CnucaHue ,Pegku 6orecmu u aekapcmBa cupauu”
opod 1 2oguHa XVI, ISSN 1314-3581

26

http://journal.raredis.org

Heo6xogumu mepku 3a nauuenmume ¢ pegku
oonecmu 8 bvazapua
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" Pakyamem no O6uwecmBeHo 3gpaBe,
Meguuurcku yHuBepcumem, Cogus
2 buAzapcka XoHmuHembH Acouuauus
® Kamegpa no Meguuurcka ezeHemuka, MeguuuHcku dakyamem,
Meguuurcku yHuBepcumem, Cogus
* PemuHa bbAzapus
S Pegku 6onecmu - bbAzapus

Peslome

Nnec 30 mAH. gywu B EBpona, om koumo 450 xuaagu 8
Boazapus, XuBeam ¢ pegku (8 m.u. u oHkoAo2uYHU) 3aboAABaHUS,
koumo oka3Bam nazybHo Bu3gedcmBue Bopxy ekegHeBHUA
»kuBom Ha 3acezHamume. B pamkume Ha uHuuuamuBa ,[deicmBue
3a pegkume® ce ocbwecmBu npoyyBaHe OMHOCHO Bb3aregume
Ha npegcmaBumeAu Ha 12 nauueHmcku op2aHu3auuu Ccnpamo
Heobxogumume npomeHu 8 3gpaBeona3Baxemo.

MauueHmckume Hygu ca cBegeHu go 9 obaacmu, kacaewu
Heobxogumocmma Om HauuoHaAHa u eBponeiicka noAumuuecka
pavka, paHHa, 6bp3a U mMouHa guacHocmuka; HaBpemeHeH,
paBeH gocmobn go BucokocneuyuaausupaHo 3gpaBeonasBae U
UHoBamuBHU mepanuu; usAoCMHa 2puka npes3 ueaud >kuBom,
0CHOBaHa Ha Hykgume Ha nauueHmume; u3scAaegoBameacka u
pa3BoliHa gediHoCM; Cb3gaBaHe U ynompeba Ha peaucmpu C gaHHu
Ha nauueHmu B obwecmBeHa noasa; BkalouBane B KAUHUYHU
usnumBaHus u AeaumumHo 2paXkgaHcko yyacmue.

Mpegu3BukameacmBama Ha cemelicmBama ¢ pegku 6orecmu
ca cBop3aHu He camo ¢ pAagkocmma Ha guagHo3ama, a U ¢ Auncama
Ha yHudukauua Ha mepkume Ha Gbacapckomo 3gpaBeona3BaHe
¢ me3u Ha eBponelicko HuBo. Pegkume 6oaecmu ca obaacm, B8
koamo gedcmBuama Ha EBponelickus cblo3 umam uskAlouumeana
gobaBeHa cmodHocm, mui kamo B8 bbAzapua 3HaHUAMA U gaHHUME
Ca pasnpoCHamu U 0CkbgHU, @ CaMmOCMOAMEAHUME HAUUOHAAHU
gedcmBua — HeepekmuBHu.

KnlouoBu gymu: pegku 6oaecmu, Hykgu, NnpuopumemHu
obaacmu, gedicmBusa, noaumuku
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Abstract

Today, 30 million people in Europe, of which 450,000 in
Bulgaria, live with rare (including oncological) diseases that have a
detrimental impact on the daily life of those affected. As part of the
Action for the Rare initiative, a survey was conducted on the views
of representatives of 12 patient organizations on the changes needed
in health care.

Patients’ needs have been reduced to 9 areas concerning
the need for a national and European policy framework; early, rapid
and accurate diagnosis; timely, equal access to highly specialized
healthcare and innovative therapies; comprehensive care throughout
life based on patient needs; research and development; creation and
use of patient data registries for public benefit, inclusion in clinical
trials and legitimate civic participation.

The challenges of families with rare diseases are related not
only to the rarity of the diagnosis, but also to the lack of unification of
the Bulgarian health care measures with those at the European level.

Rare diseases are an area in which the actions of the European
Union have an exceptional added value, since in Bulgaria, knowledge
and data are scattered and scarce, and independent national actions
are ineffective.
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BuBegeHue

