


[a ce 3ppy>xnMe 3a nopobpa Hera!

IleH Ha Petku bonectn 2014

louxkaTa 3a nyre co peTkn 6onectu e nMpoMeHaMBa. Hekou nauuneHTH
MMaaT 4OoCTarnHM 1eKOBM, AOAEKA APYTM BOOMITO HEMAAT HUKAKOB TPETMaH.
Hekoun naumeHTH ce focTa He3aBMCHM, AOoAeKa APYrv Mmaat notpeba of
MHTEH3MBHA (U3MUYKa MNOALPLWKA M COOABETHU MEAWMUMHCKM Harpasu.
Mpu>kaTa MOXe fa ce COCTOM Of, NIEKOBU, MPOM3BOAM, HAMpaBK, eKCNepTCKU
MeaMUMHCKM coBeT, U3MKanHa Tepanuja, coumjanHu ycayru, noMoLw Ha
Y/IeHOBM Ha CeMejCTBOTO M ApYyro. 3a HajroneMmoT Aen of Aeua M BO3pacHU
KOM »KMBeaT co peTka 6onecT, npuMapHaTa Hera e obesbefeHa of YNeHOBMU
Ha Haj6IMCKOTO ceMejcTBO.

HeHoT Ha Petku bonectu, 2014 ce dpokycmpa Ha Hera u rnm oxpabpysa
cuTe co peTka bonecT ga ce 34py»XKaT 3aefHo 3a nogobpa Hera.

[MauneHTUTE U ceMejcTBaTa KOU Ce YyBCTBYBaaT U30JIMPaHU of peTKocTa
Ha 6onecTta Tpeba Oa 3HaaT geka MMa noseke og 6000 pasnUUHM peTKu
6onecTtn of kKou ce 3abonerHun Hag 60 MUNMoHM nyre HM3 EBpona 1 CeBepHa
AMepuKa M yLiTe MHOFY OpYrU MUJIMOHM NyFe HU3 cBeToT. HajronemMuoT gen
o4 oBue 60necTU ce reHeTCKM, CEPUO3HU, XPOHUUHU U MHBANMAUIUPAUKM.
Cekoja 6onecT e pasnuyHa, HO TMe BAMjAaaT Ha NYreTo Ha CAMYEH HAUMH.
30py>KyBakeTo MoXe Oa MM MOMOrHe Ha ceMejcTBata M MauMeHTUTe Aa
HajoaT 3aeflHUYKM pelleHMja 3a Hera 1 ia 'y NoTCceTU AeKa He ce caMu.

MeauuMHCKUTE npodecuoHanum, MCTpaxysauuTte, dapMaLeBTCKUTe
KOMMaHUM U MONUTUYAPUTE MCTO YeCcTo Ce YyBCTBYBaaT WU30JIMPaHU BO
bopbaTa pa Hajoat u obesbenart Hera 3a peTkuTe 6onectu. McKycTBoTO
noKa)kyBa [eKa 34pY>XYBatbeTO Ha paceaHOTO 3HaeHe U pecypcu 3a nyre
KOM >XXMBeaT Cco peTkM bonecTun e HajedrKaceH U HajedPeKTUBEH HaUMH 3a
Mob6UIM3Upatbe Ha Hera 3a NauMeHTH U ceMejCcTBa Ha KOW UM e noTpebHa U
KOM ja 3acny>KyBaaT.



Bo EBpona 1MMa Hekosnky 061acT BO KOM MPMCTANOT KOH Hera 3a peTku
bonecTtu Hanpepnysa:

e Mopgenupare Ha perynatMeu 3a noaobpyBarbe Ha MpwucTan go
MeaMUMHCKM MPOoAYKTH 3a peTku bonecTtu

e MpeHTudurKyBame U NnogobpyBare Ha MPUCTan A0 CheuujannuupaHm
coumjanHu ycnyru 3a peTku bonectu

e LleHTpn Ha EkcnepTusa 1 EBponcka PedepeHTHa Mpexa

e HauuoHanHuW nnaHoBM 3a peTkm 6onecTu 3a 3eMjuTe Bo EBponckaTta
YHuja v HagBOp o4 Hea

Temata 3a 2014 rogvHa ru akuUeHTUMpa pasfMKMTE BO Hera Ha peTkuTe
bonectM W ja npeTcTaByBa YyHMBep3anHaTa notpeba 3a nauueHTUTe
M ceMejcTBaTa HM3 cBeTOT. 3acTanyBakbe M Nlobuparbe Ha JIOKanHO W
HaUMOHaNHO HMBO 3a nopobpyBarbe Ha >KMBOTOT Ha JyreTo CO pPeTKM
H6onecTn M HUBHUTE CeMejcTBa € NOTPebHO U Toa Ha MHOTY Pa3NUYHK HUMBOA.

MHTepHauuoHanHaTa MepCcrneKkTMBa € MUCTO TakKa CYLWTMHCKA 3a ga ce
MCrpaTU CUHa Nopaka Ha HaAeXX A0 MUIMOHM NAaLMEHTHU CO PeTKU bonecTm
M HMBHUTE CeMejcTBa HM3 CBETOT KOM MOXe Aa ja cpylaT u3onauujaTa
HU3 LKMPOKO pacrnpocTpaHeTa, obeguHeTa MHTEpHaLUMOHaNIHa Mpexa
Ha conupapHocT. OBaa roguHa [eHot Ha Petku Bonectn He oxpabpysa
Ja MpoJo/kuMe Aa M3HaorfamMe HauyMHW 3a 3aefdHWYKa copaboTka 3a
OBO3MOXXYBatbe Ha pa3/IMYHM BUAOBM Ha Hera Koja UM e noTpebHa Ha nyreto
KOM XXM1BeaT co peTka HoecT.

OA CE 31PY;KUME 3AE/THO,

3A IIOJOBPA HETA!

PeTkute bonectu kako

Mpuopuret Bo JaBHO 3apaBje

O6jaseHo og EYPOPOWNC, Hoemepu, 2005
LLito e petka 6onecTt?

1. KoHuenToT Ha 6onecT

leHepanHaTa AeduHULMja 3a BonecT e cregHaTa: 6osecT e HapyLlyBatbe
Ha 34paBjeTo UM cocTojba Ha abHopManHo dyHKUMOoHMpatkel. bonecTa e
naTosiolliKa cocTojba Ha Aes, opraH MM CUCTEM Ha OpraHM Koja e mocneauua
Ha Pa3/IMYHU NPUYUHM, KaKO MHDEKLUMja, reHeTCKM aedeKT, Mau cTpec of
OKOJIMHATa M Cce KapaKTepu3mpa Co MaeHTUUKYBaHa rpymna Ha 3HaLUM Uim
CUMMTOMMZ.

MauueHTOT Ke ce meduHupa cebe cu Kako 3aboneH og 6onecTt unm
3abonyBarbe. Bo 0BoOj foKyMeHT ce KopmcTh 36opoT ,,6onect.

2. KoHuenToT Ha peTKkocT
2.1. Petukoclia Hu3 6pojku

,PeTka 6bonecT e bonect KOJa ce cnyyyBa co Mana d:)peKBeHu,MJa WU peTKo
BO reHepa/sHaTa nonynau,vua 3a ga ce cMeTa 3a peTKa, ceKkoja cneu,wcbqua
6onecT He MoXke Oa B/Mjae Ha NoBeKe of AafeH orpaHuMyeH 6poj Ha nyre
o4 uenocHaTa nonynaumja, geduHupaHa Bo EBpona kako momanky opg
1 Ha 2000 rparaHu (Perynatmea Ha Esponcka Komucuja 3a MeguUMHCKM
npomnssoau 3a peTku 6onectn). OBaa 6pojka MCTO Taka MOXKe [a Ce UCKarXKe
n kako 500 nauueHTU co peTkm 6onectu Ha 1 MunumoH rparanu. Jogeka 1
opn 2000 u3rnena Manky, Bo BKyrnHaTa nonynauuja o 459 MUAMOHM rparaHm
OBa MoXe fa 3Haum geka 230 000 nHgmemaym ce 3aboneHu of cekoja peTka
bonecT 3acebHo. BaxkHo e ga ce akueHTMpa Aeka OpojoT Ha MauMeHTH
co peTku bonecTu Bapupa 3HaumTenHo on 6onect Ao 6onect u crnopep
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CcTaTUCTMKATA, MHOTY Nyfe ce 3aboneHu of ywTe nopeTkn 6onecTtu, og Kou
ce 3abonenu 1 Ha 100 000 nyre unum nomanky. MHory petku 6onectu Bnuvjaat
caMo Ha unjagHULM, CTOTULM UMM AYy3MHa NauMeHTu. Tue ,MHOry peTKu
bonectu* npaBaT NauueHTUTE U HUBHUTE CeMejcTBa Aa ce JYyBCTByBaaT
M30/IMPaHO U PaHMBO.

M nokpaj peTkocTa Ha cekoja of, peTkmMTe HonecTu, cekorall jaBHocTa e
M3HeHageHa Kora OTKpMBa AeKa cnopef npoLleHkaTa, ,,okony 30 MUIMOHMU
nyfe o 25 EY 3eMju, nmaat petka 6onect*?, wTo 3Haum geka 6-8% on
BKynHaTta EY nonynauuja ce mauneHTn co peTku bonectu. Oeaa 6pojka
€ eKBMBAaNeHTHa Ha BKynHaTa nonynauuvja Ha XonaHguja, benruvja un
Jlykcembypr.

UnTtmpajku ja Ctyomjata 3a Petkn Bonecun 3a ,M3BewTajot Ha CBeTckaTa
3ppascTtBeHa OpraHusauuja 3a NpUopUTETHU NekoBmM 3a Eepona n CeetoT
— 7 OkTomepu, 2004Ta rogmHa: ,HakanocTt, ennMaeMMONoOLWKUTE NoaaToLm
KOW ce [OCTanHM He ce aJeKBaTHM 3a MoBeKeTo peTKM BonecTu 3a ga ce
ob6e3bepnaT UBPCTU AeTanu 3a 6POjoT Ha NaUMeHTU co creundUudHa peTKa
6onect. leHepanHo nyreto co peTka Honect He ce perucTpMpaHu BO
natabasmte. MHory peTku 601ecTm ce cyMmpaaT Kako ,,APYrv eHAOKPUHU U
MeTabonunukmnsabonyBama“mMKakonocnegmuaHaToa, COHEKOKY UCKIYUYOLM,
TEWKO e fa ce perMcTpupaar nyre co peTtka 6onecT Ha HauMoHaNHa MK
MHTEepHaLUMOHaNHa OCHOBA, M Ha coodBeTeH, XapMOHM3MpaH HauuH“. Bo
CNy4YajoT Ha pPeTKUTe PaKoBM, MHOTY pPerucTpm He nybMKyBaaT OOBOJIHO
noaaTouM KOW I NMpuKaxkyBaaT AeTasiHO BpojKMTe Ha peTKUTe TYMOpPU Mo
TMM, MaKO OBaa MHPOpPMaLMja MOXKe [ia e leCHO AocTarnHa NpeKy NaToNoWKM
MCMUTYBakba UM 0 TKMBO OTCPAHETo NMpwu onepaumja.

