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[aHHbBIA MHPOPMALMOHHBIM MaTep1an ABNAETCA UCKNOUNUTEbHOWM
CODBCTBEHHOCTBIO HUAEPAAHACKOM OpraHmn3aLy MOMOLLYM NaLmeHTaMm C
HelipodrbpomatosomM Neurofibromatose Vereniging Nederland v nepeseaeH
Ha PYCCKMiA A3bIK C ee MUCbMEeHHOro cornacks. MpaBa Ha nybavKaLmio
MaTEPMANOB Ha PYCCKOM A3bike MpuHaanexar MPOO «22/17».
Neurofibromatose Vereniging Nederland He HeceT OTBETCTBEHHOCTb 3a TOUHOCTb
1 LOCTOBEPHOCTb MEPEBOAA MaTEPUANOB Ha PYCCKMIA A3bIK. Bce MaTepuansl
NyOAMKYHOTCA UCKNFOUMTENBHO B MHOOPMALMOHHBIX LIeNsX 1 He MOryT
paccMaTPMBATLCS Kak MPOGECCHOHaNbHAsA NN MeAMUMHCKas KOHCYAbTaLMs.
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BBeseHme

[lns Koro 31a nHGOpPMauUmMOHHas bpoturopa?

JTa HpoLutopa NpeaHasHauyeHa AN BCEX, KTO CTONKHYACA C 60E3HbO
«WBAHHOMATO3». V|CI'IOJ'Ib3yFI o6pa|_|_|,eH|/|e «Bbl», Mbl UMEEM B BUAY BCEX,
KOMY NOCTaBWan 3TOT AMNArHO3, a Takxe nx poAMTeneM n Apyrmnx OAN3KUX

UM NroZEN. DTa BPOoLLFOpa Takke MOXET OKa3aTbCs MONE3HOM MEANLMHCKMM
cneymanmncTam.

Kakue MCTOUHMKM MCNONB30BaAMUCL MPW CO3AaHMM 3TOM OPOLWHOPbI?
Lial_u,e BCero l/IHq)OpMaLLI/IOHHbIe MaTepunasbl A4 NaLMEHTOB pa3pa6aTb|Ba+OTcsq

Ha OCHOBE CTaHJapTa WK NPOTOKOIa NedeHnd, NpeAHasHavYeHHOro

Ana MeANUMHCKMX pa6OTHI/1KOB. B atmx AOKYMeHTax OonncaHbl CTaHAapTbl
HaZnexatlero yxoza 3a nauneHToM C TeM Uan MHbIM 3a6oneBaHv1eM,

KOTOpble OTPaxatroT AOrOBOPEHHOCTH MeX/y CreumancTamm B chepe
34PaBOOXPaHeEHVA N YUUTBIBAKOT MHEHNE U NNYHbBIM ONbIT NnayMeHTOB.

[na LWBaHHOMATO3a NoKa He CyLLEeCTBYeT CTaHAAPTa MM MPOTOKONa IEUEHMA.
MHbopMaLuma, NpeacTaBneHHasn B 3TOM OPOLLIOPE, OCHOBAHa Ha MCCNeA0BaHMAX
1 OMbITe MEeAMLMHCKUX PaBOTHMKOB, KOTOPbIE CMeLManmM3npyoTca Ha AaHHOM
3aboneBaHnu. Mpu co3aaHNK BPOLLFOPEI aBTOPbI TakXe OMMPannCh Ha ANUHbIN
OMbIT MK0AEN, BONBHbIX LWBAHHOMATO30M.

B pasaene BeinyckHsle darHsIe B KOHLE BPOLIFOPSI YKa3aHbl BCE, KTO y4acTBOBa
B ee CO34aHuu.

OTa OpoLtopa He MOXET 3aMeHUTb KOHCYIbTaLMIo C MeANLMHCKAM
cneupanncToM. Mo BcemM BO3HMKAIOLLMM BOMPOCAM, a Takke ANs NoayyeHus
KOHCyNbTaLMK CneLpanmncTa obpallaiTtecs K CBOeMy edallemMy Bpauy.




3HaeTe M Bbl, YTO...

LLIBaHHOMaTO30M boeeT NpUMEPHO T K3 Kaxablx
40 000~70 000 4yenoBek? M UTO My>UMHbI

1 KEHLLWHBI 6ONEIOT LWBaHHOMATO30M OAMHAKOBO
4acro?

TONBbKO Y 20% NauMeHTOB LUBaHHOMATO3 Takxe
[MarHOCTMPOBaH Y OAHOrO U3 poauTenei?

y OOBbLWMHCTBA NaLWeHTOB NepBble Xanoobbl
BO3HMKAKOT NpumMepHO B 30 neT, a AnarHo3 3a4actyro
ctasutca amwb 10 neT cnycra?

MHOrMe NaumeHTsl MPOXOAAT onepaLmio

NO YAANEHWIO LIBAaHHOM HECKO/BKO Pa3

B TEYEHME XU3HU?

2/3 NaumeHTOB MPUHUMAIOT IeKapCTBa

OT XpOoHMyeckor bonn?
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1. Y10 Takoe wBaHHOMAaTO3?

LlIBaHHOMaTO3 — peAkoe HaCNeACTBEHHOE 3abosieBaHue,

KOTOPOE XapakTepm3yeTcs 00pa3oBaHNEM LBAHHOM,

TO eCTb A0OPOKAUYECTBEHHbIX OMYXOEN, NOPaXaroLLMX HEPBBbI.
PacnpocTpaHeHHOCTb JaHHOrO 3ab0NeBaHMA Noka UTo HEAOCTAaTOYHO M3YYeHa,
0/HaKo, MO HEKOTOPbIM OLIEHKaM, LWBAaHHOMATO30M HOoeeT NPUMEPHO

T yenosek M3 kaxabix 40 000-70 000.

IBaHHOMa ObIBAET €AMHUYHON, AV M30AMPOBAHHON. ECam e y yenoseka
OBHAPYXMN HECKOBKO LLIBAHHOM WM LLIBAHHOMbI €CTb Y €r0 POACTBEHHIKOB,
3TO MOXET YKa3blBaTb Ha €ro HacNeACTBeHHYHO NPeAPaCNONOKEHHOCTL

K 06pa30BaHMIO 3TUX JOOPOKAYECTBEHHbI OMyXOAel. B 3TOM Cydae cTaBuTCs
AMarHo3 «WBeaHHOMaTo3». [ogpobHee 0 MOCTaHOBKE AMarHo3a YnTaliTe B rnase
4: «/JuazHOCMUKAG WBAHHOMAamo3a».

Camble pacnpocTpaHeHHble Xanobbl Npu LWBaHHOMATO3e —

3TO (MppaammpytoLlas) 606 U 06beMHble 0O6pa30BaHMA B MeCTax pa3BUTUA
LUBAHHOM, HanNPUMEP Ha LWee 1AM KOHEYHOCTAX. Pexxe noasnaroTca

Takue CUMMTOMbI, Kak cnaboCTb U HapyLLeHne 4yBCTBUTENbHOCTL. [TocneacTBmA
Pa3BUTUA LUBAHHOM 3aBMCAT OT NOKanM3aumm 1 pasmepos onyxonn. ObblYHO
nepsble xanobel nossastotca 8 30-40 ner.

LLIBaHHOMBbI Takxe MOryT BbiTb NPOABNEHWEM APYrMX 3a60NeBaHNIA,
Hanpumep Helipodurbpomartosa Il Tuna (HP2). HecmoTpsa Ha To UTO YacTb
CMMMTOMOB 3TUX ABYX 3abonesaHnii coBnaaaeT, HP2 v WBaHHOMATO3 UMEHOT
Pa3HYHO KIMHUYECKYHO KapTUHY. O BO3MOXHbIX CUMATOMAX M Pasanymax
MEeXZAy LBaHHOMAaTO30M 1 HD2 umnTalite B rage 2: «CybbekmusHsle

U 06veKmMuBHble cCUMNMOoMbl WB8AHHOMAMO3a».

LLiBaHHOMaTO3 — 3TO 3aboneBaHNe HEPBHOW CMCTEMBI, KOTOpOe

XapaKTepu3yeTca pasBUTUEM OMyXoJieli Ha HepBaxX U MOXeT

conpoBoXAaTbcs 60/1eBbIM CUHAPOMOM, HapyLUeHWeM YyBCTBUTE/IbHOCTM
1 cnabocTbio.
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LLIBaHHOMATO3 — reHeTnyeckoe 3aboneBaHwue, TO eCTb 3abonesaHue,
C KOTOpbIM poxzatoTca. MNoapobHee 06 3TOM umTaliTe B rnaee 3: «Kak yesosek
3abosiesaem WBAHHOMAMO30M?».

BO3MOXHble METO/BI NeUyeHnsa NOAPOOHee ONMCaHbl B rasax 5 1 6:
«Ob6cnedosaHue u nedeHue» N «/leyeHue 60/1uU».

oCcKOBbKY WBAaHHOMATO3 — OYeHb peakas 60e3Hb, MHOrAa NaumeHT
CTa/KMBAETCA C TEM, YTO BPAY C/bILWMT O HEeW BnepBsble. Ha CerogHAwHNA AeHb
He CyLLecTBYeT MMLEH3MPOBAHHOTO 3KCMEPTHOTO LIEHTPA,

KOTOPBbIM Obl CNELMaNM3MPOBANCA Ha 3TOM 3a00NeBaHNN. TeM He MeHee,
JleAeHCKOMY YHNBEPCUTETCKOMY MeanUMHCKOMY LieHTpy (LUMC) yaanoch
chopMMpPOBaTh Basy 3HaHWI O LLBaHHOMaTO3e. NoapobHee 06 3TOM ynTaliTe
B rnase 11: «Kak opeaHu3o8aHa mMeduyUHCKAas NOMOW|b».
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2. CybbekT1BHbIE 1 OOBEKTUBHbIE
CMMMTOMBI LUBaHHOMATO33

UTO Takoe WBaHHOMbI?

