NPOrPAMMA TECTUPOBAHMA MYTALIUA B TEHE NF1

HEMPO®UBPOMATO3 1 TUNA C HEONEPABE/IbHbIMU NNEKCUDOPMHbLIMMU
HEAPO®UBPOMAMMU

roPAYAA TNMHUA 8-800-707-08—67 ¢ 9:00 o 19:00 (MockoBcKoe Bpems)
INNEKTPOHHAA NOYTA NF1@mdconnect.ru

OMUCAHUE

Mporpamma NpoBOAMTCA C LieNbto obecneyeHMa NaUMEHTOB C KAMHUYECKU NOATBEPKAEHHbIM
OMarHosom  «Helpoombpomatos 1 TmMna € nneKcMPoOpMHbIMKM  HeonepabenbHbIMM
Helnpodnbpomamm» MOIEKYNAPHO-TEHETUYECKON AMArHOCTUKOM (TecTMpoBaHWe Ha MyTauuu B
reHe NF1). Mporpamma peanusyetcs kKomnaHuen 000 MegKoHHEKT Npu NoAAepKKe KoOMMaHUn
AcTpa3eHeKa. YuacTue Bpayeit u naumeHToB B Mporpamme becnnaTtHoe.

B pamkax Mporpammbl 3apermMcTpupoBaHHbIM NaLMeHTam NPOBOAUTCA:

e OnpepeneHne myTtauuii B reHax NF1, NF2 meTogom cekBeHmnposaHus AHK.
e [louck geneumnint B reHe NF1 metogom MLPA.

KPUTEPWWN BKAOYEHWA NAUMEHTOB:

Mporpamma npeaycmaTpuBaeT npoBeaeHWe NabopaToOpHOM AMArHOCTUKM ANs MALMEHTOB C
YCTAHOB/IEHHbIM  AMArHO3oM  «Hepodpmbpomatos 1 TMma C  NAEKCUOPMHbIMM
HeonepabenbHbIMK Helpodnbpomamm», MNO3BOASET BpPady HanpaBAsTb Ha JlabopaTopHyto
OMArHOCTMKY KPOBb CBOMX MNAUMEHTOB M 6ecnnaTHO nony4vaTb pe3ynbTaTbl MONEKYNAPHO-
reHeTUYeCKoM ANArHOCTUKMN.

B Mporpammy BKIHOYAKOTCA NALMEHTbI, COOTBETCTBYIOLLME BCEM CNEeAYIOLUM KPUTEPUAM:

O YCTAQHOBNEHHbIA AMarHos «Helpopubpomatos 1 Tuna ¢ NAEKCUOOPMHbIMU
HeonepabenbHbIMU HeMpodubpomamm»

O rpaxgaHcteo PO

O noAnucaHHOe 3aKOHHbIM NpeacTasuTenem (poautenem) naupeHta MHGOPMUPOBAHHOE
cornacue Ha ydactue B Mporpamme

OJOKYMEHTbI:

B cooTBeTcTBUM C TpebOBAHMAMM POCCUMCKOTO 3aKOHOAATENbCTBA B OTHOLWIEHMM 3aALMUTHI
YyacTHoM MHpopmauum (PeaepanbHbiit 3aKoH oT 27.07.2006 roga Ne152-d3 «O nepcoHanbHbIX
AAHHbIX») C 3aKOHHbIMW NPEACTABUTENAMMN (POAUTENAMM) KaXKAOr0 NALMEHTA, KPOBb KOTOPOro
OTNpPaBNAETCA HA AMArHOCTMKY B pamkax [lporpammbl, [OMKHO ObiTb  NoanucaHo
MHPOPMMPOBAHHOE cornacme Ha 06paboTKy NepPCOHaNbHbIX AaHHbIX.

Ha Kakaoro naumeHTa AomkHa 6biTb NpegoctaBneHa ckaH/GpoTo-Konus cornacua Ha 06paboTKy
NepCcoHaNbHbIX AaHHbIX, NOANMCAHHOrO POAUTENAMM NaLUeEHTa.

[na nopTeBepXAeHWAa AMarHosa W COOTBETCTBUA YCNOBMAM MNPOrpammbl  06s3aTesibHO
NPeaoCcTaBNATb HA KaXKAOro BK/IOYAEMOro naumeHTa CKaH/¢pOTO-KONUKM BbIMUCKU U3 UCTOPUN



60Ne3HN MaUMEeHTA UAU U3 APYTMX MeSULUHCKUX AOKYMEHTOB, NOATBEPKAAOWMX AMArHos
«HelpodmnbpomaTtos 1 Tmna c naekcnPpopmHbiMmU HeonepabenbHbIMKU HeMpodnbpomamm».

BEUOMATEPUAN ANA AHAZTNU3A

Ha nccneposaHue HanpasnatoTcs o6pasubl nepudepunyeckoli (BeHO3HOM) KPOBM NaLMeHTa.

