Lia iHdopMauisa nigrotoBaHa 3 yyacTio nauieHTiB | cimei yciei Esponu, Ak
BrEpLUE 3iITKHYNMCA 3 NPOBNEMOIO KUTTS 3 FTEHETUYHUMW NOPYyLUEHHAMMW. Mun
Ay>xe BOAYHI IM 3a iXHI Bknag y Lo poboTy i noganbLui 3ycunns Hag
peanisadito npoekTy «EBporeHTecT» (Eurogentest).

YKpaiHCbKOK MOBO YKIageHo criBpobiTHUKaMK BigAiNeHHs giarHOCTUKN
cnagkosoi natonorii, QY «lHcTuTyT cnagkosoi natonorii AMH YkpaiHuy, 3a
peaakuieto ManmHm Makyx.

CepneHb 2009

3a nigTpumkn €BporeHTecty (EuroGentest) Ta €Bponeiicekoro Cotosy (y
pamkam nporpamu FP6 Network of Excellence, Homep yroau 512148)

IntocTpauii Pidekn k. KeHT
www.rebeccajkent.com Eu ro test

Genetic
Interest

rebecca@rebeccajkent.com Group

reﬂeﬁg‘lxge

I ANS nauieHTIiB
Ta iX ciMeMn



2
HanuvacTiwi 3anMTaHHA NPo reHeTUYHe OOCTEeXXEeHHS

Bu rotyeteca oo koHcynbTauii y MmegumyHoro daxisusa Ta
npoBefeHHsA reHeTnyHoro obctexeHHs. Lo »x Bam noTpibHo
3HaTU? Mu NPONOHYEMO CMIMCOK 3anuTaHb, SKi MOXYTb
pgonomortn Bam 3HanTK HEODXiaHI Bignosia,.

MuTaHHa cknageHi npy 4oNoMO3i NAUIEHTIB | CIMER, siKi BXXe manun
noaibHuin gocsig. Xo4a NUTaHHA € A0CUTb 3aranbHUMKU, BaXKNNBO
nam’aTaTi, WO KOXXHa CUTyaLlisd € MO CBOEMY YHiKaribHa i He BCi
MUTaAHHA MOXYTb BYTU OQHAKOBO BaXXnMBi 4O BALLOT KOHKPETHOI
cuTyauii. Bu moxeTe maTu LWe SKiCb A0A4aTKOBI 3aMUTaHHS, Lo
He BKasaHi y LilbOMY CNUCKY, ane siki 6 B1 XOTinu sanutaTu.
3anuwiTb ix, Wwob He 3abyTu, Ta Bi3bMITb 3i COOOIO Ha
KOHCynbTaUito.

Mam’atante, Bu He 3060B’A3aHi NpOXoaMUTU FEHETUYHUIA TECT, Lie
€ Bawwnm Bn6opom. Bam cnig noro pobuTtun y Tomy Bunagky,
AKWwo Bu yneBHeHi, Wo ue BipHUI BUOIp anga Bac i Bawoi cim’i.

A. IHdopmauia npo 3axBOprOBaHHS

Yomy A yu mos antmnHa Bynu ckepoBaHi A0 daxiBus 3 reHeTUKN?
YHomy 51 yu Mo AUTMHA Ma€E Takuii CTaH 340poB’a ?

Uy moxkeTe BM MEHI pO3MNOBICTU NPO NOPYLUEHHS, 3 NPUBOAY AKUX
S YU MOSI ANTUHA NPOXOAUTUME Li OBCTEXEHHA?

Ha ckinbkn po3noBCO4KEHUMU € TaKi 3aXBOPHOBAHHA?

AK nogm XXMBYTb 3 TAKMM 3aXBOPOBAHHAMMU?

Yn icHye nikyBaHHS Npy TakoMy CTaHi?

AKWo Tak, To YK e AOoPOro i Ym 4oBeAETbCA MEHI NnaTtuTn?

Uy y KOXXHOro, XTO Ma€e Take 3axBOPIOBAHHA NPOBOAATLCA TaKki
cami obcTexeHHs?

Ak ue 3axBoptoBaHHA NepefaeTbCcsa 3 O4HOrO MOKOMIHHA 40
iHLoro?

