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Pegkume mymopu — enugemuoAO2UYHU U
06wecmBeHo3gpaBHu acnekmu

[eapau UckpoB %, Pymen CmegaHo8 #

" Kamegpa no CoyuanHa mMeguuuKa u obuiecmBero 3gpaBe, Qakyamem
no ObwecmBero 3gpaBe, Meguuurcku yHuBepcumem - lroBguB
2 PiHemumym no pegku 6orecmu, MroBguB

Peslome

Pegkume  3nokauecmBeHu — 3a60AABaHuUA,  HapuyaHu
Hakpamko pegku mymopu, ca Bce no-nonyadpHa mema om
HayyHouscAegoBameacka, kauHuuHa U obwecmBeHo3gpaBHa
2negHa mouka. 3aokauecmBeHume HOBoobpasyBaHuAs camu no
cebe cu npegcmaBaaBam ocHoBeH npuopumem B8 cbBpemeHHOMO
3gpaBeonasBaHe U HO30A02UYHA kamezopuA C 02pOMHA COuuaAHa
3Hayumocm. CnegBalku obaye mogera Ha pegkume Goaecmu,
8 HayyHume cpegu Bce noBeye ce 20B8opu 3a pegkume mymopu.
CouemaBalku Mmeguko-couuanHama napaguema Ha pegkume
3a60AABaHUA ¢ kAuHUYHUA npodun Ha oukoaozuama, pegkume
MymMOpu Umam nomeHuuaAa ga 6bgam camocmosmeAHa obAacm
3a gelicmBue C uskaloyumeaHo Bucoka cmeneH Ha gobaBeHa
cmotHocm.

HacmoAwama nybAukauus uma 32 Uen ga 06obwu
OCHOBHUME enugeMUOAO2UYHU KOHUENUUU NO OMHOWEHUE Ha
pegkume 3a0kavecmBeHu 3ab0AABaHUA U ga 06Cbgu MACMOMO UM
8 3gpaBrama noaumuka.
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Abstract

Rare cancers are an increasingly popular topic from research,
clinical and public health perspectives. Cancer is indeed a major
priority in modern healthcare and represents a nosological category
of immense social significance. However, following the model of rare
diseases, researchers are more and more interested in rare cancers.
By combining the medico-social paradigm of rare diseases with the
clinical profile of oncology, rare cancers have the potential to be a
separate area of high added value actions.

This publication aims to summarize the basic epidemiological
concepts regarding rare cancers and to discuss their place in health
policy.
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BvBegeHue

Pegkume  3nokauecmBeHu  3a60AABaHuA,  HapuvaHu
Hakpamko pegku mymopu, ca Bce no-nonyadpHa mema om
HayyHouscregoBameacka, kauHuuHa U obwecmBeHo3gpaBHa
2negHa mouka. 3aokavyecmBeHume HOBoobpasyBaHus camu no
cebe cu npegcmaBaaBam ocHoBeH npuopumem B8 cbBpemeHHOMO
3gpaBeona3BaHe U HO30A02U4HA kamezopuA C 02pOMHA COUUAAHA
3Hayumocm. CaegBalku obaue Mmogeaa Ha pegkume 6Goaecmu,
B HayyHume cpegu Bce noBeue ce 208opu 3a pegkume mymopu
[1]. CobuemaBaiku meguko-couuarsHama napaguema Ha pegkume
3a60AA8aHUA C KkauHuYHUA npodun Ha oHKono2uAma, pegkume
MymMOpu Umam nomeHuuaAa ga 6bgam camocmosmeAHa obAacm
3a gelicmBue ¢ uskalouumeaHo Bucoka cmeneH Ha gobaBeHa
cmotHocm.

