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I'eHeTnueckue 3a00JICBAHU:
3aIATa HHTEPECOB MaTepHu M peOSHKa

Genetic diseases: protection of interests of mother and child

Choroby genetyczne: ochrona intereséw matki i dziecka

AHHOTAIUA

CoBpeMeHHbIC MEIUIIMHCKUE TEXHOJIOTHUH MO3BOJISIOT BBIXQXKUBATh ICTEH C CEpPhe3HBIMH HapyIIECHH-
SIMU 3710poBbs. OJJTHAKO METUIMHCKOE U COLMATIbHOE CONPOBOXKICHUE ICTEH, CTPAJAIOLUINX PEIKUMH
TeHETUYECKUMH 3a00JIEBaHUSAMH, UIMECT MHOTO HEIOCTAaTKOB. V3MeHeHNe 3aKOHOIAaTeNIbCTBA, OIpe-
JIETSIFOLIETO YCJIOBUSI MONYYCHUs] WHBAIUIHOCTH, OTPAHHYMBAIOT MPaBO peOeHKa, MMEIOIIero Ha-
ClIeICTBEHHbBIE 3a00JIeBaHMUs HA OKa3aHHE MOMOIIH. B cTaThbe paccMaTpuBalOTCs BOIPOCH KOMITIEKC-
HOTO IO/IX0/1a K 3aIMTE MPaB M 3aKOHHBIX MHTEPECOB OONBHBIX AETeH, Pa3BUTHE PETHOHANBHBIX
LIEHTPOB I10 AUATHOCTUKE H JICYCHUIO PEAKNX 3a00IeBaHHH.
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JIepKKa.

Abstract

Modern medical technologies provide care for children with severe disabilities; however, medical and
social support of children suffering from rare genetic diseases has many disadvantages. The change
in legislation defining the conditions for obtaining the disability status limits the right of a child with
a hereditary disease for assistance. The article deals with the questions of an integrated approach
to the protection of the rights and legitimate interests of sick children as well as the development
of regional centers for the diagnosis and treatment of rare diseases.
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Streszczenie
Nowoczesne technologie medyczne pozwalaja otaczaé opieka dzieci z powaznymi problemami zdro-
wotnymi. Jednak medyczna i spoteczna opieka nad dzie¢mi dotknigtymi rzadkimi chorobami gene-
tycznymi ma wiele wad. Zmiana prawa okreslajacego warunki uzyskania orzeczenia o niepetno-
sprawno$ci ogranicza prawo i mozliwo$¢ pomocy dla dziecka majacego choroby dziedziczne.
W artykule omowiono zagadnienia zintegrowanego podejscia do ochrony praw i uzasadnionych inte-
resow chorych dzieci, rozwdj regionalnych osrodkoéw diagnostyki i leczenia chordb rzadkich.

Stowa kluczowe
choroby dziedziczne, prawa dziecka, pomoc medyczna dla dzieci z chorobami genetycznymi, prawo
cztowieka do godnego zycia.

BBenenue

PaszButne COBPEMCHHBIX MCAUINMHCKUX TEXHOJIOTUM TT03BOJISIET COXPaHUTDb KHU3Hb
pebOeHKy, CTpagaroIeMy TSKeIbIMUA (OPMaMU HACIIEICTBEHHBIX, TCHETUYECKHX 3a00I1e-
BaHui. Panee momo0HbIe IeTH HE BEDKUBAIIH.

OpmHako pokIeHne pedeHKa ¢ Cephe3HBIMH MTATOJIOTUSIMU B PA3BUTHH CBS3aHO C Psi-
JIOM TPOOJIEM 3TUYECKOTO, COIUAIIBLHOTO U MPAaBOBOTO Xapakrepa. COBpeMEHHOE TOCY-
JAPCTBO HE TOTOBO 00ECIIEUNTh MOHOIICHHOE Pa3BUTHE JAETEH, CTPAIAIONIUX PEIKAMH,
HEU3JICYNMBbIMHN 3a6OHeBaHI/I$IMI/I, B CBA3U C CYHICCTBCHHBIMU 3aTpaTaMy HC TOJIBKO Ha
3aKYIIKY JICKAPCTBEHHBIX CPEACTB, HO U B CBSA3H C OTPEOHOCTHIO MPOBEJICHUS CePhE3-
HBIX HAyYHBIX HCCJICIOBAHUMN, MTOJOKHUTEIHHBIN d(P(PEKT OT KOTOPHIX HE TIPUHECET 3Ha-
YUMOW KOMMEPUECKOUN BBITOJIBI.

CymiecTByoIasi CHCTEMa COLIMAIBLHOTO 00eCTIeYCHUSI M MEMIIMHCKOM MTOMOIIH JIe-
TSIM, CTPAJAFOIINAM PEIKUMU TeHETUYECKUMU 3a00JIeBaHUSAMY, HA 00ECTICUNBALT, Ha HAIIl
B3I, coOmoaeHne 0a30BOTo MpaBa YeloBeKa Ha TOCTOHHYTO xu3Hb. [IpaBa u nHTEpe-
ChbI MaTepu nu pe6eHKa B JaHHOM CJIy4a€ CBA3aHbI C CYHICCTBCHHLIMUN q)HHaHCOBLIMI/I 3a-
TparaMu, IPOBEICHUEM HayUYHBIX MCCIIEIOBAHMIA, Pa3padOTKe HOBBIX MIPEIAPaTOB, OPH-

CHTHUPOBAHHBIX Ha HG6OJ’ILHIYIO IO YUCJICHHOCTH I'pYTIIITY HACCJICHUA.