Cekoj oA Hac, CTaTUCTUYKK, € HOCUTeN Ha 6 00 8 reHeTCKM abHOpPManNHoCTH,
KOM He ceKorall ce peuecuMBHM MNpu TpaHcMucuja. OBue abHOPMANHOCTH
reHepasiHO HeMaaT HWKaKBM MocfeduuM, HO ako OBe MHAMBMOYM KOM ja
HOCaT UcTaTa crneumdmryHa reHeTcka abHOpPMaNHOCT MMaaT Aela, MoXxe aa
ce Cnyuu geuata Aa MMaaT peTko 3abonysatrse.

3 Background Paper on Orphan Diseases for the “WHQO Report on Priority Medicines for
Europe and the World” - 7 October 2004

2.2. [Mapagokcolu Ha peluikociua

[opecnoMeHaTUTe BPOjKKM MoOKa)kyBaaT AeKa MaKo ,6onecTtute ce peTKu,
naumeHTMTe co peTkM bonecTu ce MHory". 3aToa ,He e HeBoobM4UaeHo aa ce
MMa peTka 6onect”,

McTo Taka He e HeBoobMuaeHo ,peTkaTa 6onecT ga Bnvjae Ha HeKoj",
bunaejku LenoTo cemMejCTBO Ha efeH MauMeHT e nopg B/MjaHMe Ha peTKaTa
fonecT Ha efleH UM Ha APYr HauUMH: BO OBOj CMMCOJN ,,peTKO" e Ja ce Hajae
CeMejCTBO Kafe HUKO] — BKNYYYyBajKM MM 1 NpeTumnTe — He 6un nog BnunjaHue
Ha peTKa (UM ,,Heno3HaTa", ,HeobjacHuMBa", ,uyaHa") bonecrT.

EnHa Majka Benu:

»Ha eo3pacil og 5, Camjyen bewe gujazHocuuyupaH co pelika meliabouyHa
6oneciu. M Glocne 3 ZoguHu og Hezoeallia cMpll, HUe cMe ce yulilie cemejclliso
co peltika 6onectu: Ollikpue geka jac uam cumdiiomu Uoep3aHU co ¢hakitio
geKka cym Hocuillen, mMojolti bpak ce pacliagHa dopagu clipecoll og 3azybaiia
Ha gellieltio u Mojallia Kepka He bewe 8o coclliojbéa ga gu tonoxu ucluiuulte
co gobpa oueHka Oopagu azallia og 3agyballia Ha domanuoli 6pall u
3aMUHyearelllo Ha Walukoo”,

3. PasnuMuHoCT 1 XeTeporeHocT Ha peTku 6onectun

O MegMuUMHCKa MepcrneKkTuBa, peTkuTe HonecTn ce KapakTepusmpaaT
co roneM 6poj 1 WMPOKa pasHOBMAOHOCT Ha 3abonyBara U CUMMATOMU KOMU
BapupaarT He caMo of 6onecT go 6onecT, TYKY 1 Bo caMaTa bonecT. McTaTa
cocToj6a Mo)Ke fla UMa MHOTY Pa3IMYHU KITMHMYKM MaHMdecTaumMmn o eaHa
00 ApYyra IMYHOCT. 3a MHOry 3abofyBata MMa LUMPOKA Pa3HOMMKOCT Ha Moj-
TUNOBU Ha nctaTta bonecrt. Ce npoLeHyBa fieka feHec nocTojat of 5000 go
7000 pa3nuuHu peTkM BonecTH, Kou BAujaat Ha PU3MUKUTE CNOCOBHOCTH,
MeHTa/IHUTe CNocobHOCTU, OAHECYBAHETO U CETUTHMTE KarnauuTeTu. MHory
3abonyBatba MO)Ke @ KOersmMcTMpaaT BO e[iHa JIMYHOCT, U OBa ce AeduHUpa
KaKo Mosfin-xeHauKen.

PeTkute 6onect MCTO Taka ce pas3/iMKyBaaT LIMPOKO BO OQHOC Ha
CepPMO3HOCT, HO BO MPOCEK XMBOTHMOT BEK Ha MaLMeHTHTe co peTku bonectun
€ 3HayajaHo HaManeH. BnnjaHMeTo Ha XXMBOTHMOT BEK Bapupa MHOrYy of
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efHa o apyra 6onecT; HeKoM NpeausBUKYyBaaT CMPT MpU paratbe, MHOTY
O, HMB Ce flereHepaTUBHM UMK XXMBOTO-3arpo3yBaYKku, [oAeKa Nak Apyru ce
KOMMaTUBUNHU CO HOPMasleH XXMBOT aKo Ce AMjarHOCTMLMPaaT Ha BpeMe u
aKo ce MeHallMpaaT M TpeTupaaT COOOBETHO.

80% on peTkuTe 6onectm MMaaT MOEHTUPUKYBAHO FTEHETCKO MOTeKno,
BKIYYYBajKM efieH of, HEKOSNIKY FeHM MM XPOMO3OMCKM abHOpPManHOCTM.
Tue MoyKe Oa ce HacfnegaT WM Aa ce M3BeaaT of FreHcKa MyTauuja UM of
XpoMo3oMcka abHopManHocT. Tue 3adpakaat noMery 3% 0o 4% o pararaTa.
Opyrn petkn 6onectm ce npegmsBMKaHM of MHpeKkuun (6akTepucKm
MU BUPYCHM), UAW aneprum, WUAM Mnak ce AO0/HKAT Ha [AereHepaTMBHM,
nponudepanHU MM TepaTOreHCKM (XeMUCKM, paguvjaumm M CAUYHO)
npuumHn. Hekon petkm 6onecTu ce npeamsBuMKaHM of, KoMbuHaLMja Ha
reHeTcku 1 dpaKTopm of oKonmHaTta. Ho, 3a nosekeTo oa peTkuTe 6onecTy,
€TUONOLIKUTE MEeXaHU3MM ce Cé YLITe Herno3HaTK Nopaau HeAoCTaToOK Ha
MCTpaXKyBatse 3a Aa ce Hajae husmno-naTonorujata Ha 6onecTa.

McTo Taka MMa rosiemMa pasHoONIMKOCT BO OAHOC Ha BO3pacTa Mpu Koja ce
nojaByBaaT MnpemMTe cuMNToMu. CUMNTOMMUTE Ha MHOTY peTku BonecTu ce
nojaByBaaT Npu pararbe UM BO paHO AeTCTBO, BKNyYyBajkM M MHdaHTMNHA
CnuHanHa MyckynHa Atpodumja, Heypodmbpomatosmc, OcTeoreHesmc
MMnepdekta, Per CuHAPOM M MHOry MeTabonmuku 6onectm Kako
Xypnep, XaHtep, CaHdwununno, Mykononucaxapupgosa Tun 2, Kpabe,
XoHapopaucnnasmja. Bo Hekou cnyyaun, NnpeuTe CMMNTOMK Ha oBUe BonecTu
MOXKe [a ce c/ydaT 3a BpeMe Ha [eTCTBOTO, HO Toa He MpeBeHupa Mojaea
Ha MHOrYy TMOCEPMO3HU CUMMTOMM BO MOAO3HEXHM pasu of >KUBOTOT.
Opyru petkn 6onectu, kKako XaHTUHIToH, CnuHouepebpanHa ATakcuja,
AmuotpodumuHa NaTtepanHa Ckneposa, Kanocu CapkoMa 1 TMpoMaeH pak,
ce cneumcmyHM 3a Bo3pacHU nyre. [logeka MHory 6onectu npeansBuKyBaaT
nojaBa Ha CMMMTOMM BO pPAaHO [OeTCTBO, OBME CMMMTOMM MoAOLHa ce
nedurHMpaaT co cneymduruHa peTka AujarHosa, WTo HeKoral Moxke fda e
npoLec Koj Tpae Co rogmHu.

McTo Taka Tpeba Oa ce akLeHTUpa AeKa penlaTMBHO PeTKM COCTojbun Moxe
[Oa cKpujaT oapeaeHu peTkm 6onectu, Kako ayTmsam (Bo PeT cuHaopoM, Auiep

Cungpom tmn 2, Cotoc Uepebpanen lMraHtMsam, AHrenmad, BospacHa
®eHunkeToHypuja, CaHdununo ... Junu Enunencuja (lWokep CuHapoma,
®eureHbaym beprepoH PuuapgcoH cuHgpoM, [dpasetr CuHgpoM ...). 3a
MHOFY COCTOjOM OMuLIaHW BO MMHATOTO KaKO K/IMHWYKUK, Ha MpuUMep Kako
MeHTanHa geduunjeHumja, uepebpanHa napanusa, ayTmsam UM ncMmxosa,
reHeTCKO MOTEKJ/IO Cera ce UCTpPakyBa UMM € BeKe onuwaHo. BcylwHocT,
peTkaTa 6onecT MoXe [a ce MacKupaHa oA ApYyru cocTojbu, Kou Moxe Aa
BOOAT KOH MorpeLllHa gMjarHosa.