3apasauka om pegkume 6oaecmu, Bce oLe HAMa HopMamuBHO
npuema geduHuuua 3a pegku mymopu [1-2]. HacbpuyaBadku
pa3pabomBaHemo Ha AekapcmBa cupauu npe3 nocAegHume 35
20gUHU, peguua cmpaHu Bb3npuexa opuuuarHu geduHuuuU 3a pegku
3aboAaBaHuA. Taka Hanpumep 3a pAgko 3aboaaBaHe 8 CALL ce cyuma
borecm, koamo 3acAza He noBeue 200 000 gywu. B EBponedickus
Ccolo3 3a pagko ce npuema 3aboaaBaHe, koemo He 3acA2a noBeve
om 5 Ha 10 000 68 EC [2]. Ta3u e u 3akoHoB0 ycmaHoBeHama
geduHuuua B BoAcapus. Auncama Ha CNeuuduUYHO ONpegeAeHue
3a pegkume mymopu cb3gaBa MHOXecmBo npobaemu. Bb3HukBa
Bonpocbm gaau pegkume mymMopu cAegBa ga 6bgam npegMem Ha
HaUUOHaAHUME noAumuku 32 3AokavecmBeHu 3a60AABaHUA UAU HA
me3u 3a pegku 6oaecmu, UAU U Ha gBeme egHOBpeMeHHO. A02UYHO
ce nocmaBa u Bvbnpocom gaAu pegkume mymopu He cAegBa ga
bbgam obekm Ha cneuuduyHa 3gpaBHa noaumuka, OmMQEeAHO om
oHkoAo2u4HUME U pegkume 3aboAABaHuA.

Bonpeku uye He moXe ga 6bge MOYHO OUEHEHa, COUUAAHO-
ukoHoMuuyeckama mexkecm Ha me3u 3aboAABaHUA € 3HAYUMeAHa
[3-4]. Pegkume mymopu, 0cobeHo me3u B no-Bb3pacmHume
koxopmu, uyecmo 6uBam 3a6aBeHO QuazHOCMUUUPAHU UAU
U300Wo HeguazHocmuyupadu. KAuHu4HUAM onum u ekcnepmusa
Npu AEYEHUEMO UM Ca CUAHO O2paHuyeHu [5-6]. Hepagko
eguHcmBeHama agekBamHa mepaneBmuyHa Bb3mMoXkHoCm 3a me3u
nauueHmu e y4vacmuemo B8 KAUHUYHU npoy4BaHua [2]. B mosu
koHmekem, usyuBaHemo Ha pegkume mymopu B enugemuoAo2uyeH
u o6wecmBeHo3gpaBeH nAaH gaBa ocHoBa 3a HacoueHu gedicmBus
8 ma3su obaacm. Hacmoswama nyoaukauua uma 3a ueA ga 06o6wu
OCHOBHUME €enugeMUOAO2UYHU KOHUENUUU NO OMHOWEHUE Ha
pegkume 3a0kauecmBeHu 3aboAABaHUA U ga 06Cbgu MACMOMO UM
B8 3gpaBHama noaumuka.

Mpoekm RARECARE

O2pomMeH NpUHOC He camo 3a NO-gobpo pasbupaHe Ha
enugemuoAo2UAMa Ha pegkume mymopu, HO U 3a Haco4BaHe Ha no-
20AAM UHMepec KoM masu obaacm usuz2pa GuHaHcupaHuam om EC
HayuHou3scregoBamencku npoekm RARECARE (,Surveillance of Rare

Cancers in Europe®). Mpoekmom cobbupa, 0606waBa u aHaausupa
eNUgeMUOAOUYHU gaHHU om nonyAauuoHHume pakoBu pezucmpu
8 eBponetickume cmpanu. ToBa gaBa yHukaaHa Bb3moXkHocm ga
Ce u3cAegBa pasnpocmpaHeHuemo Ha masu epyna 3aboAABaHuA
8 20AAMa U OMHOCUMEAHO Xemepo2eHHa nonyAauus. B pesyamam
ca uzeomBeHu geduHuuuAa U cnucbk 3a pegku mymopu, OUEHEHU
ca 3aboaseMocmma, 6oAecmMHOCMMA U npexuBaemocmma 3a
Me3u HO30A02UYHU eguHUuUU Ha eBponelcko HuBo [1-2, 7]. ToBa
gaBa 3HauumeAeH HayyHou3caegoBameacku maacok B obaacmma
Ha pegkume mymopu [8-9]. [okasan cBoAma noAesHocm U
edekmuBHocm, npoekmbm RARECARE npogbamkaBa u pasBuBa
cBoume gedHocmu nog Gopmama Ha HayyHou3scAegoBameackama
mpexka RARECARENEet [7,10].