LLIBaHHOMbI — 3TO AOBPOKaUECTBEHHbIE
HOBOOOPAa30BaHMA, KOTOPbIE Pa3BMBatOTCA 13 0BOAOUEK
HepBOB. W WBaHHOMBbI, U HEMPOPUOPOMBI OTHOCATCA

K J06pOKaYeCTBEHHbBIM OMyXONAM HEPBHbIX 0600YEK.
TaknMm 0bpasom, WBaHHOMa He ABNAETCA Pa3HOBUAHOCTLIO
paka, MOCKONbKY OHa He 310KkadecTBeHHasa. OAHaKo 3T0

He 3HaUWT, UTO LUBAHHOMbI HEe AOCTaBAAOT HUKAKMX
npobaem. Mpu WBaHHOMATO3e WBAHHOMbI 06pa3yroTCA
npexae BCero BA0/b nepupepuyeckmnx Hepsos (y 89%
MaLMEHTOB) 1 MO3BOHOYHMKA (y 74% NaLMeHTOB).
MNepurdeprnyeckmMm Ha3bIBatOTCA HEPBbI, KOTOPbIE OTXOAAT
OT MO3BOHOYHMKA 1 COEAMHAIOT €10 C Pa3HbIMK OpraHamm
Tena. Npu 3TOM LBaHHOMbI BbIBAFOT Pa3HbIX Pa3MepPOB,

OT HECKONBKMX MUIMMETPOB A0 HECKONBKMX CAaHTUMETPOB
B AnameTpe. LLIBaHHOMa YepemHOro HepBa BCTpeyaeTca
Bcero y 10% naumeHToB CO LIBaHHOMATO30M.

HepBHasn
cumcrtema

Puc. 1. LLlsaHHoma pasgusaemcs 8Hympu HepgHol 060/104KU 8 OOHOM U3 Ny4KO8 HEepBHbIX
gosokoH. OHa okaseleaem dassieHue Ha cocedHuUe Ny4KU HepaHbIX B0JI0KOH, 8bi36i8as 60/1b

U UHble Xanobb.
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Npw WBaHHOMATO3€ NepBble CUMMTOMbI Yallle BCErO BO3HWMKAROT
nprban3nTensHo Ha 30-M rody XXU3HW. MIHOrAa nepBble Xanobbl NOABAATCA
y>Xe B ieTCTBE MK, HA0boPOoT, B bonee no3aHem Bo3pacTe (B Lies oM — OT 6

80 60 ner).

LLIBaHHOMbI MOTYT NPOABAATLCA B BUAE MEANEHHO PaCTyLLmMX 06pa30BaHWiA

NOZ KOXeW, HanpuUMep Ha pyke nan Hore. 3T 0bpa3oBaHWs 0bblYHO 0bnaaatoT
MOBbILEHHOWM YyBCTBMTENBHOCTBIO, HO He BCeraa. Ecam WweaHHOMa pacteT

13 HepBa, PacnoNoOXeHHOro Honee rnyboKo B Tefle, CHapyXu OHa Yallle BCero
He 3ameTHa.

CaMas pacnpocTpaHeHHas xanoba npw WeaHHOMaTo3e — 3T0 60/b. boneble
OLLYLLEHWA MOTYT BO3HMKaTb B TOM MeCTe, FAe pa3BmBaeTca WBaHHOMa. MHoraa
60b OTAAET M B APYrie YacTu Tena. boab MOXeT MppaanumpoBaTh

MO HanpaBNeHWO HEPBA, M3 KOTOPOro PacTeT WBeaHHOMa. [1py ToUeUHOM
HaJaB/MBaHWM Ha WBAHHOMY MOXET BO3HMKATb OLLyLLIeHWe NoKablBaHMs.
IHOrZa HapyLUaeTcs YyBCTBMTENBHOCTb MM MOABAAETCA OKaNbHas C1abocTb

(B 0BOMIX CyUasnx M3-3a pasapakeHns UM NOBPEXAEHNA NMOPaxXeHHOro HepBa).

MpubansutensHo y 10% toael, cTpasaroLMx OT WBaHHOMATO3a, WBaHHOMa
Pa3BMBAETCA BAONb OAHOTO M3 YepenHbIx HEPBOB. ECV mopaxeH yepenHom
HEepB, KOTOPbIV OTBEYAET 3a CNYX M NOAAEPXaHWE PaBHOBECKS, NaLMEHT
MMeeT AENO C HEBPUHOMOU C/IyX08020 HEPSA, UV BECTNOYNAPHON

LWBAHHOMOW. HEBPMHOMBI ClyXOBOTO HEPBA COMPOBOXAAOTCS
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TaKVIMK CMMNTOMaMM, Kak MoTeps Cyxa, 3BOH WK LWYM B yLax 1 HapyLleHue
paBHOBECKS.

Henpodubpomatos Il Tnna (HD2), Tak xe Kak 1 LBAHHOMATO3, XapakTepunsyeTcs
NOABNEHWEM LUBAHHOM, OAHAKO MMEHHO Npu HO2 nossaseTca HeBpMHOMA
CYXOBOTO HepBga. [pu WBAaHHOMATO3€e HEBPUHOMbI C/IyXOBOTO HepBa
Pa3BMBAFOTCA HEYACTO M TONBKO C OAHOM CTOPOHBI, TOTAa Kak y aroaen ¢ HP2
OHM NOYTW BCErAa BYCTOPOHHME (CM. TaBANLLY HUXeE).

KnuHnuyeckne npossneHnsa Mpwu wBaHHOMaTO3e Mpn HO2
[1ByCTOPOHHAA HEBPUHOMa Ortcytcteyer 90%
OLHOCTOPOHHASR HEBPMHOMA C/lYXOBOTO HEpBa Peako 10%

[Jpyrvie WBaHHOMbI BHYTPM Yepena 9-10% 24-51%
MeHWHIOMbI (OMyX0AW, KOTOPbIE Pa3BMBAIOTCA 5% 45-58%

113 MO3roBOW 060/104KM)

LllBaHHOMBI MO3BOHOYHVIKa 74% 63-90%

SneHanMMoMa (OMmyxonb, pa3smBatoLLaACca OrcytcTByet 18-58%
13 KNETOK, KOTOPbIE BICTWAAIOT 3aMoHeHHbIe
XMIKOCTbIO MONOCTY B FOIOBHOM MO3re)

L1IBaHHOMBI Nepudepryeckx HepeoB 89% 68%

CybkancynspHas katapakTa (katapakta OrcytctByer 60-81%
B ONpeAeNeHHO YacTv rnasa)

Paznu4us 8 knuHu4eckux npofs/ieHUsx WeaHHoOMAamaosa u H®2

LLIBaHHOMaTO3 — 3TO He PakK, 04HAaKO OH MOX>XET COMpPoBOXAaTbCA
60/1bLINM KOIMUYECTBOM >Kano6. LLiBaHHOMaTO3 TakXKe He cTouT

nytatb ¢ H®2. B otanumne ot HO2, oH He npuBoagMT

K ABYCTOPOHHEeMY HapyLleHUIO ciyxa.
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3. Kak yenosek 3aboneBaeT LWBaHHOMATO30M?

MpumepHo B 80% Cnydaes NaLMEHT CO LWBaHHOMATO30M — MePBbIiA B CEMbE,
KOMY MOCTaB/IeH TakoM AMarHo3 (B 3TOM ClyyYae roBOpPAT O HECEMEMHOM, BHOBb
BO3HMKLLUEM, UM CMOPaAMYEeCcKoM 3aboneBanHmm); B octanbHbix 20% cnydyaes

Y NaumeHTa eCTb Kak MUHMMYM OAMH POACTBEHHMK, BONBHOM LWBAHHOMATO30M
(cemeliHoe 3aboneBaHue). Y 4acTu NaLMEHTOB CO LIBAHHOMATO30M MPUUMHY
3aboseBaHnA MOXHO yBunaeTb B [IHK. 370 n3meHeHwe (MyTaums) reHa
SMARCBT man LZTR1.

B rpynne naumeHTos, y KOTOPbIX B CeMbe 3adPUKCUPOBaHbI Cydau
06pa30BaHWA LLIBAHHOM, BEPOATHOCTb YBMAETb M3MEHEHWA B reHax (MyTaumm)
B JAHK Bbile, Uem y NaLmeHToB CO CNOPaANYECKMM LIBAHHOMATO30M
(Npnban3nTenbHo 85% v 40% COOTBETCTBEHHO, CM. AMarpammy).

MNpw cemelriHOM xapakTepe 3aboneBaHns M3MeHeHus B reHe SMARCBI
OBHaPYXMBAFOTCA Yallle, YeM MPW CNOPaANYECKOM LLIBaHHOMATO3€.

Ecan MyTaumo 0BHapyXxuTb He yAaeTcs, 3TO MOXET CBUAETENbCTBOBATL O TOM,
YTO LWBaHHOMbI 0BPa30BaNCh B Pe3y/ibTaTe M3MEHEHNA B reHe 3aboneBaHn,
KOTOPbIN eLLe He M3BECTEH MeANLMHE, MO0 NOA BAUAHMEM APYTX GaKTOpOB,
Hanpumep GakTopoB BHELHeW Cpesbl. ITO Takke MOXET O3HauaTb,

4TO Yy NauveHTa Mo3anyHan Gopma 3aboeBaHMs, KOTOpan 3aTpyaHAET
ObBHapyxeHWe MyTaumn.

