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WITO EMOWE?

Bonecta Ha lNowe e peTko HacneaHo (reHeTcko) 3abonyBame Koe ce A0NXu
Ha HeaoCTaTok Ha eH3uM. CuMNToMUTE Ha bonecTa ce BapujabunHu, o yMepeHu
110 CEePUO3HM CUMMTOMM, KOM MOXe a Ce MaHudecTupaaT Ha brno koja Bo3pacT,
OA [N0EeHeYKMaT Nepuoa A0 aaynTHaTa Ba3pacT. MoxHM cumnToMm Ha bonecTa
ce aHeMuja (HM30K xeMornobuH), yMop (XpoHUYEH YMOp), NeCHO N0jaBYyBake Ha
MOJPWHKM 1 CKNOHOCT KOH KpBapere. Moxe Aa Ce jaBaT 3rofieMeHun Cne3nHa 1
LipH 1pob 1 3roneMeH CTOMak, Kako 1 60K BO KOCKKTe, ryberse Ha LIBPCTUHATA
M FYCTMHATA Ha KOCKUTE CO 3roNeMeH pu3nk o GPakTypu Ha KOCKUTe.

NyreTo co bonecTa Ha [owe nMaat HaManeHa akTUBHOCT Ha eH3MMOT HapeyeH
rnykouepebpo3naasa. OBoj eH31MM My NoMara Ha TefloTo [Aa M1 pa3rpaau CcTa-
puTe, UCTPOLLEHW KNEeTKN 1 Kako pe3ynTaT Ha HeroBaTa HaManeHa akTMBHOCT,
MacHaTa CyncTaHLa HapeyeHa rukoLepebpo3uns ce Tanoxu HajuecTo Bo Ciesu-
HaTa, UpHWOT Apob, KockeHaTa cpueBuHa, peTko Bo benute poboBM U BO HEKOK
TUNOBW Ha bonecTa Ha lowwe ce TanoxXu BO LeHTPaTHMOT HepBEeH CUCTEM.

Hajyectata dopma Ha bonecta Ha lowe (Tvn 1) e 3acTanena 1/100 000 Bo
onwTata nonynaunja, 1/850 kaj EBpente AwkeHasn, HO CUMATOMUTE MOXE Aa
He Ce MaHUMeCTPaaT Kaj CMTe KOW M1 HacneyBaaT MyTUPAHNUTE FeHM.

Kaj peTkaTa Heyponatcka (Tun 2 1 3) 6onecT Ha lowe, Ce jaByBaaT HEBPOMOLL-
KN CUMATOMW KOW BKy4yBaaT MOPEMETYBakbe Ha [ABUXEHETO Ha ounTe (OKy-
NOMOTOPHA anpakcurja), HeCcTabuaHOCT NPK oaerse (aTakcwja), Hanaaw (rpyesn),
3aryba Ha BEWTUHUTE 1N MOHEeKOrall NOTeLWKOTUN NPY yYere (MopeMeTyBakbe
Ha LeHTPanHoTO ayAUTOPHO Npouecnparse). euata co tun 2 Ha bonecta lowe
BO0OMYAEHO YMMPAaAT BO NPBUTE HEKONKY FOAMHW O XUBOTOT.



MOWETUAN1

bonecta Ha lowe TN 1, HajuecTaTa hopMa, MHOMY YeCTo, MOTPeLIHO Ce Ha-
pekyBa 601ecT Ha Bo3pacHu. Jlnua Ha koja b1no Bo3pacT Moxe Aa CTpaaaar o
oBaa bonect. OBaa hopMa Ha bonecT Ha lowe reHepanHo He ro 3adaKka HepB.-
HVOT CUCTEM W MOHEeKOrall ce HaBelyBa Kako He-HeyponaTcka bonecT Ha lowe.

3HaUKM U CUMNTOMM Ha

Tun 1 6onecTt Ha lowe

Q HamaneHo HMBO Ha AHemuja n
XeMornobuH 3amMo
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a HamaneH bpoj Ha Kpsapere u
TpoMboumnTH nojaBa Ha MOAPUHKK

HamaneHa ¢yHkumja Ha OTexHaTto auwetse,
6enute gpobosu 3aMwWwaHocT

' 3ronemMyBatbe Ha HenarogHocTt
LIPHUOT Apob v cne3nHara BO CTOMAaKOT

Hamanena Bonkw Bo kockuTe
rYCTUHA Ha KocKuTe ¥ dpakTypu

Bonect Ha Towe Tun 1 nma ocobeHo roneMa Bapwja-
LMja Ha KIMHWYKITE 3HauUW, CUMITOMM 1 TekoT Ha bone-
cTa.