1. Ilesin 3aKOHOAATEIBLHOTO PErYJIMPOBAHUSA JIeYEHUS TeTel
C reHeTHYeCKUMH 3200/ 1eBAHUSIMH

Poccuiickoe 3ak0HOAATENIBLCTBO JaeT MOHSATHE 30POBbS KaK COCTOSIHHE (U3nIec-
KOTO, TICUXUYECKOTO U COIMAJILHOTO OJIArOIONydrsl YeIOBeKa, MPH KOTOPOM OTCYTC-

TBYIOT 3a00JI€BaHHMs, @ TAK)KE PAcCTPOiicTBa (YHKIIMI OPraHOB U CHCTEM OpraHu3mal.

1 O06 ocHOBax OXpaHbl 310pOBbs rpakaaH B Poccuiickoit @enepanuu: (enepaibHbIi 3aKOH OT
21.11.2011. Ne323-®3 (B pexn. ot 13.07.2015) // Cobpanue 3axoHonarenbcTBa Poccniickoit dexepanuu.
2011. Ne48. Cr. 6724.
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OCOOEHHOCTBIO IeTeH, POMUBIINXCS C TEHETHYECKUMHU 3a00JI€BaHUSIMH, SIBIISICTCS W3-
HadaJbHOE OTCYTCTBHE TaKOTO COCTOSHHS OpTraHW3Ma, KOTOPOE XapaKTeph3yeTcs Kak
«310poBbe». COOTBETCTBEHHO, BECh KOMITJIEKC MEPOTIPUATHH, KOTOPBI 3aKOHOAATENb
CUMTAET HEOOXOIUMBIM 110 TIOAJEPKAHUIO U (MIIM) BOCCTAHOBJICHUIO 3JI0POBbSI B OTHO-
[ISHUH ATON KaTerOpHH MAIlMeHTOB (paKTUIEeCKU HeTTPUMEeHHM. J[eTH, posKIeHHbIE C Te-
HETHYECKMMHU HAPYUICHUSIMHU Pa3BUTHS, OOpEUEHbI Ha IMMOCTOSHHOE JICUEHUE WITH MPO-
BEJCHHWE MEAMLIMHCKUX NPOLEAYp, MOAICPKHUBAIOIUX >KU3Hb, HO HE CIIOCOOHBIX
MTOBJIMATH HA Pa3BUTHE OOJIC3HH.

V nrozieii ¢ 0OBIYHBIM COCTOSTHIEM 37I0POBBS TIPOIIECC JIEUEHUS CBSI3aH C HCTIONb30Ba-
HUEM U IPUMEHEHHEM CHUCTEMBbI Mep MEUIIMHCKOTO BMEIIaTeIbCTBA U JICUEeHHS, HaIlPaB-
JICHHBIX Ha YCTpaHEeHHUe NMpU4KH 3a0oneBaHus. Bee mpuMeHseMble pernaparbl 1 MeIH-
MHCKIE MAaHHITYIIAIINH, PEa0MITUTAIIMOHHBIE MEPOTIPHUATHS HAIIPABIEHBl HA MAKCUMAITLHOE
BOCCTAHOBJICHHE 3/I0POBBSI M BCEX paHee MOBPEKICHHBIX (YHKIWI opranuzma. Uro e
Kacaercs JIeTel, POXKIAIONINXCS ¢ TCHETUUYSCKUMU 3a00JICBAHUSIMH, aHOMAJIUSIMU Pa3BH-
THS T€X WM HHBIX OPTaHOB, TO JUTSA HUX TPOIIECC JICYSHHUS CBA3aH HE C BOCCTAHOBJICHUEM
37I0pOBBSI, & C 00JIETYEHIEM MPOSIBIICHHUH 3a00JICBaHS HITH OOIIETO COCTOSIHUS TTAIUCHTA.
OCHOBHOM IIEJTBIO B 3TOM CITy4ae SIBJISICTCS YMEHBIIICHUE HEOIarompHUsTHBIX TIOCIICACTBUI
TIPOSIBIICHHST 3a00JIeBaHMs, KyITMPOBaHNE OOJIEBOTO CHHAPOMA, MPOBEICHHS PeadminTa-
LIMOHHBIX MEPOIPHUATHIA, CBI3aHHBIX C OOIIMM YKPEIUICHHEM OpraHu3Ma, YIy4IICHUEM
00111ero cocTosiHMS O0JTBHOTO, HO HE N3JICUECHHEM KaK TakoBbIM. COOTBETCTBEHHO, YKOHO-
MHUYeCKasi COCTABIISIONIAs MEPOTIPUATHI 110 OXpaHe 370POBbs HACEIICHHS, HAlTPaBJICHHAs
Ha BOCCTAHOBJICHHE W TOJ/IepKaHne paboTOCIIOCOOHOCTH HACENICHHS, B JAHHOM CITydae
HE MOXKET OBITh IPUMEHUMA.

YBenu4eHne yrcia JIeTei, poxKIaIoNIIXCs ¢ pa3IndHbIMU (hOpMaMu HACIIEICTBEH-
HBIX W BPOXKIEHHBIX 3a00JI€BaHUH, MOTPeOOBANIO MPUMEHEHHUS! KOMITJIEKCHBIX Mep TI0
BBISIBJICHUIO TTIOIOOHBIX MATOJIOTHH elle Ha CTaJAuu OEpeMEHHOCTH JKEHIIHH.

