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OBPA3OBATEJIbHbIE MATEPUATbI 0119 MAUMEHTOB N Y XAXUBAIOLWNX 3A HUMU 1AL,
NHdopmauma o mytaumm reHa TSC2

OTa HpopMaLMa NOMOXET BaM NOHATb, Kak MyTaumsa reHa TSC2 MoXeT NOBNNATb Ha
BacC 1 Bally CEMbIO.

B aToM MaTepunane cnoBo «ceMbsi» O3HaYaeT Ntofen, C KOTOPbIMU Bbl CBA3aHbI
KPOBHbIM poAcTBOM. K HNM He OTHOCATCA Niogmn, C KOTOPbIMUY Bbl TOPOOHUINCHL Yepes
Opak nnu Yepes ycbiHOBeHNe/yao4vepeHmne. Mbl Tak)ke Ha3biBaeM 3TUX Y/1EHOB
CeMbW BalLIMMN KPOBHbIMN POACTBEHHNKaMW.

eH TSC2 o6bl4HO NOMOraeT NpenoTBPaTUTb pak. MyTauusa 3TOro reHa Bbi3biBaeT
HapyLleHus B ero paborTe.

Ba)xHO NOHMMaTb, YTO HanM4yMe MyTauumn B 3TOM FreHe He O3Ha4yaeT, YTo y Bac
ob6a3aTenbHO 6yaeT o6HapyXeH pak. DTO O3HaYaeT, YTO Bbl NOABEPXXEHDbI HonbLLEMY
PUCKY pa3BUTNSA HEKOTOPbIX BUAOB paka. Tun paka y niofgen ¢ MyTaumnern B 3TOM reHe
MOXeT ObITb pa3HbIM fjaXe B OQHOI CEMbeE.

Kakow y MeHst puck 3aboneTb pakoM npu HanyMm MyTaumm reHa
1SC27?

Hanunumne y Bac MyTaumm reHa TSC2 o3Ha4vaeT, YTo y Bac ecTb 3aboneBaHme,

Ha3blBaeMoe KoMmnekcoM TybeposHoro ckneposa (Tuberous Sclerosis Complex,
TSC).

TSC2 noBblWwaeT pUCK pa3BnUTUS onpeaesieHHbiX BUAOB paka N 06bl4HO
no6poKkadYecTBEHHbIX ONYXOen, BKtoYas:

¢ KoxHble HoBoo6pa3oBaHusa (Hanpumep, aHrnopmndpoma nmua, pubposHble
6nawkm Ha nby, pnbpomMa NoNoCTN pTa NN LLIArPeHeBbIN HANEeT) U
rMNONUrMeHTauns Koxum (Tak Ha3blBaeMblli NenenbHbIN fepmMaTos).

e Onyxonu LeHTpanbHOWN HepPBHOI cncTeMbl (HasbiBaeMble Cyb3neHaMManbHbIMU
rNManbHbIMU y3eNKaMu, KOPTUKaNbHbIMU Gyropkamm Unv rmraHToK1e TOYHbIMIN
acTpoumTomMamn).

e Onyxonu ceT4yaTkun, HasblBaeMble aCTPOLUMTAPHON raMapTOMOIN CeTHYATKM.
CeTyaTka — 3TO C/IOW TKaHW, PacnOJIOXEHHbI C BHYTPEHHE CTOPOHbI 3agHeNn
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YaCTU rnasHoro 9|6n0|<a, KOTOprI7I BOCNpMnHMUMaeT CBeT n nomoraeT
BOCNpOmM3BoOoOnTb |/|3o6pa>KeH|/|9|.

e Onyxonun ceppua, Ha3biBaeMble pabgomMmomamu.
e Onyxonun noyek, HasbiBaeMble NOYEYHbIMN KNCTAaMWN NN aHTMOMUNOSIMOMON.
¢ JlnmdaHrnonenommnomatos (Lymphangioleiomyomatosis (LAM), knctbl B nerkux,

KOTOpPble OObIYHO BO3HMKAIOT Y XXEHLLVH).

MyTaumm reHa TSC2 Tak)ke MOryT yBeNnnM4YMBaTb PUCK Pa3BUTUS OPYIrUX BUAOB paka
NN ONYXOJIen, HO 3TU Clly4an MeHee pacnpocTpaHeHbl. [puMepamm meHee
pacnpoOCTpPaHEHHbIX BUOOB paka 1 onyxonemn, ceasaHHbix ¢ TSC2, apnsaioTcs:

e Pak novexk.

e OHkoumnToMa (06bIYHO LOBpPOKaAYEeCTBEHHAsA OMYyXOJb MOYKN).