MHoryMmHa co 6onecta Ha lowe Tvn 1 HemMaat M-
\/ ATOMU 1 MMaaT HopManeH xmBoT. Cenak, Kaj Hekow na-
LIMeHTW, bonecTa Moxe 1a CTaHe XMBOTHO-3arpo3yBavyka.

-

[eHepanHo, KonKy NMoaouHa Ce MnojaBat CYMMTOMUTE,
TONKY Ce NoManu u3rneauTe geka bonecta Ke buae Tew-
Ka.

Ce cMeTa geka nyreTo co bonecTa Ha lowe 1UMaat 3ro-
NeMeH pv3WK [a npojaBat apyrv 60nect NoaouHa Bo
XMBOTOT, BKNy4nTenHo [apkuHcoHoBa bonect v Myn-
TUNAY MUeNoM (pak Ha benmTe KpBHM KNeTku).

OBa e TekoBHa 06M1aCT Ha UCTPaXyBarbe, BUOETE O
AOMONHUTENHMOT NeTOK Ha 3aAHaTa CTpaHa Ha oBaa bpo-
Lypa 3a noseke nHbopMaumn

CMMINTOMU

CkeneTHWTE CUMMTOMM KOW Ce J0NXaT Ha 3acakarbe Ha KOCKUTe Moxe aa ce
jaBaT BO 6110 KOj Nep1oa oA XMBOTOT: Kaj Aela Ha BO3pacT 04 2 FOAUHM UK Kaj
BO3pacHW Ha Bo3pacT o 70 roamHu. Kaj noseKke o4 NonoBMHaTa NaUMEHTH o
bonecta Ha lowe TMn 1, peHAreHckMTe CHUMKIX NOKaXyBaaT KapakTepucTnyeH
nedopMnUTeT Ha BYTHUTE KOCKMU HapeyeH aedopMnTeT BO opMa Ha EpnerHmae-
poB caa ,EpneHmaepoB nedopMuTeT”.

ByTHWTE KOCKW MMaaT NpoLIMpYBaHse Kaj KONeHoTo (Koe HanukyBa Ha epneH-
MaepoB Cafl), HaMecCTo [1a MMaaT HopManHa 3aobneHa dopMa. HamanyBameTo
Ha rycTuHaTa Ha KOCKWTe o 3rofieMyBa pU3MKOT 0f1 KPLLUEeHe 1 0Ba e BaxHO Aa
Ce 3Hae 3a NoAoLHa BO XMBOTOT.

HajuecT cumMnToM Ha 6onecTa Ha [owe TN 1 e 3ronemMeHa CnesnHa u/unm LpH
npob.

MNpekyMepHaTa akTUBHOCT Ha 3rofieMeHaTta Cne3nHa Moxe Aa JoBeae A0 3ro-
NneMeHa TeHAeHUMja 3a KpBapere Kako pe3ynTaT Ha HaManeHu BpeaHoCTX Ha
TpoMbOLMTK, 10 NOPEeMeTeHa Koarynauwvja v 3aMop Koj Ce A0NXW Ha aHeMuja.
3roneMeHa Cne3vHa e HajuecTVoT NPBMYEH HA0 M MOXe [1a Ce MPeno3Hae MHory
paHo, YWTe Ha BO3pacT 04 6 MeceLn. 3roneMeHata C1e3rHa Moxe Aa ja HapyLn
NMOABMXHOCTA Ha AETETO 1 Ha TOj HAUYMH Aa ro NpuBneYe BHUMaHeTo Ha OKOMN-
HaTa.

[eTeTo co Tewka hopMa Ha bonecTa Ha [owe Moxe aa Buae NOHUCKO oA NPOo-
CEeKOT 3a HeroBaTa BO3pacT 1 Moxe Aa 3a3eMa nocebHa nonoxba Ha TenoTo (3rp-
6aBeHOCT) Kako by ja M3ApXano TeXMHaTa Ha 3r0eMEHNOT CTOMaK.

