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JloBepuTeIbHOE corialieHue NanueHTa
(yuactHuka IIporpammel Enqunoro Perucrpa
OOJLHBIX PEAKUMU 3a00ICBAHUSIMHA )

Ileau u ycjaoBusi

YBaxkaeMble POAUTEIH JCTEH C pEAKUMHU 3a00JICBAHUSMU U MMAIIUCHTHI!

Bam npennoxxeno ydactBoBath B [Iporpamme Ennnoro Peructpa G0sIbHBIX peKuMu 3a00J1eBa-
HUSIMH, KOTOpas sIBJIsIeTCA HaOJI0IaTeNbHOM MporpaMMon, co3aaBaeMoit HanmonansHoi Accouuanu-
el opraHu3anuii 0OJIbHBIX PEIKUMH 3a00JeBaHUsIMH «I €HETHKa» M pa3pelIuTh UCIIOIh30BaHUE U 00-
paboTKy Barei (MM Bamero pedeHKa) MEIUIIMHCKONH WH(OPMAIUK B COOTBETCTBHH C IISJISIMH H 3a/1a-
gamu 910l [Iporpammsel. Llens coznanus enunoro Perucrpa coctout B TOM, 4TOOBI cOOpaTh €AMHYIO
0a3y MaHHBIX MMAIIMEHTOB C PEAKUMH 3a00JIEBAaHUSMHU U IIOMOYb MEJIUIIMHCKAM pa0OTHHUKAM - Tipodec-
CHOHAJIaM 3JIpaBOOXPAaHCHHUS, BOBJICUYCHHBIM B MPOIIECC TUArHOCTHKH, JICUCHUS U PEAOWIIMTAIIMKM B MX
paboTe, MOBBICHTH KauecTBO Barero seuenus u 6osee 3¢ GeKTUBHO 3amuimaTh Bamm npasa.

[Iporpamma coszmanust Equnoro Perucrpa OONBHBIX ¢ peAKMMH 3a00JIeBaHUSMHU Oblia Havyata
HY "Cesepo-3ananHoe o01iecTBO 00JabHBIX peakuMu 3adoneBanusmMu" B Cankr-IlerepOypre B KoHIE
2005r. [IporpamMmma npooKUTCS Kak MUHUMYM B Tedenue 15 ier. OOmiee KOIUYECTBO JIFOJIEH ¢ pe-
KAMH 3a00JICBaHUSAMH, KOTOPBIE OYIyT y4acTBOBaTh B co3nanuu Exmaoro Perucrpa, TpymaHo mpencka-
3aTh, TaK KaK HE BCE MAIIMEHTHI Oy/yT BBISBICHBI, U HE MAlIMEHTHI OYAYT KenaTh ydyacTBoBaTh B IIpo-
rpamme. OHAKO, IO JaHHBIM aHAJIOTUYHBIX 3apyOEKHBIX PErHCTPOB, MOJYYCHHBIX HA OCHOBE IMHJIC-
MHOJIOTUYECKUX HCCIEeIOBaHUM, B Peructpe moTeHIMansHO MOTYT OBITh 3aperucTpupoBaHo a0 15-20
TBIC. YEJIOBEK C PEIKUMU 3a0oJieBaHusIMU. B 0aze gaHHBIX OyaeT mpeacTaBieHa nH(opmaiuys o mamu-
eHTe (HampuMep, OKOHUYATENbHBIN UITH MPEABAPUTENbHBIN TUArHO3, Pe3YyIbTaThl JIA0OPATOPHBIX U WH-
CTPYMEHTAJIbHBIX MCCIIEIOBAaHUN, JaHHbIE OOBEKTHBHOW OIIEHKH COCTOSIHHMS BHYTPEHHHX OPIaHOB,
OLIEHKA KAa4eCTBa KU3HU MMAallUEHTOB U T.11.).

