C kum hy ce jow cpecTn y KNnHULM?

KooguHaTtop knuHuke he fa Bam 3akaxe nperneg. Mopes KMMHNYKOR
reHeTMyapa, Moxaa heTe ce CPecTm ca reHeTCKNM CaBETHUKOM Koju he
Bam nomohu fja pasymeTe MeAnLMHCKE NOfaTKe U HIXOBO 3HaUYehe 3a
Bac 1 Bawwy nopoguy. Couujantu pagHuk he 6utn Ha pacnonararby fja
NPY>Kv EMOTUBHY MOAPLUKY W MPaKTUYHE CaBeTe aKo je TO NOTPebHo.

3a Heka o6onetba, APy CNeLujanucTy, Kao LWTo Cy Kapavonor
(cpue), opTones (KocTu) unm aujeTetrnyap, Mory aa 6yay o KOpuUcTu.
CTyneHT! MeANLMHE, TeHETCKOT CaBeToBatba Ui couujanHor paga he
MOX[a TPaXNTV [O3BOMY fla NPUCYCTBYjy Npernegy. YKonuko Bam 1o
He OAroBapa, MoXeTe clobofHO Aa OA6MjETE HUXOBO NPKCYCTBO.

Konmko To KowTa?

KoHcynTaumja je 6ecninatHa. Moxza hemo og Bac TpaxuT fa nnature
napTiUMnauujy, Uu Lene TPOLLKOBE Hamnasa Koju Ce He MOy paguTny
BukTopuju.

LLTa ce gewasa HakoH nperneaa?’

Pe3nmmparo nucmo he 6utn nocnaHo Bama u goktopy Kojv Bam je fao
ynyTHuLy. Tokom npernefa, 06aBe3Ho peLuTe Kako xenuTe Aa Bam
Hanasu 6yady LOCTaB/beHU.

Kag nvue pobuje gujarHo3y fa vima reHeTCKo 0boreHe, TO MOXeE Aa
My NMPOMEHN Lie0 XKUBOT. YBEK MOXKeTe fa TpaxuTe joLu jeAaH nperneq
YKONMKO MMaTe [ofaTHa NuTakba UK ako Bac Hewwto 6prHe. Mpexa
3a Npy’Karbe reHeTCKe nogpLuke Buktopuje (Genetic Support Network
of Victoria - GSNV) obe36ehyje nHdpopmaumje, NOAPLLKY 1 3aCTynatrbe.
GSNV moxeTe aa koHTakTMpate Ha (03) 8341 6315 3Byk/TTY nnu Ha
info@gsnv.org.au.

LLITa ako HMcam 3agoBoOsbaH/Ha?

YKkonuko Bac Heluto 6puHe, My HUCTe 3a40BOSbHY C HEKM [eNIoM
KoHcynTauuje, monumo Bac fa Hac obaBecTute. Kanbe y nncaHom
061Ky Tpeba Aa 6yay appecrpaHe Ha KIMHUYKOT Cly6eHnKa 3a
Be3e, [eHeTcKe 3gpaBcTBeHe ycnyre Buktopuje (Clinical Liaison Officer,
Genetic Health Services Victoria).

3a fopaTtHe HdOPMaLmje, UV 3aKasvBatrbe nperneaa,
MONMMO Bac aa KoHTaKTMpaTe HajorvxKy nokauujy:

Melbourne - metponona
Royal Children’s Hospital
Royal Women'’s Hospital
Monash Medical Centre
Frankston Hospital

Royal Melbourne Hospital
StVincent's Hospital
Alfred Hospital

Austin Health

PernoHanHm geo

Wodonga vnu Shepparton
Ballarat, Bendigo, Geelong,
Mildura, Sale, Traralgon, Warrugal
mnn Warnambool

Tasmania

[lonazak

03 83416278
03 9344 2121
03 9594 2026
03 9594 2026
039342 7151
03 8341 6248
03 8341 6248
03 9496 3027

02 6056 0451

03 8341 6274 vnn
03 8341 6297

03 6222 8296

Monumo Bac fia gohete 20 MUH. Npe npernesa jep je napkmpare
orpaHuyeHo Kog BehviHe 6onHna. MauujeHTn Koju Majy npaso
Ha KapTuLly 3apaBcTeHe bpure (health care card) unn popatak 3a
npyxatbe 6pure (Carer Allowance) moxpa UMajy npaBo Ha NomycT

3a napKupatbe.

