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CnoBo pykoBoauTtens

Hoporune apysba n naptHepbl!

2025 rop ctan pna dooHpa «ManeHbKUM MUP» 3TAMOM YKpPen/ieHUa CUCTEMHOM PaboTbl U paclUMPEHNSA HALLEro
BNnaHuna. Ecnm paHee Mbl BbICTPauBaIM OCHOBY M 06beaMnHANIN CEMbU, TO CEFOAHSA Mbl MPOAO/IXKAaeM pa3BMBaTb
YCTOMYMBYIO MOAOOEPKKY U YCUTMBAEM CBOIO POJib KaK NpeacTaBuUTeNns MHTEPECOB NII0AEeN C aXxOHOpOon/1a3mnen B
KasaxcTaHe.

Haw rnaBHbI OpPUEHTUP OCTAaeTC HEU3MEHHbIM: HM OJHA CEMbS He A0/I)KHa OCTaBaTbCA OAWH Ha OOWH C
onarHosoM. B 2025 rogy Mbl npoao/mKunu paclimpaTbh Hally OeATEeNbHOCTb, YKPENnAAaTb B3aMMOOeNncTBue C
MeOUUMHCKMM COOBOLECTBOM U TOCYyOapCTBEHHbIMU CTPYKTYpaMuy, a TaKXXe peann3oBbliBaTb MNPOEKTHI,
HanpaB/ieHHble Ha y/y4lleHne KayecTBa XM3HU HallUX NoAoNneYHblIX.

2025 roa B yndpax n nmuax — 3TO:

e pacWMpeHMe NpPorpamMm Noaaep>XKn ceMeu;

e pa3BuUTME 0Bpas3oBaTENIbHbIX U MHPOPMALMOHHbBIX MUHULWNATUB;
e yKpenneHue coobllecTBa 1 BOBIeYEHNE HOBbIX YY4AaCTHUKOB.

3a KaXKAObIM pe3ynbTaTOM CTOAT /tl0AUN — OEeTU, KOTOPble CTAHOBATCA YBEPEHHEee, POOAUTENN, KOTOPble HaxoaaT
noanep»Ky, U cneLmanucTbl, roToBble ObiTb PAOOM.

Bnaropapio Halwux NapTHEPOB, BpPayel U SKCMepToB 3a COBMECTHYK paboTy, a ceMbu — 3a pgoBepue U
OTKPbITOCTb.

Brnepenn HoBble 3aga4M 1 HOBble BO3MOXXHOCTMW.
I Mbl yBepeHbI, YTO BMECTe CMoXKeM bosblue.

C yBa)keHuewMm,
A6pynoBa CBeTnaHa
PykoBoguteno O® «ManeHbKun Mup»




O doHpe

|
29 maga 2023 roga Havan cBoto geatenibHocTb ObuwecTtBeHHbIM dboHO «ManeHbKNi MUp».
@oHp, co3paH ona nognep’kKku Noaen co CKeneTHbIMU AUCMa3snaMun, NPUBOAALLUMUN K
HU3KOPOC/IOCTU, @ TaKXXe CEMEN, BOCMUTbIBAKOLWMNX OeTeN C aXoHApoNnaa3nem u apyrmmm
CKeNneTHbIMUN OANCMIa3nNAMMN.

CerogHa doHA «ManeHbKU MUp» peanusyeT CUCTEMHYI paboTy, HanpaB/leHHY Ha
NoAOEPXKKY CeMel, MoBblleHMe OCBEAOMJ/IEHHOCTU W pPas3BUTUE B3aMMOLAENCTBUA C
MeOUNLMHCKNUM COOOLLECTBOM U MrOCydapCTBEHHbIMU CTPYKTYPaMU.

Mbl paboTtaemM gna Toro, Ytobbl ceMbW He OCTaBasIMCb OAMH Ha OOAWMH C OAMArHO30M WU
Mosiy4anm gocTyn K nHdopmMauum, nogaep>Xke 1 Heob6xoaMMom NOMOLLMW.

Hawa Mmuccua

[NMoMoub NtogAM CO CKeNeTHbIMU AUCMTIa3UAMU U UX CEMbAM, NOALAEP>KKa, pa3BUTHE U
coumannsaumng.