OnwTn OnwT 3amMop, HeaoCTaToK Ha
CYMMTOMM eHepruja n y3apxnneocT Cromak

3ronemMeH LpH
Apob 1 cnesvHa

OTexHaTo auLleHse, PecnpwvipatopeH lyberbe Ha [urectnseH
3aaMWaHoCT cmcTeM aneTut cmcTeM

Kps
HapyweH pacT kaj neua
Bonku Bo kackumTe
HamaneHa ryctuHa Ha
KockuTe
[powwnpyBarse Ha kockuTe

Ha/l KoneHoTo CkeneteH
CnoHTaH hpakTypu cncTeM

AKYTHN MHDAPKTW Ha KOCKUTe
~,KOCKEHV Kp13K'“ Ha rp.
cunHa bonka
KockeHa Hekpo3a (M3yMyparse
Ha TKMBOTO)

3roneMeHa TeHAeHUM]a 3a KpBapeHse
KaKo LUTO e KpBapeHse 0f1 HOC 1 MojaBa Ha
MOLPYHKM

Hwnckn HMBOa Ha:

TPOMBOLMTL BO KpPBTa
(TpomboumToneHwja)

EpvTpounti (aHeMuja)

Jleykouwmtu (HeyTponeHuja)

3ronemMeHv HBoa Ha broMapkepu
BK/TyYMTENHO M XUTOTpro3naasa, PARC/
CCL18
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KAKO CE HACNEQYBA? (

HocuTenu Ha lowe

Enen poanten ja vma bonecta Ha
EnHo nuue HacneayBa ABe KOMWK OA CEKQj reH, Mo eiHa 04 cekoj poanTten. Bo fowe, a ApyrvoT poanTen e HocuTen.
CNyYajoT Ha 6onecTa Ha lowe, reHoT 3a NPoV3BOACTBO Ha eH3MMOT ryKoLepe- * ' HusrivTe peua umaat 50% pu3k 3a aa
janmaat bonecta Ha lNowe n 50% pursnk
6po3naa3a He MyHKUMOHMPA HOPMAHO. 1A Ce HOCHTen.

3a [na ce passue 6onecta Ha lowe NMLUEeTo Mopa Aa UMa [Be Konum og abHop-

ManHWOT reH (4ecTo HaBeyBaH Kako ,MyTauumja“). [lueto co eaeH HopManeH u
eAeH MyTUPaH reH e ,HocuTen" Ha bonecTta Ha lowe 1 HeMa 3HauwW 3a bonecTa, Ho sonen on ben
« neH o
nma 50% pwv3wvk aa ro npeHece ,l[olwe reHoT" Ha CBOETO MOTOMCTRBO. Wee  Hocutenn  Gonew og fowe  fowe
3apaseH Ha lowe
[onem gen oo MyTaummTe Ha reHoT 3a 6onecTa Ha louwe ce naeHTUMUKYBaHN, Fowe [ ]
3aT0a e MOXHO TeCTMpar-e 338 HOCUTENW Ha reHoT BO CeMejCTBaTa WTO CTpaaaaTt
04 oBaa bonecT. [JoKonKy CTe 3aMHTepecnpaHi ANCKYTMPajTe ro 0Ba CO BalIMOT
CI‘IELII/IjaJ'II/ICTI/ILIKI/I LieHTap. Enen poauten ja nma bonecTa Ha

lowe, a apyruoT poanTen e 3apas. Cute

felaroHacnedyBaat reHoT 3a lowe
Pu3unk 3a npeHecyBawe Ha MyTupaHuoT lowe reH: ABaTa poanTenu ja 0A poaTenoT co bonecta Ha lowe l l l l
CTaHyBaaT HOCUTeNn, HO HUTY eAHO O/

