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BOBE[

Llenta Ha pa3BojoT Ha HauMoHaneH nnaH 3a peTku 6onectu e nogobpysare
Ha KBa/IMTETOT Ha XXMBOTOT Ha 3aboneHnTe of peTkn bonectu Bo MakenoHuja
M Ha HUBHWTE ceMejcTBa MpeKy efAHaKoB MpucTan [0 paHa [AujarHosa,
KBanUTeTeH TpeTMaH 1 pexabununtalmcku ycnyru 3a nyreto co peTku bonectu.
34paBjeTo e OCHOBHO YOBEKOBO MNpaBo, 6e3 pasnuka fanu ce paboTu 3a peTka
unu yecta bonecr.

PeTkute 6onectu npeTcTaByBaaT KIIMHUYKKM XeTeporeHa rpyna, noeauHeyHo
npeTcTaByBaaT MHOry Man MpPOLEHT of UefioKynHaTa rnonynauuja BO
MakepnoHuja 1 Bo cBeTOT. Ho Kako rpyna TWe npeTcTaByBaaT 3HaYaeH NpoLeHT
BO OAHOC Ha nonynauujata, MOpbUAUTETOT, MOPTaNUTETOT U KBalUTETOT
Ha >XMBOT W 3[4paBjeTo Ha rparaHuTe. HeHaBpeMeHOTO M HeapeKkBaTHO
npenosHaBate M MOCTaByBake AMjarHO3a Ha peTka 6onect YyecTo BOAM [0
TpajHU olwTeTyBaka, Na U CMpT Ha 3aboneHnTe, a Toa BO rofieMa Mepa Bunjae
Ha 3[paBjeTo W CTaTyCOT Ha CeMejCTBOTO.

Haj3HauajHMTe akTyeNnHW npegusBULM Ha Cekoja 3aefdHMLA M Ha CceKoja
[p>KaBa BO MPMUCTaNoT U CripaByBareTo CO peTku Honectu, ce ofHecyBaaT
Ha HeaJleKBaTHO MNperno3HaBake, HeagekBaTHa M HeeHaKBa Knacudukalmja
M KoaudpmKaumja, He[oOBOMIHA [AOCTANHOCT Ha [AMjarHo3aTa, OrpaHuUyYeHwU
TepaneBTCKM MOXHOCTU, HeeJHaKOB M HeOBOJIeH KBaNUTET Ha 34paBCTBEHA
3alUTUTa U BUCOKA LIeHa Ha fleuere 1 Hera, Cepuo3HM nocneamum 1 nsonauuja
W MapruHanmsauuja Ha 3aboneHuTte of petTkun 6onectu.

HaBepeHuTe npeamssuum ce rmobaneH npobnem, npenosHaeH og CeeTckaTa
34paBCcTBeHa opraHusaumja. Bo MakenoHuja HeMa peructap WTo v crnojysa
cute petkn HonecTn, a OHEBO3MOXXEHO € W afeKBaTHO perncrpuparbe U
MOHUTOPUHI Ha 3aboneHuTe. McTo Taka, MOCTOM HeELOBOSIHA AOCTAaNHOCT
Ha peneBaHTHW MHGOPMaLMM M HEMOXHOCT Ha ajeKBaTHa pa3MeHa Ha
WHOpPMaUUM M crnopeayBatbe pesyntatv Ha rnobanHo HUBO. 3aToa He
nocTojaT HW pefieBaHTHM No4aToLUM 3a NpoLeHTyallHa 3aCTaneHoCT Ha peTkuTe
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6onectn Bo MakenoHuja. EauMHcTBEHUTE NMogaTouM WTO nMocTojaTt 3a bpojor
Ha NauMeHTU U 33 peTkuTe 6oMecTr ce BO NoeauHeYHU apXMBU Ha KITMHUKUTE,
®30M 1 BO apxmBuTE Ha MMHUCTEPCTBO 3a 34PaBCTBO, HO CMUTe 3aeAHO He ce
BOJAT KaKo MauueHTH co peTku 6onecTtm (HeMaaT o3HaKa — pefoK NaumeHT).

MpeamsBMUMTE BO MPUCTANoT W rpuxkaTa 3a peTku HGonectu ce HajMHory
u3paseHu BO 3eMjuTe CO Masa nornynauuja U Co orpaHuYeHu UHAHCUCKM
MOXHOCTH, @ Ce KapaKTepu3mpaaT co:

. MHOry peTKa MojaBa BO LieflokynHaTa nonynaLuja;
. HeOO0CTAaTOK Ha peneBaHTHM enuaeMUOSIOLLKM NOAATOLM;

. HeAoCTaTOK Ha MCKYCTBO M 3aMHTEPECUPaHOCT Ha MefuLMHCKUTe
npodecroHanLu;

. Hernoctoewhe Ha CUCTEMATCKHM NMPUCTaln M HEMOXXHOCT 3a JIeEKyBahbe;

. ronemMm TpowouM 3a fedewe Man 6poj 6onectn, Hajuecto BO
CTPaHCTBO;

. HenspecCeH TeK Ha 6OJ'IECTa;

. HEMOXXHOCT 3a pefleBaHTHa MpoueHKa Ha TpoLlouMTe 3a BKyMeH
TpeTMaH Ha peTkuTe bonecTuy;

L] HeaOoCTaTOK Ha nocebHo nnaHMpaHn 6y1,.|ETCKl/1 cpencCTBa 3a ievere;
. HeOOoCTaTOK Ha 3aKOHCKa peryjlatiBa BO O4HOC Ha peTkuTe 6onectu.

Co ucTuTe oBue npobnemu ce coovyBa M MakenoHuja. Bo MakefnoHuja He
NocTou CTaHAapAM3MpPaH NpucTan 3a peTku bonectu. logaTHo onToBapyBatse
€ M He[oCTaTOKOT Ha afeKBaTHa KNacuduKaumja U permctpaumja Ha peTku
6onecTM Ha HaUMOHANHO HMBO M HEAOBOJSIHA OPraHM3MPaHOCT Ha cuTe
CermMeHTU BO NPMUCTAnoT KOH 3aboneHuTe o peTku 6onecTu.




McTo Taka, NOCTOM U HEAOBOJIHO pa3BneHa CBeCT BO OnuwTaTa U CTpy4HaTa
jaBHOCT BO rnorrneq Ha 3Ha4deHheTo Ha peTknTe 6onecTu M HUBHOTO BJ'IMjaHMe Ha
3p,paBjeTo N KBAJIUTETOT Ha XXUBOT.

HauunoHanHaTa cTpaTtermja 3a peTku 6onect Bo MakegoHuja ru ondpaka
CMTe 3HayYajHM TeMU LWITO Cce ofHecyBaaT Ha peTkuTe 6onecTn Bo MakenoHu]a,
BKJy4yBajKM I'M rNaBHUTE LN U MEPKM 3a yHarnpepyBatbe Ha TPeTMaHOoT Ha
peTkmTe 6bonectn og 2014 go 2020 rogmHa.

OBaa cTpaTteruvja ce 3acHoBa Ha [lpenopakute Ha EBponckata koMucuja
n EsponckunoT napnament (2009, 2010, 2011 roamHa). OBMe npenopaku u
oanykm ce co nocebeH chokyc Ha NnogaplukaTa Ha 34paBcTBeHaTa MoJIUTMKA
3a peTkM bofecTM U NpMMeHaTa Ha COBPEMEeHM HaydyHM 3Haera, Co uen
yHanpegyBake Ha TPEeTMaHOT Ha peTkM 6onecTu, 34py>KyBatbe Ha pecypcH,
CONMMAAPHOCTU U Pa3BoOj Ha MHTepPHAUMOHANHa cTpaTeruja.

OcHoBHa Lle/1Ha OBaa CTpaTeruja e gace yHanpeam3apasjeTo Ha naumMeHTuTe
3abonenu o petkn 6onectu. NaumeHTUTe co peTkn 6onecTn MMaaT eqHaKBO
NpaBo Ha MCT KBANMTET M Hera Kako M MnaumMeHTUTe CO MacoBHM HonecTwu.
McKycTBOTO MoKaxkyBa [ieKa OBOj HampenoK € OCTBap/iuB, peasieH MU MOXXEH.
[MoronemMuoT gen on Ap)XaBUTe BO CBETOT U PEUYMCU CUTE eBPONCKU AprKaBu
BO TEKOT Ha M3MUHATUTE FOAUHU OBO3MOXXMja YHanpenyBare Ha KBaJIMTeToT U
[OCTarnHoOCTa Ha 34paBCTBeHaTa 3allT1Ta, MPoMoLMja Ha UCTPaXKyBakbe, paHO
OTKpUBatHbe U NpeBeHLMja BO oApeneHu crydau.

[MmaBHWTE Uenu Ha oBaa cTpaTervja ce ogHecyBaaT Ha MpeBeHuMja, paHo
npenosHaBawe M AujarHo3a, [OCTANHOCT Ha ajekBaTHa cucTeMaTcka M
LeHTpanu3upaHa 3alTuTa Ha 3[paBjeTo, ieKyBarbe Ha 3aboneHnTe co peTku
6onecTtu, yHanpenyBate Ha perucTpmpareTo uMelfyHapoaHa knacudmrkaumja,
yHanpegyBare Ha MH(OPMUPAHOCTa Ha MefMuLMHCKUTE MNpodecHoHanum
W onwTaTa jaBHOCT 3a peTkute HonecTu, KoopAuHaUMja Ha HaLMOHANHO U
WHTEPHAaLMOHAIHO HMBO CO pedepeHTU MeaULIMHCKU U HayYHOMUCTParkyBauku
WHCTUTYLIMU U HEBMAOMHM FParaHCKKW OpraHu3aLMmM Ha NaLumMeHTU co peTku bonecTu.
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AEDOUHULNIA U KAPAKTEPUCTUKU HA PETKUTE BOJIECTU

MocToeukaTa gedmHUUMja 3a peTKM BonecTn Bo EBponckata YHuja belwe
yCcBoeHa o 3efHMYKaTa akLuMOoHa nporpaMa 3a petkm Honectn 1999 — 2003
roavHa, OofHOCHO peTkuMTe HonecTu MnpeTcTaByBaaT MpeBajneHuMja of He
noseke oa 5 Ha 10 000 nuua Bo EBponckaTa YHuja. McTaTta geduHmumja e
eTabnupaHa BO perynaTuBaTa Ha EBponckata komucuja 141/2000, n Ha
OCHOBa Ha Toa ce KopucTu opf EBpomnckata koMucuja 3a oapenyBarbe Ha
TakaHapeueHuTe orphan (cupauwu) nexkosu. EY ja 3agpyxyBa noctoeukaTa
feduHmumja 3a petkn 6onectu. MNopaduHupaHa aeduHULMjA WTO Ke U
3eMe npeaBup npeBaneHuujaTa M MHUMAeHUMjaTa Ke 6buae pasBueHa co
MOMOLL Ha pecypcu of mporpaMaTa 3a 34paBCTBO U Ke ce 3eMe npeasua u
UHTepHaLMoHanHaTa AMMeH3Mja Ha npobnemor.