Lllema 3a nomoh oko npeBo3a 3a nauujeHTe Buktopuje (Victorian
Patient Transport Assistance Scheme — VPTAS) Moxe Aa NOMOrHe
nopogyLiama Koje cy suiue of 100 kM yaarbeHe of Royal Children’s
Hospital. Pacnntajte ce kog Department of Human Services (DHS) vinn
Yy FeHETCKOj KNMHMLM TpaxuTe 06pa3aLl 3a NOAHOLLEHe Mofbe.

3HajTe cBOja NpaBa

V(CGS je nocseheH obe36ehrBarby TauHNX HdOPMaLMja, MOAPLLKE,
NPWBaTHOCTY 1 MOBEP/bMBOCTY NMOAATaKa 1 paan y CKnagy ca
[oBerbom 0 JbyAcKMM NpaBuma 1 gyHocTuMa BukTopuje (Victorian
Charter of Human Rights and Responsibilities) na 3awtuTti Bawa npaga.
HaLu npaBUnHUK 0 NPUBAaTHOCTYM NOAATaKa je y CKNnagay ca 3akoHUMa
o npuiBatHocTU. Kag 6yaeTe 3aKkasvBanu nperneg, Tpaxute Konujy

OBOr NpasuHMKa.

The Victorian Clinical Genetics Services (VCGS)

Murdoch Children Research Institute Flemington Road Parkville Victoria 3052
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KnuHunuke reHercke ycnyre Bukropuje (The Victorian
Clinical Genetic Services - VCGS) 06e36ehyjy KnH4Ko

n na60paTop|/|jCKo NCNnUTBak€, Kao N CaBeTOBarbe N MOJPLUKY
Kako 6 ce nomorno NNUnMa C reHeTCKUM 060s1etheM U HXOBUM
nopoanLama y fJoHoLLEeHY OAJTyKa O hYXOBOM 3[paBiby

1 fobpobuTn.

Mwu cmo HenpoduTHa Pprpma Khepka [eumrjer MHCTUTYTa 3a
uctpaxuvsarbe Myppaok (Murdoch Childrens Research Institute),

KOja pagu y capagru ca MMHUCTapCTBOM 34PaBiba, APYLUTBEHUX
1 ctambeHnx nuTara (Department of Human Services) n octanum
cHabaeBauvima 34paBCTBEHNX ycyra. Halle KNMHUYKe reHeTcKe
ycnyre no3Hate cy Nof Ha3mBom [eHeTCKe 34paBCTBEHE ycnyre
Buiktopuije (Genetic Health Services Victoria), a nabopatopujcke
reHeTcKe ycnyre nop Hasusom Matonoruja VCGS (VCGS Pathology).

leHeTcKke 3apaBcTBEHE ycnyre Bukropuje o6es6ehyjy
AnjarHocTuumparbe, NPoLeHy pr3inKa, Haa3npame 1 caBeToBatbe
3a Nnua ca reHeTckum obonetrbrma. Haww Tvm je noceehen
06e36ehrBarby NPUCTYNAYHNX FEHETCKUX YCIyra, C KMHUKama
koje ce Hanaze y 11 meTpononuTaHCKMX 1 10 pervioHanHyx mecta
wrpom Buktopuije.

CBake rofimHe npy»xamo nomoh 3a suwe og 10.000 nopoamua

yunjy YNaHoBW NaTe of ypoheHrx MmaHa; nopemehaja XxpoMocoma;
MeHTaJTHe XeHAVKENNPAHOCTY; 060J1eHa KOLUTAHOT U BE3HOT TKIBA;
obonera MeTabonr3Ma; HeYPOSOLKNX 1 MALLIMAHMX 06onetHba;
paka fojke, LupeBa 1 OCTafvX BPCTa paka, Te ApYyrux HacnegHux
obonema.

Y3 noapLIKy MeANLMHCKIX reHeTnYapa, reHEeTCKNX CaBeTHUKA,
couujanHux pajHrika u gujetetnyapa, MHGOPMULLIEMO U1 MPYKamo
nofpLIKy ogpaciuma 1 feuu. Tectmpamo cBy HoBopoheHuaz,

1 CaBeTyjeMO 34paBe nojearHLe, NnapoBe Koju NnaHupajy geuy

1 OHe KOju naTe o HeMIOAHOCTM, BULLIECTPYKMX Nobavaja,

BpLUe BaHTenecHy onnogmy (IVF) unu cy nsnoxeHeHn gporama,
XemyviKanunjama u apyrum cybctaHuama Tokom TpygHohe.

Matonoruja VCGS pagn y capagrbu ca KNMHUYKUM 0COBIbeM 13
leHeTCKor 3paBrba Ha TaYHOM TyMauehby Haslasa Koja 06e36ehyjy
3a reHeTcka obonema, nopemehaje xpomocoma 1 obonetba Koja
yTnuy Ha MeTabonmsam.