4. 3aeHUUYKM KapaKTepUCTMUKMU Ha peTKuTe 6onectn

7 r|0Kpaj roneMaTta pPa3HOBMOHOCT, PETKUTE 6onectn mMMaat HEKOJKY
rnaBHM 3aeHUYKN KapPaKTEPUCTUKN KaKO:

(] PeTkute 6onecTtu ce Cepno3HM 0O MHOTY CeEPMNO3HUN, XPOHNYHHA, HECTO
pgereHepatmBHU U XXMBOTO-3arpo3yBayku;

e [louyeTokoT Ha 6onecTta ce cnydyBa BO paHo agetcTBo Bo 50% opn
peTkuTe 6onectu.

e MHBanMaousMpauku: KBANMUTETOT HA XXMBOT Ha MALMEHTU CO PeTKM
6onecTn e 4eCcTo KOMMPOMMUTUPAH Oof HeAOoCTaTOK unM 3aryba Ha
aBTOHOMMUM]a;

e Bwucok npar Ha 6onkKa, BO 0JHOC Ha MCMXONOLLKM Toap: CTpaaateTo
Ha NauMeHTH co peTkmn 60N1eCcTH U HUBHMTE CEMEjCTBA € OTEXHATO CO
MCUXOMNOLLKM OYaj, HeJOCTAaTOK Ha TepaneBTCKa HageXX U OTCYCTBO
Ha NpaKTM4YHa NoAApLUIKA BO CEKOjAHEBHMOT XXUBOT;

e Heusneunusm 6onectu, HajuecTo 6e3 edpeKTMBEH TPeTMaH. Bo Hekou
c/flyyau, CUMMTOMMTE MOXKe fda ce TpeTupaaT 3a Ada ro nogobpar
KBASIMTETOT Ha XMBOT M Aa o NPOAONXKAT XXMBOTHMOT BEK;

(] PeTtkute 6onectun ce MHOI'Yy TeWKWM 3a MeHalLlnpahke: CeMjeCTBaTa
ce coo4yBaaT CO OrpoOMHM MOTEWKOTNKN BO Haorarke Ha afeKkBaTeH
TPpeTMaH.



5. PasjacHyBate Ha HeKOM MOBpP3aHM KOHLeNTU: peTku 6bonecty,
3anoctaBeHu 6onectu, cupaum bonecTtu, neKoBu cupaum

He e HeBoob6bMuaeHo Oa ce HajaaT AOKYMETHM M nybnMKaumu BO KoM
KOHLEeNTUTe 3a peTkn 6onecTtu, 3anocTaBeHM BonecTu, IEKOBU cUpauMm U
6onecTu cupaum, He ce jacHo AedMHUPAHU U Ce KOPUCTAT KaKO UCTOBETHM
kKoHuenTu. OBaa cuTyaumja AoBede A0 NorpellHa nepuenumja 1 3abyHa Bo
O[IHOC Ha TOa KOH LLITO MPeLMn3HO CeKoj o, 0BMe KOHLIeNnTU pedepmrpa u/mnm
LUTO BO peasIHOCT NMOKPUBA KaKO KOHLEMT.

5.1. Pettiku 6boneciuu

Kako npBo, peTkmnte 605ectn ce KapakTepm3mpaaT CO HMCKA NpeBaneHua
(nomanky og 1 Ha 2000) 1 xeTeporeHocT. Tue BAMjaaT Ha Aela W BO3pacHM
Hacekage BO cBeToT. [lopaau Toa WTO MNauMeHTUTe co peTku bonecTtu
ce MafUMHCTBO, MMa HeOoCTaTOK Ha jaBHa cBecT; oBMe 605ecTM He
npeTcTaByBaaT NMPUOPUTET BO jaBHO 34paBje, U MMa MaNKy UCTpPa)KyBame.
[Ma3apoT e TONKY TeceH 3a cekoja 6onecT, WTo hpapMaL,eBTCKaTa MHAYCTPMja
e pesepBMpaHa Npu MHBECTUpPaHE BO MCTPAXKyBake M Pa3Boj Ha TpeTMaHM
3a peTkn bonecTtu. 3aToa MMa noTpeba of eKOHOMCKA perynaTuBa, Kako
HaLMOHAIHM OfleCHyBatba, KaKo LUTO Ce OBO3MO)KeHM Bo PerynaTuBaTa Ha
EsponckaTta KoMucuja 3a Jlekosu Cupaum.

5.2. BaltioctiaseHu 6osneciiu

3anocTtaBeHuTe 6o0nectM ce BoobuuyaHeu, npeHocsmBu 6onecTtn Kowu
HajyecTo Ce NojaByBaaT Kaj NaLMeHTU BO 3eMju BO pa3Boj. [lopagu Toa TMe He
Ce jaBeH NpPMOpPUTET BO 34PABCTBO BO MHAYCTPUjaNU3MPaAHUTE 3EMjU, U UMA
ManKy MCTpa)kyBare 3@ HMB. TWe ce ,3amnocTtaBeHM” of cphapMaLeBTCKaTa
MHAOYCTpUja bUaejkM ro rnepaat Toj nasap Kako HenpoduTabuneH. MUma
notpeba o4 €KOHOMCKAa perynatmMBa M anTepHAaTUBHM MPUCTanM BO OBa
none 3a fa ce Kpeupaar oflecHyBakba CO Liefl CTUMYynaLmja Ha UCTParkyBame
M pa3Boj Ha TpeTMaHM 3a 6opba NpPoTUB 3anocTaBeHMTe HoNecTn, Kom ce
npeBasieHTHU BO 3eMjuUTe BO pa3Boj. 3aToa, 3anocTaBeHUTe 6onecTm He ce
peTkn 6onecTu.

5.3. bonectuu Cupayu

Bonectn cupauum rm ondakaaT U peTKute OGonectu M 3arnocTaBeHUTe
6onectu. Tue ce ,cupaun” BO 0AHOC Ha POKYC Ha MCTpakKyBare 1 MHTepec
Ha nasapoT, Kako M BO OAHOC Ha jaBHW MPUOPUTETH BO 34PaBCTBO.

3.4 Jlekosy Cupauyu

JlekoBu Cupaumnce MeauMHCKM MPOM3BOAM HAaMeHeTW 3a [OMjarHosa,
npeBeHuUMja uanM TpeTMaH Ha peTku 6onectr. OBMe NEKOBU Ce HapeyeHU
,CHMpaLUun“ nopaamn Toa LWTO NMPM HOPMasHW YEI0BM Ha MasapoT He ce KOCT-
edeKTUBHU 3a hapMalleBTCKaTa MHAPYCTPUWja Aa T pa3BUBa U AUCTPMOYMpa
Ha nasapoT, buaejkM ce HaMeHeTU caMo 3a Man 6poj Ha MaLMeHTU Kowu
cTpagaaTof peTku cocTojbu. [lekoBmTe pasbueHm 3a 0BojHenpodmuTabuneH
nasap He 61 6une PUHAHCUCKIM OOPXKITMBU 38 MPOU3BEOYBAYOT KOj FO AP>XKM
nateHToT. 3a dpapMaLEBTCKMTE KOMMaHWKU, TpOLWOLUMTE 3a AOHeCyBatbe Ha
MeaMLMHCKM MPOU3BO/I 3a peTKM 6oniecTu Ha na3apor, He bune noBpaTeHmn og,
oueKyBaHaTa npofaxba Ha npoussoaoT. [opaan oBaa NpuUMHa, BlaguTe u
OpraHmMsaLuuTe Ha NMaLMeHTU co peTkMn bonecTtu, ja akeHTHMpaa notpebara
O[1 EKOHOMCKM OJfIeCHYBakba 3a [1a 1 oxpabpaT papMaLLeBTCKMTE KOMMaHMM
[la pa3BMBaaT M NpPoM3BeAyBaaT NIEKOBM HAMEHETH 3a NMaumeHTUTE CO PeTKU
bonecTu.
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XXuBoT co peTtka 6onecr:

UCTU NMOTELLUKOTUU — PA3JTUYHHU ocobeHocTH

OcBeH pa3sHOBMOHOCTa Ha 6OJ'IeCTl/ITe, naumneHTmnTe COo PeETKU bonectu u
HUBHUTE CeMejCTBa ce CnpoTncTtaBeHM CO UCTOT LUMPOK paHI Ha MOTELWWKOTMN
KO NOoTeKHYyBaaT OUPEKTHO o4 peTKOCTa Ha OBMe NaToJ1Iornu:

e HepocTaTok Ha mMpucTan OO TOYHA AMjarHosa: NepuMoaoT rnomery
rnojaBa Ha MpPBMTE CMMMNTOMM U COOABETHATa AMjarHo3a BKJydyBa
HenpudaTIMBU MU BUCOKO-PU3MYHM OANOXYBata, KAKO M MorpellHa
OMjarHo3a Koja BOAM KOH MOrpeLlHM TPpeTMaHu: NaBUPUHT Ha npega-
OMjarHoCTULMpPatbe;

e HepocTatok Ha MHJOpMaumMmM: 3a caMaTa HonecT U 3a Toa Kaae aa
ce Hajae MoMoLL, BKYy4YyBajKM M HEeAOCTAaTOK Ha pedepuparbe KOH
KBanMdUKyBaHu NnpodecroHanuu;

e HepocTaToK Ha Hay4YHO 3HaeHe: OBa pe3y/TMpa BO NOTELKOTHUM NpK
pa3BOj Ha TepaneBTCKM anatku, Bo AedMHMpatbe Ha TepaneBTCKa
cTpaTervja M HegoOCTaTOK Ha TepaneBTCKM NPOU3BOAU, MeaULMHCKM
NpomM3BOAM U COOABETHM MeAULIMHCKMU Hamnpasu;

e CouujanHu nocnegmum: petkaTta 6onect Bnujae Bo cuTe obnacTu
Ha >xuBoToT, 6e3 pasnmka ganu ce paboTtu 3a yumnuuwrte, usbop Ha
uaoHa paboTa, BpeMe 3a OOMOp U ApYyXeke COo npujatenuTe, Um
adeKTMBEH XMBOT. Moxe oa goBeae 40 CTUrMaTM3auuja, Msonauumja,
eKcnysuja o onuwTecTBeHaTa 3aefHuLa, AUCKPUMMHauUMja Mpu
ocurypyBatbe (34paBCcTBEHO, MaTHO, XMMOTEKA), U YeCTO peayLmpaHm
npodecmoHa HM MOXXHOCTHM (KOra ce pefieBaHTHM);

e HepocTtaTok Ha coopgBeTHa KBanuTeTHa 34paBCTBEHA Hera:
KOMBUHMpPaHeTo Ha pasfiMdHKU cdepu Ha ekcriepTmsa notpebHu 3a
nauMeHTH co peTkn bonecTu, Kako pmsmMoTepanesT, HY TPULMOHUCT,
MCUXOSION, U C/TUYHO ... MaLUMEHTUTE MOXKE [a XMBEeaT HEKOMKY FrogMHM
BO HEW3BECHMU CUTyaLMKN 6e3 KOMMNETEeHTHO MeAULMHCKO BHUMaHWe,

