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YTO TAKOE IMMOAHTMOMATO3?
JInmdaHrnomatos (NponsHocuTtca numo-
aH-rno-ma-TO-3) coCTOUT K3 CII0B:

- numo: numd

- aHru: cocyn

- OMa: onyxosib (fO6pOKayecTBEHHas)

- TOoCKC: 3abonesaHvie

3aboneBaHue C onyxonamm B
IUMPaTUYECKNX COCYAaX.

Jinmdatnueckne cocyapl foCTUraoT
NPaKTUYECKMN KaX 4ol YacTvi Tena.
BoT noyemy numdaHrnomaTos moxet
NPOABUTLCA B I06OM MeCTe, HO Yalle
BCero 3abonesaHue NPoABNAETCA B
KOCTAX U1 IETKMX.

Onyxonb Bbl3bIBAKOT pa3mepbl
1 yBennyeHne KonmyecTsa
NMMPaTUYECKNX COCYRO0B.

JinmpaHrnomartos Takke N3BecTeH,
Kak reHepannsnpoBaHHas
numdaTtunyeckan aHomanus (MA).

[T1A nmeet cxoxkee
c 60ne3Hbio
lopxema-

CrayTta. 75%

BCEX NaLMEeHTOB

c [J1A nmetot
nopakeHue Koctu,
YTO HaTaJIKuBaeT
HEKOTOPbIX Ha
BbIBOAbI, 4TO [JIA 1

6onesHb [lopxema-
CrayTa, ckopee
Heo6xoANMo
cyYUTaTb CNEKTPOM
nposABneHus

ofiHOrO
3aboneBaHus,
YyeM passiMyHbIMM
6onesHamu.

YTO TAKOE BOJIE3Hb TOPXEMA?

BonesHb lopxema pesKoe 3a6oneBaHne KOCTH, NPy KOTOPOM
CYE3aEeT KOCTb 1 Ha ee MeCTe YBEINYMBAIOTCA COCYLbl 1 TKaHU,
3aboneBaHuie Ha3blBaeTCs 6ONE3HbI0 MCUE3AIOLLEN KOCTN 1 TaKKe
O6LIMPHBIM OCTEOSIN30M.

- 0CTeO: KOCTb

- 1IN3: UCYE3HOBEHNE

BonesHb lopxema, TakKe U3BeCTHa nNog Ha3BaHVeM
6onesHb lopxema-CrayTa.

CunTaeTcs, 4TO OHa ABNAETCA 6/IM3KON K NMMPaHTIOMaTo3y B CBA3N
C NpopacTaHnem MMMdaTNYecKnx CoCcyfoB B KOCT. MocKonbKy
COCy/ibl POPACTalOT, OHN arpeccrBHO BTOPraloTCA B COCEAHIO0
KOCTb, MPUBOAA K Pe30pbLui 11 3aMeHe TKaH) aHroMaTo30M.

KAMOLLIN®OPMHbIA TUMOAHIMOMATO3
KanownpopmHbIn numdaHrmomaros otamnyaetca ot [MA
HapYLUEHHbIMI BEPETEHO0BPa3HbIMY IMMATNYECKUMM
KneTkamu. B Hannumm orpaHnyeHHoe KonnMyecTBo MHGopmaLmu

0 JONITOCPOYHDBIX pe3yfibTaTax NaLlMeHTOB C KanownGopMHbIM
NMMdaHTMOMaTO30M, B CPAaBHEHU C APYTVIMU NaLMEHTaMu C
reHepany30BaHHON MumdaTtyeckoin aHomanuen (IA). MayneHTsb
C KanownpopMHbIM MMMPaHrMOMaTo30M MOTyT UMETb bonee
Moxue NPOrHo3bl, B YaCTHOCTM 113-3a Pa3BMTKA 3aboneBaHNA B
Nerkux.



JIMMOATUYECKAA CUCTEMA 310POBbIE JIMMOATUYECKUE
HAPYLIEHUA
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ﬂumtﬁamuqec:(ue HapyweHusA e wee, njie4de u cnuHe.
JlasneHue 8 mecme HapyweHusa uHo20a hposoyupyem

paspeie Hebobwux Kpos8sAHbIX cocyaoe 8 KOXe.

Jlumpamudeckoe HapywieHue 8 Hoze.

ﬂumd)amuqecKue HapyweHusa 8 Kocmsax
mogym ocnabums ux. BoamoxHo
UckpusJieHuUe cnuHbel npu nopakeHuu
NO380OHKO8.

KTO BOJIEET?

3aboneBaHue NOpPaKaeT My>KUMH U XKeHLUMH, IIoboI pachl
1 He IeMOHCTPUPYET HaCNeCTBEHHbIX 3aKOHOMEPHOCTEN.
3aboneBaHue MOXeT NOABUTLCA B 10OOM BO3pacTe,

HO YacToTa NPOABNEHNA CaMas BbICOKas y AeTen u
noapPOCTKOB. [TPU3HAKNM 1 CUMMTOMbI, Kak NPaBuio,
nposgnatoTca Ao 20 neT, 1 3a6oNeBaHie YacTo OCTAeTCA He
MPW3HaHHbBIM Y B3POCSIbIX.

