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cmopuyecku npe2neg Ha geduHuuuAma 3a
pegku mymopu 8 konmekcma Ha 3gpaBHume
noaumuku

Kocmagur KocmaguHoB, Huna MycypaueBa

Kamegpa no Couuarxa meguuura u obuecmBero 3gpaBe, Pakyrmem
no ObwecmBero 3gpaBe, Meguuurcku yHuBepcumem - lroBguB

Peslome

3nokauecmBeHu 3aboAaABaHuA kamo cbbupameaHa 2pyna
0mM HO30A02UYHU eguHUUU npegcmaBadBam 3HA4uUM COUUAAEH U
3gpaBeH npobaeM. Bbnpeku moBa, pasaaekgaHemo Ha Bcuuku
BugoBe pak B8 egHa kamezopus npu u3zpakgaHemo Ha 3gpaBHu
noaumuku e nocmaBeHo nog kpumuka. Mopagu KAuHu4HUME U
enugemMuoA02U4HUME cu xapakmepucmuku, nauueHmume ¢ pegku
mymopu cpewlam B8 no-20AAMa cmeneH 6Gapuepu 8 gocmuna
Cu g0 UuHOBamuBHU MmegukameHMU, CbY4emaHo C Aunca Ha
ekcnepmusa B8 guagHocmuyHo-AeuebHUA npouec. 3zpakgaHemo
Ha caMoCmMOAMEAHU NOAUMUKU 32 me3u nauueHmu usuckBa moyHa
geduHuuuA Ha NOHAMUEmO.

HacmoAwuam 0630p ueAu ga npegcmaBu XpOHOAO2UYHOMO
pa3Bumue npu geduHUPaHEMO Ha NOHAMUEMO 3a pegku mymopu
B koHmekcma Ha u3zpakgaHemo Ha 3gpaBHu noaumuku 8 masu
obracm. 3a ueaume Ha 0630pa & OCbWECMBEHO MbpCeHe No
kalouoBu gymu ,rare cancers’, ,rare tumors” u ,rare neoplasm” 8
6asume gaHHu PubMed/MEDLINE u ScienceDirect u Google Scholar.
Omkpumume cmamuu 3a op2aHu3upaHu 8 mpu 0cHOBHU koHmekema
Ha U3noA3BaHe Ha mepMuHa ,pegku mymopu* — KAUHUYHO 6a3upaHu
gepuHUUUU; gepuHULUUU, BasupaHu Ha enugemMuOAO2UYHU kpumepuu
U geduHuuuu, u3noa3BaHu 8 gemckama onkoaozus.

KaloyoBu gymu: pegku mymopu, 3gpaBHu noaumuku, pegku
boaecmu, enugemuoaoaus, pak
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Abstract

Cancer diseases, as a group of pathological entities, represent
a significant social and health problem. However, the consideration
of all cancers in a single category in health policymaking has
been subject to criticism. Due to their clinical and epidemiological
characteristics, patients with rare cancers face obstacles in their
access to innovative medicines, combined with a lack of expertise
in the diagnostic and treatment processes. The establishment of
specific policies for these patients requires a precise definition of
the concept.

This article aims to provide a chronological overview of
the definition of “rare cancer” in the context of health policy
development. A narrative literature review based on the keywords
“rare cancers”, “rare tumors”, and “rare neoplasms” was conducted
in the PubMed/MEDLINE, ScienceDirect, and Google Scholar
databases. The identified articles were organised into three main
contextual categories: clinical-based definitions, epidemiological-
based definitions, and definitions used in pediatric oncology.
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BvBegeHue

Onkono2uyHUMe 3a60AABaHuUA npegecmaBaaBam xemepo2eHHa
2pyna OmM HO30A02UYHU eguHUUU, Xxapakmepusupawu ce ¢
HekoHmpoAupyeM kaemoueH pacmeX u ckAoHHOCM KoM uHBasuA
B cocegHu uAUu omganeyeHu opzaHu [1]. Cnopeg CBemoBHama
3gpaBHa opeaHusauua (C30), pakoBume 3aboaaBaHuA ca Bogeuwla
npuyuHa 3a cmbpm npegu 70-2oguwHa Bb3pacm 6 112 om 183
gopxkaBu, kamo 8 ocmaHaaume ce Hapexkgam Ha 3-ma uAu 4-ma
nosuuus [2]. Tpynama Ha 3aokavyecmBeHume 3aboAaABaHusA ce
onpegerd kamo ocHoBHO npegu3BukameacmBo npeg yBeauvaBaHe
Ha ouyakBaHama npogbmkumeaHocm Ha kuBoma, npegBug
Bo3mokHocmma 3a npeBeHuus Ha Hag 60% om puckoBume pakmopu
3a pa3Bumue Ha HeonAasmu [3]. YBeauveHama 3aboaeBaemocm,
Hapeg C Hanpegbkbm Ha guazHOCMUYHUME U mepaneBmuyHume
memogu ce cBop3Bam u ¢ yBeauueHue B8 obwiume pasxogu Ha
3gpaBHume cucmemu. lpes 2018 2. me3u pasxogu ce ougHABam
Ha 199 muauapga eBpo 3a EC u 587 muauoHa eBpo 3a bbazapus
[4]. Mo gaHHU HA HauuoHaAHUA ueHMbP No 0buwiecmBeHo 3gpaBe
u ataausu (HLO3A), 26 973 gywu ca HoBoguagHOCMUUUpaHU C
0HkOAO2UYHO 3200AdBaHe npe3 2021 2., obycAaBawu 20guluHa
3aboneBaemocm om 392.2 Ha 100 000 HaceaeHue [5]. Kamo
N0 Op2aHHa Aokaausauus C Had-20AAM OMHOCUMEAEH gAA ca
npegcmaBeHu pakom Ha 2bpgama, CAegBaH om GeA0gpoBHUAM
u gebderoupeBHuAM kapuuHom. 3aboaaBaHusma, BkaloueHu 8
kamezopusama ,H0B006pa3yBaHua”, ca mpemama no 3Ha4yuMocm
npuyuHa 3a cvbpm y Hac npe3 2021 u 2021 e. [6].