Mo Mepe n3yvyeHns aTx MyTaumim Mbl MOXXeM OB6HapyXNTb, YTO OHU YBENNYMBAIOT
PUCK pa3BUTUA Apyrnx TMNoB paka. KoHCynbTaHT No reHeTMKe NPeaoCTaBUT BaM

OJOMNOJIHNTEJIbHYIO VIHCI)OpMaLI,I/IIO O NoBbILLEHUN PUCKa Pa3BUTUA pPaka, eCyin y Bac
eCTb MyTauu4.

Y10 51 MOry caenaTb ans CHAXKEHUst pUCKa pasBUTUSA paka npu
Hanu4un myTaumm reHa TSC2?

KoHcynbTaHT No reHeTurke n3yunt Bawwmn pesynbTaTtbl. OH 06CcyauT Cc BamMu, C Kaknum
TNMNOM paka CBi3aHa BaLla MyTaums. [1o Mepe nsyyeHns aTux MyTaumin Mbl MOXeEM
OBHapPYXNTb, YTO OHN YBENNYMBAIOT PUCK PAa3BUTUS APYIrUX TUMOB paka.

Ball KOHCYNbTAHT NO reHeTUKe TakXXe U3y4YUT Ball JINYHbIA U CEMEWNHbIV aHaMHe3,
CBSAI3@HHbIN C PakoM, U 4acT peKoMeHJauMm no npoxoxXxaeHuto obcnepgoBaHN Ha
Hann4ne pakoBbix onyxonen. OH MOXeT NopeKkoMeHaoBaTb Ha4YaTb obcnegoBaHme
Ha Hanu4ure paka B 6onee paHHeM Bo3pacTe 1 ¢ 6obLUer HacTOTOW NO CPaBHEHUIO C
OONbLUNHCTBOM JIIOAEN TN NPONTU cneunanbHblie 06cnenoBaHuns, YToObI
OOHapPYXUTb pak Kak MOXHO paHbLuUe.

K Takum o6cnenosavaM Ha Halin4dmne pakoBbiX onyxone|7| OTHOCATCHA:

e OcmoTp rnasy odpranbmonora (Bpaya no eveHunio rnasHbix 3abonesaHunin).
e [MonHoe o6cnepoBaHMe KOXIN BCEro TeNa C paHHero Bo3pacTa.
e HeBponoruyeckoe obcnegoBaHne U CKaHMPOBaHMe MO3ra C BU3yanunsauue.

e Ob6cnepoBaHMe Ha pak NOYKN.
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e Dxokapguorpamma (Echocardiogram, ECG), ytobbl npoBepunTb, HET N1 Npobnem c
NPOBOAMMOCTbIO CepaLa.

° I'IpOBepKa CIDYHKLI,VII/I Nnerknx n Bnsyannsaungd ond sbiaBieHnd KUCT nNerknx.

o CTOMaTonornyecknin OCMOTpP Ha Hann4yne HOBOOOPa3OBaHNIN Ha fleCHaXx U
pnedeKkToB 3Manu.

HekoTopble n3 atux o6cnepgoBaHnin 6yayT NPOBOANTLCS Pas B rof, Apyrue MoryT
Ha3Ha4aTbCs Yalle unu pexe. Bal KOHCYNbTaAHT NO reHeTUKe AacT pekoMeHpauuuy,
KaK 4aCTO BaM HY>XHO NpoxoanTb o6cnenoBaHme Ha Hanu4vne pakosbix onyxoneit. C
BaMu Takxke obcyaaT apyrue cnocobbl o6cnenoBaHns u npenoTBPaLLEHNS PAa3BUTUS
paka, KOTopble MOryT BaM NOAOWTH.

Y10 Hannume mytaumm reHa TSC2 o3HavaeT A MOMX KPOBHbIX
pPOOCTBEHHMNKOB?

Mpwn HannuuM y Bac MyTaumm BePOATHOCTb HaNM4ns 3TON MyTauumn y BaLLnx
6uonornyecknx pogutenemn, bpatbes, cectep npgeten coctasnaet 50%. Y sawnx
[aNbHUX POACTBEHHUKOB TakK)Ke€ MOXET MMeTbCS PUCK Hannunsa nogobHonm MyTauun.

BepOﬂTHOCTb nepepgavyn mytaumnm gpyrmm 4jaeHam ceMmbnt My>XHMHaMm m XXeHLLNHaMn
oAanHakoBa. [1n4 noBbilLeHNs PUCKa pa3BnTuA paka ooCTtaToO4YHO yHac/1ieaoBaTb
MyTauuio OT OOQHOIr o poanTend.

KOHCynbTaHT NO reHeTNKe 03HAaKOMNTCS C BaLlen MIMYHOW N CEMeNHON MeNLNHCKON
NCTopuen, Nocne Yero CKaxeT, HYXKHO N NPONTU FreHeTNYeCcKmne NnccnegoBaHuns
BaLLUVM KPOBHbIM POACTBEHHNKAM.

Y10 37O O3HavaeT ansa nnaHMpPoOBaHUSA CeMbN?