nMaat bonecta Ha lowe. CuTe HUBHW AeLla r HacneayBaart [oLe reHuTe, No

. : feuata He cTpaaa o bonecta Ha lowe. HocuTenw Ha fowe
eleH O/l CEKOj poAaUTeN, CNeACTBEHO CKTE AeLla ja uMaaT bonecTa Ha lowe.
(
6es  Hoouten EneH poanTen e HoCUTeN Ha reHoT
6e3 lowe ) fowe  Ha lowe 3a lowe (egeH MyTupaH rex v egex
AKo ABaTa poauTenu jammaat
[ ] [ ] . ® HOpManeH), a ApyrvoT PoaUTen uMa
bonecta Ha lowe, cuTe HUBHKW feua Ke
o N1Ba HOPManHW reHa 1 cCneacTBeHo He
HacnenaT ABa reHa lowe u Ke ja Maat o
ctpana o lowe. deuata umaat 50%
bonecrtancro Taka.
pU3K1K Aa O1AAT HOCUTENW HO HATY eHO
04 feuaTta HeMa fa ja uMma bonecTta.
U O ()
6oneH 04 Hocuten
Bonuw op lowe lowe Ha lowe
Bes lowe HocuTen HocuTen
Ha lowe Ha lowe
Ako aBaTa poauTenu
MMaaT HOPManHW reHu 3a [Bajuata poanTenu ce HocUTeNU
rnykouepebpo3maasa, cekoe oa felata Ha reHoT 3a lowe. [leuata umaat 50%
Ke Hacneav ABa HOPManHu rexHa, no py3nK fa bupat HocuTenu, 25% pusnk
efleH O/l CeKoj pOANUTeN U HUTY eAH0 01 [actpagaaron bonecta Ha lowen
HVB HeMa fAa ja uMa bonecTa Ha lowe, Bonku on lowe 25% pu3nK aa HemMaaT HALWTO. HocuTenw 6ok oA
HWTY Ke B1ae HocuTen. Ha fowe fowe
J J




KAKO CE ANJATHOCTULNPA?

NpouecoT Ha AnjarHoCTMUMparke Ha MHOry 6onectu, a ocobeHo Ha bonecTa
Ha lolwe, He e cekorall eHOCTABEH.

MauneHToT YeCTo MaTh MPBUYHO rO NOCETYBa NeKapoT 3a Apyr NpobneM Kako
WTO e rpun, HecneundunyHa Bonka nnv 3a peaoBeH nNpernea. Mako anjarHosa-
Ta Ha bonecTa Ha lowe He e Telka, HeKoW CMMATOMY MOXe Aa HaBedyBaaT Ha
apyru bonectw. JlekapoT MHWUMjANHO MOXe Aa HampaBuW ApYrv TeCTOBW Kaka
61 rm ncknyumn nodyectute 3abonyearba. Ha mpyuMep, Bo Ciyyan kaae naum-
EHTUTE MMaaT HWUCKO HWUBO Ha TPOMBOUMWTW, NekapuTe Moxe NpBO Aa UcnuTaat
nanu ce pabotu 3a neykemuja. AKo NaLUMEHTOT Ce Xxanu Ha 60nku Bo 3rnobosuTe,
NeKapoT MHULWjaNHO MOXe Aa Ce COMHEeBa Ha apTpUTKC. [oHekoraw reHeTnyap
, XeMaTonor unu Metabonor, Moxe Aa buaaT o[ NoMowW Npu AndepeHUMparse Ha
cMMnToMuTe Ha bonecta Ha lowe of Apyry 601eCTW CO CIMYHM CUMNTOMU,

CoMHeHMe 3a bonecTa Ha lowe Moxe [1a Ce MoCTaBK Kaj nuLe koe uMa Heobjac
HWBO 3rofieMyBarbe Ha Ce3nHaTa W TeHAeHLWja KOH KpBapekse, 60MKK BO KO-
CKUTe 1 3rNoboBUTE UK CMOHTAHW GPaKTypW.

MeanjaTap
Moxe [a ja NoCTaBM AMjarHo3aTa kaj AeTe Koe e xanu Ha 601KkM BO CTOMakoT
WX 4eCTW KPBapersa 0/l HOCOT.
XemaTonor
Moxe [1a ja MOCTaBW AWjarHo3aTa Kaj nuLe co CNabokpBHOCT MAW HNCKO HMBO
Ha TpoMboumnTH.
OpTonep
Moxe aa anjarHocTmumpa bonecta Ha lowe BO Tek Ha TpeTMaH Ha MaUMEHT KOj
CTpada oA YecTu, HeobjaCHUBK DpakTypu.

CoMHeHme 3a bonecTa Ha lowe ocobeHo Tpeba Aa ce NOCTaBW Kaj Nyre Kow
MMaaT 3ab0neHn YNeHOBM BO CEME)CTBOTO 01 0OBaa bonecT. BuaeTte cTpaHa 3.

bonecta Ha lowe Moxe Aa ce AnjarHoCTMUMpa CO0 eAHOCTABEH TeCT - MepeHse
Ha KONMYMHATA Ha eH3MMOT BO BallaTa KPB M UcnefyBakse Ha MyTauum Bo lowe
reHoT.