MoHacmosawem 30 MAH. gywu 8 EBpona, om koumo 450 XuA.
gywu B8 boazapus, xuBeam ¢ Hakoe om 6000 go 8000-me pegku u
pegku oHkoAO2UYHU 3a60AABaHUA (B M0Ba YUCAO U OHKOAORUYHU).
MoBeyemo om mAX ca XpOHUYHU, Npo2pecupawlu, geaeHepamuBHu,
uHBaAugusupawu u yecmo uBomosacmpawaBawu. Te okazBam
goABoko Bv3gelicmBue Bbpxy exkegHeBHuUA XkuBom Ha 3acezHamume
Auua u cemeiicmBa [1]. Cpeg me3u 3aboAAaBaHuA OCHOBEH gAA
umam HeBpoaozuuHume pegku 6oaecmu (44.9%), nocaegBaHu om
gepekmume B8 pasBumuemo B xoga Ha embpuozeHe3ama (8.5%),
pegkume pecnupamopHu 6oaecmu (5.9%), pegkume UAU CUCMEMHU
peBmamonozuyHu boaecmu  (5.9%) u BpogeHume HapyweHus
Ha obmAHama Ha BewecmBama (5.9%), nocregHUME Mpu om
koumo 3aemam paBeH gaa. Okoao gBa nomu no-pagko ce cpewam
koXkHume, YepHOgPOBHUME U XemMamoAO2UYHUME 3aboAABaHuA
(2.5%). MpaBu BneyamaeHue, Ye B kamezopuama ,[dpyau” 3aema
20AM npoueHm om pegkume guagHosu (14.4%) (pue. 1).

lpegu3BukameacmBama u mpygHocmume 3a BusupaHume
nauueHmu u mexHume cemelicmBa He ca cBbp3aHu camo ¢
pAgkocmma Ha guazHo3ama, HO U Auncama Ha YHudukauus Ha
Mepkume Ha 6bacapckomo 3gpaBeonasBane kbm me3u cneuuduyHu
CbCMOsAHUA € me3u Ha eBponelcko HUBO (AUNCA HA HAUUOHAAEH
NAaH U npuobwaBaHe kom eguHHama eBponeicka pamka).

o ckopo, HOBume AekapcmBeHu mepanuu, NOAYYUAU
paspeweHue 3a ynompeba om EBponelickama azeHuus no
AekapcmBama, cmaBaxa gocmbubnHU 3a 6bA2apckume nauueHmu
Cc noBeye om 2-20guwWHO 3aKbCHeHue, kamo Hal-mpygeH
be gocmbnbm go HOBu AekapcmBa 3a pegkume 6oaecmu.
MoHacmoawem, Hakou aekapcmBa moz2am ga bbgam 3akyneHu 8
cmpaHu om EBponeiickua cvlo3 ¢ peuenma om doa2apcku Aekap,
HO Ha HEgocMbNHa 3a nauueHma ueHa [2-3].

Mamepuaau u memogu
B pamkume Ha uHuuuamuBa ,[edcmBue 3a pegkume®,
¢uHaHcupaHa om EBponelickua coblo3 u doHgauus ,VHcmumym

OmBopeHo obwecmBo — CoduAa®, ce ocbwecmBu npoyyBaHe no
OmHouWweHuUe Bb3aaegume U MHeHuAma Ha 152 npegcmaBumeAu Ha
12 opeaHu3auuu Ha nauueHmu ¢ pegku 3a6oAABaHus: cgpykeHue
.PemuHa boA2apua“, cgpykeHue ,boa2apcka XbHMUH2MBH
Acouuauusa“, cgpyXeHue ,3aegHo cpewly capkoma“, HauuoHaAHO
cgpyKeHUe Ha nauueHmume C MUMOXOHGPUAAHU 3ab0AABaHuA,
boacapcko cgpyXkenue ,CuHgpom Ha MowkoBuu’, doHgauus
.bbAcapcka acouuauus Ha nauueHmume ¢ Hapkoaencus®,
cgpykeHue ,Acouuauus AuueBu aHomaauu — AAA, cgpyxkeHue
,Acouuauua Xunodusa® (oHgauus Hamaaus; cgpyXeHue ,Pegku
borecmu Bbazapus“, Boazapcko cgpykenue Aumdom, QoHgauus
Kaaurku 3a »kuBom — 3a geuama ¢ maaacemus [1].

Bbnpocume ca 3agageHu nog opmama Ha aHOHUMHA OHAQQH
aHkema cbc 3amBopeHu Bonpocu ¢ Bb3moXkHocm 32 uspasnaBaHe
Ha Cb2Aacue UAU Hecbaaacue u kacaam 9 npuopumemHu 3a
pegkume 6oaecmu obaacmu. pegocmaBeHa e u Bb3amokHOCM
pecnoHgeHmume ga gaBam konkpemHu npegaoXkeHus, koumo ca
u3BegeHu kamo 0600wWeHUA Ha KpbeAu macu ¢ nauueHmckume
3acmunHUUU u cBegeHu go HAakoako koHkpemHu Heobxogumocmu,
B8 cvomBemHume ob6aacmu. [lpeobragaBawama uacm om
ankemupaHume ca XeHu — 72%, U nauueHmu om cmoAuuama —
64%.

