Xbo® TREAT-NMD

HCMA Newromuscular Nebwork

UHdopmauua ana naumeHTa 06 YKpanHCKOM peecTtpe
6onbHbIX CnuHanbHON Mbiwe4vyHon ATpocuen

Mpexpe yem Bbl cornacutecb BHecTu MHpopmauuo o cebe B Peectp MaumeHTOB co
CMUHaNbLHON MbiweYyHon atpodmen (CMA), BaxHO, 4TOObI Bbl NMOHMManu kak oypeTt
ucnonb3oBaHa 3Ta MHopmauus. ITOT AOKYMEHT COAEPXUT OTBETbl Ha BOMNPOCHI,

KoTopble Bbl, BO3MOXHO, XoTenu Obl 3agaTb. B KOHUe AOKyMeHTa eCTb CeKuus

NMHOPOPMUPOBAHHOIO COINIACUA, roe Bbl ponxHbI NOCTaBUTbL CBOKO NOAMUCH,
noaTBepxaawwylo Bawe cornacme BHecTn nHcpopmauumio o cebe B Peectp. Ecnm nocne
O3HaKoMIeHMA y Bac octanucb Kakume-HMOyab BOMPOCHLI, NMOXarywucTa, CBAXWUTECb C
HaMu nepen noanucaHMeM MHcpopmauMoOHHOro cornacua. Bbl HanaeTe HawKM KOHTaAKTbI

Ha cTpaHuue 4.

“Yr1o TaKkoe peecTp naumeHTa u novyemy Bbl xoTuTe co3aaTb YKpauHCKum peecTtp?”
HaydHble ycnexu nocnegHux neT BedyT K CYLWeCTBEHHbIM WM3MEHEeHUSM B JieYeHun
MHorux 6onesHen. MNpegnarawTca HOoBble MeToabl nedveHus n ans CMA, onsi OUEeHKM 3TUX
pa3paboTok nnaHupytTca Gonblimve uccnegoBanud, Tpebyrowme npuerneyYeHns 6onbLIoro
yucna naumeHToB 6onee Yem 13 OAHOM CTPaHbI.

B HacTosiwee Bpemsi He cyulecTByeT npenapaTtoB gnsi nedyeHms CMA un HoBble crnocobbl
neyeHusi, anpobupyemble B KIUHUYECKUX WCMbITAHWUSX, €OUHCTBEHHbIA LIAHC YIyylWuWTb
TedyeHue Bawen 6onesHu.

HekoTopble HOBble METOAbl NeYeHus HepBHO-MbILLEYHbIX 6onesHen Takux kak CMA
npegHasHa4yarTca  TOMbKO  ANA  OnpedeneHHblX  reHeTuyeckux  gedpektoB. [OAns
NNaHMPOBaHWS KITMHUYECKNX UCMbITAHUA OY€Hb BaXXKHO, YTOObI NauneHTbl, NoaXoasLwmne ang
ncnbiTaHns Mornm 6bl ObiTe ObICTPO HamgeHbl. Jlyywunn cnocob gobutbcsa atoro - cobpatb
JaHHble O MNaumeHTax B eauHOM 0ase AaHHbIX UnM "peecTpe”, KoTopasi COAEpPXXUT BCHO
MHdopMaumMo, B KOTOPOW uccriegoBaTtenu OyayT HyXOaTbCsl, BKAYas crneumduyeckui
reHeTu4eckMn AedekT Kaxgoro nauueHta u Apyryl KrdeByld WHpopMauuio o6 unx
coctosiHun. Cetb TREAT-NMD cosgaeT Takown peecTp B cTpaHax EBponbl. B Ykpaune,
cosfjaHne peecTpa ocyllecTensaetTca nof armaon Xapbkosckoro ®oHaa «fetn co CMA»
(OCMA). Tak Xe kaKk HauuoHanbHble pPeecTpbl OPYIMX CTpaH, YKPauWHCKUIA pPeecTp
BKMNIOYEH B €QUHbI €BPONENCKNN.

Kpome TOro, 9T peectpbl MNOMOryT WccnegoBaTenaMm OTBETUTb Ha BOMPOC O
pacnpoctpaHeHHocTn CMA B EBpone mn ©OygoyTt cnocobCcTBoBaThb YMyWLIEHMIO yxoda W
neveHunto 6onbHbIX, paspaboTke cTaHAAPTOB MEQULMHCKOrO 06CnyXMBaHUS.

