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Pernctpute 3a nauneHTn ¢ rmaBobonue morat ga po-
CTaBAT U3KIIOYUTENHO BaXkHa MHbopMaLMs 3a KIMHUKO-Tepa-
neBTUYHUTE  OCOBEHOCTM,  KayecTBOTO  Ha  XKUBOT,
TPYAOCNOCOOHOCTTA, M3MON3BaHETO HA 34PaBHU PeCypcH,
HecpeLLHaTUTe HY)XAW Ha cTpagalluTe xopa oT AafeHa norny-
nauus 1 JOnpuHacaT 3a pa3BUTUETO Ha HaykaTa 3a rnaBobo-
nueto. M3arpaxgaHeTo Ha PerucTbp C KayecTBeHW OaHHU
M3MCKBaA CUCTEMEH MOAXOA U NpuabpXKaHe KbM onpeaeneHn
npuHUMnu. ETanMTte n enemMeHTUTEe Ha cb3gaBaHe Ha peruc-
Tbp 3a NauMeHTn ¢ rmaBobonve BKMYBAT: onpeaensHe Ha
uenu, onpeaensiHe Ha ekun u agMUHUCTPUpPaHe, U3rOTBSIHE Ha
Hay4yeH NPOTOKOM, onpeaensHe Ha oopmaTa, BKIHOYBaHe Ha
[aHHM OT BanuampaHu BbNPOCHULM, CKanu U CTPYKTypupaHu
WHTEpPBIOTA, onpeaensHe Ha U3TOYHUUUTE Ha OaHHW, cnas-
BaHe Ha eTUYHUTE acnekTu U 3alumTa Ha IMYHUTE OaHHK, Ha-
OupaHe Ha gocTaTbyeH Opow y4acTHULM.

KnouoBu gaymu: rmasobonvie, nsrpaxxaaHe, Hayka, pe-
TUCTPW, PErncTbp, Cb3aaBaHe

BBHBEOAEHUE U ONPEAENEHMUE
MauneHTCKUAT perncTbp NpeacTaensasa opraHu3u-
paH MeTo 3a chbupaHe Ha AaHHW 3a AafeHa AePuHm-

paHa rpyna xopa, KoAaTo € C onpegeneHo 3abonsiBaHe
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Headache registries can provide valuable information
about clinical characteristics, treatment profile, quality of life,
disability, health care utilization, unmet needs of people with
headache and contribute for the development of headache sci-
ence. The development of a registry with high quality data re-
quires systematic approach and following of certain principles.
The stages and elements of creating a headache registry in-
clude: setting aims; organizing a team and administration of
the registry; development of a scientific protocol; determining
the registry infrastructure; including data from validated ques-
tionnaires, scales and structured interviews; determining
which sources of data to use; following ethics principles; pro-
tecting personal data; including enough participants.
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UNn e NoarnoXeHa Ha OENCTBMETO Ha €4HM U CblUn
dakTopu. CbbupaHeTo Ha MHopMaLna Moxe aa ce
OCBLUECTBSIBA C PA3NNYHU LENN — KITMHUYHU, Hay4YHM,