[aHHUmMe, Bv3 0cHOBA Ha koumo ce 6a3upam nopBoHa4aAHUMe
oueHku Ha RARECARE, o006xBawam nauueHmu, koumo ca
guazHocmuuupaHu 6 nepuoga 1978 — 2002 2. u ca BkaloueHu u
npocregaBaHu B peaucmvp. KoM oH3u MomeHm, 11 gopkaBu
yyacmBam ¢ HauuoHaAHU pakoBu b6asu gaHHu, a 10 C peauoHaAHU.
CpegHo20guWHUAM NoNyAauUUOHeH 06xBam 3a nepuoga 1995 — 1999
2. & 162 MuAuoHa uau 32% om HaceaeHuemo Ha EC [2]. CbbpaHume
gaHHU ca npoBepeHu 3a 2pewku, HecbomBememBus U HeobuyatHu
kombuHauuu Ha mymopHa Aokauuda, MopdoAozus, noa u Bvb3pacm
npu guazHocmuuupade. OueHkama uskaloyBa gaHHU om peaucmpu,
koumo He BkalouBam kog no MexkgyHapogHama kaacudukauus
Ha 6orecmume 3a oHkoaozus, 3-ma Bepcus (MKB-0-3), kakmo
u om me3u, koumo cobbupam gaHHU camMo 3a 3AokauecmBeHu
HOoBoobpasyBaHus B gemcka Bv3pacm [2].

Enugemuono2uyen npodun Ha pegkume mymopu

RARECARE geduHupa pegkume mymopu kamo 3aokauecmBeHu
3a60AABaHUA ¢ 20guWHa 3aboaeBaemocm go 6 Ha 100 000 gywu
(uAu Ho30A02UYHU eguHuuu ¢ go 30 000 HoBu cAyyas 2oguwHo B
EC) [1-2, 7]. MogobHo Ha onpegeaeHuemo 3a pegku boaecmu, masu
geuHuuuAMa ce omHacA 3a pasnpocmpaHeHue B eBponedcka, a
He B HauuoHaAHU nonyAauuu. Bv3 ocHoBa Ha masu geuHuuus e
cbcmateH cnucbk, BkatouBaw, 186 pegku mymopu [1-2, 7].

RARECARE ougHABa ob6wusa 6pod Ha cAaysaume ¢ pAgok
MymMop Ha MaAnko Hag NoAOBUH MUAUOH 20QUWHO UAU 22% Om
Bcuuku HoBoguazHOCMUUUpaHu OHkoAO2UYHU nauueHmu B8 EC 3a
nepuoga 1995 — 2002 2. loguwHama 3aboreBaemocm 3a Bcuuku
pegku mymopu e okoro 108 Ha 100 000 [2]. 1 myk, kakmo npu
pegkume Goaecmu, MoXe ga Gbge HanpaBeHO pas2paHuyeHue Ha
pegku u yampa pegku HO30A02U4HU eguHUUU. BAu3o mpu yemBopmu
om Bcuuku pegku mymopu umam 20guluHa 3aboreBaemocm nog
0.5 Ha 100 000 (bugelku yampa pegku) u maako Hag 16% umam
3aboreBaemocm mexkgy 1 u 6 Ha 100 000 Ha 2oguHa. MocaegHume
gonpuHacam obaye 3a Hag 80% om cAyyaume Ha pegku mymopu [2].
MauueHmume ¢ pegku mymopu umam no-Maaka cpegHa Bv3pacm 6
cpaBHeHue ¢ nauueHmu ¢ Hepegku OHKOAO2UYHU 3aboAABaHuUA. ToBa
ce goaku Ha dakma, Ye noymu Bcuuku neguampuyHu OHKOAOZUYHU
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3a60AABaHUA, kakmo u me3u npu nauueHmu go 39-2oguwiHa
Bov3pacm nonagam B8 kamezopuama pegku [2, 7, 11]. HesaBucumo
om moBa, cpegHama Bvb3pacm npu  guagHOCMUUUPaHe €
omHocumeAHo Bucoka u cxogHa — 60 20guHu npu pegkume mymopu
U 67 20gUHU NPU YeCMO cpewaHume OHKOAO2UYHU 3a60AABaHUA [2].