Bo EBponckaTta YHuja ce npoueHyBa Aeka MMa Hag 29 MWIMOHM nyre
3aboneHn of peTkn bonecTu, 3a KoM ce NpoLeHyBa AeKa cTaHyBa 36op 3a 5
000 po 8 000 pasnuuHM peTkn 6onectn. Hekon op peTkmTte 6onectn nMaat
npesaneHumja 1 Ha 100 000, wTo rM MNpaBM OBME MALMEHTU WM3ONMPaHMU
U paHnmeu. CreumdpuyHocTa Ha peTkute 6onectn — orpaHuyeHuoT 6poj
nauMeHTM U OrpaHUYEHOTO 3Haewe M eKcrnepTMsa — M U3[BOjyBa Kako
nocebeH JOMeH Ha MHOTY BUCOKa eBporcKa goaaaeHa BpeaHocT. EBponckaTa
copaboTka MoXke fa noMorHe Bo obesbeayBare CUIYPHOCT 3a CrofesyBambe
Ha 3HaemaTa M eKcrnepTM3aTa U BO KOMOWHMpPAHETO Ha pecypcu, KoMKy
LWITO € MOXXHO noedMrKacHo, 3a Aa ce Aojae Ao edheKTUBHO CrpaByBatbe CO
npobneMoT Ha peTkn 6onectn Bo EBponckaTa YHUja Kako LenmHa.

Hajronemuot gen on petkute 6onectn (75%) ce nojaByBaaTt BegHalw rno
parareTo M BO paHa AeTcKka Bo3pacT, ondakajkm 4-5% on HoBOpodeHwU
M OOeHUMHba (KOHFeHUTanHWM aHoManuMM U pedopMaumu, MOHOFEHeTCKM
6onectu, HacneaHU HapyLlyBarba Ha MeTaboM3MOT, peTKM TyMopu). PeTkuTe
bonectn ce KapakTepusMpaaT CO MpPOrpecuMBeH HEroBOJIeH TeK M MHOry
yecTo M co paHa cMpT (30% yMupaaT Ha BO3pacCT 4O 5 rogmHM of XKMBOTOT U
pornonHutenHn 12% Ha BospacT 4o 15 rogunm).




Okony 80% opn peTkuTe 6onectu ce nocneguMua Ha HapyllyBatba BO
reHOMOT, CO HepasjacHeTa eTMoJIor1ja U co 3HadaeH bpoj BakBM 3abonyBatsa.
HeMo)xHoCTa 3a nocTaByBare AMjarHO3a WM HEHAaBPEMEHOTO MoCTaByBakbe
OMjarHo3a JoBefyBaaT OO TPajHW olTeTyBaka M nocneguum BO O4HOC Ha
3[paBjeTo Ha caMmMTe MauMeHTU U Ha HWMBHUTEe cemjcTBa. Bo rpynata petku
bonectu cnaraaT U peTKMTEe aBTOMMYHM HapyLlyBara, PETKU OerepaTuBHM
HapylyBatba, PeTKM ManurHui 3abosnyBarba M peTkM MHpekumn. UMajku ja
npeasma cneynduryHaTa AMjarHoCTMKa M TpeTMaH, ocera nocTom TpeTMaH 3a
okony 250 peTtku 6onecTtu. Hajuecto ce paboTh 3a ckanm U TeWKO AOCTaNHM
JIEKOBMU.

PaHaTa v afekBaTHa AMajrHO3a Ha peTkuTe BonecTu ce 3aCHOBa Ha paHo
npenosHaBare M [OCTANHOCT Ha AujarHocTMKaTta, 3a WTo e noTpebHa
cneuuvjanusmpaHa edykaumja Ha MeAMUMHCKMTE npodpecroHanuun. MmMajku
npenBua [eKa nevyereTo e OBO3MOXeHO 3a Man 6poj peTku bonectw,
3gpaBcTBeHaTa nonuMtuka Tpeba [a ce Hacouu Ha MacoBeH HeoHaTaseH
CKPUHUHI Ha peTku 6onecTu WTO MOXKaT Aa ce fekyBaaT 1 Ha obe3zbenyBatse
CTpy4YHa ekcneptmsa U MHMOPMUPAHOCT M COBETyBarbe 3a MpeBeHuMja U
neyerse Ha peTkuTe bonecTtu.

UenokynHuotr TpetMaH Ha 3abofieHM co peTkn bGonectn 6Hapa
MYATUAMCUMNAMHAPEH NPMCTan, LLeHTpanM3aumja Ha CTpyYHaTa ekcrepTM3aHa
HaLMOHANHO HUBO MMHTepHaLMOHanHa copaboTka. Tpeba face opraHusupaaTt
MYATUAUCUMMAMHAPHU TUMOBM O, MeAMUMHCKM NpoceCuoHanum Bo paMKmre
Ha ped)epeHTHM LeHTpM 3a peTkm bonecTH, co 3amadva Oa ce obesbeau
KOHLEeHTpauMja Ha cuTe CTPYYHWM pecypcM, LEHTPasM3MpaHo OTKPMBatbE,
permMcrTpaumja, MOHUTOPUHI, AMjAarHOCTMKA M fleyetbe Ha NMuaTa Co PEeTKM
6onectu. [lejcTByBarbeTO Ha HAUMOHANHUTE pecbepeHTHM LLIeHTPM Ce ogHecyBa
Ha opraHuMsMparbe Ha MHTEePHAUMOHaNHa CTpyYHa M Hay4yHOMCTParkyBauka
copaboTka 1 Ha dhopMUpatrbe AOCTaMNHU MHpOPMaLIMK 3a CTpyYHaTa M onwTaTa
jaBHOCT BO /IMCTaTa 3a KAPaKTEPMUCTMKUTE Ha peTkuTe BonecTu.

EBPOICKATA YHUJA U PETKUTE BOJIECTU

PeTkute 6onectu Bo NocnefHnBe rogMHu ce No3HaTU Kako jaBHO34paBCTBEH
npuoputeT Bo EY, co ocHoBaHa noTpeba 3a AejcTByBarbe BO Morneq Ha
noAroTByBare perynatMea Bo obnacta Ha pa3BojoT Ha 34paBCcTBeHaTa
nonuTMKa 3a peTku bonectn M Bo obnacta Ha pasBOj Ha NEKOBU 3@ PETKM
6onectn. UMajkn rv npegBup cneuudUUHOCTa M 3HaYeHETO Ha peTKuTe
bonectn 3a 3gpasjeTo, EY npeseMa u cnpoBefyBa 3HayajHU aKTMBHOCTU
3a Kpeupare yHUOPMEH U oOopXIUB OONMK M HacoKa 3a MnpucTan KoH
peTkn 6onectn Ha HUBO Ha EBpona. OBMe aKTMBHOCTU Ce peanusupaaT HU3
ekcnepTcku paboTHM Tena Bo EBponckaTta koMucuja v EBponckmMoT napiaMeHT.

Esponckata komucuja Bo 2009 rogmHa ru ycBou [lpenopakute 3a
aKTMBHOCTM Ha nofieTo Ha peTkn 6onectu. MNpenopakmte ce 6asmMpaHu Ha
LOKYMEHTU M Mpernopaku of crefHuBe Tena: MyntuamcumniaMHapHa rpyna
on EBponckata koMucuja, paboTHa rpyna 3a petku 6onectn DG SANCO,
npoektor ORPHANET n EYPOPOMC. OBue npenopaku ce 3aCHOBaHM U Ha
LOKYMEHTM Oof, aKTyenHMoT EBpPOMCKM MpoeKT 3a pa3Boj Ha HaLMOHANHM
nnaHoBwu 3a peTku 6onectn (EYPOTIJIAH), koj e open o eBponckaTa nporpama
— 3aefHWUKa aKuMja 3a jaBHO 34paBje.

maBHM uenu, noctaseHn og EY 3a petkute 6onectu, ce:
o YHanpeayBare Ha ngeHTUdMKauujaTa Ha peTkm 6onectu;

o nogdplka 3a pa3Boj Ha 34PABCTBEHM MOMMUTMKM BO obnacTta Ha
peTkute 6Honecty, KoM Ke ja yHanpegaT 34paBCTBeHaTa 3allTUTa Ha
3aboneHuTe of peTku 6onecty;

e  pa3sBMBakbe eBponcka copaboTka, KoopAuHauMja U MOHUTOPHMUI BO
obnacTa Ha peTkute 6onectu.




MmaBHM Npenopaku Ha EBpornckaTta KoMMcHja Ha nose Ha aKTMBHOCTMTE 3@
yHanpeayBatbe Ha MPUCTaNoT KOH peTkute bonecTtu ce:

. LOoHecyBatbe HauMOHaHM CTPaTerMm UM akUMOHM MNAaHOBU 33 PEeTKM
6oMecTu Bo 3eMjUTe-uUnieHKH, co Len obesbenyBatbe e4HAKOB M afeKBaTeH
npuMcTan A0 KBajMTeTHa 34PaBCTBEHA 3alTUTa 3a iMLaTa CO PeTKM
6onecTu, Koja BKy4YyBa AOCTAaNHOCT A0 AMjarHOCTUKA, flederbe U NeKOBU-
cupauM, Ha 6a3a Ha e4HaKOB TPEeTMaH 1 CONMOAPHOCT;

. BOCMOCTaByBatbe afeKBaTHU  deduHUUMK, KoAudMKauMuja U
KaTanormsaumja Ha peTkuTe 60MecTM M BOCMOCTaByBake pedepeHTHU
6a3u Ha nogaTouu 3a peTkn bonecTy;

e CnpoBedyBarbe UCTPaXKyBarba Ha MOETO Ha NPUMeEHa Ha crneldUUHO
neyerse 1 TpeTMaH Ha peTkuTe bonecTy;

e  OCHOBake KOOPAWHATUBHU LLeHTPU U peddepeHTHU MpPeXu 3a peTku
6bonectu HuM3 EBpona, co BocCMocTaByBatbe Ha eOMHCTBEH EBPOINCKM
UHOPMaLMCKU CUCTEM 3a peTku bonecTy;

. co6MpaH:e €KCMNepTU3In 3a peTku 6onecTtu Ha €BPONCKO HMBO;

e  yHanpepgyBarbe Ha copaboTKaTa CO OpraHusauMM Ha MaumeHTH 3a
peTkn 6onectu;

. I'IpOMOLI,Mja Ha O4P>XNMBU aKTUBHOCTU Ha NOJIETO Ha PETKU 6onectu.

