P BnaroTBopuTenbHbii hOHA NOMOLLM TAXKENO60SbHbLIM AETSAM, CUPOTaM U UHBaNMAam
yc o“n 125315, Mockga, a/a 110. Ten.: 8-800-250-75-25, cpakc (495) 926-35-63

rusfond.ru rusfond @rusfond.ru

PykoBomuremro ®PMBA Poccnn

B.!. CxkBopuoBoi
HUcx. NeA130/22
ot «18» anpenst 2022 .

YBaxkaemas Beponuka Uropesna!

12 ampens 2022 roma Muxaun MumyctnH noanucan IlocranoBnenue
[IpaBurensctBa PO Ne640 «OO6 yrBepxkaeHuun I[lpaBun Benenuss denepaibHOroO
perucrpa JIOHOPOB KOCTHOTO MO3Ta M TIE€MOIIOITUYECKUX CTBOJIOBBIX KIIETOK,
JOHOPCKOTO  KOCTHOTO MO3Ta M TE€MONO3THYECKHX CTBOJIOBBIX  KIIETOK,
PELUIIMEHTOB KOCTHOTO MO3ra U T'€MOIMO3TUYECKUX CTBOJIOBBIX KJIETOK» (Janee —
[loctanoBnenne). Takum o0O0pa3oMm, YTBEpKIAEH CBOJA MNpPaBWI sl BEACHUS
®enepanbHoro peructpa B ®MBA Poccun. Ero cosmanme mnpenycMOTPEHO
B npoekte DenepanbHoro 3akoHa Nel148614-7 «O BHeceHHM U3MEHEHUN B 3aKOH
P® "O tpancmianTtanuu opraHoB u (uiau) TkaHed yenoBeka" u dDenepalibHbBIN
3akoH "OO ocHOBax oOXpaHbl 370poBbs TpaxaaH B Poccuiickoit Penepaunn”
0 BOMIpOCcaM JIOHOPCTBA OPraHOB U (WMJM) TKaHEW 4YeJIOBEKa, BKIIOYAs KOCTHBIM
MO3I W I€MOIIOITUYECKHE  CTBOJIOBBIE KIETKH, M HMX TpPAaHCIUIAaHTAllUH
(mepecaaku)», KOTOPbIA HAXOAUTCS HAa paccMoTpeHuu B ['ocyaapcTBenHoi [yme.

[Ipoext Iloctanosnenus, noaroroBieHHblii ®MBA Poccun, 11 ¢espans
2022 roma omnyoOsukoBaH Ha denepanbHOM MOpTale MPOEKTOB HOPMATHBHBIX
MPaBOBBIX aKTOB sl OOIIeCTBEHHOTo oOcyxaeHus. 24 ¢espans Pycdonn
n Hanmonansusiii PJIKM (B® «HaruoHnanbHbIi peructTp JOHOPOB KOCTHOIO MO3Ta
nMmenu Bacu IlepeBommkoBa», perucrtpauuss B Mwunrocte PO 31.08.2017 r.,
Nel177700013853) pazmecTuian TaM KOMMEHTApPUH K HEMY (IIPUKJIABIBALO).

K coanennro, Halm KOMMEHTAapUU HE YYTEHBI IIPU MTOATOTOBKE KOHEUYHOU
BEpcHMM  JOKyMmeHTa. [IpaBuiia  HMCKIIOYAlOT W3  YHCIA  [TOCTaBIIMKOB
U ITONIb30BaTeNel AaHHbIX @DenaepallbHOTO PETHCTPA YACTHBIE MEIULIMHCKHE
OpraHu3alru, K KOTOPbIM OTHOCUTCA U HeKoMMepueckuil Hanmonaneusiii PJIKM.
Mexy TeM OH HACUUTHIBAET CBBINIE 63 THIC. JOHOPOB — OOJBIIE TPETHU JOHOPOB
BCEX  pOCCUHCKUX  peructpoB. Ha ceromns 3To cambiii  OOJbIION
u ObicTpopactymnii peructp B P®. brnaronaps Pychonny u nmonnepxxkke Ponna
npe3uaeHTCKuX rpaHtoB  Hamumonansueii  PJIKM  co3zmanm  pasBepHyTYO
PEKPYTHHIOBYIO CETh, CIEJIAB BCTYIUICHHE B PErMCTP JOCTYMHBIM JUISl KaXKJO0TO
xutenst crpanbl. g HanmonansHoro PJIKM Mbl co3manu  naGopaTtopHbIid
KomIiekc Ha 25 Tbic. HLA-tunupoBanuii B roa. MenWIUMHCKAs JIUPEKIHS
peructpa Oeper Ha ce0si Bce MPOIECCH], CBS3aHHBIE C MOJ0OPOM JOHOpA
PELMIINEHTY, AaKTUBALMEW JIOHOPA, 3arOoTOBKOW  KIETOK MW  JIOCTaBKOW
Tpanciantara. Jlonoper Hanumonansnoro PJIKM ¢ 1 nekabps 2021 rona
BKJIIOYEHBI B 39-MuminoHHyto 0a3y BcemupHo# accoumanuu JOHOPOB KOCTHOTO
Mosra. Ha moit B3rnsan, Hanmonanenei PZIKM BrnpaBe paccuuTsIBaTh Ha y4acTHe



B cTpoutenbeTBe denepaibHOro perucTpa u Ha roc(huHaHCHUPOBAHUE.

YBaxaemas Beponuka MWropesna, mnpomy Bac nDpoxKOMMEHTHpPOBATh
CIOXUBINYIOCA cuTyauuto. Haumbonee mnpoaykTUBHO ObUIO Obl BCTPETUTHCSA
1 00CYyAUTh JINYHO Hanbosiee aKTyallbHbIE BOIPOCHI:

1) OrpanwuuBaercas Jnu  JedarenbHocTh  DegepandbHOro  perucrpa
MPOTPaMMHBIM OOECIIEYEHUEM yYeTa JIOHOPOB, KOCTHOTO MO3Ta U PELUIUEHTOB?
Nnu xe nns oGecneuenust ¢yHkuuoHana (nyHKT 13 IlpaBui) Oynetr co3maHo
OTAEIBHOE MOJPA3AECIECHUE CO CBOUM IITATOM, ITOJI0KEHUEM U PETIaMEHTOM?

2) Ilnanupyer nu ®MBA Poccun noaxmounts Haumonansueiii P/IKM
Kk OenepanbHOMY  perucTpy B KadyecTBe  NOCTaBIIMKa  HUHpopmanuu?
B nynxre 14 [IpaBun npenycMOTpEHO y4dacTHE OpPraHM3allMii, OCYIIECTBISIOIINX
PEKpYTHUHI, B KayeCTBE IIOCTABIIMKOB HHPOpPMALUU. ITO MOTYT OBIThH
opra"uzaiyu Bcex GopM coOOCTBEHHOCTH?