Y10 MbI penaem

e [ToBbillaeM 0CBEOMJ/IEHHOCTb O peaKux 3aboneBaHnAX

e O6beanHAEeM CEMbM U CO30AEM COODLLECTBO MOAOEPKKU

e B3anMoagencrByem c BpadaMum u cneumanmncramMm

e PeannsyemM NpoeKTbl, HanpaB/IEHHbIE HA Y/TyYLUEHNE KAaYeCTBa XN3HU

Haw noaxop,

Mbl ybexkaeHbl, 4YTO noAgfeprkka [Oo/iXKHa OblTb KOMMJIEKCHOM — OT WHdopMauum u obuweHua f[o
MeOULMHCKOIrO COMPOBOXOEHUSA U COLLMaibHOM aganTaunn.
Hawa 3apadya — He TO/bKO mMoMoraTtb, HO M co3paBaTb cpeny, B KOTOPOM KakAbll pebeHOK U ero cemMbs

YYBCTBYIOT Ce64a MPUHATbIMM.



Hawun KnroyeBble NPoeKTbl

PoHp «ManeHbKM MUp» peann3yeT KOMIMJIEKCHbIe TMPOEKTbl, HanpaB/ieHHble Ha noaaepPXKy p[eTten cC
axoHaponaa3nem n gpyruMm cKeneTHbIMMU OUCnjiasmamm.

Mbl obbegnHAEeM MeOUUMHCKYK MNoMOoLlb, WHMOPMALMOHHYIKO paboTy M pa3Butue coobuwectBa, dopMUpys
CUCTEMHYIO NoaaeP>KKY O19 CEMEN MO BCEWN CTPAHE.

Mup 6e3 rpaHuL, Hape)>xpa ManeHbKoe uyao
NHdopMaumMoHHas 1 NpocBeTUTENbCKad MeaonumHCcKaa n Nncnxonornyeckad CoumanbHada noggep>KKa n pasButue
paboTa: NoBbIlLEHWNE OCBEOOM/TEHHOCTMN, Nnognep><Ka: CONMpPoBOXKOEHMNE CEMEN, coobllecTBa: BCTPEYN CEMEN, MPOEKTbI A4

pa60Ta C Bpa4aMn 1 O6LLI,eCTBOM. KOHCY/1bTaunn CcneumaimctoB 1 pas3BuUTne ﬂeTeIZ n co3gaHume nonuepMMBaroLu,ef/ﬁ

obpa3oBaTe/ibHbIX MHULMATUB. cpenbl.



[MpoeKT «Mup 63 rpaHmnu»

[MpoeKkT «Munp 6e3 rpaHuL» Hanpas/eH Ha NOBblILIEHNE OCBEAOMNEHHOCTU O pedKunx ,
3aboneBaHUAX, B TOM 4ucrie axoHAponnasuu, cpegun poauTenen, MeguLUHCKOro g
coobuwiecTtBa n obuiecTBa. r

:Tnana Hnkonaesna Abgys
HOEOAMTENL OGUWECTEEHHO
VlaneHbHWil mupy

Mbl npoposiXKaeM co3gaBaTb OOCTYMHYIO WM MOHATHYO WMHdopMauuto, hopMunpys
OMnanor Mexay ceMbaMu, cneumanmnctaMm U rocygapCcTBeHHbIMU CTPYKTYPaMMW.

Y10 cpenaHo B 2025:
e CO3[aH NMNOAKaCT C y4aCTUEM CNeunanncToB N poauTenen, NoCcBALWEHHbIN BONpPOCaM

axoHaponaa3nu
®* CHATbI 3 BUOEOPOJIMKA O CEMbAX, BOCMUTbIBAKOWMNX OETEN C aXOHOPOoN/Ia3nen

® OPpraHnM30BaHbl KPyrJjble CTOJIbl C Y4aCTUNEM ynpaBneHMf/’l 30PaBOOXPaHEHNA




[MpoeKkT "Hape)xpa"

[lpoekT «Hapge>xpa» HanpaB/neH Ha OKa3aHMe MeOULMHCKOM U KOHCY/IbTaLMOHHOM
MOMOLLUM OEeTAM C aXOHAPOoMN/1a3nem n nx CeEMbAM.