ennaemMmnosiormdyin Unm cebp3aHn C ynpaeneHune Ha
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3gpaBHWTE nonuTukk (6). B 3aBMCMMOCT, OT TOBa Kak ce
aedrHnpaT yyacTHULUMTe, perMcTpuTe MmoraTt a ce pas-
OEensT Ha: NONynauuoHHU — CbabpXaT nHdopmaLus 3a
BCWYKW Cryyau 3a AafeHa nonynauvs Ha gageHa tepu-
TOopusi U No3BoMNsiBaT onpefensHe Ha GONecTHOCT U
3ab0neBaeMocCT; KNMHUYHO-0a3npaHn — cbabpXKaT UH-
dopmaLus 3a BCUYKM NauueHTn ¢ gageHo 3abonsisaHe
npeMunHanu npes onpegeneHa KnuHuka nunmn donHuua;
NPOAYKTOBM PErMCTPU — CbabpXKaT MHopMaLms 3a na-
LUMEHTN, KOUTO ca NOAJSIOXKEHUN Ha NeYeHNe C AafeH Me-
OVKaMEHT UIN MEeAMULMHCKO YCTPOWCTBO; perncTpu ot
3gpaBHaTa cuctema — cbabpxaT WHdopmauusa 3a
BCVYKM MaLMEHTX, KOUTO Ca M3MNOMn3Banu onpegerneHa
3gpaBHa ycnyra. Miugopmauusita moxe fa 6bvae cbou-
paHa noa dopmarta Ha CPe30BO UMM NOHIUTYAUHANHO
npoyysaHe. CvbpaHaTa nHdopmauns B fageH peru-
CTbp MOXe [a CryXWu 3a nocTuraHe Ha ronsm Gpon
Ba>XHV MEAMLIMHCKM LIeNn — XxapakTepraupaHe Ha 3abo-
NSABAHETO; OTKPMBaAHE Ha CrneumMdUYHN KNMHUYHU OCO-
GeHoCTV Ha u3cregBaHaTa nonynauus; 3acmyaHe Ha
PEeHOTUNHM BapuaLmm; ONnucaHne Ha eCTeCTBEHUS X0,
Ha 3abonsBaHeTo 1 MoAMMULMPAHETO My OT Npuema-
HWTe Tepanuu; onNncaHue Ha AbnrocpoYyHaTa edekTuB-
HOCT, MOHOCMMOCT ¥ npodun Ha Oe3onacHoCT Ha
OadeHO NeYeHne; CpaBHeHVe Mexady OTAenHu Tepa-
NEBTUYHM MOAXOAW, MAeTuduLMpaHe Ha nauueHTw,
NoAXoAsLLM 332 yHacTue B KINMHUYHW NPOYYBaHUS; UOEH-
TuhmumpaHe Ha HOBM UHAMKALMMW 32 BEYE HalNNYHU Te-
panuu; oTKpMBaHe Ha MapKepwu 3a Ha4YVH Ha NPoTUYaHe
Ha 3abonsBaHETO M 3a OTFOBOP KbM Tepanus; OTKpu-
BaHe Ha HecpeLLlHaT! HYXau 1 cneumnduyHn n3nckea-
HMA Ha [JafeHa nonyrnauus; XapakTepusupaHe Ha
MeOVKaMeHTO3HMS NPOdOuN Ha NALMEHTUTE; u3MepBaHe
Ha TOBa, KOMKO NPaKTUKyBaLLUTE fiekapu ce npuabpxat
KbM YCTaHOBEHUTE KOHCEHCYCU 3a NeYeHNE; N3mMepBaHe
Ha Ka4ecTBOTO Ha MeAMLUHCKaTa rpuxa; u3amepBaHe Ha
N3MON3BaHETO Ha 34paBHU Pecypcu; npecmaTaHe Ha
CbOTHOLLEHMETO LieHa/pe3ynTaT Ha pasnuyHuTe Tepa-
neBTUYHK cTpaTeruu (2, 6, 7, 15). CbbpaHaTta uHdop-
Mauus B AafEeH PErMCTbP MOXeE Aa MOCIYXM Ha MHOTO

3anHTepecoBaHn CTpaHM — NaumnMeHTn; TeEXHUTe 6nunsku;
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neKyBallMTe fiekapu; y4eHu; 3gpaBeonasH CUCTEMU;
dhapmaueBTUYHN KOMNaHUK; Xopa, onpeaensLwm 3apas-
HuTe nonuTtukm (10, 11). lo MOMeHTa cbLuecTByBaT pe-
avua npumepu 3a (YHKUMOHMpALLM pernctpu 3a
nauneHTn c rnaBsobonue — American registry for mi-
graine research (16), The headache registry of the Ger-
man migraine and headache society (14); Norwegian
headache registry (MI-Head) (17), Hungarian headache
registry (9), Italian migraine registry (1) n gp.

ETAMNMU U ENEMEHTU NPU

U3rPAXXOAHETO HA PETMCTDBP 3A

NMAUMUEHTU C NABOBOJIUE

OnpepgensiHe Ha Uenu Ha peructbpa. Cnopeg
npegeduHupaHmTe Lenu Ha perncTpure, Te Moxe Aa
BKITHOYBAT ronieMu Unm Marnku cybnonynaumm nauneHTu,
a uHdopmaLmsaTa B TAX MOXe Aa fage oTroBop Ha ob-
XBaTHU UNWN TACHO AeUHUPaHU MeQNLMHCKM BBMPOCK.
Hanpumep pernctsbp, B KOWTO ce cbbupa nHdopmauus
3a KIIMHUKO-TEPANEBTUYHUTE XapakTEPUCTUKN U Xo4a
Ha 3abonsiBaHETO Npu Xopa ¢ MbPBUYHM rMaBobonus ot
JafeHa nonynauusa uma obxsaTHa uen u B Hero morat
Oa ObaaTt BKIOYEH TonsiM, penpeseHTaTvBeH Opon
yyacTHuum. Peructbp, Kouto npocrnegssa 6esonac-
HOCTTa Ha AadeH MeAauKameHT 3a murpeHa npu bpe-
MEHHU 61 MMan MHOro mo-marnka nonynaumsa. EguH
perMcTbp MOXe [a MMa efHa ronsma HaydHa uen
(cnepeHe Ha xoga Ha MbpPBUYHUTE rMaBOBONNLA) U MHO-
XEeCTBO MO-KOHKPETHO AedUHMPaHN HayyYHu uenu (npu-
ObpXaHe KbM fJafeHa Tepanus, YecTtoTa Ha nonssaHe
Ha gageHa Tepanvs, NpeavkTBHA CTOMHOCT Ha JageH
Buomapkep v ap.)