3) Ilnanupyer nmu ®MBA Poccuu noaxmtounts Hanmonansusii PJIKM
B KauecTBe  Mmojib3oBarenss wuHpopmanuu Kk  DenepaabHOMy  peructpy?
B nynkre 14 [IpaBun Takas BO3MOXHOCTb HE NOpeaycMoTpeHa. Bmecre ¢ Tem
Haumonansueit PJIKM ¢ 2018 roga nHa moxkeptBoBaHusi Pycdonma, cpeacta
[IpaButensctBa MockBbl 1 Ha TrpadT [Ipesnaenta PO mpoBOaUT MOKMCK AOHOPOB
B Poccun u 3a pyOexxkoM, obecnieuuB TpaHcIlaHTatamMu 84 maunueHta. To ecTb
ncKath J0HOPOB B PenepanbHoM peructpe Hannonansueiii PJIKM He cMoxkeT?

4) KakoBbl poJaM TOCTaBIIMKOB U MOJb30BaTeNned HHPOpMAIUU:
pPEeKpYyTHHIOBas ~ OpraHu3anusi, JokajabHbli  peructp, HLA-nmaGoparopus,
TPAHCIUIAHTALIMOHHBIA I1IEHTP, MOUCKOBBIM LIEHTP, LIEHTP 3aroTOBKU KIETOK?
KakoB 00beM 1 OpsA0K MPeI0CTaBICHUS CBEASHHH MO Kaxkaou u3 ponei? Kakos
periaaMeHT sl NEepeayd HAKOIUICHHBIX CBeAcHHN B DenepalibHbI peructp?
Bo3MO0xHO, Ha 3TH U Ipyrue BOMPOCHI €II€ HET OTBETOB — MPEAINOIAraeTcs, 4To
OMBA Poccum pazpaboraer IUIaH MEPONPUATHI  («IOPOKHYIO KapTy»)
o pazsuturo PenepanbHoro peructpa 10 2024 roma. Moxert nu HanronanbHbIN
PJIKM paccuutbiBaTh Ha ydacTue B palOodell rpynmne Mno CO3JaHUI0 3TOU
«JOPOXKHOU KapTh» KAK KPYHMHEUIIINI PETUCTP CTPAHbI?

5) Ilpennomaraer nu OMBA Poccun QuHaHCHpOBaHHE PACXOJOB
Ha pekpyTtuHr u HLA-tunupoBanue noOpoOBOIBIEB, MOUCK JOHOPOB U JOCTaBKY
TpaHciuiantatoB? Kak miaHupyeTcss pachpeneisTh OJKET: HCKIIYHUTEIbHO
cpenu yupexjaeHuil, noaseaomMcrBeHHbIx @MBA Poccuu, wnu pacnpenencHue
OyJzleT MPOBOAUTHCA CPEIU 3aMHTEPECOBAHHBIX MEAUIMHCKUX OpraHU3alui Bcex
CHCTEM 3JIpABOOXPAHEHHUS], HAIIPUMEDP HA KOHKYPCHOU OCHOBE?

C yBaXeHHEM,
JleB AMOuHzED,
N npe3uneHT Pychonna

Hcn.: AHHa AHIPIOIIKUHA,
resepanbHblil tupexrop Hanmonansnoro PJIKM
+7-911-861-26-52, andryushkina@rdkm.ru
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Kommenrapuu Pycponga u Hanmonaasnoro PZIKM k IIpoekry
nocranosJieHus IlpasurenscrBa P® «O0 yreep:xaennu Ilpasui Begenus
DenepajbHOr0 perucTpa J10HOPOB KOCTHOI'O MO3ra U reMONO3THYECKUX
CTBOJIOBBIX KJIETOK, JOHOPCKOI0 KOCTHOIO MO3I'a M réeMON0dTHYECKUX
CTBOJIOBBIX KJIETOK, PELMIIHEHTOB KOCTHOI'0 MO3ra ¥ reMOI03THYEeCKHUX
CTBOJIOBBIX KJIETOK»

11 despansa 2022 roga Ha PenepaabHOM NOpTaie MPOEKTOB HOPMATUBHBIX
npaBoBbix akToB ®MBA Poccuu ony06inkoBano st 001eCTBEHHOT0 00CYKCHUS
[IpoexT nocranosnenus [IpaBurensctBa PO «OO6 yrBepxkaenun [IpaBun BeneHus
@enepanbHOTO  pPETHCTPAa  JOHOPOB KOCTHOTO MO3ra M IE€MOIOATHYECKHMX
CTBOJIOBBIX KJIETOK, JOHOPCKOIO KOCTHOI'O MO3ra M T€MOMO3THYECKUX CTBOJIOBBIX
KJIETOK, PELIMIIMEHTOB KOCTHOTO MO3ra M I€MOIOITHYECKUX CTBOJIOBBIX KIIETOK»
(regulation.gov.ru/Projects/List#npa=124931, nanee — IIpoexT mocTaHOBIEHUSA).
be3yciioBHO, BONpOC 3aKOHONATEIBHOM MONNEPKKHA DPa3BUTHUS  JTOHOPCTBA
Y TPAHCIUIAHTAUUHU (II€PEeCcagKr) KOCTHOIO MO3ra U réMONO3THUYECKUX CTBOJIOBBIX
Ki1eTok B P® uypesBblyaliHO BaxkeH. I B Hacroslee BpeMs Ha paCCMOTPEHHUU
B ['ocynapctBennon [{yme Haxomurcsa npoekt PenepanbHoro 3akoHa Nel 148614-7
«O BHeceHnu n3MeHeHMi B 3akoH Poccuiickonn @enepanun "O TpaHCIUIaHTaUUU
opraHoB M (WiM) TKaHell yenoBeka" u denepanbHblil 3aKk0H "OO OCHOBaX OXpaHbI
310pOBbs rpaxkaaH B Pocculickoit deaepanuu’ mo Bonpocam JOHOPCTBA OPTraHOB
U (WIM) TKaHEeW YyenoBeKa, BKI0Yask KOCTHBIM MO3T U TEMONO3TUYECKHUE CTBOJIOBBIE
KJIETKH, U X TPaHCIIAHTAUU (TIepEeCcaKu)», KOTOPbIM JIETUTUMUPYET JOHOPCTBO
KOCTHOTO Mo3ra u cosnanne denepasbHOrO perucrpa JOHOPOB KOCTHOTO MO3ra
Y TEMONIOITUYECKUX  CTBOJIOBBIX  KIJIETOK, JOHOPCKOTO  KOCTHOIO  MO3ra
Y TEMONIOITUYECKUX  CTBOJIOBBIX  KJIETOK, PELMUIMEHTOB KOCTHOTO  MO3ra
Y TEMOIIOATUYECKUX CTBOJIOBBIX KJIETOK (Haniee — denepanbHblid perucTp).

