OABPU

UHOOPMALIUSA
ANA NALUUEHTOB

BbOJIE3Hb

Bonesxub ®abpun —
peakoe, cepbesHoe,

HO nogaaoLeecs
neyeHuio 3aboneBaHne.

Llenb 3toro ndpopmamoHHoro
marepuana coCToUT B TOM, 4Tobbl
OTBETUTb Ha PAJ BONPOCOB, KOTOPbIE
MOTYT BO3HWKATb Y BAC O MPUYMHAX,
HaCnenoBaHuK 1 neYyeHun:b0ne3Hu
®abpw, a Takke AaTb PekomeHaaLmn
O TOM, YTO HYKHO [ieNnaTb, ec1 Bam
N YneHy Balliev CeMby YCTaHOB/IEH
AMarHo3 3toro 3abonesaHus.

ITOT AOKYMEHT He JOMKEH UCNONb30BATHCA B PEKNAMHBIX LIESIAX




BonesHb Qabpu (nnm 6onesHb AHgepcoHa-

®abpu) — 310 HeYacTaA HaCNeaCTBeHHanA

6one3Hb, Bbi3bIBaEMAA CHUMKEHUEM aKTUBHOCTM
bepmeHTa, KOTOpbIN Ha3biBaeTCA anbda-
ranakto3maason A, BCNeACTBME reHETUYECKOrO
U3MeHeHVA (MyTaumaA). STOT GEPMEHT OTBETCTBEHEH
3a paspyLLeHVe XMPOBOTO BELLECTBA, Ha3bIBaEMOTO

\ R DIA7?
 ®ABPIA?

rnobotpuaoauniiepamuaom (Gb,), B knetkax
opraHu3ma, Hakonnerue Gb, B kneTtkax
HapyLuaeT 1x obbiyHble GyHKLW, NPYBOAUT

K NporpeccupyioLLemMy NOBPEXAEHNIO OpraH13ma
11 BO3HUKHOBEHMIO Pa3HOOOPasHbix CUMNTOMOB

1 OCNIOXHEHNI.

KAK YCTAHABJIUBAETCA OUATHO3 BOJIE3SHU ®ABPI?

BonesHb Pabpwu 6biBaeT O4YEHb TPYAHO OTIMUUTD
ot 6onee pacnpocTpaHreHHbIX 3a60neBaHui,

Y NaLMEHTBI MOTYT B TEYEHUE MHOMVIX NeT
ocTaBaTtbcA 6e3 npasunbHoro anMarHo3a. OaHako
NOC/E TOro, Kak BO3HWK/O NOAO3PEHME, UTO

y NaumeHTa MOXeT UMmeTb MecTo 6onesHb Pabpu,
TOYHbI AarHo3 3Toro 3aboneeaHna MOXeT BbiTb

Jleyerwie 6onesnn Oabpm COCTOUT B 3aMeLLieHnM
pedbUMTHOTO PEepMEHTa C MOMOLLIbIO
depmeHTO3amecTUTenbHOM Tepannm (B3T). OHa

NpOBOANTCA C MOMOLLIbIO BHYTPUBEHHOTO B/IIBaHWA.

YCTaHOBEH C NOMOLLBIO MPOCTOrO aHanM3a KPOBM.
MosToMy, ecnv Bbl MOAO3PEBaeTe, YTO Y Bac Wn

Y KOTO-TO 113 BaLLMX POAHbBIX MOXKET OTMEYaTbCA
6one3Hb Gabpw, Hy>kHO NOrOBOPUTL C BaLLUM
CemeiHbIM BpayoM O AanbHENLLIMX KOHCYNBTaLUmAX
1 0bCcnegoBaHWM y CneumanmcTa rno reHeTUHeCKMm
3aboneBaHunAM.

B 6onblwmHcTee cnyyaes O3T ncnonb3syetca

BMECTe C pa3nyHbIMI METOLAMM JIEYEHWA
KOHKPETHbIX CUMMTOMOB. 3TV METOAb NOAbMpatoTCA
VHAVBMAYANbHO.



BonesHb Qabpw He 3apa3Hoe, a HacIefCTBEHHOE
3abonesaHue, KOTOPOE MOXET NepefaBaTbCs

MO 3aKOHaM reHETUKM OT POAUTENeH K AETAM, TaKUM
06pa3om, Kak 3TO NMOKa3aHO HUE.