CemeliHas dopMa Cnopaanyeckas ¢opma

60%
HEN3BECTHO

—

Puc. 2. lMpumepHo y 20% nayueHmos ¢ 0UazHO30M «WBAHHOMAMO03»

ecme podcmeeHHUKU ¢ makum xe 3abosesaHuem. B smoti epynne 8epossmHocme
moeo, Ymo npu4uHa 3abosesaHus bydem obHapyxeHa 8 Hac1edcMeeHHOM
mMamepuase nayueHma, cocmasasgem npumepHo 85%. Ecau cpedu poOHeix
nayueHma Hem 3abosie8wiux, 3ma 8epossmHocMe Huxe (40%).
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LLiBaHHOMaTO3 BO3HMKAET B pe3yJibTaTe MyTaLuX B reHax.

B HacTosLee BpeMsa MeAULMHE U3BECTHbI ABa NMPUUYMHHbBIX reHa
WBaHHOMaTo3a. Ec/im wBaHHOMATO3 Tak>Ke ANarHOCTUPOBaH

Y KOTro-TO U3 POACTBEHHWUKOB MaLMeHTa, ero Npu4inHy (MyTaLuio

B AIHK) o6Hapy>xu1Tb 6yaeT npouye.

LIBaHHOMaTO3 NepesaeTcs NO ayTOCOMHO-AOMUHAHTHOMY TWUMY HaCeA0BaHMA.
[eTn naumeHTa ¢ HaCNeACTBEHHOM NPeAPaCcnONOKEHHOCTBHO K LIBAHHOMATO3Y
YHacneAyroT NpeApacnoNoXeHHOCTb K 3a001eBaHMIO C BePOATHOCTBIO 50%
(KaxXaplli BTOPOW). DTa BEPOATHOCTb OAMHAKOBa ANA OOOMX MONOB (CM. PUCYHOK
HXe).

AYTOCOMHO-AOMVIHaHTHOE HacnepoBaHue

340poBasa

60bHOM '
orel, MaTh

340poB '

' 6oneH M

370poBan 3/0pOBbIi
Ao4b CblH

' 601bHOM
' ' CblH

6onbHan
204b ' '

VicmouHuk: Erfelijkheid.nl

[na WBaHHOMATO3a Takxe xapakTepHa HenoHaa NeHETPaHTHOCTb. 3TO O3HAYaET,
4TO He y BCEX, KTO MMeeT HaCNeACTBEHHYO NPeapacnoNOXeHHOCTb

K LWBaHHOMATO3Y, OyayT pa3BmBaThCA LWBaHHOMbI. OT Yero MMeHHO

3TO 33BUCUT — HeW3BECTHO. BO3MOXHO, 3T0 06YCNOBAEHO elle He NU3yUeHHbIM
(dakTopamu, CBA3aHHbIMU MK He cBA3aHHbIMKM ¢ AHK. MosTomy noka
HEBO3MOXHO NPeACKasaTb, MOABATCA /Iy YeNOBeKa C reHeTUYECKOM
NpespacnoNOXeHHOCTBHO K WBAHHOMATO3Y CUMMTOMbI 3TOrO 3a601eBaHNA.
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Y HEKOTOPbIX KON WBAHHOMATO3 3aTparvBaeT A1Lb OAHY YacTb Tena.

Takoe cermMeHTapHOe pa3BuTMe 3aboneBaHus ¢ OONbLLON A0Nel BEPOATHOCTM
CBMAETENLCTBYET O MO3an4HOM GOpMeE LUBaHHOMaTO3a. B 3ToM ciyuae 60ne3Hb
NOpaxaeT OPraHM3mM He Tak CMAbHO, OAHAKO Y AeTelt NalmeHTa BNOAHE

MOXET MPOABUTLCA MONHAA KIMHMYECKan KapTWHa WBAHHOMATO3a (HO TObKO
€CM OHW YHaCNe0BaV HAaCNeACTBEHHYHO NPeAPACTONOXKEHHOCTE K HEMY).

Ecav Bbl xOTUTe BOMbLUE Y3HATb O HACNEACTBEHHOM MaTepuane, ayToCOMHO-
AOMWHAHTHOM TWMe HaCcNeA0BaHWA UKW MONYUUTb APYryt0 MHGOPMALMIO
O HaCNeACTBEHHOCTY, NepexoaunTe Ha cant www.erfelijkheid.nl.

LLIBaHHOMaTO3 — 3TO HacneaCcTBeHHOoe 3abosieBaHue. boibHOM
poauTenb nepeaact ero CBOMM AeTAM C BEPOATHOCTbIO 50%.

OAHaKO He y KaXa0ro pe6eHKa 3TO NpuBeAeT K pasBUTUIO LUBAHHOM

1 NOoABJIEHNKO COOTBETCTBYHOLLUX CUMINTOMOB. BepOﬂTHOCTb noaBseHus
KJVHUYECKOM KapTUHbI 3aboneBaHNA He OUYEeHb BbICOKA.

Ha cavite www.youtube.com MO>XXHO nocMOTpeTb BUAEO
HuaepnaHgckoro HaumoHanbHOro MHGOPMaLMOHHOIO LIeHTpa

no Bonpocam HacneactBeHHocTu Erfocentrum. Ansa 3Toro BBeaute
B CTPOKe noucka «autosomaal overerven» («ayTocomHoe
HacnegoBaHue»).



http://www.youtube.com/
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4. [lnarHOCTMKa LWBAaHHOMATO3a

lNocTraHoBka AmMarHo3a OBObIYHO HaUMHAETCA C O6Cﬂeﬂ,OBaHl/lﬂ nauneHTa

Ha Haanumne Kakmx-ambo MPW3HaKOB LLBaHHOMaTO3a. OI'Ipe,EI,e/'Il/ITb, eCTb N
Y BaC WWBaHHOMAaTO3, MOXET Takomn Bpa4, Kak HEBPOJIOT, Hehpoxmpypr

NN KIVHUYECKM TeHETUK. ,ﬂflﬂ MOCTaHOBKKM AMarHo3a Bpad onmpaeTca
Ha rnepeyeHb NpU3HakoB LWBaHHOMAaTO3a.

[INarHo3 «lUBaHHOMATO3» NOATBEPXAAETCA B CNEAYHOLLMX CyYasX:
(Npv HecemelHoW GopMe WBaHHOMATO3a)
* 0bHapyXeHbl ABe Un bonee HEBHYTPMKOXHbIE WBAHHOMBbI,
Kak MUHMMYM OAHa M3 KOTOPbIX MOATBEPXAEHA MVICTONOMMYECKH;
MaTtepuan Ana rMcTONOrMYeckoro NccnesoBaHnsa 3abrpaeTca B xoae
Broncumn nam onepaumnm;
n
* CKaHMPOBaHWe roI0BHOMO MO3a He BbIABMIO MPU3HAKOB ABYCTOPOHHEN
BeCTMOYNApHOI onyxoaun. CkaHMpoBaHWe roN0BHOMO MO3ra AenatroT
He BCEM: 3TO 3aBMCUT OT BO3PACTa NalWeHTa, MMEROLLErO LIBAHHOMbI.

(Npv cemerHoM dopme LLIBaHHOMATO3a)

* y NauyeHTa ectb NOATBEPXAEHHAA WBaHHOMA Nepudepuyeckmx
HEPBOB, OAHOCTOPOHHASA BECTUDBYAAPHAA ONYXONb UK Apyras
BHYTPMUEpPENHan WBAHHOM3;

n

* Y POACTBEHHWKa 1-1 CTeneHn poACTBa (poanTens/bpart/cectpa/pebeHok)
JMarHOCTMPOBaH LUIBaHHOMATO3;

* OTCYTCTBYET M3MeHeHMe B reHe HP2.

[rarHo3s Takxe MOXHO MOCTaBMTb C MOMOLLEO TEHETUYECKOTO UCCNEA0BaHNA.
B 3TOM Ciyuae AMarHo3 «WBaHHOMATO3» MOATBEPXAAETCA, eC/N:
+ 0obHapyxeHa natoreHHas mytaums 8 reHe SMARCBT nan LZTR1
M MMeeTCH NOATBEPXAEHHASA LIBAaHHOMA MW MEHWHIMOMA;
* NPUYKMHHBIE MyTaLLMKM OBHaPYXeHbI boiee YeM B 2 OMyXONsx.
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[eHeTnyeckoe nccneaoBaHme

YT00bl NOATBEPANTD AMArHO3 MM, HA0OOPOT, CHU3WTL €ro BEPOATHOCTb,
KAVHWYECKUI reHeTnk MoxeT nposectn aHaav3 AHK. B xoae

3TOr0 UCCNEA0BAHWA Y NALMEHTa WULLYT NaTONOTMUYECKOe U3MEHEHWE B reHe
SMARCBT man LZTR1. Ob6bl4HO MCCnesyeTca KpoBb MalmeHTa, HO MHOTAa
ncnonblyetca obpasel, TkaHW, MOPaXeHHOM LLIBAHHOMOW, KOTOPbIN NonyYaroT
B XOZ€e onepaLmm nam broncmmn.