OOHapy>keHHe TeHETHYECKOT0 3a00IE€BaHus Y TUIOZA SBISETCS 00CTOATEIbCTBOM IS
HCKYCCTBEHHOTO TpeObiBaHus OepeMeHHOCTH. C OIHOM CTOPOHBI, pa3BUTHE MEIUIIHBI
TIO3BOJISIET BBIHOCUTH U COXPAHUTH KHU3Hb MHOTUM JIETSM, IMEIOIINM M3Ha4aIbHO CyIlec-
TBEHHBIC aHOMaJUM pa3BUTHUA. C APYroi CTOPOHBI, TMATHOCTHKA IUIONA MO3BOJISIET C AO-
CTaTOYHO BBICOKOH CTENEHBI0 TOYHOCTH OTIPEIEIUTh CTETIEHb ITOPAYKEHHS OPTaHOB H (WITN)
CHCTeM OpraHmsma, HapylieHue ero ¢yHkumi. [Tomydennas wHbopMarms HeoOXomuma
U poIUTENsAM OyayIero pedeHKa, mpexie BCero, MaTepH, U Bpavam, I PeIeHUs BOIIPO-
ca 0 COXpaHeHWH OepeMeHHOCTH. TakuM 00pa3oM, co3maBaeMasi CHCTeMa paHHEH aua-

THOCTHKH TeHETUICCKUX 3a00JIeBaHUI1 HaIpaBIeHa Ha TIPSy TIPSKICHIS POXKICHUS TETSH
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C TSDKEJIBIMH, HE MOJIAIOIIMMUCS JICYCHHU0, ()OPMaMH HACIIC/ICTBEHHBIX M BPOXKICHHBIX
60J1e3HEH? U IPUHSATHS pelIeHns1 00 HCKYCCTBEHHOM TPEPhIBAHUH OEPEMEHHOCTH.

Otka3 Oyaylel MaTepy sIBJISICTCS OCHOBAHMEM ISl TIPEBEHTUBHOI'O PEIICHUS BOII-
poca 0 MEAMIIMHCKOW MTOMOINM PeOCHKY. PaHHUIT ATam MpUHATHS pElIeHUs] 00 OKa3aHUU
TaKOM MOMOIIIH CBSI3aH C BRICOKOH CTOMMOCTBIO KOMITJIEKCAa MEIUITUHCKHUX Mep, HEOOXOIH-
MBIX JIJISl OKa3aHUsl TOMOIIH JIETSAM, POAUBIIMMCS C TEHETUUECKUMHU aHOMAJTUSIMU, HEBO3-
MO>XHOCTBIO OKa3aHUsI MEIULIMHCKOM IOMOILHU B psiie pernoHoB Poccuu, riie oTcyTCTBYET
HEO00X0IMMOE MEIUIIMHCKOE 000PYI0BaHKE U KBATU(DUIIMPOBAHHBIM TIEPCOHAT KITMHUK®,

OO0cnemoBanue MPOXOIUT HA HECKOJIIBKUX YPOBHIX. Ha mepBom dTame mpoBOaITCS
MacCOBBIE 00CJIe/IOBaHUS BCEX OCPEMEHHBIX KEHIUH ITyTeM 0053aTeIbHOTO TPEXKpat-
HOT'O CKPUHUHIOBOTI'O YIBTPa3BYKOBOIO uccienoBaHusl. Ha BTopoM ypoBHeE 0oCyIeCTBIIS-
eTCS TUATHOCTHKA KOHKPETHBIX (DOPM MOPaKCHUS IUIONA, OICHKE TSHKECTH OOJIE3HM
Y MIPOTHO3Y COCTOSIHUS 3/I0POBbsI peOCHKA, & TAKXKE PEIICHUE BOIIPOCOB O MPEPhIBAHUU
OEpEMEHHOCTH B CITydasX TsHKEIIOT0, He TO/IIAI0IIeToCs JICUSHHT0, 3a00IeBaHus Y TUIO-
Ja. [Tpu noaTBep X I€HUU HAIMYHUS Y TI0/1a BPOXKIEHHOTO MTOPOKa Pa3BUTHUSL, XPOMOCOM-
HO¥ WK IpyTo#l HACJICJCTBEHHOM O0JIe3HH JaIbHEHIIIAs TAKTUKA BEICHUS] OepEMEHHOC-
TH OIPEAENSAETCA KOHCYJIBTaTUBHO C NPUIIALIEHUEM HAa KOHCHIIMYM CIIELIMAIMCTOB
pasznuuaHoro npoduia. Ecnm jkeHImuHa coramaercs npepBaTh 0EpeMEHHOCTD, MOCTe
MPOBEJICHHUS ONEPALIMU CYIIPYKECKON Mape PEKOMEHIYETCs TPOBECTU IOBTOPHOE IEHE-
THYECKOE KOHCYJIFTUPOBAHHUE, I1I€ NAKOTCA PEKOMEHJANUH 110 TUIAHUPOBAHUIO MOCIIENY-
roreit 6epemennocTr. Ecim Tpedyercs mpoBeieHne CIIOKHBIX TeHETHIECKIX HUCCIIe0-
BaHUH y TJI07A, TO C COTMIacHs OepeMEHHOM )KSHIIUHBI €11 BBIIACTCSI HAPABIICHUE B OHH
u3 (eaepasbHbIX [IEHTPOB MEMKO-TCHETHYECKOM CITYKOBI®.