AOMUHUCTPUPaHe N eKnn KbM peructbpa. B 3a-
BMCUMOCT OT 3afiafieHuTe uenu n obxear, B eknna Ha
perncTbpa Moxe [a y4acTeaT cneumanmcT ¢ pasnnyHn
KomneTeHumun. bpos y4acTHMLUM B ekMna moxe Aa e rno-
ronsgmM unu No-mManbK, CTura Aa ce ocurypsisa npaBuiiHO
ynpasneHue n (pyHKUMoHMpaHe Ha cuctemarta. EanH
ronsMm LMpokoobxBaTeH pernctbp 6u  BkMoYBan:
HeBpONo3u — cneynannucT no rnasobonue, obLLonpak-

TUKyBaLLUKX nekapu, enngemMmnorio3n, CtTatuctuun, peHT-
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reHonosu, reHeTnum, nabopatopHu nekapu, cneuva-
JINCTU NO MegununHCKa eTtnuka, MKOHOMUCTU, cneunanum-
CTn no I/IHd)OpMaLI,VIOHHVI TeXHOonormn, agMMHUCTPaTopu
Ha perucTbpa, CneumanucTu no 3aluta Ha NMYHUTe
OaHHU, cneumanncTy no KnbepcurypHocT, pucTu, na-
LUMeHTCKN opraHusaumun. o npegnoxeHne Ha Mexay-
HapOAHOTO APYXeCTBO No rnasobonue (15) ekuna kbm
perncrbpa Moxe 6bae opraHusmpaH B pa3nnyHn KOMu-

TETU/KOMUCUN: N3NBAHUTENHA KOMUCHUA — KOHTpOInpa

BCEKMAHEBHATa OEWHOCT Ha pernctopa M BKIHOYBa
rmaBHUTE nU3crnenosarenn n aaMMHUCTPAaToOpPUTE Ha pe-

r’MCTbpa; HAy4YHO-KOHCYNTATUBHA KOMUCHUA — ,El,ed)VIHl/Ipa

LennTe 1 3agaduTe Ha perucTbpa u crnegu 3a TAXHOTO
M3MbIHEHWE, BKIOYBA IMaBHU U3cnedoBaTenu, cneumna-
nMcTu no rnaeoGonve, cTaTucTULM, ENMOEMMONIO3N 1
APy MeaMLMHCKM CneumanncTy ¢ AonbBaLly ce KOM-
neTeHUMn; KOMUCUA 38 AOCTbA M NybGnukaumm — pas-
rmexaga monbute 3a OOCTbn A0 MHGOpMauusiTa B
pernctbpa, onpenens aanu Hay4yHuTe Lenv u metoaum,
NpeanoXeHn oT U3criefoBaTenmTe, KOMTO UCKaT AOCT b
0O peructbpa ca afgeksaTHM, crnean nybnukauuute
CBbP3aHu ¢ perncTbpa, 3a ga ce usderHat aybnupaiim
ce pa3paboTkM 1 Oa ce OLeHsiBa HayyHaTa NpoayKTuB-

HOCT, CBbp3aHa C pernctbopa; KoMmcuad 3a ©e3onacHocT/

CTPaHUYHM peakumu — ako AafeH perucTbp cboupa nH-

dopmMaLmsa 3a CTPaHUYHU peakumm/cbonTmsa oT neve-
HWs1, Ta3n HE3aBUCKMa KOMUCUS OTrOBapsi 3a CNeAEHETO
UM 1 32 CBOEBPEMEHHOTO YBEOMSsIBaHE Ha perynartop-
HWTE OpraHu; NauMeHTCcKa KOMUCKS — PETYIISIPHO Cce cpe-
La C NpeAcTaBUTENN Ha OPYrUTe KOMUCUM 1 OCUTrypsiBa
nauueHTcKaTa MepcrnekTMBa 3a ovakBaHu pesynrtaTw,
Han-gobpn meToau 3a NPoOMOTMpPaHe Ha perncrbpa
cpepn nauneHTuTe, NeCHM 3a NauMeHTUTe MeToaM 3a Cb-
OvpaHe Ha nHopmaums, pasnpocTpaHeHne Ha nHdop-
MauusiTa OT permcTbpa cpeg nauMeHTUTe; KOMUCHS Ha
CMOHCOPUTE Ha perMcTbpa — Ypes Hesd NpeacTaBuTenu
Ha CMoHCOopMpaLLMTe perncTbpa opraHu3aumm morar ga
NpeaCcTaBAT CBOUTE BWDKAAHUSA 3a HAcokMTe 3a paboTa
Ha perucTbpa.