N3BJaexkaeMblii MOJe3HbIH Pe3yJbTAT

[Tony4yennsie EnunpiM Peructpom B xone peanuzanuu [IporpaMMsl TaHHBIE TOMOTYT cOOpaTh
1 00bEUHUTH LIEHHYI0 MHpopMaluio o Bameil 601e3Hu U penkux 3aboieBaHUsSIX B LEIOM U OynyT
CIOCOOCTBOBATh OTPAOOTKE aJIrOpUTMA TUArHOCTUKH, JIEUCHUS U PeadMINTallui TaKuX OOJIbHBIX C I1e-
JIbI0 MAaKCHMaJIbHOTO OKa3aHMsI TIOMOIIM BallleMy Bpauy U APYTUM MpodeccroHaiaM 31paBoOXpaHeHus
IIPU BEJICHUM CXOJHOro Buja 3abosieBanuil. Tak kak Exaunblii Peructp 601bHBIX ¢ pekuMu 3a0oseBa-
HUSIMU - HaOJroJaTenpHas MporpaMMa, HUKakrue 3KCIIEpUMEHTAIbHbBIE UCCIIEJOBaHMs B HEMl He mpeay-
cMoTpeHsl. [103TOMy, HE CyIIECTBYET HUKAKUX MEIULIMHCKUX PUCKOB €€ ydyacTHUKaM, U Bbl He moHe-
céTe HUKaKuX pacxo/0B Ipu yuactuu B [Iporpamme.

KonpuieHnaabHoCTh

Hcnonv3oseanue udenmugukayuonnozo nomepa nayuenma. Bamm nuyHble NaHHBIE (WK
JIaHHBIE Ballero peOeHKa), Tak e Kak U Jr00as nHpopmanus, NoJydeHHas B CBsI3U ¢ yyactieM B [Ipo-
rpaMMe, OCTaHyTCsl KOH(UIEHIIMATbHBIMU U HE OyIyT pacKphIThl, KpOME KaK OMHCAaHO HUXke. Peructp
COXpaHseT KOH(QUACHINATBFHOCTh, Ha3HAYasd KaXXJA0My HallMEHTY JUYHBINH MJIeHTU()UKALMOHHBIH HO-
mep (ID) - Hukakas uHpopMmanus He pasriamiaTcs 6e3 Bamiero nnunoro cornacus. Bam Bpau oyaer
¢IMHCTBCHHBbIM 4Y€J10BEKOM, KOTOPbIi OyAeT 3HATh, KaAKOH HWACHTH(HKANMOHHBIA HOMeEpP YyIO-
CTOBepeHMs JIUYHOCTH Ha3Ha4veH s Bac.




Huoueuoyanvnoe oannvle nayuenma. llpu 3anoTHEHUN perucTparionHoi Gopmel Bel ipen-
craBisiete cienyromue nanubie: @amunust, Ums, OtuectBo Bamm (wnm Bamero pedenka) (mo sxemna-
HUIO - TOJIBKO MHHULIMAJIBI), JaTa POXKACHUS, 10J1, IMAarHo3, JaTa €ro MOCTaHOBKH, a TAKXKE ONpe/IecH-
HbI€ KIIMHUYECKHE JaHHbIE, KOTOPHIE OMpPEEICHbl B COOTBETCTBUHU ¢ MpOTOKojioM Peructparuu. [Ipu
M3MEHEHHH PETHCTPALMOHHBIX JAHHBIX IMONPABKU BHOCATCS O Mepe MpeACTaBICHUs HHPOPMALUU B
Peructp nuyHo Bamu mwiu Bammm BpadoM. B HEKOTOpBIX cilydasx OTBETCTBEHHBIE juia Hanmonans-
HOW AccolManuy OpraHM3aluuil OOJBHBIX PEAKUMH 3a00seBaHUSIMU «[ €HETHKa» MOTYT CaMOCTOS-
TEJIBHO MOCETUTh BAIEro Bpaya, 4ToObl coOpaTh KIMHUYECKYIO HH(OPMALIKIO. DTH Ke JUIa, a TaKkKe
MIPEJCTaBUTENIN OPTaHOB 37PAaBOOXPAHECHHUS U COLMAIBHON MONICPKKH (TUIa MUHUCTEPCTBA COLIMATb-
HOTO Pa3BUTHS U 3[PaBOOXpaHEHH, ropojckoro Komurera mo 31paBooXpaHeHHIO WM JPYTUX pa3pe-
IIEHHBIX TOCYAAPCTBEHHBIX CTPYKTYP) - MOTYT 3aTpe0OBaTh U pacCMOTPETh HH(POPMAIIHIO, COOPAHHYIO
U coxpaHeHHyto B Perucrpe. OnHako oHu He OyayT MUMETh JIOCTYyINa K BAaIlUM IACIOPTHBIM JaHHBIM
(wm naHHBIM Bamero pebenka) 6e3 Bamrero nmucbMeHHOTO coryiacus. Peructp takke odecreuuT mpe-
JocTaBiieHHe Bamemy nedamiemMy Bpauy Jit0Oyi0 HOBYIO KIMHHUYECKYIO MH()OPMAIIUIO OTHOCHTEIHHO
Bamero 3aboneBanus, KoTopast Moria Obl MoMo4yb B 6osee 3(EeKTUBHOM KOHTPOJIE U BBIIOJHECHUH
nporpamMMbl Bamero niedeHust (MM Jie4eHUs Ballero pedeHka) - TO ecTh aKTUBHO OCYILECTBIISATH 00-
paTHYIO CBS3b.