Bonpeku 3Hayumama obwama meXkecm Ha pakoBume
3abonABaHuA, pas3zaekgaHemo um B egHa kamezopuA npu
uszgpakgaHemo Ha 3gpaBHu noAumuku mbpnu peguua HayyHu
kpumuku [7]. MoHacmosawem B MexkgyHapogHa kaacudukauus
Ha 6orecmume, 10-ma peBusua (MKH — 10) ca HaauuHu 790
knacupukauuoHHU eguHuuu 32 pasauyHu  BugoBe pak [8].
Bonpeku cxogcmBomo B namoaozuyHume npouecu Bogewu
go 3aboaABaHe, egHa yacm om me3u mymopu, 2AaBHO nopagu
Bucokama cu 3aboaeBaemocm, ca npegmem B8 no-20AAMa cmeneH
Ha HaydyeH u obwecmBeH uHmepec [9]. To3u dakm goBexkga go
uszpakgaHemo Ha CpaBHUMEAHO CUHXPOHU3UPAHU HagHAUUOHAAHU
mepaneBmuyHu pvkoBogcmBa [10,11], Hacoku 3a npopurakmuka
[12,13] u npuBAuya 3Ha4umMeAHU uHBecmuuuu B Hay4Ho-pa3BolHa
gedHocm [14,15]. ToBa e ocHoBameAeH apaymeHm 3a 3HaYUMeAHU
3gpaBHu HepaBeHcmBa, usnoA3BaH om peguua uscaegoBamenu B
obracmma Ha no-pegkume BugoBe mymopu [16-18]. Huckomo
pasnpocmpaHume Ha Hakou BugoBe Heonaasmu okasBa
BAuAHue Bopxy KAUHUYHUME pe3yamamu Ha nauueHmume upe3
02paHuUYeHuUs uM gocmbn go UHOBamuBHU MegukameHmu Uu
Auncama Ha ekcnepmusa 3a guagHOCMUUUPaHemo U Ae4YeHUemo
[19,20].

MoHacmosAwem 3gpaBHume NOMPEBHOCMU HA NAUUEHMUME
¢ pegku BugoBe mymopu ca 6 ocHoBama Ha u3zpakgaHemo Ha
3gpaBHu noaumuku B cdepama Ha oHkoaoz2uAmMa C UeA HamMaasBaHe

Ha 3gpaBHume HepaBencmBa [21]. TMoaumukume om cBoA
cmpaHa usuckBam He camo ugeHmuduuupaHemo Ha 3gpaBHume
nompebHOCMU, HO U geduHupaHe Ha 3gpaBHusa npobaem, koemo
Bogu go Heobxogumocmma om MOYHO ONPegeAaHe Ha NOHAMUEMO
.pegku mymopu” [22]. Hacmoswama cmamus umMa 3a UeA ga
npegcmaBu XpOHOAO2UYHOMO pas3Bumue npu gepuHupaHemo Ha
noHamuemo 3a pegku mymopu B koHmekcma Ha uszpakgaHemo
Ha 3gpaBHu noaumuku 8 masu obaacm.

Mamepuan u memogu

3a ugaume Ha 0630pa e ocbuwecmBeHo mopcere no kalouoBu
gymu ,rare cancers”, ,rare tumors” u ,rare neoplasm” 8 6a3ume
gaHHuU PubMed/MEDLINE u ScienceDirect, 6e3 02paHuyeHus
cnpamo Buga Ha nybaukauuume u nepuoga Ha nybaukyBaHe.
JlonbAHUMEAHO CbC CbwuA Habop kalouoBu gymu Ha Gbazapcku
esuk ce npoBege mopceHe B Google Scholar. YcmaHnoBeHume
nybaukauuu ca npezaegaHu 3a ueaume Ha 063opa, kamo ca
(GuAmpupaxu gybaupaHume 3anucu. Ha Bmopu eman ca pasaaegaHu
peslomemama Ha nybaukauuume, kamo ca uskaloueHu me3su, koumo
He ca cBobp3aHu ¢ onpegeAsHemOo Ha NOHAMUEMo ,pegku mymopu”.
Ha mpemu eman nybaukauuume ca nogpegeHu XpPOHOAOZUYHO U
cenekmuparu 8 memamuyHu 2pynu 8 3aBucumocm om koHmekcma
Ha u3noA3BaHe Ha mepMuHa ,pegku mymopu”.

