MoskeT ObITh, HACIEACTBO U TPAAUILINU — 3TO
HE BCE, YTO Bam nepenanu...

bOJIE3HD
[ OLIE

bone3us ['ome saBiisieTca reHeTUYECKUM HApYILIEHUEM,
IepeAaBacMbIM OT IMOKOJIEHUS K TIOKOJICHUIO.

Omna BcTpedaeTcs HanboJjee YacTo y €BPEEB — BHIXO/IIEB U3
Bocrtounoit u LlenTpanbHoit EBpOIbI, HO €11 MOTYT OBITH
MOJABEPKEHBI JIFOJIA U3 JIF000N ITHUUECKOW IPYTIIIHI.

[ToxanylicTa, MO3BOHUTE HALIEMY FOBOPSAILEMY MO-PYCCKH ONEPATOPY, €CIIH
CJIEIYIOIE CUMTOMBI TOBOPAT O TOM, YTO y Bac MoxkeT ObITh 00J1€3Hb

I'ome:
- bonu B xocTax - YBennueHHas cejie3eHKa Wi IeYeHb
- Anemus - [Tepenombl HEMOHSATHO MPOUCXOKACHUS
- HacTble KpOBOTEUYEHUS U3 HOCA - Jlerko Bo3HMKAaIOIIME KPOBOTEUCHUS U CUHSIKHU

Dma boneznv moxcem ObIMb U3NCUCHA.

Ecnu y Bac umeetcs nmoarBepxkaeHHast UCTOPHs 3a00JIeBaHUS B CEMbE WIH
COOTBETCTBYIOIUE CUMIITOMBI, aHAJIN3 MOXKET ObITh IPOBEICH.

Llooicanyiicma, obpawatimecs K HAM, HOKA euje ¢ 00NEe3HbI0
MOIICHO cnpasumuvcst!

1-800-465-9900

(CnpaBounas tuaust MenquuuHCcKoro koyutemka Ondanu)



Jo6po moxanoBaTh B mporpammy o bomnesnu [ome

JHoopo IToxanosars B [Iporpammy no bosnesnu INomie

B MeaunuuackoM kosutemke Omdanu
(Otnenenue ['emaronorun/OHKOIOTHN)

Kak Bpl yxe 3amerunu, crpanuinsl VMuTepHera mo Oone3nu [omie momHbl o0miei
uHpopmanueii. Tem He MeHee, Hamla 3a7ada — YJIEJIUTb 0CO00€ BHUMAHUE JIOMSM,
KOTOpBIE CEPbE3HO 03a004YEHBI B CBA3M ¢ Oosie3Hbto [ome.

K10 MBI Takue?

[Tporpamma I'ome B Meaurmackom komemke Onbanu Oblia oOcHOBaHa B HOsIOpe 1991
roga C LCJIbrO O6€CH€‘-I€HI/I$I ,Z[I/IaI‘HOCTI/IpOBaHI/ISI 1 JICUCHUA .HIO,HGI\/'I BCEX B03paCTOB,
cTpanaromux 6ose3nsto [ome. [Iporpamma yKoOMIUIEKTOBaHA TPYIIION MEIWKOB U
TICUXOJIOTOB, KOTOPBIE CTAPAIOTCS 00ECIIEYUTh ONTUMAIBHOE JICYCHUE TEM, KTO CTPAIacT
9TUM 3a007E€BaHUEM.

[Tporpamma I'ome B Meauimuckom kosemke OnbaHu Bce ATH TOBI padoTana ¢
IeJICHAPABICHHBIM YCUIIMEM 00pa30oBaTh MEAMIIMHCKOE COOOIIECTBO U o01Iee
HaceJICHHE C MOMOLIbI0 MEUIIMHCKUX JIEKINH, KOPPECIIOHACHIIUU, 00pa30BaTEIbHOTIO
TEJIEBUJICHUS, PAIHO MPOTPAMM H “SPMapOK 3I0pOBbs” ¢ OKYCOM Ha PYCCKOTOBOPSIIIEE
HaceJieHue. B nononHenue, mporpaMma COTpyAHHYAET C IPYTHMU LIEHTPAMU IO
nedeHuto 6onesnu ['omie Bo BceM mupe.

