30HIOBOE ITUTAHUE

«Memns nonpocuiu npuHANtb peulterue 00 ycmaHoeKe numameilbHoco 30HOd...»

Heo6xoauMocTh NPUHATH PELICHUE O BBEAECHUM MUTATEIBHOTO 30HJa Ha JJIUTEIbHOE BpEMsS BaM WM KOMY-JITHOO
U3 BallUX OJM3KUX MOXKET BBI3BIBAThH CIIOKHOCTH U MepekuBaHus. JIFOIH, CTONKHYBIIUECS ¢ MOAOOHOI pobiaeMoii,
PaccKa3bIBAOT, YTO B IIPUHATUU PEIIEHUS UM OOJIbIIIE BCETO MOMOIVIM YECTHBIE OTBETHI Ha UX BOIIPOCHI.

O/IHAKO xaxaast cUTyanusi IMEET CBOU HIOAHCHI. TO, 4TO IOMOITIO KOMY-TO PEHIUTh MPOOIeMy KPaTKOBPEMEHHOTO
HapyIICHUs TUTaHUS, MOXKET He MMOJJIOMTH YeJIOBEKY, HaXOIAIeMyCsl Ha MOCJIEAHeH CTaAuu TepMUHAIBbHOMN 00JIE3HN.

COALITION for COMPASSIONATE CARE of CALIFORNIA

Yro Takoe mUTaTETHHBIN 30HA? B kakux ciydasix 30HI0BO€ MUTaHUE
MeHee 11e1ecoo0pa3Ho?

B xenynok uepe3 HoC MOXKET BBOAUTHCS BPEMEHHBIN
MATATETbHBIA 30H]] (HA30racTPaIbHBIN 30H/) I
KpaTKOBPEMEHHOTO UCI0Ib30BaHus. [IuraresbHblii 30HA
JUISL IOJITOBPEMEHHOTO HCIIONIb30BAHHS HA3bIBACTCS
«30H[ VIS YPECKOKHOM IHJ0CKONUYECKOM [aCTPOCTOMUU
(U3IN)». C momouipio Hape3a B KOKE M CTEHKE KEeNy/Ka
JenaeTcs HeOOoNbIIoe XUPYPrI4eckoe OTBEPCTUE, Yepes
KOTOpO€ BBOAUTCS TPYOKa, 10 KOTOPOH MUTATENbHAS
CMECh JJOCTABIISETCS HEIIOCPEICTBEHHO B JKEITYJIOK.

Korzma naryeHTs! Ha caMbIX HO3AHUX CTAAMAX
JIEMEHIINN yTPadUBaIOT CIIOCOOHOCTH IIOTATh, 4aCTO
3TO ABIAETCSI HE N30JIMPOBAHHBIM COOBITHEM, &
BO3MOXKHBIM IIPU3HAKOM IIepexoia 3a001eBaHus Ha
TEepPMHHANBHYIO cTaanto. Ha mocneqaux cTagusax
MHOTHUX 3a00JI€BaHUH, BKIIFOUAs! IPOTPECCUPYIOILYIO
JIEMEHIINIO, JKEIYJOUYHO-KHIIEYHbIA TPAKT IIEPEeCTacT
paboTath, U pOoIieCC MUIIEBAPCHUS HAPYIIAETCsl.

KoMy B HanbosbIel CTeNeHn NOMOTaeT

Byner nu 61u3Kuii 4eJI0BEK roJI0AaTh?
30HJ0BOE MUTAaHUE?

HeKOTOpLIe JIIOOH 60${TCSI, YTO OTKa3 OT 30HOAOBOI'O

VcTaHOBKA BPEMEHHOTO [TUTATEIBHOTO 30Ha MOXKET MUTAHUS B MIOCTCAHUE THH )KU3HU 03HAYAET, YTO UX
OBITh MOJIE3HA JIULIAM, CAMOCTOSTEIBHO BBIIOIHSIOIINM OMU3KHUIA «yMPET FOJIOMHON CMEPTHION.
JKM3HEHHBIC QYHKLUH, HO IPOXOISIIMM XHUMHUO-

WY paJHOTEPaInIo JUIs JISUEHHS ONpeIeNIeHHBIX 970 He Tak. ['0n0HAA CMEPTh HACTYIIACT B TOM
BUJIOB Paka, a TaKKe JIUIaM, IEPeHECIIUM HHCYIBT Clly1ae, KoIZla roJIOAHOro 9CI0BEKA, OPTraHu3M