“Ypu gaHHble Bbl cobupaeTe B 3TOM peectpe?”
OTOT peecTp coaepXUT MHOPMAaLMIO O NauMeHTax, Co CNMHANbHOW MbILLIEYHON aTpodUnen.

Mockonbky peecTp OyaeT ucnonb3oBaH Ansi pa3paboTkM HOBbIX METOAOB JeyeHus,
ynyydleHns yxoga v npuenedveHnst 60mbHbIX K y4acTUo B KITMHUYECKUX UCTIbITaHUSIX, B HEro
OyayT BHOCUTLCS AaHHbIE TOMbKO O XMBbIX NauneHTax co CMA.

“KTo posmKeH 3anonHuTb 3Ty ¢hopmy?”

Ecnn Bbl naumeHT 1 Bam 6Gonblwe 18 net, Bbl MoxeTe 3anonHuMTb M nognucatb opmy
camocTtosTensHo. Ecnu Bel monoxe 18 un Bbl noHnmaeTe aty nHdopmauuio, Bbl mMoxeTe
nognucate OpPMy CaMOCTOATESNIbHO, HO Mbl Takke XxoTenu Obl, 4TOObl Baw pogutensb
UMM OMEeKyH Takke noanucanu 3TOoT AOKYMEeHT. Bbe3oTHocuMTenbHO Ballero Bo3pacTa,
noxanyncra, obcygute a1o ¢ Bawen cembenn u noxanyncra CBSXKUTECbL C Hamu, ecnn
Bbl MmeeTe kakvne-HMOyab Bonpockl. Ecnn Bbl - poguTtens unu onekyH 6onbHoro, a Baw
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pebeHOoK HedoCTaTOYHO B3pOChbld, 4YTOObl MOHATL 3Ty MHGOPMaUWU, noxanynucra,
nognunTe 3TOT AOKYMEHT CaMOCTOSITENbHO, ecnn Bbl xoTute, 4Ttobbl AaHHble Bawero
pebeHka Oblnn BKIHOYEHbI B peecTp.

“Y1o A1 pomKeH caenaTtb?”

Ecnu Bbl cornawaeTtecb NpuHATL yvyacTve B 3TOM npoekTe, Bbl AOMXKHbI npountatb 3Ty
MHdopMaumo n nognucatb MHdopMMpoBaHHOe cornacue (B KOHLUE 3TOro AOKYMEHTA).
Mocne 3Toro Bbl OOMmKHbI 3anofiHWTb AHKETY (C NMOMOLLbLIO Ballero AOKTopa B crydae
HeobX0ANMMOCTN) 1 BO3BPATUTL €€ HaM.

“KTo 1 Kak byaeT ucnonb3oBatb MOU AlaHHbIE?”

UHdbopmauusa, kotopyto Bbl npepocTtaBnsdete, O6yger BKNOYATbCS B HaLMOHAMbHbLIN
pernctp YkpauHbl, KoTopbli koHTponupyetca OJCMA. Joctyn K AaHHbIM, no3songowmm Bac
naeHtTpuumnpoaTtb (MmsA, agpec) OyaeT CTPOro orpaHuydeH, nvwb  WHpopmauumsa o6
ocobeHHocTAx Bawero 3aboneBaHusl, reHETUYECKUX OAHHbIX U TEKyleM COCTOsiHun Gyaet
AOCTYIMHa HEKOTOPLIM UCCreaoBaTeENSAM, MNAaHNPYIOLWNM KIMMHUYECKME UcnbiTaHnss B EBpone.
Tonbko nocne oO00GpeHust HauMOHamnbHbLIX  KOHTPOMNUPYKOLWMX OpPraHoB, JTUYECKOro
komuteta, ACMA n npasnedma TREAT-NMD ynonHOMOYEHHbIE nUUa CMOryT MNOMYyYUTb
nepcoHarbHble faHHble (MMs1, agpec) Ang cBs3m ¢ Bamu.