Pesyamamu u 0bcvXkgaHe

Ha Tabauua 1 ca npegcmaBeHu u3noA3BaHume cmpameauu
Ha MbpCeHe U BpoAm Ha omkpumume 3anucu. Mo OMHOWeHue
Ha ONpegeAaHemo Ha NoHAMuUemo ,pegku mymopu” ca pa3aaegaHu
mpu 0CcHOBHU koHmekcma Ha usnoA3BaHe Ha mepmuHa: KAUHUYHO
basupaHu geduHuuuu; geduHuuul, HasupaHu Ha enugemMuOAO2UYHU
kpumepuu; geduruuuu, usnoa3Basu 8 gemckama oxkonozus.

KAuHu4HO 6a3upaHu geduHuuuu

MopBume no XpoHOAO2UA nybAukauuu B8 masu obaacm He
npuAaz2am AceH enugemuoAO2UY4eH kpumepud 3a pegku mymopu.
Bvecmo moBa, uscregoBameaume HapamuBHO —onpegeasm
konkpemeH Bug oHkono2uuHU  3aboAABaHua  kamo  pegku,
Hanpumep AeBkemusama npu geua, mecmukyAapHUA KapuuHom U
AuM@om. OcHoBama Ha masu geQuHuuuA e noBAuAHA OCHOBHO
om HabalogaBaHama B GOAHUYHU YycAoBuA yecmoma [23-25].
Owe B8 me3u cpaBHUMEAHO paHHU emanu Ha u3noA3BaHemo Ha
NOHAMUEMO, 0CHOBHamMa acouuauus e pasaudHUAM mepaneBmudeH
npoGuA U gocmbn go MegukaMeHMO3HO AeYeHUE Ha nauueHmume
¢ pegku BugoBe pak. ToBa e ocHoBa u Ha u3zpakgaHemo Ha eguH
om nbpBume MogeAu 3a oueHka Ha pasxogume Ha nauueHmume
¢ pak Ha naukpeaca, kamo MmemogoAoz2uA 3a oueHka Ha
ukoHomuyeckama mexkecm Ha pegkume BugoBe pak [26]. 3Hauum
nogem B uszpakgaHemo Ha geQuHuuua Ha pegkume mymopu e
ocHoBaBaHemo Ha npoekma 32 MeXgyHapogHo cbmpygHuyecmBo
Rare Cancer Network (RCN) [27,28]. TMog ,pegku mymopu“ cnopeg
koHuenuusma Ha mpexkama ce gepuHupam:
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Tabauua 1. buéauozpadcka cmpamezua 3a mopceHe u 6poi omkpumu 3anucu

basa gaHHu

Bug mopcene

Cmpameausa Ha mbpceHe

bpou
omkpumu
3anucu

PubMed

Paswupero

(“rare cancers”[All Fields] OR “rare cancer”[All Fields] OR “rare neoplasm”[All Fields]
OR “rare tumor”[All Fields] OR “rare tumors”[All Fields]) AND (“policy”[MeSH Terms] OR
“policy”[All Fields] OR “policies”[All Fields] OR (“policy’[MeSH Terms] OR “policy”[All
Fields] OR “policies”[All Fields] OR “policy s’[All Fields]) OR “definitely”[All Fields]
OR “definition”[All Fields] OR “definitional’[All Fields] OR “definitions”[All Fields] OR
“definitive”[All Fields] OR “definitively”[All Fields]) OR (“policy”[MeSH Terms] OR
“policy”[All Fields] OR “policies”[All Fields]) OR (“classification”[MeSH Terms] OR
“classification”[All Fields] OR “classifications”[All Fields] OR “classification”’[MeSH
Subheading] OR “classification s”[All Fields] OR “classificator”[All Fields] OR
“classificators”[All Fields])

1852

PubMed

(Mokycupaxo

(‘rare cancers’[Title] OR “rare cancer’[Title] OR “rare neoplasm’[Title] OR ‘“rare
tumor’[Title] OR “rare tumors”[Title]) AND (“policy’[MeSH Terms] OR “policy”[All
Fields] OR (“policy”’[MeSH Terms] OR “policies”[All Fields]) OR (“definite”[All Fields]
OR “definitely”[All Fields] OR “definition”[All Fields] OR “definitional’[All Fields] OR
“definitions”[All Fields] OR “definitive”[All Fields] OR “definitively”[All Fields]) OR
(“policy’[MeSH Terms] OR “policy”[All Fields] OR “policies”[All Fields] OR “policy
S”[All Fields]) OR (“classification’[MeSH Terms] OR “classification”[All Fields] OR
“classifications”[All Fields] OR “classification’[MeSH Subheading] OR “classification
s”[All Fields] OR “classificator”[All Fields] OR “classificators”[All Fields]))