O6pasupbl KPOBM HanpaBaseTcs Ha muccneposBaHue B npobupkax IATA K3/K2 (c cupeHesol
KPbILWKOM).

st
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|
|
|
|

KpoBb B OXKMAAHWUM OTNPABKM MOXKET XPaHUTLCA 40 2 Hedenb npu Temnepatype +2...+8C (HE B
MOPO3UNKe).

HAMPABUTE/IbHbIV B/IAHK

Ha Ka)4oro nauMeHTa, KpOBb KOTOPOro HamnpasAseTca Ha AMArHOCTUKY B pamMKax lporpammbl,
dopmupyeTtca HanpaBuTenbHbli 6aaHK. HanpasutenbHblM 61aHK HanpaBWUT Bam onepaTop Mo
email. HanpaBuTenbHbIi 6naHK HeobxoAMMO pacneyataTb M nepefatb Kypbepy BMecTe C
6uomatepuanom. EgMHcTBEHHOE, YTO NOTpebyeTca BPy4YHYH BHECTU B HanpaBuTenbHbIN 6aaHK
— 370 [leiicTBMUTENbHAA AaTa 3abopa 0b6pasua, Bce oCTasbHble NOAA 6AaHKa NpeA3anoHEHbI.

JIABOPATOPWA

Bce nabopaTopHble uccnenoBaHusa B pamKkax MNporpammbl BbinonHATCS B nabopatopum MIHL,
um. boykosa.

NP1 BO3SHWMKHOBEHWI BOMNPOCOB

Mpn BO3HMKHOBEHWM BONPOCOB No paboTe nporpammbl 06paLLaiiTeCb MO HOMEPY ropAYEen TNHUN
8-800-707—08-67 (3BOHOK HecnnaTHbIN Ana Bcex pernoHos PP, ¢ 9:00 ao 19:00 McK) nam no
agpecy anekTpoHHom noytel NF1@mdconnect.ru.



mailto:NF1@mdconnect.ru

KAK OTNPABUTb HA AUATHOCTUKY

1. PacneuaTainTte u noanuiwnte UHgpopmuposaHHoe coanacue (UC) epaua.

2. Cdotorpadupyiite/ oTckaHupyiiTe cBoé cornacve (MC Bpaya) M oTnpasbTe ero Ha
3IeKTPOHHY0 nouty NF1@mdconnect.ru.

3. MNosBoHuTe no tenepoHy 8—800-707-08—67.

4. Coobwmute OnepaTopy, YTO Bbl Bpay, 4YTO Bbl y¥Ke npucnanu ceoé UC n npucnanm ero Ha
€MeWN, U 4TO Bbl XOTUTE OTNPaBUTb NaLMeHTa ¢ HepodnbpomaTo3omM Ha TECTUPOBAHME.

5. Ecnu Bbl MOXKeTe opraHn3oBaTb B3ATWE BEHO3HOM KPOBKM B NpobupKy ¢ IATA (cMpeHeBas
KpbILWKA), TO NpUraacuTe nauMeHTa Ha B3ATME KPOBU U nognucaHmne MHhopmupoeaHHoO20
coznacus (UC) nayuenma.

Ecnu Bbl HE MoKeTe opraHn3oBaTb B3ATME KPOBU, TO NO3BOHUTE No TenepoHy 8—800—707-08-67
(sam nomoryT c opraHunsaumeit 3abopa Kposu).

KaK ToNbKO y Bac NOABMTCA TaKas BO3SMOMKHOCTb - BO3bMUTE Y NaLMeHTa KPOBb; AanTe
poautenam nognmcatb NC. XpaHUTe KPOBb B XON04U/IbHUKE, HE B MOPO3WUJ/IKE

6. CpenaiiTe ¢OTO/CKaH BbIMUCKM wman N0b6Oro Apyroro MeAuUMHCKOro [AOKYMEHTa,
NOATBEPXKAAOLWEro AuMarHos «Helpodubpomatos 1 Tuna ¢  NAEKCUGOPMHbIMM
HeonepabenbHbIMK Helpodnbpomamm».

7. MNpuwnute Ha email chegyrouwyo MHGopmaumio:

®UNO naymeHTa

Mon nauneHTa

[aTta poxgeHnAa naumeHTa

JnarHos nauuneHTa

MNoaTBepxaeHue, 47O naumeHT
rpaxkgaHuH PP

®NO  3aKOHHOro  npeacraBuTena
naumeHTa

KoHTaKTHbIN TenedoH npeacrasuTens
nauueHTa

Agpec NpoXmMBaHUA NaUMeHTa

PervoH npoxmBaHMA NaumneHTa

fopoa NpoXKnBaHWA NaumeHTa

Hdata 3abopa KpoBM Yy naumeHTa
(nnaHupyeman nam nssectHas)

Mecto 3abopa - JINY Bpaya wan
apyroe

HassaHue JINY

Appec 1Ny

KoHTaKkTHble paHHble OTnpasuTens
npobbl (Bpay/npeactasutens Bpada,
TenedoH, Bpema paboTbl)

anﬂO)KVITe K  nncbmy d)OTO/CKaH noanmMcaHHOro nc naunMeHTa wm AOOKYMEHTa,
noarsepxaaroWwero gnarHos3.