OmnucanHas HAMHU CHCTEMa, B IPUHITUIIE, TO3BOJISET Ha TOCTATOYHO PAaHHEM dTarie
OepEeMEHHOCTH BBISIBUTh CYIICCTBCHHBIC HAPYIIECHUS 3I0pOBbs y 1ioaa. OqHako HeoO-
XOIUMO OTMETHTb, YTO HCKYCCTBEHHOE INpEphIBaHNE OEPEMEHHOCTH OCYIIECTBISETCS
HCKJTIOYUTEIIBHO ¢ COTIachsi caMoli sKeHITUHBL. OHAa MOXKET TaKOTO COTJIACHs HE JaTh.
Kpome Toro, najgexo He Bce cliydan aHOMAaJUN Pa3BUTHS TUIOAA OMIPEACIAIOTCS BO Bpe-

Ms1 6€pCMeHHOCTI/I.

2 IHCTPYKIHSL [0 OPTaHHM3AIlMK [POBEIEHHUS TIPEHATAIBHOTO 00CIIEIOBAHU OEPEMEHHBIX JKEHIIUH
C IO BBIIBICHHS BPOXKACHHON U HACJIEICTBCHHOM MTaTONIOTHH y Tioza, yTB. [Tpukasom Munsnpasa Poc-
cum ot 28.12.2000 . Ne457.

® [IpakTHYECKH BCE IKCIIEPTHI OTMEYAIOT, YTO HEPEIICHHBIMH MPOOIEMaMU OCTAIOTCS TPYAHOCTH B MOy~
YEHHHU JIOCTYyIIA K CIELUAIN3UPOBAHHOMY JICUCHHUIO, JIEKAPCTBEHHOMY O0ECIICYEHHUIO, HEPaBHOMEPHOE pac-
npenernenne nomomy mo perronaM. Cm.: Kocsikoa H.B., INaBpmmna H.J. Opdannsre 3a6oneBanus — UCTO-
pHs BOIIpoca M COBPEMEHHBIH B3I Ha pobiemy // CoBpeMeHHBIE IPoOIeMbl HayKu 1 oOpa3oBaHust. 2015.
Ne2-2. C.471.

4 IHCTPYKIMS 110 TIPOBEACHMIO WHBA3WBHOM JMATHOCTHKU IUIOAA M TCHETHYECKOTO HCCIISIOBAHUS
OuonTaroB KJIeTOK, yTB. [Ipukazom Munzapasa Poccun ot 28.12.2000 Ne457.

36



leHemuyeckue 3abonesaHus: 3aujuma UHmMmepecoe mamepu u pe6eHKa

Poxxnenne pebeHka, CTpaJaoNIero reHeTHYSCKUMU 3a00ICeBaHUSIMU, U B YaCTHOC-
TH, Op(haHHBIMH, TO €CTh OTHOCAIINMCS K PEIKUM, CBA3aHO CO BTOPOH IEJIhIO MPUHIMA-
€MBIX 3aKOHOMATECIIBHBIX AKTOB. JTa IElb COCTOWT B MEIUIIMHCKOM W JIEKAPCTBEHHOM
oOecCrieueHUN KU3HU JISTCH, TOAJIEpKKe ceMbH. Kak Moka3pIBaeT MPaKTHUKA, JTOCTIKE-
HUE YKa3aHHBIX [IeJIeH CBA3aHO C CePhe3HBIMU MPOOIeMaMu SKOHOMIYECKOTO 1 OPTaHu-
3aIOHHOTO Topsiaka. CyIecTByomas CUCTeMa COIMaTbHOro obecriedeHus B Poccum
paccMmarpuBaert jieTel ¢ moJJOOHBIMU HAPYIICHHUSIMH 3/J0POBbsI B KAY€CTBE HETHUITMYHOTO
COITMANTLHOTO PHUCKA®, JIUIsl MUHUMHU3AIUU TOCIESCTBUH KOTOPOTO HeoOXommuma paspa-

0OTKa MHBIX MEXaHU3MOB TMMOAJACPIKKU.

2. IIpodseMbl peaiu3anuy NPABOBbIX TAPAHTUI HA MOJyYeHH e
MeIMLIMHCKON MOMOIIH 1eTAM ¢ FreHeTUHYeCKUMH 3200/ 1eBAaHUSIMH

Popurenu, BOCOUTHIBAIOIINE NETEN C TSHKEIBIMU 3a00J€BAHUSIMHU, BHE 3aBUCH-
MOCTH OT HPUYUH MX BO3HUKHOBEHHS, CTACKHBAIOTCS C CEPhE3HBIMU TPYIHOCTIMHU
1 TIpoOIeMaMH.