B eBponeickom peecTpe Bawwu gaHHble 6yayT vMaeHTUOMUMPOBaHbI TOMBKO aHOHMMHbLIM
KOOOM. 3TO O3HavaeT, YTo uccnegosaTenu, paboTaloLine ¢ peecTtpom, He ByayT B COCTOSHUN
y3HaTb Bally nu4YHyo nHdopmauuio (MMs, agpec 1 T.4.), @ TONbKO NHoOpMaLUunio, B KOTOPOK
OHW HYXOalwTcsa O Bawen 6onesHW, KoTopasd MNOMOXeT WM pewartb, Mornn nu 6bl Bbl
NPUHATbL y4yacTue B UcnbiTaHun. Ecnin, no nx MHeHuto, Bbl yooBneTsopsaeTe Kputepmsam wu
MOrnn Obl NOMAYYMTb NOMb3y W3 WUCMBITAHUSA, TO OHW CBSXKYTCA C OTBETCTBEHHbLIM NULOM
YKpPanHCKOro peecTpa, Mnocrie 4ero LTaT YKpauMHCKOro peecTtpa "pacwundpyet" OaHHble,
yToObl y3HaTb BalM NepcoHasnbHble [OaHHble U cBsxeTcs ¢ Bamu, 4T0GbI
NPOVHOPMUPOBATL O NMAHUPYIOLLEMCS KIMHUYECKOM UCMbITAHUM UK O OPYrMX COObITUSX,
kacatowuxcsa Bac n Bawero coctosHuda. Mbl He 6yaem nepegaBaTth Balle UMS UMW OPYTyio
NUYHYKD  MHopMauunio uccregosatensam. Ecnm Bbl 3aMHTepecyeTecb npennioXeHHou
uHdopmaumen, Bam OygeT npegoctaBneHbl NOMHbIE AaHHble, O TOM, Kak Bbl MoxeTe
CBA3aTbCA C uccrnegoBaTtendamu, nnaHupylowmMmmn mucnoltaHue. Ecnv Bel pewnte npuHATb
yyactme B wucCnbiTaHuW, TO Bbl JormkHbl Gygete paccmoTpeTb M nognucaTb OTAENbHOe
cornaweHve (MHpopmupoBaHHOe cornacue). Bbl MNOMHOCTBIO CBOGOAHBI B MPUHATUM
Ballero peweHns o nwboM UCNbITaHUW, O KOTOPOM Mbl coobwaem Bam. Ecnu Bbl
pewunTe He NpuMHUMAaTb y4acTue B ONpedeneHHOM WCMbITaHWW, TO BalM AaHHble 6yayT
COXpaHATbCH B peectpe, U Mbl Byaem npogomkatb coobwarts Bam o ApyrMx vcnbiTaHusX,
ecnu Bbl He OTKaXMTeCh OT 3TOrO.

“Kak 1 Mory oGHOBUTb MOM AaHHbIe, €CJIN YTO-TO U3MeHuTcAa?”

YUToObl YAOCTOBEPUTLCS, YTO AaHHbIE B peecTpe sIBNATCA NPaBUIibHbIMU U akTyarbHbIMMU,
BaXKHO, 4YTOObI Mbl OBHOBASANM KX perynspHo. Ytobbl caenatb 3T0, Mbl Oygem nocbiiaThb
Bam aHanormuHyto AHKeTy oauH pa3 B roga. Mbl  Takke npocum, 4TOObI Bbl
CaMOCTOATENbHO coobLanM Ham O NDbIX M3MEHEHUSAX B BalUMX KOHTAKTHbIX [AaHHbIX,
Hanpumep, UAMEHEHME aapeca U1 noTepu cnocobHOCTM NnepeaBUraTbCs 1 T.0.

“Kak 1 6yay waeHtudgpuumpoBaH B peectpe?”

