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O OOHAE «JTIOAN-MAAKWN»

® 3a gsaroaa padotel PoHaoa
NOMOLLb Nony4mnnu 166 nopgoneyHbIx
Ha cymMMy 486 MUNNMOHOB py6nei

e @oHpa noMoraeT BpPAYAM NeyYnTb HEBUAUMOE,
reHbl. OKa3bIBAET aapecHyto u KOMI‘IJ‘IEKCHyIO A
MOMOLLIb AETAM M B3pocabiM n3 Poccum n CH

® [lenaeM BCE BO3MOXXHOE, a MOpon U
HEBO3MOXXHOE, YTODObI AaXKe CaMbI peaKui
(OpdhAHHbBIN) NALMEHT BHE 30BUCUMMOCTU pebeHq
MNK B3POC/IbIA, HE YyBCTBOBA Cebs HEBUAVMKG
M nony4dan camoe 3hheKTUBHOE NeYeHue,
KO4YeCTBO »XU3HW 1 3060TY.



COLMAJIbHDbIUN ESG-2DODEKT NMPOEKTA:

DoHp cunTaeT cBOEM MUCCMEN BHOCUTb COLMANbHbIN 3dddheKT B chepy 34PABOOXPAHEHMUS
M MOBbIWATb CTAHAAPTbLI KAOYECTBA NPefoCcTaBNgeMOn MeAULMHCKOW MOMOLWM B 4OHHOM
HanpasneHun. N «PegKaa akcnegmumusa» ¢ ee yaobHbiM hOpMATOB Bble34a B PEr1oH, C ee
6naroTBOpPUTENBHOMN COCTABNSAOLWLEN O CEMEN U AANbHEWLLEN NCUXOJTIOMNMYECKON,

MaTepuanbHOnN, NHPOPMALMOHHOW NOAAEPIKKON COOENCTBYET PA3BUTUIO 34PABOOXPAHEHUS,
NHOMBUAYANbHOW NoMoLwm 1 3a6ote 06 ophaHHOM NaymeHTe.

«NHaMBUAYANbHbIN NOAXO0A K JIe4eHUIO OPAHHbIX NALNEHTOB» —
3TO TO, O YEM rOBOPSAT CENYAC Ha Bcex ypoBHAX MuHucrepcTea
3apaBooxpaHeHns P® n Bcex opghaHHbIX KOHhepeHUUSX.

Haw ®oHg peannsyer 3To B XU3Hb»

Jlnnus Ubirankosa, aupexktop 6@ «/Trlogn-masku»




COLUMAJIbHAA NMPOBJIEMA

lNepBbiMu B «Peakyto
akcrieguunio» ¢ ®oHAOM
OTrNPAaBUTUCH
oghTa/ILMOreHETUKM.
B Hacrosiwee Bpems B Poccumn
OCTpoO cTouT nNnpobsiema
HegobcnegoBaAHHOCTHU

MMEHHO 3TUX AeTen C
ohTaN1bMOSIOrNYECKNMU
reHeTu4yecKumMu
3a6o0/1€BAHNSAMMN.

CBA3AHO 3TO C TEM, YTO BO MHOIMMX PermoHax Het
OMbITHbIX FEHETUKOB, A TAKXKE C TeM, YTO A0/1roe BpeMs
Bce 6051e3HN ANCTPOUN CETUYATKM CHUTANUCH
HEen3ne4YnMbiMU, BENIMU K TOTASIbHOM CNenoTe 1 AeTcKue
Bpa4n 0606LatoT nx obLWwmmM QNarHo3om
«HEeYCTOHOBNEHHASA ANCTPOUS CETHYATKU» U NO
NPUBbIYKE U OTCYTCTBUIO 3HAHWIW NOBOPAT: «BALU ANATHO3
Heunsnedynm»... Kak cneacreme pebeHoK, HanpuMep, ¢
AMaBpo3oM Jlebepa, KOTopbI MOr 6bl NONYYUTb
onepaumio U NeKAapCTBO OT roCyaapcTBA, OCTAETCS
«HEBUAMMKOM» U, YTO CaMOE CTPALLHOe, cnenHet 6e3
neyeHus.