MU3roTBsiHe Ha Hay4eH npoTtokon. [pean ctapTu-

paHe Ha paboTa Ha perucTbpa e HeobxoaAMMOo M3roT-

BSHE Ha odwmumnaneH HaydeH npoTtokon (15). Tam
TpsibBa fa ca onmncaHu: HacTodAwaTta nunca Ha nHgop-
MaLums No oTHOLUEHME Ha rnaBobonueTo B AageHa no-
nynawuusi, HecpelHaTMTe HYXXau 1 nuncata Ha Hay4Hu
3HaHUS, KOUTO Cb3[daBaHETO Ha perncrbpa 6u 3anbvr-
HWMO; OCHOBHU Lienu, NOALENU 1 3a4a4n Ha PerncTopa;
OV3alH Ha NPOYYBaAHETO CbC CUIMHUTE U crnabute My
CTPaHu; BKINOYBALLMN M U3KIHOYBALLM KPUTEPUN 3a yvac-
TWEe Ha nauneHTn; Bua 1 obxeaTt Ha cbbmpaHaTa UHgop-
Mauusl; M3TOMHMUM M MeToauM 3a cbbupaHe Ha
MHdOpMaLMs; METOAMN 3a OCUTypsiBaHE Ha Ka4eCTBEHM
OaHHW; METOAM 3a XapMOHM3MpaHe (ocurypsiBaHe Ha
CbMNOCTABMMOCT) Ha JaHHUTE, CbOpaHM OT PasnnyHN n3-
TOYHMLM; HAYMHM 3a 3aLUUTa Ha NALMEHTUTE N TEXHUTE
NUYHW OaHHKU; MPUMOXEHO Komnme 3a MHMOPMUPaHO
cbrnacue 3a yvactue; CTaTUCTUYECKN METOAM; U34MC-
nsiBaHe Ha HeobxoaMMusa BPoN y4acTHULM; MaHoBE 3a
nybnvkyBaHe 1M pa3npocTpaHeHWe Ha noryyeHuTe pe-
3ynTaTu; npaBuna 3a CroAerisiHe Ha JaHHWUTE C apyru
n3cnegoBaTenu U TPETU CTPaHW; NPOABIDKUTENHOCT OT
BpeMe, 3a KOETO Le ce CbXpaHaBaT AaHHUTe 1 Brorno-
MYHUTE MaTepuanu; ynpasneHcKkata CTpykTypa u aj-
MUHUCTPUPAHETO Ha perncrbpa. B 3aBucumocT ot
mMallaba, HayuuTe uenu, GPUHaHCUPaHETo U MeToanTe
€ Bb3MOXHO CbLLIECTBYBAHETO Ha PErNCTbPA U Hay4YHUS
npoTokon Aa Tpsibea ga 6baart pernctpupaH KbM MH-
CTUTYLMM 1 OBLLIECTBEHO AOCTbLMNHM Ba3a AaHHuU.

Mpn onucaHueto Ha paboTtata Ha perncrbpa
TpsbBa Aa ce nocoyun 1 peda u Heobxogmmara [OKy-
MeHTauus 3a Non3BaHe Ha JaHHUTE OT BbHLUHW U3cne-
posartenu unu Tpetn nuua (15). B TakbB cnyyan Tpsdea
[a ce nogage nucmeHa monba KbM KoMUCUSATa 3a 4O-
cTbN 1 nybnukaumn. B monbata Tpsabsa aa ca onncaHu
crneundunyHnga HayyeH npobrnem, KOMTO Le ce uscnea-
Ba, HeobxoaMMWTE JaHHM OT PerncTbpa, 3a KakbB ne-
puvoA we e HeobxoaMM JOCTbMN A0 perncrbpa, Kakeu
METOAM LLie Ce U3MON3BaT, KakBU ca U3TOYHMLMTE 3a hu-
HaHCMpaHe Ha U3cnefBaHeTo 1 Ja ce rapaHTupa 3alm-
TaTa Ha [JaHHWTe K BuonornyHuTe maTepuanu ot
HeOTOpU3NpPaHO U3MOoN3BaHe U cnasBaHe Ha eTUYHUTE

Hopmu. KomucusiTa 3a gocTsn 1 nyénukauum 6u cnea-
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Barno Aa gage NUCMEeH OTroBOp Ha nogageHarta morba
00 fajeH, NnpeaBapuTeNnHO onpeaeneH BPEMEBU CPOK.

®dopmar Ha peructbpa. oyt HaNbNHO 3aabI-
XWUTENHO YCIOBWE € eOUH CbBPEMEHEH perncTop aa
“MMa CuUiHa eneKkTpoHHa UHdpacTpykTypa. Hatpynsat
ce BCe MoBeYe fokasaTencrBa 3a npegumcTeaTta Ha
€IeKTPOHHOTO CbOMpaHe Ha MeauUMHCKM OaHHW npefq
TOBa Ha xapTusi. ENeKTpOHHUTE MEeguUMHCKM LaHHU
YecTo ca No-NbfHM U No-6bp3n 3a mnssnuyaHe (18).
ENekTpoHHWSI perncTbp No3BosisiBa aBTOMATUYHO MNpo-
BepsiBaHe Ha AaHHUTE U CUrHanma3upaHe, Kkorato nva
HEMbITHN JAaHHW U CTOMHOCTUTE Ca U3BbH onpeaerneH
nHTepBarn. onbnBaHETO Ha ENEeKTPOHHUST PErncTbp
MOXe Aa CTaHe Ype3 MaHyarnaHo BbBeXAaHe Ha JaHHU
MbpPBO CbOPaHM Ha XapTuUsa UNN ONPEKTHO OT NPUIoXe-
HWUSI UNKM eNEKTPOHHU MeAMULMHCKU AocueTa. OupekT-
HOTO BbBEXAaHe CrnecTdBa 3HA4YUTENHO BpPEME,
HamarsiBa pycka OT BbBeXAaHe Ha rpeLuHn CTOMHOCTH
N yrnecHsiBa naumMeHTUTe, KOUTO ca hmsmdeckn ganed
OT U3CrneaoBaTenCcKMs LEHTbP KaTo UM cnecTsaBa Heob-
XOOMMOCTTa Aa uanpawiart nonbiHeHu popMynsapu no
noLliara unu kaTto npukadeHun danmnoBe No enekTpoHHa
nowia (15). Hannyneto Ha oH-NanH perncTbp NO3BONSA-
Ba e4HOBPEMEHHM CbOVpaHe Ha JaHHU OT MHOTO M3cre-
OOBaTeNCKN LeHTpoBe. ABTOMaTU3NPAHOTO OUPEKTHO
BbBeXaaHe obaye n3KnyBaT rpynu, KOUTO HAMAT O0-
CTbN OO WHTEPHET U eneKkTPOHHW YCTPOWCTBA, KaTo
XopaTa B HanpefHarna Bb3pacT U Xopa C HUCHK COLMO-
MKOHOMUYeCKn cTaTyc (4). Besiko BbBEXAaHE Ha AaHHU
TpsibBa Aa 6bae BpeMeBO nofnedaTaHo u Aa Moxe ga
ObAe noanoxeHo Ha oauT. B ugeanHusa cnyyan, Hag-
30pa Hafg enekTpoHHUSA perncTbp 6w criegsano ga ce
OoCblUecTBsIBa OT CneumnanHo Ha3HavyeH CUCTeMeH aa-
MUHMCTPATOP.