Pe3yamamu

Ha omnpaBeHume kobm aHkemupaHume npegAaoXKeHus 3a
NPOMeHU, kacagwu 2eHemuyHume u3cAegBaHud, NPUBAU3UMEAHO
100% ca omzoBopuau ¢ ,[1a“ Ha moBa, Ye ca Heobxogumocmu:

* kpumepuu 3a akpegumauusa Ha Aabopamopuume, npegaaza-
WU 2eHemuYHU uscaegBanus — 95%,;

e npoekm Ha HauuoHaAaHa npozpama 3a MacoB 2eHemuuyeH
ckpuHuHz npu HoBopogeHume u ceaekmuBeH ckpuHuHz2 npu
Bucoko-puckoBume HoBopogeHu — 100%;

 npoekm Ha HauuoHaaHa npo2pama 3a MacoB ckpuHuHz2 npu
bpeMeHHUME U npeHamaAHa guagHocmuka npu Bucoko puc-
koBume 6pemMeHHU om 2eHemuyHu 6oaecmu — 100%.

Bupose 3abonABEaHWA
PeaxK HEBponorWYsN JaB0nABAHNRE - 53%
PeOxH AedhEkTi @ PAsSBATHETS Mo BpeMe na embprorenesata - L0%
Penxn pronupatopqe sabionseases - T
Pensn CACTEMHN WM PEEMETOMMN M- HA 3pfonREaHMA - T%
PeoxH BDOOEHW HADYILEHWA HA OOMAMATA HA BRIIECTEATS - #9%6
PeoxH nosHe Ja00NREaHUA - 3%
Pejiu weproapodii sabonanaieg - 3%
Peixn xeMaronornsHa sabo inaanns - 3%
Penxn Gefpeqnn 3abonrEanna - 2%
Pensn eHADEpHHHA 3abonemasnm - 2%
PeOxK racTpDeH TN 0r@4H" zabonnBaHen - 2%
PEAKH xnpyprdYEa sabonnnamin Ha Kopess = 2%
Opyrv - L7%

(uzypa 1. PasnpocmpaneHue Ha pegkume 3a6oanBaHus 8 Buazapus
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Om aHkemupaHume Auua, 98% ca 3a npuemare Ha eBponei-
ckua naaH 3a pegkume boaecmu, koemo 6u 0CU2YPUAO:

* UHGOpMauuAa 3a pegkume 3aboAdaBaHuA ¢ m.Hap. ,gocuema
Ha boaecmume”, kakmo u gocmon go no-gobpu 6a3u gaHHu
U MexHoAo2UU;

* No-paHHa guazHocmuka 4ype3 no-20AAma UHGOpMUpaHocm
Ha 3gpaBHume cneuuaaucmu, maka 4ye cemelicmBama ga
MO02am ga NAAHUpam nNogxogawo AeueHue U 2puku;

* ykpenBaHe Ha uH®pacmpykmypume — upe3 cBbp3BaHe Ha
gaHHuU, ekcnepmu U 3HaHUA — 3a NO-gobpo pas3bupaHe Ha
pegkume 6oaecmu.

OcBeH mpygHocmume B guagHocmuuupaHemo Ha pegkume
3ab0AABaHUA U AymaHuAMa Ha nauueHmume 8 aHaaume Ha 3gpaB-
Hama cucmema, ce noABaBam u npobaemu caeg nocmaBaHemo

Ha guazHo3ama, npegcmaBeHu Ha ¢ue. 2, koumo Cbuwlo Hanazam
HEomMAOXHU noAumuyecku mepku.

113Bogume ca, ye uma cnewHa Heobxogumocm om NOAUMU-
yecku mepku, kacaewu HeygoBaemBopeHume Hykgu Ha nauueH-
mume, cBbp3aHu C HaAUYUEMO U goCMbNa go COUUAAHU, KAUHUYHU
U UHmMezpupaHu ycayeu. OmyemeHume pesyamamu, noka3aHu Ha
(ua. 3, 2080pam 3a moBa, ye uzorauuama, BAOWEHOMO NCUXUYHO
3gpaBe, HamarABaHemo Ha kauecmBomo Ha »kuBom, 3a2ybama Ha
paboma u Auncama Ha gocmbn go npuobwaBawo 0bpasoBaHue,
ca OCHOBHUME npobAeMu, CbnbmecmBawlu guazHo3ama ,,pAgko
3a60AABane” [4-7].

lpenopbkume, (GopmyAupaHu om aHkemupaHume nauueH-
mu ca 0606uWeHU go Heobxogumocm om: pabomewiu ekcnepmHu
ueHmpoBe; uHMezpupaHa MyaAmugucuunAuHapHa 2puka (pasaudHu