HACKOJIbKO YACTOE 3ABOJIEBAHUE?

113-3a pefKocTn 3a60M€BaHS, YacTo CTaBUTCA
HerpaBuUbHbIN INArHO3, HEU3BECTHO, CKOMbKO NII0Aei
nopaeHbl 3TUM 3abonesaHvem. [1o nogcuetam exerogHo
ot 10 go 30 HOBbIX NaLMeHTOB poxaaeTca B EBponeiickom
Cotoze c [T1A n 6onesHblo fopxema-CrayTa.

KAKUE CUMNTOMBbI?
PaHHWe npu3Hakm 3abonesaHA B rpyan, cnepyiolyve:
XpuineHue, Kallenb 1 OLLyLIIEHVE HEXBATKI BO3AYXa,

Bonb, B KOCTAX MOFYT OTHOCKTb K «POCTY KOCTE» Y
MonoAbIx AeTel. BMecTe ¢ 60nbto B KOCTY, NEPBbIM
Npr3HaKoM 3a60/1eBaHNA MOXET ObITb MATONOrUYECKMIA
nepenom.



JIVATHO3

MocTaBWTb NPaBUbHbIA AUArHO3 JOCTaTOYHO CIOXHO
11 4acTo ero CTaBAT HenpasuibHO. Pefikoe 3aboneBaHyie
C NpU3HaKamm Jpyrux 6onee pacnpoCcTpaHEHHbIX
3aboneBaHmii, TakMX Kak acTMa 1 0CTeONopos3.

MuBasna

HecmoTps Ha BO6POKAUECTBEHHDIN XapaKTep
3aboneBaHus, N0 Mepe pa3pacTaHnA COCYA0B, MPONCXOANT
arpeccrBHOE BTOPXEHUWe B COCEAHNE TKaHW, KOCTW 1n
opraHbl, YTO NPUBOAUT K Pe30pOLMM 1 3aMeHe TKaHM Ha
aHromartos.

WHCTpYMEHTbI ANarHoCcTuKm

B 1o Bpema noka peHtren, KT, MPT, ynbTpassyk,
numaHrnorpadums, ocTeocUMHTUrpadua n 6poHxockonua
OTbIrPbIBAOT POJIb B ONpeAeneHn 6onesHu,

6u1oncua ocTaeTcAa OAHO3HAYHbIM CPeLCTBOM AiN1A

AvarHocTnpoBaHus. buoncus (HebonbLoi obpasel

TKaHW) 3a60p ANnA NoaTBEPKAEHUA ANArHo3a 1 NPOBEPKK
0CobeHHbIX MapKepoB ANA NPOBEAEHUA Tepaniu.

Tem He MeHee, CyLLeCTBYIOT OTUETDI, NPY KOTOPbIX
6u1oncus NprBena K CepbesHbIM OCTIOKHEHUAM, TAKUIE KaK
ype3mepHoe NpocaurBaHye v Nmda B nnespe. ObcyanTe
3TO CO CBOMM [JOKTOPOM M/IN KOHCY/IBTAaHTOM.
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MPT cHUMKU nuMmpamuyeckux
HapyweHul 8 wee, njie4e u cnuHe.
bonbwuHcmM8eo ceemibix 30H
NuM@pamuyeckas xuokocme. Mosz
makxe ceem/ibit, HO He NOPaXeH.

MY

cnesa: cHumok MPT
ciumMepamuyeckumu
HapyweHuamMu

cnpasa: CHUMOK
peHmeeHa moui

Xe camoli Kocmu ¢
aumpamuyeckumu
HapyweHuamMu
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KAKAA TEPANMA BOSMOHA?
CraHpapTHbI NOAX0A K Tepanumn
numdaHrumatosa n 6onesHu fopxema
OTCYTCTBYET.

JleyeHne vacto npn3BaHO CHU3UTb N obneruntb
npoAsieHne CMMNTOMOB, TaKUX KaK yCTanoCTb 1
nogasnieHNe UMMyHUTETa.

YacTo HeBO3MOXKHO y6paTb OnyXxosb, NOTOMY
4To NMMMdATNYECKIME COCYbl OKPYKEHDI
KpOBeHOCHbIMI. JleKapCcTBeHHas Tepanus,
AVeTa, MHBA3UBHAA PaAVoNOria U XUPYpPriis,
BO3MOXHble CNoCobbl ieueHurs. Heobxoamm
MHOFOCTOPOHHUIN NOAXOS,.