142

Science Direct

PaswupeHo

ALL Fields policy OR policies OR definition OR classification Title, abstract, keywords:
((((“rare cancers”) OR (“rare cancer”)) OR (“rare neoplasm”)) OR (‘rare tumor”)) OR
(“rare tumors”)

2296

Science Direct

(®okycupaHo

All Fields policy OR policies OR definition OR policies OR classification Title: ((((“rare
cancers”) OR (“rare cancer”)) OR (“rare neoplasm”)) OR (‘rare tumor”)) OR (“rare
tumors”)

225

Google Scholar

“pagok mymop” OR “pegku mymopu” OR “pegku onkorozuynu” OR “pegku Heonaasmu”

55

1. ,pegku” xucmoaozuyHu dopmu Ha pak;

2. ,Mecmu” XucmoAozu4HU Gpopmu Ha pak, Ho ycmaHoBeHu B8
,Pegku“ Aokaausauuu;

3. ,uecmu” Xucmoao2uuHu ¢opmu Ha pak ¢ ,uecma“ uAu
,pAgka“ nokaausauus, Ho B ,pagka“ 3a koHkpemHomo OHKOAO2UYHO
3abonaBane Bo3pacm;

4. pAgka“ noaoBa-cBbps3aHa Aokaauzauus Ha decmu’
mymopu;

5. ,pAgka“ buoro2uyHa xapakmepucmuka.

Bobnpeku ycnexaHamasu geduHuuua 3a Hy)kgama Ha Hay4yHume
mpexu 3a konabopauus, caegBa ga ce noguepmae cybekmuBHuam
0 xapakmep, koemo He no3BoasBa uszpakgaHemo Ha koHkpemHu
3gpaBHu noaumuku B8 obracmma Ha pegkume mymopu. ToBa
HaAa2a MemOogoAO2UYHO MbPCEHE Ha enugemMuoAo2uYeH kpumepud
32 onpegeAsHe Ha NOHAMUEMO.

EnugemuonozuyHo 6asupaHu geduHuuuu

Hayarnomo Ha enugeMuoA02UYHO basupaHama geduHuuua 3a
pegku mymopu ce cBbpsa ¢ BvbBexkgaHemo Ha 3akoHogameacmBo
8 obrnacmma Ha AekapcmBama cupauu 8 CALL [29] u EC [30] u
omgeAsHemo Ha pegkume 3a60AdBaHus [16] kamo camocmosmeneH

0bekm Ha 3gpaBHu noaumuku. B HopmamuBHume gokymeHmu Ha
EC geduHupaHemo Ha pAgka borecm ce Gasupa Ha noka3ameas
boArecmHocm, € 2paHuyHa cmodHocm nog 5 Ha 10 000 gywu.
iImnaemeHmupaHemo Ha nybAuyHU noaumuku B obaacmma Ha
pegkume 6oAecmu 6e3cnopHO Bogu go HamaaeHue B 3gpaBHume
HepaBeHcmBa, HO Bvnpeku moBa Bonpocbm 3a Auncama Ha
gocmamubyHa ekcnepmusa cneuuduyHo B8 obracmma Ha pegkume
mymopu ocmaBa omBopex [31]. Bce no-yecmo ce obpbuia
BHUMAHUE HA NO2PEWHO guazHocmuuupaHume pegku mymopu,
Bogewu go 3HayumeAHa ckpuma 3aboaeBaemocm U HamaaABawa
BoamokHocmma 3a npoBexgaHe Ha kAuHuuHu npoyyBaHus [31].
Kamo o0cHOBeH cnocob 3a cucmemMamuyHOMO HabupaHe Ha
3gpaBHa uHpopmauua B8 obracmma Ha pakoBume 3aboadBaHus
B EBpona ce u3noa3Ba konabopauusma Ha EBponeikama pakoBa
UHdopmauuoHHa cucmema [32] ¢ EBpocmam, MexkgyHapogHama
azeHuus 3a pakoBu uscaegBanus (International Agency for Research
on Cancer) [33], EBponetickama mpexka Ha pakoBume peaucmpu
(European Network of Cancer Registries) [34] u MexgyHapogHama
acouuauus Ha pakoBume peaucmpu (International Association
of Cancer Registries) [35]. Tasu konabopauus 8 ocHoBama Ha
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UHUUuupaHusa npe3 1995 2. npoekm EUROCARE [36], o6eguHaBau
116 HauuoHaAHU U pe2uoHaAHU pakoBu peaucmpu om Hag 30
gopkaBu. CvbpaHume gaHHU no3BoadBam u3yuyaBaHemo Ha
OCHOBHUME enugemMuoAo2u4HU nokasameAu B 20AeMu MacuBu
om gaHHu, kakmo u us2pakgaHemo Ha HayyHu Xunomesu 3a
emuoAozuAma, 2eo2pahckomo pasnpocmpaHeHue u 3gpaBHume
HepaBeHcmBa npu  pasauyHume  BugoBe  HeonAacMUYHU
3aboaaBanus [37].