AKWo A Mato iHWY ANTUHY, SKUIA PU3SKK, LLIO BOHA TakoX byae
MaTKn Takni CTaH 300poB’a?

[e a moxy 3HanTn GinbLue iHopMauii Npo 3aXBOPHOBAHHA?

Monorosun dygmHok Ne1,

OBnacHuin MeaNKO-TEHETUYHWNIA LIEHTP,
Byn. Yexosa 101,

Yepkacu

[iarHOCTUYHNI LEHTP,
Mepguko-reHeTu4YHa KOHCynbTauiga
Byn. 16 nunHs, 36,

PiBHe

O6nacHa guTa4a KniHiYHa nikapHs,
Meauko - reHeTu4YHunM KabiHeT

Byn. KoHoBanbus, 132
IBaHO-PpaHKiBCbK

O6nacHuin MeauYHNA OiarHOCTUYHUIA LEHTP,

Meauko - reHeTUYHUIM KabiHeT
Byn. Ctactoka 5a,
YepHiBui

O6nacHuin LEHTP OXOPOHM 340POB’SE MaTepi | AUTKHW,
LleHTp nnaHyBaHHS CiM’i Ta penpogyKuii ioanHu,

Meguko - reHeTu4YHa KOHCynbTauis
Byn. Cabyposa, 2a,
Xutomup
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3anopisbknini 06nacHMn MeQUKO-TEHETUYHUIA LIEHTP

np. JleniHa, 70
3anopixoka

O6nacHa nikapHs im. Nuporosa,
OBnacHUin MeanKo-reHETUYHWUIA LIEHTP
Byn. MNMuporosa, 46

BiHHMuA

O6nacHa guTa4a KniHiYHa nikapHs
Meanko-reHeTUYHNIA LLEHTP

Byn. PagsHcbka, 68

JlyraHcbk

OBnacHUn MeanKo-reHETUYHWIA LIEHTP,
Byn. [NpeobpakeHcbka
KipoBorpapg

OBGnacHuin MeanKo-reHETUYHWUIA LIEHTP
Byn. LLleByeHka, 10
NMonTtaBa

OBnacHUin MeanKo-reHETUYHWUIA LIEHTP
Byn. LLleByeHka, 160
YepHiriB

XepcoHcbka obracHa KriHiYHa guTs4ya nikapHs,

OBnacHUn MeEANKO-TEHETUYHUIA LIEHTP
BYn. YKpaiHcbka 81,
XepcoH

MeOuko-reHeTUYHMIA LEHTP,
O6nacHa guTa4da nikapHs,
Byn. Mukonaiscbka, 21
MukonaiB

B. IHdopmauisa npo o6cTexeHHA

K KOHKpeTHO BigbyBaTUMETbCA OBCTEXEHHA?

Un iHWKMM yneHam ciMm’i HeoBXiAHO NPONTM OBCTEXEHHS?
LLlo nagyTb MeHi pesynbTaTu 00CTEXEHHSA?

Umn € 9KMnCb pU3nK Npu LboMy OBCTEXEHHI?

Yu ue bongaye?

fka TouyHicTb aHanisy?

Uun a rapaHTOBaHO OTpUMalo pesynbTaT 00CTEXeHb?
Ckinbkn Tpeba yekaTn Ha pesynbTaTn?

AKUM YMHOM A oTpuMato pesynbTaTt?

Un meHi goBeaeTbCcs 3annaTtuTu 3a aHanis?

U noBUHHA A YU MOS AUTUHA 34aBaTW aHarni3, Yn € iHLLUi
cnocobu fisHaTucs HeobxigHy iHpopmauito?

XTO oTpuMae pesynbTaTn o0CTeXeHb?

C. lHwi peui, AKki gouinbHO 06a4yMaTH

Uun 3aTOPKHYTb pe3ynbTaTh TECTIB PELUTY YSeHiB MOET CiM'i ?
Akwo TaK, To YM NoTpibHO 0BroBOPMTU iX CNOYaTKY 3 HUMMK?
AKniA emMouiiHMIA BNNUB MaTUMYTb pe3ynbTaT 0bCTeXeHb Ha
MEHe i Moo CiM’t0?