BK/ydyBajKM M MHTepBeHUMM 3a pexabunurtauuja; TMe ocTaHyBaaT
MCKMyYeHU of CUCTEMOT 3a 34paBCTBEHa Hera, Aypu WM nocne
NocTaByBaeTO Ha AMjarHo3ara;

e BucokunTpowoum 3a HeKoNKyTe NOCTOEUKM NEKOBU M HEra: AOAATHUTE
TpowoumM Ha crpaByBake co 6onecTa, BO OAHOC Ha YOBEYUKM U
TeXHWUKM pecypcH, KOMOUMHMPAHO CO HeAOCTAaTOK Ha couMjanHu
6eHedpUTU U pedyHOUpare, NpeaM3BMKyBaaT OCMpOMaLllyBame
Ha CeMejcTBOTO M ApaMaTUUHO ja 3rofieMyBaaT HeeJHaKBOCTa Ha
npucTan Ao Hera 3a nauueHTUTe co peTkun bonecTy;

e HeepHakBOCTM Ha MpucTan OO TPeTMaH WM Hera: MHOBATUBHMTE
TpeTMaHW ce 4ecTo HeedHAKBO nMpucTanHu Bo EY, nopagu
OA/I0XKYBakba BO oapeyBarbe Ha LleHa UM o4 TyKM 3@ pedyHAuparbe,
HeoCTaTOK Ha MCKYCTBO BO TpeTupare Ha peTku bHonectn opf
CcTpaHa Ha JoKTopuTe (HeAOBO/THO AOKTOPM BKJTyUYEHWU BO KIIMHUUKMK
CTyAMM 3a peTKM 6onecTu), M OTCYCTBO Ha KOHCEH3YC 3a npernopaku
3a TpeTMaH.

MpBaTta 6opba co Koja MauMeHTMTE M ceMejcTBaTa Ce coodyBaaT e
BOCMOCTaBYyBathe Ha AMjarHo3a: YecTo Taa € efiHa of HajoyajHuTe 6opbM.
OBaa 6bopba ce noBToOpyBa BO ceKoja HoBa hasa Ha eBoflyMpayvka Wau
JereHepaTuMBHa peTka 6onecT. HegocTaTokoT Ha 3Haewe Ha peTkaTa
naTosiornja YecTo ro cTaBa XMBOTOT Ha MALMEHTOT BO PU3UK M pe3ynTupa
Co orpoMHa 3aryb6a: 6esuenHM oAOJI0XKYyBatba, MHOLWTBO Ha MeaMUMHCKMK
KOHCYNTaUuM M JIEKOBM U TPETMAaHM KOM He Ce COOABEeTHM, a HeKoraul
ce U wTeTHU. NMopalm Toa WTO MHOTY Masfiky ce 3Hae 3a MOBEKeTO peTKMu
6onecTtu, TOYHa AMjarHo3a HajuecTo ce NPaBu AOoLHA, KOra NayMeHToT BeKke
ce TpeTuMpas — 3a BpeMe Ha MHOTYy Meceuu MM roauHu — 3a gpyra noseke
yecTa 6bonect. YecTo, caMo HeKOM of CMMMNTOMUTE ce Mpero3HaBaaT U ce
TpeTupaar.

Uctpaxysatbe oa Eypopauc (EurordisCare2)* dokycuMpaHo Ha
OfNOXYyBaka Ha OMjarHosa 3a peTku 6onectu, nokaxa Aeka 3a Exnep

4 More information about the EurordisCare 2 survey can be found on the following websites:
http://www.eurordis.org and http://www.rare-luxembourg2005.org/




HaHonc CuHpgpoM, 1 on 4 naumeHTH Yyekan noeeke og 30 roguHu npepq aa
nobue TouHa gMjarHosa.

40% o4 NauueHTUTEe KoM ydecTBYBaa BO MCTPaXKyBarbeTo MMaa MorpeLlHa
OujarHosa npepg ga MM ce BOCMOCTaBM ToYHaTa gMjarHosa. Mery HuB:

e 1opa 6 6elwe noanoXeH Ha onepaumMja Nopaam NorpellHa AnjarHosa;

e 1 on 10 6elwe Noano)eH Ha MCUMXOMOLLKM TpeTMaH 6asupaHo Ha
rnorpelHa gujarHosa.

MocneouumTe of YeKareTo Ha AMjarHO3a ce TparMyHu:
e [lpyru neua poaeHu co ncta bonecr;

. HeCOO,EI,BeTHO ogHecyBakhe MHecoogBeTHa nogapLlKa o YieHOBUTe
Ha CeMejCTBOTO;

e KnMHMUKO BRolWyBatbe Ha 3[4paBjeTo Ha MaUMeHTOT BO CMMCNA Ha
MHTeNeKTyasiHa, MCUXOosolWKa M M3nUKa cocTojba, Koe HeKoralu
BOOM U 00O CMPT Ha NMauMeHToT;

e 3aryba Ha goBep6a BO 34paBCTBEHMOT CUCTEM.

Bo oTcycTBO Ha ToyHa gujarHo3a, MTHaTa MOMOLU He e BO Mo3uuuja da
ro TpeTupa MauMeHTOT COOABETHO, OAHOCHO rnaBobofika MoXe fAa ce
TpeTMpa Kako MUrpeHa BO HEBPOJIOWKO oAdefleHMe Ha MTHaTa MoMoll,
[oAeKa Mak Mo3o4YeH TYMOp € BCYLUHCOT BUCTMHCKaTa npuymHa 3a 6ornka.
Bes gujarHosa, kora nauMeHTOT e AeTe, CEMEjCTBOTO Ce YyBCTBYBa BUHOBHO
buaejku pgeTteto ce ,,04HecyBa 4ygHO" M He e HOpMasHO BO OAHOC Ha
MeHTasNeH U NCMxo-MoTopeH pa3Boj. CuTe abHOPMaNHU HaBMKKU Ha jafetbe,
KOW ce NpuApY>XeHU of MHOry peTku 6onecTu, YecTo CTaHyBaaT BMHA Ha
MajKaTa, Npeau3BMKyBajKM BUHA M HecUrypHoOCT. Hepasbupatbe, aenpecuja,
M3onaumja U BOSHEMUPEHOCT Ce UHTPU3UUEH AeN Of, CeKOjAHEBHMUOT XXMBOT
Ha MHOTYy poauTenu Ha feTe co peTka bonecTt, ocobeHo Bo asa Ha npepa-
OvjarHocTuumpatbse.

Ll,eJ'IOTO CeMejCTBO Ha MNMaumMeHT CO peTKa 6OJ'IeCT, 6es pa3nnkKa pann e
nerte uan Bo3paceH, e nong anjaHme Ha 6onecTta Ha cakaHMWOT U CTaHyBa

MapruHanM3MpaHo: TMCUXOMOLWKMK, COUMjaNHO, KYNTYPHO U EKOHOMCKM
paHnueo. Bo MHory cnyuaum, parareTo Ha AeTe co peTka 6oeccT e npMynHa
3a pasBog.

LOpyr KnydeH MOMEHT 3a MauMeHTUTe Co peTKn 6onectn e oTKPMBaHETOo
Ha OMjarHosaTa: M MOKpaj HanpenoKoT HanpaBeH HU3 MUHATUTE OeceTuHa
rogMHu, omMjarHosarta Ha peTkaTa 601ecT MHOry 4ecTo /IOLO Ce COOMLLUTYBA.
MHory naumeHTM M HMBHMUTE CeMejcTBa OMMuLIyBaaT Kako MM e pgajeHa
OMjarHo3aTa Ha He4yyBCTBUTesNIeH M HenHdopMaTUBEH HauMH. [MpobnemoT
€ yecT nomery MeaumuUMHCKUTE npodpecMoHanuM, KoM 4ecTo He ce HU
opraHusmMpaHm HM obydeHn 3a gobpa MpaKkTMKa MPU COOMLUTYBae Ha
OujarHosa.

[o 50% op naumeHTUTe cTpagane o cnabu unu HenpudaTaMBU YCNOBMU
Ha OTKpuBare Ha AujarHosa. 3a usberHaT coonwTyBare Ha AMjarHosa
nvue BO Nuue, [OKTOPUTE YecTOo ja CoonwTyBaaT AMjarHosaTa no TenedoH,
HanMcMeHo — co unu 6e3 objacHyBawe - WKW CTOjaT BO KOPUAOPOT Ha
6onHuuaTa. ObydeHu NpodecuoHanLm 3a coonwyBame Ha AujarHosa 6u
usberHane HaHecyBatbe Ha BakKBa AOMONHWUTENHA WU HemnoTpebHa 6Honka
KOH BeKe HarmaTeHWTe MauueHTUM U ceMejcTBa. [loHaTaMmolHa obyka
3a ,COOMLUTYaBHE Ha JIOWM BeCTU” Ha MauMeHTUTE e BakKeH acreKkT Ha
MeOULMHCKU TPEHUHT.

EneH TaTKo packaxysa:

.Koéa olliugoe ga ja semam mojallia egHoZoguwHa Kepka og 6osHuyalua,
olUKaKo Mopas ga ja ocuasam MHOZy epeme 3a Wecliuparbe u uctuiuysarse,
go3HeMupeHo 2o Upawae degujalliapoli og wilio e 6onHO Mmoelio gelle.
Zokiopolli He Me Hu lioénegHa 8o o4u U bp3ajku HU3 XogHUKol, ussuka - Osa
6ebe, logobpo ga 2o hpauw, U ga 3emew Hogo gele.”

Kou 1 pa ce ycnosmTe 3a coonuwyBame, AnjarHo3aTa Ha peTka 6onecTt 3Hauu
[eKa XXMBOToT e cobopeH. 3a fa MM ce MOMOrHe a ce cooYaT Co MaHMHaTa U
fa ro usberHat paspyLlyBareTo Ha HUBHMOT CBET, Ha NauUeHTUTe COo peTKa
6onecT U HMBHUTE ceMejcTBa MM e noTpebHa ncuxonowka nomow. Cekoja
MajKa M CEKOj TaTKO 3Hae KOJIKY MHOTY FPUXM M HafEeXM ce BKIYYEHU BO
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MMareTo Ha geTe. Ho, wto 3Haum ga ce 6uae AMjarHOCTULMPAH — MM Oa
ce MMa feTe Koe e AMjarHOCTUMLMpPaHO — co peTKa bonecT, He Mo)e Aa ce
objacHu.