Bo cknag co npenopakute Ha EBponckata KoMucHja, 3eMjUTe-YneHKu U
OCTaHaTMUTe eBPOMNCKM 3eMju MMaaT MOXXHOCT ga ocTBapaT copaboTka,
[a KOpMUCTaT BMCOKOCMeUWjanmn3npaHu KOHCYynTauuu, Oa ydyecTByBaaT
BO MeryHapOAHM KIMHUUYKKM CTYAMM 3a MPUMEHa Ha HOBU TEXHOJIOrMU U
MeTOAM BO JleuereTo Ha peTkMTe 601ecTu U ieyerse BO CTPAHCTBO Kora He
€ MOXXHO BO CBOjaTa 3eMja.
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MAKEOOHWUJA N PETKUTE BOJIECTU
MporpaMa 3a petku 6onectu Bo MakepoHuja

Bo MakegnoHuja npeaTa nporpamMa 3a peTtku bonectu e yceoeHa Bo 2009
roavHa U Jo JeHec He e npoMeHeTa. Bo Tek e cospgaBare opraHusaluja,
CTPYKTYPU U KOHKPETHW YEKOPU 33 Hej3UHO CNpOBeyBatbe.

Bo MakegoHuja MOMeHTanHO He MocTojaT afeKBaTHWU enuaeMUOSTOLLKM
rnogaToun 3a petkM 6onect, co ornen Ha HenocToere CUCTEMATUYEH
npucTan KoH HuB. [locera He 61 M3paboTeH HaUMOHaeH Nf1aH co cTpaTeruja,
OCBEH LWTO ce AedhuHMpana nporpaMaTa 3a peTkn 6onectu co byLleT WTo He e
[OBOJIeH Ja NoKpue TpeTMaH Ha NoCToeYkuTe 3aboneHn co peTkm 6onectu, 3a
KOW UMa MHbopMaLMja feKa MocTojaT Kako TaKBM, OQ4HOCHO Ce eBUAEHTUMPAHM
Kako 3abonieHun co peTkun bonectu. Ucto Taka, He e nspaboTeH yHUpopMUpaH
CUCTEM 3a perucrpaumja Ha peTku bonectu HUTY, Mak, McTa Ha 3aboseHu
oL peTkM bHonecTu, KoM ce, U Toa KaKo, MoTpebHM 3a cornepyBarbe Ha
LenoKyrnHaTa cuTyaumja 1 3a popMmparbe KOHKPETHU Tena U CTPYKTYpH, CO
ofpeneHn YeKOpKM 3a OCTBapyBatbe Ha LiesivTe 3a noJobpyBatbe Ha 34paBjeTo
U KBaNUTETOT Ha XXMUBOT Ha 3aboneHMTe M ceMejcTBaTa LWITO Ce COOYYBAaaT CO
YXMBOT CO peTku bonecTu.

Ha ocHoBa Ha kputepuymute Ha EY, cnopep npoueHkata geka 6-8% op
nonynauujata 6oneaysa oA Hekoja peTka 6onect, Bo MakenoHuja 6u Tpebano
Aa uMma okony 189 000 naumeHTH co peTko 3abonyBatse.

3aceraBoMakefoHMWjaHe NoCcToM CneumjanmsmpaH LeHTap 3a peTkubonecTy,
HO Ha HMBO Ha 34pPaBCTBEHU MHCTUTYLMU, HAjrONTIEMUOT AeN of NauneHTUTe co
peTkn 6onecTn ce eBMaeHTUPaaT M ce BOAAT Ha YHMBep3uTeTCKaTa AeTcka
KITMHWKA, buaejkm peTkmuTe 60N1ecTH HajuecTo M ce OTKPMBAAT M Ce NojaByBaaT
Ha paHa BO3pacT, BefHall Mo pararkwe unmM o S-roguwHa unu 15-roguwHa
BO3pacT.




MMajkn ja npeaBua peTkaTa nojaBa Ha peTkuTe 60N1ecTH, UCKYCTBOTO
Ha [OKTOpMUTE M LeNIMOoT 34PaBCTBEH CMCTEM BO OAHOC Ha Mpero3HaBame,
OMjarHosa, fieyere M npeBeHUMja Ha oBue 3abonyBara, € Ha HUCKO HUBO.
MakefoHuja, Kako M AgpyrMte 3eMju BO pPermoHoOT CO Mana nonynauuja, €
cooyeHa co NMpob1eMoT Ha HEMOXXHOCT Ha OpraHM3Mpare AMjarHOCTUKa U
TpeTMaH 3a HajronemMmoT Bpoj peTkn bonecTu, U 3aToa NPUOPUTETHUTE LieNn
Ha cTpaTermjata U akLMOHMOT MJlaH Ce Haco4YeHU KOH npebapyBare pU3MK,
npeBeHUMja, NpeHaTanHa AMjarHOCTUKAa, PaHO OTKpPMBaHe M OUjarHOCTMKa
Ha peTKr 6OIeCTH WTO NoYecTo ce jaByBaaT BO nornynauujata (KOHreHUTanHu
aHOMaJMM, XPOMO3OMCKKM HonecTu, reHeTCKU NpeamncrnosnLmm, UMyHOJIOLIKM
HapywyBatba, MeTabonMuHM HapylwyBarba) M TecHa pervoHasHa M
WMHTepHaLMoHanHa copaboTKka 3a AMjarHOCTMKA M TPeTMaH Ha MHOTY PeTKM
6onectn (MoHoreHeckn 60M1eCTH), KaKO M Ha CUTE MOMNMtba MOBP3aHM CO
CUCTEMCKM MpUCTan 1 TpeTMaH Ha peTkuTe 6onecTu.

Boeeg eo lUipozpamaiua

PeTkn unu opdaHckm 6onectu ce H6onectu WTO ce MNojaByBaaT Ao neT
cnydyam Ha 100 000 »>kutenu. ManuoT 6poj cnyyam co peTku HonecTu
npeTcTaByBa OrpaHMyyBauka OKOJSIHOCT 3a dhapMaleBTckaTa MHAyCTpUja aa
npeseMe [OOMOMHUTENHU UCTparkyBata 3a oBue Honectn. Mako op cekoe
peTko 3aboryBarba 3acera ce 3aboneHW camo orpaHuyeH 6poj nauueHTH,
NeKyBareTo Ha peTkuTe bofiecTu e coumjanHo U eTUYKKM peneBaHTHo. ManuoT
6poj noTeHuujanHM naumeHTM Mo 6onecT ja orpaHWYyBa eKOHOMCKaTa
NMPUBNEYHOCT 3a Npe3eMarbe, UCTPaXKyBake U Pa3Boj Ha NIEKOBM 3a TpeTUpatse
Ha peTkute 6onectu. NpousBoacTBeHUTE NpouecH, nak, Tpeba ga ce passujaT
Ha MCTW BUCOKM CTaHOApAHU HUBOa Ha 6e3benHOCT, KBanUTET U echbUKaCHOCT
KakKo U 3a opyrute feKkoBu.

Cnopen EBponckaTa perynatMBa 3a peTKM MeaMUMHCKM Npou3BoaMm
(Perynatmea (E3) 6p. 141/2000), peTkmoT nek ce gedmHMpa Kako nek (a) 3a
cocTojba WTOo e 3aKaHyBayKa Mo XXMBOT M UCLPryBayKa, (6) coctojba Ha 6onect
wTo ondyaka He rnoseke o 5/100 000 nuua MM Kako ek 3a Koj ce ouyeKyBa
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MHOrY Masf MoBpaT of UHBECTULMjaTa aKo HeMa AOMONHUTENEeH CTUMYN U (B)
cocTojba 3a Koja He MocTou KakoB 6UMIO APYr 3a40BOUTENEH anTepHaTMBEH
HauMH Ha JfleKyBarbe MM 3a Koja Of BAKBMOT HOB JleK MauMeHTOT MMa
3HaYMTENHM NPMAoBUBKM, O4HOCHO BeHeduTH BO cropenba co NOCTOEUKOTO
neKyBame.

3a pasnuka op Apyrute 6onecTtu, 34paBCTBEHUTE CTpydrbalM uMaaT
NUMUTUPAHO 3Haere U BEeLTUHU 33 OUjarHOCTULMPare WU NeKyBakbe pPeTKu
bonectn. ManaTta uHUMAeHUM]ja, OOHOCHO MoOjaBa Ha OBWe 3abosnyBama
[O3BOJlyBa CaMO OrpaHuuyeH Opoj 34paBCTBEHU CTpydrauu, OBUUYHO BO
cneumjanusnpaHunTe LLeHTpU, Aa rpagaT ekcneprmsa 3a AUjarHOCTULMpPake U
3a JaBatbe MeJMLUMHCKa Hera Ha nyreTo wWTo ce 3aboneHn of petku bonectu.

Cenak, paHaTa fMjarHo3a Ha BakBMTe 60/IeCTH, KOM YeCTOo Ce of, FreHEeTCKO
noTekno, e Hajapobpa rapaHuuvja 3a edMKACHO JeKyBatbe Of acrnekT Ha
Tepanuja 1 TpoloLumM. TepanuuTe YecTo He ce KYpaTUBHU, TYKy 06MUYHO HyaaT
O[L OrpaHWYeHa [0 eKCTeH3MBHa CMMMTOMATCKa NoAapLUKa.