Mbl conpoBOXOaeM ceMbM Ha Bcex 3Tanax — OT MNOCTaHOBKM AuarHosa fAo
Mnoay4yeHnsa HeobxoammMoro iedyeHmnsa n peabmnmtauunn.
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«BIPIHLUI KYHHEH BACTAN
CI3ME XKAKBIH:

Y10 cpenaHo B 2025:
® OKa3aHa NMoMoLb B NMpoBeaeHN 4 reHeTUYECKMX aHATM30B

e npoBepeHa LLkona AxoHpponsasum c ydactmeM npodunsibHbIX R
cneumanuncTtoB “ '

® CEeMbM MONYYMNNIN O0CTYN K SKCMEPTHOM MHopMaUnu u

AETEN C AXOHOPOMASKMEA»

KOPUHEBCKARA HATAMBA

ABPITEP XKOFAPhI CAHATTHI MEAHATP,
ANNEPFONIOT, UMMYHONOF
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AXOHOPOMMASUAFA
APHA/IFAH OPTOMEANA:
ANOBIH ANY, EMOEY KOHE
OHANTY

OPTOMEAMSA NPU
AXOHAOPOM/IA3MM:
MPODUNAKTHKA, NEYEHUWE
W PEABUTUTALIUS

NPOGECCOP, ACTAHA KAMACHIHAAF I
CMPEK KE3NECETIH CYREKTEP
NATONOTUACEH OPTANBIFbIHbIH
MEHTEPYWICI. EYPONANBIK BANANAP JOCAHOB BOJIATBEK
OPTOMEATEPI KAYBIMBACTHIFbIHBIH ASIMBEKOBMY

MYWEC,

NPOGECCOP, PYKOBOAMTENL LUEHTPA
PEQKOM KOCTHOM NATONOTMM FACTAHA.
YNEH EBPONEACKOM ACCOUHALIHM AETCKHX
OPTONEROB.
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AXOHOPOMNNMA3WACKI BAP
HAYKACTAPOBI
AWAFHOCTUK., H
AVHAMUKATBIK BAKBITAYFA
BAFBITTAY

MAPLUPYTU3ALIUA
MALMEHTOB C_
AXOHOPOMNNASMEN OT
MOCTAHOBKW AWAFHO3A A0
AWUHAMUYECKOTO KOHTPONA
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"KAYIMCI3 MEKTEM: EOMbI
EPEKLUENIT| BAP
BAJIANTAPObIH, BEAIMOENYI
YKSHE ONAPObI
KONOAY,KABLINOAY "
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«LLIKOJIA BE3 CTPAXA:
ADAMNTALMS, MPUHATUE M
MOAOEPMKA OETEN C
OCOBEHHOCTSAMM POCTAx

OPTAMBIK -A3M GHIPIHAET KMT

ACCOUMALMACIHBIK MYWECI. HYPMAHOBA ANb®UA
AKMONA OBNbICH BOMBIHWA
NEAATOr- NCHXONOTrTAPALIH KANBIFANUEBHA

ACCOLMALMACHIHEIH KETEKWICI,

UNEH ACCOUMALMM KNT LEHTPANbHO-ASHATCKOr O
PETHOHA.

PYKOBOZMTENb ACCOUMALMN MEAATOrOB-
NCHXONOTOB N0 AKMONUHCKOH OBNACTH.
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[lpoekT "ManeHbKoe uyao"

~ Camoro rmaBHoro
I_Ipoejﬁ «ManeHbKoe 4yygo» HanpaB/ieH Ha couManmsauuito geter 1 noanep KKy = At Y
ceMen 4Yepe3 »KMBoe oblleHMe, COBMEeCTHble MepornpuatTMa U pasBuTUe
coobwecTBa.

Mbl co3paeMm npocTpaHCTBO, rge pgetn um poaumtTesim ™MOoryt 4YyBCTBOBATb
noanep Ky, 0OMeHMBATbCA OMbITOM U HaXoANTb HOBbIX ,EI,pYBGVI.