[pyrv TeCcToBM KOV Ce KOpWCTaT 3a a Ce NoCTaBwy AvjarHo3aTa MoxXe Ja BKy-
4aT 61ONCKja Ha KOCKEHa CPUEBMHA U Ha UpH Apob v Moxe aa 6uaaT of KopucT
aKo 1Ma noseke NPUYUHK 33 CUMNTOMUTE Kaj NULEeTO.

lMoHekoraw TecTmpareTo 3a bonecta Ha lowe Moxe Aa Ce nNpenopaya ako
[pYTX YEHOBY Of CEME]CTBOTO CTPaAaat 04 0Baa bonecT.

[NoTBpAeHa avjarHo3a
- 0[171yKa 3a MoYeToK Ha
TpeTMaH

MATOT A0 LLEHTAP 3ATOLLE

OnuwTa
6onHuua

LleHTap 3a [TopemeTyBake
Ha Tnzo30MHO Cknaavparse
MynTuancUMNAMHapeH Cepanc
KOj AaBa ekcnepTcka rpuxa
1 npenopaku (Buan ctpaHa 16)
[MpucTan Ao Wrpok cnekTap Ha
CneunjanncT ako e NoTpebHo T.e: MoTepaeHa avjarHo3a
- OpToneacka xupypruja - 04MyKa 3a NOYeTOoK Ha
- YnpaByBarbe co 6onka TpeTMaH
- [eHeTCKo COBETYBaNULITE

EH3vMCKa cyncTuTyumoHa Tepanuja

Tepanwja 3a peaykumj
Ha cyncTpaToT

TpaHcdep Ha MHDY3KW BO AOMALIHW YCNOBY
CO NOAAPWKA 01 MEAVLIMHCKM CECTPY 3a
AOMalllHa noceTa. Y4u caM Aa c1 faBa
Tepanwja ako caka

[NoceTta Ha LeHTapPOT 3a CNefeHse U HabrmbyayBare

33 [1a Ce NPOLeHM AejCTBOTO HA TPETMAHOT




UMA NN NEK?

Bo MOMEHTOB He e MOXHO v3nekyBarke Ha 6onecta Ha [ole, Ho 0-
CTanHW ce pasnunyHu Tepanuy Ko Moxat fia NOMOrHaT Bo TpeTMaH Ha
noseketa cumnTomu. Jlyreto co fowe Tun 1 co Tepanuja Moxart aa Xu-
BEaT UCMOMHEeT X1BOT ¥ Aa M3BPLUYBaaT rofeM Aen of CekojaHeBHuTe
aKTUBHOCTW.

Hekow oa nyreto co 6onecta Ha lowe Tun 1 HeMaaT KANHKUYKK CUM-
NTOMU 1 HeMaaT noTpeba oA TpeTMaH.

3a OHMe 3a Kow e NnoTpebeH TpeTMaH, onumuTe ce:
EH3uMcKka cyncTuTyumoHa Tepanuja (ECT)

Nyreto co bonecta Ha [owe MMaaT HeJOCTaTOK HAa eH3MMOT FyKoLe-
pebpounaasa, NpenopayaHnoT TPeTMaH e eH3uMcka CyncTUTYLMoHa
Tepanwja, koja ce AaBa npeky MHAY3KWja BO BeHa, Ha PeAOBHU UHTEP-
Ba I BO TEKOT LIeNIMOT XMBOT Ha nuLeTo. Kako TakBa, eH3uMckaTa cyn-
ctutyumnoHa (ECT) e edunkacHa Tepanwuja, a He nekyBarse. locTojat
ABE NUUEHUMPaHN eH3MMCKU CYNCTUTYLMOHa Tepanuu Ha nas3apoT
Bo EBpona, Cerezyme®umurnyuepas3a - Genzyme Therapeutics) u
VPRIV®(Benarnyuepasa - Shire Human Genetics) nuueHuvpaHn 3a
TpeTMaH Ha bonecta Ha lowe Tun 1. MicTo Taka nocTom yuwTe eaHa ex-
3nMcKa cyncTuTyumoHa Tepanunja ELELYSO® (taliglucerase alfa) ono-
6peHa o4 AMepukaHckaTa AreHuuja 3a JlekoBu 1 XpaHa.