[pumepbl nekapcmeeHHoU mepanuu:
- Cuponumyc

- bucdocdonatbl

- BuHKpUCTUH (XmroTepanus)

- Tannpomma

Jluema (Heobxodumocms 3asucum om

cayyas):

- MONHoe napeHTepasnbHoe nutaxme (MMNMM)

- AVETa C HU3KMM COAEP>KaHNEM KIPOB 1
BbICOKVM CofiepKaHrem 6enKkoB

WHeasueHas paduonoaus:
- CKnepo3vpyoLas Tepanus

Xupypeudeckue 803MoXHOCMU:
- [peHax

- KOCTHbIi1 LleMeHT

- TpaHcnnaHTauus




HEOBXOAMMO ELWLE OAHO MHEHUE?
ViHorpa foKTopam CnoxHoO NocTaBUTb
MpPaBWNbHbIA AnMarHo3. nm cnoXHo HasHaunTb
npaBubHOE NleyeHwe, NOTOMY UYTO y AOKTOpa
HeT 3HaHWA 3Toro 3aboneBaHuA. MockonbKy
3aboneBaHune o4YeHb pefKoe.

LGD Alliance Europe moxeT nomoub Bam
CBA3aTbCA C AOKTOPamM co Bceil EBponbl
VIMEIOLLMU OMbIT PaboTbl € IMMbaHrMOMaTo30M
1 6onesHblo fopxemma.

PEECTP MALUMEHTOB

Be3 nauneHToB He 6b110 6b UHGOPMaLUK 1
HayuHbIX 1CCneoBaHuin. BoT nouemy 6bin
OCHOBaH MeXAyHapOoaHbIi peecTp NaLyeHToB
C nHbopMaLeir, uCTopren cembi 1 JpyruMn
BaXKHbIMU AaHHbIMU. Mbl Haieemca, UTo
nHbopmaL s, cobpaHHas B peecTpe NoMoXeT
nyylle AMarHoCTMPOBaTh 1 IeUNTb NaLMEHTOB
ONA ynyJleHnsa KauecTsa XusHu. na
pervncTpaumn 3angute Ha www.lgdaregistry.org
MbI € pagoCTbio NprMeM Bac B peecTp.

COOPYXECTBO

Korga nmeelub peakoe 3a6oneBaHue, KaxeTcs,
YTO HMKTO HE MOHKMAET Tebs. BoT nouemy y Hac
ABe rpynnbl B Facebook: ogHa ana nayueHTos (B
Cnyyae HeCOBepLUEHHONETVA AN1A poguTenei)

1 ofiHa AnAa ceMby 1 Apyrux. llomymo 31oro

Mbl MOXeM MO3HAaKOMWTb Bac C ApYrumm
nauveHTaMmn 1 CEMbeN.




KOHTAKTbI MAPTHEPbDI

Ecnny Bac ecTb BONPOCHI MK NoXenaHusa Ha mectHom yposHe LGD Alliance

CBAXMTECH C HAMU AN1A NONYYEeHNA NOMOLLU. Europe npeactasnstot Alfie Milne Trust B

MaumeHTbl BCeraa MOryT HanmncaTb Ha: Bennko6putaHuu, LGD Alliance Nederland

patients@lgda.eu (Hupepnangbi) n and LGD Alliance Belgium
(benbrua) n HeCKONbKO 3aLYUTHNKOB NHTEPECOB

Bonee nogpobHo npo LGD Alliance Europe n 6onbHoro B fpyrux ctpaHax EC.

MECTHbIX MAPTHEPOB MOXHO y3HaTb Ha caiTe:

www.lgda.eu Kpome Toro, Mbl BbINOHAEM COBMECTHYHO
paboty no numdaHrmomaTtosy v 6onesHu

NOAAQEPXUTE HAC [opxema ¢ gpyrumm opraHn3aLmamm, Takumm

MecTHble naptHepbl LGD Alliance Europe kak HEVAS, CMTC-OVM, VSOP, RADIORG,

ABNAITCA 3aPerncTPUPOBaHHbIMU Eurordis, EBponeiickoin Komuccuei no pegkmm

61aroTBOPUTENbHBIMM OPraHu3aLuamu. 3abonesaHuam n LGD Alliance B CLLA.

Mbl npefocTaBnAeM BaxHyI0 NOAAEPKKY i
naLmeHTam, UX CeMbAM, a Takke HayuHble (9 LG D AI I lance
nccnefoBaHua 6ol Gbl HEBO3MOXHbI 6e3 : ¥ wh

HaluX LWeapblx 6narotsopuTeneit. Ha caitte “ :
Bbl MOXeTe y3HaTb, Kak MOXHO MOMOYb HaM,

Lymphangiomatosis & Gorham’s Disease

ABNAACDH (I)MSHMHOM, OOBEPEHHbIM NNLOM 1NN

opraHusaumen. :
) &%), LGD Alliance
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alfie milne lymphangiomatosis trust