B HacToALLee BpemaA He y BCEX NaLMEeHTOB, CTPaAaoLLIMX LUBAHHOMAaTO30M,
yAaeTca 0OHapyXuTb B TEHETUUECKOM MaTepuane NPUUUHHYHO MyTaLMio.
OfHaKO 3TO He UCKKOYAET BEPOATHOCTb TOFO, YTO NMPUUMHA 3aB0eBaHMA
KPOETCA B HaCNeACTBEHHOM MaTepuane. B Takmx ciydanax AnarHo3 CTaBuTCA
TONIBKO MO BHEWHNM 1 GU3MYECKMM MPK3HaKaMm. [py MO3anyHon ¢opme
LWBaHHOMATO3a MyTaLMA MPUCYTCTBYET HE BO BCEX COMATUYECKMX KNETKAX,
no3stomy npu aHaamse [HK, NnpOBOAMMOM Ha KNeTKax KPOBK, 3Ty MyTaLMo
yAaeTca 0bHapyXwuTb He BCeraa.

ECv M3BECTHO O HAMUMK Y POACTBEHHMKOB NaLMeHTa MPUUMHHBIX
MYyTaLMI, KIMHUYECKUIA TeHETUK MOXET NPEANOXMUTb UM MNP XKeNaHUM
MpPOBECTM y3KOHanpaBaeHHbIM aHaav3 [AHK B OTHOWEHMN KOHKPETHO
3TOM CeMenHOM MyTaumn. Ecav peus naeT O HeCOBEPLIEHHONETHMX
BONbHbIX, MPY OTCYTCTBUM Y HMX XaN00, XapakTePHbIX ANA LBaHHOMATO33,
aHan3 HK 0bbl4HO OTKNAAbIBAOT O WX COBEPLUEHHONETMSA

MK ellle bonee NO3AHEro BO3pacTa, KOrAa OHW ByAyT CNOCOBHBbI
CaMOCTOATENbHO MPUHATL B3BELIEHHOE PeLUeHME.

MoapobHee O TOM, CTOUT M MPOBOAMUTL FEHETUUECKOE UCCNEA0BAHWE, MOXHO
npounTaThb 3aeck: https://www.erfelijkheid.nl/erfelijk/waarom-dna-onderzoek.

LLiBaHHOMaTO3 N/I0X0 NOAAAETCA AnarHocTuke. LLiBaHHOMbI MoryT
noABAATLCA Y ItoAeN, He MMetoLmnX WBaHHOMaTo3a. Kpome Toro,
LUBaHHOMATO3 Jierko cnyTaTtb ¢ HP2, noatoMy Bpauy o4YeHb Ba>KHO

TWaTeNnbHO pa3obpaTtbeca B cumntomax! Kak npaBuio, naumeHTy, y

KOTOpPOro eCtb pOACTBEHHUKU C NOATBEP>XKAEHHbIM LUIBAHHOMATO30M,
NOCTaBUTb AMarHO3 npoktue.
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Y Bac ANarH0CTMPOBaH LWBAHHOMATO3 M Bbl XOTUTE 3aBECTA ,ﬂeTeI;II?
Ecau Bbl xOTUTE 3aBeCTW pebeHka, BaM CiesyeT YeTKO MOHUMATb,

YTO C BepOATHOCTLIO 50% Ballm AETW YHaceayeT OT BaC HaCNeACTBEHHYHO
NpeapacrnoNoXeHHOCTb K LUBAHHOMATO3Y. [1py 3TOM Baln CyObEKTHBHbIE
CYMIMTOMbI MOTYT CYLLLECTBEHHO OTMYATLCS OT TeX, KOTOpble MOABATCS

y Bawmx (byaylumx) AeTtei. 3aboneBaHue MOXET NPOABUTLCA Y HUX B OObLUENH
CTEMEHW, @ MOXeT, Ha0bOPOT, MPOoTEKaTb C MEHBLUMM KOMYECTBOM CUMMTOMOB
MAN BOBCE HECCMMMNTOMHO.

Ecany Bac AnarHOCTMPOBaH LBAaHHOMATO3 M Bbl C MapTHEPOM XOTWTE 3aBeCTM
pebeHka, CBOEBPEMEHHO MPOKOHCYABTUPYITECH C KIMHNUYECKUM FEeHETVKOM
(>kenatenbHO A0 NAaHWMPOBaHWA bepeMeHHOCTH). Bpay 0ObACHWT BaM, UTO MOXET
Aatb aHamm3 JHK naumenTty, naanvpyrolemy pebeHka; Hanpumep, BO3MOXHO u
NpeAoTBPaTUTL Nepedady 3aboneBaHma BalnM AeTam. bonee NoapobHyo
MHQOPMALIMIO Bbl HAAETE MO 3TOW CCbUIKE:
https://erfelijkheid.nl/kinderwens/wat-als-je-een- erfelijke-ziekte-kunt-
doorgeven.



https://erfelijkheid.nl/kinderwens/wat-als-je-een-erfelijke-ziekte-kunt-doorgeven
https://erfelijkheid.nl/kinderwens/wat-als-je-een-erfelijke-ziekte-kunt-doorgeven
https://erfelijkheid.nl/kinderwens/wat-als-je-een-erfelijke-ziekte-kunt-doorgeven
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5. ObcnenoBaHue 1 neyeHve

Ha ceroaHsALWHUIA AeHb LBAHHOMATO3 CUMNTaETCA HEM3eUNMbIM 3a60NeBaHVEM.
Camas pacnpocTpaHeHHas xanoba npuv WeaHHOMaTo3e — 3T0 60/b.

[Mo3TOMY NeveHne 6ONE3HM 3aKIHOYAETCA B IEUEHMI ee CUMIMTOMOB, B MepByHo
ouyepesb — 601eBOr0O cnHApPOoMa. CyLLLecTByeT ABa Pa3HbIX MOAXOAA K NeUYEHMHO:
yAaNEHNE LIBAHHOMbI XMPYPIUUECKMM MyTEM W BbIKMAATENbHANA TaKTUKA.
JleueHue Takke MOXET COMPOBOXAATHCA MPUEMOM 0H6e360NMBAOLLIMX
NeKapCTBEHHbIX CPEACTB. J1eKapCTBO, KOTOPOE MOM/IO Obl CAEPXKMBATL Pa3BUTME
WBAHHOM, COBPEMEHHOM MeANLMHE HEWN3BECTHO.

B kayecCTBe NepBOro Liara Ball feyallumii Bpad NpoBeaeT BM3yanm3npyrollee
MCCeaoBaHve, UTobbl YOeanTbCA, UTO Y Bac AEMCTBUTENBHO Pa3BMBaeTCA
LWBAHHOMA, 1 MOCMOTPETb, rAe KOHKPETHO OHa HaxOAMTCA U OTKyAa pacTeT.
OB6bIYHO B 3TUX Lienax ncnonb3yroT MPT. Busyannsmpyrolime nccneioBanHms
Takke NMO3BONAOT MAKCMMaNbHO TOUHO OLLEHWTB, Kakme BUAbl NeUYeHNs
BO3MOXHbI B BalLei CUTyaLmM 1 KakoBbl PUCKM B CyYae XMpyprmueckoro
BMeLLaTeNbCTBa.

[na WwBaHHOMaTO3a He CyLLeCTByeT MPOTOKOAA IeUeHns, OCHOBAHHOTO Ha
HaYUHbIX MCCNeA0OBaHMAX. DTO 3aTPyAHAET peLleHne Bonpoca 0b onepaTMeHOM
BMeLLaTeNbCTBe, MO3TOMY BPAUM BbIHYXAEHbLI PYKOBOACTBOBATLCA XapaKTEPOM
Xanob 1 HaaMuMeM UK OTCYTCTBUMEM UX OTpULATENBHOW AUHAMMKM,

TakoW Kak cnabocCTb, HapyLUEeHWE YyBCTBUTENbHOCTY, BOb 1 yBEAWNYEHNE
pa3mMepoB onyxoau. Kak Npasunao, onepauma HasHauaeTca npmu HaaMumm CUabHO
HecnokoALyMX NaLmeHTa CUMNTOMOB, a Takke B C/ydae pa3pactaHns
WBAHHOMBbI. [1OCKO/IbKY MPUHATL PeLLeHne O XMPYPIr1UYecKoM yaaneHnum
LWIBAHHOMbI MOXET ObITb HEMNPOCTO, PEKOMEHAYETCA 0DPaTUTLCA

MO 3TOMY BOMPOCY B CMELMANMIMPOBAHHBIV MEANLMHCKWIA LieHTp. [MoapobHee
06 3TOM umTaiiTe B rnaee 11: «Kak opeaHuzosaHa MeduyuHCKas NOMOLUL ?»
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Y BaC 0CTannCh MYHbIE BOMPOCHI Ha 3Ty Temy? Hanpumep: Kak MOArOTOBUTLCS
K 06CNeA0BAHMIO UM IEUEHWNIO U CKONBKO ANTCA BOCCTaHOBAEHME?

[na nonyyerHmna 6onee NoapobHoM nHopMaLLm obpaTnTecs k CBOEMY
Nevalliemy Bpady. [1na HEKOTOPbIX MCCIEA0BaHMIA 1 BUAOB NEYEHMA Bbl TakXe
MOXeTe MOoNYUMTb NaMATKY NO MOATOTOBKe B ByMaxHOM Buae. [oapobHee

06 3TOM umTaKTe B rnage 9: «4mo su4HO 8bl Moxxeme coename?»

