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RARE DISEASES EUROPE
CbobLieHne 3a NOBEPUTENHOCT

Cobrnacsasam ce NM4YHUTE MU JaHHM fa ce o6paboTBaT BbB Bpb3ka C NPOBeXAaHe Ha aHKeTU n
npoyyBaHua Ha Rare Barometer ot EURORDIS-Rare Diseases Europe, cbto3 ¢ HecTonaHcka uen
oT Hag 1000 opraHu3aumm Ha NnauneHTU ¢ peakn 3abonasaHua ot Hag 70 aobp>kaBu (HapmMyaH no-
HaTtaTbk ,,EURORDIS®).

Rare Barometer e aHkeTHa nHUUmMaTnBa 3a Hage>XgHo c1;6|/1paHe Ha onnta n MHEHMATA Ha Xopa C
peaku 3abonaeaHua 1 61N3KNUTE UM NO BbMPOCKUN, KOUTO MMaAT NPAKO OTHOLLIEHNE KbM TAX.

MpoeexpgaT ce mexay 1 n 3 nNpoy4yBaHMA rogMLLHO, KaTO CBETOBHWUTE OHMIAlMH aHKETU ce
npesexaaT Ha noHe 23 e3unka.

OcBeH ToBa Rare Barometer nogabpyka 6a3a gaHHu ot Hag 20 000 gyLuun, KOUTO ca ce cbrnacuam
[anonyyaBat nokaHW No MMeW 3a yyacTme B aHKETM U Npoy4vBaHusa, nposexgaHm ot EURORDIS.

NoBeye nHdopmayma:

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

Pazbupawm, ve:

e EURORDIS cvbupa caMo gaHHUTe, KOUTO [0OPOBOMHO cnoAenAaM BbB popMynsapa 3a
pernctpauna B Rare Barometer u/mnu B aHKeTUTE Ha MHMUMaATMBaTa, KakTo U 4ye
EURORDIS He u3nonssa 6GWUCKBUTKM WAM APYrKM TEXHONONMW 3a npocnegssaHe 3a
aHkeTuTe 1 Npoy4yBaHuATa Ha Rare Barometer. CbbupaHuTe gaHHK MoraTt ga BKAou4BaT
IMYHWU U YYBCTBUTENIHW [aHHW, BK/AKOYUTENHO 34pPaBHW  [aHHUM  (HanpuMmep
HaMMeHOBaHMETO Ha PAAKOTO MU 3abonsBaHe).

e JlnyHnTe paHHM HAMa fa ce crnogenAaT n3BbH ekmna Ha Rare Barometer. Jlnyerto, Koeto
oTroBaps 3a ynpaB/leHUETO Ha IMYHUTE MU AaHHW, e Jessie Dubief, aupektop ,,CounanHm
nscnegeaHuna“ n Rare Barometer Lead 8 EURORDIS (jessie.dubief@eurordis.org).

e Rare Barometer cnasBa uamckBaHuATa Ha O6wuMA pernaMeHT OTHOCHO 3almta Ha
paHHuTe (OP3M). JaHHMTE MU ce cbbupar Ypes3 aHkeTHMA codTyep Sphinx, 3ana3sar ce
Ha 3aWMTEHU CHbPBBPU BbB PpaHuMA, KbAETO Ce MNCeBAOHMMM3MpaT U 3almTaBaT C
napona.

e [laHHMTE MM LLE Ce M3MON3BaT 3a U3CNeaoBaTeNICKN Lenu 1 3aliurta Ha MHTepecuTe Ha
naumMeHTUTE U HAMa [,a ce N3MN0N3BaT 3a TbProBCKU UV PeKIaMHU LEeNn.

e EURORDIS e cnogena obuium pe3yntati oT aHKeTaTa ¢ y4acTHULUN B Hes, NaLUeHTCKU
opraHusaumu, ynpasnasalum n1Mua, n3csegosarteny n wmpokaTa o6LecTBeHOCT caMo C
Les nocTuraHe Ha NpPoMsaAHa 3a xopara ¢ peaku 3abonaBaHua 1 Npu yCcroBue, Ye MoXe aa
ce rapaHTMpa aHOHMMHOCTTa Ha pecnoHAeHTUTe (HanpuMep 4Ypes crnofensaHe caMo Ha
o6Lwm pe3ynTtatm ¢ gocTaTbyeH 6pon OTroBopHM).

e lVIMamnpaBo No BCAKO BpeMe Aa cnpa Aa nonb/iBaM aHKeTuTe, Aa OCbLLECTBABAM 4OCTbN
00 naHHuTe, KouTo cnogensam ¢ Rare Barometer, ga otrerna gaHHUTE CU 1 ga ce oTnuLua
oT 6aszaTta paHHM Ha Rare Barometer, 6e3 TOoBa fa [oBede OO PENPECUMBHU MeEpPKW,
OVCKPpUMUHaLMA UNW Opyr Bpeamn 3a MeH. AKO XXenas ga ro Hanpaes, Mora ga manpata
nmenn go rare.barometer@eurordis.org
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