Kaxaasa KneTka B Yenoseyeckom opraHmnsme
COOEPMUT XPOMOCOMbI — HIUTEOBPa3HbIe
CTPYKTYPbl, HECYLLE FTeHETUHECKYIO MHOOPMALMIO.
Y KEHLLUMH B KON KNeTKe MMEITCA

0Be X-XpOMOCOMbI (MO OFHOWM OT KaX4oro
POAMTENS), @ Y MY>KUYMH UMEETCA OAHa X- 1 OfHa
Y-XpoMOCOMa (X-xpOMOCOMa MosTyYeHa OT MaTepy,
a Y-Xpomocoma — OT OTLa).

[eH, KoTopbIi noBpexaeH npu 6onesxn Gabpw,
pacronaraeTca Ha X-XPOMOCOME, ITO O3HaUaET, YTo
OHO Bcera byaeT BO3HUKATb Y My»KUMH, TOTOa Kak

Y KEHLUMH (MX Ha3bIBAKOT «HOCUTENAMMY) CUMNTOMbI
MOFYT OTCYTCTBOBATb M/ BO3HMKAIOT, HO BblpaeHbl
He CTOMb 3HAYUTENBHO, KaK Y MY»KUMH, UK
nosABnAoTCA B Honee cTapluem Bo3pacTe.

Y MaTepu-HOCUTENA LWaHC nepeaars 3ToT

O X' X

WA

M3MeHEeHHBIN reH pebeHKy (ManbuvKy Unm [eBOYKe)
cocTaensaeT B cpeaHem 50/50, a Gonetowmin otely
nepenacT U3MeHeHHbIN reH CBOUM JOYEPAM, HO He
nepenacT CbHOBbAM. Hitke NpuBOAATCA pe3ynsTaTh!
3TUX [BYX CLieHapVeB:
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KAKY3HATb, MOl IN KTO-HUBYAb U3 MOUX
POACTBEHHUKOB YHACNIEQOBATDb BOJIE3Hb ®ABPI?

feH, oTBETCTBEHHbIV 33 6onesHb Gabpu, MoXeT
nepefaBatbcA Yepes bonbLioe YMCIO NOKONEHNN,
MO3TOMY MOTEHLManbHO 60MbHBIMLA MOTYT BbiTb
MHOrve 6nkH1e 1 fanbHne poaCTBEHHUKW. [na
onpepeneHuns prcka HacheaosaHua 6onesqn Oabpu
BaLLMMM POACTBEHHUKaMK, BPaY NMOMpPOCUT Y BaC

Ha «nepese», n3obpaxatotiem poaoCcIoBHYI0
CeMbM, KBaapaTukamin 0603HaUAIOT MyKUWH,
KPYKKaMu — MKeHLLWH v 3aTeHAoT GUrypbl Ans
Tex UL, Y KOTOPbIX MOTIO OTMEYaTbCA flaHHOe
3aboneBaHve. JTa CxeMa No3BONAET NPEACTaBUTL
fornbluoe KoNMYeCTBO CKOHLIEHTPUPOBAHHOM
MHPOPMaLIV B BUIe NPOCTON AMarpammbl. Bpaun
MOTyT B JalbHeillem ncnonb3osaTs ee ans
BY3yanm3aumm TUNOB Hac/edoBaHMs, BEIUNCIEHS
pUCKa ANA Kaxaoro uneHa cembm 1 BbIABIEHNS
TeX NI1L, KOTOPbe A0MKHbI BbITb 0BCNeaoBaHb! A
YCTaHOBMEHMA AnarHo3a.

YTO HYXKHO OENATD, ECJIN
MHE YCTAHOBJIEH AUATHO3
BOJIE3HN ®ABPI?

BonesHb Qabpu — cnoxHoe 3abonesaHve,
KOTOPOE 4acTo He AnarHOCTUPYETCA Uiu
AVarHOCTUPYETCA HenpaBuibHO. TOYHbI AMarHo3
MO3BONAET CBOEBPEMEHHO HauaTb feyeHue. B caszn
C HaC/eACTBEHHbIM XapaKTepoM 3TOro 3abonesaHus
€ro AMarHOCTUKA BaXHa He TOMbKO A1A Ballero
3[I0POBbA, HO MOXET TaKXe UMETb 3HaYeHre ans
UNeHOB BaLLelt Cembi.