Y10 cpenaHo B 2025:
* NMpoBefeHbl BCTpeyun ceMen B 4 ropopgax KaszaxcraHa
® ceMbM MONYYUNSIN BOSMOXXHOCTb »XMBOTr0 06L,EHNA U B3AaUMHOM
noanep>XKu
e pa3paboTaH NnaH BHegpeHua n nyéamkKaunm ckaskum gnsa geten
® HayaTa NOAroToBKa K obpa3oBaTe/lbHbIM U TBOPYECKUM
MHUUMATMBAM O oeTeun




[MpodheccnmoHanbHoOEe yyactue u
npencrtaBUTENbCTBO

Y4yacTtne B KOHhepeHUUax m
npodeccnMoHaNbHbIX MEPONPUATUAX

B 2025 rogy doHa «ManeHbkun Mup» nNpuHAN ydactme B pdane
npodeccnoHanbHblX MepPonNpuUATUN, HaMNpaBfIeHHbIX Ha pa3BUTUE
CUCTEMbI MOMOLLM MaLMEHTaM Cc opdaHHbIMM 3aboieBaHUAMMN.

e YYacTMe C OOKNAaAO0OM B MeXXAYHapoaHON KoHdepeHUnn no opdaHHbIM
3aboneBaHnaM B . AcTaHa

e yYyacTue C OOKNaaoM B MpPpodunibHOM KOHMepeHUMn no opdPaHHbIM
3aboneBaHMAaM B . AamMaThl

e YYacCcTMe B MeXXAYHAapoOaHOW BCTpeYe HEKOMMEPYECKMX OPraHmM3auunmn B
[Monbwe, nocBAWEHHOM O6MEeHY OMbITOM U PA3BUTUIO MNOOOEPKKU
NauMEHTOB

YyacTme B [OaHHbIX MeponpuATUAX MNO3BONIMAO NpPenctaBuUTb OMNbIT
dooHOa, ycnnmntb npodeccnmoHasibHble CBA3W U BHECTU BKNag B pa3BuUTue
CUCTEMbl MOMOLLM MaUuMeHTaM C peaKkuMmn 3aboieBaHUAMM.

CHACOEHT)
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IlocTyn K Tepanun

B 2025 roay ogHMM M3 KAo4YeBbiX BbI3OBOB CTa/ll0 U3MEHEHUe
OOCTYMHOCTU Tepanmun gasa geTen ¢ axoHaponsa3snen.

B npekabpe 2025 ropa obecneyeHne npenapatoM OblJio
MPMOCTAHOBJIEHO, YTO CTAJZIO CEPbE3HbIM UCMbITAHMUEM OJI9 CEMEN.

®PoHpg, npopomkaeTr paboTy No 3aWMUTE MHTEPECOB MNaAUUMEHTOB,
B3aMMOOENCTBUIO C FOCYOAPCTBEHHbLIMU CTPYKTYPAaMMU U MOUCKY
peleHnn, HanpaB/ieHHbIX Ha BOCCTAHOBJ/IEHMEe [OocTyna K
HeobXxoOMMOMY NeYeHunto.




[TapTHepbl 1 6NnarogapHOCTU

B 2025 ropgy doHa «ManeHbKunm MuUp» MPOOAO/IXKUA pPa3BUTME MAPTHEPCKOM CeTw, B

OMARIN

ol 0

O6'be,EI,VIHF|F| YCUNJInNA C 6}'IaI'OTBOpl/ITeJ'IbeIMl/I OopraHM3aunamMmn, aKCNepPTHbIM COO6LLI,eCTBOM U
MHNUNATNBaMN B cdoepe noanepXKm HeEKOMMeP44YeCKNX OpFaHI/I3aLI,VIl\/JI.

Ocobyto ponb B pa3BUTUM (POHOA Cbirpann HalM NapTHEPbI.

KoMnaHma BioMarin noppep»kana peanm3aumio  KIYeBblX UMHUUMATMB  doHpAa,
HanpaB/IeHHbIX Ha Pa3BUTUE CUCTEMHOMN MOMOLLM MaLMEHTAM C aXOHOPOMN/Ia3nNEN.

memMmoraemM™m NTOMOETTaThb

PaHppan3nHrosaa KomMnaHua Yrys ctasia naptHepoM doHOa, OTKPbIB A0MNO/HUTENbHbIE H f .,T
BO3MOXHOCTU ONda pPasBUTUA U ydacTma B npodeccmoHanbHOM  coobuiecTBe eq ﬂf&ﬁﬁ‘

DL ECT EE b O 0
HEKOMMEpPYEeCKNX opraHmn3auunm.

YD Dos Community npogo/mkmn nogaep>kKy ooHaa, BKAOYAA pa3BUTUE BU3YaSibHbIX U
MHPOPMALMOHHBLIX MaTepnanos.