[IpoekT NOCTAaHOBIEHHsI NPU3BAH YTBEPAUTH CBOJA MpPAaBWI ISl BEACHUSA
Oynymero ®enepanbHOro peructpa, B ToM uwucie pabotel OmnepaTtopa
denepanbHOrO perucTpa, MOCTaBIIMKOB MH(popMmanuu B DeaepanbHblil perucTp
U nosib3oBaTeneil nHdopmanun PenepasbHOrO peructpa. 3asBiIeHO: «BedeHue
DedepanbHo20 pecucmpa ocyujecmeisiemcs 6 Yeasax KoopouHayuu 0esmenbHoCmu
Qeoepanvhvlx 0peaHO8 UCNOIHUMENbHOU 61acmu, OpP2aHO8 UCNOJIHUMENbHOU
enacmu cybvexmos Poccuiickou @edepayuu, 0peanos Mecmno20 camoynpasieHus,
MEOUYUHCKUX — OP2aHU3AYULL  20CYOAPCMEEHHOU, MYHUYUNATLHOU U YACHHOU
cucmem 30pA60OXPAHEHUA 6 YACU MPAHCHAAHmMayuu (nepecaoku) KOCMHO20
MO32a U 2eMONOIMUYECKUX CMBOJI0BbIX KIEmoK, 6 MmOM uucie OOHOPCMEd




KOCMHO20 MO032a U 2eMONO3Mu4eckux cmeonogvix kiemok». OOHAKO IaHHBIC
[IpaBuna cocrtaBieHbl 0€3 yuera TEKYyIIero TIOJO0KEHUS Jell, HHTEPECOB
HECKOJIBKAX COTE€H OPraHM3alliil U JECATKOB THICAY Ipa)<JaH, 3aJCHCTBOBAaHHBIX B
Pa3BUTUU JOHOPCTBA KOCTHOIO MO3ra B PO B HEKOMMEPYECKOM CEKTOPE.

Heobxoaumo mpuHATE TOT (akT, YTO CEroAHs HEKOMMEpPUYECKHE
OpraHu3allud COoJEep>KaT OoJblle TPEeTH NOHOpcKoW Oa3wl ctpanbl. B 2017 romy
coznan Hanmonanesusii  PJ/IKM, KOTOpBII HacYMTBHIBAET CETOJMHS  CBBIIIE
60 ThIC. 1OOpOBOJBLEB MATH JOKanbHBIX HKO-peructpoB — mNOTEHIIMAIBHBIX
noHopoB, ubM HLA-(deHOTHMIBI OmpeneneHsl B BBICOKOM pa3pelieHuH. 371eCh
JNEUCTBYIOT PEKPYTHHIOBas U MEAMIMHCKAs TUPEKLHH, JTaOOPATOPHBIN KOMILIEKC
Ha 25 tbic. HLA-tunupoBanut B roa. C 1 pgexabps 2021 roma AOHOpBI
Hanunonansnoro PJIKM BkitoueHsl B 39-MUJUIMOHHYIO BCEMHUPHYIO 0a3y JaHHBIX.
HKO-peructpsl  mpoaoJpKarOT  HapamuBaTh  TEMIIBI  pOCTa,  OpPraHu3ys
BOJIOHTEPCKOE JBM)KEHHUE, COBEPLICHCTBYSI MHHOBALIMOHHBIE TEXHUKHA PEKPYTHHIA
Y TEHOTUITNPOBAHMSL.

[Ipynumas BO BHUMaHHE BBICOKYIO 3(P(eKTUBHOCT, HannoHanbHOro
PJIKM, oH BmpaBe pacCUMTBHIBATh Ha y4yacTHe B CTpouTenbcTBe DenepasbHOro
perucrpa Ha ycinoBusx, omnpenensembix IIpaButrensctBom P®. Peur uper o
(pMHAHCUPOBAaHUMU MPOABMKEHHUS LIEHHOCTEH M MAEH COIMAIbHOW 3HAYUMOCTH
JOHOPCTBA KOCTHOI'O MO3ra CPeIH HACEJICHMs], TEeHOTUIIMPOBAHUS I0OPOBOJIBIIEB U
pacxol0B Ha IOUCK COBMECTHUMBIX JOHOPOB IMAIMEHTAM TPAHCIUIAHTALMOHHBIX
KJIMHUK. J{7 3TOro HeoOXOJMMO 3aKpenuTh PABHOE MPAaBO IOCYJApPCTBEHHBIX U
YaCTHBIX MEIMIMHCKMX opranmsaumi, Bkmwoyas HKO, naywactnme B
crpoutenbeTBe DenepanbHOro perucTpa.

1. B o310l cBs3m mnpemiaraem BHecTH B IIpoekT mnocraHoBieHus
cjeayroline U3MeHeHNsl:

1.1. B TekcT MOCTAHOBJIEHUS
«Opeanuzayt Meouyunckue opeanuzayuu 20cy0apcmeeHHol, MyHUYUNA1bHOU
U 4acmHOU cucmem 30pagooXpanenHus, ocyujecmeniowue pabomol (yciyeu),
8blnoaHsIeMble (0OKa3vlgaemvie) 6 COCMAge JTUYEHIUPYEeMO20 8UOd OesimelbHOCU
NnO MPAHCHIAHMAYUU KOCMHO20 MO324 U 2eMONOIMUUECKUX CMBOJIOBbIX KIeMmOK
u (unu) no u3LAMUIO U XPAHEHUI0 OpeaHo8 u (uiu) mkauel uenoseka Ois
mpancnianmayuu U (uau) 3ab60py 2eMOnodIMuUYecKuUx Cmeoao8blX KIemox,
no opzanu3ayuu 30paeooXpaneHus U 00ulecmeeHHOMY 300P08bI0, MUNUPOBAHUIO
NO JIOKYCam Ccucmemvl 21a8HO20 KOMNJIEKCA 2UCMOCOBMeCmMUMOCmU (8 cocmase
JIUYEH3UPYeMOo20  8UOa  OesmelbHOCmU N0  KIUHUYECKOU  1abopamopHOl
OuacHoCmuKe), 8 yesax 8KuoueHuUsi ceedeHuli 0 0oHope 6 Dedepanbhbvlil pecucmp,
06A3aHBI—GHOCHHE GHOCAM Cc8eleHUs 6 DedepalbHblll pecucmp no NepeyHio,
VMBEPHCOEHHOMY HACMOAUWUM HOCMAHOBIEHUEM, 6 MOM UUCIe CBeOeHUsl,
umerowuecs: 8 opeaHu3ayuu 00 8CMYNIeHUsl 8 CULY HACMOAUe20 NOCMAHOGIeHUS.
Oo0vem, nNOPAOOK U YCA06US NPEOOCMABICHUS CECOCHUN Onpeodearomcs
6 coomeemcmeuu ¢ poaamu, onpeoenennvimu Onepamopom DedepanvHo2o
pezucmpa, ymeepacoennvimu Ilpasumenvcmeom PDy.




1.2. B mynkr 5 IIpaBua Beaenuss PegepajbHOro perucrpa:
«5. Bunecenue 6 @eldepanvHulli  pecucmp  C8€0EHUL  OCYWECMEILemcsl
MEOUUUHCKUMU — OP2AHU3AYUAMU __ 20CYOAPCMEEHHOU, MYHUUUNANLHOU U
YaCMHOU cucmem 30pPAGOOXPAHEHUA, OCYWECMBIAIWUMU padombl (ycayeu),
gbiNnoIHAeMble (OKa3bleéaemvle) 8 cocmage NUYEHIUPYeMO20 8U0A OesimelbHOCIU
NnO MPAHCNAAHMAYUY KOCMHO20 MO0324 U 2eMONOIMUUECKUX CMBOJIOBbIX KIemOK
u (unu) no U3LAMUIO U XPAHEHUl0 O0p2aHo8 U (uiu) mKaHeu 4Yenosexa
0J151 mpaHchnaaumayuu U (uiu) 3aoopy 2eMONnOdIMuU4ecKux Cmeoao8ulx KIemok,
opzanu3zauuu 30paeo0oXpaHenus U 00uiecmeeHHoOMy 300P06bI0, MUNUPOBAHUIO
1O TOKYCAM CUCMEMbl 2]Ia6HO20 KOMNJIEKCA 2UCMOocosmMecmumocmu (8 cocmase
JUYEH3UPYeMo20  6u0a  OeamerbHOCmU  NO  KIUHUYECKOU  1abopamopHol
ouacHocmuke), 8 yesax KuoueHus: ceederull o0 0onope 8 DedepanvHulli pecucmp

(Oanee — opaHH3IGHHH;—O0OAIGHHDIE —GHOCHHL—C6E0EHHA NOCMAGUIUKU

ungopmayuu ¢ Dedepanvusvlii pecucmp [IpaBKa MO0 BCEMY TEKCTY TOKYMEHTa])».

