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NMAMATKA

YTo fenatb, ecin Bbl 3aMof03pun
HerpodnbpomMaTos y pebeHka?

MpocnM Bac BHWMATE/IbHO O03HAaKOMUTLCA C 3TOW KPAaTKOWN
NHCTPYKLUMEN, B KOTOPOW Mbl pacckaxkem, YTO AenaTb, ecn Bbl
3anog03punn Helipopmbpomatos 1 Tnuna (HP1) y pebeHka. Vimelite
B BWUAY, 4YTO UeNb WHCTPYKUUN - TMNOMOYb BaM [MPUHATb
HeobxoAnMble OpraHM3aunoHHble AencTBUA. OHa He OTMeHseT U
He 3aMeHsAeT MeAMUNHCKOW KOHCYNbTauun, KOTOPY MOXeT AaTb
TOJIbKO Bpau.

1 OBPATUTE BHUMAHWE HA KOJIMYECTBO MATEH -
e CAMbIV YACTbIVI CUMMTOM H®1Y AETEN

CaMbI YacTbl cUMATOM HP1y ManeHbKNX AeTein

- 3TO Tak HasblBaeMble NATHA LUBeTa 'Kode ¢ TUNU4HeIU npumep
. 6 6 nameH yeema ‘kogpe

MONOKOM". [na  TOro, 4tobbl MOXHO 6b110 C MOJIOKOM"

roBOpuUTb O AnarHose HP1, Heobxo4MMO, UTOObI Y

pebeHka 6bI10 He MeHee 6 NATeH uBeTa 'Kode ¢

MOJIOKOM" AnamMeTpoM 6osibLue 5 MM.

T i M

ToNbKO MATEH HeAOCTAaTOYHO — O06bIYHO A/IA
MOCTAHOBKM AMarHo3a HYXHO Kak MWUHUMYM 2
npu3Haka (cMm. Tabnuuy BHW3Y AOKYMEHTA).
COOTBETCTBEHHO, €CcIn MnATeH  MeHee 6,
npoAosixaTe HabnwogaTb 3a  BO3MOXHbIM
NPOsiIBEHVIEM HOBbIX CUMMTOMOB.




2 PACCMOTPUTE BO3MOXHOCTb CAENNIATb
* TEHETUYECKUIA AHANN3

Korga pebeHok coBceM ManeHbkUW, onpegennts HP1 MoxeT bbIThb
CNIOXHO, TaK KaK MHOrme CMMMATOMbI MPOABAAKTCA NNLWb NO Mepe
B3pOC/IeHUs. DTO 03HayaeT, YTO YacTb CUMMTOMOB popmMupyeTCca B
TeueHue nepBbIX NeT XU3HW, Apyre BO3HMKAKT nosgHee — K 5-7
rogam, n Tak pganee. B TakoMm cnydyae eAVHCTBEHHbIA BapuaHT
NoOATBEPANTb AMarHO3 H®P1 - reHeTnyeckuid aHaamM3 Ha MNOWUCK
MyTaumnmn B reHe NFI.

3 AE CAENATb TEHETUYECKMI  AHAIN3 U
* CKOJIbKO 3TO CTOUT?

1) BECM/IATHbIV AHANN3 Ha CerogHAWHNM AeHb A0CTyMneH ToJIbKO
B MockBe B MeanKO-reHeTn4eCckomM HayyHOM LieHTpe M. boykoBa
N TONBKO MPWU HaAANUYUN CUMMNTOMOB, CBULETENLCTBYHOLUUX O
Hannumn H®P1L CoOTBETCTBEHHO, ecn Yy pebeHKka TOJIbKO OAWVH
cumniToM (Hanpumep, 2 NsATHa BMeCTO 6), TO cAenatb aHanms
6ecnnaTHO He NoNy4YnTCS.

2) MNATHBIA AHAJI3 pocTyneH BO MHOIMX KAMHMKax Poccun.
BaxHo genatb reHeTUYeckuUini aHann3 B MPOBEpPEeHHbIX KAVNHUKAX,
rage Bac MPOKOHCYNbTUPYHOT npodeccroHansl. MNHoraga ogHOro
aHanM3a HeAOCTaTOYHO, N MOXeT noTpeboBaTbCAd OO6HapyXeHue
reHeTNYeckom MosoOMKN APYrM MeTofoM. TakxKe crefyeT MMeTb
BBMAY, YTO npumepHo B 10% cnyyaeB MyTauMlO He MONYyYUTCA
HaUTV HUKaKUM MeTohoM. [ogpobHee Npo MeToAbl reHeTUYeckKmnx
aHaNN30B Bbl MOXeTe NpoYnTaTh y Hac Ha canTe nf2217.ru.