8. Onepatop npuwnér Bam Ha email HanpaButenbHbih 6naHK (HB). PacnevaTalite ero.
Bnuwwute B 61aHK peanbHyto ATy B3ATUA KPOBWU. HaHecuTe Ha NPOBMpPKY MApKUPOBKY
TaK, KaK 3TO NpeanucaHo HanpaBUTeNbHbIM 61aHKOM.

9. OrtpaiiTe KpoBb M AOKYMeHTbI (61aHKn UC ana cebs n ans naumMeHTa, HanpaBUTE/IbHbIN
61aHK) Kypbepy.

10. OxkunpaiTe pe3ynbTaT aHanM3a Ha email.

Mpn BO3HMKHOBEHNW BONPOCOB 3BOHUTe No TenedpoHy 8—800-707-08-67
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cTp.1ms 2

1.

IIMCBMEHHOE HH®OPMHUPOBAHHOE COI'IACHUE HA
YYACTHUE B ITIPOI'PAMME JTUATHOCTHUKH, OBPABOTKY N
XPAHEHMUE INEPCOHAJIBHBIX TAHHBIX (cTp. 1 u3 2)

lMopog para:

Cyb6beKT NnepcoHasibHbIX AaHHbIX

dammnua, uma, oT4ecTBo
CybbekTa

[aTa poxaeHua
CybbekTa

Appec npoxuBaHua
CybbeKTa

Macnopt Cy6bekTa N2

BblaaH: gata/opraH

Koa nogpasgeneHua

2. OnepaTtop

HanmeHoBaHue O6LLecTBO C OrpaHNYeHHOoM OTBETCTBEHHOCTLIO MegKoHHeKT, 000
MeaKoHHeKT (ganee «Onepatop»)

Appec 129626, r. MockBa, CtapoaneKkceeBcKasa yamua, 4om 5, atax 3
nomeujeHue 312

3. Cy6'bEKT NnepCoHaNbHbIX AAHHbIX HACTOAWMM Oa€T cornacume CBOe€l BoNel U B CBOEM nHTEepece

3.1. Hayu4actue B [porpamme AnarHocTuKK (ganee «Mporpammar) B KauecTse Bpaya-y4yacTHUKA NPOrpaMmmbl;
3.2. Ha 06paboTKy nepeyncneHHbIXx HuxkKe [lepCcoHaNnbHbIX AAHHbIX, HEOBXOOUMbIX ANA peanusauunu
Mporpammeil:
3.2.1.®amnnuna, msaA, O0TYECTBO, rod, MecAl, AaTa POMKAEHMA, MOA, afpec, KOHTaKTHaa MHdopmaums
(nomawwHmii(e) appec(a), Homepa npamoro paboyero, AomallHero 1 MobuabHoro TenedoHoB, agpec
3NEKTPOHHOM NoYTbl U Ap.), AaHHble 06 yyacTum B Mporpamme;
3.2.2.CBefeHus, copepiKalimeca B AOKYMEHTAX, YAOCTOBEPAIOLLMX JIMYHOCTb, B TOM YWC/Ie MacnopTHble
JaHHble;
3.2.3.CBegeHuns o TpyA0BOWN AeATeIbHOCTH;

Llenn 06paboTKM nepcoHanbHbIX AaHHbIX: 1) obecneyeHne yyacTua cybbeKTa NepcoHanbHbIX AaHHbIX B
Mporpamme anarHocTukM (aanee «Mporpammar); 2) uHbopmaLMoHHan noaaepxKa Mporpammel.

4.