M3non3BaHe Ha BLMPOCHWLM, CKanu U CTPyK-
TypupaHu uHTepBloTa. CblLlecTByBaT MHOXECTBO Ba-
naMpaHy BbMPOCHWLM U CKanu 3a OLEeHKa Ha pasnuyHu
acnekTu Ha rmaeBobonueTo, kouto buxa mornu ga 6vaar
BKITKOYEHU KbM perncTtbpa (12). Morat ga ce nsnonssat
KaKTO MHCTPYMEHTU, KOUTO Ca BanuavMpaHu npu naumeH-

TW C JageH noartun rmasobonve (HaIZ-LleCTO Ca Te3n npun
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nauneHTn ¢ MUrpeHa), Taka u MHCTPYMEHTU obxBaLlla-
WM onucaHne Ha Gonkata MM KayecTBOTO 3a XMBOT
KaTo uano n HecneumduyH 3a gageHo 3abonsiBaHe.
CbbupaHeTo Ha AaHHM MO TO3M Ha4YWH MNO3BOrIsIBa CpaB-
HeHWe Ha nonynauusaTa Ha permcTbpa ¢ Apyru nonyna-
uun ¢ rmasobonve unu nonynaumm ¢ gpyrm 60nkoBu
cnHapomu. XKenaTtenHo e ckanuTe 1 BbNpoCHUUNUTE Aa
ca npeMuHanu npouec Ha NPeBOA M BanvaupaHe Ha
CbOTBETHUSA e3MK. 3a npeanovnTaHe e BbMPOCHULN-
Te/ckanuTe ga ca cBoboaHo focTbMHM (public domain),
3aLLOTO M3MNOMN3BAHETO HA NULEH3VMPaHN UHCTPYMEHTM
n3nckBa MbpBOHaYyanHo JobrBaHe Ha NuUeH3 3a onpe-
OeneH Nepuof 1 eBeHTyasHoO nocneneaLoTo My OOHO-
BSIBaHe, KOETO MOXE Ja OTHEME BPEME 1 A € CBbpP3aHo
CbC 3annaljaHe Ha Takcu. 3a npegnoynTaHe e ga ce
BKIHOMAT CKaNWU/BbNPOCHULIM, KOUTO Ce NoMbIBaTt caMmo-
CTOSAATENHO OT NaLueHTa U He N3NCKBAT NpsikaTa OLeHKa
OT cTpaHa Ha nekaps. OT egHa cTpaHa Te cnecTaBaT
BPEMe Ha uscnegoBaTenuTe 1 oT Apyra ca BaxkHa 4acT
OT M3yYyaBaHETO Ha rmaBoboNMeTo, Tbi Kato MHOMO OT
acnekTuTe Ha rmaBobonmMeTo ca OTHOCUTENHO Cybek-
TUBHU N 3aBUCAT OT caMOooLieHKaTa Ha nauueHTa (15).
JonbnHMTENHOTO XapakTepuanpaHe Ha y4acTHUUnUTE B
permcTbpa Moxe [a Ce OCbLLECTBU Ypes3 CTPYKTypupa-
HW UHTEpPBIOTa 3a AeMorpadoCkmn U COLIMO-MKOHOMUYECKHN
OaHHUW, BpeOHW HaBuLUK, Npuapy>kaBalimn 3abonsaBaHus,
npuapyxasalliy Tepanuu, HacneacTBEHOCT, Meaunka-
MeHTO3eH npodun n ap. Tpsbea ga ce Hamepwu ba-
naHca Mexay nbriHoTaTta Ha XernaHaTta MHdopmMaLums 1
HeoOXxoQMMOTO Bpeme 3a MonbfiBaHe U NpeToBapBa-
HETO Ha MauueHTa u uacnegosartens. BkntouBaHeTo Ha
TBbPAE MHOTO BbMPOCU 1 CKann HeMnHyemo 6u oBerno
00 HEKAYeCTBEHU U HEMbITHU AaHHMW.