Kax ImpaBuJIo, J€TH, CTPAAArOIIUC TAXKCIIBIMHA 3360HeBaHI/I${MI/I, IIPU3HAIOTCA NHBA-
JUIaMU. YCIIOBUSIMH JIJISl TIPU3HAHUS TPAKIAHUHA WHBAIHMIOM SIBIISIOTCS HapyIICHUE
3/I0POBbSI CO CTOMKHM paccTPOHCTBOM (PYHKIMH OpraHM3Ma; OrpaHHuYCHHE JKU3HE[e-
SATCIIBHOCTU N HCO6XO,ZII/IMOCTI) B ME€pax COHI/I&J’IBHOﬁ 3alIWUThI, BKIIOYast pea6I/IHI/ITaHI/IIO
1 abunnranuio®. Hajgudne 0HOTO U3 MepeyrcIeHHbIX YKa3aHHid He SIBISIETCS T0CTATOq-
HBIM OCHOBAHUEM JIJISI TIOJTYUEHHS KATETOPHU «peOeHOK-UHBaIH . OTHAKO HE BCE JICTH,
cTpagaromue peaKuMn TCHETUYCCKUMU 3a6OHeBaHI/I$IMI/I, MOoJIy4aroT HWHBAJIUJIHOCTD.
B HEeKOTOpPBIX CiTy4asix aHOMAJTUS Pa3BUTHUSI MOXKET CYIIECTBOBATh, OBITH IMATrHOCTHPYE-
Ma, BBI3bIBATh HETaTUBHBIC M3MEHEHHS B OpPraHW3Me, HO MPU 3TOM HE BBI3BIBATH JUIS
pebeHKa cephe3HBIX MOCIEACTBHIA B caMOYyBCTBUU. Hannume HeOmaronpuaTHoro mpo-
THO3a TEYCHHS 3a00JIeBaHUs, HEOOXOAMMOCTh MOCTOSHHOIO MOHHTOPUHTA COCTOSHUS
3JI0POBBS TAKUX JIETEil 1 MOTPEOHOCTh B MEpaX COIMATBHON 3alUThI HE SBISFOTCS O1-
HO3HAYHBIM OCHOBaHHMEM IS MOJIYUYCHHs CTaTyca MHBAJIK/IA, TaK Kak 3a00JicBaHUE HE
CBSI3aHO C OrpaHMYCHUEM KH3HEACATEIbHOCTH pebeHka. [Ipu 3ToM 10CTaTOduHO Y4acTo
CYIIECTBYIOT 0OOCHOBAHHBIC OTACEHHsI Bpauei, 4TO pa3BUTHE 3a00JICBAHUS MO Mepe
B3pOCIICHHUS IPUBEJIET K TAKKM orpaHrndeHus M. COOTBETCTBEHHO, HEOOXOMMO OTIpe/ie-
JICHUE HE TOJHKO BO3MOXKHOTO TCUCHHMSI 3a00JICBAHUS, HO M BHIPAOOTKA MPEBEHTUBHBIX

Mep 1o o0yueHHIo pedeHKa, npruodpereHuto npodeccun u mnp. OCHOBHOI mpodieMoit

5 Ucromuna E.A. HerunuuHele colMaibHbIC PUCKH B TPaBe CONMAIBbHOTO obecrieuenus // BectHuk
IOxHO-Ypanbckoro rocynapctBenHoro yausepeutera. Cepus: [paso. 2016. T. 17. Ne3. C. 79.

® O mopsizke W YCIOBWSIX TPU3HAHMS JIHIA WHBAJIWAOM: MocTaHoBieHue [IpaBurenscrBa PP ot
20.02.2006 1. Ne95 (pen. ot 06.08.2015) // Cobpanue 3akononarenscrsa PO. 2006. Ne9. Ct. 1018.
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B TIOIOOHBIX CITy4YasiX CTAHOBUTCS OTCYTCTBHE KOMILIEKCHOTO JUArHOCTUYECKOTO UCCIIe-
JIOBaHUS COCTOSIHHS Pa3BUTHS TEHETHUECKOTO 3a00JIeBaHHS, KOTOPOE a0 ObI BO3MOXK-
HOCTB OIPENCTUTh T€ MW WHBIC BapUAHTHI Pa3BUTHS OOJIE3HHU IO MEpe B3POCICHUS,
HEOOXOAMMOCTh OIEPATUBHOTO BMEIIATEIILCTBA Bpaueli MPU pe3KOM yXYIIICHUH 37I0PO-
Bbsi. Bo3naraemble HaiexAbl HA MONUKIMHUYECKOE COPOBOXKACHUE TAKUX JETEH HEOI-
paBnaHHbL. Bpaun o011eii IpakTHKX HE B COCTOSTHUN AHATHOCTHPOBAThL MHOTHE 3a00I1e-
BaHUSI, OMPENEIUTh CTCICHb MOPAKEHHs] Oopranu3Ma. Jlaxxe mpu HaTW4IUHM JUArHO3a,
YUHUTBIBASS HEPAaBHOMEPHOCTh PACHPEACICHUS CHEUATU3UPOBAHHBIX MEAUIIMHCKUX
LEHTPOB Ha Tepputopuu Poccum, B OTCyTCTBUH (PMHAHCOBOM MOIMEPIKKH MPOBEICHNE
MOHHMTOPHUHTA TEUEHUS 3a00JIEBAaHUS JIOCTATOYHO 3aTPYJAHUTEIBHO.

Jetu, cTpagaronme TsSHKEIbIMU 3a00JICeBaHUSMHU, BHE 3aBUCHMOCTH OT HAJUYHS
Yy HHX CTaTyca «peOeHOK-WHBAIN), IMEIOT TPAaBO Ha MOJTyYeHUE KBOTHI JUIS JICUCHUS
B (heiepalIbHBIX METUITMHCKHUX IIeHTpaxX. OIHAKO CIIOKHAS CHCTEMa MOJTyUeHUs] KBOT Ha
JICYCHHE B TAKKX IICHTPaX, OTCYTCTBUE YPPEKTUBHON (PMHAHCOBOM MOIICPKKHU CO CTO-
POHBI TOCYAAPCTBA MPU HAIPABICHUU JAETEW B TAKUE LEHTPHI CO3AI0T CYIECTBEHHbIE
MPEMSITCTBUS B JIOCTYITHOCTH MOO0OHOM moMoIy. J{axke rmpu moiny4eHun KBOThI, POJIH-
TeNH, He 00T atoIIHNe JOCTATOUHBIM JOX00M, UCIBITHIBAIOT CYIIIECTBEHHBIC (DUHAHCO-
BbIE 3aTpynHeHus. He Bce MeauInHCKre IEHTPBI 00eCTiedeHbl Ha [ISKAIIUMHA YCIOBHUS-
MH TSI TOCTIMTAIA3AITUN peOCHKA U POITUATEIIS.