360poBUM Ha poamTenu:

,Cullle poguiliesiu ce Zpuxxalll 3a ugHuUHala Ha HusHullle geya. Koza umaile
gellie Koe e gnaboko u loeeKekpalliHo gucabunulliupaHo, osue ZpUXKu ce MHOZy
pas/IUYHU U 0g 0ZpoMHU Upolopyuu. MgHUHallia e onky obecxpabpyeayka u
clupawHa wito yecllio cemejciisailia usbupaaill ga )xueealli geH o geH. [la ce
pasmucsyea 3a ugHuHalla e dpemHozy 60/1Ho.”

CBepoLUTBO:

Koéa Llejk 6ewe gujazHocliuyupaH co 08aa cepuo3Ha XXueolio-3azpo3yeayKa
MeluabonuyHa b6onecli Ha UpHuolll gpob Hawullie Hagexxu u coHuwdllia 3a
HeZoeallia ugHUHa 6ea ckpwieHu. Koza Ke su ce pogu tipsoilio gellie, ipsuoil CUH,
umailie coHuwtia 3a Woa Kako Ke clliaHe UpogpecuoHaneH ¢ygbasicku uzpay
usu moxxebu gokitiop. Osue coHuwlia ce 3ameHysaaill co HoeuU COHUWLA, KaKo
Hagexlia geka egeH geH Ke MOXe ga cu gojge goma og bormHuUya u Hagexa
geKa Ke »kusee goeoJIHO goizo 3a ga HU Kaxke ,Mama“ u , Talio”.

Ce pasbupa, HUBOTO Ha MOCTOEYKOTO 3Haere Bapupa MHOry nomery
~PEeTKM* U ,MHOry petkm” 6onectu. Konky ce 3Hae 3a egHa 6onect e
oApeneHo of Toa KoMKy 6p3o ce AMjarHOCTMUMPA M of KBA/IMTETOT Ha
MeOMLUMHCKO M couujanHo nokputue. [NepuenuujaTta Ha nauuHeTUTe 3a
KBa/IMTETOT Ha HMBHUOT XXMBOT € NOBEKe MOBpP3aHa CO KBANUTETOT Ha Hera
KOja UM e obe3zbefeHa, OTKONKY CO cepuo3HocTa Ha 6onecTa, MM CTeneHoT
Ha NoBp3aHM MHBanNMAuTeTU. [opadu orpaHMYEHOTO HMBO Ha 3Haere o[
CcTpaHa Ha MeAMUMHCKaTa 3aefHuuUa, MOKPUTMETO of CTpaHa Ha jaBHMWOT
3[paBCTBEH CUCTEM e reHepaslHO TOTalHO HeagekBaTHo. HepgocTtaTtokoT
Ha edeKTMBEH TpeTMaH ce AOSIKM Ha HeOoCTaTOK Ha UCTpa)kyBare U Ha
daKTOT AeKa pa3BojoT Ha NIeKOBM 3a Mafa nonynauuja He e KoMepuMjanHoO
npodputabuneH 6es eKOHOMCKM onecHyBama. Ho, Mopa ga ce akueHTUpa
TOa [jeKa MHOTy peTKn 6onecTu ce NpeHecyBaaT NpeKy pasfiIMuHM reHepaumm
M 3aToa MHBeCcTUpatbe Bo bopbaTa NpoTMB peTkUTe bonecTu aeHec MoxXKe Aa
e npocnTabunHa MHBECTMLM]a.

Bop6a 3a npusHaHue

1. Petkute 60nectu Kako peasiHoOCT

Of cyWTHMHCKO 3Hauyene e fa ce chaTth geka peTkmute HonecTu Moxe Aa
BNMjaaT Ha 6uno Koe ceMejcTBO BO buo koe BpeMe. He ce paboTu camo ,,3a
HeLIToO CTPAaLUHO WTO UM Ce C/lyJyyBa Ha Apyru nyre“. PeanHocTa e cyposa,
MOXXe [a My ce C/lyun Ha buno Koj, 6e3 pasnuka ganu Ha HeroBo/Hej3nHO
AeTe UM BO TeKOT Ha HErOBUOT/HEj3UHMOT XKXMBOT.

BcywHocT, TepMuHonorujata ,petku 6Honectu” caMo ja akueHTUpa
KapaKTepucTMKaTa Ha PEeTKOCT Ha KOMIIEKCHMOT M XeTeporeH Mo3auK Ha
npoueHetn 7000 >kKMBOTO-3arpo3yBaykmM M CEPUO3HO MHBATUAU3IUPAYKM
cocToj6u. OBaa TepMMHONOIMja, KOja ja akLeHTMPa CaMo peTKoCTa, BeaHall
CTaBa CMMpyBauKa AMCTaHLa rnomery ,KyTpuTe fiyfe Ha KOW HeLWTo TONKY
CTPaLIHO UM Ce CNyuYuno” u LIMPOKOTO MHO3MHCTBO Ha rparaHu Kou ce
UYyBCTBYBaaT 3alUTUTEHM Of HMUCKaTa MpeBasieHLa Ha peTKuTe cocTojou.
Ako oBure 6onecTn ocuuMjanHO ce Hapeyea ,y>KacHu 6onecTr Kou noseka
ro ybrBaaT BaleTo AeTe — UM Bac - U BMe cTe caMu’, WTo e NobancKy Ao
BUCTMHATA, NOCToekeTo Ha okony 30 MUIMOHM NyFe KOW OUPEKTHO ce nop,
BNMjaHMe of peTka 6onecT, NoBeKe Ke ja NoTpecelle jaBHOCTA.

3a cpeka un 6narogapeHue Ha ynopHaTa paboTa Ha opraHusauuuM Ha
nauMeHTU U poanTenu, HelwTaTa Noneka ce MeHyBaar. [lo HeogaMHa, jaBHUTE
3[PaBCTBEHMN aBTOPMUTETU U BMAAUHWU UHCTUTYLUW, MHOTY TM UFHOPUpPaa
peTkmMTe 6onectun. feHec, nako 6pojoT Ha crnieunduryHM peTkmu bonecTu
KOW Cce MO3HaTW e Cé yLITe MHOry orpaHudeH, MoXeMe Aa MnoceBeouynMme
Ha OyaereTo Ha HeKou [efloBW Of jaBHOTO MUCIIere M Kako nocneguua
Ha Toa, HEKOM aKLUMW ce MNpeB3eMaaT Of CTpaHa Ha jaBHUTE aBTOPUTETMU.
PeTkuTte 6onectu 3a Kon eqHOCTaBEH U edpeKTUBEH NMPeBEHTMBEH TPeTMaH
e JoCTarneH ce CTaBeHM Ha NIMCTa Ha CKPUHWHI, KakKo Aen of perynaTueaTta
3a jaBHO 3gpaBje. Ho, oBa He e [OBONHO, U BpeMe e jaBHUTe aBTOPUTETHU
Ja rv rnepaat peTkute 6bonectu Kako npuopuTeT Bo JaBHo 3apasje U ga



npeB3eMaT aKuMja 38 KOHKpeTHa NoadpLika Ha NauueHTUTe U ceMejcTBaTa
KoM ce coouyBaaT co peTkn bonecTtu. Kako WTo 3HaeMe, MoBeKeTo of oBue
6onecTr BKNyYyBaaT CETUIHU, MOTOPHU, MEHTAJTHWU U OU3MUKM HAPYLLYBaAba.
OBue NoTewKoTUM Moxe echeKTUBHO fa ce HaMasaT co MMMJIeMeHTauuja Ha
COOBETHMW jaBHW perynaTmeu.

Kako wTo e akueHTupaHo Bo Ctyaujata 3a Petku BonecTtun 3a M3gewTajot
Ha C30 3a [NpnoputetHU Jlekosu 3a EBpona u CeeToT, ,,M NOKpPaj pacTEUYKOTO
HMBO Ha jaBHa CBecCT 3a peTkMTe 6onecTu Bo nociegHuTe OBe AeKaaM, ce
yLiTe MMa MHOTY MPa3HUHKU BO 3HAeHEeTO NOBP3aHM CO PA3BOj Ha TPeTMaH 3a
peTkn 6onecTu. MonutudyapuTe Mopa Aa cdaTaT Aeka peTkmTe 6onectn ce
CYLUTUHCKM 34paBCcTBeH npobnem 3a okony 30 MunmoHu nyre so EY*.

CouMjanHuTe acrnekTM M UMNAMKALMKM Ha peTkMTe 6oflecT UCTO Taka
Tpeba Oa ce 3eMaT BO NpeaBma: TepUTopMjanHuTe U OUHAHCUCKUTE YCITYTH
3anoAApLliKa Ha ceMejcTBa M MaLMEHTU MOpa Aa Ce OpraHM3upaaT v pasBujaT
Ha JloOKa/lHa OCHOBA, KAaKO YC/yrM 3a OHEBHa rpuXKa, LEeHTpU 3a ogMop,
MTHa MedMUMHCKA MOMOLL, LLleHTPU 3a couMjanmsaumja 1 pexabunutaumja,
NeTHU KaMMoBM, enyKaTUMBHM Yciyru U npodecMoHaneH TPEeHMUHT.
MpobneMmTe NoBp3aHK CO ,Moc/ie Hac" — Kora OOXXMBOTEH CTapaTes Unu
poOuTesn Ha MauMeHT co peTka bonecT yMUMpa — Mopa [a ce paspellaTt U
[a UM ce NMOCBETU BHMMAHMe o4 CTpaHa Ha HauMoHanHuTe U EBponckute
nonutuyapu. CeralwiHMTe MCKYCTBa BO OBa MnoJsie Tpeba fa ce eBanympaar
M ga ce AedUHMpaaT BanUOHM OpPraHM3aLMUCKM M MeHaLIepCKU Moaenu.
Mopa fa ce akUeHTMpa AeKa npeamsBuumnTe U NnpobnemMuTe Bo penawmja co
couMjanHuTe YCNyru TpaaT Les >XMBOT 3@ efeH NauMeHT co peTka 6onecT u
CTaHyBaT TOMKY Ba>XHM LUTO MeAMLIMHCKUTE acrneKTn Ha bosecTta cTaHyBaar
BTOP NPMOPUTET MO BaXKHOCT.