Bawwn nuyHble gaHHble (MMs, agpec W T.4.) OOIMKHbl ObITb COXpaHeHbl B YKPauHCKOM
peectpe Tak, 4YTOoObl Mbl MOIMM cBsi3aTbcd ¢ Bamu gns uHdopmumpoBaHuss Bac o
NNaHUPYIOLWNXCH KMMHUYECKUX UCNbITaHMAX UM Ap. nornesHon ans Bac wHgopmaumn. 3tu
AaHHble ByayT coxpaHeHbl B 6e3onacHom Buae, UM GyaeT NpUCBOEH yHUKanbHbIN koA. [pn
nepegadye Bawen wuvHopmaunn eBponenckoMy  peecTtpy, Bawu nudHble gaHHble
nepepasatbca He ©OygyT. [HaHHble 06 ocobeHHocTsax Bawero 3aboneBaHua 6yayT
Oono3HaBaembl TOMbKO MO MpucBOoeHHOMY kogy. Wccneposatenn, paboTatwowme ¢
€BPOMNeNCKMM pPeecTpoM, He cMoryT uaeHTuduumpoBaTb Bac nvyHO no uvHopmauuu, K
KOTOPOM OHW WMET AOoCTyn. TONbKO OTBETCTBEHHOE JNMLO YKPaMHCKOro peectpa
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Watnnno AHgpen BanepueBuy (UNHCTUTYT HeBpomornm, ncuxumatpum u Hapkornorum AMH
YKpauHbl) Unu nmuo, SBHO MM HasHayeHHoe, ByaeT B COCTOAHUM "paclumngpoBath” AaHHbIE,
4YTO6bI NOMNYYNTHL JOCTYN K BALLUMM NINYHBIM AaHHbLIM.

“Mow gaHHble coxpaHATcA KoOHdnaeHUUanbHbIMN?”

Baww nonHble gaHHblE COXpaHATCA B TeYeHWe HeonpegeneHHoro nepuoga B Xbd, noa
OTBETCTBEHHOCTbLIO MaToweHko Butanua Hukonaesunya.

CospaHne peectpa TpebyeT cywectBoBaHus danna, cogepxawero nepcoHanbHble
JaHHble naumMeHTa U MeOuuMHCKME OaHHble. ITOT dhann GyaeT NOAYMHEH WHCTPYKUMSM MO
3almuTe [OaHHbIX (YKpPauHCKME 3aKOHbl, 3aKOHbl, CBf3aHHble C gupekTuBon 95/46
Esponenckoro Cots3a). Bca uHdopmaumsi, KOTOpyd Mbl nonyd4aem o1 Bac, Oyger
ncnonb3oBatbCs KoHduaeHumanbHo. MHdopmauna GyaeT 3alimdpoBaHa M COXpaHeHa Ha
6esonacHoM cepBepe (KoMnbloTepeE).

B nybnukauuax vnm nmobbix OpyrMx OOKYMEHTaX, OCHOBAHHbLIX Ha [aHHbIX peecTpa, Bac
OyaeT HEBO3MOXXHO MAEHTUHOMUMPOBATL MO MMEHWN MU OPYTMM NPU3HAKaM.

TpeTbu nuua, xenatowme nmeTb JOCTYN K JaHHbIM B €BPONENCKOM peecTpe (uccrnegosartenu
UM KOMMaHUKW, MNNAHUPYIOLWME KITMHUMYECKME WCMbITAHUS MW MPOBOASALIME WUCCnenoBaHue
OTHOCUTESIbHO HOBbIX Tepanui) 6yayT MmeTb AOCTYM TOMbKO K aHOHUMHOWM WMHopmauuuy,
obosHavaemon kogom. [pexae, 4eM MM NPedoCTaBAT OOCTYN AaXe K 9TOM aHOHWMHOM
MHopMaLmm, OHWM AOMKHbI ByAyT nonyyYnTb O40OpEeHMe 3TUYECKOro KoMuTeTa U Opyrux
KOHTPONMUPYKOLWMX OpraHoB. Bawwu pgaHHble He OyaoyT [OOCTYNHbI NpeanpuHUMaTtensm,
NpaBUTENbCTBEHHLIM OpraHn3aunsam, obpasoBaTeflbHbIM YUpPEXOEeHUAM, HU APYrUM YreHam
BalLen CeMbu UNn BalleMy JOKTOpY.

“Kakyro nonb3y/Bbirogy A Mory u3Brne4b U3 y4acTua B peectpe?”