Cmamucmuueckasa odpabomka oannpix. B nononnenue k coopy u oopadorke Bamelh unau-
BUAyabHOM MH(popMarun OkcnepTsl HannonansHON Accouuanuu opraHu3aluidi OOJbHBIX PEAKMMU
3aboneBaHusMU «[ €HETHKa» MOTYT TakXe MPOBOAMTH ‘‘CTATUCTHUYECKYIO 00pabOTKy AaHHBIX . DTa
COBOKYITHasi MH(OpPMALIUs OMHUCHIBAECT ONMPEEICHHbIE CTATUCTUYECKU MOJNyYEeHHBIC TaHHbIE HAa OO0JIb-
IUX TPYNHax MalMeHTOB, KOTOPHIE OMPEICISAIOT O0IMe M crenuduuecKkue aeMorpadhuiyeckue Win
KIIMHUYEeCKHEe O0COOCHHOCTH 3aboieBaHus. MHAMBHIyalbHO HAIlMEHTHI HE MOTYT OBITH OMO3HAHBI B
npejenax dTUX CTAaTUCTHYECKUX JaHHBIX. [loydeHHbIe pe3yabTaThl MOTYT HUCIIOJIB30BaThCS B IMyOINY-
HO JIOCTYITHBIX HAYYHBIX KYpHaJllaX, IPYTUX HAYYHBIX MyOIHUKAIUAX, qUarpaMmax u 00pa3oBaTeIbHbIX
MaTepuasax, u/uiv B COOOMICHUIX B cepe 3MpaBOOXpaHECHUH. DTH MyOTUKAIIUU WM COOOIIEHUS MO-
T'YT OBITH MPEAOCTaBJICHBI BpayaM M YY€HBIM, BOBJICYECHHBIM B JHATHOCTUKY, JICUCHUE, PeaOuINTAIINIO
MAIMEHTOB C PEAKUMH 3200JIEBAaHISIMUA MJTH MCCIIEIOBATEIbCKIM CTPYKTYpaM, 3aHATHIM B 3TOH o0ac-
TH.

Takum 00pa3oM, Ha OCHOBE TOJYYEHHBIX CTaTUCTUYECKHX JAaHHBIX, COOpaHHBIX Perucrpom,
CaMH TMAalMEeHTHI, a TAaKXKe METUIIMHCKOE COOOIIECTBO U OT/IEIbHbIE Bpaul CMOTYT M3BJI€Ub BBITOY M3
yuactus B [Iporpamme Peructpa. Ilonmyuennas u odpaboranHas HHPOpMaIUs TOBBICUT YPOBEHb 3Ha-
HHS TTATOJIOTHU BPayaMH, UX CIIOCOOHOCTh K BBISIBJICHHIO HOBBIX MAIMEHTOB (YJIydIlleHHE AUArHOCTHU-
KH1), IPUBEIET K COBEPUICHCTBOBAHUIO TIPUHIIUTIOB JICUCHHSI.

Peructp He Oyner ucnonb3zoBarh Bamry (unm Bamero pebenka) nagopmaruio, eciny Bbl 3aX0-
TUTE YAAJIUTh BCE MpeaocTaBieHHbie Bamu wim Bammm nevamum Bpadom nansbie ("aeunaeHTHUKA-
U nanueHTta").