YuureiBast Tepputopuio Poccuu, mogo0HbBIE IIEHTPBI JOKHBI OBITh PETHOHATBLHO-
ro 3HaueHus. Ho Ha cerogHsmIHuil JeHb MOKHO CIENATh BHIBOA O TOM, UYTO MOJIYUECHHE
3¢ (deKTUBHON MEINIIMHCKONW MOMOIIH (COTPOBOXKICHHS) BIAAIN OT KPYITHBIX IEHTPOB
(Mockssl, Cankt-ITeTepOypra u rmp.) NpaKTHIECKH HEBO3MOKHO obecrneunTs’. Opranu-
3aITsl MMOJ00HBIX IIEHTPOB CBSI3aHA HE TOJNBKO ¢ (DMHAHCHUPOBAHUEM HX JIESITEILHOCTH,
BBIJICTICHUEM 3JIaHUH, 3aKyNKOH HeoO0XxoauMoro obopynoanus. OCHOBHOM 3ajiaucii sB-
JIIETCS PacIIupeHne YUCIIa CIIEIUAINCTOBR, TOTOBBIX pabOTaTh C TAKUMU JIeThMH. Ectec-
TBEHHO, UTO PEIKOCTH 3a00JICBAHUS B TOM WJIM HHOM PETHOHE PUBOAUT K OTCYTCTBHUIO
y Bpadell HeOOXOIMMbIX HaBBIKOB. B 3TOli CBS3M KOHIIEHTPALIUS MEAUIUMHCKON TTOMOIIU
[0 peAKUM 3a00JeBaHUSAM B (elepalibHBIX IIEHTPaX BBIVISIANAT onpasaaHHoi. Ho cy-
miecTBylomiee (MHAHCOBOE W OPTaHM3ANMOHHOE 00eCTIedeHNne 3aTPyAHSET JOCTYII K TI0-
JIYYEHUIO 3TON MTOMOILIH.

OpHolt U3 cepbe3HeHmuX nmpodiieM ¢ oOecrieueHueM TpaB OOJIBHBIX JIETEH M MX
ponmuTeNeH SBISICTCS HAIMYNE CIOKHOW W Hed((HEKTHBHOW CHCTEMEBI JICKAPCTBEHHOTO

obecnieuenus. B ciyyae ¢ opdaHHBIMU 3200JICBAHUSIMA CTOMMOCTb JICUCHHSI TIPEBBIIIACT

706 opranmsamun PedepaHc-IleHTpa BPOKICHHBIX HACIEACTBEHHBIX 3a0O0NCBAHMN, T€HETHYECKHX
OTKJIOHEHHMH, Op(haHHBIX U APYTHX PEAKNX 3a00/IeBaHuUi: TprKa3 JlermapTaMeHTa 3ApaBoOXpaHeH s I. MOCKBEI
ot 02.06.2015 Ned61
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peanbHble (PUHAHCOBBIE BO3MOXKHOCTH CPEJHECTATHCTHUECKOH POCCHICKON CEMBbH,
a HepeIKO W BO3MOKHOCTH PErHOHAIBHOTO (DMHAHCHPOBAHHSA. YBEIUYCHHUS YHCIA Jie-
TeH, CTpaialonIuX MOAOOHBIMHU 3200JIEBAHUSIMHE, BBI3BIBACT HETATHBHYIO PEAKIIHIO B 00-
niecTBe, TpeOyromlell He TONBKO MPAaBOBOTO PELICHUS, HO, MPEXKAE BCEro, M3MECHEHHS
MHUPOBO33pPEHHS 3HAYUTEILHON YaCTH HACENICHHS . 3aTpaThl HA OJHOTO TAKOTO OOJIBHOTO
COTIOCTaBUMBI C JIEKAPCTBEHHBIM 00€CIIEYeHHEM JECSATKOB, & MHOTAA U COTHU ITalleH-
TOB C MHBIMU 3200JICBaHUSIMH.

He MeHee clI0)KHBIME SBISIFOTCSI TPOOJIEMBI BBISIBIICHHUS CBSI3U 3a00JIEBaHUS y pe-
OeHKa C BO3/IEWCTBUEM TEXHOTEHHBIX (DaKTOPOB B OTHOIICHWU poAuTeNeil. B xadecTse
IprMepa MOXHO IMPHUBECTH CYAEOHBIN CIop, MO pe3yabraraM KOTOPOTO 3asiBUTEISM
OBLIO OTKA3aHO B MICKe 00 00s3aHUN 00ECIIEUNTH BBHIITUCKY PEIETITOB Ha MOTyYeHHUE Jie-
KapCTBEHHBIX M3ZIENTUI METUITMHCKOTO Ha3HaueHus1. OCHOBaHMEM OTKa3a CTaj0 OTCYTC-
TBHUE JIOKA3aTeNIbCTB HAJIMYMsI Y HECOBEPUICHHONCTHHUX JIMI] 3a00JICBaHUI BCIIEICTBHE
4epHOOBUILCKON KaTtacTpodbl MM 00yCIOBICHHBIMU I€HETHUYECKUMH ITOCIEACTBUSIMH
paaroakTUBHOTO oOmydeHust oria’. OJHaKo He TONbKO KatacTtpoda UepHOOBUILCKOM
ADC sBnsiercst pakTOPOM BO3MOKHOTO T€HETUYECKOTO 3a001eBaHIsIMU Yy peOenka. EcTb
po0iiemMa yBeITU4eHUs 3a00JIeBaeMOCTH 3JI0KAYECTBEHHBIMHU OTYXOJISIMU IITUTOBUIHON
JKeJle3bl KaK TOCTIeICTBUS T HaCEICHHS, TTOJIBEPTIIETOCS O0yUEHHIO B pe3ysIbTaTe Jie-
stenpHOCTH TIponsBoacTBeHHOro oobenunenus «MASK» B Yensbuuckoit obmactu®.
He cimy4aifHO 3KcTiepThl OTMEUAIOT BO3POCHIYIO aKTyalhbHOCTh «BOIPOCOB OTHAICHHBIX
MOCIIEICTBUH M HCXOMOB PaJHAIIMOHHOTO Bo3meicTBus»!!. Pemenne 0003HAYCHHOM
poOIEeMBbI MOKET OBITH TOJBKO KOMIUIEKCHBIM, OCHOBAHHBIM Ha TIPOBEJCHUE MEAHULIUH-
CKUX HCCIIEIOBaHUH, Pa3BUTHU TMATHOCTHKHU M CO3/IaHUSI CHCTEMBI COIMAIbHBIX IrapaH-
TUH 1711 pebeHKa 1 MaTepH, TOCTPAIaBIINX OT TIOJ0OHOTO BO3/IEHCTBHS OMOCPEOBaH-
HOTO, 4epe3 CBI3b C MHBIMU POACTBEHHUKAMHU.