Kak mb1 MmoxxeMm BaMm momModb?

Pannee BoigBicHue Ooe3nu I omie AaC€T BO3MOXHOCTb paHHETO BMCHIATCIILCTBA U B
CBs3H1 C OTUM YJIY4YIIACT KAQYCCTBO JKU3HU U MOXKET CIIaCTH )KHU3Hb.

Hama mporpamMma nmeeT o0pa3oBarenbHble MaTepUalibl, JOCTYIHbIE KaK JJi1 OCHOBHOMN
Macchl HaceJIeHUs, TaK U s Tpo(eCCHOHANIOB BO Beel cTpaHe. MHpopmanus 1ocTynHa
Ha aHIJIMMCKOM M PYCCKOM SI3bIKaX.

B Hacrosimee Bpemst y Hac ecTh BO3MOKHOCTB OecriiaTHO TecTupoBath xkuteneit CIIA,
KOTOPBIE UMEIOT MOJIOKUTEIBHYIO CEMEIHYI0 HcTOpuIo (OrKaiiiue poICTBEHHUKA
KOTOPBIX 00JBHBI 00JI€3HBI0 [0111€), MiTH TeX, KTO UMEET JBa WIIH OOJIbIIIE CUMITTOMA,
MOATBCPIKACHHBIC JICUAIIITUM BpauCM.

Ecnu ananu3 kpoBH MoATBEpKAAET, uTo y Bac 6onesns [Nome, nmporpamma nomoxxer Bam
HaWTH COOTBETCTBYIOIIEE MEAUITMHCKOE 00CTykrBaHue B Baimiem paiione u Oyaer
COTpyAHMYATh ¢ Bamum nevammm Bpayem, 4To0bl 06ecrieunTh 00CIe10BaHue U
JICYCHHUE.



I'ne Bel MOkeTe HAUTH ITOMOIIE?

Ecnu B o6nacTu, rae Bel xkuBeTe, €CTh mporpaMma 1o Je4eHuio 0oJie3Hu [ orre, Mbl
HaIpaBIIsIeM MAIUEHTOB B 3Ty OpraHU3aIUIO Ui 00CIeI0BaHus, TIOCTIE YeTo JIeYalnui
Bpad MoJjiydaeT BCIO HEOOXOAMMYI0 HH(POPMAIIHIO.

Ecim y Bac ectb Bonpocsr o 6ome3nu ['omre, nimu Bel cautaere uto y Bac ectb aTa
00J1e3Hb, MOXKAITYICTA, CBKUTECH C HAMU. MBI clieJlaeM BCe, YTO B HAIIIUX CHJIAX, YTOOBI
nmomMous Bawm.

Linda B. LaBier, RN Harry G. Dunn, MD
Menemxep nporpammel [ome Hupexrop nporpammsl ['omie
Ortenenne reMaToI0THH/OHKOIOTHH, A-52 Ortenenne TeMaToIOTHH/OHKOIOTHH, A-52

Albany Medical College
47 New Scotland Avenue, Albany, New York 12208-3479

1-800-456-9900

ABTOOTBETYHK Ha PYCCKOM U AHTTIHACKOM SI3BIKaX.

ITporpamma I'ome corpyauuuaer ¢ Northeast Regional Gaucher Network — rpynmoii mo
MOAJIEPKKE JII0JIeH, CTpajaroImux 0osie3Hbio ['o1e, a Takke WICHOB UX CEMEH U Ipy3eH.


http://www.amc.edu/index.cfm

[ToxxasnyiicTa, 3aIOTHUTE M OTOILIATE BOMPOCHUK B Meaunmuckuii koyempk Onbdanu ¢
eNBIO OTlpe/ieNieHus Batiero mpaBa Ha TecTUpoBaHUE Ha OonesHb [ore.