1.3. B mynkr 6 IIpaBua Beaenus degepajbHOro perucrpa:
«6. Brecenue 6 ®edepanvhblii pecucmp cee0eHUli 0Cyujecmesemcs nocpeocmaeom
3ANONHEHUS OPSAHHIAHHAMH;—OOAIAHHBIMH—GHOCHIIb—E€6COCHIS; NOCIAGUIUKOM
ungopmayuu ¢ DedepanvHuvlii pecucmp co30aHHLIX 8 HeM DJIeKMPOHHLIX Popm
C OOHOBPEMEHHbIM CO30aHUEM pPe2UCMPOBOU 3aNUCU, NOONUCAHHOU YCUTIEHHOU
K8ANUPUYUPOBAHHOU  IJIeKMPOHHOU  NOONUCLIO  YNOJIHOMOYEHHO20 — Juyd
OPAHHIAHHI;—OOAFAHHOU—GHOCHIN—C6EOCHIAE  NOCMAGUWIUKA UHPopmayuu
6 Dedepanvublit  pecucmp, U aABMOMAMUYECKUM NPUCBOEHUEM DPeSUCMPOBOU
3anucu YHUKAIbHO20 HOMEpA C A8MOMAMUYEeCKUM NpOCmaesieHuem O0amvl ee
BHeCeHUsl 8 MOMEHM NOONUCAHUSL COOMBEMCMBYIOWUX CB8E0eHUll YKA3ZAHHOU
VCUNEHHOU K8ANUDUYUPOBAHHOU INeKMPOHHOU NOONUCHIO—6—Htexerre—-0—onet—e

1.4. B nmynkr 9 IlpaBua Beaenus degepajbHOro perucrpa:

«9. Buecenue csedenuti 6 Dedepanvublil  pe2Uucmp  OCYULECMBIAEMCs
MEOUUUHCKUMU OP2AHUZAYUAMU 20CYOAPCMEEHHOU U MYHUUYURAIbHOU CUCHEM
30paeooxpanenus Ha 0e38603Me30HOU OCHO8e C CcoOatdeHuem mpebosanull
3akoHodamenvcmea Poccutickoti @edepayuu 06 ungopmayuu, un@dopmayuoHHbLX
mexHono2uAxX U 3awume uHGopmayuu, u 3axoHooamenvcmea Poccutickotul
Dedepayuu 8 001ACMU NEPCOHANILHLIX OAHHLIX. YC106UA 6HeCeHUA CBE)eHUI
6 Dedepanvublit pecucmp MEOUUUHCKUMU OPZAHU3AUUAMU YACMHOU CUCHEMbL
30pPA6OOXPAHEHUA ONpeoensatomcs 6 pamkax conauwenuin mexcoy DPMbBA
Poccuu u OAHHbIMU opeanu3auuamMu aubo yCMAHABIUGAIOMCSA
Ilpasumenvcmeom Poccuiickoui @Dedepayuu ¢ codarooenuem mpedoeanuil
3aKOHO00amelbCmed Poccuiickon Deoepayuu 00 ungopmayuu,
UHpoOpMauUOHHbIX MEXHO102UAX u 3auume ungopmauuu, u
3akonooamenvcmea Poccuiickouui  @Dedepauyuu 6 odn1acmu  nepcoHaibHbIX
OAHHBIX) .

1.5. B mynkr 13 IIpaBui Benenns ®enepajbHOro perucrpa:



«l13.  Iocmaswuxamu ungopmayuu DedepanvHo2o pecucmpa  AEAAIOMCS
MeOUYUHCKUE Op2aHUu3ayuu_20Cy0apcmeenHol, MYHUWUNAIbHOU U YACHIHOU
cucmem  30pagoOOXPAHEHUsA, Op2aHU3AYUU  OCYWeCcmesaowue npueieyeHue
(pekpymumne) OOHOPO8 KOCMHO20 M032d U 2eMONOIMUUECKUX CMBOTI08bIX KIEeMOK,
a makoce  Munucmepcmeo — 30pasooxpanenusi  Poccutickou — Dedepayuu,
Deodepanvroe MeOUKo-OUONOSUYECKOEe aA2eHMCMEo, Opyaue 3auHmepeco8aHHble
geoepanvHblie Opeanbl UCNOIHUMENbHOU 6AACMU U OpP2aHbl UCNOJHUMENbHOU
enacmu cyovekmoe Poccutickou Dedepayuu 6 coomeemcmeuu ¢ NOIHOMOYUAMU
u mpebosanuamu 3akonooamenvcmea Poccuiickoti @edepayuuy.

1.6. B mynkr 14 IIpaBuJ Benenns @eaepajbHOro perucrpa:

«14. ITlonvzosamenamu unpopmayuu DedepanbHoco pecucmpa  ABAAIOMCA
MEOUYUHCKUE Op2aHU3ayUU 20CY0aApPCHBEHHO, MYHUUUNAIbHOU U YACHHOU
cucmem 30pasooxXpanenusn, ocyuecmeisiowue pabomol (yciyeu), 8blNoaHsAEMblE
(okazvieaemvlie) 6  cocmage  AUYEH3UPYEMO20 — 6UOA  OessmeNbHOCmU
NnO MPAHCHIAHMAYUU KOCMHO20 MO324 U 2eMONOIMUUECKUX CMBOJIOBbIX KIeMmOK
u (unu) no U3LAMUIO U XPAHEHUl0 O0p2aHo8 u (uiu) mKaHeu 4Yenogexa
0151 mpancnaanmayuu u (uau) 3a60py 2emMonodImMuU4ecKux Cmeoao8blx KIemok,
opcanu3auuu 30paeooXpaHeHus U 00uecmeeHHoOMy 300p0o8blo, Munucmepcmeo
30pasooxpanenusi Poccuiickoii @edepayuu, Pedepanvroe meouko-ouonrocuieckoe
azeHmcmaeo, opyaue 3auHmepecosanuvle (edepanvbHble OpeaHbl UCHOJHUMENbHOL
BACU U OP2aHbl UCNOJIHUMENbHOU 1acmu cyovekmos Poccutickoi @edepayuu
8 cOOm@emcmeuy ¢ NOJHOMOYUAMU U  MPeOOBAHUAMU  3AKOHOOAMEeNbCmed
Poccuiickoti  @edepayuu, a makxce Quzuneckue auya, UCHOILIVIOWUE
uHgopmayuio 0 O0HOPAX KOCMHO20 MO324 U 2eMONOIMUYECKUX CMBOJIOBLIX
K1emoK, OOHOPCKO20 KOCMHO20 MO0324 U 2eMONOIMUUECKUX CMBON0BbIX KIemOK,
Peyunuenmos KOCMHO20 M032ad U 2eMONOIMUYECKUX CIBON0BBIX KIIEMOK).