Tepanuja 3a peaykuuja Ha cynctpaTtoT (TPC)

OBOj TpeTMaH ja HaManyBa KOMYMHATa Ha MaCHW CyMNcTaHUmW BO Ha-
WK1Te KNeTKW 1 CO Toa UM rnomara [ia e HaManv TanoXereTo Ha UCTu-
Te. TPC e opanHa Tepanuja, NoCTojaT ABa NpoM3BOAM NULEHLNPAHN 33
ynoTpebaBo EBpona - Zavesca®(Miglustat, Acetelion Pharmaceuticals)
Cerdelga® (Eliglustat, Genzyme). OBve NPOM3BOAN He Ce COOABETHM 33
CeKoro v BalMOT N1eKap CNeumnjanincT Ke Be COBETYBa AOKOMKY UCTUTe
ce nobpu 3a Bac.

bucdochoHar

3a naumeHTuTe co bonecta Ha lowe KoM UMaaT HUCKa TYCTUHA Ha
KockuTe 1 dpakTypu, bucdocdoHaTHaTa rpyna Ha nekosu ( Ha np.
OpaneH aneHApoHaT UNK 30MeApaHaT Npeky MHdYy3wmja) YyecTo ce npe-
nuwyBaaT 3a Aa ce noMorHe Bo bopbaTa NpoTuB 0CcTeonopo3a v bone-
CTa Ha KoCKuTe.

CNELUNONYHU TEPATINNA

3aMucneTe eka cyrncTaHuaTa rukoLepebpo3na e NpeTcTaBeHa Kako nucja,

a eH3MMOT KOj ja pa3rpadyBa 0Baa CyncTaHUa, rykouepebpo3unaasa, e
MPEeTCTaBeH Kako rpebno.

Kaj bonect loLwe e kako
A3 1Ma NPeMHory nndja
33 UMCTeHbE CaMO CO
enHo rpebno v 3atoa

Co TPC e kako o1 pBOTO
[a naraar noManky
Ncja, Na rpebnoTo Moxe

nmcjaTa ce akyMynmpaar, by Aa 1 OTCTpaHW n1cjaTa.
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IJ"- ! noBeke rpebnana, \ |' .

1y e n1cjata Moxe aa ce
_m MCUNCTaT.

Opyru TpeTMaHm

3a OHMe NuUa Ha Kou UM brna n3BafeHa cne3nHaTa HeomnxoaHa e A0NropoYHa
aHTMOMOTCKa Tepanuja v peaoBHa BakLUMHaLWja.
Bonka Bo kockuTe
Ako vyBCTBYBaTe 60/KM BO KOCKWTE, pa3roBapajTe CO BalUWOT nekap 3a TpeTMaH
Ha 60nKaTa, MoXe Aa BV NOMOrHe BoAeHe Ha AHeBHUK 3a 60/KaTa. AKo e HeonxoaHa
OpToneAcka orepauwuja, HeONXOAHO e Taa [a Ce UCNNaHMpa 3aeAHo CO BalWMOT
CMNeunjanMcTuykm LeHTap.

3a NoHoBM I/IHCbO[IJMaLlI/II/I 3d KIINMHWYKK CTyanny WTO Ce BO TeK Kaj MnalneHTn Co

Bonect lowe noceteTe ja Beb cTpaHata Ha Acoumjaumjarta lowe Ha
www.gaucher.org.uk




el RORCRGE

XXMBOT CO NOWE

EmMounoHanHa 6narococtoj6a

NyreTo co bonecTa Ha [oLe, HUBHUTE CONPY3W 1 NpWjaTeNy MOXe Aa Ce coovaTt
CO WWPOK CMeKTap Ha eMOUMOHANHW W COUMjanHi Npean3BuUM 3aedHo Co
DU3NYKNTE OrpaHNYyBaHba UM KOMMAUKALUMW HAMEeTHATU ANPEKTHO 0[] caMaTa
bonecT.

Kon npobnemn Tpeba Oa ce pelaBaaT W A0 KOj CTEMEH, 3aBUCK OVPEKTHO Of
Cepuo3HoCTa Ha bonecTa kaj cekoja nHanBMaya. Jlyreto co 6onecta Ha lowe, co
TeK Ha BpeMe, MOXe Aa YBUAAT [1eKa NCKYCyBaaT HeKow, HUKaKBM UM MHOTY of
CNeaHnTe Npean3BuLK:

» YyBCTBO Ha U30AMPaHOCT

» HenoBonHa MHPOPMMPaHOCT 3a 6onecTa - Kako 3a T1e WTo CTpaaaaT oA
6onecta Taka v 3a NoOKanHUTe 3ApaBCTBEHM NPOQeCcoHanuUm

