHbIE" MPUBBLIYKMU. . .
Hanpumep nosuuuro npu kopmneHum
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PEPE s7o... @e

RIS TaKKE HAYYUTBCS MOSIb30BATBCA UHAUBUAYGSIBHLIMU

cpeacrteamum Ana BbIxXmeaHUA
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PEPE 370 ... @e

Sellore

el NOHATb U OCO3HATbL YTO TpaxeoTomusa byaert
CNeAyHOWUM LLIAFOM. . .
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. PEPE svo...
e nomoratb Aetam ¢ CMA 1 “pactn” B nrobsu u
noaAepxKe
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npuHATbL BCE€ CJIOXKHOCTU
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PEPE ana CMA 1 370...
pPaHHAS MOAroToBKA poAuTesien K TOMy, YTOOLI HaUTU A3bIK U apre

Sellore
Abilitazione Precoce

e cnocobbr oblueHUs ¢ AeTbMU, AATb pebeHKy BO3MOXHOCTb
BbIPA3UTb u nepepats CBOU mbrcnu

e = o ]
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“LHoporou MuHokkuo.... ore

N OREaIALS VAP PRI A Diaioe
i~ He obmaHbiBas moux poaumeneu,

noraa oHU He obmaHym meHs”’
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'!..no3sosiine Moemy Bpady... e

FONDAZIONE IRCCS :‘.,\' GRANDA ‘ ‘ SA%[(]O'[P_ b
OSPEDALE MAGGIC POLIC! ¢
gl flOMOYb MOUM POAUTEIIAM. ..

'...COMpPOMMBIISIMECA MOEMY B3POCSIEHUIO B MAKOM COCMOSHUW'™

- 34



FONDAZIONE IRCCS CA® GRANDA
Os: MAGGIORE POLICLINICO

“Moxanyiicma Hay4yume moux poaumesiei 4o gpre

: Abilitazione Precoce
U . | % Genitori

Aegpopmayun passusaromcA... . .

...Kaxabl yac, AeHb, mecaybl U rofbl,
BHayane HernoasuxHOCTS,
3aTeM KOHTPAKTypbl U arpogusi Mbl LWL MO3BOHOYHUKAG, Tas3a,
HVDKHUX KOHEYHOCTEH,
U TaK CO BpemMeHeM TepsaeTcsa ¢ yHKymA'

- 35



apre
Sellore
Abilitazione Precoce

FONDAZION >S CA’ GRANDA
OSPEDALE MAGGIORE POLICLINICO "
g U OCAHKa 3TO
® o o

N pocmpaHameeHHas opueHMyus Yernoseveckoro mesa
6naroaapsa COKpaleHUIO PassiuyHbiX MbiWy,
AaroHUamoB U aHMroHUAMOB, Pa3SIUYHOMY MblLIEYHOMY
nMoHyCy mesia U KoHeYHocameid, B 3aBUCUMOCTM Om
3eMHOro npuUmMAXeHus

- 36



e
...”[Jna MeHs oueHb BAXHO XOpOLIO fe..

Genitori

Bbl rnsgenp
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PEPE >Tvo0...

NOMOUYb pebeHKy KaK MOXHO paHblie HauyaTb pre
e UCNOSb30BATb KOppeKTUpYHollMe opToneauYeckue

npucnocobneHus...
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... YrobbI pebeHOK cMOr Kak MOXHO ckopee UX ),
UCNONb3oBaTb, NOJSYyYas NpeumyLLecTea U ...
pacwmpas BO3MOXHOCTU NOBCEAHEBHOU XU3HU

-39



.. CTposa OTHOWeHua ¢ apyrumm u b6yayuu apre

Abilitazione Precoce

He3aBMCMMbIM... o o Genitori

...B AOMEe U BHe ero...

- 40



... TTpoBoauUTb Beceno spems, ApyxuTb, obuiatbes ¢
pOBECHUKAMU, 3TO HYXHO U pebeHky. ..
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A’ GRANDA a Sellore
POLICLINICO Abililazjone Precoce

.. KOHeyHO poauTenam!

Bctpeua "Y moero pebeHka 4 koneca 2014”
TeopeTUYeCkUii U NPaKTUYECKUU Kypc Ha
Konackax &

o 5

- - %“‘\—_:‘ _ -“4
- =% T —~ —
> - * ‘ — _,‘-_.