Y Kaxgoro BHOBb BbIABNEHHOMO NaLmeHTa ¢ 60ne3Hbio
®abpw (ero Ha3blBakOT «POGAHAOMY) C MOMOLLBIO
aHanm13a poAOCNIOBHOM B CEMbE 113 HECKOMNbKIAX
NOKOMEHUI MOXXHO BbIABWTH PSS A0NONHUTENBHbIX

e YTO NPEACTABNAET COBON AHAJNIU3 POAOCNIOBHOMN?

CBeaeHMA 0 MEANLINHCKOM MCTOPUM YNEHOB CEMb
1 COCTaBMUT CXEMY CEMEMHOMO «aepeBay, UCNonb3ya
CMMBONbI 418 M306paXKEHNA reHETUYECKINX
B3anmocsazen. CocTaBneHme Takon cxembl
Ha3biBalOT aHANIM30M POAOC/IOBHOWN.

CnyyaeB 310ro 3abonesaHus. Mostomy Heobxoaumo
NOrOBOPWTD C BaLLIMM BPAUYOM W/N KOHCY/IBTAHTOM-
EHETVUKOM O CO3AaHWM CEMEMHOMO POAOCNOBHOMO
«[1epeBay, YTobbl MOHATL, TPEOYETCA U NpoBeAeHUe
obcnegosaHUsa KOMy-M6O 13 BaLLWX POAHBIX.




KAKOBbI CUMIMTOMbDI BOJIE3BHU ®ABPU?

Y Kaxporo nauveHTa 6onesHb CDa6pv1 MOXET NPOABNATLCA NO-Pa3HOMY, CTENEHb BblPaXeHHOCT CUMNTOMOB
W UXx KOM6VIHaLMI/1 MOTYT OTNUYaTbCA. Hwxe NPWBOAATCA Hanbonee yacTble NPW3HaKM 1 CUMNTOMbI:

—— [lopaxeHwva rnas

HapyweHwua cnyxa,
Hanpumep, 380H B yLuax
VNN CHUXKEHWE Clyxa
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o d Bonee cepbesHble
HapyLUEeHNA CO CTOPOHbI
HapyweHus cepaua, noyek
NOTOOTAENEHWS, 1 HEPBHOM CUCTEMbI
NpVBOAALLME K YacTOMY TUMWYHBI ANA B3POCTbIX
NOBbILLEHMIO TEMMNEPATYPbI nauMeHToB BCeACTBKe
Tena v NNoxom NpOrpeccMpoBaHuA
6onesxu

NePeHOCUMOCTI Kapbl
1 dU3NYECKMX Harpy30K

Menkue npunogHATbIe Haf
KOXeW TeMHO-KpacHble
obpazoBaHuA
(@HrnokepaTombl)

HapyleHusa co CTOpoHbI
MKenyaoYHO-KMLIEeYHOro
TpakTa: 60k, TOWHOT3,
pBOTa U Anapes

borb n UyBCTBO XXKEHWA
B KUCTAX 1 CTOMaX

[enpeccua n yctanocts




KAK MHE CNEAYET U3BECTUTb YIEHOB CBOE CEMbU

O MOEM 3ABOJIEBAHUWN?

CoobuieHne uneHam Ccembu O TOM, YTO Y HKX

MOXET UMETLCA pUCK pa3suTua BonesHn Qabpw,
NpeacTaBNAETCA HenNpocTom 3agaden. OgHako Baw
Bpay WM KOHCYNbTaHT-TeHETUK MOTYT NPEANOXUTbL
6onbLoe konnyectso cnocobos, obneryatowmx
obuieHue ¢ Bawmmm pogHbIMK. lencTeuTensHo,
nepep Tem, Kak NOroBOPUTL C UEHaMM BaLLEN
Cemby, NONPOCKTE COBETA Y 3TUX MEAUUMHCKNX
cneumanuctos. OHW NoAroToBAT Bac K MCKpeHHeMy
1 BaXXHOMY Pa3roBOpY, KOTOPbIA O6NerynT PaHHIoKw

AVArHOCTUKY W NeYEHMe Tex POACTBEHHWKOB,
Yy KOTOPbIX UIMEETCA PUCK pa3BUTUA BonesHu
Dabpw.

Kpome TOro, CywecTeyeT HECKONbKO opraHu3auum
NaUWEHTOB, B KOTOPbLIX MOTYT NPENOCTaBUTL
AONONHUTENBHYIO MH(bOpMaLM!O 1 NOMOLLb.

Cseperun 06 3Tux OopraHunsaunax NpuUBOAATCA
HUXE.

bonbuwe nidpopmaumm o 6onesHmn Qabpu n rpynnax nogaeprku
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