Hekou 3eMju-uneHKu 3aToa opraHM3npaaT MOHUTOPUHT Npu ynoTpebaTta Ha
peTKM NeKOBM MNPeKy LIeHTPM 3a NpUMeHeTa eKCnepTu3a, Kaj WTo ce ynaTyBaaT
naumeHTMTe co cneuuduuHmu n petku 6onectn. ANTepHaTUBHO, 3eMjuTe-
uneHkn HapaaT of TakBUTe LLEeHTpU Aa u3fanat yrnaTcTea 3a gobpa npakca
W [a ' U3BeCcTaT CUTe NoTeHLUMjaNIHU 3aMHTEePEeCUPaHU IeKapu U eKCrnepTy.

Llenu Ha Gpozpamaiua 3a peiliku 6oneciuu o MakegoHuja

Lenn Ha nporpamaTta 3a peTku 6onectu Bo PM ce: rpapgere cBecT u
ekcrnepTusa 3a peTku Honectu Ha HUBO Ha EY, koHTponupaHa ynoTtpeba
Ha NeKoBMTe, Koja MoXe MHory pnobpo ga ce MnoBp3e CO cO3faBate
CTaHOapAu3MpaHuM perncTpu 3a nauMeHTM Ha MefyHapoAHO HMBO M 3a
co3fiaBarbe Mpexa Ha LeHTpu 3a ekcrnepTtusa. Peructpute 61 oBo3MOXMNe
OMpPEeKTHa NpoLeHKa 3a 6pojoT M NpodUNOT Ha NaLMeHTHU 3a UCMUTYBakbE, a
6u nocnyxune u 3a 6yletckuTe Lenu. [ipyra knyyHa npuao6buBka of TakBuTe
perucTpu ce OMPEKTHUTE CO3HaHMWja 3a TOa Kage >XuWBeaT MauueHTUTe Co




peTku 3abosnyBarba M Kako TMe 6p30 Aa ce BKyyaT BO MCMMTYBatbaTa 3a HOBM
JIeKOBM, LUTO Ke buae oA 3aefHMUYKa KOPUCT 3a NaLUeHTUTe U 3a KoMMaHujaTa-
crnoH3op. NcTtoBpeMeHo, dhopMmMparbeTo perMcTpm 3a 6onecta Ke ro onecHu
reHepupareTo AOMOSIHUTENHM NO4aTOLM 38 NPpUA0OMBKMTE, OQHOCHO KOPUCTA
Ofi NeKOT BO MOHATAMOLIHMOT TpeTMaH. BakBuTe nogaToum HaM3MEHUYHO Ke
npuaoHecaT 3a co3faBatbe 6a3a 3a MOHUTE pasrieayBarba NMpu AOHeCyBare
oAJ1yKM 3a LleHM U HagoMecTouu. Cute permctpu u peructpatopu tTpeba ga ce
BOZAT BO CK/af CO NponmcuTe 3a 3allTUTa Ha NOAATOUM U APYrU pefieBaHTHM
HauuoHanHW 6apara. 3a UeflocHa WMCKOPUCTEHOCT Ha HacobpaHuTe
Co3HaHMuja, HanopuTe Tpeba Nobpo Aa ce KOOPAUHUPAAT BO U Mery 3eMjuTe-
UfIeHKM.

Cenak, paHaTa AMjarHosa Ha BakBuTe 60MIeCcTH, KOU YecTo Cce Of, reHeTCKO
noTekno, e Hajoobpa rapaHuuvja 3a edMKacHO JieKyBare Off acrnekT Ha
Tepanuja 1 Tpowouu. OcBeH Toa, TepanuuTe YecTonaTh He ce KYpPaTUBHU, TYKY
0bUYHO HyJaT of orpaHMYeHa 40 eKCTeH3MBHA CUMMNTOMAaTCKa NoaApLUKa.

MomeHnwianHa cociojba Ha peitiku 6onecitiu o MakegoHuja

[OuvjarHocTMumparmbeTo Ha peTkMTe BonecTun ce BplIKM o CTpaHa Ha obydyeH
Kajap BO KJIMHMKUTE, 3aBUCHO of MpupodaTa Ha 6onecTa, a NpeTexHo
Bo KnuHukaTa 3a getckmn 6onectu. HepeTko ce noTpebHU mMcnuUTyBara BO
BMCOKO OMpeMeHM 3[paBCTBEHM YCTAHOBM BO CTPAHCTBO 3a YyTBpAyBarbe Ha
OujarHosarTa.

MaumeHTUTE BO OeTCcKaTa BO3pacT ce TpeTMpaaT Ha KnuHukaTa 3a geTcku
6onecTtu, a BO3pacHUTE MauMeHTH BO APYrM COOABETHMU KIMHUKK. [ToBeKeTo
peTkn 6onectu ce pesyntaT Ha HeAOCTATOK Ha oApeaeH eH3MMM.

Hajuectn peTkn 6onectu wWTo ce nojaByBaaT Bo Penybnvka MakenoHuja
ce: Mopbyc rouwe, xepeguTapeH aHrvoepgeM, 6enogpobHa apTepucka
XurnepTeHsuja, MynTUniIe Muenoma, eHUIKeTOHypMja, MMenogmMcniacTmyeH
cuHgpoM - MAC, TUCT - peumamBaHC CONMHATUHMB, MecynaTe, akpoMeranuja,
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F’EM - HET - Ttupo3suHeMuja xepeguTapHa, ranakrosemuja, pPyKTO3Ha
UHTONepaHuUmMja, rpyrna HonecTu Ha TanoXKere - MyKOMosiMcaxapmuaosu.

Bo TekoT Ha rogmMHaTta MO)e [a MMa HOBO AMjarHOCTUUMpatbe M Ha
APYru peTkn BonecTu 1 3roneMyBatbe Ha OPOjoT Ha MauUMEHTUTE 3a BeKe
AMjarHoCTULMpPaHUTE, KOM UCTO Taka Tpeba ga bupaaT BKIYYEHM 3a TpeTMaH
U NekyBatbe criopen KpUtepuyMmTe yTBpAeHU Bo oBaa nporpama. Co ornegn
Ha ckanaTa Tepanuja 3a JieKyBatbe Ha MauMeHTUTe of peTkn bHonecTu
BO M3MMHATMTE rOAMHM Of [OOHecyBate Ha nporpaMarta na HaBamy,
6ea obesbepeHn cpefcTBa 3a JleKyBatbe Ha camMo 3 geua 3aboneHu of
MyKononucaxapmaosu. NogouHa 6pojoT ce HaManu Ha ABa NaumeHTa Bo 2012
roguHa M, Ha Kpaj, og 2013 rogMHa ce BK/yYM HOB MaLMEHTM BO KPUTMUHA
cocTojba co MNowesa 6onecT.

Uzepwuiienu Ha dpozpamaiua

JlekoBuTe 3a Tepanuja Ha n1uaTa 3aboneHn oa peTkn 6onectu rn HabaByBa
MWHUCTEPCTBOTO 3a34paBCTBOHA OCHOBaHa jaBHa o6jaBa, a AUCTpmnbyrpareTo
[0 jaBHWUTE 34paBCTBEHU YCTAHOBM - U3BPLUMTENIM HA aKTUBHOCTUTE, HA OCHOBA
Ha gocTaBeHa notpeba 3a crnpoBedyBate TepanujaTa, Ke r1 obesbenysaat
[OCTaByBaumTe WTO Ke 6upgaT M3OpaHUM KAKo HAjMoOBOSIHM HAa jaBHMOT
NMOBMK. JaBHWUTE 34paBCTBEHMTE YCTAHOBW, M3BPLUMTENM Ha JIEKYBaHETO,
3a[10/KMTENTHO Ke BofdaT eBMaeHLUMja 3a MauueHTHTe U 3a AafeHaTa Tepanuja.

Cnegemre Ha peanu3ayuja Ha dpoZpamaiua

MUHUCTEPCTBOTO 3a 34PaBCTBO BPLUM HAA30p Hag CnpoBefyBakeTo Ha
nporpamaTa, 3a LWTO Ke WM3roTBM nocebHO ynaTCTBO 3a peanusauuja Ha
cpefcTBaTa WTo Ke 6buae AOCTaBeHOo A0 jaBHWUTEe 34paBCTBEHW YCTAaHOBM, U MO
notpeba nogHecyea u3BewWwTaj 4o BnagaTta Ha Penybnnka MakenoHuja.




BYLIET 3A PETKW BOJIECTU

MpouecoT Ha pAMjarHo3sa Ha peTku 6GonecTt, 3aBMcCHO on bonecTtuTe,
ce oaBvMBa BO MoBeke dasM M yecTo e ponroTpaeH npouec wro 6bapa
BMCOKOCMeUUjanusupaH MynTUOUMCUMIIIMHAPEeH TWM Of CTpydkalu W
[LOCTanHOCT Ha COBpPeMeHM TeXHONoLWKKU pecypcu. ObesbenyBareTo Ha oBue
yCnoBu 3Haum obesbenyBatbe 4OMNONHUTENHU PUHAHCUCKM pecypcu. Oen of
OMjarHOCTMLMpPabeTO MOXKe a Ce BPLUM U NpeKy copaboTka co pedepeHTHM
crneymjanmcTMykm LeHTpm Ha bankaHoT v Bo EBpona.

JleyuereTo e pgoctanHo 3a Man 6poj peTkn 6onectu, HO crneundruHUTe
JIeKOBM Ce cKanu, 4oaeka, nak, feyereTo e AOXMBOTHO (MpuMep eH3MMcKaTa
Tepanuja rodMlIHO 3a efeH NauMeHT gocTurHyea go 160 unjagm espa). Opf
Apyra cTpaHa, Nak, AOKOJIKY ce NpecMeTaaT TPoLoLMTe Nopaam KoOMAMKauum
M Nedyere Ha nocfeguuMte UM paboTHMTE OTCYyCTBa M HecnocobHoCTa Ha
3aboneHute o petkn 6onectu, NOBTOPHO Ke Ce CTUrHe OO MHOrYy BMCOKa
CyMa Ha (PMHAHCUCKKU cpeacTBa.