Takobe 06e36ehyjemo TecTupame 3a cee 6ebe poheHe y Buktopuju

1 TacmaHwuju. OBaj TecT yKibyuyje deHunketoHypwjy (phenylketonuria -
PKU), ypobeHy XunoTtrpeosy, umctnyHy ¢nbposy, kao 1 obonera Koja
yTnuy Ha MeTabonmsam.

Tectupare cepyma Majke omoryhyje Halem TMy fa MAeHTUOUKY]jY
TpyaHohe ca noehaHM pU3NKom abHOPMaNHOCTU XPOMOCOMa,
noce6Ho [layHOBOT CMHAPOMa MK fedpeKTa HePBHE LieBN, Kao LLTO
je spina bifida.

VCGS Ttakohe obe3behyje reHetcko
obpasoBatbe 1 06YKy 3a TPEHYTHY 1
6ynyhy pagHy cHary.

MyTem capagme ¢ leunjum NHCTUTYTOM
3a uctpaxmsame Mypgok, VCGS
aKTVBHO yUecTByje Y UCTPaXnBarby Koje
Ce NpeHOC Y pa3Boj HOBUX TECTOBA,
TEXHOJOrja 1 No3HaBame reHeTyKe.

3ajegHo cmo passunu POSSUM-a, KomnjyTepri3oBaHN CMCTEM 3a
naeHTMMKaLnjy CMHAPOMA Koju Ce cafi KOPUCTY Ha BuLe of 600 mecTa
y 50 3emasba.

www.possum.net.au

HopnaTHe
nHopMaLmje:

www.genetichealthvic.net.au

www.vcgspathology.com.au

Heka yecTo noctaB/baHa NTaka
O reHeTCKUM yclyrama

LLITa mory fa ouekyjem?

Moce6bHO 06yYEeH reHETCKIN CaBETHVK UMW KIIMHWYKN FreHeThYap
he pa 3abenexu Bally nopoanyHy 1 MMuHy 34paBCTBEHY
nctopujy. NMocrasrhe Bam nutara o Bawwwmm pohauyma, kao
LITO CY MMEHa, fiaTyMu pohersa 1 CMpPTK, y3poLm CMPTU 1
onwTe 3apassbe. YKONNKO eHrNeckn Huje Bal matepbu jesuk,
MO>e Aia ce aHraxkyje npesogunall. Takohe npenopyuyjemo

[la nosefieTe YnaHa nopoauLa Uy npujatesba 3a JOJaTHY
MOAPLLKY.

KnuHunykmn renetnyap he moxpa Tpebatu fa nsspLum
dusnykm nperne. O6patuTte MM Naxkky Ha 6KNo WTa WTo Bac
3abpurasa. OHu he Mmoxaa Takohe »KeneTu fa npernefajy
YnaHOBE NOPOANLE KOju Cy MPUCYTHU. YKOJIMKO »enuTe,
MOXeTe [la TpaxuTe iekapa UCTor nosna.

Moxpga he ce of Bac Tpaxutu fia ypaamTte Hanas Kpsu,
061YHO y 1CToj 3rpaau. MNpe Hero WTo ypaanTe 61o Kakas
Hanas, MoXeTe fia NTaTe LWTa TV Hanasu noapasymMeBsajy,

1 Kap he pesynTati 6UTY roToBY. Y HEKMM CllyYajeBrma,
doTorpaduje mory nomohw aa ce ycnoctasu agvjarHosa.
MoTpe6Ha je Balua nrcaHa carnacHOCT U MOXeTe fia opbujeTe
donTorpaducame. Mpenopyuyyjemo Aa nocTaB/baTte NuTakba 1
[a TpaxuTe nHpopmaumje y nmcaHom obnvky. bonHue umajy
MeJMLIMHCKe MPEeBOAMOLIE aKo je To noTpebHo. Y ogpeheHnm
C/lyyajeBMMa, He MNOCTOjV OArOBOP MOLLUTO finjarHo3a He MoXe
[la ce ycrnocTasm.

Konuko he ga Tpaje npernen?

Mperneau Tpajy oKo caT BpemeHa, anv niaHupajte ABa cata'y
cnyyajy fa Tpeba Aa ypaguTe Hanas KpBY, PEHATEHCKM CHUMAK
unu fa ce potorpaduLlete. lMoHeKag nperneam oyxe Tpajy, na
heTe MoXaa MopaTu fja cavekare.