Pegkume mymopu €gHO3HaYHO UMam no-HebAa2onNpuAMHa
npo2Ho3a B cpaBHeHue ¢ yecmume 3ArokayecmBeHU 3aboAaBaHuA
[12]. Ookamo gaHHume 3a egHO20guwHama npexXuBaemocm
npu gBeme epynu ca 6ausku kamo cmodHocm, cAeg mosu
nepuog npexuBaemocmma npu pegkume mymopu  pA3ko
HamaAd [2]. Ta3u meHgeHuua ce HabalogaBa u ¢ HapacmBaHe Ha
Bb3pacmma Ha nauueHmume. B 2gpynume om 0 go 39 20guHu
npeXuBaemocmma npu pegkume u Hepegku 3AokayecmBeHu
3ab0AABaHUA He ce pa3auvaBa 3HayumeaHo. Caeg moBa obaue
pasaukama 3anoyBa ga HapacmBa, kamo npu Hal-Bo3pacmHume
nauueHmu npeXuBaemocmma 06ukHoBeHo e gBa nbmu no-Hucka
npu cayyaume ¢ pagbk mymop [2].

Jedunuuusa 3a pegku mymopu

Bce owe HAama HopmamuBHO npuema geduHuuua 3a
pAagok mymop. RARECARE u3noasBa 2oguwHa 3aborsemocm
go 6 Ha 100 000 kamo kpumepul 3a onpegeAdaHe Ha pegkume
mymopu. OnpegeaeHuemo 3a pegku 6oaecmu cmbnBa obaye Ha
gpy2 enugemuonozuyeH nokasamen — mo3u 3a 60AeCMHOCM.
3aboademocmma omyuma 6poA Ha HoBopeaucmpupaHume cAyvau
Ha gageHo 3aboAaABaHe B onpegeaeH uHmepBaan om Bpeme cpeg
onpegereHa nonyaauua 8 puck. BoaecmHocmma BkalouBa ob6auye
Bcuyku nauueHmu — kakmo HoBu, maka u Beye guazHoCMUUUPAHU.
Tesu gBa uHgukamopa 3aBucAam om HuBomo Ha npodurakmuka,
guacHocmuka, AeyYeHue U npocAegaBaHe Ha 3aboAABaHusma u
cAegBa gobpe ga ce paszpaHuyaBam.

Cyuma ce, ye okoao egHa yemBopm om Bcuuku 0HKOAOZUYHU
cAyyau ce gonvkam Ha pegku mymopu [1-2, 7]. MpegBug Huckama
npeXuBaemocm mexHume nokazameAau 3a 6oAecmHocm  ca
Hucku u moBa Ha npakmuka o3Ha4aBa, 4e noumu Bcuuku
pegku mymopu ca pegku Goaecmu Cb2racHO eBponetickama
geduHuuuA 3a pAgko 3aboaABaHe. Mo gaHHu Ha RARECARE,
eguHcmBeHo  naockokaemouHusmM  kapuuHOM HA  MamoyHama
wudka u kapuusHomom Ha wumoBugHama XAesa ca pegku cnopeg
kpumepusa 3a 3aboAAemMocm, HO 4yecmu cnopeg Kpumepus 3a
6onecmHocm. 06pamHO, 6 HO30A02UYHU EQUHUUU Ca yecmu
MymMopu NO 3ab0AAEMOCM, HO pegku Gorecmu no 6oaecmHocm
— ageHokapuuHoM Ha cmomaxa, ageHokapuuHom Ha naukpeaca,
benogpobeH  ageHokapuuHom,  6eaogpobeH  naockokaemuueH
kapuuHoMm, cAabo gudepeHuupaHu eHgokpuHHU kapuuHoMU Ha 6eaus
gpob u gpyau HexogkkuHoBu 3peAu B-kaembyHu aumdomu [2]. Tesu
HecbomBemcmBua noka3Bam, Ye pegkume mymopu He mpsAodBa ga
bbgam geGuHupaHu Ype3 onpegereHuemo 3a pegku 6oaecmu [13].

[18ama enugeMuOAO2UYHU NOgX0ga 3a onpegeadHe — upes
bonecmHocm u 3aboademocm — B0ogam go pasAudHU pe3yamamu u

obuwecmBeHo3gpaBHu nocaegemBusa u moBa caegBa ga bbge ACHO
omyumaro. boanecmHocmma kamo nokasamea 3aBucu go 20Aama
CMeneH O0m HaAuvuemo Ha egpekmuBHU mepanuu, ygoakabawiu
npeXuBaemocmma Ha nauueHmume. CvomBemHo, 0HKOAO2UYHU
3a60AABaHuUA ¢ Hucka 3aboasemocm, HO edekmuBHO noggbpkauwlo
AEYEHUE U OmM mam 6Aa20NpUAMHA  gbA20CPOYHA NPO2HO32
uskycmBeHo we useaekgam ,no-yecmu“. OBpamHo, mymopu ¢
Bucoka 3aboademocm, HO HeedekmuBHO AeYeHUE U HeBAa2oNpUAMHA
NPO2HO3a We usaaexgam ,no-pegku’.