Komy cnig noBigoMuTn Npo pesynbTaTu 00CTEXEHHS (YeHam
pPOOWHU, CIMENHOMY fikapeBi, koneram no poboTi, BUMTENAM)?
Uun BNNUHYTL pe3ynbTaTh TECTY HA MOE XUTTHA YN MeanyHe
CTpaxyBaHHA?

Uun BM 3mMOXeTe HagaTuU MeHi NMCbMOBY iHpopMaLito, Npo Te, Lo
Mun obrosoptoBann? (Bu moxeTe npocuTi Npo ue, Ko
npoueaypa € ocobnmeolo).

XTO NOACHUTbL pe3ynbTaT MOiM AiTam i/abo moim pogmyam?
Uun BM maeTe iHdopmaLio y NMCbMOBOMY BUMNAAI, 9Ky BU MOrnn
6 fatv MeHi ons NOACHEeHHA cuTyauii MO AUTUKHI i/abo MoiM
poanyam?

Uu icHylOTb SKicb opraHisadii nigTPMMKM nauieHTiB, 3 akumn 9 6
MIr KOHTaKTyBaTU?

3 AkuMu iLLle MeguYHMMK cneudianictaMmu cnig 3B’s3aTtuca?
AKwo 6 y MeHe BUHWKNM A0AAaTKOBI 3anuMTaHHA, TO YN MOXHa 3
BaMu 3B’si3aTnCA? AKLWO TakK, TO AKUM YUHOM?



binbLwe iHpopMmaLii MOXXHa oTpumaTH:

Orphanet

BeskowToBHMI BED-CANT, AKUA Hagae iHopMaLito Npo pPigKicHI
3axBOpPIOBAHHA, KNiHIYHI BUNPOOYBaHHS, NikKM Ta NOCUMAHHS Ha
rpynu NigTpuMkm y €sponi

www.orpha.net

EuroGentest

BeskowToBHMI BEG-CaNT, AKUI Hagae iHpopmaLito nNpo
reHeTUYHi OOCTEXEHHS Ta MOCUMaHHS Ha rpynu NiATPUMKN Y
€sponi

www.eurogentest.org

AGo y Bawin meauko-reHeTUYHIN KOHCYynbTauil.

JIbBIBCbKMIA MiXKOBNIaCHUI MeMKO — FeHETUYHUIA LIEHTP,
AY «lHctutyT cnapgkosoi natonorii AMHY »

Byn. M.JluceHka, 31 —a,

JIbBIB

KuiBcbkuin mickobnacHuin MeanKo-reHETUYHNUIA LEHTP
Byn. Kociopa, 28/1

Mepguko - reHeTnyHui ueHtp YOCIH « OXMATONT »
Byn. HYopHoBona, 28/1

Meaunko-reHeTu4YHUn KabiHeT
IHCTUTYTY negiaTpii, akywepcTtea i rinekonorii AMHY
Byn.MaHyinbcbkoro,8

KWiBCbKNI LEHTP MeANYHOT reHETUKN
Byn. boroByTiBCcbKa, 1
Kuis

YKpaiHCbKUI IHCTUTYT KNiHIYHOT reHeTukn XAMY,
XapkKiBCbKuin crewianiaoBaHUn MegUKo-reHETUYHNIA LEHTP
np. lNpaegu, 13

XapkiB

LleHTpanbHa kniHivHa nikapHsa Ne1

[oHeubkuin obnacHui cneuianisoBaHUi LEHTP MEOUYHOT
reHeTUKM

Byn. Aptema, 57

JdoHeubk

Kpumcbknin cneuianisoBaHuin MeEOUKO-reHETUYHNI LIEHTP
Byn. TutoBa, 77
Cimcepononb

MixxobnacHun UeHTP MeANYHOI FEHETUKN | NpeHaTanbHoI
AiarHOCTUKK

nn. BussoneHHs, 3 a.

KpuBun Pir

O6nacHa guTsa4a KriHiYHa nikapHa

Opecbkun cneuianisaoBaHUin MegUKO-TEHETUYHUIA LEHTP
Byn. akag. Bopobiosa, 3

Opeca