Uenn u copepkaHue [Mporpammebl. Lenb [lporpammbl - obecneyeHne nedvawmx Bpadel (cybbekTos
NepcoHasibHbIX [aHHbIX) MALMEHTOB pe3y/abTaTamu 1abopaTOPHbIX M MHCTPYMEHTaNbHbIX UCCAef0BaHUN B
paMKax MNPUHATON KAWMHUYECKOW MPaKTUKM HepocTynHoM B pamkax OMC pns nogbopa naumeHTam
onTMManbHoW Tepanuu. Mporpamma npegnonaraeT opraHnsaunio OnepaTopom KypbepcKon f0CTaBKM obpasua
6romaTepurana naumeHTa, KOToporo HabalAaeT U/MAn KOTOPOMY HaszHaYaeT iedeHue fedalnii Bpay (cybbekT
NepCcoHaNbHbIX AaHHbIX) OT Nle4ebHOro yypeKaeHus, B KOTOPOM ocyluecTBasicA 3abop buomatepuana, Ao
nabopaTopHOro LeHTpa rocyaapcTBeHHoro denepasibHOro UAM PernoHanbHOro neyebHoro yupexaeHua PO
n/Mnm Kommepdeckoin nabopatopum u/mam nabopatopmm KOMMEPYECKOro MeAMUMHCKOro ueHTpa (aanee
«JTabopaTopun»), cneunannsmpytoLLeinca Ha NpoBeaeHNN N1abopaToPHbIX, 4MATHOCTUHECKUX UCCNEA0BaHNN B
obnactu Helipodubpomatosa 1 Tmna, Ana NpoBeseHnn nocneaytow,ero NabopaTopHOro nccaeLoBaHns obpasua
6uomaTteprana nauMeHTa C LeNblo BbiABAEHWUA NabopaTopHbIX NoKasaTesnel HeobXoAuMbIX ANs BeAeHMA
MaumeHTa B pamKax MNPUHATON KAWHWUYECKON npakTukK.  [poBegeHue nabopaTopHOM AMArHOCTUKM
OCYLLECTBAAIOT UCKNOUMTENbHO JlabopaTopumn (nabopaTopHble LEHTPbl nedebHbIX yupexaeHuin PO un/uam
Kommepueckme nabopatopun / nabopatopum MeaMUMHCKMX LeHTpoB), OnepaTop He HeceT KaKolh-mbo
OTBETCTBEHHOCTM 3a NpoBeAeHWe NabopaTOpPHON AMATHOCTMKM W ee pes3ynbTaTbl. B pamkax Mporpammbl
nabopaTtopHaa AMarHOCTMKa BbinoaHAeTCA Ha 6ase oaHoW M3 nabopaTopuit PIEHY «Meanko-reHeTUYeCKUit
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BPAYA

