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H-CARE Pilot Survey

OCHOBHbIe 80MpPOCkI Onpoca

OueHKa MLO0M, OCYLLECTBAAIOLWMM YXOA4 33 NALMEHTOM, OKa3aHMA NOMOLLM NPU Ie4eHUU
PeAKUX U KOMMJIEKCHbIX 3ab6oneBaHui

3a nocnegHue 6 mecaues, KOraa 4YenoBeK, 0 KOTOPOM A 3360‘-IYCb, nonyyaa meauumMHCKYIO nomoub no nosoay

ero/ee pegKoro UaM KoOmnaeKkcHoro 3abonesaHus:

MoxkanyiicTa, He yKa3biBaliTe OTBETbI, KOTOPbIE HE COOTBETCTBYIOT BaLEM CUTyaL UK.

(1) Hukoraa (2) Pegko (3) UHoraa (4) Kak (5)
npasmno Bcerga

1. [MpepoctaBnann BO3MOXKHOCTb
BblbOpa BapMaHTa IeyeHusa

2. A 6bin YyA4OB/NETBOPEH
opraHusaumen OKa3blBaeMoW
emy/ei mMeaNUMHCKOWM NOMOLLLU

3. MHe nomoranm  yCTaHOBWUTb
KOHKPETHbIE LLeIn, YTOObI YNyYWnTh
ero/ee nuwesoe noBedeHUE WM
bU3NYECKYO aKTUBHOCTD

4. 4 nonyunn Konuo ero/ee nnaHa
neyexua*

5. MHe nopekomeHA0Banu
0COBEeHHYO rpynny wWAuM  Knace,
4TO6bl MOMOYb CNPABUTLCA C ero/ee
peakum nnu KOMMJ/IEKCHbIM
3aboneBaHnem

6. MHe 3amaBann  BOMNPOCHI,
HenocpeaCcTBEHHO WAM B Xopde
onpoca, O ero/ee MpUBbIYKAX,
OTHOCALLMXCA K 340pOBOMY 06pasy
KU3HU

7. MHe nomornuM coctasutb NAaH
neyeHna,* KOToporo oH/oHa mosKeT
npuaepKmnsaTbca B cBoel
noBceAHEBHOM KU3HU

8. MHue nomoranau 3apaHee
MOCTPOUTb MaHbl, 4TobBbI A MOr
nosabotutbca 0 Hem/Hel c ero/ee
3aboneBaHMEM pJaxke B TAMesoe

Bpems

This is an initiative of:

- e - .
2333, European Genetic Tumour Risk Syndromes \ ERK European | eon 1 UN European | aUUROGEN
et Reference (ERN GENTURIS § The furopesn v Reference | oo e setomce dewers Reference trnnenital Diconcoc
o9’ Network : - are Koy Dlvsane Network for von resgivaery douses * Network Urogenital Diseases
eference Networ




)y

Rare
Barometer

V*'t. * %
-k

& EURORDIS

RARE DISEASES EUROPE

9. MeHAa cnpawuBanun, Kak ero/ee

pegKkoe 1Y KOMMNAEKCHoe
3abonesaHve Banaer Ha EFO/EE

XU3Hb

10. MeHA cnpawwuBanu, Kak ero/ee

pegKkoe num KOMMEeKCcHoe
3aboneBaHne BAuser Ha MOK
YKU3Hb

11. Co MmHOM cBfi3a/Mcb nocse

BM3UTA, YTOObI NPOBEPUTD, KaK UayT
aena

12. MHe paccKasanu, Kak BU3UTbI K
Apyrum creumanuctam, Hanpumep
reHeTUKY WU KapAnoaory, MoMorau

B ero/ee neyeHunn

* MNaH neyeHMsa — 3TO COCTABNEHHbIN OKa3blBaOLWMMM BaM MOMOLLb MEANLNHCKMMU PabOTHUKAMM CNIUCOK
TOrO, YTO HYXKHO CAeNaTb, YTO6bl N03abOTUTLCS O BalLem 340POBbE.

Copyright 2004 The MacColl Center for Health Care Innovation, Group Health Cooperative; AgantTnpoBaHo
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MoxeTe nn Bbl CKasaTb, YTO 3a nocnegHue 6 mecaues meguLUHCKUe p860THMKM oTaeneHuna, KotTopoe Bbl

oueHuBaerte:

(1) Hukoraa

(2) Pegko

(3) UHorpa

(4)

npasunno

Kak (5) Bcerga

13. NMomorann BAM cnpaBuTbCA C

3MOUMAMM, CBA3AHHbIMK C
CcOCTOstHUEM 310p0BbA
YyesioBeKa, O KOTOPOM Bbl
3abotutech

14. T[lomoranu 4enoBeKky, O
KOTOpOM  Bbl  3aboTUTecs,
CNpaBuUTbCA C  3MOLMAMM,
CBA3aHHbIMMU c EFO/EE

COCTOoAHNEM 3400p0BbA

B oTHOWeEHUN NOMOLLU, KOTOPYIO YesI0BEK, O KOTOPOM Bbl 3350TMTECb, nonyu4un 3a nocneaHuve 6 mecaues

B 3TOM OTAE/IeHNUN, Bbl MOXKeTe CKa3aTb, YTO YA0B/1€ETBOPEHDI:

(1) KpaitHe He (2) He (3) (4) (5) Becbma HenpumeHumo
yfoBneTBopeH | yaosnetsopeH | CpeaHe | YaoBneTsopeH | yaoBAeTBOpeH
15. PesynbtaTamu
NMOMOLLM aToMy
yesoBeKy u/unn ero
neyeHun
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16. MonyyeHHON Bamu

nHbopmaumen o
nonb3e W puUCKax,
CBA3AHHbIX C
NMOMOLLbIO aTomy
yenoseky u/uam ¢
ero/ee neyeHnem

17. B uenom, nomoLbto,

KOTOpYyto
nonyyeHHaa wum/ein
3TOM OTAENEHNM

XoTute nm Bbl UTO-MM60O AOGBBMTb B OTHOWEHMU NOMOLLUN, KOTOPYO NoJslyvyaeT YeNoBeK, O KOTOPOM Bbl
3360TMTECb, B CBA3U C peAKUM U KOMNJIEKCHbIM 3aboneBaHMem B 3TOM OTAEIIEHMM?

[TonbKo ana Tex, KTo yxaXKuBaet 3a guMarHosom]

Yepe3 KaKkoe Bpemsa nocne nepsoro 06pau.|,eHm| 3a MEAVILI,VIHCKOﬁ NnOMOLLbIO 4Ye/10BEK, O KOTOPOM Bbl
3360TMTECb, nonyyunn noareepxageHue AMarH0o3a peaKkoro i KomnsiekcHoro 3aboneBaHuA?

Hanpumep, ecnu Baw gmarHo3 6bln noaTeBepxaeH yepe3 1 rog n 6 MecsiueB nocne Toro, Kak
BrnepBble 06paTMNNCL 3@ MEAMLMHCKOM MOMOLLbIO, Bbl MOXETE yKasaTb «1» B none «rogpl» n «6»
B none «Mecsaubl».

> JleT:

> MecAaues:

> He nomHto; Opyroe; Ecam Bbl BbiIbpanu «Jpyroe», yKaxuTe:

Mposogunca nu reHeTUYeCcKuin Tect nepepg NOCTaHOBKOWM AWarHosa uam gna ero I'IOATBEP)KAEHMﬂ?

> la, ona naumenTa; Ja, Ana naumeHTa U ero/ee 6AnMKannMX poacTBEHHUKOB; HeT; HenpumeHumo
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