1.7. B mynkr 25 IIpaBui Benenuns ®eaepajbHOro perucrpa:

«25. Dedepanvubviii pecucmp 6 cocmasge 20Cy0APCMBEHHOU UHGOPMAYUOHHOU
cucmemsl «EOunas 6e0oMCmeeHHas UHGOPMAYUOHHO-AHATUMUYECKA CUCmeMma
®OMFA  Poccuuy e83aumoldeticmeyem 8 mMOM 4Hucie CcO  C1eOVIOuWUMU
UHGDOPMAYUOHHBIMU CUCTIEMAMU.

25.1. eounou 2ocyoapcmeeHHou UHOOPMAYUOHHOU cucmemol 8 cgepe
30pasooxpanenuss (EI'MIC3) 6 yensax obmena Ookymemmamu u uHgopmayueti
medcdy nocmaswuxamu DeodepanvbHo2o pecucmpa 07 pearusayuu nOIHOMOYUL
nocmaswukos, exknoyas « Bumpuny dannvix @edepanvroco pecucmpa 05 eOUHOU
20Cy0apCmeeHHolt  UHGDOPMAYUOHHOU cucmembl 6 cghepe 30paBoOXpaneHus
(EI'UC3)», cooeporcaweti ceedeHus, cocmas u nopsooK npeodCcmasieHus KOmopolx
coenacosvigaiomes ¢ Munszopasom Poccuu, a makoice 6edenusi u Ucnonb3068aHus
eOUHbIX  peecmpos,  CHPABOYHUKO8 U  Kilaccugukamopoé 6  cgepe
30pasooxpaneHus;

25.2. onemenmamu uHppacmpykmypwsl, obecneuyugaroujei UHGOPMAYUOHHO-
MexHoI02u4ecKoe 3auMooeicmeue UHGOPMAYUOHHBIX CUCMEM, UCHONb3YEMbIX
07151 NPe0OCMasaeHUs 20CY0aApPCMBEHHbIX U MYHUYUNATbHBIX VCAYe U UCHOTHEHUS



20CY0apCmMEeHHbIX U MYHUYUNATbHBIX (YHKYUL 8 271eKMPOHHOU ¢hopme, 68 mom
yucne:

a) EIII'Y, 6 yenax nonyueHus npuHAmMulX HA e€OUHOM NoOpmae 3asa81eHull,
OOKYMeHmMo8s, coobujenull u obpawjeHuti OOHOPO8 U peyunueHmos KOCMmHo20 Mo32a
U 2eMONOIMUYECKUX CMBOTIO8bIX KIEMOK,

6) ECHA, 6 wyenax npoxoocoenusi npoyedypvl  uoeHmuuxkayuu u
aymenmughuxayuu compyoHuKo8 onepamopa u nocmasujukos PeoepanbHo2o
peaucmpa,

8) €OUHOU CUCMEMOU MeHBEOOMCMEEHHO20 INIeKMPOHHO20 63AUMOOEUCMEUs
(CMDB);

25.3. eoumnoii 6a3zvi OAHHBIX NO OCYWECMBICHUIO MEPONPUIMUL, CBA3ZAHHBIX
¢ obecneyenuem 6e30nacCHOCMU OOHOPCKOU KPOBU U ee KOMNOHEHMO8, pa3eumuem,
opeanuzayuel U nponazaHooli OOHOpPCmMaa Kposu u ee komnonenmos (EUBJ]);
25.4.e0unvim  20cy0apcmeeHubiM peecmpom 3anuceil aKkmog 2paicOaHCKo2o
cocmosinusi (EI'P 3AI'C) 6 wyenax nodoepowcanus DedepanvHoeo pecucmpa
8 aKmyaibHOM COCMOAHUU 8 Yacmu 8blObIMUS OOHOPOS;

25.5. Gedepanvroti  20CYO0apcmeeHHoU  UH@POPMAYUOHHOU  CUCMEMOU
«Deodepanvuviii peecmp unsanuoosy (OI'UC OPU) 6 yenax noodepycanus
Deodepanvrozo pecucmpa 8 aKkmyaibHOM COCMOAHUU 8 YacmU 8blObIMUS OOHOPOS,
25.6. unblMu  UHOpMAYUOHHLIMU — CUCMEMAMU, COOEPHCAUUMU  CB8E0EHUs
0 8bIOAHHLIX TUYECHIUAX HA MEOUYUHCKYIO O0esiImeNbHOCHb, CO0epHcaujux padoomol
u yciyeu, omuocsawyuecsi K npeomemy  yHKyuonHupoganus PedepanbHo2o
peeucmpa, nocpeocmeom CMOB 6 coomeemcmeuu ¢  mpebosaHusAMU
nocmanosnenus [Ipasumenvcmea Poccutickou @edepayuu om 8 cenmsaops 2010 e.
Ne 697 «O edunoti cucmeme mexHcee0OMCMBEHHO20 3AUMOOCUCTNGUSY,

25.7. uHbIMU UHGOPMAYUOHHBIMU CUCMEMAMU, DeSUCmpamMu U peecmpamu
0151 obecneyenuss hynkyuoHupoganus PDedeparvbHo2o pecucmpa nocpeocmeom
CM3OB 6 coomsemcmeuu c¢ mpebosanuimu nocmanosienus Ilpasumenvcmea
Poccuitickoti @edepayuu om 8 cemnmsaopsa 2010 2. Ne 697 «O eodunou cucmeme
MeAHCEE00MCMBEHHO20 83AUMOOCUCTNGUSY.

25.8. unvimu ungopmauuoHHBIMU CUCHIEMAMU C COOJII00CHUEM MpPedosanull

3aKOHO00amelbCcmed Poccuiickon Deoepayuu 00 ungopmauuu,
UHGOPMAUUOHHDLX MEXHO102UAX u 3auume uHgopmauuu
u 3axonooamenvcmea Poccuiickon @Dedepayuu 6 odaacmu nepconaibHbIX
OaHHbIX. Ycnoeusn é3aumooeiicmeus onpeoenaromcs 002080POM

C npagoodadameniamu  YKA3anHblX UHPOPMAUUOHHBIX CUCHEM; RPU IMOM
ceeoenus, enocumvie 6 Dedepanvbuvlit  pecucmp, MO2ym  OMIAUYAMBCA
OM YKA3aHHbIX 6 Nepeyune mpeoyemulx C6e0eHUIl).