U3TouHuUM Ha paHHW. [JageH pernctbp MoXxe ga
n3non3sa eavH Unu rnosede M3TOYHMLUM Ha AaHHU —
nauveHTuTe, U3cnegoBaTenuTe, MeguunHcKaTa gOKy-
MeHTauus, 6asn OaHHW Ha 34paBHUTE BRacTn wu
30paBHOOCUTYPUTENHUTE cucTemun. Bb3moxHO e aa ce
cbbupat u buonornyHu npobu, HeBpom3obpassiBaHe,
reHeTMyHa uHdopmaums, U3NONOTUYHN  OAHHW,

I/IHd)OpMaLI,VIFI oT HeBpO(bM3MOJ'IOI'VI‘-IHVI n3cneaBaHua m
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ap. (15).
CbbupaHeTo Ha uHGOPMaUMA OT NauMeHTUTe

BKIOYBA M3MNON3BAHETO Ha CTPYKTYPUPAHO UHTEPBIO,
BbMPOCHMLUM, CKanu M OHEBHULM Ha rnaBobonueTo,
KOMTO [a Ca B XapTUEH UNN eNeKTPOHEH BapuaHT. Morat
Aa ce cbbupat gemorpadckn U CoLMO-UKOHOMNYECKN
OaHHW, AaHHW 3a Npuapyxaealluy 3abonsBaHns 1 neve-
HWS, BPEAHWU HAaBMLUM N HacneaCcTBEHOCT, AaHHM 3a Yec-
TOTa U MHTEH3UTET Ha rMaBoboNMeTo, XxapakTePUCTUKN
Ha NpuApyxaBaLLMTe CMMNTOMM, AaHHK 3a paboTocno-
COBHOCT, Ka4eCTBO Ha XMBOT, U3MNON3BaHe Ha 34pPaBHU
pecypcu u gp. MHdopmaumaTta ocurypeHa ot macne-
JoBatenuTe BKIOYBA AmarHosarta Ha rnasobonveto
cnopen MexayHapogHaTta knacudukaumsa Ha rmasobo-
nusTa (ICHD-3) (8), AaHHM OT HEBPONOrMYHKS Npernes,
N3non3BaHnTe AMarHocTuyHM TectoBe. MHdopmauusaTa
oT1 6a3unte gaHHW Ha NevebHWTEe 3aBeeHNs], 30paBHUTE
BMacTu M 30paHOOCUTYPUTENHUTE CUCTEMU MOXE Aa
Obae u3BreyeHa 1 BKIIOYEHa B permcrbpa camo npu
N3Mon3BaHeTo Ha CTaHA4apPTU3MPaH NOAXOA U XapMOHU-
3upaHe Ha gaHHuTe (15). YUpes Hesa moraT Ja ce uaeHTu-
dvumpaT naumeHTn ¢ onpegerneH noatun rnasobonve,
Oa ce onpefensaTt bapmakoTepaneBTUHHUTE MPaKTUKK
B AafeHa nonynauus u ga ce gobve npegcrasa 3a us-
nona3BaHeTo Ha 3apaBHu pecypew (15). HegoctaTbk Tyk
€ pucka OT HeKayeCTBEeHU JaHHM — NWMca Ha NbiHoTa
N HETOYHM amarHo3n. CbbupaHeTo Ha BGMONOrMyHu
npobu faBa MHOPMAaLMS 32 KOHLEHTpaLMsATa Ha Xop-
MOHM, MOMEKYNN Ha Bb3NaneHneTo 1 Ap. NOTeHUMarnHmn
Buomapkepu B KpbBTa M ypuHaTa Ha NaumneHTy B NKTarn-
HUS 1 MHTepuKTanHua nepuog (5). MNpy Hannure Ha Ta-
KvBa npobu kbMm permctbpa TpsidBa Aa CblLUeCcTByBa U
nabopaTtopHO PBKOBOACTBO, KOETO B JdeTavnu pAa
onncBa TEXHUKUTE Ha CbOupaHe Ha Npobute, BpEMETO
Ha cbOuMpaHe, OTCTOSIHMETO CMPSAMO MocregHaTa aTaka,
HadnHa Ha 0bpaboTka, CbXpaHeHWe 1 TpaHCMopTUpaHe

(15). UndpopmaumaTa oT HeBpousobpassaBaHe MOXe Aa

ce 13non3Ba 3a n3cneasaHe Ha XUMNEePUHTEH3HN Ne3un
B 6511070 BellecTBO, 6enesn 3a 6onect Ha MankuTe cb-
[0Be, MO3b4Ha aTpodusl, 06eM Ha OTAENHUTE MO3bYHMU

CTPYKTYpWU, KaTo clieq ToBa Morat ga ce npaBaTt KIin-

HVIKO-06pa3HI/I Kopenauunu, KaTto ce B3emMmart B npensun
[aBHOCTTa Ha 3abonsBaHETo U YyecToTaTa Ha aTakuTe.