XVpypruyeckoe neyeHme WeaHHOM

LIBaHHOMa pacTeT 13 OAHOTO MM HECKOJIbKMX NYyYKO8 HEPBHbIX BOJOKOH,
CAaBAVIBAA Apyrve myukun (CMm. pucyHok 1 Ha cTp. 9). Uenbto onepaumm
ABNAECTCA NOJHOE YAaneHne WBaHHOMbI. B xoae onepauvn paspesaror
HEPBHbIE BOIOKHA, U3 KOTOPbIX PacTeT WBAaHHOMa, a 30POBbIe My4YKM
COXpaHAtoT. BoipesaHHyto TkaHb 0BbIYHO OTMPABNAIOT Ha UCCNeA0BaHKe
[N18 OCTaHOBKM OKOHYATEeNbHOIO AMarHo3a.

Puc. 3. A => B xo0e xupypau4eckoz0 yoaneHus WeaHHOMb! 8blpe3aemcs NOPaxeHHsil
0NyX0/1bH0 NYYOK HEPBHbIX BONIOKOH. B pe3ysniemame dasneHue Ha Opyaue nyyku npekpaujaemcs
u bosiesble oujyLyeHus y nayueHma mo2ym ymersuumcs. B => Mukpockonudecku weaHHoMa
npedcmasssem coboll paspacmarue K1emok 80Kpy2 Ny4Ka HepeHelx 80JI0KOH (LUBAHHOBCKUX
KJ1€eMOoKk).
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B 60NbLUMHCTBE CyYaeB XMpypruyeckoe yaaneHue LWBaHHOMbI MPUBOANT

K YMEHbLUEHWIO 60, HO He BCeraa. Npu NpoBeAeHMI onepaumm CTPeMATCA
COXPaHWTb GYHKLIMKO HepBa. Hallle Bcero 310 yAaeTcs, 04Hako ecTb Hebonblas
BEPOATHOCTb TOTO, YTO MOC/E Ornepaumn Xanobsl ycnastcs. PelweHue

O NPOBEAEHNN ONepaLmn MPUHUMAET HEPOXMPYPT COBMECTHO C MaLMEHTOM.

MHoraa nocne XNPYpPrnyeckoro yaaneHna WBaHHOMbI OCTarOTCA MUKPOCKONMN4eckne
YacTuLbl OMNyxoJin, N3 KOTOPbIX BblpacTaeT HOBadA LWBaHHOMa. OaHako 3170 cnyyvaerca
PeAKO M MOYTN HUKOI 4a He Tpe6yeT MOBTOPHOIO ONepPaTtnMBHOro BMeLLaTeIbCTBa.

B peakvx cnydasx, KOr4a XMpypriuyecknii MeToA NeyeHns He NoAXOAMNT, XOPOLLew
anbTepHaTMBOW ABNSETCA PaAMOXMPYPIUUEcKoe nccedeHne, HarnpumMep C MOMOLLLbH
ramMa- Uan Knbep-Hoxa.

Mpwv peakux, cepbe3Hbix GOPMax LWBaHHOMbI, ECIM OMyXO/b BbICTPO pacTeT, MOXeT
noTpeboBaThCA MeANKAMEHTO3HOE NeUeHne — HMMOUTOPOM aHrMoreHesa
6eBaL3yMabom (aBaCTMHOM). DTOT eKapCTBEHHbIM Npenapat NpenaTcTeyeT
HOPMMPOBAHIMIO KPOBEHOCHBIX COCYAOB U1, Kak CNEACTBME, MOXET 3aTOPMO3UTh
POCT OMyx0/ew, a Takke yMeHbLIWTb 6oneBble oLyleHrs. OAHaKo 3TOT Crocod
NeyeHns WBaHHOM Moka HeAOCTATOUHO M3yUeH.

Bce onucaHHble Crocobbl 1eYeHNs MMErOT CBOM NMPEUMYLLECTBA M HEAOCTATKM,
B TOM UMCAe onpeaeneHHble pUckn. Mo3aToMy Kaxaoe pelleHme A0MKHO ObiTb
TLaTeNnbHo 064ymaHo.
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6. JleueHme 60

LLIBaHHOMaTO3 YacTO COMPOBOXAAETCA XPOHUUYECKON 60br0. BOoNb MOXET ObITh
BbI3BaHa JaB/eHNeM WBAHHOMbI Ha OKPYXaroLLye TKaHW UAKM Ha CaM Heps.

70 AaBNEHWE NMPUBOAMUT K HEBPANTMK, KOTOPas BbIPaxXaeTca B BUAE
CTpenatoLen, Xryyen 6onn. VIHoraa oT MECTHOM (NOKanbHOM) WBaHHOMbI 60/b
PaCcnpOCTpaHAeTCA No BceMy Teny. Takyro 60b Ha3blBakOT reHepannM30BaHHOMN.

B knuHwKax nevenHns 6oam nedeHne obbIYHO HaLeneHo Ha obnerverne
CMMNTOMOB. [1pK 3TOM MOXET MCNONb30BaTbCA MEAMKAMEHTO3HaA (Mpenaparsl
€ 06e3601BatoLLM SPOEKTOM) NN HEMEAVKAMEHTO3HAA Tepanms
(UPECKOXHAA INEKTPOCTUMYNALMA UM MHTEPBEHLMOHHDBIE METOAbI IEHEHNS,
CM. BCTaBKM).

Mpy MeANKaMEHTO3HOM NIeYEeHMM CHauaNa ONpPeAenstoT xapaktep 6oau.

Ecan 6onb nokanbHas, yalle BCEro HasHauaroT HEOMMOWAHLIV Npenapart (MHorAa
B COYETaHWM C ONMONAHbIM). HEBpantuko 1 reHepan3oBaHHyro 601b 0ObIUHO
neyar aHTUAeNpeccaHTaMm MV MPOTUBO3NUNENTNUECKUMM CPEACTBAMM.
VIHTEPBEHUMOHHbBIE METOAbI Neyerns (6aokaasl 60aM) 3a4acTyro AatoT AMLWb
BPEMEHHbIN dpdekT.

Bonb BAMAET Ha GU3MUECKOE COCTORHME, HAaCTPOEHWE, MbICAM, MOCTYMKK,
COLIMaNbHblE KOHTaKTbI W aKTUBHOCTb MaLMeHTOB. [103TOMY B feueHmn
XPOHWYECKOW 6OAM BaXeH MEXANCLUMMAMHAPHBIA NMOAXOA, TO eCTb eyeHne
[OJIKHO OCYLLECTBAATLCS MPU aKTUBHOM YUacTUM NCKXOAO0ra, Bpada-
peabuantonora u dunotepanesTa.

t‘|[:)ECKO)KHEIF| 3/IEKTPOCTUMYNALINA — 3TO MeTOo/, iIeveHu4, KOTOprI7I

3aK/ro4vaeTcsa B CTUMYIALLMN HEPBOB C MOMOLLIbHO HaKOXXHbIX
31eKTPOA0B. anl CTUMYNIALNN YYBCTBUTE/IbHbIX 30H BblAenaroTca
06636OJ'IVIBaIOLIJ,V|e BelecTBa, YTo NpMBOAUT K YMEHbLUEHUNIO 6oan.
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VIHTepBeHLI,VIOHHbIe MeTOoAbl JleHeHUA Tak>Ke U3BeCTHbI

Kak «6nokagbl 60au». Lienb neyeHns — Bo3aencTBOBaThb Ha HEPB,

KOTOpbI NepeAaeT 60neBble CUTHabI, TaKUM 06pa3om,

YTO6bI 3TW CUrHaNbI He AOoXo4uan A0 rosoBHOro Mos3ra.

K nHTepBeHUVOHHBbIM MeToAaM JieueHUs oTHocATcA 61o0kaga HepBOB,
paavouactoTHas abaauua (PYA) n cTumynaumsa cnMHHOro Mosra.

PYA, no cytn, 3akntoyaeTca B OKUraHMM ONyXON€eBbIX KAETOK.

B onyxoneByto TKaHb YUepe3 KOXXY BBOAAT UFY, MOAK/JAHOUYEHHYIO

K reHepaTopy. BBegeHune uribl BU3yannsmpyerca u KOHTpoanpyerca
C MOMOLLbIO Y/IbTPa3BykKa UM KOMMbIOTEPHOM ToMorpaduu.
leHepaTop BbI3bIBaeT B KJIeTKax cU/ibHOe KosiebaHve, KoTopoe
NPMBOAUT K HarpeBaHUIO U CTOPaHUIO OMYXOJEBbIX K/1ETOK.

OuyuieHne 60n1 BO3HMKAET He B MecTe MOBPEXAEHUA TKaHeMw,
aB rosoBHom Mosre. [onoBHOW MoO3r mnony4yaetr 6oseBble
MMMYbCbI, MOC/IE YETro Mbl HAYMHAeM oluyLlaTh 60b.

YT106bI yMEHbLWNTL 60/1b, MOXKHO HE AaBaTb MMMY/bCaM NOCTynaTb
B roJIoBHOW Mo3r. Torga nauumeHT He byaet olyyuiatb (MouTH)
HUKaKo 6011. IMEHHO 3TOT MPUHLMM JIEXXUT B OCHOBE CTUMYAALUA
CrNMHHOro Mo3ra. B npoctpaHcTBO 32 CMNMHHBIM MO3rOM
(3nuaypanbHOe NPOCTPaHCTBO) BBOAUTCS 3/1€KTPOA, (ManeHbKUA
annapar). DN1eKTpoJ NoCbIaeT eBa 3aMeTHbIe d/IeKTpuueckume
CUrHasbl, KOTOpble NPUBOAAT K 610KMpOBKe 601€BbIX UMMNY/ILCOB,
npexae 4yem nocneAHve ycneBaroT A4ONTU A0 roJIOBHOTO Mo3ra.
ANeKTpuYeckmne CUrHasibl reHepupyeT HeMpPoOCTUMYIATOP
(HanoMVHaeT KapANOCTUMYIATOP), KOTOPbIN COeAUHEH

C 3/1eKTPOAOM(-amM) € MOMOLLbIO TOHKUX MPOBOAOB.
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/. YTO OXMAaTh B AOATOCPOYHOM MepcrnekTmBe?