1.8. B myHkr 26 IIpaBui Benenuns ®enepajbHOro perucrpa:
«26. Ilpasuna unpopmayuonnoco e3aumooeticmsusi PDedepanvHo2o pecucmpa
C UHBIMU — UHQDOPMAYUOHHLIMU — CUCTIEMAMU __ MEOUUUHCKUX  OP2AHU3AUUIL
20Cy0apcmeennol, MYHUUURAIbHOU U YACHHOU cucmem 30pagooxXpaHenus
YCMAHABAUBAIOMC  COBMECMHLIMU —~ HOPMAMUBHLIMU —~ NPABOBLIMU — AKMAMU
u (unu) coenaweHusamMu medxnHcoy DedepanvbHbim MeOUKO-OUON02ULeCKUM




A2eHMCMBOM U 3aKA34uUKamu (onepamopamu) UH@GOPMAYUOHHLIX CUCEM, 8 MOM
yucne nocpeocmeom CMOB 6 coomeemcmeuu ¢ mpebosanusimu nocmaHo81eHus
lIpasumenvcmea Poccuiickou ®@edepayuu om 8 cemwmsaops 2010 2. Ne 697
«O edunou cucmeme MeHCEEOOMCMBEHHO20 B3AUMOOCUCMBUSL), eClU UHOe
He YCMAaHO0BNIeH0 NPAasulamMu QYHKYUOHUPOBAHUS YKA3AHHBIX UHQDOPMAYUOHHBIX
cucmem, YMEEPHCOEHHLIMU 6 NOpsOKe, YCMAHOBNEHHOM  HOPMAMUSHLIMU
npasogvimu akmamu Poccutickou @edepayuuy.

1.9. B mynkr 27 IIpaBui Benenuns @eaepajbHOro perucrpa:

«27. Ilopaook u omanel co30anus, 66004 6 IKCHIYAMAYUIO, PA3CGUMUSL
GedepanvHoco pecucmpa  Onpedenaomcs  O0POJNHCHOU — KApmou  pazeumus
@eodepanvrozco pecucmpa 0o 2024 2o00a, paspabamvisaemou DPMBA Poccuu
coemecmuo ¢ Munsopasom Poccuu, Munyugper Poccuu, # Opyeumu
3aunmepeco8aHHbiMu  (he0epanrbHbIMU — OP2aHaMU  UCNOJIHUMENbHOU  81acmu
U opeanamu  YApAGieHUus  20CYO0apCMEeHHbIMU — 8HEeOIO0NCEeMHbIMU  (hOHOAMU
¢ yuacmuem npagooodnadameneil Cywecmaylouux 10KaabHblx (HayuoOHAaIbHbIX,
PECUOHAIbHBIX) pecucmpo8 OOHOPO8 KOCHHO20 MO0324 U 2eMONOIMUYECKUX
CMB0J108bIX KINE€MOK U YKAZAHHHIX UHPOPMAUUOHHBIX CUCHEM U YINBEPIHCOAeMOUl
IIpasumenvcmeom Poccuiickoii @edepayuuy.

2. Taxkwxe oOpamaeM BHHUMAaHHE Ha CJeAYyIOUIHE HeI0YeTHl,
BbIsIBJICHHBbIC B X01¢ aHau3a [Ipoekra nmocraHoB/ieHHs:

2.1. IIpoeKT MOCTaHOBJIEHHS HE JAET YETKOIO MPEACTABICHUS O MEXaHU3ME
B3aUMOJICMCTBHUS MOCTABIIMKOB M MOjb30Barenel uHpopmanuu ¢ denepaibHbIM
peructpoMm. HeT deTkoro moHumManusi Toro, uro deaepanbHbI peructp u3 ceds
npeacrasisier. OrpaHUYMBACTCS JIM €r0 JAEATEeIbHOCTh PaboTOM MpOrpaMMHOIO
oOecrieueHus sl y4eTa JOHOPOB KOCTHOI'O MO3ra U FéMOMO3THYECKUX CTBOJIOBBIX
KJIETOK, JOHOPCKOI'O KOCTHOTO MO3ra M TI'e€MOIIOOTUYECKUX CTBOJIOBBIX KIIETOK,
PELUNMEHTOB KOCTHOIO MO3ra M I€éMOIIOITHYECKUX CTBOJIOBBIX KJIETOK? Mnm ke
st o0ecrieyeHuss (pyHKUMOHANA, nponucaHHoro B nyHkre 11 IlpaBun Benenus
@enepanbHOrO perucTpa, Imnanupyercs coznatb B ®MBA Poccum ortnenbHOE
MOAPA3JAEIEHNE CO CBOUM IUTATHBIM PACIMCAHHUEM, MOJOKEHUEM U PETIaMEHTOM?
Bo3MoxHO, oTaensHOe ropuandeckoe Juno? HesacHo, 4yTo moapazyMeBaeTcs NOA
bpazoii «B DedepanvHom pezucmpe nOOOEPHCUBAIOMC CeOVIOWUe NPoYyeccvl
n3 nyHkra 17 IlpaBun Benenums PenepanpHOro perucrpa. B kakol creneHun
U B Kakux (opmartax Penepanbubiii peructp (wm PMBA Poccun?) Hamepen
y4aCTBOBATh B IEPEYUCIIEHHBIX B TAHHOM ITyHKTE Ipoueccax?

2.2. B nynkre 2 IIpoekTa NOCTAHOBJIEHHUS CKa3aHO, YTO OpPraHU3alUU
0o0s3aHbl BHOCUTH cBeJeHuss B DenepanbHblii  pErucTp MO MEPEUHIO,
YTBEP)KJIEHHOMY HACTOSIIIMM  TOcTaHoBieHHeM. OpHako (yHKIMOHAN/poiau
JAaHHBIX OpraHu3aluii, 00beM U MOPSAOK BHECEHHMS MMHU JAHHBIX B JIOKYMEHTE
He onpeneneHbl. Kakme uWMEHHO cBefeHus u3 nosiHoro IlepeuHs cBeneHwi,
BHOCUMBIX B @DelepaibHblil PEruCTp, HANPABIAET TOT WM HMHOM IIOCTaBIIUK



unopmaruu B Oenepanbubiil peructp? Ecnu 00s13aTh KaXJa0ro U3 BO3MOMKHBIX
MOCTaBUIMKOB BHOCHUTh HCYEPHBIBAIOUIYIO MHGOPMALMIO, MPEICTAaBICHHYIO
B Ilepeune cBeneHu, BHOCUMBIX B DenepalibHbI PETUCTP, TO 3TO IMapaavu3yer
cnoxuBlytocs B PO cucreMy @opmupoBaHus JOHOPCKMX ©0a3, MNpUBEIET
K YAOPO’KaHHUIO BKJIFOYEHHS] JOOPOBOJBLEB B PETUCTP, B Pa3bl 3aMEUIUT TEMIIbI
pocTa U pa3BUTHS JOHOPCKOM 0a3bl. A TakKe IMOCTAaBUT MO YIpo3y COOJIIO/IEHHE
IIPUHLINANA aHOHMUMHOCTH JOHOpa M peuunueHta. K mpumepy, HannoHanbHbIM
PIKM Ha o9sranme mnoabopa JoHOpa  Tmepenaer B JabOpaToOpuio
TPAHCIUIAHTALIMOHHOTO  LEHTpa, TJe JEeYUTCS PpEUUIUeHT, Ouoobpaszen
IIOTEHIHAJIIBHOTO JIOHOpa Ha KoHTposbHOe HLA-tunupoBanme. Ilpm sToM B
COOTBETCTBUM CO CTaHAapTaMH JaHHbIE JOHOpa o0e3nuyeHbl. Teneps, eciu
nonumathe Ilpoekr mnocraHoBieHus OykBanbHO, Hanwmonansueii PJIKM B
HapylLIeHUe MEKTyHapOIHBIX HOPM Oyner BBIHYXKJEH PAaCKpBIThH
TpaHcIianTaimoHHoMy 1eHTpy u @. 1. O. nponopa, u ero CHUJIC, u nacnoptHbie
JaHHBIE, U PE3yJbTaThl MEJUIUHCKOrO OOCJIEeI0BaHMS, a TPAHCIUIAaHTAL[MOHHBIN
LHeHTp OyAeT 00s3aH nepeaaTsh 3TH JaHHble B DenepaibHblil perucTp.