2. NMoTpeba 3a nogurHyBare Ha jaBHaTa CBeCT U 3a cooABeTHa
jaBHa perynaTtuBa

MpuYHUTE Nopagn Kou peTknTe bonectn Kako uenmMHa 6ea UrHopupaHu
TONKy ponro BpeMe nopobpo ce pasbupaaT peHec. JacHo e pgeka e
HEeBO3MO)XHO [a ce pa3Bue HalMoHasHa jaBHa perynaTuBa Bo obnacT Ha
jaBHO 3apaBje 3a cekoja peTka bonecT nocebHo. Ho, rmob6anHuoT npucTan

MoXKe fa AoBefe A0 cooABeTHU pellenuja. [nobaneH npucTan KoH peTkuTe
6onectTM MM OBO3MOXKYBa Ha MaLMeHTUTE Co peTkun Hbonectu ga msberHat
nsonaumja. CoogBeTHM jaBHMU 3APABCTBEHM MONUTUKM MOXKE Oa Ce pa3BujaT
BO 06/1aCTM Ha HayyHo U BMOMeOMLUMHCKO MCTpa)kyBatbe, MHOYCTPUCKA
perynatmea, MCTpa)kyBatbe' M pa3Boj Ha NeKoBM, MHopMaLMja 1 obyKka Ha
CUTE MHBOJIBMPaHW CTPAaHM, ColuMjanHa Hera 1 6eHedUTU, XOCNMTaNU3aLUmMja
n tpetmMaH. Co uefparce MOTTUKHE KIIMHUMYKO MCTpaXkyBake, jaBHOTO
dUHaAHCHMpPatbe Ha KAMHMYKKM CTyAuM 3a peTkn 6onectm Tpeba pga ce
NMPOMOBMPa MpPEKY HauuoHanHW uan EBpomcku Mepku. MeguUMHCKUTE
npodecmoHasnLm, eKCrnepTuTe BO jaBHO 3[paBje M NMoAUTUYAPUTE HE MOXKEe
[a annuuupaaT TpaguuMoOHanHWM OAroBOpUM M MNpPUOpPUTU3aLMja criopep,
NpaBUNOTO Ha ,moroneMo aobpo”. OBoj NpMcTan He e Ba/MaeH 3a peTKuTe
60MecTu U He eTUUKM OO PXK/IMB.

Bo ogHOC Ha Hay4yHOTO MCTpa)kyBakbe, MMa Heonsio)XHa noTpeba 3a
3rofieMeHa MHTepHauuoHanHa copaboTka. [MocToeukuTe MCTParkyBauKm
HaMopwu ce yLUTe paceaHu U pparMeHTUPaHO UCTPaXKyBatbe Ce CrpoBeayBa
CO Mana KoopAuHauuja noMery MucTpaxkyBaukmte nabopatopuu. Kora
3bopyBaMe 3a peTkM 6onectu, pecypcuTe ce MHOry UMUTUPAHU U
nonynauujata Ha NaLUUEHTM € MHOTY Mafna, HeAOCTaTOKOT Ha KoOopAMUHaLMja
e 0CoBeHO LUTETEH BO COOAHOC CO 3rojIeMyBatb€TO Ha 3HACHE 33 PeTKMu
6onectu. Bo oBOj KOHTEKCT, HermoTpebHO AymnAuparbe Ha UCTPa)kyBare
NOAUIHYBa Ba)kKHU eTUUKKU Npobnemu.

HepoctacyBa MeAULIMHCKO M HayyHO 3Haere 3a peTku 6onectu. [loaeka
OpojoT Ha HayuyHu nybnuKauum 3a peTku bonecTu NpoOos/XKyBa Ada ce
3rofieMyBa — ocobeHo Ha OHWe KoM MAEHTUdMKYBaaT HOBM CUMHOPOMM —
nomanky og 1000 6nectn 6eHedbmUMpaaT 04 MUHMMYM Ha HAy4YHO 3HaEHbe,
M OBMEe ce eceHUMjanHo ,HajppeKBeHTHMUTE" MoMery peTkuTe BonecTu.
CTeKHYyBatheTO M LUMPEHTO Ha HayyHO 3Haeke € BUTasiHa OCHOBa 3a
uaeHTMdUKaLmMja Ha 6oecTmMTe U yLITe NOBaXHO, 3a MCTPaXKyBathe Ha HOBM
OMjarHOCTUYUKM M TepaneBTCKM NpoLeaypu.

MoHaTaMy, ,MCTOpUjaTa FMOoKaXKyBa AeKa rosieM Aen of YHWBEpP3asIHOTO
MeOULMHCKO 3Haere Koe e 3406MeHOo BO M3MMHATUTE BEKOBM, 3arMoyHano



TOKMY CO WUCTpa)kyBare Ha peTku 6onecTu. Mogenot Ha peTka 6onect
NnoMorHa Bo pasbuparse Ha BoobuuaeHn 6onectm. McTo Taka HOBM TEXHUKM
ce pa3BMEHU CO KOpUCTEHE Ha peTKMTe BonecTn Kako modenu. Ha npumep,
MCTpaXKyBareTO Ha reHcKaTa Teparnuja ce npasu Co peTku 6onecTu Kako
X-noBp3aHa cepuosHa KoMOWHMpaHa MMyHoaeduumjeHuuja, , Lnctnuna
®ubposa, bonecT Ha lNowe 1 Xemodumnmja®.

JlecHo 3aHeMepnmBM 0Of [OOKTOPM, MCTpaxKyBauu, HaYUHMLUM WU
nonuTUYyapM, camMo peTkuTe 6onecTu Kou ycrieaa ga npuBiedaT jaBHO
BHMMaHWe b6eHedMuUMpaa of perynatmMbu 3a jaBHO MCTpaXkKyBatbe WU/Mnu
MeOUMUMHCKO MoKpuTMe. [MaBHO opraHMsaumM Ha nauveHTn HGea TMe Kowu
ro NoaurHyBaa jaBHOTO MMcCrere. M Kora Toa CcTaHa MOXHO, Ce C/yuYM U
HanpeaokK Bo TpeTupame Ha bonecTa. MauneHTUTe M ceMejcTBaTa 3aefQHO
CO MeOMUMHCKUTEe npodecnoHanum — OKTOPU, HAaYYHULU U MeaULMHCKM
NMLa — Ce OCHOBA 3a KO-MpoayKLUMja Ha 3Haeke.

Op UeHtapoTt ApreHcka Bo Lleeacka, Moxe ga rm umMiupame cnepgHute
peakLuuM Ha NauMeHTHn U CMejcTBa Kou ydecTByBaa Bo CemMejHaTa Nporpama:

e KoHeyHo gobueme euclUiuHcka Uepclekiuusa 80 OGHOC Ha
uHsasugullieloW Ha Hawullue geua;,

e Ce2a ce yysciugysame ,,HOPMAJIHO®

e PasmeHalia Ha uckyciliea e ucllio WOJKY 8a)HA KAKO eKcleplicKkollio
3Haere.

3. MNotpeba 3a coonBeTHU jaBHU 3ApPaBCTBEHU CUCTEMU U
npodecuoHasHa Hera

MNocnenojaBaTaHa NpBMUTE CUMIMTOMMU, MMA MHULMjaHa BUTKa 3a AnjarHosa,
KOja Moxe Oa Tpae co rogmuHu. lNMocne aujarHosaTa, goara bopbata Ha
naumMeHTMTE M ceMejcTBaTa Kou 6apaaT ga ce clylwHe HMBHMOT rnac,
6opbaTa 3a MHpOPMaLMja M HACOUyBatbe KOH KOMMETEHTHM MeOULMHCKM
Tena, Kafe WTo MnocTojaT, 3a Aa ce nobue afeKBaTeH MOCTYKM TpeTMaH.

5 Background Paper on Orphan Diseases for the “WHQO Report on Priority Medicines for
Europe and the World” — 7 October 2004

Nocne pujarHosaTta, MayMeHTMTE M CMejcTBaTa YeCcTo ce coouyBaaT Co
Cepuo3HOo HeafeKBaTHA 34paBCTBEHA U colMjanHa rpuxa.

3a noroneMuoT gen of peTtkute 6onecTy, He MOCTOM MPOTOKON 3a
fobpa KAMHMUKa MpaKTMKa. TaMy Kade LWTO MOCTOM, KOMMIeTHoCTa
UM gMcCeMMHaLMjaTa MoOXe da He e OnTMMasHa: He cuTe MedMUMHCKM
npodecmMoHanuM uMaaT cooaBeTHa obyka, He cuTe EY 3eMju umaar
YCBOEH U cnofaefnieH npoTokof. [logaTHo, cerMeHTalUuMjaTa Ha MeaULMHCKMK
cneumjanHocTh e bapmepa 3a ceondpaTHa Hera Ha NaLMeHTOT Koj CTpaaa o4,
peTka 6onecT.

CeMejcTBaTa M MegUUMHCKMTE MpodecMoHansm 4YecTo ce xanaT
nopagM eKCTpeMHUTe MOTelWKOTUM BO rMpeB3eMarbe Ha MnoTpebHuTe
aAMUHCUTPATUBHM YEKOPU 3a Aa aobujaT coumjantHm 6eHedpumumn. lonemm m
apbUTpapHM pas3nnKM NOCTojaT NoMery passiMuyHM 3eMju — 1 Oypu 1 nomery
pa3fiMyHM PEermoHu Bo efHa MCTa 3eMja — BO afloKalmja Ha puHaHaHCKCKa
nomoul, npmxoam 1 pedyHauparbe Ha MegMUMHCKK Tpolwoun. O6UUYHO BO
Eepona, TpowouuTe 3a TpeTMaH ce NOBUCOKM OTKOJIKY 33 ApYru 6onectn
nopajau peTKocTa Ha 6onecrta M orpaHUYeHUOT 6p0j Ha cneuMJanmsmpaHm
ueHTpu. Bo Hajronem gen og cnydauTte, 3HavajHa MNponopuMja on oBue
TpOLWLUM e TOBAp Ha CeMejcTBOTO, CO LWITO Ce reHepupa ywTe norofiemMa
HeeOHaKBOCT nomery 6orath naumMeHTH co peTkn 60MecTM U CUPOMaLLHMU
naumeHTM co petkm 6onectu. MNaTHMTe Tpolwoum Ao cheumjanusmpaHmTe
LLeHTPpM Cce BMCOKM BO OAHOC Ha 3eMate cnobogHu oeHoBU of paboTa U
durHaHCUCKK Tpoliouu. MoHaTaMy, BO3HEMUMPEHOCTa e YlTe MOBMCOKa
nopagm Toa WTO eAHUOT poamnTen MoxXe Aa naTyea, a APYrMoT YyecTo Mopa
[a ce rpuxKu 3a ApyruTe deua mnu ga pabotu.