LLIBaHHOMATO3 y BCEX MPOTEKAET MO-Pa3HOMY, AaXe B pamMKax OAHOW CEMbMU.
Mpw cemelriHON dopme WBaHHOMATO3a NepBble Xanobbl 0ObIYHO
NoABNALOTCA paHblue (B Bo3pacte 20-30 neT), ueM Npu HecemerHom Gopme
3abonesaHusa (B Bo3pacte 30-40 net, cMm. raey 1 «Ymo maxoe
weaHHomamo3s?» v rnasy 3: «Kak yenosek 3abosesaem
WBAHHOMAMO30M?»).

ECW y OAHMX NAUMEHTOB Pa3BMBAETCA b HECKONLKO WBAHHOM

W OTCYTCTBYHOT Cepbe3sHble 601, Y Apyrnx 60Ne3Hb MOXET COMPOBOXAATHCA
TAXENbIMK, HAPACTAKOLLMMUN GUIUUECKMMM W/WAU NCUXONOTMUYECKMMM
CMMNTOMaMMK, KOTOPbIE MOTYT CUABHO OCNOXHATE MOBCEAHEBHYHO XW3Hb.

K coxaneHnto, GakTopsl, KOTOPbIE MOTYT BAUATL Ha TAXECTb TeUeHUs
3ab0/1eBaHWA, Ha AaHHbI MOMEHT He YCTaHOBNEHbI.

/13BeCTHbIE MPUUMHHDBIE TeHbl WBaHHOMaTo3a LZTRT n SMARCBT aarot
CXOXYHO KapTUHY CUMMTOMOB, 0AHako npy SMARCBT, NOMUMO WBaHHOM,
MHOTia TakXe Pa3BMBarOTCA L0OPOKaYECTBEHHbIE OMYyXOM MO3TOBbIX
06on04ek (MEHNHIMOMBI). [TPUMEPHO Y OAHOW TPETW NaLMEHTOB LUBaHHOMbI
0bpa3sytoTca B NpeAenax 0AHOM KOHEUHOCTW UM OAHON YacTi Tena
(CerMeHTapHbI LWBaHHOMATO3).

LLIBaHHOMbI — 3TO 40OPOKaYeCTBEHHbIE OMYXOAM. 310KaYeCTBEHHbBIE OMYXOM
HEPBOB TOXe YMOMMHAIOTCA B HAY4YHOW nMTepaType, OAHaKO BCTpedaroTcs
KpaliHe peako. Oxunaaemas NPOAOAKMTENBHOCTb XM3HN Y BONBHbIX
WBAHHOMATO30M Takas e, Kak 1 Y JIFOAeH, He MMEHOLLMX 3TOrO 3aboeBaHus.

[cmxonormyeckmne CUMNTOMbI, Takue Kak MPaYHOCTb, XxaHApa NI Aaxe
Aenpeccns, B OCHOBHOM Pa3BMBAkOTCA M3-3a MOCTOAHHOIO OUyLeHNA bonn.
XpOHl/lLIeCKaFI B0Nb MOXET OKa3blBaTb AUTENBHOE BO3/ENCTBME Ha HEPBHYHO
CNCTEMY MW, HanpUMepP, Bbi3biBaTb YYyBCTBO YyCTas0CTM M MPaYHOCTb.
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8. Kak WBaHHOMATO3 BAUAET Ha
MOBCEAHEBHYHD XN3HbL?

BanaHve LWBaHHOMAaTO3a Ha NOBCEAHEBHYHO XM3Hb MaLMeHTa 3aBUCUT

OT KOHKPETHOW CUTyaLuy, B 4aCTHOCTW OT TOTO, CKOABKO Y NaLMeHTa WBAHHOM
1 HaCKObKO BbIPaxXeHb! CUMMTOMbI. B HEKOTOPbIX — K CHACTbIO, PEAKUX —
CAyYanXx WBaHHOMbI MPUUMHAROT Takyro 60/b, UTO YeNoBeK OOMbLLE HE MOXET
paboratb. [MoyTH ABe TpeTh NauneHToB, HObHbIX LWBAHHOMATO30M, MPUHKMAOT
NekapcTBa OT XPOHUUEeCKOW 6oan. HekoTopble 13 3TWx NekapcTs BANAROT

Ha KOHLEHTPALMIO 1 CO3HaHWE NaLMEHT, @ 3HaUMT, U Ha ero NMoBCeAHEBHYO
XV3Hb. He pekoMeHayeTcs NpUHMMaTL Npenapatbl MOPGUHOBOTO pAla

B TeYEHMe AMTeNbHOTO BPEMEHM, MOCKONbKY OHW BPeAHbI ANA OpraHu3mMa

V NpY ANUTENBHOM NPUMEHEHNWN CTaHOBATCA HesbdeKTUBHbIMK. CneLmnanmct
no 601 MOXET NMOPEKOMEH0BATb BaM aflbTePHAT1BHbIE MPenapaTbl.

ﬂOﬂOﬂHMTeﬂbHaﬂ NnoMOLb 1 NoAAepPXKa

Mpu yMepeHHbIX kanobax Bbl MOXeTe 06paTUTbCA 38 MOMOLLHO HEe TONBKO

B MEAMLMHCKME YUPEXAEHMA, HO 1 PAA APYTUX OpraHn3aumnii. Hanpumep,

MOXHO CBA3aTbCA C PaOHHBIMK Cy>X6aMu, OpraHM30BaHHbIMM
MYHULIMMaAMTETOM, KOTOPbIE 3HaKOMbI M yxe paboTanm ¢ colmanbHo-
NCUXONOTNYECKMMMN MPOBAEMAMY, BO3HUKAOLLMMM Y MALMEHTOB C XPOHNYECKVMM
3aboneBaHNAMM 13-3a NOCTOAHHOTO YyBCTBA OO/MN.

MyHMUMNEANTET TakKe MOXET MOMOYb 3ZanTMpPOBaTh Ballle XMA0e NoMeLleHne
K BalWWM NOTPebHOCTAM. 3TO HblBaET HEOOXOAMMO, KOTAa NaLMEHTY CTAHOBUTCA
TAXENO NepeaBmraTbCa 1 13-3a 3TOr0 TPYAHO NOL30BATHCA MPUBbLIYHBIM XUAbIM
npocTpaHcTBOM. Ha calite www.neurofibromatose.nl Bo Bknaake «Wegwijzer»
(«YkazaTenb») NpuUBEAEHbI aapeca OpraHM3aLmi, KOTopble OKa3blBatoT MOMOLLb
1 NOAAEPXKKY NaUMEHTaM, UCMbITbIBAIOLLMM TPYAHOCTM B MOBCEAHEBHOW XM3HM.
Hanpwumep, B 3TMX opraHm3aumax MOXHO Y3HaTb O MOJyYeHMM MOMOLLN

B BOCMUTaHMN AeTen, obopMaeHnmn «J/lnuHoro broaxeta» (nam PGB —
roCyZapCTBeHHON cybcuany B HnaepnaHzaax, KOTOPYHO Noay4aTelb MOXET
CaMOCTOATENBHO M3PacXOA0BaTb Ha HEOOXOAMMYHO eMY MEAMLIMHCKYHD

M COLMabHYHO MOMOLLLB), @ Takke NPaBMAax B OTHOWEHMM LLIKONbI, PaboTbl

1 6ONBHNYUHBIX. ECM BaM TPYAHO COPUEHTMPOBATLCA B Pa3HbIX OpraHn3aLmsax,
OKa3bIBarOLMX NOMOLLb AETAM, 3aX0AMTe Ha calT www.integralevroeghulp.nl.
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9. YTO IMYHO Bbl MOXETE CAeNaTb?

MHorZa MOXeT Ka3aTbCs, UTO Balle 340POBbe M CaMOUYBCTBYE MOAHOCTHO
3aBUCUT OT Bpayelt. OAHaKO Bbl 1 CaMW MHOTOE MOXeTe CAenatb,

4TOObI UYBCTBOBATL CEHA XOPOWO. PasyMeeTcs, 310 He MellaeT Bam
OJHOBPEeMeHHO 0bpaLLlaThCs K Bpayuam v 6a13KMM 3@ MOMOLLLHO.

Camoe BaxkHOE, UTO IMYHO Bbl MOXeTE CAeNaTh, — He TepsTh CBA3b C BPaUOM.
MauneHTy 4acTo NPUXOAMTCA AeNaTb BbIOOP MEX/AY Pas3HbIMKU METOAAMM
NeYeHns AN UCCNeloBaHMSA. Bpad MOXET paccka3aTb BaMm O MPeVMYyLLLECTBax

M HeAOoCTaTkax pa3HbIX BAPUAHTOB, M Bbl MOXETE BMeCTe BbIOpaTh OMTMMabHOe
A5 BaC WM Balero pebeHka peLleHwe.

Ecv BaM UTO-TO HEMOHATHO, Bbl BCErAa MoxeTe (Mepe-)CNpocKTs 3TO Y Bpaya,
a TakKe, eC/M BaM YTO-TO HEMPUATHO MM Bbl B YEM-TO HE YBEPEHbI, CKa3aTb

w Ectb 3 BaXHBIX BONpoca,

KOTOpblE BCErAa MOXHO 3ajatb

Bpauy 06 3TOM.