TpyaHOCTU cnep ANarHocTuLMpaHeTo
HanyckaHe Ha yunnuuie/yHusepcmteT
B TpygHo
HanyckaHe Ha paboTa oT 6onHorneAaua Ha... o
cnep,
HanyckaHe Ha paboTa oT cTpaHa Ha 601HUA AmnarHoc|
B TMUMpa
BnolasaHe Ha OTHOLIEHWATA CbC CEMENCTBOTO... HeTo
BaowaBaHe Ha NCUXUYHOTO 34paBe MpoueH
MpekapBaHe Ha NOBeYe Bpeme y AoMa T (%)
BnoluasaHe Ha KayecTBOTO Ha XMBOTA
PA3KO HamaNsABaHe Ha COLMAIHUA }KMBOT
0% 5% 10% 15% 20%
(uzypa 2. TpygHocmu cAeg guazHOCMULUPaHEMO
1
OcCHOBHM Npobnemu, CbNbTCTBALLU peagKuTe
ANarHosu
Hyaa oT Tepanuma y Joma 1 8 061HOCTTa
JNlvnca Ha cneumanncti no peaxn 6onectu
HefocTaTbuHa MHPOPMALMA Ha GbArapcKu = I'Ipo6neMV|°
e3mK MpoueHT ( %)
MpumTe 3a 6ONHMA Ce NPeaoCTaBAT OT
pPOAHUHU
Jlvnca Ha gocTbn 40 TPYAOBMU
0% 50% 100% 150%

(uaypa 3. OcHoBHU npobAemu, convmemBawu pegkume guazxosu
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YCAy2U Ha €gHO MACMO); CNeuuaAu3upaHa pexabuAumauus; one-
komeHu agmuHucmpamuBHU npouecu; acucmenmcka nogkpena;
gocmbn U UHMe2puUpaHo 06pa3oBaHue 3a geuama ¢ pegku 3a60Ad-
BaHuA; GuHaHcoBa nogkpena u kauecmBeHu ncuxoao2udecku ycay-
2U; MOBUAHU ycAy2u, cBbp3aHu ¢: pexabuaumauus u acucmeHnmcka
nogkpena (87,5%); mepanua u gedHocmu om exXkegHeBuemo (75
%); nogkpena Ha nauueHma (62,5%); uHhopmupaHe, 3aCMobNHUYe-
cmBo, 0byyeHue Ha nauueHma, gHeBHa 2puka (50 %) [4-6].

MpuopumemHuu obaracmu

Pesyamamume, kacaewu cb2Aacue UAU HECb2AACUE Ha pec-
noHgeHmume, 2080pAM 3a 6e3aneAaUUOHHO NpUeMaHe Ha ugeume
3a: 1. HauuoHanHa u eBponelicka noaumuyecka pamka; 2. paHHa,
bop3a U moyHa guazHocmuka; 3. HaBpemeHeH, paBeH gocmbn go
BucokocneuuaausupaHo 3gpaBeonasBane u 4. uHoBamuBHU mepa-
nuu, 5. uAnocMHa 2puXka npes ueaus uBom, ocHoBaHa Ha HyXgu-
me Ha nauueHmume, 6. uscaegoBameacka u pasBoliHa gedHocm,
7. Cb3gaBaHe u ynompeba Ha peaucmpu € gaHHU Ha nauueHmu B8
obuwiecmBeHa noa3a, 8. BkalouBaHe B8 KAuHUYHU u3numBaHusa u 9.
Ae2UMUMHO 2paxkgaHcko yyacmue. Tesu 9 npuopumemHu obaacmu
Ca gonbAHEHU om npegAoXkeHuAma, 8 yacmma ¢ omBopeHume Bb-
npocu, 8v3 ocHoBa Ha koumo e cbcmaBeH MaHupecm ¢ noAumu-
yecku uckaHus, agpecupaH kbm ynpaBasaBawume u 8 yacmHocm
— kom 3gpaBHume Baacmu.

1. [lpuemaHemo Ha HauuoHarHa u eBponeiicka noaumuyecka
pamka npegnoraza: BkalouBaHe Ha pegkume 6orecmu 8
HauuoOHaAHama 3gpaBHa cmpameaus; CbcmaBaHe Ha Ha-
UUOHaAeH NAaH 3a gelicmBue 3a pegkume 6oaecmu; akmy-
aAU3UpaHe Ha HauuOHaAHUME HopMamuBHU gokymeHmu,
upe3 koumo ce BvBexkgam noaumukume 3a xopama ¢ pegku
boaecmu; yyacmue Ha GoA2apckua MUHUCTMbLP Ha 3gpaBe-
onasBaHemo B cvbcmaBsHemo Ha obwoeBponedcku nAaH
32 pegkume 6oAecmu 32 NOCMU2aHE HAa CbU3MEPUMU Ue-
AU B omgeAHume gopxkaBu B EC; BkalouBaHe Ha GoA2apcku
npegcmaBumenu B8 6bgewus EBponelicku naprameHm koM
2pynama Ha napAaMeHmapHUMe 3acmbnHUUU 3a Xopama ¢
pegku 6oaecmu [1,3,8].