Ecnn npn Hannyum y Bac MyTaumm reHa TSC2 Bbl nnaHnpyeTe MeTb feTen, ecTb
cnoco6bl NpefoTBPATUTb YHAC/eQoBaHWe MyTauum BalmMm AeTbMn. BoamoxxHo, Bbl
3axoTnTe o6CcyanTb 3TN BapaHTbl CO CBOMM(-el) napTHepoM(-Luen) n
KOHCYJNIbTaHTOM MO reHeTuke.

Y10 03HauaeT oTCyTCTBME Yy MeHs MyTauun?

Ecnuy Bac HeT MyTauum nnm ecnm mbl O6Hapy>Xnnn BaprnaHT HeonpepeneHHoro
3HayveHwusa (variant of uncertain significance, VUS), Ball KOHCynbTaHT NO reHeTuKe
N3y4YUT BaLLl JINYHBINA U CEMEHbIN aHaMHes paka. Bam papyT obLwme pekoMmeHpauun
No NPOXOXAeHMo obcnenoBaHN Ha HaNMyne PakoBbIX OMYXOre.
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VUS o3HauvaeT, 4To Ob1510 0OHapPYXXEHO N3MEHEHME B FeHe, HO Mbl MOKa He 3HaeM,
CBSI3aHO J1I1 OHO C NOBbILLIEHHbIM PUCKOM pa3BnUTUSA paka. bonbwnHcTeo VUS B
KOHEYHOM NTOre OkasblBaloTCA HOPMalbHbIMU U3MEHEHUSIMU, He BANSIOLLIMMU Ha
COCTOSIHME 300POBbS.

KoHTakTHas nipopmauus

Ecnny Bac ecTb BONpOChI Unn onaceHnsl, o6paTUTech K BalleMy KOHCYJIbTAHTY Mo
reHeTuke B Cnyx6e knuHnveckux reHetunyecknx nccnepoanunin (Clinical Genetics
Service). Bbl MOXeTe cBS3aTbCA C HUM C MOHeaenbHuKa no natHuuy ¢ 9:00 po
17:00 no tenedpoHy 646-888-4050.

Ecnny Bac ecTb BONpoOCHI UM onaceHuns, N0O3BOHUTE CBOEMY MegNLMHCKOMY
coTpyaHuky. CneunanucT Ballen nevyallen KoMaHabl OTBETUT Ha 3BOHOK C
noHepenbHuka no natHuuy ¢ 9:00 no 17:00 B gpyroe Bpemsi Bbl MOXeETe OCTaBUTb
coobLieHre nnm NoroBOpuUTb C APYruM Bpadom LeHTpa MSK. Bbl Bcerga moxeTre
CBS3aTbCH C AeXYPHbIM Bpa4yoM unm mepcectpon/Meagbpatom. Ecnu Bbl He
3HaeTe, KaK CBA3aTbCsl CO CBOUM MeAULNHCKUM COTPYAHNKOM, NO3BOHNTE NO
Homepy 212-639-2000.

[ononHnTenbHyo NHGOPMaLUIO CM. B HaLLE BUPTYyanbHOW 6ubnnoTeke Ha cante
www.mskcc.org/pe.
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[aTta nocnegHero o6HOBNEHUS
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Learn about our Health Information Policy.

4/5


tel:+1-646-888-4050
https://www.mskcc.org/pe
https://www.mskcc.org/public-notices/health-information-from-msk-cancer-experts

Nopenntecb cBOUM MHEHNEM
Nopenntecb cBOUM MHEHNEM

Baw oT3bIB NTOMOXET HaM CKOPPEeKTUPOBaTb ob6pasoBaTenbHble MaTepmansbl,
npepocTaBnsemMblie NnaumneHTaM. [JaHHble, NpefoCcTaBieHHble BamMu B 3Ton popMe
obpaTHou cBAA3u, ByayT HEQOCTYMNHbI O COTPYOHMKOB Ballen nevailen
KoMaHpbl. [loxanyncra, He ncnonb3ynTte 3Ty GOpPMy AN BONPOCOB O BalLeM
neyeHunun. Ecnu y Bac ectb BONpocChl N0 NOBOAY BaLLEro fie4eHns, obpatutech K
CBOEMY MeANLUMNHCKOMY COTPYAHUKY.

XoTH Mbl YATaeM BCe OT3bIBbl, Mbl H& MOXXEM OTBETUTb Ha BCe BONPOChHI. Mbl
NPOCUM He yKa3biBaTb CBOE UMS NN KaKylo-Nnbo nepCcoHanbHyio nHGopMauuio B
31O popme obpaTHOI CBA3N.

—Was this information easy to understand?
o @
Yes
o @
Somewhat
o @
No

Yto cnepyet 06bsacHUTBL Gonee nogpo6HO?

He BBOOUTE CBOE UMSA NN N06YIO0 NepCcoHanbHyO MHPOPMaLuIo.

OtnpasunTb
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