Kamo 3Hayum ycnex B pesyamam Ha u3zpageHus
UHhOpMauuoHeH macuB ce cyumam u3scAegBaHuama Ha Gatta et
al. B cBoa nybaukauus [38] aBmopckuam koaekmuB ycmanoBsBa
3HaYUMU pasAuyduA N0 OMHOWeHue Ha noaoBo u Bwv3pacmoBo
kopuaupatHama npeXkuBsemocm MeXgy pegkume u yecmume
(Gopmu Ha 0HKOAO2UYHU 3a60AABaHuA. CAegBa ga ce noguepmae, e
8 memogoaozuyeH acnekm 8 uumupaHomo npoy4Baxe e u3noA3BaH
nokasameaam 3aboreBaemocm C 2paHuyHa CmModHOCM nog 2
Ha 100 000 3a 2oguna [38]. Mybaukauusma akueHmupa Bopxy
HeBb3amoXkHocmma 32 gupekmHo u3noA3Bade Ha geduHuuuAMmA
3a pegku 6orecmu B obracmma Ha pegume mymopu, kamo
noguyepmaBa 3aboreBaemocmma kamo no-peaeBaHmeH nokazamea
3a pasepaHuyaBaHemo Ha pegkume OHkOAO2UYHUME 3ab0AABaHUS.
MocmaBa ce akueHm Bbpxy Heobxogumocmma om Cb3gaBaHe
Ha eBponedcka mpeXa 3a compygHuyecmBo ¢ uen uszpakgaHe
Ha koHceHcycHa geduHuuua B8 obaacmma Ha pegkume mymopu.
Tasu Heobxogumocm ce nogyepmaBa u Om pasAudHUME gpyau
enuUgeMUOAO2UYHU  kpumepuu, noA3BaHu 3a geduHuuuA Ha
pegkume oHkoAO2UYHU 3aboAABaHuA. Taka Hanpumep gokamo
HAkou aBmopu Bv3npuemam kpumepus om 3aboaeBaemocm nog
2 Ha 100 000 [39] uau nog 3 Ha 100 000 [40], gpyau usnoA3Bam
oduuuanHama gepuHuuuAama 3a pegku boaecmu, ocHoBaBawa ce
Ha borecmHocmma [41], a mpemu onpegeasm kamo pegku mesu
mymopu ¢ 3aboreBaemocm nog 5% om obwama OHKoAO2UYHA
3aboneBaemocm [42].

B Hal-2onama cmeneH geduHuuuama 3a pegkume mymopu
Ce agpecupa CAeg cmapmupaHemo Ha npoekma 3a npoyuyBate u
HabAlogeHue Ha pegkume 3aokayecmBeHu 3aboaaBaHusa 8 EBpona
(RARECARE) [43]. Mpoekmbm e ¢uHaHcupaH om EBponelickama
komucua om 1 anpua 2007 2. go 31 mapm 2010 2. u uma 3a
cBoA nvpBa ueA uszpakgaHemo Ha geduHuuua 3a pegku mymopu
U CcbCmaBsaHemo Ha cnucbk C OHKOAO2UYHU 3aboAaABaHus,
omzoBapAawu Ha HeA. [lpu u3zpakgaHemo Ha geduHuyuama
uscaegoBameaume 8 npoekma omyumam cAegHUME CoobpaXkeHusA
[44]:

1. JledbuHuuusma 3a pegku Goaecmu, u32pageHa Bopxy
nokasamead 6oaecmHocm, ompasfABa npegu Bcuuko XPOHUYHUA
xapakmep Ha BkaloueHume 3aboadBaHus, kamo gaBa npegcmaBa 3a
meXecmma Ha 2pynama 8 obwama 60AeCMHOCM Ha HaCeAeHuemo.
Pegkume mymopu ca cybocmpu CocmosAHuA, npu koumo Hai-
20AAMama yacm om 3gpaBHus pecypc ce pasxog6a 8 cpaBHUMeAHO
kpambvk nepuog cAeg guazHoCmuuupaHemo Ha 3aboaaBaHemo.

2. MpegBug (1) moke ga ce mBopgu, u4e obwuam
3gpaBeH U couuaneH pecypc B8 obaacmma Ha pegkume mymopu
€ NPONOPUUOHAAEH HAa 20guwiHama yYecmoma Ha HoBu cAyvau
(3aboreBaemocm).

3. borecmHocmma 3aBucu om 3aboaeBaemocmma U
npeXuBaemocmma. Mpu Bo3npuemaHe Ha nokasameaa 3a pegku
borecmu peguua 3a6oAaABaHua cbc Bucoka 3aboaeBaemocm, HO
Hucka 6oaecmHocm nopagu Hucka npekuBaemocm, 6uxa 6uau
Bv3npuemu kamo pegku, 8 m.u. pakom Ha 6eAusa gpob, cmomaxa
u naukpeaca.