McTo Taka e BaXKHO fa Cce aKLeHTUpa [eKa BO CeMejCTBO Kaae AeTeTo
UMa peTka 6onecrt, yecTo efeH of poauTenuTe — HajuyecTo MajKkaTa — Unu
KOMMMeTHO NpecTaHyBa Aa paboTu UM 3Ha4YajHO r'M HaManyea paboTHUTe
yacoBM HaaBop oA AomMa. Kako nmocneauua, noaeka TpowoumnTe ApaMTUYHO
ce 3rofieMyBaarT, NpuxoaMTe 3HavajHo ce HaManyBeaaT. Bo cnydajHa Bo3paceH
naumeHT co peTka bonect Koj e OOBOMIHO 34paB 3a Aa 6uae cnocobeH
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3a paboTa, paboTHMTe YacoBM MOpa Aa ce aganTupaart 3a Aa UMa Bpeme
3a noceTa Ha AOKTOpP U coofBeTHa Hera. Bo ogHoc Ha norncrtuka, MHory
Tpeba fa ce HanpaBW 3a Ja Ce OCUTypa peasiHa egHaKBOCT NoMery 34paB
W rparaHuH co uHeanuguTet. LLlnpoko e npudbaTeHo geka HapylwyBaraTa
BOAAT KOH MHBaNUAMTET aKo OKOJIMHATa U perynatmMBuTe He M 3emaT BO
npeasua nocebHute motpebu Ha nyreTo Co oApefHM HapyllyBaka 3a
HWMBHO y4eCcTBO BO OMLITECTBOTO. HapylwyBarweTo e fen of Toa Aa ce bupe
YyoBeYyKo cywTecTBo. MHBanMaWTETOT foara oAHaABop nopaau dakTopu
KOMW Ce MHBANUAM3MPAYKMU.

3a Hekou peTku bonecTu, Kako MeguTepaHcKaTa Tpecka, dparuneH
X-cuHAapoMUUMCTUYHA MBpo3a, MPOTOKONMTE 3a TpeTMaH M aedUHMpaHuTe
MeOMLUMHCKM, CouMjanHM U eOyKaTUBHM MpPrpamMu nocTtojaT BO oApeaeHu
3eMjU, KaKo LITO M MOCTojaT noBeke UMM NoManKy TapreTupaHu nporpamm
33 CKPUHMHT.

Kora npeHaTtanHa 1 acMMnToMaTMyHa dpasa Ha CKPUHUMHI METOAM 3@ PETKM
6onecTy 003BOJyBa PaHO M epeKTUBHO MeAMLMHCKO MOKpUTHE, The Tpeba
[la ce UMNeMeHTMpaaT buaejkm 3HauMTeNnHo ro nogobpyBsaaT KBaIMTETOT U
[O/KMHATA Ha XXMBOTOT. [lpyrM CKpUHMHI nporpamu Tpeba Oa ce sosenat
Kako Oen of JaBHUTe 3OpaBCTBEHM MOMMTUKM, aKO MOCTOjaT eQHOCTABHM
M BEpPOOOCTOjHU TEeCTOBU M edeKTMBHM TpeTMaHu. KBaHTUTaTUBEH W
KBasIMTaTMBEH HaMpeAoK BO MPOrHO3a U KNIMHUYKM TpeTMaH NoaMrHyBa HOBM
npallatba BO O4HOC Ha jaBHOTO 34paBje 3a perynaTmeu Ha reHepanusnpaHm
UMK TapreTUpaHu CKPUHUH3K 3a HeKomn 6onecTu.

Op n3onaumja o 3ajakHyBarbe Ha NaLMeHTU

MocTou ronemMa Hagex U ce oveKkysaaT A/1abOKM NPOMEHM BO OAHOC Ha
Hay4yeH M TepaneBTCKU Hanpenok. Ho, MOMeHTanHo, MOCTOEYKUTE MPOrpamMm
3ajaBHO UCTPaXkyBatbe 3a peTKM 6oNiecTU He ce AOBOJHU; Pa3BOjOT Ha NIEKOBM
3a TpeTuparbe Ha Man 6poj NaumeHTU oCTaHyBa OrpaHMUYeH M HeJoCTacyBa
afeKBaTHa HeMeMUMHCKa 34paBCTBEHa Hera.

[JopaTHO Ha reHepaslHMOT HEOOCTAaTOK BO OAHOC Ha TpeTMaH U Hera,
MCUXONOLIKMOT ToBap e ocobeHo 6oneH 3a MHAMBUAYANHM MALMEHTU U
poauTtenu. He caMo Bue — unM BaweTo AeTe MM UYNeH Ha CeMejcTBOTO —
KOMW CTe nof BNujaHMe Ha peTKa 60/ecT 3a Koja MHOTY MaJiky ce 3Hae, HO
MCTO TaKa M HMKOj ApYr He pa3bupa Co LWTO BUE JIMYHO — KAaKO NauMeHT Unmn
poauTen — ce cCooyyBaTe BO CEKOjAHEBHMOT XMBOT. CaMo ga rv cnywHete
36opoBsuTe ,Jac pasbupaM” u ga cTe BO MOXXHOCT Aa Crofenurte nNpuKasHu
M COBeTM 3a CEeKOjAHEeBHMTE WMCKYCTBa MOXe [a € of OrpoMHa MnoMolLl.
Hekoraw aypu e 1 MOXHO Aa ce cMeeTe 3aefHO 3a 6o/HaTa peasiHOCT CO
uen ga ce ocnobogmTe og HeNMoAHOC/MBATa TeH3Mja Koja e Aen of BalMoT
CeKOojOHEeBeH XXMBOT, HO OBOj ,M34yBEH BEHTU" € MO)KEH CaMO aKo MpBO ce
yyBCTBYBaTe LleNlocHO pa3bpaHu, BO anconyTHa CUIypHOCT 1 Bo 6e3begHa
okonuHa cnobogHa of ocyayBakbe. 3aTtoa MauMeHTUTE U poauTenure
pa3BMBaaT PasfIMUHK ,,FPYMNM 38 cCaMo-NoAapLKa®. Moxe oa uMa BpegHocCT
BO OpraHuMsauMmTe Ha NauMeHTU KOU aKTUBHO MHULMPAAT M NpoMoOBMpaaT
rpynu Ha nogapuwka M rpyrnHa AUMCKycuja Npeky efleKTPOoHCKa MnoliTa Koja
r'M NoBp3yBa MauMeHTMUTE M ceMejcTBaTa, KaKo HAuUMH 3a HaJMMHyBate Ha
TpojHUOT NpobnemM Ha reorpadcka, ceTunHa usonaumja M peTkocT.

Bo KOHTeKCT Ha HemoBONHa HayyHa 6a3a Ha 3Haewe M Mu3onauuja,
naumeHTUTe co petkn 6onectu M HUMBHUTE CeMejcTBa Ce MO3HATM Kako
noBeKe Npo-aKTUBHM OTOKOJIKY MaLMEHTUTE KOM CTpadaaT of 0BoobuvaeHu
6onectn BMaOEjKM TMe YeCTo 3HaaT MCTO TOJIKY — UMK MoBeKe — 3a HMBHAaTa
BonecT Kako M MeaAnLHCKUTE NpodeCcroHanLm co Les aa ro ofiecHaT CBOeTo
cTpagamse.

OpraHusaumuTe Ha MauMeHTM U PoaAUTENU Ce KpeupaaT Kako pesynTtaT
Ha WCKYcTBO 3400MeHO of MauMeHTMTe M ceMejcTBaTa Of 4YecToTo
WCKNyYyBathbe of 34paBCTBEHMTE CUCTEMM, MOPAOM KOe MOpa caMuTe Aa 1
npes3eMaT paboTUTe BO CBOME paLie BO OHOC Ha XXMBOTOT CO peTKa bonecT.
HeapekBaTHOTO 3Haere Ha HayyHaTa 3aefHMLUA BO OOHOC Ha peTKuTe
fonectu M ManoTo BHMMaHME Koe UM ce MOoCBeTyBa Of HaUMOHANHUTE
peneBaHTHM aBTOpUTETM M drapMaleBTCKaTa MHAOYCTpMja Bodelle A0
Kpeupame Ha 3gpy)KeHuja Ha nauueHTu u poautenu. OpraHusaumuTe 3a
peTkmubonectmognaumeHTMMpOoTUENMLLENAaTKOH cCobupatbe, MpoayLupare



M OMCeMMHaLMja Ha OrpaHMYEeHUTE MOCTOEYKM MHAOPMaLMM 33 HMBHATA
6onecT 1 NoaMrHyBate Ha FNacoT Ha NauueHTuTe 1 poamtenmrte. HusHmUTe
aKUMM MMaaT BeKe ocurypaH Hanpenok Bo obesbeayBarbe Ha 34paBCTBEHA
Hera u coumjanHa NOMOLL 3a MaLMEeHTU M POAUTENM, Pa3BOj HA TPETMaH, U
NnoAurHyBatbe Ha jaBHaTa CBECT BO OAQHOC Ha peTkuTe Bonectn. Bo Hekou
C/lyyau, HEKOJIKY opraHu3aLmMmM Ha NauueHTH ycrneaa aa cobepar cpeacTBa
3a Aa PMHaAHCMpaaT UCTPaXKYBAUKM MPOEKTU KoU He BU ce peanmsmpane Ha
OPYr HaUMH.

3aknyJok

> T[laumeHT co peTka HonecTt e cupak BO 34PABCTBEHUOT CUCTEM, YECTO
6e3 aujarHosa, 6e3 TpeTMaH, 6e3 ucTpaxkyBare: 3aToa U 6e3 npuumnHa
3a Hagex.®

> Bo oBaa reHepanHa paMkKa HauMuKaHa CO MOTELKOTMKU, MOpa ada ce
aKLUeHTUpa Toa [eKa CeKorall MMa HeLTO KOPMCHO LITO MOXe fda ce
HanpaBW OypPU U CO MOCTOEUKOTO OrpaHMYEeHO, HO PacTeUKO 3Haee
M pecypcu: Co MoMOoLl Ha LeMM 3a pe-edyKauuja M pexabunmtaumja,
HeoJaMHa Ae3UrHupaHmTe U aBTopusmpanm Jlekoem Cupaum, Hanpengok
BO MoJle Ha rncuxoTepanuja, HyTpMuUMja M OMETEeTMKa, CrpaByBare
co 6onKa, NMcuxonorunja, MeoMLUHCKU Hamnpasu, HanpegHu Tepanuu,
MPaKTUMKM 3a pa3MeHa Ha WHdOopMaLUM, HaALMOHANHMTE jaBHM
304paBCTBEHM CMCTEMU MOXKe Aa MOCTUrHAT MHOTY MoBeKe Co Len Aa ro
nonobpaTt KBaNMTETOT Ha XXMBOT M [a o 3rofieMaTt >XMBOTHMOT BEK Ha
naumeHTMTE Co peTku bonectu.