[eHeTMYHUTE OaHHK Brxa OONPUHECNN 3a U3SICHABaHE

Ha eTuo-naTtoreHe3ata Ha MbpPBUYHUTE rnaBobonus,
KOMMIEKCHOTO B3aMMOAENCTBUE MEXAY reHn u dak-
TOpW Ha OKoNHaTa cpefa, CTeneHTa Ha HacneacTee-
HOCT, CTeneHTa Ha NPVMHOC Ha BCEKM OTAENEH reH 3a
Bb3HMKBaHe 1 pa3BuTME Ha rmaBobonueTo, pasnnyuns
Mexay OTAenHUTe Nonynaumm 1 eBeHTyanHo HoBW Tap-
retn Ha neyexve (13). JaHH1Te OT HEBPOM3NONOrMYHU
nscnenBaHus KaTo MO3bYHO-CTBOMOBW peddriekcu, eBO-
KMpaHu NoTeHumanu, ABOMHO-MycoBa TpaHCKpaHuanHa
MarHuTHa cTumynauusi 6uxa gonpuHecnu 3a pasbupa-
HEeTO Ha MexaHM3MuUTe Ha rMaBobONMETO N €BEHTYarHO
MoraT Aa umart 3HayeHue kaTo buomapkepu 3a nporpe-
cvs Ha 3abonsiBaHETo M OTroBOP kbM TepanusaTa. Kbm
peructbpa buxa MOrnu fa ce 3apexgaTr aBToMaTU4HO
1 faHHM OT NPEHOCUMU YCTPONCTBA KaTo akTurpad (13-
MepBa uanyeckata akTMBHOCT U MapameTpuTe Ha
CbHS), MOHUTOP Ha nyrica (AaHHKU 3a m3nyecka akTuB-
HOCT 1 CTpecC), yCTPOWCTBO 3a nokauus (qaHHUTe morat
[a ce CBbpXaT C METEPOSIOrMYHUTE YCIOBUSI U 3aMbp-
CsIBAaHETO Ha CbOTBETHAaTa reorpadcka nokauus) (15).

ETnyHM acnekTu u 3alimTa Ha NIMYHUTE OaHHW.
KakTo npu BCSKO Hay4HO n3creaBaHe, 1 TyK Cna3BaHEeTo
Ha eTMYHMTE HOPMU, HopMUTE 3a fobpa nekapcka npak-
TMKa U HopMaTMBUTe 3a 06paboTka 3a NUYHUTE AaHHU
TpsibBa ga ca npuoputeT. Beuukn gaHHM cnepBa ga
6baaT cbOMpaHu B CbOTBETCTBME C HALMOHAIHUTE U
€BPOMENCKNTE 3aKOHW 3a 3aluuTa Ha AaHHWTE 1 yKasa-
HMATa 3a eTuka (BkN. EBponerickusi obLy pernmameHT 3a
3awmTta Ha gaHHute (OP3M), Per. (EC) 2016/679, Oek-
napaumsta ot XensuHkn 2013). MNMpegn 3anoysaHe Ha
paboTa Ha JafeH perncTbp ce usmckea ogobpexve ot
CbOTBETHATa MHCTUTYLUMOHAlHa eTUYHA KoMUcKs. Y4a-
CTMEeTO Ha naumeHTUTe OBM cnegBano ga e u3udano
O0BOpOBOIHO U, kKoraTo € HeobxoaMMo Aa ce OCbLUEeCT-
BSIBA Camo crief nognuceaHe Ha MHpopMUpaHo cbrna-
cne. Konue Ha BCAKO nognMcaHo MHGOPMUPAHO
cbrnacue TpsibBa fa Ce CbxpaHsiBa Npu ekuna Ha pe-

r’McTbpa. Bcekn naumneHt Tpﬂ6Ba Aa MoXe ga oTTernm
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CbITIAaCMETO CU MO BCSAKO Bpeme, 6e3 HMKakBu nocrie-
anun, 6e3 Hyxaga oT onpaegaHue un 6e3 ToBa ga no-
BNMsie Ha Obaelwnte MeOULMHCKA TPUXK 3a Hero.
Tpsabea ga 6baaTt n3rpageHn NPOTOKONN 3a 4ENCTBUE U
yBeOoMsiBaHe Ha CbOTBETHUTE UHCTUTYLMKU, B Cry4val
Ha HEOTOPU3MPaHO N3TUYaHE Ha NNYHW JAaHHU. YMECTHO
€ KbM perucrbpa ga uma nybnmyHo nyonmkyBanun nuua
3a KOHTaKT, KbM KOUTO BKIOYEHUTE NaumeHTn ga morat
Ja nogasaTt 3anuTBaHMS 3a CbAbpXallaTta ce B peru-
CTbpa KNMHU4YHA UHopMaLms.