OTOT peecTp, B KOHEYHOM cyeTe, npefHasHa4vyeH AN nonb3abl NauneHToB, xuByLmx co CMA.
Bbol He OyaeTe nonyyaTtb HuKakon onnatbl unuv nwobon Apyron uHaHCOBOW BbIroAbl B
pe3ynbtate nepefavv BawuxX AaHHbIX peecTpy. PesynbTaTbl MccrnefoBaHWiA, NOMYyYEHHbIX
npu nomoLiM peecTpa, MOryT ObITb NATEHTOCNOCOGHBIMM UMM MMETb KOMMEpPYECKUI
noteHuman. OgHako, Bbl He ByaeTe UMeTb HUKaKMX NpaB Ha 3Tu pe3ynbTaTbl U He bByaeTe
umetTb (UHAHCOBYIO BbIrody OT Oyayuiero KOMMepYecKoro wucnonb3oBaHud. OpHako,
CyLlecTBYeT crneayloLias nonb3a oT y4acTus B peecTpe:

§ Mbl coobwmm Bam (Ha ocHoBe npepoctaBrneHHow Bamu mHpopmauum) o Tom, 4TO
Bbl mornu 6bl 6bITb NoAxoAswWwMM KaHAMOATOM Ha OnpeferieHHoe KIMHUYecKoe
ucnbiTaHne. B HacTosiwee BpeMsi He cylwecTBYyeT npenapartoB gnga nedeHns CMA
N HOBble CMOCOGbI neyeHusi, anpobupyemble B  KIMHUYECKUX UCMbITAHUAX,
€OVHCTBEHHbIN LWAHC YNyylWwnTb TeveHne Bawen 6onesHn.

§ Mol Takke coobwmm Bam, ecnv Mbl MOMyYnMM Kakyro-HUOyAb HOBYH MH(OPMAaLMIO
OTHOCUTErNbHO Ballen 6onesHu, koTopas Morna 6bl NnpeacTaBnaTe UHTepec Ans Bac -
Hanpumep, ecnn CTaHyT U3BECTHbI Ny4lune cnocobsbl yxoaa 3a naumeHtamm co CMA.

§ CobpaHHble AaHHble MOryT MNOMOYb APYrMM naumMeHTam C Bawen 60nesHblo,
HanpumMep, nokasbiBas CTaTUCTMKY NO TOMY, CKONbKO niogev B EBpone nmeeT ToO xe

camoe cocTosiHue, unm obecneynTb MHdopMaLmen uccnegosartenen
paspabaTbiBalOWNX CTaHOapTbl MeauuuHCcKoro obcnyxumBaHust OonbHbIX Balen
OonesHbio.

§ O0600weHHass cTaTucTMyeckass WHdopMauMsi MO Hawemy peecTpy W Apyrum
eBponenckumMm peectpam OygeT npeacTtaBneHa Ha BebGcante TREAT-NMD. Takum
obpasom, Bbl Gygete B COCTOAHMM y3HaTb O TOM, CKOSIbKO ApPYrMX MaUMEHTOB B
EBpone umetoT Ty e 60nesHb 4To 1 Bbl.

“A1 xouy yyacTBOBaTb B KIIMHMYECKUX UCNbITaHUAX. Ecnu A yaoBneTBopsio ycrnoBusam
BKIIOYEHUA — 3TO rapaHTupyetT yyactue?”

XoTa OOHOW U3 [MaBHbIX Lenen 3Toro peectpa sBMsieTcs obnerdyeHne nauneHTam
y4yacTusi B KIIMHUYECKMX UCMbITAHWUSX, @ uccrnegoBaTensam noucka OOMbHbIX AN HUX, HET
HUKAKOW rapaHTuM, 4YTO u3yvyeHMe Bawwmx pgaHHbIX npuBegeT K  obs3aTenbHOMY
BKItoMeHUI0 Bac B knuHu4yeckoe ucnbiTaHne. BaxkHo, 4ToObl Bbl noHumanu, 4Tto, gaxe ecnu
Ha OCHOBaHWW [daHHbIX, NpedocTaBneHHbIX Bamu ana peectpa, Bbl cooTBeTcTByeTe
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YCINOBUSAM BKITOYEHUS] B KIMHWYECKOE MCMbITAHWsi, MOTYT CyLleCTBOBaTb AOMNOSHUTENbHbIE
YyCNOBMS, BO3HMKalOLMEe B MpoLecce Wnu nepes Hayanom WCNbITAHUA, KOTOpble He
no3BonAT BKMoUMTb Bac B mnccnegoBaHune (Mnm NoTpebyrtoT UCKITIOUYEHUS U3 HETO).