MMajkm v npepBua  HepocTaTouMTe BO  OOHOC Ha  permcrpaumja,
KoaudMKaLumja U CUCTEMATCKM NpUCTan KOH peTkuTe 6o5iecTu, BO 0BOj MOMEHT
He MO)Xe [ja Ce HanpaBW peasiHa NMpoueHKa Ha OyLIeToT WTo e HeoNXo4eH 3a
TpeTupare Ha cuTe peTkn bonecTn Bo MakeaoHMja. PeneBaHTHa NpoLieHKa Ha
TPOLIOLM MOXKe fa ce oYyeKyBa Mo M3paboTKaTa Ha PermcTapoT Ha NauMeHTH
co peTku 6bonecTu.

Bo cornacHocT co npenopakunTe Ha EBponckaTa koMMcHja, CManyBareTo Ha
TpOLIOUMTE 3a fleyere U TpeTMaH Ha nocnegmumuTe U KOMIMKaumnmnTe o peTku
6onectTv MoXe [a ce Hanpaeu CO LieHTpanM3auuja u obemHyBarbe Ha cuTe
WMHCTUTYLMM LITO Ce 3aHMMaBaaT Co peTku 6onecT, O4HOCHO CO OCHOBaHe
MYTUANCLMMIIMHAPHM HALMOHANHU peddepeHTHM LeHTpU 3a peTKu bonecTw,
BO KOM Ke ce Kpeupa U Ke ce crnpoBefyBa CUCTEMATCKO Mpero3HaBare U
npebapyBate Ha pM3KK of peTkm 6onecTu, paHo NpernosHaBame U AMjarHosa,
LONropoyHa Tepanuja WM BMCOKOKBANMTETHa 3[paBCTBEHa 3alITMTa 3a
3aboneHute of petku bonecTu.
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MocebeH aKueHT ce cTaBa Ha MpeBeHLMjaTa M Ha MacoOBeH HeoHaTalleH
CKPUHUHT 3a peTku 6onecTu LITO MOXaT YCreLwlHo Aa ce nekysaat. McTo Taka,
O[L rofieMo 3Hauyere e U UHTeH3MBHa copaboTka Bo paMKkuTe Ha bankaHoT u
Espona.

PA3BOJ M UMIJIEMEHTALUJA HA TIJTAHOT

Pa3BojoT Ha HauuoHanHWOT nnaH 3a petkn 6ofecTn ce MOCTUrHyBa HMU3
cnefHuBe dasu:

. naeHTMMKaumja Ha notpebu, Ha MOMETO Ha MHTEepBEeHUMja M Ha
npobnemMuTe;

. pa3Boj Ha MaHoT;

. jaBHM poebaTu M NpunarodyBarba Ha MMaHOT criopef NPeanosuTe U
npenopakmtTe Ha MUHUCTEPCTBO 3a 34paBCTBO, MUHMUCTEPCTBO 3a TPYL M
coumjanHa nonuTukKa, MuHMcTepcTBo 3a obpasoBaHMe M HayKa, Komucuja
3a 3ppaBcTBo, Komucuja 3a petkm 6onectn, doHO 3a 34paBCTBEHO
ocurypyBare Ha MakefnoHMja M Ha YHUBEP3UTETCKMOT KIIMHUYKK LeHTap
Ha MakepoHuja;

. noTnuwWyBare [OMOBOP 3a MapTHepCTBO cCO MuHUCTepcTBO 3a
3apaBcTBO — PeTkn 6onecTu, jaBeH 34paBCTBEH NpuopuTeT Bo MakenoHuja;

. BOCMOCTaByBake [JeTalHM LelnM M  aKTMBHOCTM BO CKJIOM Ha
HaunoHanHuoT nnaH.

. BK/ydyBarbe Ha HauuoHanHWoT nnaH 3a peTku 6Oonectu BoO
HauuoHanHaTa jaBHa 3apaBCcTBEHa CTpaTeruja.

NMPUOPUTETU

. Ob6esbenyBatbe enMAeMUONOLIKM MOJATOLM 3a peTkM bonectu wm
BOCMOCTaByBakbe Ha HalLMOHaNeH perMcTap 3a peTkm 6onectu.

. MHTerpupaH npucTan 3a OTKpUBake, AWjarHOCTUKA, MNpeBeHLuMja
M coumjanHa uHTerpaumja 3a 3aboneHuTe of peTkn BoMecTU U HUBHUTE
ceMejcTBa.




. YHanpegyBatbe Ha npeBeHUMjaTa of peTku 6onectn of reHOMCKO
NMOTeKJ10, CO OpraHu3aLMja Ha eKCTEH3UBHU CKPUHUHT NMpOorpamu.

. YHanpeayBatbe Ha NpeBeHuMjaTa U AujarHoCcTMKaTa Ha peTku bonecTtu
O[L reHOMCKO MOTEeK/0 CO BOBeLyBarbe HOBWM AMjarHOCTUUYKM TEXHONOrUM
M yHanpepyBate Ha [OCTanHOCTa Ha reHEeTCKOo WHdopMUpare W
coBeTyBatbe.

. YHarnpedyBatbe Ha CTPyYHMTE KamnauuTeTM Ha MeaMUMHCKUTE
npodecroHanumM co Len agekBaTHO OTKpMBare M paHa [AMjarHosa Ha
peTku bonecTtu.

. [aBarbe Hacoku W u3paboTyBarbe KpUTEpUYMU 3a dopMUpate
HauuoHaneH pedepeHTeH LeHTap 3a peTku bonecTu.

. dopMurpatrbe HauMoHaneH pedepeHTeH LeHTap 3a peTku 6bonectu Bo
copaboTka co YHMBep3uTeTcKaTa AeTcKa KarMHuKa, Ckonje.

. MogurHyesakwe Ha jaBHaTa CBeCcT, CBecTa Ha MefUUMHCKUTE
npodpecnoHanum 1 Ha onwTaTa jaBHOCT 3@ 3HaYEHETO Ha peTkMTe 6onecTtu
M HUBHOTO BfIMjaHMe Ha 34paBjeTo Ha nonynauujaTa.

. HeduvHmnpare u obesbepyBarbe UHAHCUCKM OyleT 3a peTKu
6onectu.

* HO,EI,,IJ,pLIJKa n copa60TKa CO HeBN1lagAWHU OpraHun3aumm Ha naymeHTm 1
CEMejCTBa CO peTKkun 6onecTum.

. BocnocTaByBatbe MHTEpHaLMOHANHA CTPYYHa copaboTKa Ha rnoJse Ha
pervcrpaumja, MOHUTOPUHT, OMjarHO3a, /ledere U UCTPaXKyBakhe 3a PeTKM
6onectu.

OCHOBHMU LEA
. pa3Boj Ha UHCTUTYLIMOHA THA PaMKa;

. pa3Boj Ha Yycnyru 3a p[ujarHosa, TpeTMaH, pexabunutauuja u
npodunaxkca Ha NoseTo Ha peTku bonecTy;

. nono6pyBarbe Ha MPUCTANOT A0 MHAOPMALMM Ha MONETO Ha PeTKM
6onecty;

. pa3Boj Ha YOBEKOBU pecypcy;
. CTUMyNauMja Ha UCTpaXKyBatbe Ha NosieTo Ha peTku bonecTy;

L] 3ronemMyBarbe Ha YyJnorata u 3ajaKHYBaI-be Ha oOpraHusauMmM Ha
nauneHTn BO obnacrta Ha pPeTKu 6onectu.

LUENMHA TPYNA
CTpaTeruvjaTa e HacouyeHa KOH ClieHUBE LefIHU Fpynu:
1. Monynauwuja
a. MauneHTH co petkn 6onectn: 6-8% opn Nonynaumjata.
6. BpayHu NapoBu co penpoayKTMBHU Npobnemu.

B. TPYAHULM CO PM3MK 3a paratbe Ha Aela co peTka 6on1ecT o reHoOMCKo
noTekno (NnpeHaTaneH nepuoga).

r. CeMejcTBa CO pU3MK 3a parame feTe co peTka bonect of reHOMCKO
noTekso (NpeTxo4HO AeTe Cco AoKaXaHa reHoMcka bonecT).

a. HOBOpO,D,eH‘«IMI—ba (HeOHaTaJ’IeH CKPUHUHI 3a PeTKu 6onectn co
reHOMCKO rnoTeKJ10, Koe MO)Xe fa ce J'IeKYBa).

2. MeaMUMHCKM NpodhecnoHanLUM Ha CUTe HMBOA Ha 34paBCTBEHa 3alTuTa
(NpuMapHO, CeKkyHOapHO U TepuWjapHO 34pPaBCTBEHO HUBO), BKIyUYyBathe
Ha cuTe crneuujasHOCTU BO MeAMUMHATA LUTO Ce HAaCOYeHU KOH OTKpMBaHbE,




peructpmparbe, OujarHosa, npeBeHUMja, Nedere W pexabunurtauumja Ha
nauueHTH co peTkm bonecTu.

3. HeBnagmHu opraHmMsaumm, ume rnaBHoO OejCTBYBatbe € MOBP3aHO CO PETKM
6onectu.

NMPOIrPAMCKU AKTUBHOCTHU
1. Pa3Boj Ha MHCTUTYLIMOHA/IHA paMKa 3a peTku 6onectu
1.1. HayuoHaneH coeeili/ Komucuja 3a peitiku 6onecitiu

KoMucujaTa 3a peTkm bonectu e cdopMupaHa co 3agadva ga obesbegu
KOOpAMHaLMja Ha aKTUBHOCTUTE Ha MOMeTo Ha TpeTMaH Ha peTkuTe BonecTu
M [Oa BpPLWM Hag3op M eBanyauMja Ha uMnneMeHTauuja Ha CTpaTterujaTta u
AkumoHumoT nnaH 3a 2014 - 2020 Bo koopaMHauMja co MUHUCTEPCTBOTO 3a
3[paBCTBO, MMHUCTEPCTBOTO 3@ TPYA M COLMjanHa NonuTUka M MMHUCTEPCTBOTO
3a dmHaHcMM Ha MakegoHuja, 3aegHo co KoMucujaTa 3a 340paBCTBO BO
CobpaHueto Ha P. MakegoHuja. OBaa KOMWUCHja € MYNTUAMCUMUMNIMHAPHO
UHTEPCEKTOPCKO COBETOAABHO TeNno MMeHyBaHo oA BnagaTta Ha npeanor Ha
MuHucTepcTBOTO 3a 34paBcTBo. Ce cocToM of NpeTcepaTten, noTnperceaaTen
M uneHoBwu. lpeTcepnaTenoT M noTnpeTcefjaTenot Tpeba Oa ce [LOKTOpMU
Ha MeAuUMHa CO cheuujanusaumja UAM cyncneuujanusaumja Bo obnacta
Ha KAWMHWYKA/MeguLMHCKa reHeTuka, OuoeTuka, couujanHa MeauuMHa,
enupeMmnonoruja u ce nocrayeaat Ha nepuopg o 4 roguMHu. YneHoBuTe Ha
KOMUCHjaTa ce of PefdoT Ha HaUuWMOHaNHM eKCrepTW Ha MOJIeETO Ha PeTKM
6onecTtu, Kou gejcTeyBaaTt Bo o6acTa Ha MMaBHUTE NPOrpPaMcKu aKTUBHOCTH,
M NpeTcTaBHUMUM Of [APXXABHM MHCTUTYLMM BO KOMIUTO Ce peanusmpa
OMjarHoOCTMKa, MnpeBeHuMja, TpeTMaH U pexabunutaumja Ha 3aboneHu co
peTkn 6onectu. MicTo Taka, YleHOBM MoXXe fa buaaTt U NpeTcTaBHWULM of
HeBnaAMHW, rparfaHCKM opraHM3al MM Ha NaLMeHTH co peTku bonectu.