Tesu cvbobpakeHua ca ocHoBHama npudvuHa RARACARE ga
06Bbpke onpegeaeHUemMo 3a pegku MyMopu CoC 3a6oAdeMocmma,
a He ¢ borecmHocmma. 3aboaaemocmma kamo enugemuoAO2UYeH
nokazamean ompasfBa B8 no-2oAAMa cmeneH cybkomneHcupaHus
Xog Ha noBeuemo pegku mymopu. TaBaHbm om 6 cayuas
20guWwHo Ha 100 000 moxe ga us2aeXkga Bucok, HO gaHHUME Ha
RARECARE nokasBam, ye no-Hucok kpumepud om go 3 Ha 100 000
Ha 20QuHU we ocmaBu MHO020 uHaye pegku 3aokayecmBeHu
3a60AABaHUA U3BbH 2pynama Ha pegkume mymopu [2]. Bcuuku
me 0bave ce xapakmepusupam CbC 3HaYUMEAHU MPygHOCMU npu
guazHocmuuupaHe, 02paHuyveH Habop om epekmuBHU AeyveHus U
HebAazonpuAMHa npo2Ho3a, koemo e munuyHama meguko-couuanHa
napaguama Ha pegkume mymopu.

Enugemuono2usa Ha pegkume mymopu 8 boazapus

HauuoHaAHuAM pakoB8 peaucmop npegocmass
ENUGEMUOAOUYHU gaHHU 3a OHKOAO2UYHUME 3a60AABaHUA y HaC —
3aboademocm, boaecmHocm, cMbpmHocm u npeXkuBaemocm. Tesu
oueHku 3a enugemuoAczuama Ha pegkume mymopu 8 BoAz2apus
uMam CUAHO ycAoBeH xapakmep no peguua 06ekmuBHuU npuyuHU
[5]. HauuoHaaHusm pakoB pesucmbp omuyuma Bcuuku cayvau
Ha 3A0kayecmBeHu 3a60AABaHUA U kapuuHOM UH cumy, ¢ kogoBe
C00 — C96 u D00 — D09 no MKB-10, kakmo u 3aboaaBaHus ¢
HeonpegeAeH U HeusBecmeH xapakmep om D37 — D48, koumo 6
MKB-0-3 ce kaacupuuupam kamo 3nokauecmBeHu [14]. EgHa
BakHa npuauka mexgy pegkume boaecmu u pegkume mymopu €
Auncama Ha camocmosmened kog no MKB-10. ToBa Ha npakmuka
03Ha4aBa, Ye egHa CvbluecmBeHa yacm om mesu 3aboAABaHusA uAu
He ce kogupam u knacuduuupam u306wo, uau moBa ce npaBu c
HekopekmeH kog [2,5]. CoomBemHo ce HabalogaBa kakmo MHO20
Bucoko HuBo Ha ckpuma 3aboaeBaemocm, maka U Ha HemMOYHU
eNUJeMUOAOUYHU JaHHU 32 Pa3npOCMPaHeHUEMO Ha yecmume
3n0kauecmBeHu 3aboaaBaHus, koumo we BkalouBam B cebe cu
U Yacm om uHGopMauusma 3a pegkume mymopu. To3u npobaem
He e cneuuduyeH camo 3a boacapud, moi kamo moBa e Bceobuwio
npegu3BukameacmBo 3a pegkume 3aboaaBaHuA u agekBameH
Hanpegok 3a pewaBaHemo My ce oyakBa ¢ BauzaHemo B cuaa Ha
HoBama MKB-11.