Mocne caaun aHanm3a Mbl pekoMeHAyeM 06s13aTebHO MONYyUnTb
KOHCY/bTauMilo  Npo¢deccrnoHaNbHOro  reHeTuka MO ero
pesynbTaTaM, TakK KakK OTpuULATe/NbHbIA pe3ynbTaT He Bcerga
03Hayaer, uTo AnarHo3 HPT He MOXeT BbITb NOATBEPXKAEH.

[lepes npoBefeHVEM FeHeTUYeckoro aHanamsa Mbl pekoMeHayem
BaM MOJYUYUTb OYHYHO WM 3a04YHYH KOHCY/NbTauMK Yy Bpayen-
reHetukoB MIHL, wnm. boukoBa BacunbeBa [.A, KydumHown A.C,
BoctaHoBon ®.M. (ycnoBuss npoBeaeHUss U CTOUMOCTb
KOHCYyNbTaLMW Bbl MOXETE HAWTW Ha caliTe LLeHTpa med-gen.ru).


https://med-gen.ru/meditcinskie-uslugi/besplatnye-meditcinskie-uslugi/

4 BCET A OBPALLANTECH TOJ1bKO
* KKBAJIMONUNPOBAHHBLIM CINELUVANTCTAM

AnarHos HelipodumnbpomaTos MOXeT NOCTaBUTb TOJIbKO
KBanupumMuUmMpoBaHHbIA Bpady. [MockonbKy 3aboneBaHve, HeCMOTPSA Ha
CBOKO PacrnpoOCTPaHEHHOCTb, HABAAETCA peAKuUM, Janeko He Bce
cneumanncTbl CTaNkMBaKTCA C HUM B CBOell paboTte. /iIMeHHO no3ToMy
Mbl peKkoMeHJyeM o06pawaTbCA 3a KOHCynbTauuen 1 MOCTaHOBKOMN
AMarHo3a K NpoBepeHHbIM creymanncrtam, KOTopble XOpoLLO 3HaKOMbI C
3abosieBaHVeM U CMOrYT KayeCTBEHHO BaC MPOKOHCY/IbTUPOBAT,
OCHOBbIBAACb Ha MPOBEpPEHHbIX GaKTax N aKTyasibHbIX MeANLNHCKNX
CBeZeHUAX.

K coxaneHuto, HepeaKko BCTpeuyaeTcss CUTyauus, KOrga He3HakoMbln C
3aboneBaHvemM Bpay npeanncbiBaeT HEOOOCHOBAaHHbLIE 3amnpeTbl UK
OorpaHmnyeHns B XU3He[eaTeNbHOCTU nauneHToB C
HelipodnbpomMaTo3oM, B TO BpeMs Kak OHW MOryT BeCTU abCoNTHO
06bIUHbIN 06pa3 XM3HN. TONLKO OMbITHLIA Bpay CMOXeT onpeaenunTh,
Kakuve OorpaHmyeHus pasyMHbl, a Kakve He WMelT noh cobown
OCHOBAHMWIA.

Cnucok cneumanucToB, KoTopble paboTatdT ¢  nauveHTamm ¢
HelipodnbpPOMaTO30M M He MoHac/bIWKe 3HAaKOMbl C 3abofeBaHMeM,
AOCTYNeH Ha Hawem caunte. HekOToOpble M3 HUX MPOBOAAT OHJIANH-
KOHCYNbTUPOBaHMeE.


https://nf2217.ru/najti-vracha/

5 OBPATUTECH 3A KOHCY/IbTALUMEN K MCUXONOTY,
* EC/I BAM HYXXHA NMOAAEP>XKA

AnarHo3 HerpodmbpomaTos - 3TO BCeraa HeusBecTHOCTb U
HeonpegeneHHoOCTb. OfHAKO Bbl He O4HW - ThICAYM NO4eN B
Poccunm XMBYT C AaHHbIM 3aboseBaHMEM, U BMeCTe HaM MpoLue
oKasaTb APYr APYry NOAAEPXKY N HauaTb MOUCK PeLUeHUA.

Ecnn Bbl YyBCTBYeTE, UTO BaM C/IOXKHO CMPaBUTLCS C CUTyauMel, Bbl
npegnaraeM BaM 06paTUTbCS 3@ KOHCYAbTaLMEN MNCUXO0ra,
3HAaKOMOro C AnarHosom H®, KOTOpbIi MOMOXET CAPaBUTbLCA C
TPEBOXXHOCTBIO N HEN3BECTHOCTLIO, @ TaKKe COBPaThLCsA C MbIC/IAMMA
N NPUHATL HEOBXOAMMblE LEiCTBUSA ANst MOCTAHOBKM ANArHO3a.