AKTUBHOCTMU:

e  chopMupare pedepeHTeH HalMOHaeH LieHTap 3a peTku 6onectu Ha
PYHKLMOHANHO HUBO;

. I/I3pa6OTKa Ha HauMOHaJ1eH permcrtap 3a peTkum 6onecTtn BO copa60TKa
CO Ap>XaBHU MHCTUTYLUHUHU;

. pasrneayBatrbe M YCBOjyBatbe IMCTA 3a PeTKM BoNnecTu, peneBaHTHM 3a
MakepnoHuja;

. AaBakbe COrNnacHOCT 3a MJlaHOBU, MPOEKTHU, U3BelTan, KINHUYKU
HaCOKMH, NMPOTOKOJIM N CTaHOapAM 3a PETKA 6OJ'IECTVI;

. Kpeuparbe M BOCMOCTaBYBatbe permoHasHa W MHTepHaLUUOHaNHa
copaboTka Ha noneTo Ha peTkn bonectu;

. faBakbe eKCNepTCKM U  COBEeTHUYKKM MUucnemha Ao Bnapata wu
MUHUCTepCTBaTa.

Kpulliepuymu 3a gpopmuparse nuciia Ha petuku 6oneciuu:
o peTka rnojaBa — He noBeKke og 5 3a6onenn Ha 10 000 rparaHu;
. 3HauMTesHa KJIMHMYKA NojaBa M 3HaYajHO 3arpo3yBame Ha 34paBjeTo;
o BMCOK CTeMneH Ha TPajHOo olTeTyBae Ha 34paBjeTo, MHBANUOMUTET;

o nosHatv u gedMHUPaHM CTaHOapOM 3a OMjarHoCTMKa, TpeTMaH M
pexabunutauuja Ha 3aboneHun oa petkun 6onecTtu;

e  [OCTaMHOCT Ha crneumnduuHm Tepanuu 3a bonect, co nek onobpeH
on EBponckaTta 1 AMepukaHckaTa areHumja 3a nekosu 1/ unu bupoto 3a
nekoBu Bo MakepoHuja;

. AOCTAaNMHOCT Ha Tepanuun WwTo 3HaynTenHo npuagoHecyBaaT BO
HOAO6PYBane Ha 3,D,paBj6T0 M HaMallyBake Ha MHBaAlIMOUTETOT,

e  TpeTMaH WTO e PUHAHCUCKMU paLMoHaSEH.




1.2. U3paboitika Ha enabopail 3a popmupare pegpepeHilieH HayuoHaneH
yeHitap 3a peitiku 6oneciuu eo MakegoHuja

Cnepejkn v npenopakuTe Ha EBponckata komucuja, Ha HMBO Ha EY
e copMupaHa pedpepeHTHa ecKnepTcKa MpeXa 3a peTku bHonectu uue
[ejcTByBatbe e BO HAaCOKa Aa Ce HACcTojyBa [a Ce HaMafu nojaBata Ha peTKu
6onect U ga ce oTcTpaHaT nocrieguuMTe Ha BAMjaHWe Ha nornynauujara.
[pyra BakHa ynora e npowmnpyBareTo Ha MpexkaTa Ha pedepeHTHU LLeHTpU
Hu3 EBpona.

OcHoBatbe Ha pedpepeHTeH HauMoHaneH uUeHTap 3a peTkn bHonectu
e efeMeHTapeH YyC/ioB 3a BK/ydyBatbe Ha MakegoHuja BO MpexkaTa Ha
pedepeHTHM ueHTpu Ha Espona. Co uen obeamHyBarbe Ha YOBEKOBU M
TEXHONOWKKU pecypcu, MakenoHuja Tpeba ga ro opraHmMsMpa OBOj LEHTap
Kako dYHKUMOHANHA LeNMHa of MoBeKe 34paBCTBEHM MHCTUTYLMM LUTO
yyecTByBaaT BO TpPeTMaHOT Ha peTkute bonectu (MpeBeHuMja, OMjarHosa,
nevyere, pexabunuraumja U coumjanHo BKIydyBarbe Ha 3aboNeHU o PeTKM
6onectn).

AKTMBHOCTU:
. MMMeMeHTalUMja Ha HauMoHanHaTa cTpaTermja U akLMOHEeH nnaH;
. aAMMHUCTPUpPaHbe Ha HAaLUMOHATHMOT perucTap 3a peTku bonecTy;

. obesbenyBatbe BMCOKOCMELUMjanM3MpaHa eayKaumja M TPEHUHr Ha
MeAMUMHCKM NpodhecrMoHanum WTo ce 3aHMMaBaaT co peTku bonecTu;

e MOHMUTOPMHI Ha NaumeHTH co cneumdmyHa bonect oa cneumdmyHa
rpyna peTtku 6onecty;

. OopraHunsnpame npouec Ha MeHalLIMeEHT Ha PeTKU 6OJ'IeCTl4;

e Kpewupare M NMpoMouMja Ha CTaHOapaM U NPOTOKON 3a NpeBeHuM)a,
OnjarHosa, neverbe U pexabunutaumja Ha 3aboneHun co petku bonecTu;

. KOOpAMHaUMja Ha pasMeHa Ha MHOopPMaUMK, MCKYCTBA M Hajaobpu
NPaKTMKM BO TpeTMaH Ha peTkn 6Gonectu nomery 34paBCTBEHUTe
UHCTUTYLMK;

e KoHTMHYyMpaHO WHpoOpMMpare Ha MUHMCTEPCTBOTO 3a 34PaBCTBO,
MUHUCTEPCTBOTO 3a TPYA M couMjanHa MoOMMTUMKA U Ha MUHUCTEPCTBOTO
3a obpazoBaHMe M HayKa, KAKO M Ha HauMoHanHaTa MHPaACTPyKTypa 3a
peTkn 6onecTy;

o BOCMOCTaByBatbe M OApP>XKyBate KOMYHMKaLMja CO OpraHM3aLMui Ha
naumeHTH;

. UHOPMUpatbe M eayKalMja Ha MauMeHTH, ceMejcTBa M Ha onwTaTa
nonynaumja;

L] Boaere ,u,ocmeja Ha NMauneHTU 1 ogp>KNnBu pecypcu.

. anauMkKaumja M MOHMTOPUHI Ha Mpoueaypyv 3a TpeTMaH w
pexabunuTauuja.

. BOCMOCTaByBate M OOpXKyBarbe Ha copaboTKa Ha eBPOMNCKO HWBO,
co ornen Ha Toa wWTo MakefoHuja e Mana 3eMja M HeMa UMHAHCKCKa
pauMoHaNHOCT Aa pa3BMBa AMjarHo3a Ha roneM 6poj petku bonecTu:

o y4yecTBO BO MpexaTa Ha pedepeHTHU LLeHTPU Ha eBPOMNCKO HUBO;
. noeHTMdMKaumMja Ha MeToaM Ha OMjarHosa;

. uaeHTUMKaLMja Ha M3BOPU Ha pUHAHCUpare 3a [AujarHosa u
TpeTMaH;

o CTMMynauMja 3a y4ecTBO BO €BPOMCKM MCTParkyBatba Ha MOJIeTo Ha
peTku bonectu;

e  aKTMBHO YYyecTBO BO enuvAeMMOJIOWKM CTyAMM pPa3BUMEHU BO
eBporncKaTa 3aefHuMLa 3a BOCMOCTaByBake crieumndUyHM napaMetTpu Kaj
pa3nMyHKU peTkm bonecTu.




1.3. Bociiociuiagyesare u umiliemeHiuayuja Ha HayuoHaieH pezucitiap 3a
peitku 6onecituu

M3paboTkaTa Ha HauMOHaNeH perucrtap 3a peTkuM Honectu u ycnosuTe
M HauMHOT Ha HeroBa WMIMJIEMeHTalMja ce [OoHeceHuM of CTpaHa Ha
MuHUCTepcTBOTO 3a 34paBcTBO Ha npeanor Ha KoMucujaTa 3a peTku 6onectn
u Bo copaboTka co YHMBep3uTeTCcKaTa AeTcKa KimMHuka Bo Ckonje, 04HOCHO
CO HOBOBOCMOCTaBEHUOT pedhepeHTeH LieHTap 3a peTku bonecTu.

Uenta Ha HauMoHanHWOT peructap e pfga ja obesbegu notpebHaTa
UHdOpMaLMja 3a pa3Boj Ha KOXepeHTHa MOJIMTMKA 3@ MOHUTOPUHT Ha PETKM
6onectM Ha opraHusMpaH HauyuH. PerncrapoT e CYLTUHCKM efleMeHT BO
nopnobpyBareTo Ha 3HaereTo Bo obnacT Ha peTku 6onecTu U Bo pasBoj Ha
KITUHUYKU MCTParkyBakba.