4. TogobHo Ha (3), npu u3noA3BaHemo Ha 4. nokazameaa
3aboreBaemocm e Bo3mokHo mymopu (kamo pak Ha mecmuca),
koumo umam cpaBHumeAHo Bucoka 6orecmHocm, ga ce Bkalouam
B epynama Ha pegkume nopagu CbyYemaHuemo Ha gobpa
npexuBaemocm u Hucka 3aboreBaemocm.

5. Peguua moguduuupyemu ¢akmopu 3a oHkozeHe3ama ca
mapeepmupaHu 8 obaacmma Ha nbpBuyHama npodurakmuka.
MocaegHama om cBos cmpaHa oka3Ba BauaHue Bopxy nokasamens
3aboneBaemocm, kolimo moXke ga ce u3noa3Ba 3a MOHUMOPUH2
Ha 3gpaBHo-npomomuBHama gedHocm B obaacmma  Ha
0HKOAO2UYHUME 3a00AABaHUA.

6. 3aboreBaemocmma ce npoMeHA no  npegckasyem
ENugeMUOAO2UYEH MOgeA, C No-gobpa npegckasBawa cmodHocm
cnpamo borecmHocmma.

7. bpoam Ha nauueHmume, nogxogAawu 3a BkalouBaHe B
KauHU4HU npoyy4BaHu, 3aBucu npegu Bcuuko om 3aboaeBaemocmma.

MoasBalku mesu coobpakeHua, pabomHama 2pyna 8 pam-
kume Ha npoekma RARECARE npoBexga kauecmBeHo uscaegBaHe
no Memoga Ha [leadpu cpeg oduuuaaHu npegcmaBumeAu Ha Hayy-
HU U obuwlecmBeHu op2aHusauuu BkatouBawo oHkoAO3U, enugemu-
0AO3U, NAMOAO3U U NauueHmMcku op2aHu3auuu, ¢ UeA u3bupaHemo
Ha AUMUMUpawa cmodiHocm 3a nokasameaa 3aboaeBaemocm npu
pegkume mymopu. lMpouecbm npomuya 8 gBa emana:

1. OnpegeAaHe Ha uHmepBaa om cmolHocmu B 3aBucumocm
om: a. eekma Ha mo3u uHmepBan Bbpxy KAUHUYHUME peweHus 3a
nauueHma; 6. edpekma Ha mo3su uHmepBaa Bobpxy opaaHu3auuama
Ha MeguuuHckama nomouw;

2. OnpegerdHe Ha egHa AUMUMUpaWa cmodHocm 32
3aboneBaemocm B pamkume Ha onpegereHus uHmepBana B
3aBucumocm Om: a. OMHOCUMEAHUA QAA Ha OHKOAOZUYHUME
3a60AABaHuA, koumo we bbgam onpegereHu kamo pegku; ©.
OMHOCUMEAHUA gAA Ha nauueHmume ¢ pegku 3aboadBaHus,
Heobxogumu 3a BkalouBaHe B8 KAUHUYHO NpoyYBaHe CbC CMaHgapmeH
eNUgeMUOAO2UYEH gu3adH.

B pesyamam Ha maka onucaHama memoguka e onpegeaeHa
AUMUMUpawa cmodHocm om 3a6oreBaemocm nog 6 Ha 100
000 gywu HaceAeHue 3a 2oguHa. [A3noAsBadku masu geduHuuus,
uscaegoBameaume  3akalouBam, ue okoro 24% om  Bcuuku
BugoBe oHkonoz2uuHU 3aboaABaHuA B obwama nonyaauua caegBa
ce Bo3npuemam kamo pegku [20]. M34ucaero e, 4e B 2pynama

KocmaguroB K, MycypaueBa H. icmopuyecku npeaaeg Ha geduHuuuama 3a pegku mymopu 8 konmekcma Ha 3gpaBrume noaumuku. Pegku 6oaecmu u aekapcmBa cupauu 2023;14(2):6-12