TpsibBa Aa ce 06bpHEe BHMMaHKWe, Ye CbLLeCcTBYBa-
HETO Ha AafdeH PerucTbp B OH-NaWH MPOCTPaHCTBOTO
BOOM OO pucKa OT aTakym U HEOTOPU3NPaHO U3TUYAHE Ha
NNYHM JaHHK. N3rpaxkgaHeTo Ha CNoXHW 3aLUnUTK U Hae-
MaHETO Ha eKcnepTu No KMbepcurypHocT brxa gosenu
[0 3Ha4YMTENHO HapacTBaHe Ha LeHaTa, Heobxoayma 3a
narpaxxgaHeTo Ha permcTbpa. BbamoxHu nogxoam buxa
6unu: 1) npemaxeaHe Ha eNeKTPOHHNSI PEMUCTBbP OT OH-
naviH NPOCTPaHCTBOTO — TOBA BOAW A0 3HAYUTENHO Ha-
MansiBaHe Ha Mawaba Ha paboTa Ha permcTbpa, Kato
enMMUHUPA Bb3MOXHOCTTa 3a €4HOBPEMEHHO y4acTme
Ha MHOrO LIeHTPOBe, KOUTO ca reorpadpckm oTaanevyeHn
€0VH OT ApYyr Uin 2) NpemMaxBaHeTO Ha BCUYKM NINYHU
OaHHWN OT ENEeKTPOHHUS PErUCTBP, Ypes3 KOMTo B MOrmo
4a ce ngeHtuduumpa gageHo nuue yvyacTtHUK — ToBa
BOOMW A0 HEBB3MOXHOCT 3a NpocrieasBaHe Ha KIMHNY-
HUA xo4 Ha 3abonsiBaHETO Ha WHOUBMAYANHO HUBO,
HEBBb3MOXHOCT 3a MAEeHTUdULMPaHe U KOHTaKT C noa-
rpynu oT naumneHTn, kouto Buxa Gunu nogxoaswm 3a
onpeaerneHn fiedeHns 1 OMbIHUTENHW U3CcneaBaHus,
PUCK OT PErncTpaums Ha KIMHUYHUTE XapakTepPUCTUKN
Ha €QHO M CbLO ML KaTO Ha OTAENHWN YYACTHULM U
N3KpPUBSIBAHE Ha eNVAEMUONOrNYHNTE AaHHW. PelieHune
€ npunaraHeTo Ha NCeBOOHUMMU3UPaAHe Ha OH-NalH
KIMUHUYHUTE OaHHW — 3aMeCTBaHe Ha BCUYKWU UOEHTU-
dumkaTopy Ha nauueHTa C onpeaeneH yHUKaneH Kop
UM HOMep, KOMTO Aa Cce CbXxpaHsaBa o-nanH 1 aa e us-
BECTEH CaMO Ha MauMeHTa U YNeHOBETE Ha ekuna Ha
perucrbpa.

HabupaHe Ha gocTaTb4HO y4acTHULM KbM pe-

r’McTbpa. OT cbLecTBEHO 3Ha4YeHe 3a NocTuraHe Ha
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LennTe Ha peructbpa € ga Mma JOCTaTb4yHO rofsam
OpoK BKIMOYEHN XOpa, a 3a PerucTpmute, KOUTo OCb-
ecrTeaBaT NNOHIUTYONHANHO npocneasasaHe — 1 3agbp-
KaHeTo MM BbB BPEMETO. YCMNeLHOoTo HabupaHe Ha
y4YacTHMUM OM MOITO a Ce OCbLUECTBU YPE3 Pa3NMNYHM
MeToau: nonynspusnpaHe Ha ronsimata obLiecTBeHa
3HA4YMMOCT Ha NMbpBUYHUTE FJ'IaBO6OJ'IVIF|; Nn3dacHABaHe
Ha Ba)HOCTTa Aa ce nogabpa perncTbp 3a xopa ¢ rma-
BOGONME 1 Kak MHPopMaLmsiTa OT HErO LLie Ce U3Mon3ea
3a nogobpsiBaHETO Ha rpwkaTta 3a nauMeHTuTe; npeso-
CTaBsiHe Ha 0bpaTHa Bpb3Kka Ha OTAENHWSA Y4aCTHUK Moz
dopmaTa Ha 0606LLEeHN AaHHKN OT HEFOBUS AHEBHMK Ha
rmaBobONMETO NN NPOMEHNTE BbB BPEMETO Ha pesyr-
TaTnTe OT NPUNOXEHUTE BBIMPOCHUUN U CKanwn, ocury-
psABaHe Ha MaKCuMalriHa r-BKaBOCT Mpu c1:.6v|paHe Ha
OaHHUTEe — Ha MSICTO B KMMHMKaTa, 4Ype3 TenedoHHO
obaxaaHe, No ern. nowa, Ypes Tabnet, Ype3 NpeHOCMMM
€NeKTPOHHU YCTPONCTBA; NeprognyHO aBTOMaTUYHO 13-
npawiaHe Ha HaNnOMHAHUA KbM y4aCTHULIUTE 3a NMPOBEX-
gaHe Ha npocneadasawi BU3SUTU, MnpeanaraHe Ha
duHaHCcOBa Unu gpyra KOMNeHcaLms 3a y4actme B pe-

rmctopa (15).
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