Bmopama cobwecmBeHa npeyka npu u3yyaBaHe Ha
enugemMuoAo2uAma Ha pegkume mymopu y Hac ca KAUHUYHUME
ocobeHocmu Ha HabalogaBanama nauuesmckama koxopma
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[2, 5]. Bonpeku 4e noumu Bcuyku neguampuyHu mymopu ca
pegku, Hemaaka Yacm om cAyyaume Ha pegku 3aokavecmBeHu
3ab0AABaHuUA ca B HanpegHana Bv3pacm. ToBa e egHa 0CObEHO
yAazBuma nauueHmcka 2pyna, 3a koamo e xapakmepHo Bucoka
komopbugHocm U no-HebAazonpuAMHa npo2HO3a 3a X0ga Ha
3abonaBaHemo. [locmaBaHemo Ha  HaBpemeHHa guaz2HO3a
3aBucu om HaAuyuemo Ha ekcnepmeH onum u gocmbn go
agekBamHu guazHocmuyHu Memogu [6,15]. Tpu pegkume
oorecmu nyoAaukyBaHu npoyyBaHua nocouBam, ye mO3u npouec
MOXe ga OmHeMe 20guHu. Hama ocHoBaHuAa ga ce cmAma,
ye guazHocmukama npu pegkume mymopu 6u 6uaa no-manko
npobaemamuyHa. CoomBemHo moXke ga ce o4vakBa, ue Hemanka
yacm Om me3u NnauueHmu npocmo He goxkuBaBam ga 6vbgam
NpaBuAHO guazHoCMUUUPaHu ¢ pAagok mymop. B cAyyas Ha pegkume
MyMOpU Ce HacAazBa u cneuuGuyHUAM NPoBAeM C MpygHOCMmMa
npu onpegeAaHemo Ha koHkpemHa MopdoAao2uyHa kamezopus npu
Hakou nauueHmu [16]. MamoanamomuuHume gokaagu, 8 koumo He
€ YMOYHeH cneuuduyeH mopdoaozuyed Bug, gocmuzam go 20%
om cAy4yaume B boazapus [7]. ToBa He gonpuHaca 3a yBeauyaBaHe
Ha ckpumama 3aboaeBagmocm, 3awomo nauueHmume 6uBam
guazHOCMUUUPaHU C OHKOAO2UYHO 3ab0AABaHe, HO Ce omyuma
HenpaBuAHO 4ecmomama Ha pasnpocmpaHeHue Ha pegkume
mymopu.

Macmo Ha pegkume mymopu 8 obwecmBeHomo 3gpaBe u
HauuoHanHa 3gpaBua noaumuka

CvouemaBalku  egHOBpemeHHO  0cobeHocmume Ha
3n0kayecmBeHume U Ha pegkume 3aboaABaHuA, pegkume
mymopu 6e3cnopHo cregBa ga 6Gvbgam BakeH npuopumem 8
coBpemeHHama 3gpaBHa noaumuka. OzpaHuuveHusm ekcnepmeH
onum, Auncama Ha epekmuBHuU mepaneBmuyHu Bb3moXHOCMU U
CUAHO HeBAa2onpuAmHama npozHo3a usuckBam pegkume mymopu
ga 6bgam 06ekm Ha MyAMUQUCUUNAUHAPEH U UHMez2pamuBeH
nogxog [7,17]. genmuyHu npobaemu B obaacmma Ha pegkume
bonecmu ca npuvuHa gHec eBponelickama U HauuOHaAHama
3gpaBHa noaumuka ga HacbpyaBam 0603Ha4aBaHe Ha ekcnepmHu
ueHmpoBe, dyHkuuoHupaHe Ha pedepeHmHU MpeXu U cb3gaBaHe
Ha enugeMuoro2uyHU peaucmpu  [5]. 06oco6ABaHemo  Ha
pegkume 6oAecmu kamo camocmOAMEAeH, OmgeAreH 3gpaBeH
npuopumem npe3 nocAegHume 15 2oguHu y Hac u B EC HecoMHeHo
nogobpu 2pwkume 3a Me3u nNauueHmu U mexHume cemedcmea.
EnugemuonO2udHU U KAUHUYHU npoy4BaHuA  gemoHcmpupam
3Ha4YUMeAHO ygbAkeHa npogbmkumeaHocm u noBuweHo kavyecmBo
Ha »kuBom npu 20AAM 6poli pegku HO30A02UYHU E€gUHUUU 32 MOo3u
nepuog [18].