BonpocHuk 1o 6ose3nu [Nomre.

Hata (Mecsi1y/aeHn/Tomn) Hata poxaeHusi(MecsIy/IeHb/TO )
Nmsa

Anpec

T'opon [rar ITouTOBBIN KO

Tenedon: Jlomanrauii Pabouwnit

E-mail

RENS)

. beimn iu Ber muarnoctupoBansl ¢ 6one3nbo ['ome?
Ecnu na, neuurecs nu Bol ceifiuac?
Ecmu nma, rne?
. bbut 111 kTO-HUOYAB U3 Bammx Onmkaimx poJICTBEHHUKOB JUATHOCTHPOBAH C
oonesnpto ['ome?
Ecnu na, xTo?
. Bel miin Bamia cembs eBpen?
. Bol unm Bamma cembst u3 Boctounoit wnu Llentpanshoit EBponbi?
. beimn in y Bac nnm ecTh B HacTosiiiee BpeMsl CIIEYIOLIUEe CUMIITOMBI:
__ AHewmus (MOHMKEHHOE KOJIMYECTBO KPOBSIHBIX TEJIEII)
___ Cnabocth
____Jlerko BO3HMKAIOIIME CUHSIKHU
___Yacrele kpoBOoTeUEHHS (0OCOOCHHO U3 JIECEH)
____Yacrble KpOBOTEUEHHS U3 HOCA
____ VBenuueHHas NE€YEHb
____ YBenuYEHHas CEJNEe3CHKA
___ HeoOpbsicauMbIe epenomMbl KOCTEH
Ecnu na, To raoe?
___ HeoOpbsicauMble 6011 B KOCTAX (0COOCHHO HMIKHSS YaCTh CITUHBI)?
Ecnu na, To roe?
. Jlenanu nmu Bel HegaBHO aHANINU3 KPOBU?
Ecau na, 3maere nu Bor:
KonuyecTBo remornobuna? KonuyectBo Oenbix Temen?
. Ectb mu y Bac npyrue 6one3uun?
Ecmun nma, xaxue?

. aete 11 Bbl cBOE paspenieHne Ha TO, YTOOBI MbI TO3BOHMIIM Bamemy nevaremy
Bpauy?
[Moxanyiicra, naiite Ham uMms Baiiero nokropa, ero agpec, Homep tenedona u fax:

x>

Otkyna Bbl y3Hanu o Hac?




Cnacu6o 3a koHTakT ¢ MenuuuackuM kosutemxem Onbanu. Meacectpa u3 jgedeOHOTO
1eHTpa cBsokerca ¢ Bamu B Teuenun 10-14 nueit. Ecniu Heo6xoaumo, Bac HampassT Ha
o0cnenoBanye MO BEIABICHHIO Oone3nu [ome B Bameii oGmact, wmu

Bamemy noKTOpY BBHIILTIOT IO MTOYTE BCE HEOOXOAMMOE JIsi TPOBEICHUS aHAN3A.

HAYATDH CHAYAJIA OTOCJIATDH

[HOME] [GAUCHER PROGRAM] [OTHER GAUCHER LINKS]

Menununackuit = Ileatp B OmnbaHu  SBAsSETCS  €JUHCTBEHHBIM  aKaJEMUUYECKHM
MEIMIMHCKMM HAy4HBIM LIEHTPOM B 25 paiioHax Boctounoro Hiro-Mopka u 3amammoit
HoBoit Aurmmmn. OH 00BeIMHSET MHOTO  MporpaMM B MEIMIIMHCKOM IIEHTpPE |
MemunimmackoM koiuteke Omdanu.

[Toxanyiicta, oTnipaBisiiTe Bamm Bompocskl 1 KOMMEHTapHUH Ha
Gaucher Hotline



http://www.gaucherdisease.com
http://www.gaucherdisease.com/gaucherpro.html
http://www.gaucherdisease.com/links.html
mailto:lindalabier@earthlink.net
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