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M\T?;re Barometer i EURURDIS

RARE DISEASES EUROPE

YBeaomMneHue o KOHPUAEHLMANBHOCTH

HacTtoswmnm s pato cornacue Ha o6paboTKky MOMX MEPCOHAasbHbIX AAHHbIX C LENbH
npoBegeHns onpocos un nccnegoeaHnin Rare Barometer, ocywectenaeMboix EURORDIS-
Rare Diseases Europe — HeKOMMepYeCKMM anbsHCOM, cOcCToAWMM n3 6onee 4yem
1000 opraHu3aumi naumeHToB ¢ peokumMm 3aboneesaHusamMm n3 6onee yem 70 cTpaH
(nanee — EURORDIS).

Rare Barometer — 8To MHMUMaATMBA MO MPOBEAEHUIO OMPOCOB, B PaMKax KOTOPOWM
NPoOBOANTCA TUlATeNbHbIN CcOOpP oOnbiTa UM MHEHUA /NAer, WMEKLKUX peakoe
3abonesaHne, WU UX OAU3KMX  POACTBEHHWKOB  OTHOCUTENIbHO  BOMPOCOB,
HemnocpeacTBEHHO NX KacatloLLMXCA.

B pamkax aTonm MHUUMATMBBI eXerogHo npoBoamTca oT 1 Ao 3 uccnegoBaHun, a
MeXXayHapoaHble OHNanH-0NPOChl NPOBOAATCA HE MEHEE YeM Ha 23 A3blKax.

K ToMy e B Rare Barometer cobpaHa Bbibopka pecnoHAeHTOB, cocToALlan 6onee yem
n3 20000 ntoaoen, KoTopble CcOrnacuaucb Mosyyatb SEKTPOHHbIE MNMCbMa C
npurnalLleHmeM Ha yyactme B onpocax U nccneposaHmax, npoesoanmeix EURORDIS.

JononHutenoHaa MHopMauUma:

e EURORDIS: eurordis.org
e Rare Barometer: eurordis.org/voices

A noHnmMato, yTo:

e EURORDIS cobupaeTr TOoNbko Te AaHHble, KOTOpble S OXOTHO coobuiato B
perncrtpaunoHHom ¢popme un/unn B pamkax onpocoB Rare Barometer, n uto
EURORDIS He ncnonb3yet cookies nnm Metoabl oTCAeXXnBaHMA Npu NpoBeaeHNN
onpocoB W wuccneposaHnnm Rare Barometer. CobupaeMbie faHHble MOTyT
BK/tOUaTb B cebA nepcoHasnbHbie N KOHOUAEHUMANbHbIE AaHHble, B TOM 4YKMC/e
MeAMLUMHCKME [aHHble (TakMe Kak Ha3BaHue peakoro 3aboneBaHus,
OMNarHOCTUPOBAHHOIO Y MeHH).

e '"llepcoHanbHble gaHHble He ByayT nepepaBaTbCA 3a npegenbsl rpynnbl Rare
Barometer, a nMyoM, OTBETCTBEHHbIM 3a yrpaB/ieHME MOMMW MePCOHAaNbHbIMU
haHHbIMK, ABnfaetca Jessie Dubief— agupektop nNo  couMONOrMyeckum
nccnegosaHmaM wn  Rare Barometer Lead npwm anbaHce EURORDIS
(jessie.dubief@eurordis.org).

e Rare Barometer cootBetcTByeT TpeboBaHuaM O6Llero pernaMmeHTa no 3awmTe
naHHbIXx (GDPR). Mou paHHble cobupatoTcs C  MNOMOLLbK MAPOrpaMMHOro
obecneueHuna gna npoeeneHMa onpocoB Sphinx M xpaHATCA Ha 6e30MnacHbIX
cepBepax BoO PpaHLMM, OHU 3aLLUMLLEHBI NAPO/IEM U NCEBAOMUINPOBAHDI.


http://eurordis.org/
http://eurordis.org/voices

Mon paHHble 6yayT WMCNOMb30BaTbCsA TOMbKO B MCCMEAOBaATE/IbCKUX WU
MHPOPMATUBHBIX LEMSAX — MapKeTUMHIOBOE WCMO/b30BaHME MOUX AAHHbIX He
npeaycMoTpeEHO.

EURORDIS npepoctaBUT y4yacTHMKaM oOMpoca, OpraHmM3auusaM nNauueHTOoB,
nuuaM, OTBETCTBEHHbIM 3a MPUHATUE PELLEHUN, UCCNeaoBaTeNnaM U LLUMPOKOWM
06LLEeCTBEHHOCTM TONbKO o0b6wWKne pe3ynbTatel onpoca, 4Ttobbl [o0bmuTbCA
M3MeHeHNNn anAa coobllecTBa peakmx 3aboneBaHUM NMpu yCrloBMU COXpaHEHUS
AHOHMMHOCTWN PECMOHAEHTOB (HanpuMep, NyTeM rnepenaydn ToNbKo COBOKYMHbIX
pe3ynbraToB C A40CTAaTOYHbIM KO/IMYECTBOM OTBETOB).

A nMero npaBo nepecTtatb 3ano/IHATb OMPOCHI, MOAYYUTb AOCTYN K AAHHbIM,
npegocTaBneHHbiIM MHOW Rare Barometer, oTo3BaTb CBOM AaHHble, a TakXke
otnmcatbcA oT naHenu Rare Barometer B nto6oe BpeMs, He nogBepraacb
npecnenoBaHnAM, ANCKPUMMHALMKN UK KakoMy-nnbo yulep6by. [lna aToro a Mory
OTNpaBUTb 31EKTPOHHOE NUCbMO Mo agpecy rare.barometer@eurordis.org