OmnpeneneHue MPUYUHBI TEHETUYECKOTO 3a00JIeBaHMS Y peOCHKA HE MOXKET SIBJISATh-
CsT UCKITIOYUTEITFHO METUITMHCKOM MPoOIeMoi. ITo 1 BaxKHas dTHUECKas mpobiema, pe-
LIEHHe KOTOPOW MOYKET OKa3aTh ONaronmpuATHOE BO3JIEHCTBHE Ha MEIUKO-COLMATbHOE
COIIPOBOXK/ICHHE CEMEW C JIEThbMH, UMCIOIIUMHU CEPhEe3HbIC OTKIOHCHHS B Pa3BUTHH

n 310poBhe. «OCBOOOKICHNE» MaTepl OT HPABCTBEHHBIX MYUYEHHH TOCIE POXKICHHS

¢ TTorosa O.B., JTarus FO.E. ITpaBoBbIie MEXaHU3MBbI 3aIUTHI IIPaB O0IBHBIX C OQpaHHbIME 3200IICBAHUSIMU.
CripaBeuTiBO JIM TPATHTh JACHBIH BCEX TPAKIAH HA JOPOTOCTOSIIIEE JICUeHHE HEOOBILOH TPYIIIIBI AIMEHTOB?
3HAYMMOCTh ITHYECKMX ACMEKTOB MPH PELICHUN MPOOIeM JOCTYIHOCTH — MEIHIIMHCKON MOMOIIN OOIbHBIM
¢ penkumu 3adoneBanusmu // [TpaBoBbie Borpockl 3apaBooxpanenust. 2014, Nell. C. 100-111.

¢ KaccaunonHoe onpeenenne BepxosHoro cyna Pecriy6muiku Aurraii ot 19.10.2011 no gemy Ne33-819.

10 http://www.atomeco.org/mediafiles/u/files/2015/Materials/Romanov.pdf (nara oOparuenus: 28.03.2016).

1 Pomanos C.A., Kourypuukosa H.A., TensHos B.1, Merko-01O0IOrHUECKUE aCTIEKThI PaHAIIHOHHOMN
6e3omacHocT mepconana [10 «Mask» // http://www.minecol74.ru/files/media/almanahi/almanah-60let/
people/romanov_koshurnikova_telnov.pdf (zata obparuenus: 27.03.2016).
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CepoBa O.A.

0oJIbHOTO peOeHKa MO3BOJISIET BHICBOOOANUTH €l HEOOXOAUMBIE Pecypchl COOCTBEHHOTO
MICUXUYECKOTO 310POBbs Ha PEadMINTALNIO OOJIBHOIO PeOCHKA.