Ecnun Bbl 3avHTEpPeECOBaHbl B Y4acTUM B KITMHUYECKMX UCMbITAHUSAX, NOXanynucra, nomeTbTe
COOTBETCTBYHOLLY CTPOKY hOpMbl MIHEDOPMUPOBAHHOIO COrnacus.

“A1 He xo4yy yyacTBOBaTb B KIJIMHUYECKUX WUCMbITaHMAX. [JOrKeH NM A 3anonHATb
AHkeTy?”

Mbl Hageemcs, 4To Bbl Oyaete 3avHTepecoBaHbl B 3anofiHeHUM AHKETbl, Aaxe ecnu Bbl He
XOTUTE MNPUHUMATL ydacTue B KIMHMYECKMX MUCMbiTaHuaX. Bawa wHdopmauuna 6ypet
nonesHa Ana uccriegoBaTenen, KOTopble XOTAT y3HaTb Gonblue O nauMeHTax, XMBYLLMX CO
CMA, a wmbl 6ygem npepoctaBndate Bam gpyryto nonesHyto uHdopmaumio. Ecnm Bbl He
XOTUTE nonydatb WMHMOPMaLMIO O KIMHUYECKMX WCMbITAHWUSIX, B KOTOPbIX Bbl mMornu Obl
ydacTBoBaTb, Noxanymcra, nometbTe "HeT", B COOTBETCTBYIOLLEN CEKLMM COrfaLlleHuns.

“NomkeH NM A y4yacTBOBaTb B peecTpe, U MOry N A BbIATU U3 Hero, ecnu A
nepeayman?”

Bawe yyacTne B 3TOM MpPOEKTE MOMHOCTbI A0OpoBObHO. 3akoH 00 oxpaHe MHGopMauun
npegoctaensetr Bam npaBo nonyuuMTb OOCTYyN K BalMM COOCTBEHHbIM [OAHHbIM U
UcnpaenaTb UMX WNW  yaanuTb WX MNONMHOCTbO B nboe Bpemsi. Ecnv Bbl xenaete
yaanuTb Baln [aHHble W3 peectpa, Bbl MoxeTe cpgenatb 3910 6e3  kakoro-nnbo
o6bsacHeHus. Ecnu Bbl kenaete BbIMTM M3 peecTpa, Bbl gomkHbl coobwmtb 06 aTOM
npeAacTaBUTENIO, OTBEYAIOLLEMY 3a YKPAUHCKYHO perncTpauuio (aetanm Huxe).

“C KeM 1 [OMKEH CBA3aTbCSl, ECNU A UMEI0 Kakne-HMbyab BonpocbI?”

Ecnn 66l Bbl xoTenu npegoctaBuTb Kakylo-HUOYAb OOMNOMHUTENbHYO WMHAOPMAaLMIO UNn y
Bac ectb Heob6Xx0AMMOCTb CKasaTb HaM O KakOM-HUOY[Ab U3MEHEeHWW B BalUMX AaHHbIX, UNn
ecnn Bbl xenaete ypanutb Bawwm paHHble n3 peecTpa, NOXanymcra, CBSXKUTECb C
OTBETCTBEHHbLIMU NULLAMMU:

Watnnno Angpen BanepueBud (MHCTUTYT HeBponorum, ncuxmatpum n Hapkonorum AMH
YkpauHbl) Ten. +38 097-8111-884, +38-057 — 771-68-55

shatil@ukr.net

MarTioweHko Butanun Hukonaesud (Xb®) Ten. +38 050-364-06-73,

info@csma.org.ua
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NH®OPMWUPOBAHHOE COIMACWE

1. [Oaete nu Bbl pa3pelieHue XxpaHUTb BaluM AaHHbIe B HauMOHanLHOM PeecTpe
B YKkpauHe n nepepaBaTtb ux (B cpopme, naeHTUDULUPYEMON TONBLKO KOAOM)
B EBponeickun Peectp, rae oHM MOryT Mcnosb3oBaTbCs ANs uccnenoBaHus
M ANA NNaHMPOBaHUA KINUMHUYECKUX UCNbITAaHUN?

o HET
o OA

2. Ecnu mbl nonyvyaem uHcgpopmauuto otHocuternibHo npoektoB TREAT-NMD unu
APYryto nonesHyr MHcopmauuto, CBA3aHHYIO C Bawlen 60ne3HbIo, XoTenu Obl
Bbl nony4yatb eé?