Takke No MHopMaumum Bpayen u BegyLmx
reHeTukoB P®, a Tak)Ke NUYHO KOMMNETEHL N
@oHaa B obnactu opTanbMonorum u
OPY>KECTBEHHbIX MNALUEHTCKUX OPraHn3auumn,
MHULMATOPAMU NPOBEAEHUS TEHETUYECKUX
QHONTM30B MW MPUEMA Y FTeHEeTUKA Yalle
BCEro CTAHOBATCHA POAUTENM, O He
CNeuuanmcTbi3aPAaBOOXPAUHEHNS.

OQHOKO He KOXKAasl CEMbSA B BUAY
yOQNEeHHOCTU OT KPYMHbIX rOPOA0B,
MATEepUasibHOro NMONIOXKEeHUs, COLUAIbHOW
30WMULEHHOCTU U APYTUX NPUYUH,
poes3)kaet A0 Bpaya B . Mockee wnu

r. Cankr-leTepbypr, kKoTopbiii o6nagaer
OOCTATOYHOW KOMMeTeHUuen, yTobbl
NOCTaBUTb BEPHbLIA AUArHO3.




PEAJIUSALIUA NMPOEKTA B 2023 roay: Mogm

CoBMecTHO ¢ MeAuKO-reHeTUYeCKMM HAY4YHbIM LLeHTPOM UM. akagemMunka H. I'l. boukoBa 1 B
pamkax Npoekta Ha 6a3e OBNACTHOro NePUHATANIBHOrO LeHTpa (K. Apocnasnb) Obin
OpPraHM30BAH NMpueM, o0b6cneaoBaHME U KOHCYNbTALMA AeTEN NyYLLIMM B CBOEM fene —
PYKOBOOUTENIEM HAYYHO-K/IMHMYECKOIO LLEHTPA FeHEeTUKM rMa3Hbix bonesHen, npod. PEA,
KYpPaTOPOM Mo HACNeACTBEHHbIM rNAa3HbIM 6one3sHam B PO KagbiweBbiM Butanvem
BukTopoBuuem.

HekoTopbiM geTaM gnsa yTouHeHUs gMarHo3d, 4ononHnTeNnbHo notpeboBanach caaya
FreEHETUYECKOro TecTd, MO3TOMY HO NpUeEME B IKCTPEHHOM NopsaKe NPUXOAMNI0CH Bbi3biBATH
BTOpOro pogutensa. HanpuMep, B cny4vyae reHeTUYECKO OUArHOCTUKKM aMaBpo3a Jlebepa
HeobxoQMMo NoATBEPAUTL AYASIbHOCTb MOSIOMAHHOIO reHa. Ml ecnm mytauua noaTBEpAUTCS
y o0bounx pogutenei, To pebeHOK B CKOPOM BPEMEHU CMOXKET MONYUUTb SiedeHne
30pPerncTpupoBaHHbIM NpenapaTtom B PO «Luxturna». Q

Bce reHeTnyecKkue TecTbl 060LWINCh CEMbAM OOCOMOTHO BecnaaTHO. FIIDOCJ'K]E“'”:’



PE3YNbTATbl MEPBOU 3KCMNEAULLUM:

Takoe meponpuaTtue B Poccun pna opdaHHbIX NAUMEHTOB C 3a60/1eBAHMAMMU /103
NPOBOAUIOCH BNEpPBbIE.

1 NTorom npoBegeHus MeponpuaTusa ctan npmem 20 geten C peaKuMy reHeTUYeCKMMU
30601eBAHUAMU I1A3: ATPOPUSA CETYATKU, MUITMEHTHbIN PETUHUT, aMaBpo3 Jlebepa.

2 CeMbu nonanu B peructp peaknx 6onbHbix PoHOA, M HO CUCTEMHOM OCHOBE MOJTy4YatoT
NCUXONOrNYECKY0, MHPOPMALMOHHYIO NOALEPXKKY, O TAKXKE NoMoLLb B obecnevyeHUu
TCP — nopTaTUBHBLIMU MOBUNBbHBLIMU BUAEOYBENUUYUTENAMU, KOTOPbIE MO3BONSIOT O0XKe
NPU KPUTUYECKOM NoTepe 3peHUs OCTATLCA YYHEHUKOM CBOEN LLKOJIbl, COXPAHUTb
OKpY>XeH1e 1 BO3MOXXHOCTb ObITb COLMANTM3NPOBAHHbIM.