> Ha HauuoHanHo HMBO, Hekou EY 3eMju uneHKM MMaaT pasBMEHMU
cneumdmryHU jaBHM perynatmeM 3a peTku 6Honectu: oBue 3eMju BO
2005t1a rogmHa ce [aHcka, PpaHuuja, Utanuja, Weepcka, WnaHuja n

¢ “Avis et Rapports du Conseil Economique et Social”, edition 2001, Journaux officiels de la
République Francgaise.

O6enunHetoto Kpancteo, geHec Bo 2014ta\rogMHa CKOpo cUTe 3eMju
dneHKM MMaaT pa3BUeHU perynaTuBu 3a peTkmn 601ectm 1 NoroneMmoT
Aen op,HWB MMaaT pa3BueHo 1 HauuoHanHu NnaHoBM 3a peTkn 6onectu.

HaHnBoHaEY,kakononatokHaPerynatmpatasaMeauumHckulTpounssoam
3a peTtku 6onectn, MoMeHTanHaTa pediekcmja Ha PedepeHTHM
LleHTpn/Mpexxu 3a cripaByBakbe CO cOCTOj6u1Te Kou nobapyBaaT BMCOKA
KOHLIEHTpalMja Ha eKcrnepTusa, MoKaXkyBampacTeyka CBECHOCT, Kaj
nonuMtuyapurte Bo EY 3a MHTpUH3MUYHaTa EBponcka aogaaeHa BpeaHoCT
HapeTKMTe bonecTm,KonnoceojatanpupoganobapysaaTtnacenpesseme
aKLMja Ha MHTepHaLMOHaNHO HMBO. PechepeHTHUTE LieHTpU Tpeba Oa ce
WU cneumdguUHmM 3a ogpedeHa 6onecT, MM cneuunjanusnpaHm cnopegs,
rpyna Ha petku 6onectu. Mpexumte Ha MeoUUMHCKM NpdecroHanum
KOW BeKe MocTojaT UM ce Bo pa3Boj U eMbpuroHcKkaTa copaboTka nomery
ncTpaxkyBaukmte nabopatopumn OeMoHCTpMpaaT AeKa Hekou Hajaobpum
NpaKTUKKU BeKe MOCTOjaT, MaKo Ce orpaHMyeHu, 1 Tpeba Oa ce cnogenat
W gMceMuHupaart. [NMaBeH Hamop Ce ywTe ocTaHyBa CTMMynauujata Ha
UCTpaXkyBatbe 3a 3rojieMyBatbe Ha MOCTOEUYKOTO 3Haeke, WTO e faneky
o[, AOBOJIHO 3a Aa FM NpecpeTHe NpeansB1LUTE Ha peTKuTe 6onecTtu.
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3a EYPOPOUNC

Eponckata OpraHusaumja 3a Petkn Bonectn (EYPOPOMC) npeTctaByBa noeeke op, 606
OopraHM3aLmMm 3a peTkn 6onect Bo 56 pasnnuHM 3eMju, NoKprBajku noseke og 4000 peTku
6onecTn. 3aToa e rMmacoT Ha 30 MUIMOHU MaLUMeHTM Co peTKu bonecTn HM3 EBpona. EYPOPONC
€ HeBaragMHa anujaHca BoAeHa Of, NMaLMEHTU M COCTaBEHA Of, OPraHM3aLMK Ha NMaumMeHTU K
WHOVBKOYM aKTUBHM Ha Mosie Ha PeTKM 6onecTH, MocBeTeHM KOH NofobpyBate Ha KBanuTeToT
Ha >XMBOT Ha cuTe Nlyr'e KoM »KuBeaT co peTka 6onect Bo Espona. EYPOPOWC nopapykysa
Co3[laBakbe M PasBoj Ha HaLMOHaNHW anujaHcK 3a peTku bonectn u EBponcku denepalym
U MpeXxu crnelmdryHmn 3a oppefieHa bonect. MNogapxaHa e of, cBouTe uneHosu 1 og AOM —
TenetoH, EBponckata Komucuja, koprnopaTMBHM choHOaUMM U 34paBCTBEHaTa MHAyCTpUja.
EYPOPIOMC e chopmupaHa Bo 1997 roamHa.

HononnutenHn ndopmaumm 3a EYPOPIOUC 1 3a peTkute 6o5ectu ce gocTanHm Ha:
http://www.eurordis.org

3ApYy)XeHue Ha rpafaHm 3a peTku 6onecTu
XUBOT CO NMPEAU3BULMU - Butona

3Opy>xeHueTo 3a peTkm 6onecty e HenpodTHa M HeBNagMHa opraHuMsauuja Ha
nauueHTUn U poauTenun co petku 6bonectu, ocpopmeHo Bo 2009Ta roamHa. Kako
OCHOBAUM CMe NauMeHTU M POAMTENIM KOM Ce COOYYBaaT co XMBOT co bonecTHa lowe.
CuTe HMe 3aeHO COo HawmTe 6MCKM U NpUjaTenmn ce CoOOUMBME CO NMOTELIKOTUM YITe
Ha MOYeTOKOT Ha HALLMOT XUBOT, bMaejku peTkMTe BonecTr ce HajueCcTo reHeTCKM 1
CUMMTOMMKTE 3aMoYHYyBaaT YLITe Ha MOYETOKOT Ha XXMBOTOT.

Bo TeKkoT Ha HalleTo NocToere ce KOHUEHTPMPaBMe Ha Toa Aa MM KOHTaKTUpame
cuUTe MauMeHTM M [a MoHyauMe MOoAAPLIKA M MOMOLW BO OAHOC Ha 3aefHMYo
obefuHyBatbe 3a criofenyBatbe Ha MHAOPMAUMM M UCKYCTBO 3a CrpaByBatbe CO
YKMBOT CO peTka 6onecrT.

HawuTte Hanopu ce HacoueHu KOH obesbepgyBatbe Ha coofBeTHa AMjarHo3a,
TpeTMaH U couMjanHu YCNyru 3a NocpeKkeH M MoKBasIMTEeTEH XXMBOT 3a NauMeHTUTe
co peTkM bonectn Bo MakenoHuja.

O . S i S . . i O O B, g

[eHec BO 34py>XeHWeTo uneHoBM ce Hapg 60 MaumeHTU M poamTenn Kou ce
coouyBaaT co Hap 15 pasnuuHu peTkn Honectn kako: lowe, DeHunkelioHypuja,
XepegutuapeH AHeuoegem, Anaxxun cuHgpom, TuposuHemuja, /leHoke lactuayiu CuHgpom,
KoHzeHulianHa myckynHa guciipoguja, KoHzeHulliasnHa kaluapakiua, [lynmoHanHa
XuliepllieH3uja, boneci Ha LLTpymepen, Mpagep Bunu CuHgpom, Edugepmonusuc bynoca,
Kaprultiun GnamullionuitipaHcgepasa geguyujeHyuja, AgpeHomuenoeHeypolaliuja
unu agynitieH obnuk Ha AgpeHoneykoguciipogpuja, Bunujame Curgpom, Akpomezanuja.
Zpyzu pelliku 6oneciiu kou oclliojaiti 60 MakegoHuja u 2u liogukysame KOH obeguHyaarse
ce: mynuiulieH Mmuenom, muenogucunactiuyeH CUHgPOM, 2aclupouHilectuuHasiHu
clupomasziHu  Wymopu, 2aclupoeHWepouaHKkpeacHU  HespoOeHOKPUHU  Wymopu,
Mykolonucaxapugo3a, xepeguilapHa WupoyuHemuja, Zanakiioemuja, xepeguiapHa
ppykiioza uHlionepaHyuja.

XMBOT CO MPEOM3BUUM e nonHonpaseH uneH Ha EYPOPOWNC (Esponcka
OpraHusauuja 3a Petkn Bonectu) u ETA (EBponcka lNowe AnunjaHca).

EGA

b r cher Alliance
Member of European Gaucher Allia

EURORDIS D by asonor s

Rare Diseases Europe

YneHcTBOTO BO 3apyXXeHueTo e 6ecnniaTHO M AOCTAMHO 3@ CUTE MALMEHTU U
poOuTenu Kom ce coovyBaaT co peTka 6onecT. McTo Taka 34py>KeHUeTo e OTBOPEHO
M 33 MeOMUMHCKM NMpodpecuoHanum, HayyHMuM, BOJIOHTEPM M NOALAPXKYBAUM KOMU
cakaar fa ce 3acTanyBaarT 3a nofobpyBatbe Ha KBAJIMTETOT Ha XXMBOT Ha NauMeHTUTe
U ceMejcTBaTa Co peTku bonecTtu.
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DononHutenHu nHcdopmaumum 3a peTku 6onectu Moxke Aa HajaeTe U Ha:
[eH Ha peTku 6bonectu
http://www.rarediseaseday.org/

Mpe>ka 3a peTku 6onecTu
https://www.rareconnect.org/en
MopTan 3a peTkn 6onecTu 1 NeKoBU cupaLm
http://www.orpha.net
KomMuteT Ha EBponcka YHuja Ha EkcnepTtu 3a PeTku Bonectu
http://www.eucerd.eu/

Esponcka nnatdopma 3a Pernctpu 3a Petkn Bonectu
http://www.epirare.eu/

EBponcka AreHuuja 3a JlekoBu
http://www.ema.europa.eu/ema/

EBponcku lNpoekT 3a Pa3Boj Ha HauuoHanHu MNnaHoBu 3a PeTkun Bonectun
http://www.europlanproject.eu

coO

Beb cTpaHa: http://challenges.mk/
JyTy6 KkaHan: https://www.youtube.com/user/lifewithchallenges
®dejcbyk cTpaHa: https://www.facebook.com/LifeWithChallengesi
TeuTep npodun: https://twitter.com/ZivotPredizvici
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