Ha npueme y Bpaua?
3apaiite 3 BOnpoca

Kakue y meHa Kakosbl npeumyliectsa
€CTb BAPHaHTLI? M HEJJOCTATKH 3THX
BapuaHToB?
Hax 3T0 NOBAMAET Ha MO
JMUHYIO CATYBULMED?

Nogpobree: www.3goedevragen.nl

I'Iepe;L npnemMom I'IOLLyMaI\/‘ITe, 4YTO MMEHHO Bbl XOTUTE CKa3aTb WK CNPOCUTB,
3anuwmTe Balu UAEN N BO3bMMTE CMMCOK C COBON Ha npuem.

Kak npaBunao, koraa Bam npeanarator 0bcnesoBaHne MK neyeHue,

Bbl He 06A3aHbl CPasy NPUHKMMATBL pelleHne. Bbl MoxeTe nosymaTb 06 3ToM
JOMa 1N 3aMnCaTbCa Ha AOMONHWUTENBHBIN MPYeM. Bbl He A0MXHbI MPVHMMaTbL
TPYAHbIE pellenuns B oanMHouKy. OBCyaaliTe 1xX CO CBOMM J€YaLLIMM BPaYoM.
I, KOHEeUHO, BbI MOXETE B3ATb C CODOW UenoBeka, KOTOPOMY Bbl AOBEPAETE

W KOTOPbIV MOXET BaM MNOMOUYb.
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10. Y10 He cneayert aenats?

Mpu LWBAHHOMATO3€ He CYLLEeCTBYET abCONOTHBIX 3aMPETOB MW YErO-TO,

YTO CTOMNO Bbl AeNaTh C OCTOPOXHOCTHIO BCEM MalMeHTaM. HeT Takux nekapcTs,
e/lbl UV BUAOB AeATENbHOCTH, KOTOPble Oblnn Bbl 3anpelleHbl BCeM,

KOMY NOCTaBAEeH 3TOT AMarHo3. 3a4acTyro LLBaHHOMATO3 AMarHOCTUPYHOT

B CPaBHWTENBHO NO34HEM BO3pacTe, KOrAa B0bLIMHCTBO N4l yKe MoCTponmn
CBOHO XM3Hb OMnpeAeneHHbIM 06pa3om.

B HekoTOpbIX acnekTax XM3Hb NaLMEHTOM CO LIBAHHOMATO30M MOXET HEMHOTO
OTAMYATBCA OT XM3HWM BONBLIMHCTBA APYTWX NtOAeR. [03TOMY MOXHO 0O6CYANTL
C BalMM BPaYOM, UTO CIeZlyeT v Uero He cieayeT Aenatb B Ballei KOHKPETHOM
CUTyaumn. BbiTb MOXET, Bbl COMHEBAETECH, MOXHO W MONE3HO W BaM
3aHMMaTbCA ONpeAeneHHbIM BUAOM cnopTa? Hanpumep, Bbl UCMbITbIBagTe
CWAbHble 6ONW B ONOPHO-ABWIaTENLHOM anmnapare 1 Npu 3TOM XOTenw bbl
BbIMONHATL dU3NUECKME YNPaHeHUs. VIn Bbl XOTWTe NPOAOAXATb BOAWTL
MaLWHY MU MONYUYNTb BOAMTENBCKME MPaBa, HO NPUHMMAaeTe NekapcTaa,
KOTOPbIE MOTYT BAWATL Ha CMOCOBHOCTL YMPaBAATL TPAHCNOPTHLIM CPEACTBOM.
MOXXeT 6bITb, Bbl MbITAETECH PELLIMTL, PA3YMHO W 3aHMMaTbCA ONpeaeneHHbIM
BMZAOM PaboThl U He BYAET M OHa CAMLLKOM TPYAHOW Ans Bac?

Bceraa obcyxaalite noAobHble BONPOChI € BaLLMM EUaLLMM BPa4oM
(Bpayamu). ECmt Bbl He yBepeHbI B TOM, Kak AEMCTBYHOT nekapcTaa

WA TPaBbl, KOTOPbIe Bbl MPUHKMMaeTe 6e3 NpeanuncaHns Bpaya, Bbl BCeraa
MOXeTe MOMNpPOCKTL anTekaps MPOKOHCYIbTVPOBATh BAC, UTOObI MOAYUMTL
6onee NOAPOOHYH MHGOPMALIMIO MPUMEHWTENBHO K BaLLEN ANUHOM
cuTyaumn. B 6oNbLUMHCTBE anTek ecTb OTAENbHOe MOMELLEHWE,

rae GapMaLeBT MOXET BaC MPWHATL 1 CMOKOMHO 06CYAWTb 3TO C BaMy.

Kak mokasblBaroT MCCNeA0BaHMS, MPU HANMUMN XPOHNYECKOW HEBPaNrum
KypeHue MOXeT CnocobCTBOBaTb YCUAEHWUIO O0N. 3TO AONONHUTENbHAA
NpWYMHa BPOCUTL KYPUTb.

B ntobom ciydae HYKOrAa He TepnuTte AAnTenbHyo 601b CAULLKOM AOATO —
obpalliaitecs 3a nomousto. MoapobHee 06 3ToM uunTaliTe B rnaee 8:
«Kak weaHHoMamo3 esusem Ha No8CeOHe8HYH XU3Hb?».
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11. Kak opraHm3soBaHa MeaMumMHCKad noMoLLb?

KonnyecTso 1 cneunanmsaLyia Bpadel, KoTopble HyAyT y4acTBOBaTH B BaLleM
NeYEHNM, 3aBUCKT OT XapakTepa BaluWX Xanob 1 Ballero Bospacta. et moryt
00paTUTLCA K NeamaTpy 1/uan AeTCKOMy HEBPOOry. B3pocabiM nauneHTam
MHOra MPUXOANTCA HabArAATLCA CPa3y Y HECKObKMUX CMeLManmcToB.

JKCNEPTHbIV U NeYebHbIN LEeHTPb

IKCNEPTHBIA LIeHTP — 3TO MeAMLIMHCKOE YUpeXeHre, B KOTOPOM BpayM
061a4at0T OBWMPHBIMM 3HAHUAMM O TOM UMK MHOM (PeaKoM) 3ab0aeBaHUN.
CTaTyC 3KCNEePTHOrO LieHTPa NPUCYKA3ETCA MUHUCTPOM 34PaBOOXPAHEHNS,
coumansHoro obecneyeHns n cnopta Huaepnanaos. COTPYAHMKM SKCMEPTHOTO
LeHTPa, y4acTBytOLLME B UCCAEA0BAHNAX U IeHeHMM NaLMEeHTOB, paboTaroT

B rpynnax. B HactoALee Bpemsa MeAVLIMHCKME YUPEXAEHNA COBMECTHO C
accoumaument naLmeHToB NPeAnPUHUMAKOT YCUAKA AN OTKPbITUA SKCNEPTHOTO
ueHTpa no NF2 v weaHHOMaTO3y. [ToKa 3TOr0 He MPOM30LLNO, Bbl MOXETE
0bpaTnTLCA 3a KoHCybTaumelt no NF2 uam weaHHOMaToO3y B /lelaeHCKniA
YHWBEPCUTETCKUIA MeanUmHCKMIA ueHTp (LUMC) nav B LieHTp HeBponornm
(Zenuwcentrum) npun LUMC.

Kakue Bpaum ByayT y4acTBOBaTh B BalLEM NeyeHnn?

O6bIYHO ¢ xanobamn, CBA3aHHBIMY CO LUBaHHOMaMK, NaLMeHTbl CHayana
obpalliaroTcs K Bpady obLLEeN NpakTVKK, KOTOPbIM HanpasAseT vx K neamaTpy,
(LeTCKOMY) HEBPOIOTY MK XMPYpPry. YTOObI NOCTaBWTh AMArHO3
«LWBAHHOMATO3», HYXHO NPONTM 06CEA0BAHME Y KIMHNYECKOTO reHeTHKa.

B HuaepnaHaax onepaLmm Ha Onyxonax HEPBOB NMPOBOAAT HEMPOXMPYPTH,
obLme xvpyprvt v xupypr-opronespl. Ecam y Bac obHapyXeHb! WBaHHOMbI
1 AMarHOCTUPOBaH LUIBAHHOMATO3, Mbl PEKOMEHAyeM 0bpaTuTbCA

K CneumanmsnpoBaHHOMy Helpoxupypry B Lientpe LUMC.

Yro penath, ecnn Baw Bpad HE 3HaeT o bonesHu
«IBAaHHOMATO3»?

lllBaHHOMaTO3 — peakoe 3aboneBanue. B Huaepnanaax oHo
QMarHOCTMPOBaHO NpnbaM3nTeNnbHO Yy 350 yenosek. [1O3TOMY HekoTopble
CNELMaAMCTbI U3 MEAULIMHCKOW U COLManbHOM cdepbl (Bpauw, NCUXONomv,
coumanbHble PaboTHMKKM, GU3MOTEPANEBTLI) MOMYT He 3HaTb, UTO Takoe
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WBAHHOMATO3, MW He MMETb OMbITa PaboTbl C NaLMeHTaMK, CTPaAAMOLLMMM
3T1M 3aboneBaHveM. CaMbiM MPaBMAbHbIM pPeLlerreM ByAeT NponTU
obcneaoBaHne u nedenve B LieHtpe LUMC mam B 0AHOM M3 YHUBEPCUTETCKMX
O0NbHMLL.