2. lNo omHoweHue Ha guazHocmukama, Hal-ocmpu ca Hykgu-
me 0m ONMUMU3AUUA Ha NPOUeca NO guazHOCMUUUPaHe,
ocuzypABaHemo Ha KOHCyAMauuu CoC CbomBemHu cneuua-
Aucmu, koopguHupaHama paboma mexgy msx, GuHaHcoBo-
MO NOgNOMazaHe Ha NauueHmume U NcuxoAo2uyeckama um
nogkpena. 3a ga 6bge ocbwecmBeHo moBa, cnopeg npegao-
»KEHUAMA Ha nauueHmu U mexHu npegcmaBumenu, Ce Hanaza:

* nNpeogoaaBaHe Ha HepaBeHcmBama B8 gocmouna Ha 6bA-
2apckume nauueHmu go paHHa u moyHa guazHocmuka,;

* koopguHauus om cmpaHa Ha M3 Ha eguHeH nogxog 3a
guazHocmuka;

e akmyaAusupaHe Ha cmaHgapma no meguuuHcka 2eHe-
muka;

° npegAoXeHue 3a npoekm Ha ,HauuoHaAHa npozpama 3a
MacoB 2eHemuyeH CkpuHuH2 npu HOBOpOgeHUme u ce-
AekmuBeH ckpuHuHz npu Bucoko-puckoBume HoBopoge-
HU'

e ocuzypABaHe  (UHAHCUPAHEMO HAa QUAZHOCMUYHUME
uscaegBaHua 3a xopama ¢ pegku 6oaecmu om Bcuuku
Bv3pacmoBu epynu (a He camo nog 18-2oguwHa Bob3-

pacm) [1,3,8].

3. HaBpemerHuam, paBex gocmwvn go BucokocneyuausupaHo

3gpaBeonasBane, cnopeg pecnoHgeHmMume, npegnoaaza cBo-
eBpemeHHo BbBexkgaHe Ha noaumukume Ha EC 3a pegkume
borecmu u uHmezpupade Ha EPM B8 HauuoHaAHama 3gpaBHa
cucmema. boazapckume nauueHmu mpa6Ba ga umam goc-
mon go BucokocneuuaausupaH ekcnepmeH onum, 68 pamku-
me Ha EC. Heobxogumu ca u ycmoduuBu uHBecmuuuu om
blogkema Ha gobpkaBama 3a ykpenBaHe kanauumema Ha
ekcnepmHume ueHmpoBe u nogobpABaHe Ha npegocmaBa-
HUME CNeuuaAu3upaHu ycAyau. Yyacmuemo Ha nauueHmceku
npegcmaBumeau 8 EPM B npouecume no dopmupaHe Ha
noAumuku omHocHO pegkume boaecmu u geliHocmma Ha
ekcnepmHume ueHmpoBe 6u npegocmaBuAo HaBpemeHeH U
paBeH gocmbn Ha BbA2apume ¢ pegku guagHo3u go Buco-
kocneuuaausupaHo obpasoBaHue [1,8].

. Jlocmvnbm go uHoBamuBHU mepanuu npegnoAaza cucmema-

MUYHO aHeaXkupaHe Ha 6bA2apckume 3gpaBHu u pe2yramop-
HU BAacmu ¢ nauueHmume u mexsume npegcmagumeau. To
e cBobp3aHo u ¢ akmuBHO yyacmue Ha npegcmaBumeAume
Ha boA2apckume uHcMuUmMYyuuu 8 HacbpyaBaHemo Ha uHoBa-
UUUME U paHHUA gocmbn go AeYeHus, CbmpygHuyecmBo npu
ueHoobpasyBaHemo U Bb3cmaHoBABaHeMO Ha pasxogu 3a
3akynyBaHe Ha AekapcmBa-cupauu. BakHo e ga ce ocuzypu
NPogbAKUMEAHOCM HAa Mepanuume U gocmbna Ha nauueH-
mume Hag 18 2oguHu go msx [1,8].