CcTp. 2 U3 2

®UO cybbekTa NepPCoHaNbHbIX AaHHbIX

Jata

Hay4HbI LEeHTP UM. akagemuKa H. M. boukoBa». YuacTue B Mporpamme ansa nevauimx spadent (Cybbexktos
NnepcoHaNbHbIX AaHHbIX) — 6ecnaaTHoe U TO/IbKO NPWU COOTBETCTBMM YCI0BUAM lMporpammbl.
5. Cornawascb Ha y4yactue B MNporpamme, CybbeKT MepcoHabHbIX AaHHbIX CorallaeTcs:
5.1. Ha yvactue B [lporpamme;
5.2. Ha nepepayvy, 06paboTKy M XpaHeHWe NepeynCaeHHbIX B NyHKTe 4 HacToAwero cornacus NepcoHanbHbIX
AaHHbIX, HeobxoAMMbIX ANa peanunsaumm Nporpammel.
CybbeKT nepcoHanbHbIX AAaHHbIX HAaCTOALWMM AAeT cornacue Ha coseplieHue ¢ lMepcoHaNbHbIMKU AAaHHbIMU
nepeyncneHHbIX HUKe AeNcTBUIM: 06paboTKy NepcoHasibHbIX AaHHbIX, BKAOYaA cbop, 3anuch, cMcTemaTnsaLmio,
HaKoM/eHne, XpaHeHWe, yTouHeHue (0BHOBNEHME, U3MEHEHMWE), UCMOoNb30BaHWe, nepesadvy (B Tom uucie
npegocTaBneHune, 4ocTyn), obesnnunBaHme, 610KUPOBaHNE, YAANEHUE, YHUUTOXKEHNE NEePCOHANbHbIX AAHHbIX;
Obuwee onucaHune ucnonb3yembix Onepatopom(-amn) cnocoboB 06paboTKM NepcoHanbHbIX AaHHbIX. Mpu
06paboTKke MepcoHanbHbIX AaHHbIX OnepaTopbl NPUHUMAIOT HEOBX0AMMbIE OpPraHM3aLMOHHbIE U TEXHUYECKME
Mepbl A5 3aWnTbl [epCoHaNbHbIX AaHHbIX OT HENPABOMEPHOTO UM CIY4alHOTO AOCTYNA K HUM, YHUUTOMKEHUSA,
n3MeHeHus, BNOKMPOBAHMA, KOMUMPOBAHMUA, PacnpocTpaHeHus MepcoHanbHbIX AaHHbIX, @ TaKXKe OT MHbIX
HenpaBomepHbIx AelicTeuit. O6paboTka MepcoHanbHbIX AaHHbIX OnepaTopamm OcyLLEecTBAAETCA NPU NOMOLLM
cnocobos, obecneunBatowmx KOHOUAEHUMANBHOCTb TAKUX SAHHbIX, 32 UCK/IIOYEHMEM C/lyYaeB 06e31MYMBaAHNA
MepcoHanbHbIX AAHHBIX; U NPU COBNOAEHMM YCTAHOBAEHHbIX TpeboBaHWM K obecneyeHunto 6esonacHOCTU
MepCoHaNbHbIX AaHHbIX, TOEOOBAaHUN K MATepPUaAsibHbIM HOCUTENAM MEPCOHANbHBIX AAHHbIX U TEXHOIOMMAM
XPaHEeHUA TaKWX [AHHbIX BHE WHPOPMALMOHHbLIX CUCTEM MEePCOHANbHbIX AAHHbIX B COOTBETCTBUM C
AeNcTBYIOWMM 3aKoOHOZ4aTeNbCTBOM. CyBbeKT NepcoHabHbIX aHHbIX YBEAOMJ/IEH O TOM, UTO OH (OHa) B nto6ol
MOMEHT BPeMeEHM, MUCbMEHHO 0bpaTMBLIKCL K OnepaTopam, BNpase 3anpocuTb NepevyeHb UMEH M apecoB
Nobbix nonyyatenen MNepcoHanbHbIX AaHHbIX, O3HAKOMUTLCA C lMepcoHaNbHbIMU AAHHBIMKW, 06PATUTLCA C
npocbboi O npefocTaBAeHUM [OMNONHUTENbHOW MHOOPMAUMKM B OTHOWEHMM XPaHEHMA M 0H6pPaboTKM
MepcoHanbHbIX AAHHbIX UK e NoTpeboBaTb BHECEHMA NOObIX HEOOXOAMMbIX U3MEHEHWUN B [epcoHanbHble
AaHHble AN UX YTOYHEHUS.
CpoKk, nopsfoK oT3biBa. Hactoswee cornacve AencrteyeT B TeYEeHUME HEONpPeLesIeHHOro  CpoKa.
O6pabatbiBaemble MepcoHasibHble AaHHbIE MOAMEXKAT YHUUTOXKEHUID MO0 06e31MYMBAHMNIO MO AOCTUNKEHUN
uenei 06paboTKM, yKazaHHbIX B N.4 HACTOALLENO COMIACUA, UK B CIyYae yTPaTbl HEOOXOAMMOCTUN B LLOCTUKEHMUM
atTux ueneil. Cy6beKT MepCoHasIbHbIX AAHHbIX MOMEeT OTO3BaTb HACTOALLEE COrnacuMe MyTem Hanpas/eHuWA
Onepatopy(am) nucbmeHHoro(bix) yBegomneHus(nin) He meHee 4yem 3a 90 (geBAHOCTO) AHen Ao
npegnosiaraemoin AaTbl OT3bIBA HacToALlLero cornacus. CybbekT NnepcoHasibHbIX AaHHbIX COMIALIAETCA HA TO, YTO
B TeYeHMe yKasaHHoro cpoka Onepatop(bl) He 06A3aH(bl) Npekpawatb 06paboTKy MepcoHaNbHbIX AaHHbLIX U
YHWUUTOXKATb NepcoHanbHble AaHHble CybbeKTa NepcoHabHbIX faHHbIX. OT3bIB HE ByAeT UMeTb 06paTHOM CUAbI
B OTHOWeHWUN lepcoHaNbHbIX AaHHbIX, Npoweawmnx o6paboTKy A0 BCTYN/I€HUA B CU/Yy TaKoro oT3biea. B
NOATBEPKAEHNE BbILIEN3NOKEHHOTO HUKenoanucaslwmiics CybbeKT NepcoHaNnbHbIX AaHHbIX NOATBEPXKAAET
CBOe€ corsiacue Ha yyactue B [Mporpamme, a TakKe Ha 06paboTKy U XpaHeHWe NepcoHaAbHbIX AaHHbIX CybbeKTa
B COOTBETCTBMM C TEM, KaK 3TO ONUCAHO B HacToALLel popme.

Moanuck cybbekTa
NepPCOoHaNbHbIX AAHHbIX




NC

nauneHTa
ctp.1uns2

NMUCbMEHHOE MHGOPMUPOBAHHOE COT/IACUE HA YYACTUE B MPOTPAMME JIABOPATOPHOM
ONATHOCTUKKN, OBPABOTKY U XPAHEHUE NMEPCOHAJIbHbIX AAHHbIX

lopop, paTta:

Cyb6beKT NnepcoHasibHbIX AaHHbIX

dammnua, uma, oT4ecTBo
CybbeKTa

[aTa poxaeHua
CybbeKTa

Appec npoxuBaHua
CybbeKTa

Macnopt CybbeKkTa
(cepwma Ne)

BbiaaH: gata/opraH Koa nogpasgenenusa

2. 3aKoHHbIl npeacTaBuTeb CybbeKkTa NepcoHaibHbIX AaHHbIX (€CM NPUMEHUMO)

damnnus, MMma, OTYECTBO
3aKOHHOrO
npeacrasuTenn CybbeKkTa

TenedoH aom/mob

3aKOHHOrOo

npeacrasmtenn CybbekTa

3. OnepaTtop

HanmeHoBaHue ObuecTBo C OrpaHNYeHHOMN OTBETCTBEHHOCTbIO MeaKoHHekT, 000
MeaKoHHeKT (ganee «Onepatop»)