o HET
o OA

3. Ecnu mbl nonyyaem uHchopmMauuio 0 KNMHUYECKOM UCMbITaHUU, B KOTOPOM
Bbl Mmornu 66l NPUHATL y4YacTue, Xxotenu 6bl Bbl ObITb MH(POPMUPOBAHHLIMU

00 3aTomM?
o HET
o [OA

(Moxanyncra, oTMeTbTe, 4YTO, AaXe ecrniM KOOpPAUHATOPbl KIMHUYECKOro
MCNbITaHUA nonarawT, YTo Bbl Mornu 6b1 yyacTBoBaTb B UCNbITaHUWN, BMOJIHE
BO3MOXHO, YTO MO3Xe OKaXeTCcA, YTo Bbl He cooTBeTCcTByeTe KpUTEpPUAM
BKntoYeHus. MNMoxanyncra, Takke umenute B BuAy, UYTO, €Cnv Mbl coobLliaem
Bam o cyuwectBoBaHMM WUCNLITaHUSA, 3TO He noAapa3yMeBaeT, YTO Mbl
noaTBepxaaem Bawe y4yactme B Hem. YT0ObI yuyacTBOBaTb B JHOGOM
ucnbiTaHMn, Bbl AOMXKHbLI OyageTe 3anonHUTbL OTAENbHOE corfnaweHue Ha
OCHOBe NnpeAocTaBreHUA NonHon nHdopmaumm)

4. Ina yTouHeHus Bawwmx aaHHbIX, Mbl AOMKHbLI 6yaem cBA3biBaTbCcA ¢ Bamu
OAMH pa3 B roa U 3agaBaTb BOMpPocbl 06 M3MeHeHUsAX B Bawem coctosiHum.
CornacHbl nu Bbl nonyyatb nopoGHble cdopmMbl oaMH pa3 B roa AnA
3anosfiIHeHUs1 U OTNPaBKU HaM?

o HET
o [OA

5. Ecnu BO3HMKaKOT Kakue-HMOyAb CylleCTBeHHble MU3MEHeHUs B Balux
AaHHbIX (HanpuMep WU3MeHeHMe agpeca, WM U3MEHEeHMA B BalleMm
MeAMULMHCKOM cTaTyce), KOTopble TMPOUCXOAAT B Nepuoa  Mexay
obHoBRneHnsAMU, coodwmTe nu Bbl HamM 06 aTomM?

o HET
o OA
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5 nonHocTbLO NOHUMar, 4YTo Takoe Peectp. A noHumaro, Kakyro HHdOpMaLUIO
[AOMKeH npepoctaBnATb AnA Peecrtpa. A1 noHMmalw, kKakylo uHdopmauuio oyay
nony4yaTtb OT npeactaButenen Peectpa. 1 uMen BO3MOXHOCTb 3afaTb BONPOCHI, U
Ha BCe MOU BOMPOCHI MNOMy4YeHbl YyAOBMETBOPAOWME MEHS OTBEThbl. 51 nony4un
aksemnnap 3Ttom dopmbl (MH(hOpMUPOBAHHOrO cornacusa M uHcgpopmauun ana
nauueHTa). CBOeM NoanuUCbLI A NMOATBEpPXAal BCe BbilenepevyucrieHHoe U aaro
cornacue Ha y4yactue B 3ToM PeecTpe.

MpumeyaHue: Ha ocHoBaHun 3akoHa YKpauHbl "O 3awmTe nepcoHanbHbIX AaHHbIX"
(ot 01.06.2010 Homep 2297-VI) cBoem nognucb B 3TOM cekuun Bbl paete
OOKYMEHTUPOBaAHHOE corfacme Ha oO6paboTky Bawux nepcoHanbHbIX AaHHbIX,
OaHHbIX O 3040POBbE COrMacHO OO BbABNEHHbIX Bbille Lenen:

MNoanuck OaTta
O YvyacTHuKa
O Poautens
O OnekyHa pe6eHka oo 18

damunusa:

Nma:

OTyecTBO:

MonHbIN NoYTOBLIN

Appec:

TenedoH ¢ kogom:

TenedoH ¢ kogom:

TenedoH ¢ kKogom:

TenedoH ¢ Kogom:

AneKTpoHHaA noyTa:
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