. B obrnacmma Ha usrocmHama epuka npes ueaua XuBom,

couuanHume YycAyau, koumo buxa BuAu Hali-noAe3HU U bu-
Xa nogobpuau kauecmBomo Ha >kuBom Ha nauueHmume u
mexHume cemelicmBa, B8 Hall-2coAnAmMa cmeneH, ca: pexabu-
Aumauua u acucmenmcka nogkpena (87,5%), mepanus u
gedHocmu om exegHeBuemo (75%), nogkpena Ha nauueH-
ma (62,5%), uHdopmMupaHe, 3acmbnHu4ecmBo, 00yyeHue
Ha nauueHma, gHeBHa 2puka (50%) [4-6]. MogobpsBaHemo
Ha kayecmBomo Ha »uBom Ha nauueHmume ¢ pegku gua-
2HO3U, CNOpeg 3anumaHume, 6u MO2A0 ga Ce ocbuiecmBu
nocpegcmBom  gbA20CPOYHO OCu2ypABaHe Ha cneuuaAusu-
paHu COUUAAHU U COuuaAnHo-3gpaBHu ycayau. Hapeg ¢ moBa,
cneuudukume Ha pegkume 6oaecmu caegBa ga Gbgam UH-
mezpupaHu 8 HauuoHaaHa cucmema 3a oueHka HUBOMO Ha
(GyHkuuoHupaHe Ha gageHo Auue, 8 coomBemcmBue ¢ KoH-
BeHuuama Ha OOH 3a npaBama Ha xopama ¢ yBpexkgaHus,
kamo ce usnoa3Bam gaHHume om Orphanet.
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6. MpegaokeHuama, cBop3aHu ¢ u3cregoBameackama u pas- HOBHO go akmyaAu3auus Ha 3akoHoBama u nogsakoHoBama

BodHa gedHocm, BkaloyBam cb3gaBaHe Ha ycmodyuBa
ekocucmema 3a HayyHu uscregBaHuAa u UHOBauuu, OpUeH-
mupaHa koM nauueHmume. B masu Bpb3ka ca Heobxogumu
uHBecmuuuu B uHdpacmpykmypu 3a Hanpegbk B u3scAeg-
BaHuama, kakmo u BkalouBaHe B HaauyHume eBponelcku
Hay4yHU uHdpacmpykmypu: 6uobankupane (BBMRI), mpah-
cAauuoHHama meguuuHa (EATRIS), EuroBio Imaging, 6uout-
(dopmamukama (Elixir) u kausuusume npoyyBaHua (ECRIN).
(okycom e nocmaBeH Bopxy Heobxogumocmma om Nnog-
kpena Ha guagHOCMUYHUME U HayyHU 3BeHa 3a uszpakgaHe
U noggopkaHe Ha pe2ucmpu ¢ KAUHUYHU gaHHU U buobaHku,
u BkatouBaHemo um B geliHocmma Ha GbAa2apckume xvb08e
Ha eBponedckume Hay4yHu undpacmpykmypu u eBponedcku-
me pedepeHmHu MpexXu [1,8].

. CregBawama mapzemua obaacm, 3a KOAMO PEcnoHgeH-
mume ca gaau kamezopuyHO CobaAacue, N0 OMHOWEHUE
Heobxogumume gedicmBua 3a pegkume 6oaecmu kacae Co-
bupaHemo u ynompebama Ha gaHHU Ha nauueHma B noA3a Ha
obwecmBomo. MpegaoxkeHuama 8 obaacmma « omBopeHu-
me Bonpocu BkalouBam: nognomazaHe Ha XapMOHU3UpaHe-
mo, ONMUMU3UpaHemo U onepamuBHama cvbBmecmumocm
Ha enekmpoHHUME 3gpaBHU gocuema Ha nauueHmume, ¢
ueA 6e30nacHo U HaBpemeHHO cnogeAdaHe Ha 3gpaBHu gaH-
HU meXgy cmpaHume B8 EC u yaecHABaHe Ha mpaHcapaHuy-
HOMO 3QgpaBHO 006CAYKBaHe; 2apaHmMupaHe Ha emuyHomo
u3noA3BaHe Ha BmopuyHu 3gpaBHu gaHHu, B pamkume Ha
HageXkgHa ynpaBaeHcka pamka, ocHoBaHa Ha AcHU npaBuAa
u cmadgapmu, ¢ Hacoku om EPM. B masu Bpb3ka usausa
U A02UYHama Heobxogumocm om noBuwaBaHe Ha uudpo-
Bama 3gpaBHa 2paMomHoCM Ha xopama ¢ pegku Goaecmu.
Cowo maka, N0 MHeHUe Ha pecnoHgeHmuUme, € He06X0guMOo,
BkalouBaHe Ha Ag2UMUMHU npegcmaBumeAu Ha nauugHmu-
me ¢ pegku boaecmu B HauuoHaAHUMe ynpaBAeHcku op2aHu
Ha obwoeBponetickume cmpykmypu 3a 3gpaBHU gaHHU U
nogkpena Ha 6bacapckume ekcnepmHu ueHmpoBe, 8 masu
obaacm, 3a pa3Bumue Ha peaucmpu ¢ gaHHUMeE Ha NauueH-
mume, 8 coomBemcmBue ¢ HauuoHaaHUME u eBponelcku
usuckBaHus kom msx [1,8].