Heob6xonumo  onpenenuts  (QyHKIMOHAN/POJb  KaXJIOr0  y4acTHHKA
crpoutTenbcTBa  DenepaibHOIO  PErucTpa:  pEeKPpyTUHIOBOM  OpraHU3allH,
JIOKaJIbHOT'O pEerucTpa / JOHOPCKOTO LUEHTpa, 1abopaTopHuH, TPAHCIIAHTAIITMIOHHOTO
LIEHTPA, TTOMCKOBOI'0 LIEHTPA, LEHTPa 3arOTOBKM KJIETOK. OmucaTh MOJIHBIA LUKII
B3aUMOJCUCTBUA KaXI0ro u3 Hux ¢ denepanbHbBIM PETUCTPOM Ha BCEX dTamax:
OoT UH(QOpPMUPOBaHUS JOOPOBOJIBIA JI0 3arOTOBKM KIJIETOK U TOCIETYIOUIEro
HaOII0/IEHHS 32 TOHOPOM.

Heobxoanmo naTh onpezeneHne MoHsATUAM, KOTOPbIE BIUSIOT HA TO, KaKOU
o0beM CBeIEHUM, KaKMMH YYaCTHHUKAMHU M HAa KAaKOM 3Talle NpeloCTaBiseTcCs
B ®enepanpublii  peructp. K nmpumepy, B JOKYMEHTE HET IOHATHU
«MOTEHUUAJIBHBIN TOHOP» U «pPEeajbHbI JTOHOP / COTVIACUBILMICS Ha MPOLENYpPY
3arOTOBKM I'€MOIIO3TUYECKUX CTBOJIOBBIX KJIETOK», COOTBETCTBEHHO, HE JEIAeTCs
paznuuuii B o0bemMe uH(OpMaMU O HUX, IpeaocTaBiasieMod B dDeaepayibHBIM
peructp. B To Bpemsi kak TpeOoBaHHE O MPEIOCTaBICHUM NACHOPTHBHIX JAHHBIX,
CHUJIC w pe3ynbTaToB MEIULMHCKOrO OOCHeOoBaHUS JOHOpa Ha JTame
BKJIFOYEHHS] B PETUCTP SBJISAETCSA M30BITOUHBIM. JlonmosHUTENbHAS UAECHTU(DUKALUS
HE CIIOCOOCTBYET MOBBIIICHUIO MOTHBALMU JOOPOBOJIBLIEB, HE TIOMOXET B Cllydae
yTpaTbl KOHTaKTa ¢ JOHOPOM (BCSKME MOMBITKM OKa3aTh Ha JOHOpa JaBJICHHUE
HEMPUEMIIEMBI).

2.3. B nynkre 2 IIpoekra nHOCTaHOBIEHUS CKa3aHO: «...Op2aHU3AyuuU,
ocywecmensaowue pabomsl (yciyeu), 6vlnoaHsemvie (oKazvieaemvle) 8 cocmase
JUYEH3UPYEeMO20 8U0d OesmeNbHOCU NO MPAHCHIAHMAYUU KOCMHO20 MO032d
U 2eMONOIMUYECKUX CTNBOJIOBbIX KIeMOK U (UIU) NO U3BANMUIO U XPAHEHUIO OP2AHO8
U (uru) mrkawuet yenosexka 0 mpaHcniaumayuu u (uiu) 3a60py eemonodImuyecKux
CMBON0BLIX KINEMOK, MUNUPOBAHUIO NO JIOKYCAM CUCHEMbl 21A6HO20 KOMNJEKCa
2UCMOCOBMECMUMOCIY (8 cocmase JUYEH3UPYeMo20 6uda OesimelbHOCmuU
no KIUHUYEeCKOU N1abopamopHol OuasHOCmuKe), 8 Yensx 6KIOYeHUsl C68e0eHUll
0 0oHope 8 Dedepanbhblil pecucmp, 0053anbl BHOCUMb ceederusi 8 DedepanbHbiii



peaucmp no nepeumio, YmeepiHCOEHHOMY HACMOAWUM NOCMAHOGNIEHUEeM, 8 MoM
yucie c6e0enUs, UMerWUecs 8 Opeanu3ayuy 00 6CMYNIEHUS 8 CUTY HACMOAWe20
NOCMAHOBACHUA).

Ho He oroBapuBaercs nOpsiAOK MPEAOCTABICHUS «CBEICHUHN, MUMEIOLIUXCS
B OpraHM3alluy 10 BCTYIUICHUS B CUJIY HAaCTOSIErO MMOCTAHOBJICHUS». Tak, BeaukKa
BEPOSATHOCTb, 4YTO JaHHBIE CBEIECHUSA HE COAEpPXKAT KCYEPIBIBAIOLIYIO
uHpopmanuio, mnpeacTaBieHHyr0 B llepeuHe cBeneHMil, BHOCHMBIX B
@denepanbHblil  PETUCTP, YTBEPKACHHOM HACTOALIMM IOCTAHOBJIEHHEM (K
npumepy, CHWJIC wu nacnopTHele JAaHHbIE MOTEHLUHUAIBHBIX JOHOPOB).
[Ipeanonaraercs, uto B denepanbHblid perucTp OYIyT BKIIOYEHBI HEMOJIHBIC
CBEJICHMS WM BKIIFOUEHUE HETIOJIHBIX CBEJAEHUN HE NPETyCMOTPEHO?

HenonsTHO, KaKk ObITH ¢ HapylIeHHEM 3aKOoHa «O MepCOHANbHBIX JAaHHBIX»
B CBSI3U C OTCYTCTBHEM COIJIacHs CyObEKTa MEpPCOHAIBHBIX JAaHHBIX (K MpUMEpY,
MOTEHIMAIBHOIO J0OHOpPA) Ha mepenavyy ero gaHHeix B @MBA Poccum, cornacus
Ha 00paboTKy ero mepcoHanbHbiXx AaHHbIX PMBA Poccum, a Takxke coriacus
Ha 00paboTKy ero nepcoHanbHbIX AaHHBIX ®MBA Poccun ni1st pacnpocTpaHeHusl.
Pemenus nanHoro Bompoca B IIpoexkre nocTaHOBIICHUS HET.

