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INPAJEP BUJIM CUHAPOM

Prader-Willi - MKB Q87.1

Prader-Willi syndrome
MKb 0 81.1

refRUTPREREE 1w

[Ipanep-Buim cuHIpPOM € peTKO TeHETCKO MOPEMETYBamke Ha 15 XpoM0o30M, MTPOCIIECHO CO
NICUXUYKH U GU3NYKH aOHOPMATHOCTH, KaKO U OUXejBHOpaIHU Ipobiemu. JlocTa e peTko u
3adaka enqna nHauBYyAya Ha okory 20.000 iyre Ha rimo6anHo HuBO. OBOj CHHAPOM € IPUMEpP
KaKO T€HETCKHUTE U EMUT€HETCKUTE JIE3UH HAaCTaHAaTH 3a BpeMe Ha (eTaTHUOT pa3Boj ro
MEHYBaaT MeTa00JIM3MOT Ka] BO3PACHUTE.

CumnromMu

Yuire o HajMana BO3pacT, Kaj IeTETO MOKe Ja ce 3a0eNeku HamalleH MyCKYJIeH TOHYC, KOj
MpeAN3BUKYBa U IPOOJIEMH CO IUIIalke, CTpabu3aM u jeTapruja. Bo paHoTo 1eTCTBO, a U HU3
LETHOT KUBOT, CE M0jaByBaaT U APYrd CUMITOMHU Kako aOHOPMAITHO 3roJIeMYBame Ha TelecHaTa
TEXHUHA MMPOCIIECHA CO KOHCTaHTa IMoTpeda 3a XpaHa, HeJOBOJTHO Pa3BUEHH ITOJIOBH OPTaHH,
HaMaJIeHa UHTEJIEKTyalHa CIOCOOHOCT, OTEXXHAT TOBOP, TPOOIIEMHU CO OJIHECYBAHETO,
0CTEOII0po3a, MPoOJIeMH MMOBP3aHH CO CITUEHETO, Mujadet Tum 2. ManuTe Aera pa3BuBaar
HE3aCHUTYBAUKH alleTUT KOj MOXKe Jla IOBEee /10 TelTka AeOerHa Koja IITO € HajIperno3HaTInBa
kommoHnenTa Ha PWS. Hamanena myckyiHa Maca THIIHYHO C€ jaByBa AypH U Kaj JIUIIA CO
HOpMaJIeH UHJIEKC Ha TeJIECHA Maca, Taka IITO Jypy U MOTXpaHeTH OeOnmba MOoXKe a iMaat
BHIIIOK MACHO TKHMBO. /[pyru yecTn Haoau BKIIy4yBaaT HU30K PAacT, MM JUIAHKHU U CTanaia,
KapaKTepUCTUYHU NUCMOP(UYHU IPTU HA TUIETO, MPEKyMEPHA JeHCKa MMOCMAaHOCT, HamalleHa
AKTUBHOCT W CJIMII aITHea.

JMjarHocTHIIHPam€



¥ o ¥

HHBOT
[IPE [y BHIT J££A JF{‘AE,E(E

Lq’? s a pazzle,

Hiofe. ollect ik

*usor co Npeagussuum / Jeta me Sfida / Life With Challenges

JIOKOJIKY ce IPUCYTHU HEKOH O] OBUE CUMIITOMH, TOA MOXeE J1a OUjie MHAMKATOP 3a TIOCTOCHE Ha
0BOj cuHApoM. McTHOT MOke Ja Oujie MOTBPJICH CO HU3a FEHETCKH TeCTOBH, MEl'y KOU
HajynorpeOyBan ¢ FISH/®UIII (pyopecuieHTHA HH-CUTY XMOpUIM3aIlija) METOIaTa.

JlekyBame

Nako camuot [Ipagep-Buim cunmpom He MOXe /1a ce JIEKyBa, C€ OJIM Ha Toa Jia C€ CaHupaaT
MOCJICIUIIUTE KOU UCTUOT T MPEIU3BUKYBa. 3aT0a KJIy4HA YJIOTra BO JICKYBAHkETO UMaaT
€HJJOKPHUHOJIOT, TICUXO0JIOTOT/TICUXHUjaTap U neanjatap. Bo 3aBUcHOCT 071 TOa qanu ke Ouaar
3acTarneHy ¥ IPYyrd CUMIITOMH Ke Bapupa U Tepanujata. HeonxoaHo € ga ce criomeHe neka tpeda
Jla ce TIpaBaT PeIOBHU CKPUHUHT TECTOBH CO KOU PAHO K€ Ce OTKPHUjaT OCTAHATUTE
KOMIUTHKAI[MH, KOU MOKaT J1a MPeIM3BUKaaT CEpUO3HU HAPYIITyBama Ha 3/IpaBjeTo.

[ToTpeben e THM 0J IeKapHu KO Tpeda /1a M3roTBaT IUIaH 3a JEKyBambe Ha OBa TEHETCKO
HapylIlyBamwe, a BO HEro cnaraar:

- Konrponupanara u 31paBa ucxpana. Ilopagu noremkorunre mro 0eOnumara co 0BOj CHHAPOM
I'M UMaaT [PY [ULAKBETO TOPaad HAMAJIEHHOT MYCKYJICH TOHYC, TOTPEOHH CEe BUCOKO-
KajopunyHH (HOpMYIIH KOU Ke My ce AaBaaTr Ha 6e0eTo 3a /1a ja MOCTUTHE HOpMalTHaTa TeKMHA 32
HEroBaTa CTapocT.

- JlekyBame cO XOPMOH 32 pacT. XOpPMOHOT 3a PacT ro CTUMYJIMpPA PacToT Ha JIETETO U BiIHjae Ha
TejecHara mpeTBopOa Ha XpaHa Bo eHepruja (Merabonuszam).

- JlekyBame cO MOJIOBU XOpMOHHU. Moske /1a ce ynoTpedyBa XOpMOH-3aMECTUTENIHA Tepanuja
(TecToCTepOH 3a MalIKUTE WK €CTPOTEH U IIPOreCTEPOH 3a KEHCKUTE JIela) 3a J1a ce
HAJOIIOJIHAT HUCKUTE HUBOA Ha IOJIOBUTE XOPMOHHU.

- [lcuxotepanuja. Ilopagu npoGiieMuTe BO KOTHUTUBHUOT M OMX€jBUOPATHUOT pa3Boj, MOTpeOHa
€ KOHCYJITaIllja Co TICUXH]aTPH-TICUXOTEPAIIEBTH.
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