» 3apgouHeTa anjarHo3a; buaejku ce paboTuy 3a peTka bonect, Moxe ga buae
noTpebHo 3HauYMTeNHO MHOY BpeMe Mnpef Aa Ce NocTaBu AvjarHo3aTta

» HeMoxHOCT fa ce npeaBman TekoT Ha 6onecTa; CUMNTOMUTE W HUBHATA
CepVo3HOCT MOXe MHOTY [la Bap1paaT W [1a ce jaBaT Bo Koe 6uno Bpeme.
Hekowu nyre Moxe fa He MaHKeCTpaaT CUMNTOMU JOATU FOAWHN, A0AeKa
APYrv Moxe Aa MaHudecTnpaaTt CUMNTOMU MHOTY PaHo BO Xu1BoToT. OBa
MoHekoraw npeam3BMKyBa TewKoTMM BO MNPaBeHeTO KPaTKOPOYHW 1
AONrOPOYHM NAGHOBK.

» AHKCMO3HOCT NPW BOCMOCTaBYBakbe Ha BPCKa CO ApYru nyre n GopMuparse
Ha CemMejcTao.

» AHKCMO3HOCT W Aenpecuja; CTPafdarbeTo 0f XPOHWM4YHa 60oNecT Moxe
ANa AoBefe A0 BO3HEMMPEHOCT U fenpecuja. Ako CTpadaTe oA OBa
ANCKYTMPAjTe CO BaLIMOT TUM 33 3APaBCTBEHA 3allTUTa KOj Ke BV MOMOrHe
Aa rv nobuete ycnyrmTe WTOo ce A0CTanHw.

» [Mpudakarbe Ha AnjarHo3aTta; AONFOPOYHOTO 0ApeKyBate Moxe aa buae
onacHo, 0cobeHO ako 0Ba ro ChpedyBa WAWM 04N0XyBa [A0OVBaHETO
MeaNLMHCKN TPeTMaH.

Cenak 0BWe MOTELWKOTAM HeKoraw npUAOHecyBaaT KOH pa3BojoT Ha
UCKNIYYUTENIHA BHATpewWHa CUna Kaoja MHOry nyre co XpoHuyHa bonecr ja
MMaaT 1 UM 0BO3MOXYBA Aa XMBEAT NO/H Y aKTUBEH XVBOT.

Ako cTpapaTe of Hekoj 04 ropeHaBAEHUTE CMMMTOMMW [06MBAHETO MOMOLL
e BaxHo 1 aoctanHo. OBa Moxe fAa buae NcUMX0MoWKo CoBeTyBakbe, YCIyri 3a
MEHTaNHo 3[paBsje. 3APYXEeHNETO Ha NaUUeHTV 33 peTki BoNecTn Moxe aa ru
nosp3e nauneHTnTe co louwe.
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UcxpaHa

BaxHo e cuTe na nmaat 34paBau |/|36anaHC|/|paHa NCxXpaHa 6e3 pa3nuka ganu
nMaar lowe nnm He.

AKQ BW Ce HUCKM HMBOATA Ha KanuuyM 1 BUTaMuH [ MOXe Aa Be COBeTyBaaTt
[a o 3rofieMUTe BHECOT Ha Kanuuym v [a 3eMate cynnemeHTw, 6uaejku
0BUWE HYTPWEHTW Ce BaxXHW 3a [a NOMOrHaT [a Ce 3ajakHaT KockuTe. [MaBHuTe
XPaHMVBY U3BOPY Ha KanuUWMyM ce MAeYHUTE NPOU3BOAM, HEKOW pUbK, CNaHaKoT,
6pokynaTa, jaTkacTuTe NI0A0BY U CEMUHATA.

AKO “MaTe aHeMuja BalMOT flekap MoXe [a Be COBeTYBa Aa 3eMaTte Xene3eH
npenapaT UAK Aa ja 3roneMmuTe KonvYMHaTa Ha Xeneso Bo UCxpaHaTta. XpaHaTa
6oraTa co Xene3o rvi BKAydyBa CraHakoT, Ueno3pHecTUTe XMTapku, MelyHKuTe
Kako nekaTa 1 rpaBOoT v HEKOW CYBW OBOLLja.

