KAK OPT AHW30BATb
NOCBETKY 30AHWH
NAMATHWKOB B YECTb
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KAK OPT AHW30BATb NOACBETKY 3[IAHUM M NAMATHUKOB B YECTD
[HA PEAKNX 3ABONIEBAHMI

B aTOM rogly Mbl Npu3biBaeM BCeX COAENCTBOBATb eANHEHUIO COOOLLLECTBA N0AEN C
peAKMMK 3a60N1€BAHUAMM C NOMOLLbIO LIEMOYKM OFHEN No BcemMy Mupy B [leHb pefaKux
3abonesaHunin 2021 ropga. OcobeHHO B 3TOM rogy, B ceete COVID-19, aTa uenouka
NOCYXXUT OAHUM U3 CUMBOIMYECKMX CMTOCOB0OB NPEOA0NETb N30NALMIO BO BCEM MUPE.

BHecTV cBO BKNag MOXET KaXAblil — Kak YesOBEK, XXMUBYLLWUI C peKUM
3a6osieBaHNeM, TaK 1 NF060I ApYroi YesoBek, YieH CeEMbU, MEAULIMHCKUIA paBOTHUK,
npeacTaBUTeNlb UHAYCTPUU UK TOCCNYXaLUiA. Mbl NpU3biBaeM Bac HaTU MECTHYHO
W HaLMOHAalbHYH OpraH1saluio NalMeHToB ANA pacnpocTpaHeHna MHhopmMaLMm 1
MOBbILLEHUS OCBEAOMJIEHHOCTU JI0Jiei, CTPaAatoLWnX peaKMMn 3a60/1eBaHUAMM.

«3T0 60/IbLLIAsA COBMECTHas paboTa. [laBaiiTe nonpobyemM ocBeTUTb MUp. Ham
Heobxo4nMo, YTO6bI 3Ta r/106asbHas Lernoyka crtasaa Kak MOXHO 6oJiee
3aMeTHOW 1 NoKa3saJsia, YTO Tak MHOIo NaMsiTHUKOB OCBELLEHO, MOTOMY YTO Hac
MHoro. Mbi — coobuectso 3 300 MUIIMOHOB YET0BEK CO BCEX KOHL|OB CBETa,
XXUBYLUNX C PeAKUMU 3a6051eBaHNSIMN. IHOrga C/10BO «PefKUue» MOXKET NMPUBECTU
K HeZJONMOHUMAaHMIO TOro, YTO HAacC Tak MHOro. M1 4To Mbl CusibHbI. Mbl CUIbHBI, U
rnobasbHasi CBETOBaS LJENOYKa MOKaXET, HACKOJIbKO CUJIbHO Hallle COO0bLLeCTBO.
M 10, 4TO MbI C ropAOCTbHO SIB/ISIEMCS] YaCTbHO 3TOr0 CO06LLEeCTBA, MOTOMY 4YTO
Ka)k/ibIi MOXET 6bITb MasieHbKUM 3BEHOM B 3TOM Lienu.

OcBeTuTe MUp AJ151 Hac, YTO6bI KaXXAbl U3 HaC MOr C rOpAOCTbHO CKa3aTb, YTO
9TOT NMaMSITHUK 6bls1 OCBELLEH «[J1 MEHSI», «AJ151 MOEro CbiHa», « /11 MOeu
Aoyepu», «4J151 MOeU MaeMsIHHULbI», YTO6bI 0Ka3aThb, YTO Mbl €CTb U YTO BMECTe
MbI MOXXEM MPOABUIraTbCA K JIy4YLLIEMY Ka4yeCTBY XXU3HU. ITO TO MOCIaHuE,
KOTOPOE Mbl XOTUM PacrpoCTPaHNUTb C MOMOLLbIO OCBELEeHUS 3aHnii B [leHb
peakux 3abosieBaHU».

CumoHa bennaramébm, uneH npaeneHnsa EURORDIS

YeM 60blie MECTHbIX U HaLMOHAaNbHbIX 34aHWUIA U NaMATHUKOB 6yAeT OCBELLEHO, TEM
CunbHee 6yeT MeXayHapoaHoe BNusaHue!

Kak TonbKo Bbl JOrOBOPUTECH O MOACBETKE 3[4aHWA UK €CNM Ballia 3asiBKa HaXoAUTCA
Ha pacCMOTPEHMM, COOBLLUTE HaM 06 3TOM, YTOObI Mbl MOTIM OGHOBUTb TEKYLLINIA
CMUCOK 31aH1I, KOTOpble 6yAyT ocBelleHbl B [leHb peakux 3aboneBaHui!