1 TIPOXO/SAIINM PeabHINTALMIO, IOTATeNbHAs KOTOPOTO HYXXJIAeTCsI B TUTATEIBHBIX BEIICCTBAX
(yHKIUS KOTOPBIX, BEPOSITHO, BOCCTaHOBUTCS. Jlnmam, ¥ CIIOCOOCH MX YCBOMTS, JINIIAKOT MAIIH. A KOTIa
CTpaJatoIM OOKOBBIM aMHOTPO(PUIECKUM CKIIEPO30M UDIEHHUSMAYMUDAIOMICT O HATMH ACIROTKASBIBATE
(6omesubto Jly [epura), BBeleH e 30Ha MOXKET OH MOXeET OBITh HECIIOCOOEH TOJDKHBIM 00pa3oM
TOMOUb, TOCKOJIBKY HAPYIICHHS [IOTAHHS MOTYT yCBanBaTh [TUTATEIBHBIC BELIECTBA, TOABACMBIC C
MOSIBUTHCS IO TOCTHYKEHHSI UMH TePMHHATBHOW CTa UK MOMOIIBIO MUTATEIIBHOIO 30HAQ, B PE3YJbTaTe 4€TO
STOI0 356 0CBARI, YBEJIMYHUBACTCSI BEPOSTHOCTD MOSIBICHHUSI B3Iy THS

KUBOTA U AUCKOM(OPTA.

PYKOBOICTBO JUIA ITPUHATHUA PEIHEHNUA



PYKOBOACTBO IAJIA ITPUHATHUA PEHIEHNU A

Kakue ocimoxHeHHS BO3MOXKHBI B CBSI3H C
30HJ0BBIM MNUTaHueM?

CIIy4asX 3TO MOKET IIPUBECTH K UCIIOJIb30BaHUIO CPENICTB
MEXaHUYECKOIO yACPKUBAHUS, T. €. K CHUKCHUIO
kompopra. Ha akTuBHOI1 cTaj My yMUpaHHUs TOCTOSTHHOE

BBenenue nuraTenbHOro 30HAa MOXKET HE BBI3BIBATh
HUKAaKUX OCJIOXHEHUH, OMHAKO MOTYT BO3HUKHYTh
kpoBotedenue (1%), nHpeKms 1 pazapakeHne KOXH
(1-4%), nmoaTexaHue COAEPIKUMOTO BOKPYT TpyOKH (4%),
pBoTa miu tonrHota (9—10%), nnapest nm crasmsl (12%).

CilyUT T IUTATEIbHBIA 30H
MpoUIAKTUKON TTHEBMOHHH?

30HA0BOC MUTAHHUC MOXKET BbI3BATH T'MIICPBOJICMHIO U
3aTPYAHUTD JbIXaHUEC.

UYro emie cnenayer yuyecTs Npu NPUHATAU
peLIeHus 0 30HJ0BOM MUTaHUNU?

CI0XHO OTOOBHHYTH Ha BTOPOH IUTaH HAIIY JIFOOOBB H
YBa)KEHHE [0 OTHOIICHUIO K YEJIOBEKY M IIPUHATH JIydllee
IUIsL Hero pelnenue. [I[puHnMast pereHne o 30HI0BOM

Pe3ynbTaThl HECKONBKUX HEAABHUX UCCIICAOBAHUMN JIUIT C
MO3AHEH CTaauel NEMEHIIUN WU IPOTPECCUPYIOLTIMHI
TePMUHAIEHBIMHU 3200JIEBAaHUSAMH HE BBISIBILTH
JI0KA3aTeNIbCTB TOTO, YTO IMUTATCIbHBIN 30H]T
MPEIOTBpAIIaeT pa3BUTHE MHEBMOHUH. B HEKOTOPBIX
CIIy4asix MPH UCTIONb30BaHUY IUTATEIFHOTO 30HAa PUCK
ITHEBMOHHIH MOXET Ja)Ke€ BO3PACTH.

CHMKaeT M NUTATEIbHBIA 30H] PUCK
Pa3BUTHSI IPOJIEKHEN U TIOMOTAET JIU OH B
UX JICYEHUH, €CIIU TIPOJIEIKHHU yKE €CTh?