AKo nMaTe 3roneMeH UpH Apob nnm cnesnHa Moxe Aa yBuamTe aeka bp3o ce
3acuTyBaTe. 3aToa Moxebu Tpeba a KOH3yMMpaTe BUCOKOEHEPrMYHa XpaHa.

Opyrv HauMHM Ha XMBOT

HaManyBareT0 Ha BHECOT Ha ankoXon U HeMmyLeHeTo MoXe [a NMoMOorHaT fa
ce nonobpu onWTOTO 3APaBje 1 Aa Ce 3aAPXM 3APaBjeTo Ha KOCKUTE.

Bexb6are

Du3nuKa akTUBHOCT - BaXHO e aa
ce obupgeTe oa ocTaHeTe CbI/IBI/ILIKI/I
adKTUBHN.

* PeposHa Bexba Moxe ia
MOMOrHe BO 3ajakHyBakbe Ha
KOCKUTE 1 MyCKynuTe

e  Ako necHo gobusaTe
MOApWHKYM Tpeba aa
n3berHyBaTe KOHTaKTHM
CrnopToBw

e  BawwoT nekap Moxe aaBe
COBETYBA KaKOB TWM Ha BeXHn
e NpaBWeH 3a Bac

Pa6bota u yunnuuwre

Moxe na e 04 NOMOLW aKo
BaLLeTO yunnuwTe v paboTHa
OpraHM3aumja LLenocHo ja pasbupa
BallaTa cocTojba v BAWjaHNETO
Ha CMMNTOMWTE WTO M1 UMaTe,
Braejkun HajBepojaTHO HUKOrall He
CnywHane 3a bonecta loue.

Kora 36opyBaTe Co HVB
nokaxete UM r nHhopMaLUunTe oa
oBaa bpollypa Kow Ke B1 NoMorHat
Aa ja objacHuTe cocTojbaTa
noaeTanHo.

CnpaByBakbe CO YyMOpOT

OnpeneneTe ro CONCTBEHOTO
TEMIMO Ha XWNBOT, I'I}'IaHI/IpajTe
COOABETHO M HaBe4yep HacnujTe ce
nobpo.
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HHBOT CO NPEOWZBHLUM & 30py#eHHE YKja BH3Mja & NOCTHIHYBAMKE Ha Hajnobap
MOMEH KEANWTET Ha XWEOT Ha NAUMWEHTHTE K CE‘HEjETHaTa €0 PETHW EDHEETI-'I npekxy
HajAobpH MOMHKM W ADCTANHW COUMJANHM M 3APABCTEEHKM YCNYrK. 3a Aa ja ocTeapuMe
BM3MJaTa 3aN0YHABME CO AKTHBHOCTH 32 NOAMIHYBAKE HA jaBHATA M
MHCTHTYUMOHANHATA CBECT CO KOM NPOAOMKYBAME CEKDjA TOOMHE, NOCTUIHYEE]KH
OrpoMHa NOAAPWEE NpK 3acTanyeare W nobupare 3a npasara Ka ogaa rpyna wa
NALUMEHTH W CeMejcTEA. Hawara MUCKja € KPeMpare Ha PEWEHM|E M NOAMTHKK 1
CMPOBEAYBa:E HA AKTHBHOCTH 32 NoMobpYBake HA KBANWTETOT HA WMBOT HA
NALHMEHTHTE K I:E‘HEjETEaTa C0 PETKH ﬁﬂ]‘lEI:TI-'I

Beb ctpana: http-ichallenges.mk/
Youtube: https:{fwww.youtube.comfuser/lifewithchallenges
Facebook: https:/www.facebook com/LifeWithChallengesi
Twitter: https./ftwitter.com/ZivotPredizvici

HHEOT CO NPEOW3BMLUM & nonHONPIBEH YNEH Ha
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TekcToT B0 BPOWYPATA & NPEB3EMEH O
Anwjancata Ha Bonecta Mowe npr OBegMHeToTo KpancTeo

Gauchers
AS30CIATION

I'II:lHEIiJE HHIZI]UFMEILLHH 3d HABHWTE aKTHEHOCTH MOME 04 HIJEHETE Ha:
peb..: www.gaucher.org.uk
Tenedon: 01453 549231
Email: ga@gaucher.org.uk

Epowypara e npesegeHa og
Mapuja OuMoscka
Mpod. O-p Bunjana Youecka Josaqosa
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peanu3aumjata Ha oBaa uHdopMatuea bpollypa e nogapxaHa og;

SANOFI GENZYME g @