IapruépcrBo u 3ammra J1aHHbIX

Ecnu Bbl pemmnm gate cornacue Ha BHeceHHe MH(opManus o Bameit 6one3nu (wim 0one3Hu
Bamero pe6énka) B Peructp, To Bbl (Mn Bam Jieqamuii Bpay) JODKHBI 3al0JIHUTH (JOPMY perucrpa-
IIUM Ha clenuanbHOM OjaHke W mepeaats e€ DkcrnepTy HaruonanbHONM Accouuarueil opraHu3anui
00JIbHBIX penKUMH 3a0oneBaHusIMU «[ €HeTHKa» JINYHO, KyphepOM, C IOMOIIBIO MOYTOBBIX YCIYT WIH
JIEKTPOHHON TOYTOW Yepe3 MHTEPHET. DKCIepThl Perncrpa npoBenyT NpenBapUTENIbHBIN KIMHAYE-
CKHI1 0030p TIpeCTaBICHHOW WH(OPMAITUU B TIPH HEOOXOUMOCTH MOTYT 3aTpeOOBaTh TOMOJIHHUTEIb-
HBI€ JaHHBIE JUI FApaHTUH MAaKCUMaNbHO 3((HeKTUBHON MX 00pabOTKH U BHIHECYT 3aKJIIOUEHHE O BHE-
cenuu B bazy nannsix Perucrpa ¢ npucBoenuem Bam nHIUBUIyaa1bHOTO HIEHTU(HUKALMOHHOTO HOME-
pa (ID), xoropsrit Oyner coobmén Bam n Bamemy Bpauy ¢ coOmojeHHeM CTPOTOi KOH(UICHIIAAIIb-
Hoctu. Mupopmanus 6yaer nomemieHa B LlentpanbHyro 6a3y nanneix Perucrpa.

Br1 nmeete GeccriopHoe mpaBo B J11000€ BpeMst 00paTUThCS U HCTIPABUTD JIFOObIE MOTPELTHOCTH,
conepskamuecs B Peructpe o Bac (unu Bamem pedenke). OqHako UCHpaBieHUs] KIMHUYECKOW UH(OP-
MalMM JTOJKHBI ObITh MEepPBOHAYAIBHO COIJIACOBaHBI ¢ Bammm nevanm BpadoM. Bel Takke umeere
MpaBo OBITh 03HAKOMJIEHBI C JIIOOBIMU JaHHBIMH, MpefocTaBiseMbiMu Peructpy Bamum Bpadom. Pe-
menue o0 ot3eiBe Bameit nnpopmannu u3 Peructpa ("nenneHTudukanuy nauenTa") Takxke J0JKHO



OBITH coryiacoBaHo ¢ BammMm Bpadom. Bel nMeere mpaBo mpoBecTH JeuIeHTU(UKALUIO B JII000E Bpe-
Ms. 3anpoc 0 AeUJeHTU(UKALUH T0JKEH OBbITh IIPEAOCTaBIeH B Peructp B mucbMeHHOH (hopMme JINYHO
wi yepe3 Bamero Bpawa. Eciiu Bl pemmre npekpatuts yuactue B IIporpamme Peructpa, u3 6a3bl
naHHbIX Perucrpa Oymer ynanéH Bam (MM Bamiero peOeHKa) JIMYHBIN WASHTU(UKAIIMOHHBIA HOMED,
MACIOPTHBIC JaHHBIC M KOHTaKTHAs WH(GOpMAIM BaIIEro JIMYHOTO Bpaya. Bammm KiIMHUYecKre JaHHbIe
oCTaHyTcs B 6a3e JaHHBIX JJIS MX UCIOJIb30BaHUS B CTATHCTUYECKOH 00pabOTKe COCTaBHBIX JAHHBIX,
Kak onucaHo Bbiie. OHAKO, 3TH JTaHHBIE 0OJbIIE HE OyIyT CBA3aHBl HU C KaKOi MH(pOpMaIen, Ko-
Topas Morjia Okl uaeHTUGUIIMPOBaTh Bac (wnm Bamero pedenka). Kpome toro, ecnu Bor (miu Bamr pe-
6eHok) mpoBenére neuneHTudukanuio, To Peructp He Oyner nmpuHUMaTh U 00pabaThIBaTh HUKAKHX
HOBBIX KJIMHUYECKHUX JaHHBIX, UIMEIONIMX OTHOIIEHHE K Bam (mim Bamemy peOeHKY), KOTOpbIe MOTYT
OBbITh IPEACTaBJIECHbI BalllUM BpauoM. [Ipyrumu cinoBamu, HUKakas HOBas MH(OpMaIus, UMeroLas oT-
HomeHue K Bam (wm Bamemy peOeHKy) He OyaeT BBeaeHa B 0a3y JaHHBIX, a UMEroIascs Oyaer xpa-
HUTBCS U MCII0JIb30BaThCS TOJIBKO B JEMIEHTHU(PULIUPOBAHHON QopMme.