CnucaHue ,Pegku 6orecmu u aekapcmBa cupauu”
6pod 2 2oguHa XIV, ISSN 1314-3581

10

http://journal.raredis.org

Ha pegkume mymopu nonagam 4 300 000 gywu 6 pamkume Ha
EC. MpegaokeHama AuMumupawiama cmodHocm Ha nokasameas
3aboneBaemocm  ocuz2ypaBa noumu  NbAHO  npenokpuBaHe
¢ oHKoAO2UYHUME 3a60AABaHUA onpegeAsHu kamo pegku u
cnopeg kpumepua 3a 6oaecmuocm [30]. PasmunaBaHe 8 gBeme
geduHuuuu ce HabalogaBa 3a 6 OHKOAO2UYHU 3ab0AABaHUA —
cmomauweH ageHokapuuHom, kapuuHom Ha nankpeaca, 6en0gpobeH
ageHokapuuHom, ckBamo3seH kapuuHom Ha 6Geaus gpob, caabo
gudepeHuupaH eHgokpuHeH kapuuHom Ha Geaua gpob u epynama
Ha gpyeu gudepeHuupaHu HexogkuHoBu B kaembuyHu AUM@OMU.
Tesu cbecmosHUA ce omHacAam koM pegkume 6oaecmu, HO He ca
BkaloueHu 8 maka onpegereHama 2pyna Ha pegku mymopu. Camo
gBe oHkoAO2UYHU 3ab0AABaHUA ca yacm om pegkume mymopu, HO
He ca BkaloueHu kamo pegku 6oaecmu — ckBamo3HO-kaembyHUAM
kapuuHoM Ha MamoyHama wulka u mupougHuAm kapuuHom
[18,20].

Taka nocoyeHama gepuHuuusa 6op3o ce Bo3npuema kakmo
B cdepama Ha Haykama, maka u cpeg peguua OpaaHu3sauuu,
BkaloyumeaHo U 3gpaBHume Baacmu. Hewo noBeve, B
pesyimam Ha RARECARE e cbcmaBeH cnucbk Ha pegkume
mymopu B8 3aBucumocm om 3aboaeBaemMocmma B8 pamkume
Ha EC. Cnucvkom e op2aHusupaH upe3 kombuHauus om
MopgoAo2uyHama xapakmepucmuka u monozpagcka Aokaausauus,
6asupaHu Ha MexgyHapogHama knacudukauus 3ab6oaaBaHuama B8
oHkoaozusaima, 3-mo u3sgaHue (ICD-0-3) [45]. Kaacugukauusma e
opeaHusupana 8 mpu HuBa. Had-Huckomo HuBo (tier 3) omeoBopsa
Ha UHguBugyaAHOMO ume Ha 3aboadBaHemo cnopeg ICD-0-3.
BkaloueHume 8 mo3u kaacudukauuoHeH cAod eguHULU Ca 0BegUHEHU
cnopeg cxogcmBomo B KAUHUYHOMO Cu npomuyaHe, 0bAacm
Ha HayyHo u3cAegBaHe, AeyeHue, NPo2HO3a U 3gpaBHu 2puku B
Bmopu cAol (tier 2). MocaegHusm ce cocmou om 198 kauHuYHU
guazHosu. Te om cBoA cmpaHa ca gonbAHUMEAHO pa3npegeAeHu B
65 kamezopuu (tier 1). Kamezopuume ompasaBam cxogcmBama
8 Heobxogumama KAuHUYHAa ekcnepmusa U Op2aHu3auuAma Ha
ekcnepmHa 2puka. C ueA ga yAecHU gedHoCmMmMa no uszpakgaHe
Ha mepaneBmuuHu pokoBogcmBa, EBponeicko obwecmBo 3a
MeguuuHcka onkoaoz2us, gobaBs gONbAHUMEAEH, HAl-20pEH,
knacugukauuoreH caot om 12 ¢amuauu pegku mymopu [46]. B
Tabauua 2 ca OHa2AegeHU nocouveHume kaacudukauuoHHu HuBa ¢
koHkpemeH npumep 32 pAgko oHkoAO2UYHO 3ab0AABaHe [20,46].

Makap u ygobHa 3a ynompe6a, maka nocoveHama geduHuuuA
He e 3anegHaAa ouuuarHo 8 HopmamuBHU akmoBe Ha EC. AuncBa u
geduHuuuA 3a yampa-pegku mymopu, nogobHa Ha masu 3a yampa-
pegkume 3aboAaBaHus [47]. Bonpeku moBa, Hakou nyb6Aukauuu
usvucadBam, ye AuMumupawama cmodHocm 3a yampa-pegkume
mymopu cAegBa ga 6bge geduHupaHa kamo 3aboaeBaemocm no-
Hucka om 0.2 cayuas Ha 100 000 3a 2o0guHa.