W) \

Lighano Sabbiadoro
6/15/2014 - 6/22/2014

44
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PEPE s70... fere
Heckonbko Npumepos: Kak BLIMPSAMUTb LWEHD

PebeHky Heobxoauma pactaxka
= Heckonbko pas B AeHb

3TO NPUHOCUT eMmy NOoJSb3y
310 ocsoboxnaer Teno OT TAKeCTU Beca
Poautenu nerxko obyuarorcs
= TloTomy 4YTO NPABUNBHO MNOHUMAFOT CMBICI U 3PPEKTUBHOCTb

- 43



1.3 PEPE 3vo..
s o Pyt-ll-lasl TexXHUKa OTKau.lnMBaHml - Kax Maccamupoaarb FPYAHYHO KNeTKy S

Ahlludilouv Precoce

e yTobbI, BMecTe c''oTkawnueatenem'' u mewkom Am6y nomoub pebeHky
3(PPEKTUBHO OTKALLMATHLCA
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PEPE 370 ... pre
RESAERSETKGK  yMeTb MoMb3oBaTbCA  'OTKawnueaTtenem' Ucnosnb3ys oAaHO U3
cneayrowmx npucnocobneHui

MexaHuuyeckud oTkawnueatenb moxeT Habpatb o6bvem BO3Ayxa B fierkue U NpouseecTu
nepenaa AABfieHUsA BO3AYXA, MMUTUPYA 3PEPEKTUBHOE OTKALWIUBAHUE TPaxeobpOoHXUANbHLIX
BbIAENeHU
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7.
: pré
HI:JI).-\/H)\“F IRCCS :1.»\' GRANDA OTKOwnMBaTenb a&i({
OSPEDALE MAGGIORE POLICLINICO

Abilitazione Precoce
R .|,

ExSufflator: mexaHuuyeckaa moaenb

Genifori

PyyHou nepeknrovatenb
Perynatop nasneHus
BAOXA

ABTOMATUYECKUN PYYHOU
cenektop ( HacTpouka
BAOX/BbIAOX)

’erynaTtop NoTokKa
Perynatop sBpemeHu

—COeJNHeHne
C naumeHToMm

perynmposaHue AasfieHus

=  Haxumas IN (Baox) u EX (Bbrnox), perynupyercs Bpems BAOXA U BLIAOXA
He3aBUCUMO ApYyr OT Apyra

=  PasHuua AasneHus Npu nepeknkoYeHUU cosaaeT UMUTALUMKO eCTeCTBEeHHOro
MeXaHU3Ma OTKALUINUBAHUS
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PEPE s7o ... fe:
3HaTb Kak paboraer mewok Amby

Abilitazione Precoce
Genifori

CnabocTb AbIXaTesibHbIX MbLIWL U
AeOpMaLIUM TPYAHOU KNeTKU

=  TIpuBOAUT K TMNOBEHTUNALUU U
He3(MEeKTUBHOMY KalsHo

[Ona HopmanbHOro aggekTUusHOro
Kawnsa

= HyxHo 2-3 n BbIALIXAEMOro
BO34yXa

Ecnu pecnupatopHbI 06BEM MeHblue
1.5 nutpos

= HyxHO co3aaTb AOMNONHUTEsIbHOE
AGBrIeHWe NYTEM CAABIeHUs
FPYAHOM KNeTKu U XuBoTa

- 47

YBenuuueaetr 06bEM BO3AyXa,
BXOAALIEero B rpyaHyH Knevky

CxonHO € (pusuoTepanueu rpyaHoum
KIeTKu

YBenuuusaetr cuny kawnsa 6naroaaps
NOTOKy BO3AyXa NOA AaerieHUuem



PEPE 310
3HATb KAK U3MepuUTb copepxaHue were

e Kucnopoaa, 4uTatb U NOHUMATb NOKA3AHUS
nynbcoKcUmeTpa

= WcnonbsyeTca ANa usmepeHUs COAEpPXKAHUS KUCIIOPOAG B KPOBWU

= [lna usmepeHus KUCnopoaa B HouHoe Bpems (HOYHas NynbCcoOKCUMeTpua), a
TaKxe B OCTpble Mepuoabl 60nesHU U MoxeT UCMOSIb3OBATLCA ANA

NOCTOSHHOroO HabnroaeHus N



PEPE 370 ...
UmeTb, 3HATL U ymeTb UCNOMb30BATD Aore

Sellore
Abilitazione Precoce

acnuparop
( orcacbiBaresnib)

BpoHxuanbHbie BbiaeneHus (MOKpoTa) oveHb ONACHBI. ACNUPATOP MOXeT
oTcocaTb BbIAeneHusa, KoTtopble pebeHOK He MOXeT BbIBeCTU cam (Hanpumep,
nocrie Ucnonb3oeaHua "otkawnusarens')
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PEPE 370...