OTO corjameHne OCTaHETCS B CUJIe 10 IOCPOYHOro 3aBepuieHus padbots! [Iporpammer Enunoro
Perucrpa 601bHBIX peakuMu 3a00JeBaHUAMU WK 10 Bameil nennentuduxanuu.

ABTOpHU3aNUA

S umen goctaToyHOE BpeMs, YTOOBI OLIEHUTh U OOCYTUTh C MOUM BpayoM MOE (MJIM MOETO pe-
Oenka) ygactue B [Iporpamme Enunoro Peructpa G0IbHBIX peIKUMHU 3a00JICBAaHUSMHU.

S Taxke 03HAKOMUJICS, TIOHMMAIO0 U COTJIAIIAIOCh CO BCe MHMOpMaIel, mpeaocTaBIeHHOM
BBIIIIE, U C YCIOBUSIMHU, coJepamumucs B JloBeputenbHOM cornamiennu nanuenta. Konus storo [o-
BEPUTEILHOTO COTJIAIICHUS MaleHTa OyeT mpeocTaBieHa MHE, B TO BpeMs Kak OpUruHai OyieT mo-
JaH ¢ Moel (MM Moero pebeHKa) MeITUIIMHCKON HH(pOopManueil u peructparonHon ¢popmoii Exnnoro
Peructpa. fI monnmaro, 4To st MOTy B JT1000€ BpeMs 0TKazaTbes OT yuactus B [Iporpamme Enunoro Pe-
rucTpa OOJBHBIX PEAKUMHU 3a00JIEBaHUSMHU KaK OMMCAHO BBIMIE (TIPOBECTH JIeuacHTH(HKAIMI0). Moe
pellleHre y4acTBOBaTh WK He y4acTBOBaTh B [Iporpamme He OyJeT 3aTparuBaTh caM MPOLIECC JICUSHUS
U BIMATH HA 00BEM M Ka4eCTBO MEIMLIMHCKON IIOMOIIH, OKa3bIBaEMON MHE (MOeMy PEOEHKY).

Ecnu s xouy nonydats B qanbHelnieM uHbopMaiuio otHocutenbHo [Iporpammer Equnoro Pe-
rucTpa OOJBHBIX PEAKMMHU 3a00JCBAaHUSAMHU U TOJJICPKUBATh OOPATHYIO CBS3b, s MOTY BOWTH B KOH-
TakT ¢ HarnmonaneHoM Acconuanueii opranu3anuii 00JIbHBIX peAKUMHU 3a001eBaHusAME «I eHeTHKa»

Ten.: +7(812) 319-34-23, dakc: +7(812) 275-47-30, e-mail: nacgenetic@mail.ru, nacgenetic@bk.ru
®denepanbHas mpsiMasi TUHUS TI0 PEIKUM 3a001eBaHusIM (3BOHOK OecrmaTHbIi): 8-800-555-00-48.
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®.1.0:
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3anoanams moabKo ecau uej108¢eK, ROORUCHIEAIOWIUIL (hopMmY, He Ae81emcs nauueumom!:

.HI/II_[O, paspeiaronmee yqacTrue nmanucHTa B UCIIOJIb30BAHUC HH(bOpMaLIHHI

Jara: / /

OTHOILIIEHHE K TTALIUEHTY [TpuémusIil poauTeb
(ommemums 0ono) OnekyH UM ero 3aKOHHBIN MPEACTaBUTENh
ITonmmce:

d.1.0. cBunerens MOIINCH:.



mailto:nacgenetic@mail.ru
mailto:nacgenetic@bk.ru