TEAMEAY BRI TLEIRAT R

[Mpn yyactnm doHpoB «KaHa emip» n Help Today npopgonrkeHa coBMmecTHaa paboTa no
BOMpoCaM Mogdep>XKM nauneHtToB C  opdaHHbIMM  3aboneBaHUAMKU, BKI/OYaSd

B3aMMOOENCTBME C MEOULIMHCKMM COOOLLLECTBOM U1 MrOCYJAaPCTBEHHbBIMU CTPYKTYPaMMW.

Mbl MCKpeHHe 6narogapuM Bcex MapTHEpPOB 3a AoBepue, NOoOOEPKY U COBMECTHYIO
paboTy.



dPuHaHcoBad oTyeTHOCTb 3a 2025 ropg,

B 2025 rogy doHa «ManeHbKun MuUp» NPOOaO/HKUA MpUBIeYeHUne CPeactB Ana peanm3aumm MNpPoeKToB U
OKa3aHMA MOMOLLUN CEMbAM.

) E—

NMocTtynneHwuda
OcTtatok cpenctB Ha 1 aHBapsa 2025 ropa 7 053 634 T1r

e bnarorBopuTenbHada nomowb — 2 375 658 1r
e [lpoumne noctynneHuns n B3Hocbl — 503 645 1r

UTOIO 9932937 Tr

Pacxopbi
e MeanuymHcKaa nomMoullb AeTaMm (aHanm3bl) 487 836 1r
e |lIkona naumeHTa (BKIKOYaAs Hanorn) 1100 000 1r
e BcTpeun n KoMaHOUPOBKM 1425 758 1r
e Co3paHune BugeomartepmanoB 1 coumnanbHbix ponnkos 2 040 000 Tr
e AOMUHUCTPATUBHbIE pacxoabl 1740932 1r
e OnHaHCcoBbIE yCNYrU 213 040,39 1r

UTOIO 7 007 566,39 1r

*PuHaHcMpoBaHMe peatenbHocTn doHaa B 2025 ropoy ocyuwectBnanocb c
YYETOM OCTaTKa cpeacTB, chopMunpoBaHHoro no ntoram 2024 ropa.



[MnaHbl Ha 2026 rop | |

B 2026 roay cdoHa «ManeHbKun Mup» NPOOoO/HKUT Pa3BUTUE CUCTEMHOW MOMOLM OEeTAM C axXoHgponaa3nem m mnx
ceMbSM, YCUNMBASA MHPOPMALUMNOHHYIO, MEOULLIMHCKYIO U COLMANBbHYIO NOAOEPXKKY MO BCEN CTPAHE.

MepguumMHcKaa nomMollb

cneunanmncrTosB
® Pa3BuUTneE CNCTeMbl cornpoBoOoXoeHm4A ceEMeWN Ha BCeX aTanax ne4yeHund

e pacllnpeHue nporpamMmbl onjiatbl FreHETUYECKNX aHA/TN30B
e npoBepeHune LLIkonbl AXoHaponaasum c ydactmeM npodunsibHbIX g

Pa6oTa c ceMbsiMU 1 coobLuecTBOM
* NpoBefeHmne peryndapHbIX BCTPEY ceMen B permoHax KasaxcTtaHa
* pa3BUTUE N YKpeneHne coobllecTBa Nogaep>XKu
®* OpraHM3auns MeEPONPUATUIN ONA OETEN U pOoONTENEN

NHdopMaLuMOHHaAa peaTenbHOCTb
e peanusauma npoekTta «Mup 6e3 rpaHuuy (BUOEOPOINKU, COLManbHble KaMMNaHMK)

* pa3BUTUE CanTa PoHAA U OHNANH-NNIATHOoPM
e aKTMBHAaA paboTa B coymanbHbix ceTtax n CMU

PasButue npoekros
* 3peann3auma MHULMATUB B PpaMKaX NpoekTa «ManeHbKoe 4yyao»
e pa3BuUTUE 0b6pa3oBaTe/IbHbIX MPOEKTOB
* paclUMpEHME NpOorpamMm Noaaep>XKm cemen

Mbli npoao/n»KaeM CTponTb CUCTEMY NoanoEepP>KKN, B KOTOpOVI Ka>XaaAd ceMbd 4HyBCTBYEeT, UTO OHa He O HAd.
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