CTpy4HMOT TUM 3@ MMMEMeHTaUMja Ha PerncTapoT e COCTaBeH Of;
e [OKTOp CO ofpefeHa KIMHUYKA creumjanHocT
e CreuMjanucT No MeamLMHCKa CTaTUCTUKA
e creumjanucT no MHgopMaTHKa

CTtpyuHuoT TuM Tpeba ga KOPUCTM [OKYMeHTauMja LITO e COoCTaBeHa M
e opfobpeHa o MuHucTepcTBOTO 3a 3apaBcTBO U of KomucujaTa 3a peTku
6onectu. PeructapoT ce cnpoBefyBa CO rapaHuMja Ha 3allTUTa Ha JIMYHU U
reHeTCKM NofaToum BO COMMTacCHOCT CO NMOCTOEUYKMTE 3aKOHM Ha MakegoHuja.

MMnneMeHTauujaTa Ha perucTtapoT Tpeba ga obesbenm:

o LeHTpanMsupaHo cobuparbe M obpaboTyBarbe MoaaToLM 3a PeTKu
6onectu;

. neduHMparbe Ha ceT OCHOBHWM nodaTouu wWwTo Tpeba pa 6Gupar
BKJTyYeHW BO permcTapor;

o oApenyBarbe MHUMOEHUM]a M NpeBaieHuMja Ha NnoeauHeYHn peTKu
6onectn Bo MakenoHuja;

e ofpenyBarbe Yy4yecTBO Ha peTkuTe 6onectu Bo MopbuguTeT W
MopTanuTeT Ha nonynauujaTta;

L] AaBakbe HanpmnaooHeCcBO NOAroToBKa Ha ,D,I/IjaFHOCTMLIKI/I nTepaneBTCKH
NMPOTOKONN U CTaHOapOUN 3a TPETMaH Ha PeTKHU 6onecm;

. obesbenyBarbe nogaToum 3a MMHMCTEpPCTBOTO 3a 3a4paBcTBO, PoHAOOT
3a 3[4paBCTBEHO OCUrypyBare Ha MakegoHMuja U 3a MUHMCTEPCTBOTO 3a
TPYA U couMjanHa NonNuTHKa, 3a NNaHMpare 1 anokauuvja Ha MaTepujanHu
CpefcTBa 3a AMjarHo3a M MpeBeHUMja Ha peTKn Bonectu, nedyere M
TpeTMaH, 34paBCTBeHa Hera, pexabuaurtaumja M coumjanHo BKIydyBarbe
Ha NMua co peTku 6onectu;

L] npmngoHec BO yHanpepnyBame Ha I/IHTepaKLI,I/IjaTa Ha 34paBCTBEHUNOT
CUCTEM U NMalUNeHTUTe COo PeTKn 6onecm;

e obesbenyBarbe peneBaHTHWM eNUAEMMONOLIKM MOOATOUM 3a PeTKu
6onectu U HMBHa cnopenba co pernoHoT U co EBpona.

e OBO3MOXYBatbe Ha MMaHUpare Ha HayUYHOMUCTPAaXKyBauyku MPOEKTU
6a3MpaHu Ha [OKa3M M OCTBapPYBatbe Ha KIIMHMUKA M HaYYHOUCTPaXKyBauka
copaboTka.

2. Pa3Boj Ha ycnyru 3a gujarHosa, TpeTMaH, pexabunurtaumja u
npodunakca Ha noseTo Ha peTku 6onectu

2.1. YHailpegyeare Ha UpeeeHyujaitia u gujaZHo3aiua Ha peltiku 6oneciuu,
KOH2eHulua/HU aHoMasiuu u 2eHellicKu Upegucuo3uyuu

OrpaHuyeHUTe TepaneBTCKM MOXXHOCTM YC/IOBYBaaT TPETMAHOT Ha peTKu
bonectn fa ce HacouM KOH pPaHO OTKpMWBake, OMjarHO3a M MpeBeHuMja
Ha mocnegMuMm U parare Ha deua co peTku 6onectu. TakBUTE aKMBHOCTM
BK/yJyBaarT:

. MacuBeH HeoHaTaneH CKPUHWHI: Ha CUTe HOBOPOAEHUMHA 33
peTkuTe 6onecTu WTO MOXAT a ce Npeno3HaaT Npu parame, a TepanujaTta
e MO>XXHa, JocTanHa 1 edpukacHa. 3a Toa e noTpebHo:




* KOHTUHYHUPaHa e,D,YKaUMja Ha MedUUMHCKU I'IpOCbeCI/IOHaJ'ILI,M wTo
y4dyecTByBaaT BO HeEOHaTaJieH CKPUHUHT,

. nepuoaMyHa MHOBaLMja Ha MPOTOKOJIM 3a cobMpatbe U TPaHCMOPT Ha
KPB M TPeTMaH Ha NauneHTU eTeKTUPaHU CO CKPUHUHT;

. enabopat 3a noTpeba U OOPXKIMBOCT Ha BOBeAyBakbe CKPUHUHT
3a peTku Honectu, Kako heHWUNIKeTOHypMja, KOHreHuTarnHa ajpeHasnHa
Xunepnnasuja.

. npowupyBare/ yHanpeayBatbe Ha AMjarHosaTta Ha reHoMcku 6onectm
CO NpMMeHa Ha COBPEMEHM AMjarHOCTUUKM TEXHOMOMMM BO MeAMLMHCKATA
reHeTuka. [MNotpebHo e:

* rnocTHaTaneH cefekKTMBeH MeTabonnukm CKPUHUHI NpU COMHeBaHke
Ha HacnepgHa MeTabonuuka peTKa 60ﬂeCT;

. noctHatanHa [OHK-gujarHo3za Ha  MoHOreHcku 3abonyBama,
BOCMOCTaByBatbe copaboTka co pedhepeHTHU LeHTPM CO CTPaHCTBO;

. nocTHaTa/Ha UMTOreHeTCKa OMjrHO3a Ha HOBOPOAEHYMHa M Aeua
3a KOM MMa COMHeBare Aeka ce paboTu 3a Xpomo3omcka Bonect unu
CpOAHO Ha Hea, BO CJ/lyyaj Ha COMHeBare Ha BanaHcupaHa XPOMO30OMCKa
abepauuja;

. peructpaumja Ha KOHFeHWTaNHM aHOMasjMM Kaj HOBOPOAEeHUMHA
cnopen EBponckuMoT peruMctap 3a KOHTF@HWTaNHM  aHOManuMM WU
npuknydyBate KoH nctuoT (EUROCAT);

. nocTHaTa/iHa UMTOreHeTcKa AMjarHoCcTMKa Ha napoBu co npobnem Bo
parare (NoBTOpNMBO ryberbe Ha MiIoaoT, MHEePTUNUTET, BO MOAroTOBKa
3a aCMCTUPaHO OMJIoA4yBakhe — MH BUTPO);

. BMCOKOCMELUMjanm3mpaHa  KIMHUMUKA  reHeTcka  KOHCyfnTauuja,
UHOPMMparbe Mpen reHeTCKO MCNUTyBarbe U [eTalHO TeHeTCKo
UHOPMMpatbe U NPOLIEeHA Ha PU3UK MO AMjarHOCTMKA, Kaj CUTe UCMUTYBaHM

NIMYHOCTW.
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. YHanpenyBame Ha AMjarHOCTMKA Ha MeHTaslHa peTaphauuvja co HOBM
OHK-TexHonoruu, 3a wro e notpebHo:

. OMjAarHOCTMKA Ha MUKPOAENeLMCKM CUHOPOMM CO MpUMeHa Ha
dnyopecueHTHa xubpuamsaumja;

. AMjarHoCTuKa Ha cpparmneH X CUHAPOM, co NpuMeHa Ha [IHK-TecToBM;
. npuMeHa Ha JHK-M1kpouun gujarHocTuka;

. K/IMHWYKA reHeTcKa KOHCynTauuja, MHopMrUpaHo npudakare npesg
reHeTCKO UCMUTYBare U AeTallHO reHEeTCKO MHOpMUpae U NpoLeHa Ha
PU3MK NO crpoBefeHa AMjarHoCTUKa, Kaj CUTe UCMIUTYBAHU IMYHOCTMU.

° YHanpenyeake Ha MpeHaTallHa ,U,I/IjaI'HOCTI/IKa Ha KOHFreHuTallHun
aHOMaiMn 1 CManyBarkke Ha MWHUMOEeHUa Ha HOBOpoAeHWM nAeula Cco
KOHTeHUTaNHM aHOManuu 1 036UNHU FreHOMCKMU 60ﬂeCTM, KON He MOXXe Oa
ce JleKyBaar. nOTpe6HO e CcnegHoBo:

. lUIMPOKA MpMMeHa Ha OMOXEeMUCKM CKPUHUHI Kaj TPyAHWUM 3@
JeTeKkuMja Ha pPU3MK Of HajuecTM XpoMo3oMcku abepaumn (dayHos
cuHapoM, Egsapacos cuHapoM, MaTayoB CUHOPOM) U rofieMU KOHFeHUTANHM
aHoManuu (gedekTr Ha HeypanHaTa Tyba M CTOMaJYHUOT SUA);

. npeHaTanHa UMTOreHeTCcKa AujarHo3a 3a cuTe TPyLAHULM CO YTBpAEeH
3ronemMeH pu3uK oL XpPOMO30McKM Bonectu Ha ceTycoT (TpyaHuum Hag 35
roAWHW, CO NO3UTUBEH BUOXEMUCKN CKPUHWUHT UMK CO MO3UTUBHA CEMejHa
aHaMHe3a Ha XpoMO30McKu bonecTu);

. npeHaTasiHa AMjarHOCTMKA Ha MOHOreHCKM 6onecT Bo ceMejcTBa co
nokaxaHa AHK-MyTauumja, npakare Ha OHK-npuMepoum Bo cTpaHCTBO;

. BMCOKOCMeUMjanusmpaHa KIMHUYKA TreHeTMUKa  KOoHcynTauuja,
UHOPMUpPaHO npudakare MNpel reHeTCKO MWCNUTyBakbe M AeTasHo
reHeTCKo MWHopMUpare W MpoueHa Ha PpU3KMK Mo  crnpoBeaeHa
OMjarHOCTUKaA, Kaj CUTe NIMYHOCTM KOU Ce UCMUTYBaarT.