Appec 129626, r. MockBa, CtapoaneKkceeBcKasa yauua, 4om 5, atax 3
nomeueHue 312

4, Cy6'bEKT NnepcoHanbHbIX AAHHbIX HACTOAWMM OaeT cornacue CBOEW BOJIEN U B CBOEM nHTEpece

4.1. Ha ydacTtue B porpamme nabopaTopHO AMarHocTUKK (ganee «lMporpamman);
4.2. Ha 06paboTKy nepeyncieHHbIX HuKe [lepcoHanbHbIX AaHHbIX, HEOBXOAUMBbIX A8 peasv3auuu

Mporpammol:

4.2.1. damunma, umsa, OTYECTBO, o, MecAl, AaTa POXKAEHWA, MOJ, afpec MNPOXUBAHWA, KOHTAKTHaA
nHpopmauma (aomallHuii(e) agpec(a), Homepa NPAMOro AOMALWIHEro U MobuabHoro TenedoHos,
aApec 3NeKTPOHHOM NoYTbl U ApP.), CBEAEHUA O COCTOAHUN 34,0POBbS;

4.2.2. CBefeHusa, coaepalmeca B JOKYMEHTaX, yAO0CTOBEPAOLWMX INYHOCTb, B TOM YMCAe NacnopTHble
OaHHble;

Llenn 06paboTKM nepcoHanbHbIX AaHHbIX: 1) obecneyeHue ydyacTua cybbeKkTa MNEPCOHaNbHbIX AAHHbIX B
Mporpamme nabopaTopHOI ANATHOCTUKK; 2) MHPOPMaLMOHHAA Noaaep X Ka Mporpammsi.

Uenn u cogeprkaHne [Mporpammbl. Uenb Mporpammbl - obecneyeHwe eyvalumx Bpayelt MNaLMeEHTOB
pesynbTaTamMn N1abopaTOPHbIX U MHCTPYMEHTA/IbHbIX WCCAeA0BaHUI B PaMKax MPUHATON KAMHUYECKOMU
NPaKTUKM HeZoCTynHoM B pamkax OMC ana nogbopa naumeHTam ONTMMasbHOW Tepanuu. lporpamma
npegnosaraeT opraHnsaunio OnepaTopom KypbepcKon L0CTaBKM 0bpa3La bomaTepuana naumeHTa (cybbeKkTa
MepCcoHaNbHbIX AAHHbIX) OT NeYebHOro yyperaeHus, B KOTOPOM OcyllecTBasncA 3abop buomartepuana, Ao
nabopaTopHOro LeHTpa rocyaapcTseHHoro denepasbHOro UAM pernoHaNbHOro neyebHoro yupexaeHua PO
n/Mnm Kommepueckoin nabopatopum u/mam nabopatopum KOMMEPYECKOro MeAMUMHCKOTO LeHTpa (Janee
«JTabopaTopun»), cneumnanmnsmpytoLLeinca Ha NpoBeaeHNN N1abopaTopHbIX, 4UAFHOCTUYECKUX UCCeL0BaHNN B
obnactn Henpodumbpomatosa 1 Tuna, ANA nNpoBefeHUs uccaefoBaHuAa reHa NF1 Ha Hanuume myTauuit
meTogamum NGS n MLPA, c ncnosnb3oBaHMeM 6MONOrMYEcCKOro matepuana (LenbHoM KpoBu) oS BbiABAEHUS
myTaumii B reHe NF1. MpoBegeHve N1abopaTopHOM AMArHOCTUKM OCYLLECTBAAIOT UCKNtOYMTENbHO JlabopaTopum
(nabopaTopHble UeHTPbl neyebHbIX yupexkaeHuin PO n/unm kKommepueckue nabopatopum / nabopatopun
MeAMLMHCKUX LeHTpoB), Onepatop He HeceT Kakon-nMbo OTBETCTBEHHOCTM 3a NpoBeAeHMe nabopaTopHOM
ANArHOCTUKKN M ee pe3ynbTaTtbl. B pamkax Mporpammbl nabopaTopHas AMArHOCTMKA BbiNOAHAETCA Ha bHase
nabopatopun OrEHY «MeanKo-reHeTUYeCKUn Hay4yHbI UEHTP MM. akagemuKka H. M. Boukosa». Yuactue B
Mporpamme ans Cy6beKTOB MepCcOoHasbHbIX AaHHbIX, 0bpa3ubl GuomaTepnana KOTOPbIX OTAPABAAOTCA Ha
nabopaTopHyo AMArHOCTMKY, — becnnaTHOe M TONbKO MO pPeleHUIo Jlevallero Bpaya npu COOTBETCTBUM
ycnosuam lMporpammbl.

