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HecoBepuieHHbIN
ocTeoreHes

Yacrtota: 1 Ha 10 000
len: COL1A2

HapyLeHve obpa3oBaHus
KOCTHOM TKaH npuBoanT K
nepenoMam 1 Ype3MepHoil
MOLBWKHOCTI CyCTaBOB. Takxe
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YacrtoTta: 1 Ha 10 000
leH: FBN1

3aboneBaHne coeaUHUTENBHON 15
TKaHu, NpuBoadLLee K
rNeprnoaBMKXHOCTY CYCTABOB,
YANMHEHMIO KOHEYHOCTEN,

-
CuHppom
BepHepa

Yacrora: 1 Ha 200 000
FeH: WRN

MpexaeBpeMeHHoe CTapeHue,
Ha4MHatoLL|eecs B NOAPOCTKOBOM
BO3pacTe, NPMBOASLLME K

kaTapakTe, caxapHoMy quabery 8

Bone3Hb
JNTa®opa

YacroTta: 1 Ha 20 000
[eH: ERM2A

®opma anunencuu,
pa3BMBalOLLasiCs B
NoApOCTKOBOM BO3pAcTe C
MbILLEYHBIX CYA0POr 1 BeayLyas

Yacrtota: 1 Ha 10 000
leH: PAH

HapyLeHune obmeHa
theHrnananmHa npu
notpebnenun Goratbix Genkom
NPOLYKTOB (MSICO, MOMOYHbIE 12
NPOLYKTbI U pacTUTENbHbIE
Benku). Mpn OTCYTCTBUM NEYEHUS
NPUBOAMT K HapYLLEHMIO
YMCTBEHHOTIO Pa3BUTUS, 9K3eMaMm
1 cygoporam.

www.pkunews.org
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Yacrorta: 1 Ha 10 000
Fen: HD

[ereHepaTneHoe 3aboneBaHne

MO3ra, KOTOpOe pasBKBaETCs C
Bo3pacToM. CUMNTOMBbI

BKITI0YatOT B cebs

HernpoM3BOMbHbIE CMa3Mbl

MbILLL|, Nepenagbl HAaCTPOEHUS 1 4
CHKEHUE UHTEMNMEKTYanbHOro

noTeHuymnana.
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www.hdsa.org

N3BECTEH Kak 60nesHb Xpynkux cnabocTtn cocyaos, U CHUXEHWHO pocTa. CpeaHsis k cnaboymuto. Obpasytotcs 6
kocTed. [ipyrue cuMNTOMb HapyLUEHUsIM 3peHUs 1 NPOJOMKUTENBHOCTb XM3HM OTNOXEHWs Caxapos Mo BCEMY
BKITHO4AIOT CKOMNO3 U CUHMIA CHVKEHMIO MPOJOMKUTENBHOCTY cocTasnseT 47 nert, Hanbornee Teny.
OTTEHOK CKMNepbl rmasa. KU3HN pacnpocTpaHeH B AnoHuy.
. www.aesnet.org
www.cbbf.org www.marfan.org www.progeriaresearch.org
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deHUnKeHoypus BbonesHb
XaHTUHITOHA
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CuHapoM nomMmkom
X-xpomocombl

YactoTa: 1 Ha 4 000
leH: FMR1

Bo3HuKaeT yalle y MyXumH, n3-

33 4acTO MOBTOPSIOLLMXCS

TpunnetoB CGG B X-

xpomocome. CMNTOMbI X
BKITI0YaKOT Npobnemb B

0By4eHUn 1 3aepxkKy

YMCTBEHHOTIO Pa3BUTHS.

www.fragilex.org
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Femodunusna
Tun A

YacroTta: 1 Ha 8 000
leH: F8

Hapywenve
Tpomb006pa3oBaHus,
npueogsiiee K 60MnbLnm
CUHsIKaM, )XECTKOCTM CYCTaBOB U
BHYTPEHHUM KPOBOTEYEHUSIM.
YacToTa BhILLE Y MYXUMH; TakxKe
13BECTHa Kak " GonesHb
koponeit".

www.hemophilia.org
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YacroTa: 1Ha 7 000
Fen: DMD

[Mporpeccupytowas cnabocTs n
aTpous MbILLLL, BAMSIHOLLAS Ha
CKEMNEeTHbIE U CEpAEYHYHO

MbILLLbI, Yalle BCTpeyaeTes y X
MYX4MH. HaunHaeTcs B paHHeM
AETCTBE, NMPOAOIKNTENBHOCTb

X13Hm peako bonblue 30 ner.

www.mdausa.org
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KucrosHbiun
¢mbpos

Yacrora: 1 Ha 3 500
FeH: CFTR

~
HakonneHue rycTon cnusu B
NErKWX 1 NULLEBAPUTENBHO
cucTeMe NpuBOANT K
MHAEKLMAM, HE[LOCTaTOYHOMY
NUTaHNIO, MOBPEXAEHMIO
OpraHoB U1 MyCKOMY
Becnnoguio. YacTo BCTpeyaeTcs
:

7
y HapogoB KaBkasa.
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www.cff.org

MyTaHTHas dopma remornobuta
BbI3bIBAET U3MEHEHME POPMbI 1
3pUTPOLMTOB. CMNTOMBI

BKITIOYAKT 3aepXKy pocTa,
YTOMIISIEMOCTb 1 OfbILLKY.

YactoTa cpeam adpo-

amepukaHues — 1 Ha 500.
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www.atcaa.org

HapyLueHue pa3ssutus,
NpOSIBNSIOLLMECS B MOPOKE
cepaua, aHomanusx nuua,
NAMKA LLIen, Marnom pocTe,
3a[iepKke MonoBoro Co3peBaHus
1 npobremax ¢ yCBOeHUeM
peum.
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www.noonansyndrome.org
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CenoBupgHo- CuHppom CuHppom e 0 Henpo-
KJieTouHas HoHaHa Tena-Cakca ¢dmbpomartos
aHemus Yacrota: 1 Ha 2 000 YacTota: 1 Ha 3 600 Yactota: 1 Ha 4 000
Yacrora: 1 Ha 4 000 FeH: PTPN11 Fen: HEXA FeH: NF1
len: HBB 17

HapyweHue obmeHa nunuaos

B KNIeTKax Mo3ra, NpuBoasLLee k
YMCTBEHHOW OTCTarnocTy,
napanuuy u cMepTi B Bo3pacTe
po 5 net. Yacrto BCTpeyaeTcs
Cpeay BOCTOYHO-EBPONENCKMX
€BpeEB (aLukeHasw).

www.ntsad.org
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ObpasosaHue onyxoreil Ha
obonoukax HepBoB. CUMMTOMBI
BKIIOYaKT MHOXECTBO MATEH Ha
koxe LBeTa "koge ¢ Morokom",
Jedopmaumio KOCTEN, HapyLLeHNs
pocTa 1 npobnembl B 06y4eHun.

www.ctf.org

k



http://www.noonansyndrome.org/