CoBpeMeHHBIC METOBI JUATHOCTUKH PENKUX OOJIe3HEU (MONEKYISIPHO-TEHETHYEC-
Kre, OMOXUMUYECKUE, THCTOXUMHUYECKIE U Jp.) HE BKIIIOUYEHBI B MEPEYHN METUIIMHCKUX
YCIIYT, OKa3bIBAEMBIX 110 CHCTEME 00s3aTesIbHOro MenuuuHckoro crpaxosanus (OMC).
DTO OOCTOSATENHLCTBO M OMPENCISICT HATMYUE TPOOJIEM JIEKAPCTBEHHOTO O0ECIICUCHUS
1 IOCTYTTHOCTH MEAWLIMHCKON ITOMOIIM OOJIbHBIM B pa3HbIX pernoHax Poccuiickoii dene-
pauun. Heobxonumo orpenesiuTb OTBETCTBEHHOCTD (peiepatbHOro cerMeHTa O1omKeTa 1o
obecrieueHNI0 OOBHBIX ¢ PEIKUMHU 3a00JICBAaHUSIMHE, TTOCKOJIBKY HE BCE PETHOHBI MOTYT
OCYIIECTBIISITh 3aKyNKY BCEX HEOOXOMMBIX TIPENApaTOB M JICYCOHOTO MUTAHUS JUTS TTAIH-
eHToB'. O/IHaKO B MMOCIIEHEE BPEMSI MOKHO OTMETUTH MOBBIIICHUE aKTHBHOCTH ME/IUKOB,
OOIIIECTBEHHBIX OPTaHU3aIWi B PEIIEHHH 0003HAYEHHBIX TPoOIeM. DKCTIePThl yKa3bIBa-
10T Ha HEOOXOIMMOCTD JICTalIbHON periaMeHTallii HOPMaTUBHO-TIPABOBOTO PETYINPOBa-
HUSI OKa3aHMSI MEIUIIMHCKON IIOMOIIH OOJIbHBIM € PEIKUMH 3a00JI€BaHUSIMHI, B TOM YHCIIE
ITyTeM BKITIOUCHHS KPUTEPHEB peikux 3abosieBaHnii B llepedeHp «KH3HEYTPOXKAOIIIX
U XPOHUYECKHX MPOrPECCUPYIOMMX penkux (opdaHHBIX) 3a00NeBaHUM, MPUBOASIINX
K COKPAILCHUIO IPOAODKUTEIBHOCTH KU3HH TPAXKIAH WIN UX HHBAJIMIHOCTHY U MOPSIIOK
ero nepecMorpa 1 gonosiHeHust. OHako HeoOXOIMMOE IIPAaBOBOE PEryINpPOBaHUE HE MO-
JKET OCYLIECTBISTHCS 0€3 KOMIIEKCHOTO Pa3BUTHsI COOTBETCTBYIOIIEH POOIEMBI B M-
[MHE U (papMarieBTHYEeCKOM MPOMBIIUICHHOCTH . DTO KacaeTcs U MOArOTOBKH CIEIHAIINC-
TOB, COBEpIICHCTBOBAHUS TPOTPaMM IOBBIIICHUS KBATH(UKAIMK TIO JHACHOCTHKE
1 JICUCHHIO PEIKUX 3a00NIeBaHHI, Pa3BUTHE COOTBETCTBYIONICH MPAKTHUKE B PETHOHAX, 00-
Jiee aKTMBHOT'O B3aUMOACHCTBUS (peaiepaibHbIX LIEHTPOB C KIIMHUKAMH, PACTIONOKEHHBIMH

B OTHAJICHHBIX PETHOHAX Poccumn.

BuiBOABI

Poxxnenune 6ompHOTO peOeHKa BCET/a SIBIISICTCS] CTPECCOBBIM (DaKTOPOM ISl MaTe-
pu. Poxxnenne pebeHka ¢ HeN3IeUMMOM OOJIE3HBIO, TSHKEIBIMHA HAPYIICHUSIME (DYHKIUH
OpraHu3Ma SIBJISICTCSI KOJIOCCAIbHBIM MCIIBITAHWEM. 3ajadeil 00IIecTBa U rocyaapcTsa
CTaHOBHTCS CO3/IaHUE HEOOXOIUMBIX YCIOBHM ISl JICUCHUS U PA3BUTHS TaKHUX JICTEH,

BKJIIOYCHUA UX B COUUYM, YCTPAHCHUC BCEX COLMATIbHO-OKOHOMUYCCKUX HpeHHTCTBI/Iﬁ

12 Kpyrasiii cton «CucreMa OKa3aHHUs MEAMIMHCKON MOMOIIM M COLUAIBHOM TOAMEPKKH AETAM
U MOAPOCTKAM C peAKUMH 3aboneBaHusMU B Mocksey, 24.07.2015 // mdgkb.pro (nata oOparieHus:
18.11.2015).

13 TIpoGieMBbl JIEKApCTBEHHOTO OOECHEUEHUsT BO MHOTOM OOYCIIOBJIEHBI OTCYTCTBHEM 3(P(HEKTHBHBIX
MpenaparoB, HE3aWHTEPECOBAHHOCTHIO HAYYHBIX LIEHTPOB B Pa3padOTKe CIIOCOOOB JICUCHHUs 3a00ICBaHNUH,
BCTPEYAIOIINXCS Y HE3HAYUTEIBHOTO YK CIIa NallieHTOB.
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UX JIOCTOMHOM >kn3HU. MTHO# noaxon, NpuBOASIIIHA K (pakTHUeCKOH N30IsIMK OOJIBHOTO
peOeHKa 1 ero MaTepu, HeOOXOAUMOCTH ITOUCKA (PUHAHCOBBIX CPEIICTB OJIArOTBOPUTEIB-
HBIX OpraHU3alui JUIs [TOJIy4EeHHMsI JIEKapCTBEHHBIX IIPENapaToB, IPEBpaIacT BCE Ipo-
BO3MIALIAEMbIE UJIEU O IIpaBaxX YEJIOBEKA B JIEKJIapaLUIO.

Heo0xonumMo Ha 3aKOHOATENBHOM YPOBHE 3aKPENUTh MOJI0KEHHE O TOM, 4TO HOJI-
HOLIEHHOE COLIMaJIbHOE 00eceueHne eTell ¢ FTeHeTUYECKMMHU 3a001€BaHUsIMU SIBIISICTCS
0a30BbIM KOHCTUTYIIMOHHBIM TpaBoM. [ocymapcTBo 00s3aHO 00ecneuuTh MpaBo Ha
KHU3Hb 1 IPABO HA HAWBBICUIMK YPOBEHb 30POBbS U OJIaromnoyryyus Takux jpeten. Jlan-
HbIE 00513aTeIbCTBA MOTYT BKJIIOUATh B €05l U HEOOXOAUMOCTh YCTAHOBJICHUS COTPYA-
HUYECTBA C MEXKIYHAapOAHBIMH LIEHTPAMHU IO COBMECTHOM pa3paldoTKe U BBITYCKY Jie-

KapCTBCHHBIX NIpenapaTtoB, IPOBCACHUIO HAYYHbBIX HCCHCﬂOBaHHﬁ.
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