MMUTaHUH, HEOOXOIMMO YIUTHIBATh O0IIEe COCTOSHUE
370pOBbS MALMEHTA ¥ UTOTOBBIC LIEIH JIeYeHNUs. [ TaBHBIM
MEPHUJIOM TIPH OLICHKE MHIMBUYaJbHBIX PUCKOB U
NPEUMYLIECTB JOJDKHO OBITH MPENOTBPALCHHE CTPAJaHUH.
Bo3morkHO, mose3no Oyznet 3agath cede Bompoc: «bymyT mu
NPEUMYLIECTBA OT BBEACHHUS 30H/a CTOJb 3HAYUTEILHBIMH,
YTO MEPEBECAT BCE PUCKH U HEYZOOCTBa?».

IIpu npuHATUY peuIeHNs] MOKET IIOMOYb IIPOSICHEHHE
JIMYHBIX, PEJIUTHO3HBIX U KYJIbTYPHBIX LIEHHOCTEH

B KOHTEKCTE 00OIIEro MporHo3a U MpeoyiaraeMoi
IIPOAOJIKUTENBHOCTH KU3HU.

Her HuKakux NOATBEPKAECHUN TOTO, UTO BBEJICHUE
MUTATENBHOTO 30Ha MIPEJOTBPAIIAET TOSBICHUE
MIPOJICKHEHN FITH 3aJIEUHNBACT y)Ke UMEIOIINECs MPOJISKHU
Y MaMeHTOB, HAXOMSIINXCS Ha TOCIETHUX CTAIMIX
TepMUHAIBHOTO 3a00sieBanms. [loBEIIIEHHOE MOYe- U
KaJIOOTACJICHHE B Pe3yIbTaTe 30HI0BOTO MUTAHUS MOXKET
YBEJIMYHUTH PUCK PA3BUTHUS MPOJIECIKHEH.

CnocoOCTBYET JIM 30HI0BOE MUTAHUE
koMb OpPTY U 00JIETYSHHIO CTPaJaHuN
naruenTa’?

Kaxoit BbIOOp y MEHSI OCTaeTCsl, €CIH 5
OTKaXyCh OT 30HJOBOTO MUTaHUs?

Ji UL, y KOTOPBIX B KAKOM-TO CTETIEHU €Lle
COXpaHMJIaCh IIOTATEeNbHAs CHOCOOHOCTD, MOXKHO
morpo0OoBaTh aKKypaTHOE KOpMIIEHHE U3 PyK. TmiarenbHbIi
YXOJI 32 TIOJIOCTBIO PTa U UCIIOIb30BaHNE KyCOYKOB JIbJa
WM BITQ)XKHBIX BaTHBIX TAMIIOHOB YMEHBIIAT CyXOCTh

BO pTy U obecredar KoM(opT IHIaM, HaXOIAIIUMCS Ha
MIO3IHUX, TEPMHUHAIBHBIX CTAANSIX 3a00/ICBaHN.

D:[e MOXHO ITIOJIYYUTH JOITOJIHUTCIBHYIO

Jlns v, cTpajaroniuX BPEMEHHBIMU HapyIIEHHAMHI
IJIOTaHUSA B PE3yNbTaTe 3a00IeBaHUN pTa WM ropia,
30HI0BOE MMUTAHHE MOXKET OOJIETINUTH COILYTCTBYIOILYIO
6opb 1 obecriednBaTh KPATKOBPEMEHHYIO MUTATEIEHYIO
noaaepkky. Ilpu nporpeccupyromeil 1eMeHIu
IIPUCYTCTBHE 30H/1a MOXKET BBI3BaTh BO30Y)KICHHE U
CIPOBOLMPOBATH MOMBITKH €T0 U3BJI€Yb. B HEKOTOPBIX

nH(}OpMAaIHIO O 30HI0OBOM MUTAHUU?

Kparkuii 0030p Mccae10BaHui, peKOMEHIAIUI U
3aKJIFOUEHUI SKCIIepTOB cM. Ha BeO-caiite Coalition for
Compassionate Care of California:
www.CoalitionCCC.org.

Tenedon: 916-489-2222 « www.CoalitionCCC.org
1331 Garden Highway, Suite 100, Sacramento, CA 95833

Hacrosias Oporitopa pa3padoTaHa Ha CpecTBa IPaHTa, IPEI0CTABICHHOTO
Kamudopumiickum ponmom 3npaBooxpanenus (California HealthCare
Foundation), pacnonoxxernom B Okienze, mrat KamudopHus.
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