2.4. B nynkre 21 IlpaBun BeaeHuss PenepalibHOTO PETUCTPa CKA3aHO:
«HMugopmayus, cooepxcawasica 6 Dedeparvhom  peaucmpe,  XPAHUMCS
6 271eKMPOHHOM 6ude 6 meuenue 30 nem Cc MOMEHMA 6HECEeHUs CBEOeHUL .
HenonsiTHO, moueMy omnpeneseH HMEHHO 3TOT Cpok. Tak, eciau goOpoBoien
BCTYNWJ B peructp B 18 JeT, TO XpaHUThCA JaHHbIE OYIyT TOJBKO 10 48 Jer.
OnHako KaxAbld JIOKANIbHBIA pPErucTp / JOHOPCKUU ILIEHTP CEerojHs cam
ONpeaeNsieT BO3PACTHOM JUMHUT CBOMX JIOHOPOB s BKIoueHus B 0Oazy. K
npumepy, B Hatmonanenelit P/IKM npunumarotces 106poBosbiisl oT 18 10 45 ner,
JaHHBIE 3TUX JOHOPOB JOCTYIIHBI JUIsl IOMCKA 10 55 JIeT BKIOYUTENbHO. BriOOp
KOHKPETHOTO JIOHOpa C y4Y€TOM BCEX I1IapaMeTpoOB  BCETAAa  OCTAeTCs
3a TPAHCIUIAHTAMOHHBIM LIEHTPOM, a JOIIYCK JOHOpa J0 NPOLEAYyphl JOHALUWU —
3a EHTPOM 3aroTOBKH KJIeTOK. Cllydan yCIIEIIHBIX NIEPECaTOK OT JOHOPOB CTapIle
50 net He penkocTh A Bcero mupa. [lono6HOro pojga orpaHu4eHUe JIMILIb CHU3UT
YHUCJIO MOTEHIMAIBHBIX JTOHOPOB IS IIOMCKA.

Eciu peub 00 ypameHun o000 uHOOpMALUU, HEICHO, KakK ObITh
C OTYETHOCTBIO 0 pabore denepanbHOr0 perucrpa, CTATUCTUKOM IO JTOHOPCTBY
Y TPAHCIUIAHTAMM KOCTHOro Mo3ra B P®, xoropyro dDenepalbHbIA PETUCTP
npu3BaH (opMUpOBaTh Ha PEryJaspHOW OCHOBE. MMeeT CMBICH paccMOTpPETh
BO3MOKHOCTbh COXpaHEHHUs! 00€3IMYEHHBIX JaHHBIX.

2.5. B nynkre 23 IlpaBun BeaeHuss DenepalibHOTO PETUCTPA CKA3aHO:
«3apecucmpuposannvie auya, Onepamop, nocmagwuku U NOAbL30GAMENU
Deodepanvrozo pecucmpa, NOAYHUAIOM CAHKYUOHUPOBAHHBIN OOCMYN HA OCHOBE
ponegoti moodenu. Onepamop onpedensem poau 3apPecUCMPUPOSAHHBIX UY
Deodepanvrozo pecucmpa ¢ ydemom npas u yeieu O00CmMyna K UH@opmayuu,
cooeparcawetica 6 Dedepanvnom pecucmpey. HescHo, kakue mpaBa JocTyna
K uHpopmanuu denepaabHOro perucTpa CymecTByroT. KTo u Ha OCHOBaHUU YEro



HaJeJsIeT TeX WM HMHBIX MOCTaBUIMKOB MH(popmanuu B DenepanbHbI pErucTp
U nojp3oBareneid uH@opMauuu DenepasbHOrO PpErucTpa TEMH WIA HHBIMU
npaBamu. Kakue CymecTByloT poiad M 1O KakoMmy npuHouny OmnepaTtop
®denepanbHOro peructpa OyAeT UX pacupeaesTh.

2.6. B nokymeHTe cOuWTa Hymepalus: €CTh HECKOJIbKO MyHKTOB I[lpaBui
BelleHns PenepanbHOro peructpa ¢ Homepamu 24, 25, 26 u 27. Ilpu 3T0M B 0OJTHOM
U3 MyHKTOB MOJ HOMEpoM 27 He 3akoHueHa (paza: «27. DedepanvHulli pecucmp
obecneuugaem 0OMeH C8e0EeHUSIMU C UCNOTIb308AHUEM eOUHOU 20CYOapCmEeHHOU
UHpOpMaAYUOHHOU cucmemyl 8 cghepe 30paBoOXPAHEHUS 8 YEsX:

nonyyenus: ceedeHutl, BHocumulx 8 DedepanvHulii pecucmp;

oOMeHa  OOKymMeHmamu U  uHpopmayueu  Mexcoy  HOCMABUWUKAMU
Deodepanvrozo pecucmpa 0Jisl pearuzayuu NOJTHOMOYUL NOCMABUJUKOS, BKIIOUAS).

2.7. B nynkre 25 IIpaBun Beaenuss deaepanbHOro perucTpa CKa3aHo, 4ToO
®denepanbHbIN PETUCTP HAXOJUTCS B COCTABE TOCYJAPCTBEHHOM MH(OPMALIMOHHON
cucrembl «EnuHasi BeIOMCTBEHHas WH(POPMAIMOHHO-aHATUTUYECKAsT CHUCTEMa
OMBA Poccun» u B3aUMOJEUCTBYET C PAAOM HUH(POPMAIMOHHBIX CUCTEM, B TOM
Yucjae C €IUHOW TOoCyJapCTBEHHOM HHGPOPMAIMOHHON cucteMoid B cdepe
3apaBooxpaHenus (EI'MC3). Opgnako »To mnportuBopeyuT nyHkty 2 Ilpoekra
nocraHoBieHuss U NyHKTy 3 IlpaBun Beaenuss DenepajbHOrO pErucTpa, IIe
CKa3aHo, 4To BegeHue denepanbHoro peructpa odecneunBaercs ETUC3.

BHecenue nro0bIX U3MEHEHHWW B OTEUECTBEHHOE 3aKOHOJATEIbCTBO,
perynupymoiuiee JIOHOPCTBO u TPAHCIUIAHTALUIO KOCTHOTO MO3ra
Y TEMOIMO3TUYECKUX CTBOJIOBBIX KJIETOK, JOJDKHO MPOUCXOAUTH YPE3BBIYANHO
B3BEIIIEHHO, C MPEABAPUTEIIBHBIM MIPOCYETOM BCEX BO3MOKHBIX HIOAHCOB, PUCKOB
Y TIOCJEACTBUM, CBSI3aHHBIX C MOJOOHBIMU H3MEHEHUSIMU. [l coxpaHeHus
Y IPUYMHOXEHUSI PE3yIbTaTOB, JOCTUTHYTHIX OOMIMMH YCHIHUSIMH TOCYIapCTBa
u obmectBa, Pychonn m Hanmonanepnasiii PIKM mpussiBator aBTOopoB I[Ipoekra
noctaHoBiienust u IlpaBurenbctBo P® Kk coBMecTHO paboTe B pa3BUTUH
JOHOpCTBa KOCTHOTO Mo3ra B P®. Ilmomaakod misi BO30OHOBICHUS Jauajora
MoxeT ObiTh CoBerT mpu IIpaBurensctBe P® mo BompocaM MONEUUTENHCTBA B
connanbHON cdepe, MexBenqoMcTBeHHass pabouas rpymnmna MunzapaBa PO wumum
pabouas rpynna ®MBA Poccunm 1o co3gaHUIO JOPOXKHOM KapThl Pa3BUTHUA
®epnepanbHoro  peructpa 10 2024 roga,  npeaycmorpeHHas — IIpoextom
ITOCTAHOBJICHHUS.

C yBaxxeHHEM,
N JleB AMOuHzED,
npe3uaeHT Pycdonna

AHHa AHAPIONIKKHA,
TE€HEPAJIBHBIN JUPEKTOP
Haumonansnoro PJIKM
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