S ELE BO3MOXHOCTb ANA pAa3sfIUMYHLIX KyJSbTyp, Tpaauvuum, Fi%'i‘maim.m

Genifori

penurum u pac
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PEPE srvo...
KaQ4yeCTBO XU3HU KOTOpoe BLIGUPALOT poauTenu

E
£
=
|
=

Genifori
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“Z?i’..’.".,’.;’.‘.’“!,1‘.“"? enas )KM3Hb 3To ccco o ar%i;'i‘ﬁ{;i;;m
6onblie Yem TOMbKO AbIXaHUe

Genifori




& TTporpamma PaHHeu Tloarotosku Poauteneu apre
Nnm,.,N p‘e.'.el‘;' C C M A (PEPE) éﬁgﬂoncl’mmr
yKpennser B cammx poautenax

=  3HaHue

= O 6one3Hu, NpOrHO3bI U BO3MOXHbIE BAPUAHTLI ee pa3BuUTUS
= PaHHee noHUMaHWe U NpuHATUE

=  TTpuHOCUT 60nblIYHO NONb3Y
=  XenaHue

* 3apaHHe NoAroToBUTLCA U
npuobpecTtn HeobxoamMbIe 3HAHUS U HABBLIKU

= YBepeHHOCTb Npu nposeAeHUU Npolenyp
=  O6bIYHO NPOXOAAT HOPMASbHO
= BosmoxHocTu
= [lobpoxenatesibHble OTHOLWEHUS C MeA. OPraHU3aLUsSmMm
= CrtpemneHue
= Cpenatb BbI6OP
= Kauvecrteo
= Ku3Hu pebeHka 1 Bcen cembu
=  Haxoautb

=  AnbTepHaTUBHbIE MYTU NOAACPKAHUS 300pOBbS pebeHka
= TlpenorepaTuTb HeHyXHble rocNUTANU3ALUU
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Hetn ¢ CMA nepBoro tmna XueyT C HaGMU

g o re
nocobue ana ctabunbHOU XU3HU B AOMALUHUX 3.

Genitori

ycnosusax

" Provincia
di Milono
Genlitorl capacl di gestire a domicilio un bimbo SMA 17
Fino a ieri un'utopia. na & qoi una realta!

I pesta raccolta di espenenze noscenze, ordiata
Y rtl aspetti persino curiosa. ..,
QMA ‘ AQ'TA CON NOI alla oo arazone tra gendtorl @ professionistl, & una guida prezios
e per superare dubbi e incart che angosciana i neogenitori
: AR LLY nle. vi ?HOM ke 1 are nella quotidianita I'eguilibrio,
S‘G’\x‘;nhm Vi i iente via Qa a f) 3 la serenita n an per agire In modo
a0 CONS 0 , accanto al propro dambing,
affetto da SMA 1, che cr
. A curz di Chiara Mastella, Giancarlo Ottonello

Fondazion: Ospedale Maggiore Policlinico Mangiagalli e Regina Elena
Settore Abllitazione Precoce Genitorl U.O.N.P.LA.
Telefono 02 11.64

sapre@

Provinca
di Milaro
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THANKS TO PATRONAGE AND N
ASSOCIATIONS SUPPORT

Genitori

Genifori per la Ricerca
sull Afrofia Muscolare Spinale
TOMMASO
BONESCHI

o] arjg& oNLU,
& //7 elethon oo @

‘ =

IIENIE>E Wl BRI IR INIE l.= ltgil

European of and
reiated to Spenal Muscular Atrophy (SMA)

Farmughe SMA - ttaly
se Erfermatats Nousormscaian (ASEM Cotsturya) — Spatn  Jornder Trust for SMA — United Kingdom
we Mycpathes (250 - Framce The SMA Trst - Usited Kingdom
Gormam, et Nederan v The Nethoriands
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Samw.w
Abiliazione Precoce

Genifori

KOHTAKTbI

Dr.ssa Antonella Costantino
E-mail:
antonella.costantino@policlinico.mi.it

UONPIA
JTUPEKTOP

Sig.ra Chiara Mastella
SAPRE cay:xoa Tel: 329/9059245
MOIEPKKHU Fax: 02/501164
E-mail: chiara.mastella@policlinico.mi.it

Mumard Verde .

SAPRE Fax: 02/501164 800 214 552]
AIMHHHCTPAIHS Tel 02/55400823
E-mail: sapre@policlinico.mi.it

Servizio Abilitazione Precoce dei Genitori - SAPRE - U.O.N.P.I.A.
Viale Ungheria, 29 - 20138 Milano
www.sapre.it
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