3Hapto baHHUCTep opraHn3oBan oceelleHne 35 gocTonpuMeYvaTesibHOCTEN B
ABcTpanuu 1 no Bcemy Mupy. OH XXUBET C 3 peAKMMU NOPOKaMM pasBUTUA MO3ra 1 OH
notpatun okosno 30 YacoB Ha OpraHM3auuio UAKOMUHaUUI B 3TOM rogy. OH HUKorAa
He nNnaTun 3a UIMKOMUHaLMKU KO [1HIO peaKux 3a6oneBaHui.
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https://www.rarediseaseday.org/national-alliances
https://www.rarediseaseday.org/national-alliances
https://docs.google.com/document/d/1t4qZe7z3VN8ucoospWrCeayIc4-uugSz3cOmIlZrMkM/edit
https://docs.google.com/document/d/1t4qZe7z3VN8ucoospWrCeayIc4-uugSz3cOmIlZrMkM/edit

3 KJFOYEBBIE UAIEW JH]IPID:

#1 He cTecHsaTecb NpoCUTb, YTOObI 3faHMe UK AOCTONPUMeYaTeNbHOCTb
ocBeLanuch Aosnblle O4HOro AHA — 3TO PacLWMPUT OKHO OCBEA0MJIEHHOCTU U
BO3MOXHOCTb npuBfiedys CMU.

#2 MposiBMTe rM6KOCTb B OTHOLLEHMU LIBETOBbIX 3aNpocoB. MHoraa BaM npuaeTca
cnpaluvBaThb, Kakue LBeTa AOCTYMHbI, M BbiGMpaTb OAUH UK ABa U3 O\
npeaocTaB/IeHHOro CNMcKa. Y3HaiTe, MOXHO NI pacnofioXuTb BbiBECKU, 6aHHeEpbI \\ :
UM NPOEKLIMM PAZIOM CO 3[laHNeM TakuM 06pasoM, YTobbl 6binia oueBUaHa CBA3b
ocBellleHns ¢ [lHeM peaKux 3a6osieBaHui.

{
#3 MocnepoBaTenlbHOCTb M HACTOMYMBOCTb — 3TO KJTHOY K ycrexy. B Bawwem ' ‘ "
3N1eKTPOHHOM 3anpoce oTBeauTe 7-14 AHEN Ha OTBET, M ECNU Bbl He NONy4nUTe "
OTBeTa, NOBTOPUTE ero CHoBa. MNocne MeponpusTUA He 3a6yabTe OTMPABUTb BCEM, | \
C KeM Bbl NOAAEPXMBANN CBA3b, 611arofapCTBEHHOE NUCbMO, YTO6bI MOCTPOUTD <
OTHOLLEHWMS Ha 6yaylLuee.

CMMOHA BENNATAMBH 113 UNIAMO NMOAENWNACD 3 0CHOBHbIMA PEKOMEHALIMAMU,
KOTOPbIE MOMOrYT BAM YCMELLUHO PEAJTW30BATb MOACBETKY 3[1AHUA:

#1 MNpoBepuTe cBOE UccnenoBaHue!

KaxxgoMy nogxoay CBOMCTBEHHbI CBOM 0CO6eHHOCTU. OnpeaenuTe BnagenbLa
3[aHUA WU NaMATHKUKA, a TaKXXe BbISCHUTE, KTO HECET OTBETCTBEHHOCTb 3a
pacxofbl Ha 3/1EKTPUYECTBO U ocBeLleHne. MHorga pacxofbl Ha NOACBETKY
NOJSIHOCTbIO MOKPbIBAKOTCS 3a CYET MNOCTaBLUMKA, 06eCcrneynBaroLLEro eXXeaHeBHOe
3/1eKTPOCHab)keHne n ocBelleHmne. B apyrmux cnyyasx pacxogbl MOTyT B3ATb Ha
cebss MyHULMNAnUTETbI.

#2 [leiicTBYNTE COBMECTHO C NALMEHTCKUMMU OpraHM3aLusasMm U NoaaepXxmsante
Apyr apyra!