6 NMNOCMOTPUTE O3HAKOMWTEJIbHbIE POJIIKA TTPO
* H® W BOCINTAHUE PEBEHKA C H®

B WHTepHeTe MHOro uHPopmMauuy, KoTopass 4acto SABNAETCS
HeZ0CTOBEPHOW NN UCKaXXeHHOW. Mbl cOBeTyeM HayaTb C OCHOB U
NOCMOTPeTb O3HaKOMUTE/NbHble POANKWM MPo H®P u BocnuTaHue
feten B H® B cembe. OHM nomoryt Bam CcPopMUpPOBaTh
npeactaBneHe O 3abosieBaHUM U HAyuuTbCA  OTCemMBaTb
HekayeCTBeHHble NCTOUYHVKY MHPOopMaLmn B byayLLem.

Takxke peKkoOMeHAyeM K YTEeHMI0 1 MPOCMOTPY (HaXXMUTE Ha CCbIIKY,
YTO6bLI NepenTn):

e BBOAHasA MHpopMaumsa npo H® Ha Hawlem canTe

e BBO/HbIV POJIVK MO TeMe HelipodmnbpomaTosa

e KOPOTKUW ponvk "Henpodburbpomartos. O6LIas XxapakTepucTrka
N UCTOPUSA Pa3BUTUA 3HAHWI O 3abosieBaHUN"

e BUAEO-NHTEPBbLI "'PebeHOoK C HelipodnbpomMaTO30M B ceMbe” C
ncuxonorom ®rey HMUL A0 wm. Amutpua PoraveBa u
BnaroTBopuTensHoro ¢poHaa ‘Tlogapu XXM3Hb"

* BUAEO-UHTEPBbLIO ‘Tlcmxonornyeckme acnekTbl BOCMUTAHUA U
aganTtaunm pebeHka c HeMpPodpmMbPOMaTo3oM B CEMbE".



https://nf2217.ru/psihologi/
https://nf2217.ru/neurofibromatosis/nf1/
https://www.youtube.com/watch?v=g_Zs0Vb77HI
https://www.youtube.com/watch?v=6zFJ0h2Uzfw&t=25s
https://www.youtube.com/watch?v=WBmK9TH4HWI&t=7s
https://www.youtube.com/watch?v=_GQXuKUQrFw

NMPUNNOXXEHWE.

MEPEYEHb AWMATHOCTUYECKUX KPUTEPWEB, TPW
KOTOPbIX MOXET FBblTb TMOCTAB/MEH AWATHO3
HEMPO®UBEPOMATOS3

AnarHo3 MoxeT 6bITb NOCTaB/eH NpU Hann4um covetaHus ABYX
M BOJIEE cheayroWwx CUMNTOMOB:

o Lllectb 1 60onee NATEH LBeTa «kode C MOJIOKOM» bonbLue 5 MM
y petern 1 15 MM y B3pocsibix (06bIYHO dopMUpyrOTCA B
TeueHve nepBbix 3 NeT XN3HN)

e Hanuuve aByx n 6onee 0bblYHbIX HENPODUOPOM, NGO OLHOW
nnekcnGopMHON HEMPOPNOEPOMBI

e [MnepnurmMmeHTaumsa B NoAMbILLIeYHOW 0bnacTv n/unm naxy

e [NIOMa 3pUTENBHOrO NMyTH

o Y3enku Jlnwa (Mx MoXeT 06HapPYXUTb TONIbKO 0pTanbMOOT C
MCMO/Ib30BaHMEM CreuanbHOro 06opys0BaHNS)

e KocTHble aHOManun, Takme KakK AUCNNasUa  KPblbeB
KNMHOBUAHOW KOCTW, NOXHbIN CyCTaB, CKOMNO3

e Hannuwne HenpodmbpomaTtosa | TMna y matepu n/mnuv otuya

e MyTaumna B reHe NF]

CKAYAMTE BECMMATHbIN BYKNET
ANSA NALMNEHTOB HA CANTE

]
HEUPO-
PUBPO-
MATO3

| 1 TMNA

HHSOPMALNE
ARE NAYWEHTOR
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Bce npaga npuvHagnexat MPOO "22/17". lJaHHbI MaTepuan He 9BASETCH MeANLUMHCKOM KOHCYIbTalUmen 1
He 3aMeHseT 0CMOTP Bpada. ViHbopmMaLms NpuBeseHa NCKIUYUTENBHO B MHOOPMaLMOHHO-
03HaKOMUTENbHbIX Liefsax.


http://nf2217.ru/poisk-lecheniya-po-simptomam/lechenie-plexi/
https://www.youtube.com/watch?v=_GQXuKUQrFw
https://www.youtube.com/watch?v=_GQXuKUQrFw
https://www.youtube.com/watch?v=_GQXuKUQrFw
https://nf2217.ru/neurofibromatosis/nf1/