. lpegroXkeHusma Ha 3anumaHume OMHOCHO gocmbna Ha
nauueHmume ¢ pegku 3aboaaBaHus go ywacmue B8 kau-
HuyHu u3numBaHua BkatouBam: npusHaBaHe poaama Ha
ekcnepmHume ueHmpoBe B npoBexkgaHemo Ha KAUHUYHU
npoy4BaHus; yrecHABaHe paspabomBaHemo Ha uudpoBu uH-
CMPYMeHMU, meAeMeguuuHa U MOBUAHO 3gpaBeonasBane;
gocmbn Ha Gbacapckume nauueHmu ¢ pegku boaecmu, 8
m.Y., U Ha mesu ¢ pegku BugoBe pak, go yuacmue B kAuHUY-
HU usnumBaHus Ha HOBu AekapcmBeHu mepanuu [1,3,7-9].

. MpegaokeHusama, gageHu om 3anumaxume, no noBog Ha
Ae2umuMHoOmo epaxgaHcko yyacmue, ce 06obwaBam oc-

HopmamuBHa ypegba, 2apaHmupawia Ae2UMUMHOMO 2paX-
gaHcko yyacmue Ha npegcmaBumeAume Ha nauueHmume u
mexHume cemelicmBa B geliHoCmMmMa Ha UHCMUMYyUUUME;
cb3gaBaHe Ha HopmamuBHama pamka 3a HacbpyaBaHe Ha
yyacmuemo Ha 2pakgaHume B8 cb3gaBaHemo Ha obuiecm-
BeHu noaumuku; akmuBHa nogkpena u npomouus Ha ged-
Hocmma Ha 2pakganckume op2aHusauuu; 83aumcmBate Ha
gobpu npakmuku Ha paboma u B3aumogelicmBue ¢ UHcmu-
myuuu Ha EC [1,3,8].

Juckycus

Mpegu3BukameacmBama Ha cemedcmBama ¢ pegku 6one-
cmu ca cBop3aHu He camo C pagkocmma Ha guazHo3ama, a u ¢
Auncama Ha yHugukauus Ha mepkume Ha 6oA2apckomo 3gpaBeo-
nasBaHe ¢ mesu Ha eBponedcko HuBo [1,3,7-8]. Hag 250 ekcnepmu
U XuAAgu xopa, kuBeewu ¢ pegku boaecmu, u mexHume cemed-
cmBa gokaagBam upe3 npoyuBaHemo Rare 2030 Foresight Study,
3a Heobxogumocm om HoBa noaumuyecka pamka 3a pegkume 60-
Aecmu, Bkalouumeano 3a pegku BugoBe pak, koamo ga cBvp3Ba
eBponelckume cmpaHu 4pe3 guazHocmuka, uscAaegBaHusn, gaHHu,
AeYeHue, 2puXu U ga 2apaHmupa cBbp3BaHemo Ha ekcnepmu, 3Ha-
HUA U gaHHU, koemo bu ocu2ypuAro no-gobbp U no-gbAbz XKuBom
3a 3acezHamume om pegku 3aboAAaBaHuA u mexHume cemedcmBa.
OcBen moBa, mpAbBa ga 6bge nocmaBeH HOB (okyc Bopxy Ha-
UUOHaAHUME nAaHoBe U cmpameauu 3a pegkume 6oAecmu, maka
ye HayyHUAM, MEXHOAO2UYHUAM U KAUHUYHUAM Hanpegbk ga goc-
muzHam go Bceku yoBek, XkuBeew ¢ pagko 3aboaaBaHe. BoB Bpoba-
ka ¢ moBa e Heobxogumo cb3gaBaHemo Ha ekocucmema, koamo
HacbpyaBa uHoBauuume BoB Bcaka obaacm om XuBoma u nocma-
BAHEMO Ha u3MepuMu ueAu 3a HamanaBaHe Ha HepaBeHcmBama u
ocuzypsBaHe Ha Hal-Bucoko kayecmBo Ha »uBom, HesaBucumo
0m MACMOMO Ha pakgaHe u mecmoXkuBeeHemo Ha 3acezHamume.