Jedunuyuu 8 gemckama onkonozusn

HeonAasamume 6 neguampuama ca egHa om OCHOBHUMe
NPUYUHU 32 CMobpm cAegecmBue 3aboAABaHe npu nogpacmBawu u
geua Hag 1 2oguHa, kamo obwama 3aboreBaemocm Ha pakoBume
3aboaaBaHuA B gemcka Bb3pacm e cpaBHuma ¢ komyaamuBHama
3aboreBaeMocm  OM  CYUMAHU 32 4ecmu CbCmoAHUA kamo
uepedpanHa napaausa, guabem uau 6akmepuaseH MeHuHeum [48].
CaegBa ga ce ombeAeXu Heobxogumocmma 3a paszpaHu4aBaHemo
Ha pegkume mMymopu Cpeg neguampuyHama nonyaauus om mesu
npu Bo3pacmHume nauueHmume. [lokamo Bov3npuemuam om
Gatta et al. [20] kpumepuii 3a 3aboaeBaemocm nog 6 Ha 100 000
gywu 20QUWHO € CpaBHUMeAHO gobbp AuMumupaw, nokazamen
npu Bb3pacmHumMe, MO CobWuAmM e CcpaBHUMEAHO HeygobeH 3a
neguampuyHama nonyaauus, nocmaBaiku Bcuuku 3aokauecmBeHu
HoBoobpa3yBaHuA npu geua B8 2pynama Ha pegkume mymopu.
ToBa o02paHuyaBa Bv3moXkHOCMMA 3a NpuOpUMU3UpPaHe Ha mesu
HO30A02UYHU EeguHUUYU, nocmaBawu CneuuGuyHu  npobAemu
nopagu ekcmpemaaHama cu pagkocm [49,50]. B omzoBop Ha
moBa npegu3BukameacmBo e u3zpageHa EBponedckama 2pyna
3a koonepamuBHo npoyyBaHe Ha pegku mymopu 8 neguampuama
(EXPeRT) [51]. B pesyamam Ha gelHOCMmMA Ha Mpexkama e
u3zpageHa geQuHuuuama 3a pegku mymopu B8 neguampusma.
OnpegeaeHuemo e 6asupaHo Ha gBa kpumepus:

1. EnugemuonozuyeH — 3aboreBaemocm nog 2 cAy4an Ha 1
000 000 gywu 20guWHO U/UAU;

2. OHkoAO2U4HOMO 3a60AABaHE ga He e BkAloueHo B KAUHUYHU
npoyyBaHus.

B cBoa nyoaukauus Ferrari et al. [52] gonoABam masu
geduHuuun, kamo pasgeaam pegkume BugoBe OHKOAO2ZUYHU
3aboaaBaHuA npu geua B8 gBe epynu — pegku mymopu, koumo
ce cpewam uskaloyumeaHo B gemckama Bv3pacm, kamo
Hanpumep xenamobaacmoma, nAeBpONYAMOHaAHa —BAacmoma,
naHkpeamobaacmoma, u makuBa, koumo ca xapakmepHu 3a

Tabauua 2. Mpumep Ha knacudukauyuonHa cmpykmypa 3a pegkume mymopu

Knacugukauuonna 2pyna HaumeHoBaHue

(Damuaus Pegku mymopu Ha mbxkkama noAoBa u ypo2eHUmaAHa cucmema
Tier 1 TecmukyAapHu u napamecmukyAapHU myMopu

Tier 2 He-ceMuHoMHU mecmukyAapHU kapuuoHoMU

Tier 3 TepamokapuuHom
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Bv3pacmHume u ce cpewam kamo uskaloveHue npu geuama,
kamo Hanpumep kapuuHomu u MeaaHomu. Heobxogumocmma om
N0gobHO pasgereHue ce 0CHoBaBa Ha ONMUMAaAHOMO U3NOA3BaHe
Ha ekcnepmHume ueHmpoBe B obaacmma Ha pegkume mymopu,
He3aBucumo om Bb3pacmma Ha nauueHmume npu OCu2ypeHa
kauHuuHa  koaabopauua Mexkgy OHkoao3u 3a Bv3pacmHu U
neguampu.

3aknloyenue

B cBemauHama u no aHaaozuAma Ha  3HaYyumume

HayyHu uHoBauuu u 3gpaBHo-noAaumuyecku pedopmu  CAeg
usepakgaHemo Ha napaguzmama Ha pegkume boaecmu [52-
56], 8 HayyHama Aumepamypa npe3 nocregHume 15 20guHu
memama pegku mymopu Habupa BCe no-20AAMa NONYAPHOCM
[23,40,57-59]. Bonpeku moBa, onpegersHemo Ha NOHAMUEMO
Lpegku mymopu“ e cBop3aHo npegu Bcuuko cbe cneuuduyHama
enugemMuoAo2uyHa xapakmepucmuka Ha mo3u Bug 3aboaaBaHus,
nponBaBawa ce 6 cpaBHumMeAHo Hucka npekuBaemocm, ommam
U Hucka 6oaecmHocm. TouHOMO geduHUpaHe Ha nNOHAMUEMO
e cBbp3aHo He camo C ouyepmaBaHe Ha 3gpaBHus npobBAeM, HO
U C umnAeMeHmupaHemo Ha koHkpemHu 3gpaBHu noAumuku.
ToBa e ocHoBaHue 3a komOUHUpaHe Ha enugemMuoAO2UYHUME
kpumepuu ¢ kauecmBeHu makuBa, kamo HaAu4uemo Ha KAUHUYHU
npoyyBaHuA 3a koukpemHume HO30A02UYHU eguHuuu. [lpegBug
Auncama Ha ouuuasHa gepuHuuus Ha mepmuHa ,pegku mymopu*
8 HopmamuBHama cucmema Ha EC, moXke ga ce mBopgu, ue
memama Bce owe e u we npogbakaBa ga bbge 0bekm Ha HayueH
u noaumuyecku gedam.
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