Cornawasco Ha yyactue B MNporpamme, CybbeKT NepcoHaNbHbIX AaHHbIX COornallaeTca:
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7.1. Ha nepepavy csBoero obpasua bGuomartepmana OnepaTopy A1 KYPbEPCKOM AOCTaBKU OT sie4ebHOoro
yypexaeHuns, B KOTOPOM ocyllecTBasnca 3abop buomaTtepuana, 4o naboparopuu;

7.2. Ha nepepayy cBoero obpasua OGuomatepuana nabopatopum Ans  NPOBeLEHMA NOCNeAyHoLWero
nabopaTtopHoOro nccnenoBaHna 6MoNOrMYecKoro maTepmana;

7.3. Ha 6e30T3bIBHOE XpaHeHWe cBoero obpasua bGuomatepuana B 6MobaHKe nabopaTopuun, B KOTOPOM B

pamKax Mporpammel BbINOAHAETCA NabopaTopHasa AMArHOCTUKa, ecivM Takon obpasel, octaeTca nocse
nposefeHus 1abopaTopHOro UccnefoBaHUA, NPeayCMOTPEHHOTO B MPOrpaMme;

7.4. Ha nepepadvy, o6paboTKy M XpaHEeHWe NepevncaeHHbIX B NyHKTe 4 HacToALlero cornacus MepcoHanbHbIX
AaHHbIX, He0BX0AMMbIX ANA peanunsaunm NMporpammei.

8. CybbeKT MepcoHasbHbIX AaHHbIX HACTOAWMM AAET COrlacMe Ha coBeplueHne ¢ MNepcoHanbHbIMU AaHHbIMU
nepevyncneHHbIX HUXKe AeCTBUIA: 06paboTKy NepcoHaNbHbIX AaHHbIX, BKAHOYAA cbop, 3anmcb, CUCTEMATU3ALMIO,
HaKoMn/ieHWe, XpaHeHWe, yTouHeHue (0BHOBNEHME, U3MEHeHMe), UCMOob30BaHWe, nepegady (B Tom uucne
npegocTaBneHue, 4ocTyn), obesnnumsaHme, 610KUPOBAHNE, YAANEHUE, YHUUTOXKEHNE NEPCOHANbHbIX AAHHbIX;

9. O6uwee onucaHue ncnonbsyembix OnepaTopom(-amu) cnocoboB 06paboOTKM NEepPCoHaNbHbIX AaHHbIX. Mpu
06paboTKke MepcoHanbHbIX AaHHbIX OnepaTopbl NPUHUMAIOT HEOBX0AMMbIE OpPraHM3aLMOHHbIE U TEXHUYECKME
Mepbl A5 3aWnTbl [epCcoHaNbHbIX AaHHbIX OT HENPABOMEPHOTO UM CIY4aHOTO AOCTYNA K HUM, YHUUTOMXKEHUSA,
n3mMeHeHus, 6JOKMPOBAHMA, KOMUMPOBAHMA, PacnpocTpaHeHus MepcoHanbHbIX AAaHHbLIX, @ TaKKe OT MHbIX
HenpaBoMepHbIX AeicTeuii. ObpaboTka MNepcoHanbHbIX AaHHbIX OnepaTopaMu OCYLLECTBASETCA NPU MOMOLLM
cnocobos, obecneymBaroWmMX KOHOUAEHUMANBHOCTD TaKUX AAHHbIX, 32 UCKAOYEHMEM CleaylolmX ClyYaes
06e3nnumBaHmnA MNepcoHanbHbIX AaHHbIX; U NpU cCOBNOAEHUN YCTaHOBNEHHbIX TpeboBaHUI K obecneyeHuto
6€e30MacHOCTM NepcoHasibHbIX JaHHbIX, TPEOOBaHWUI K MaTepuasbHbIM HOCUTENAM MEPCOHANbHbIX OAHHbIX U
TEXHOIOTMAM XPAaHEHUSA TaKMX AaHHbIX BHE MHOOPMALMOHHBIX CUCTEM MEPCOHA/bHbIX AAaHHbIX B COOTBETCTBUM
C JeicTBYOWMM 3aKOHOAATENbCTBOM. CyObeKT nmepcoHasibHbIX AaHHbIX YBEAOMJ/IEH O TOM, YTO OH (OHa) B
Nto60oli MOMEHT BpeMeHU, MMCbMeHHO obpaTuBwKch K OnepaTtopy(-am), BNpaBe 3anpocUTb NepeYeHb UMeH U
aapecoB ntobbix nosnyyatenel MepcoHanbHbIX [AHHbIX, O3HAKOMWUTLCA C [lepCOoHaNbHbIMU  AaHHbIMM,
06paTUTbCA € Npocbboli O NpefoCcTaBNEHUU [OMNONHUTEIbHOW WHPOPMALMM B OTHOLIEHUW XPAHEHUA W
06paboTKM MMepcoHanbHbIX AaHHbIX MAW Ke NoTpeboBaTb BHECEHUA NHOObIX HEOBXOAUMBIX WU3MEHEHWI B
MepcoHanbHble AaHHbIE A1 UX YTOUHEHUA.