[lpuemaHemo U npuAa2aHemo Ha cneuuguyHa 3gpaBHa
noaumuka 3a pegku mymopu 8 boA2apus e HaaokumeAHo. B mosu
koHmekecm, Moxke ga 6bge Bb3npuem nogxogbm C 03Ha4aBaHe Ha
ekcnepmHu ueHmpoBe u pedepeHmHuU Mpexku om pegkume 6oaecmu
(kom gHewnama gama Beve ¢yHkuuoHupa makaBa undpacmpykmypa

3a pegku mymopu), kakmo u ga 6bge gonbAHEH U ONMUMU3UPaH
enugemMuoAo2u4HUAM Hagaop B8 oHkorozuama (kamo HagepakgaHe
Ha cowecmByBawume makuBa cmpykmypu 3a 0HKOAO2UYHU
3aboaABaHuA) [18-20]. Pegku mymopu u pegku 6oaecmu 06ave He ca
B3aumHo3ameHsemu noHamus. Jlopu usnoasBaHume geduHuuuu 3a
me3u gBe kamezopuu ce 0cHoBaBam Ha pasAUYHU ENUJEMUOAORUYHU
Memogu 3a uamepBaHe — 3aboreBaemocm (npu pegkume mymopu)
u borecmHocm (npu pegkume 6oaecmu). Peguua uscaegoBameau
omgaBam 3Ha4YUMEAHO NOQgoBpeHUMe 3gpaBHuU pesyamamu npes
NOCAEGHOMO gecemuAemue Npu NeguampuyHume mymopu (noYmu
Bcuuku om koumo ca pegku) UMeHHO Ha MogeAaa C 060cobABaHe
Ha omgeAHu cmpykmypu no gemcka oHkoxemamoaoeua [2,11].
ToBa moXe ga bbge U cmpameauAma 3a 060c06ABaHe Ha pegkume
mywmopu kamo camocmosameAHa kamezopus, koemo we no3Boau
Bvb3npueMaHemo U NpuAa2aHemo Ha Had-gobpume npakmuku
om oHkoaozuAma u om pegkume boaecmu, HO u npegocmaBaiku
HYKHOMO  HayyHou3cAegoBameacko U 0buiecmBeHo3gpaBHo
BHUMaHUE Ha pegkume mymopu.

3aknloueHue

Mpoekmom RARECARE geduHupa pegkume mymopu kamo
3n0kauecmBeHu 3aboAABaHuA ¢ 20guwuHa 3aboademocm ¢o 6 Ha
100 000 B8 eBponedcka nonyaauus. ToBa onpegeAeHue, kakmo u
UAAOCMHUAM  MEMOQOAO2UYEH UHCMPYMEHmMapuyM, paspabomeH
om RARECARE, ca gokasaau cBoama npuaoXkumocm u BaaugHocm
B npakmukama npe3 nocaegHume 2oguHu. MoXke ga ce ouakBa,
ye mo3u kpumepud we 6vbge 3ar0keH npu Gbgewo HopmamuBHO
peaanameHmupane Ha kamezopuama pegku mymopu. Co4yemaBaiku
Meguko-couuaaHama napaguzma  Ha - pegkume  3a60AABaHuA
C KAuHuyHUA npoQuA Ha oHkoAO2UAMA, mMa3u CneuuduyHa
HO30A02UYHA 2pyna umMa NOMeHUuaAa ga 6bge CaMoCmMOAMEAHa
obaacm 3a geticmBue ¢ uskaloyumenHo Bucoka cmeneH Ha gobaBeHa
cmodHocm.

lpuemaHemo U npuAazaHemo Ha 3gpaBHu noAumuku 3a
pegku mMymopu LWe Hacouu HyXHOMO HayuHou3scAegoBameAcko U
obwecmBeHo3gpaBHo BHumaHue kom mo3u npobaem. 060coBeEHU
kamo omgenHa, camocmosameAHa kamezopua om pegkume 6oaecmu
U om 3aokauecmBeHume 3aboaABaHuA, pegkume MmyMOpU Uie
Mo2am ga Bv3npuemam u npuaazam gobpume npakmuku om mesu
gBe obaacmu, HO U ga pa3BuBam camocmoAmeAHa ekcnepmHa
uHdpacmpykmypa, koAamo ga omeoBopu Ha cneuupuyHUmMe
nompebHocmu u o4akBaHuA Ha Me3u nauueHmu.
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