Ha xopama ¢ pegku 6orecmu 8 Bbazapua omHema okono 5
20QUHU oguces go nocmaBsaHe Ha guazHo3ama — Nepuog Ha Hecu-
2ypHocm, 06wupHU B3aumogedcmBua cbC 3gpaBHU cneuuaaucmu
u usonauua. Camo 6% om pegkume 3a60AABaHUA UMam AgYeHUE,
HO AuncBam uHGOpMAUUA U Cneuuaaucmu u 3a msx 3ano46a HoBo
npegu3BukameacmBo — mbpceHe Ha UHGOpPMauusA U AeyeHue. bau-
30 70% om pegkume 6oaecmu 3anoyBam B8 gemcmBomo, a 72% ca
C 2EHEMUYEH NPou3x0g, koemo HaAaza cnewHu mepku 3a 2eHemu-
yeH ckpuHuHz u nbmeka 3a nogkpenAawa 2puka npe3 ueaus Xudom.

Om npoBegeHomo 3anumBaHe cpeg npegcmaBumeAu Ha
nauueHmcku opzaHusauuu 8 bBva2apus, ce ycmaHoBaBa, ye oc-
HOBHUMe npobAemu Ha 3gpaBHama noaumuka cnpAmo pegkume
3a00AABaHuA, 8 BoA2apua npousmuyam om Auncama Ha:

* gelicmBaw, peaucmuop 3a pegku boAecmu, nopagu Aunca Ha
pe2namMeHm Ha npoueca 3a yecmomama Ha BkalouBaHemo
um B Heeo;

* HauuOHaAeH nAaH 3a pegkume Goaecmu (usmekoa — 2013
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2.), Yacm om HauuoHaaHama 3gpaBHa cmpameaus;
ekcnepmHu ueHmpoBe u gocmbn go ekcnepmHa 2puxa,
npegocmaBaHa upe3 eBponedckume pedepeHmHU mpexXu
(EPM);

CbmpygHU4ecmB0 u 06meH Ha gobpu npakmuku ¢ eBponed-
ckume ekcnepmHu ueHmpoGe;

HauuoHanHa npozpama 3a npopurakmuka u guazHocmuka
Ha 2eHemuy4Hume borecmu npu 6pemMeHHU, HOBopogeHu U
cemelicmBa ¢ 2eHemuyHU 6oaecmu;

gocmbn go HoBume AekapcmBeHu mepanuu 3a 6bA2apcku-
me nauueHmu, kakmo u Ha pezanamMeHm Ha npougca 3a 3a-
nAallaHe Ha mepanuume om cmpata Ha H30K.

edekmuBHU peayramopHu, KOHMPOAHU MeXaHu3Mu u ak-
myaAHu cmaHgapmu no ,Meguuutxcka 2eHemuka“ 3a npo-
BexkgaHe Ha 2eHEMUYHU guagHOCMUYHU U npoduAakmuyHu
uscaegBaHus;

0BracmaBaHe Ha nauueHmume ¢ pegku 6oAecmu nopagu
cAaba UH(GOpPMUPAHOCM, AUNCAa Ha AeyeHue, nocregBawia
2puka U cneyuaAusupaHu CouuaAHu ycayau [2-3,5].

3aknlovyeHue

Pegkume 6orecmu ca obaacm, B8 koamo gelicmBuAma Ha
EBponedckusa colo3 umam uskaloyumeaHa gobaBeHa cmodHocm,
mbl kamo 8 BbA2apus, 3HaHUAMA U gaHHUME ca pasnpbCHamu u
0CKbgHU, @ CaMOCMOAMEAHUME HAaUUOHaAHU gelicmBusa — Heedek-
muBHuU. HebAazonpusmHama npozHo3a npu pegkume 3aboAdBaHus
npegnoAaza pokycupaHe Ha ycuAuama B ocuzypaBaHe Ha ycAoBus
3a nogobpABaHe kayuecmBomo Ha kuBom Ha nauueHmume, nocpeg-
cmBom npegocmaBaHe Ha CneuuaAusupaHu ycayau, CbobpasHo eB-
ponetickume cmargapmu. ToBa npegnoAaza MyAmugucuunAUHapHa
2pwka ¢ gpokyc kom cemelicmBomo, mpaHcapaHu4Ho 3gpaBHo 06-
cAykBaHe, npodurakmuka u guazHocmuka Ha 2eHemuyHUMe 3a60-
AABaHuA, cb3gaBaHe Ha 3gpaBHu peaucmpu u yyacmue 68 KAUHUYHU
usnumBaHua Ha puckoBu 2pynu. ToBa bu Ocu2ypuAo u3zpaXkgaHe
Ha ycmodyuBa cmpameaua koM pegkume 6orecmu, ona3BaHe Ha
bogewume NokoAGHUA OM 2EHEMUYHU CMpagaHuA u ocuaypsaBaHe
Ha gocmoeH XkuBom ¢ borecmma 3a 3acezHamume.
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