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Ty6epo3Ha cknepo3a KomnaeKc
MKB Q 85.1/ Tuberous sclerosis complex
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TybeposHata ckneposa ( tuberous sclerosis complex) e peTka reHeTcka 6onecT Koja Npean3BUKyBa
6eHUrHM TYyMOpM Aa pacTaT BO Pas/INiHM OPraHCKU CUCTEMM, BKAYYYyBajKku ro 1 Mo3oKoT, bybpesuTe,
cpueTto, bennte apoboBK, 0UNTE, LLPHNOT AP06, NAHKPeacoT M KoxKaTta. OBMe TYMOPU MOXKaT Aa Aoseaat
[0 3a/0LHYBakEe BO Pa3BOjOT, KOHBY3UK, BonecTn Ha BybpesnTte n mHory noseke. Cenak, NPorHosaTa
BO KpajHa IMHMja 3aBMCK O, CTENEHOT Ha AMCEMUHALUM]A MW LUMPEHE HA TYMOPOT.

Tybepo3Ha cKkiepos3a e reHeTcKa 6oaecT co nHumaeHua og 1 Ha 5.000 - 10.000 parama. MNpeansBukaHa e
o4 myTaumja Ha reHoT TSC1 mamn TSC2. ToyHaTa NpUYMHA 33 OBME MYyTaLMK CE yLUTe He e No3HaTa.
Tybepos3HaTa cK/epo3a MOXKe fa ce Hacnean aBTOCOMHO AOMWMHAHTHO. Kaj aBTOCOMHO LOMUHAHTHU

6onectn, camo eaeH poauten Tpeba Aa MMa Konuja o4, MyTUPaH reH 3a Aa ja npeHece 601ecTa Ha CUH
UK Kepka.

MoBeKkeTo NaUMEHTUN ce NOroAeHM 04, HOBM MyTaLLMM Kaj CEMejCTBa KoM NPeTXo4HOo Hemane TybeposHa
cKnepo3sa. Kora Ke ce nojasu myTaumja, 6onecta 4ONONHUTENHO Ce NPEHECYBa NPEKY aBTOCOMHO
OOMUHAHTHO HacneayBake. buaejkn TybeposHaTa CKaeposa e NPUAMYHO PETKA, TELKO € A4a ce yTBpAn
HerosaTa BUCTMHCKA nNpesaneHua. Ce npoueHyBa AeKa oBaa 6on1ecT BAnjae nomery eaeH v ABa MUAUOHU
nyfe WMpPYm CBETOT.

CumnTomMM U 3HaUMU

[Jeuata co TybeposHa ckiepo3a MOXKe Aa MMaaT enuaencuja, MeHTaHa peTapaalmja, aytmsam,
NOTELUKOTMM CO YYEHETO UM BO OAHECYBatETO. bosiecTa moxke fa ce maHudecTupa co Gopmu Ha
KOHBYN3UM HapeyeHU MHPAHTUAHK rpyeBm. [oBEReTO Aela uMaaTt TYmopu Ha bybpesunTe, 06MYHO
aHTMOMMOIMMOMM, LUTO MOMKE A3 NPeAM3BUKA XMMNepTEH3Mja U LLUCTMYHA bybperkHa bonect. Moxke aa ce
pa3Bue 1 KapumHOMm Ha bybper.
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JoeHuntbata poaeHn co TybeposHa CKepo3a YecTo ce NPUCYTHM CO TYMOPU Ha CPLETO,

HapeueHn paboomuomu . Kaj noBekeTo 6ebutba, 0BME TYMOPU He Npean3BUKYyBaaT HUKaKBM Npobiemu
M ce HamaslyBaaT co Bo3pacTa. MefyToa, ako TymopuTte ce AOBOHO rofieMu, Tue MoXKaT Aa ja 61oKkupaat
UMpKynaumjata.

[epmaTonowWwKM CMMNTOMM:
- XMMNOMUIMEeHTUPaAHU AAaMKMU Ha KOXKaTa,
- aHrmooubpoma,
- KOJlareH KOXHW M3pacToLm 06MYHO Ha AONHMOT Aen Ha rpbor,
- KadeaBun GUOPO3HU AMKKN Ha YeN0TO

TCK e XpoHWYHa, A0KMBOTHA cocTojba. Mpu TpaH3uLMjaTa Ha aA0/IECUEHTHUTE NALUMEHTUTE BO
BO3PaCHM, HaNaauTe MOXKe Aa NPOoAO/IXKAT; PEHANHUTE /UM NYAMOHaNHM NPpobieMM MOXKe Aa CTaHaT
NMOCEPUO3HN U MOXKE fia HAMETHAT PM3MLM 3@ 3HAUUTEIeH MOPBMANTET M NOBPEMEHa MOPTAIUTET, a
MOKe Aa ce nojasaT, Aa NPOAO/IXKAT AU Aa Ce BAOLWAT NCUXONOWKNTE Npobaemn n npobiemnte Bo
OfHecyBaHEeTO

OwujarHocTtuka

MpomeHM BO CPLETO M MO3OKOT MOXKe A1a ce 3abenexar o, npeHaTaNHNOT yNTPa3ByK. McnnuTyBareTo Ha
dYHAYCOT Ha oUnTE MOMKe [a OTKPMjaT AaMKM Ha MpeXkHuuaTa. MHP naun ynTtpassyK Ha norogeHurte
opraHu e HeOMNxXoAHO 3a Aa ce NoTBPAM AujarHosara.

MporHo3a u TpeTmaH

MporHosaTa 3aBUCK 04 CEPMO3HOCTA Ha cumnTomuTe. [euaTa co 6aarn cumnTomm o6MYHO ce Bo Aobpa
34paBCTBEHA COCTOj6a U KMBEaAT 40T, NPOAYKTUBEH XKMBOT, A0A€eKa AeLaTa CO CEPMO3HU CUMMNTOMM
MOXKe Aa NOKaKaT TellKa nonpeyeHocT. bes ornes Ha ceprMosHocTa Ha 6onecTa, noBeKeTo Ageua
NOKaKyBaaT NocTojaH HanpeaoK BO pa3BojoT. [oHeKoral MOXe Aa MMa HEBPOJIOLLKA AereHepalmja Wro
Tpeba ga ce ucnuta.

TpeTMaHOT e CMMNTOMATCKM M MOXKE 43 BKAYy4yBa aHTUKOHBYN3UBU UK AypPU U onepalja Ha MO3OK.
MpoMeHUTe Ha KoXKaTa MOMKe fla ce OTCTpaHaT co gepmabpasuja uau nacep. NpomeHuTe BO
OAHECYBaHETO KaKo U XMNepTeH3ujaTa Npeam3BMKaHa o4, NpomeHn Bo 6ybpesnTe morke fa ce pellaT co
dapmakoTepanuja n pacTeyknTe TYMOpPM Aa ce OTCTpaHaT co onepayuja. Ha agonecueHTUTE U
BO3pacHWTE BO PeNpoAYKT1BHA BO3PACT MM Ce NpenopayyBa A4a MMaaT reHeTCKO COBETYBakbe.
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