TO NPUHECET NMOAb3Y HE TOBKO BaM: €C/IM eUeHNe NaLMEeHTOB

CO WBaHHOMATO30M By AeT CKOHLEHTPMPOBAHO B HECKOIbKMX MEANLIMHCKIX
yUpexAaeHax, 3T0 NO3BOAWT Bpauam BbICTpee HakommTb HYXHbIA OMbIT

W, KaK CNeacTBre, YyULLMTb KauecTBO NedeHna. Beibrpas And neyeHuns
XOPOLUMI 3KCMEPTHbIN LIEHTP, Bbl BHOCKTE BKAaJ B 3TOT MPOLEcC.

Ecau Bbl BCe e HabnrosaeTech B APYroM MeANLMHCKOM yUYpexaeHun

W Balll Bpay He 3HaeT MM Mano 3HAET O LUBAHHOMATO3€, OH MOXET
3anpoCcuTb HeOHXoANMMYHO MHPoPMaLmto B LieHTpe LUMC. 310 no3BoauT
BaM He MEHATb /IeYaLlero Bpaya v Npm 3TOM NONb30BaTbCA CaMbIMM
nepeAoBbIMY 3HAHWAMK O LLIBAHHOMATO3€.

lcchepoBanume LWBaHHOMAaTO3a

BeposTHO, Bbl NPOXOANTE NeYUeHne B OAHOM 13 YHUBEPCUTETCKMX BONbHML,
KOTOPbIE, MOMUMO NeHeHNA NMaUKMEeHTOB, TakXXe 3aHMMaroTCA O6pa3OBaHVIeM

n HayHHbIMI/I mnccneoBaHVAMMN. 3710 3HaAUMT, UTO K BaM MOXET O6paTl/lTbCH Bpau
iz yHeHbIVI N NPEANOXNTL MPUHATL y4acTne B MCCneJOBaHnN. OH O6‘bﬂCHI/IT
BaM CyTb MccnefoBaHnd, nocie 4Yero Bbl CaMn MMEETE MpaBo PeLlnNTb, XOTUTE N
Bbl MPVHUMaTbL B HEM Yy4dacTme. B NCccnea0BaHNM MOMyT MCNOIb30BaTbCA
AHOHUMM3MPOBAHHbIE AaHHbIE; 3a4aCTyHO 3TO MPOUCXOANT MO PeLeHno
KOHTpOJ’IbHOI’O KOMUTETA MO MeAMLI,V]HCKOV] 3TrKe. Ecam Bbl He XotnTe, UTOOBI
Balln JaHHblE MCMNOAb30Ba/IMCb B MCCNeA0OBaHWMKM, Bbl MOXETE COO6LI_I,I/ITb

06 OTKaze CBOeMy Jevalliemy Bpauy.

MockonbKy WBaHHOMATO3 — OuUeHb PeaKOe 3aboeBaHve, A7 NPOABUXKEHWSA
HayuHbIX nccnesoBanmii B obnact NF2 v lwBaHHoMaTo3a B EBpone 6b110
CO3/1aHO HECKObKO MPOrpamMmM COTPYAHNYECTBA.

Accoupaupa naumeHToB

MaumeHTam Co LWBAHHOMATO30M U UX 6M3KMM Takxe noMoraeT
accoumauma nauneHtos NFVN («HuaepnaHackasa accoumauma
Helipodurbpomatosa»). Accoumauma NFVN coaelictyeT 0OLEHWIO MeXaY
NHOAIbMK, KOTOPbIX 3aTPOHY/1a 3Ta 60Ne3Hb, HaNPUMeEP Oprann3ys AHW
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CeMbM MW OHNalH-MeponpuaTua. MNoapobHee 06 3TOM:
www.neurofibromatose.nl/home.

Accoumaupa NFVN Takxe 3aH1MMaeTca pacnpoCcTpaHereM MHGopMaumm

O WBAHHOMATO3e Cpeaym 1CCeaoBaTeNel, Bpaden 1 Apyrmx CneLmanmcTos

MO OKa3aHMHO MeANLMHCKOW MM COLMaNbHOM NOMOLLM. Hanpumep, accoupauma
OpraHm3yeT CUMMO3MYMbl M KypCbl MOBbILEHNA KBAMMOUKALIMK, @ Takxe
pa3pabaTbiBaET CTaHAAPTbI KAYeCTBa ANA MEANLMHCKMX U COLMANbHbIX
PabOTHMKOB.
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BbII_IyCKHble AaHHbIE

Hactoswan bpolutopa v3gaHa HuaepnaHACKon accoumaumen
Helipodmbpomatosa (NFVN). bpowtopa A0CTyNHa B 1EKTPOHHOM BUAe
Ha cartax www.nfvn.nl n www.zichtopzeldzaam.nl.

Ecnm BbI xOTUTE 334aThb BONPOC accoumaumm naumerTos NFVN, nuwmte
Ha info@neurofibromatose.nl.

OTa BpoOLItOPa He MOXET 3aMeHWUTb KOHCY/IbTALIMIO C KBANMPULMPOBAHHbIM
BpayoM. 1o Bcem BOMpocam obpallaiTecs K CBOeMy flevallieMy Bpady.

TekcrT:

O-p tO. N. (fOcTyc) MpyH, Herpoxmpypr, JleMAEHCKNA YHUBEPCUTETCKMIA
MeanumHckmin ueHTp (LUMC)

[-p 3. (OmmennH) ATeH, KIMHMYECKUIM reHeTuK, JIeMAeHCKUIA YHUBEPCUTETCKIIA
MeanuMHckmin LeHTp (LUMC)

[-p 3. (3BenuH) bapTtenc, aHactesmonor — cneumanuct no 6onn, SleaeHcknin
YHVBEPCUTETCKMI MeANUMHCKMI LeHTp (LUMC)

[-p V. (MBeTT) BaH VipnaHa, KNMHNYECKUA reHeTVK, MeanumHCKUA LeHTp
YHuBepcuTeTa dpasmyc (Erasmus MC)

[-p T. (ToH) AkkepmaHc, npeaceaatens HnaepnaHACKOW accoumanmn
Helpodprbpomatosa (NFVN)

3. (OpviK) Ae Xac, NpeacTaBuTeNb No Aefam NMaumueHTos

M. (Merru) MMpomT, NpeacTaBuTeNb MO AeNaM NaLMEHTOB

[n3aiH 1 BepcTKa:
LMcc, JlrocberH Meiiep, flécaen

Nanroctpaumm Ha ctp. 9-20
Ko ae Kok, Pottepaam

Con POBOXAEHNE MEYATU.
MEQ, Ankmap
Mpoaomkerne >
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ConpoBoxaeHuve nporpammel «Zicht op zeldzaam», nocsaLeHHOM

pesknM 3ab0neBaHNAM
Accoumaupmsa NaumMeHTOB C PeakuMK 1 reHeTndeckumm 3abonesaHnamn (VSOP), Cyct

Muccme

Huaepnanackas accoumaums Helipodrbpomatosa (NFVN) npoasmraeT MHTepecs!
nauUWeHToB ¢ Helpodrbpomatozom (HD). Lienb Accoumaumm — A06UTbCA MOAHOMO
n3neveHna HO nav no KparHen mepe ynyudlleHna CamoYyBCTBIUA MaLUeHTOB

C 3TUM amarHo3oM. COAENCTBYA YNYULEHNIO Ka4eCTBa MEAMLIMHCKON MOMOLLM,
NFVN cTpemmtcs yayuinTs yCnoBma 0bydeHns, paboTbl 1 Xmn3HW naumeHTos ¢ HO.
AccoupaLpma Takke CTPEMUTCA YCTPAHUTb MK 0CNabute Grsmueckune, coLmabHble
1 0BLLEeCTBEHHbIE OrpaHNYeHIs, KOTOPble MPENATCTBYHOT CAMOPAa3BUTMIO
naumeHToB ¢ HO 1 m1x yuacTuio B xun3Hm obuyectsa. Kpome Toro, NFVN ctapaetcs
HaNaAuTb B3aMMOAENCTBME MEXAY MaLMEHTAMM U UX CEMbAMM, UTODBI AaTb

MM BO3MOXHOCTb JeNNTbCA 1 OOMEHMBATBHCA OMbITOM M TEM CamblM MOAAEPXMBATL

Apyr apyra.

Neurofibromatose Vereniging Nederland
Postbus 8152

3503 RD UTRECHT

www.nfvn.nl

info@neurofibromatose.nl

N3natens: © 2019
HuaepnaHackas accoumauma HelipodrbpomaTosa

'NFVN NP

Neurohbromatose Vereniging Mederland WWWHeU I’Ofl bromatose n |
e® % Mporpamma «Zicht op zeldzaam», Accoupaums
: ) .. Zeldzame NauneHToB C peaknMn 1 TeHETUYECKMMK
® ® Ziakten 3abonesaHnamm (VSOP)
Cede www.zichtopzeldzaam.nl

Bpouwtopa nsaaHa npy GMHaHCOBOW NOAAEPXKKE
fﬁﬂ Ministerie van Volksgezondheid, MMHMCT@DCTBa 34[0aBOOXpaHeHnA, cCouMalibHOro
{#--%8 Welzijn en Sport

obecneyeHma u cnoprta HMﬂepﬂaHﬂ,OB.




MNepeBoa MaTepPManoB Ha PyCCKUM A3bIK OCYLLECTBNEH NPY GUHAHCOBOW U
OpraHun3aLmoHHor noaaepxke OpaeHosoi Hataaum OnerosHsi.
NepeBoaYMK C HMAEPNAHACKOTO A3blka: KoBanb AHHa CepreesHa.

[v3aiiH 1 BepcTka Ha pycckom a3bike: Kopones AnekcaHap Braanmmposmy.
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