KoopanHupyinte cBOM AEWCTBUSA C APYrMMU OpraHM3aunsiMm naumneHToB, YToObI
nsbexxatb Jy61MpoBaHMA 3anpocoB. TO YCUNT KOMMYHUKALMOHHYHO CTpaTermto
B COLMasbHbIX CETAX U YKPENUT BCEMUPHYIO LIENMOYKY U3 CBETALLMUXCHA OrHEN.

#3 MNpouseeauTe BNeyaTneHue.
He ynyckainte MOMEeHT, fienavite ¢oTo Ha CBON MOBUNbHbIV TenedoH. Mo
BO3MOXHOCTM opraHusyinTe dpoTtorpada, YyTobbl NpuaaTh 60sblue 3HAYMMOCTH 3a
cyeT npodeccrmoHanbHbix oTorpaduin. ITo yCUNUT B3aUMOLENCTBUE B
coumarnbHbIX CeTAX, Ha TenepaguoBeLLaHUM U B razeTax Nnocsie MeponpuaTus.
Kpome Toro, npMBneknTe CEMbHO, APY3€ei 1 CBOE COOBLLECTBO, YTOObI AENUTLCA
dhoTorpadusiMm B coumarnbHbIX CETSIX — 0O6MEH U pacnpocTpaHeHne GpoTo B
COLCEeTSAX O4YEHb BaXKHbl B 3TOM rofy AN1A CO34aHus rnobanbHom Lenoyku. He
3abblBaliTe UCNonb3oBaTb xewwTer #RareDiseaseDay u oTnpaBnsTb CBOU
¢doTorpadum Ha rarediseaseday.org.
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https://www.rarediseaseday.org/

JIVYLLIWA COBET N0 NOBILEHNH OCBEZOMIEHHOCTH OT KAPO/MHbI KOBOC U3
FEDER:

[To BO3MOXXHOCTHU CTapaVITer obecneynTb pacnpocTpaHeHune WNAKOMUHaALUKWI MO BCER
CTpaHe B pa3/iIn4vHbIX coobuiecTBax u pernoHax.

He 3HaeTe, Kak co3aaTb CBOW 3anpoc No 3/IeKTPOHHON noyte? Mcrnonbaynte
LWaba0H SHAPH AS19 9N1EKTPOHHOM noYyThbl!

3anpoc no 371eKTPOHHOM NoYTe AOMKEH BbITb KPaTKUM.

Ecnun y Bac ecTb In4Hasa ncTopus, ynoMaHUTE O Heil B CBOEM NUCbMe. Mnn xe
Bbl MOXKETEe pacckasaTb, YTO Nobyauo Bac OpraHM3oBaTh NOACBETKY 34aHWA B
yecTb [lHS peakux 3a6oneBaHuii. (Hanpumep, NpuoXnTe TemaTuieckme
nccnefoBaHusa U GOTO U3 pasHbIX CTPaH B NpeablayLiune rofbl)

Ecnn y Bac ecTb Kakne-nnmbo NnyHble KOHTaKTbl C KEM-TO, KTO paboTaeT B 3TOM
JocTonpuMeyaTtesibHOM MecTe/3[,aHnK, yNIOMAHUTE ero UMA.

BkntouunTe cebiniky Ha rarediseaseday.org

[lo6aBbTe MeCTHble, HaLUMOHasbHble UM MexayHapoaHble doTorpadpum
npoLwbIX NeT.

HE YNYCKANTE 113 BUNLY CNEYHOLLEE:

_ C KeM Bbl CBA3bIBAIUCH

_ BkntouunTe 3aronoBoK TeMbl MUCbMA, YTOObI Bbl MOT/IM JIEFKO OTCNEeXMBaTb
MOTOK

- OTI'IpaBVIHVI 1 Bbl nocnieayrollee 3/1eKTpoHHOe NMMCbMO

_I'Ionqunm 11 Bbl OTBET

_ CocTosiHMe 3gaHns uam AgocrtonpunmMe4yaTtesibHOCTH, a TaKxXe Kakown uBeTt 6yneT
ncnonb3oBaH AJid OCBELEHUA, €ECJIUM OHO YTBEPXKAEHO
_ OTnpaBunun nu Bbl 6J'IaFO,D,apCTBeHHOG NMUCbMO MNocCse CO6bITUS.
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http://download2.rarediseaseday.org/2021/Illuminating_buildings_toolkit/Email_template/Russian_illumination_request_email_template_RDD.docx
http://download2.rarediseaseday.org/2021/Illuminating_buildings_toolkit/Email_template/Russian_illumination_request_email_template_RDD.docx
https://www.rarediseaseday.org/