NNAH PEAJIU3ALIUM PEAKOU SKCNEOAULIUU B 2024 roAY:

Llenn npoekra: Cpokun peanunsaumm npoekta: 01.07.2024 - 30.11.2024

1. CopencrBme Nnomncky v BbiIBIIEHUIO
penkmx othTanbMonormyeckux 3ab6o1eBaHmi

cpeaou peten ot O oo 18 neT C uenbio ux ganbHeEWLWero KannHuHrpaackas
NneYvYeHns U NpoUIaKTUKM pa3BnTnUa 3ab6o1eBaHUS, obnactb
MAOPLUPYTU3ALUU U KOHCY/IBTUPOBAHUSA CEMEN

2. Nepepava onbiTa cneyuunanmMcTam (Negmatpam, HEBPOMOram, QJ'IHP

0hTaNbMONOraM) N PpasBUTUE PEFMOHAIbHON MEANLMHDBI

3 Bble3gHble 5-Tn gHeBHble 3Kcneanuum B JlyraHck, Maxaukany, Pecnybnuka
KanuHuMHrpap BKAKOYAIOT: NarecTtaH Q

- OcmoTp He MeHee 90 peTen, UMerLWKMX NPEeSPACNONIOKEHHOCTb U
odTanbmMonormyeckme 3aboneBaHus

- KoHcynbTupoBaHume He meHee 90 poaguTenien ¢ nocnenyoLlen MapLpyTmsaumm
- [MpoBepeHne He MeHee 3-X Kpyr/ibiX CTONOB MO BONPOCAM OPgPAHHbIX
3a6oneBaHUM rna3 ona He MmeHee 150 MegUUMHCKUX CneunanncToB

Bbi6bop OOHHBIX TEPPUTOPUIA CBA3AH C SHOEMUYHOCTbLIO U YOAIEHHOCTHIO TEPPUTOPUN,
Heob6X0aMMOCTbIO BO3pOoXKaeHUa megnumHbl (JTHP).
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NMAPTHEPDI NMPOEKTA
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Yro6bl BUAETDH!

Meauko-reHeTuYecKun MOO YT106b!I BUAETDL!
HOYYHbIA LEHTP UM. aKageMukKa
H.lN. BoukoBa
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EAUHAA
POCCUA

MuH3pgpas EavHan Poccus
Pecny6nuku OarecraH

Muuspgpas JIHP MuH3gpaB MuH3gpas
KanuHuHrpagkomn HApocnascKkon
obnactu obnacrtu

AHanuTu4yeckoe Papnuo Bepa Pepakuns CMU
areHtcteo HAOU GxP News



NMEPCINEKTUBDI PASBUTUA: .

B nnaHax Ha 2024 rog ®oHaoM 3an1aHUPOBAHLI 4 Bble3aa B pernmoHbl PO.

[10 MHEHUIO TreHEeTUKOB «MeonKO-reHEeTUYECKOro Hay4YHOro LLeHTpa MUMeHN dKageMunKka
H.l'. BoukoBa» HaOnbBonee ocTpo NnpobnemMa ¢ HegoobcNeaoBAHHOCTLIO CTOUT B
pecnybnuke Caxa-Axkytuns, KaamHuHrpagckor obnactn n pecnybsvke JarecraH.
CBA30HO 3TO C SHAEMUYHOCTbIO TEPPUTOPUN N YOANEHHOCTbIO. BbICOKNIA
KoadhpnumeHT nHopmnamHra (1.45) ykasbiBaeT HO BbICOKMA MOKA3ATESIb AYTOCOMHO-
peLeccMBHOM NATOJIOMTNN OETEN Y KITMHUYECKM 300P0BbIX POaUTENEN.
PacnpocTpaHEeHHOCTb Y MAJIbIX HOPOLOB HAC/IEACTBEHHOW MATOMIOMMU 103 B 4B
pa3ad Bbllle No CPABHEHUIO cO cpeaHen nonocon Poccum (1:748 npotus 1:1670).

A Tarkxke, JlyraHckas, JloHeukas, XepcoHCKAa 1 3arnopoXxcKas ob6/1acThb.

[MnaH Ha 2025 rop — opraHMsaums Bble3J0B reHETUKOB U 3NMUENTO/IONOB HA MOUCK
peteit ¢ opdpaHHbIM 3a6oneBaHunem CDKLS.
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