10. Cpok, nopsdoK oOT3biBa. HacTosiuiee cornacue [AelCTBYeT B TeYeHUE HEOMNpefeNeHHOro  CPoKa.
ObpabaTtbiBaemble MepcoHabHble faHHbIe MOAJIENKAT YHUUTOXKEHUIO IM60 06€3/IMUMBAHUIO MO AOCTUNKEHWUMU
ueneit 0bpaboTKK, YKa3aHHbIX B N.5 HACTOALLErO COracusa, UK B C/IyYae yTpaTbl HEOOXOAMMOCTU B AOCTUNKEHUN
3TuX uenei. CybbeKT NepcoHasbHbIX AAHHbIX MOMKET OTO3BaTb HACTOsALLEe cor/iacve NyTeM HanpasiaeHus
Onepatopy(am) nucbmeHHoro(bix) yBeaomneHus(nin) He meHee 4Yem 3a 90 (peBAHOCTO) AHeW 4o
npegnosiaraemomn AaTbl OT3bIBA HacToALlero cornacun. Cy6bekT NnepcoHasibHbIX AaHHbIX COMIALWIAETCA HA TO, YTO
B TeYeHMe yKasaHHoro cpoka Onepatop(bl) He 0653aH(bl) NpeKkpallaTb 06paboTKy MepcoHaNbHbIX AaHHbIX U
YHUUTOXKaTb NePCOHa/bHble AaHHble CybbeKTa NepcoHasnbHbIX AaHHbIX. OT3bIB He byAeT UMeTb 06paTHOM CUAbI
B OTHOLIEHUW MNepCcoHaNbHbIX AaHHbIX, NpoweaLx 06paboTKy A0 BCTYNIEHUA B CUY TaKOro 0T3biBa. CybbeKT
NepcoHasibHbIX AaHHbIX COTALLIAETCA Ha TO, YTO OT3bIB He ByAeT UMeTb 0B6PaTHOM CWJIbl B OTHOLLIEHWUM 3HAYEHUS
pe3ynbTaToB /1abOpPaTOPHOrO WCCNeAOBaHWsA, BbINOJAHEHHOro Mo 06pasuy 6uomaTepuana cybbekTa
NepCcoHaNbHbIX AAaHHbIX B pamKax Mporpammsbl, @ UMEHHO B C/ly4ae OT3blBA HACTOALLErO COracua, 3Ha4YeHUs
pe3ynbTaToB BbINONHEHHOrO NabopaTOPHOro UCCNefOoBaHUSA B BUAE 3HAYEHUI MUHMMANbHOW OCTaTOYHOM
60/1€3HM MOryT BbITb MCNONL30BAHbLI OMNEPaTOPOM B arperMpoBaHHOM BUAE A/1A CTAaTUCTUYECKOW OTYETHOCTM
nporpammbl Moc/ie BbIMOJHEHUA npoueaypbl 06e3nnunBaHUA AaHHbIX. CyObeKT MNepcoHaNbHbIX HAaHHbIX
COrNaLLaeTCA Ha TO, YTO OT3bIB He ByAeT MMeTb 06paTHOW CUJbl B OTHOLEHUW o0bpasLa Bruomatepurana cybbekTa
NepcoHasibHbIX AaHHbIX, HANPaB/JeHHOro Ha N1abopPaToOPHYHO AMArHOCTMKY B paMKax Mporpammbl, 3 MUMEHHO B
CNyyae OT3blBa HACToAWEro cornacusa, obpaseu, 6Guomatepuana, HanpaBAsembli Ha NabopaTopHyio
AMarHoCTMKY B pamkax Mporpammel, He BO3BPaLLAeTcs CyObeKTy NepCoOHaNbHbIX AAHHbIX.

B noaTBepAEHME BbIWEN3NONKEHHOTO HuKenoanucaswmiticas CybbeKkT MNepcoHasibHbIX AaHHbIX / 3aKOHHBbIN
npeactaButenb CybbekTa NepcoHanbHbIX AaHHbIX NMOATBEPNKAAET CBOE COrlacue Ha ydacTue B [lporpamme, a Takxe
Ha 06paboTKy W XpaHeHMe nepcoHanbHbiX AaHHbIX CybbeKkTa W, eciM MPUMEHUMO, MEePCOHANbHbIX AAHHbIX
3aKkoHHoro npeacrasuTtens CybbekTa B COOTBETCTBUM C TEM, KaK 3TO OMMCAHO B HacTosLwwen dopme.

Moanuch cybbeKTa NepcoHanbHbIX AaHHbIX
(3akoHHbIN NpeacTaBuTenb CybbeKTa)

®UNO cybbeKTa NepcoHanbHbIX AaHHbIX
(3aKkoHHbIN NpeacTasutens CybbekTa)
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