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SYNDROME ASSOCIATION

Peructp marmentoB ¢ WAGR (BAI'P) curnpoMoM — OCHOBa JIJ1 KCCIIEA0BAHUM

BaxHocTh perucrpa ajisl y4YeHbIX: BaxkHocTs perucrpa ajis1 NaUEHTOB!
@/ AHau3 JaHHBIX, TOJTYYEHHBIX OT MAIMEHTOB gl/IH@opMHpOBaHHe 00 0COOEHHOCTSIX MPOTEKAHUS
3a00JIeBaHHUS

@ [IpuBneyenne naMeHToOB A y4acTus B CoeiiCTBIE MPOTPECCy | MOHCKY JYHIIIHX

HCCICAOBAHMAX CIoco0O0B Jie4eHus 3a001eBaHus
@C(SOP HOBeiiLIel HH(OPMALIUH 11O @/ [Tonyuenue moctyna K Oy IymuM KIMHAYECKUM
3a00JI€BaHUIO ITyTeM JOOABIECHUS HCCIIEIOBAHMSM

BOIIPOCOB B PETUCTP

Y4acTue B peructpe 6ecrnjaaTHOE U OCyIeCTBJISETCS

Peructp mnauuentoB ¢ WAGR cunzapomom 5
IIyTeM 3all0JIHeHUS OH-JIalH ONIPOCHUKA.

onoopen  IRB (CoBeToM 1O 3JTHUKe
HUCCIeJOBAaHUM) U 3aKpeIieH 3a
MexayHapogHod Accoumanuvern mno WAGR
CUHApOMY. Pervctp Hayaa COCTaBJAATHCA B
2015 roay ¥ Ha CeroAHsINIHUKA JieHb B HEM
cobpaHbl caMble 06'bEMHbBIE U MOJIHbIE JJAHHBIE
0 napueHTtax ¢ BAI'P cunzgpoMoMm co Bcero
MHpa.

[IpaBa mauueHToB ¢ BAI'P cuHapoMoM, anupuguen
WJIU JeJlenied yyacTKa 11p 3anjyieHsl.

Bce AaHHbI€ COXpAHEHbI U HAXO0AATCA B
abCoJIIOTHOM 6€30MaCcHOCTH. HaLU/IeHTbI MOTYT
YAAJIUTb CBOU JdHHbIE B Jiroboe BpeMd.

Ce200Hs 8 pecucmpe 106 naueHTOB:

63 nanueHnTa u3 CIIA

43 napuveHTa U3 14 Apyrux CTpaH Mupa

Crenupryeckue BOMPOCH B PETUCTPE KACAIOTCS 1

@ Vcropyun poxkaeHns TalMEHTa ¥ €r0 Pa3BUTHUS

@/lnarnoctuku u nedenus onyxonu Bunbmca (HedpoOracToMer)

@) AHUPHINH, COCTOSIHUS I71a3, ONCPALIHi, CBS3AHHBIX C I7Ia3aMH
TuUnuUHBIX ¥ HETUTUYHBIX cocTostHUM, cBa3aHHBIX ¢ WAGR(BAT
CUHJIPOMOM, aHUPHUIUEH U COMYTCTBYIOIIMMHU 3a00JIEBaHUSIMU.