. YHanpefyBare reHeTcku AMjarHoCcTuKa Ha penpoayKTuBHU bonecTtu:
MallKU WM XKEHCKM WHpepTUNMTeT, MOBTOPNMBO rybere Ha nnogoT W
MpPTBOpOAEHU Aela. AKTUBHOCTU:

. UMTOreHeTCKa [AWjarHOCTMKA Ha XPOMO3OMCKM abepauuu Kaj
MapoBU CO MHMEPTUIUTET M KOU MMAaT NMoBeKe of ABa M3rybeHu paHu
nnoaoBu (MpBo TpoMeceuyje), UM BO Cydaj Ha HepasjacHeTU MPUUYMHM 3a
MPTBOPOAEHOCT — AOLIHa CMPT Ha N10A4oT,

. OHK - aujarHocTuMka Ha MyTauMja Ha reHu OAroBOPHM 3a HacsefHa
CK/MIOHOCT KOH TpoMb603a Kaj napoBM CO MoBeke oA OBa M3rybeHu paHu
NAoO4OBM MAW BO CllyYaj Ha HepasjacHETU MPUYMHM 3a MPTBOPOLEHOCT
- [OUHa CMPT Ha MMOLOT, KakKo M Kaj MapoBM CO MHQepTUNUTeT of
HepasjacHeTa eTUONOorunja;

. [OHK-gujarHocTka Ha MUKpoaeneumja Ha Y-XpOMO30OMOT Kaj nuua op,
MaLUKM MO CO MHPEePTUUTET;

* ,D,I/IjaFHOCTl/IKa Ha XMMepunsam;

. BMCOKOCMNELUMjanm3upaHa KIMHUMUKA reHeTMdKa  KOHCynTauuja,
UHdOpPMUMpaHO npudaKkarbe MNpef reHeTCKO WCNUTyBake M [eTasiHo
reHeTCcKo WHdopMUpare M TMpoLeHa Ha pU3MK Mo  crnpoBejeHa
[MjarHOCTUKA, Kaj CUTe UCMUTYBaHM Nuua.

. yHanpeayBatbe Ha AMjarHOCTUKA Ha XEMATOOHKOMOLLKM MaLMeHTH, 3a
WwTo e noTpebHo:

. LUMTOreHeTCKa aHaNM3a Ha XPOMO3OMCKM abepaumm BO KOCKeHaTa
Cp>X U NepudpepHaTa KpB;

. OMjarHOCTMKa Ha CKPMEHM U  KOMIMJIEKCHW TpaHCNoOKauMW Ha
XPOMO30MM cO NpuMeHa Ha FISH- gujarHocTtuka;

. UMYHOhEeHOTUMM3aLM]a Kaj XeMAaTOOHKOJIOLWKM U MaLMEHTU CO PETKM
MHEKUMHU, MPMMEHa Ha MeToM Ha NPOTOYHa LMTOMETPU]ja;
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. OHK - guvjarHocTMka Ha MyTauuja BO TYMOPCYNPECOPCKU FeHU W
OHKOTreHU;

. AMjarHOCTUKa Ha XPOMO30MCKK abepalmm co npumeHa Ha [1HK-ecej;

. BMCOKOCMeUUjanusmpaHa KIMHMUYKA reHeTMYKa KOHCynTauwuja,
UHOPMUpaHO npudakare Mnpen reHeTCKO MWCMUTyBame M AeTasiHo
reHeTCKO WHMOpPMUpare W MpoLeHa Ha pUM3MK MO CcrnpoBefeHa
OMjarHOCTHKa, Kaj CUTe UCMUTYBAHU NnLa.

. yHanpefyBatbe Ha [OMjarHOCTMKA Ha T[EeHETCKM CKIOHOCTU KOH
XepeAuTapHU ManurHu 3abonysarba, 3a LWTO e NoTpebHo:

. uctpaxysare Ha [HK - mapkepu 3a nprMeHa Ha xeMoTepanuja;

. OHK-gujarHocTMka Ha  MWKPOCATENUTCKM  HecTabunHoCTU U
npebapyBatbe Ha reHCKU MyTaLMM MOBP3aHU CO XepeanTapHM HEMOMMUMO3HM
KoNopeKTaH1 KapLuUHOMMU,;

. OHK-pgujarHoctMka Ha MyTtaumja BRCA1 u BRCA2 reHu Kaj
xepeauMTapHU hOpMU Ha KapLIMOHOM Ha rpaau;

. BMCOKOCMeUUjanmsmpaHa KAMHMUYKA reHeTMYKa  KOHCynTauwuja,
UHOpPMUpaHO npudakare Mpen TreHeTCKO MWCMUTyBake M AeTasiHo
reHeTCKo WHdOpPMUpare W MpoLeHa Ha pUM3MK MO CcrnpoBefeHa
OMjarHOCTHKa, Kaj CUTe MCNUTYBAHU Nuua.

. yHanpeayBatbe Ha AujarHOCTMKa Ha PeHUTKETOHYPUja U KOHTeHUTaseH
XMMNOTUPOUAM3AM 3a HaMaslyBatbe Ha MojaBa Ha NOMNpPeYeHoCTH:

. UMMIEMeHTalUMja Ha HeoHaTaNeH CKPMHMHI Ha HaUMOHAaNHO HMBO 33
deHUNKETOHYpUja M KOHreHuTaneH xunotupouamsaM. OBOj CKMPUHUHE
e MOMeHTa/fiHa npakca Bo EBpona M e gokaxaH Kako edMKaceH BO
cripevyBatbe Ha MoMpeYeHoCT Kaj Aeuata WTo ce 3aboneHun. Kako wro ce
pa3BMBa TEXHO/OrMjaTa, MHOTY TECTOBM MOXAT [a Ce HanpaBsaT AeHec HKU3
aBTOMaTU3UPaHU CUCTEMM MO HUCKA LieHa U 3a LUIMPOK OMjana3oH Ha peTKu
6onectn, ocobeHo 3a MeTaboNMUKM UK reHeTcKn bonecTu;




. BaXHO € OBOj CKPWMHWHI [a ce BoBeAe WM Ja Ce MOHUTopupa 3a
uaeHTUMKaLnja Ha oBue peTku BonecTu LWTo e MoXKHO Nobp3o 3a fa ce
npeBeHUpaaT NOMNpPeYeHOCTU U [a Ce 3rofieMU KBa/IMTeTOT Ha XXMBOT Ha
OBMe NauUeHTU.

2.2. YHalupegyearbe Ha KOHiposaiia U MOHUOpUHZOW Ha WipeluMaH Ha
2eHOMCKU U KoOHZeHuiuasHu 6oneciiu

KOHTpOJ'Ia M MOHUTOPWMHI Ha npeBeHu,Mja, D,MjaFHOCTMKa M nevyemwe Ha peTkn
6onectu ce OCTBapyBa Nnpeky crnegHnMBe akKTUBHOCTU!

. eBaflyauMja M onTMMM3aLMja Ha anropmMtaM 3a TPETMaH Ha PeTKM
6onecty;

e MOHUTOPWHT 1 eBasyalMja Ha edbeKTU o TpeTMaH Ha peTkun bonecTu,
YCMewHOCT Ha Nleyere Ha peTkn bonecTu 3a Kou e JocTanHa Tepanuja u
YCMeLwHOoCT Ha NpeBeHLM]ja, paHa gujarHo3a 1 CMasyBakbe Ha MHUMAEeHLUM]a
Mery >XMBOPOLEHM;

. KOHCONMAauuja MnoHaTaMoLLEeH Pa3BojHa creuujanmnsmMpaHm reHeTcKm
AMjarHOCTMYUKM TEXHOMOMMM CO HEOMXOAHOCT 3a obe3benyBatbe afeKBaTeH
npocTop, onpeMa 1 eayKaumja Ha MeaUUMHCKU NpodecMoHanum.

e noBp3aHocT M bHnucka copaboTka noMery LeHTap 3a
BMCOKOCMELMjanmsmpaHa KIMHUYKA FreHeTCcKa KOHCynTauuja U reHeTcko
uHdopMupare U KoMmucujata 3a peTkn 6bonectn u PedpepeHTHUOT
HauMoHaneH LeHTap 3a peTku 6onectu, Co rapaHuMja 3a 3awWTMTa Ha
JIMYHM NoJaToLM;

. BOCMNnoCTaByBakhe CUCTEM Ha copa60TKa M pa3MeHa Ha MUCKyCTBa
CO TeXHONOWKM BUCOKOpa3BMeHU perepeHTHl/I MHTEepHaLUMOHalTHN
,D,MjaI'HOCTl/I‘-IKl/I N NCTPa>KyBauKM LEHTPU;

. y4ecTBO BO MefyHapO4HU UCTPaXKyBaUKU NPOEKTU U KITMHUYKM CTY AU
nocBeTeHU Ha peTku BonecTu.
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2.3. lMpomoyuja Ha uHiezpupaH Upuciiaidl eo umilziemeHWiayuja Ha
ipoZpama 3a lUpeseHyuja, gujazHociiuka, lipeliMaH U coyujasHo 8Ky4yeare
Ha dlayueHituilie co peilku boseciiu u HUBHuUilie cemejciiea

HoeaTa cTpaTeruja 3a 3gpaBje Ha EY (JlucaboHcka cTpaTteruja) ro ctaBa Bo
doKyc 3gpaBjeTo Ha Nonynaunjata Kako NPMOPUTET Ha BKyNHaTa NOIMTMKA Ha
Ap>KaBaTa U CUHEePreTCKMTe aKTUBHOCTU Ha CUTE CEKTOPM, jaCHO MOBP3YBajKu
ro eKOHOMCKMOT MPOCHepUTET CO 3apaBjeTo Ha nonynauujaTta.

Bo MakepoHuja, 3apaBjeTo Ha nonynauujaTa 3aBuUck o 6pojHM aKTUBHOCTU
LITO ce NpoTeraaT HU3 CUTe CEKTOPU M Bapa KoopAUHUPaHa MyNTUCEKTOPCKa
W MyNTUAMCLUMMNIMHapHa aKuMja. MHTerpupaHuoT npucTan KOH MauueHTuTe
co peTku 6onectM M HUBHUTE CeMejcTBa MOpa [a COAPXKM aKTMBHOCTU
HacoYeHW KOH NpeBeHLuMja, AMjarHOCTMKA, TPETMaH 1 couMjanHa uHTerpauuja
M nMoAnplika Ha MauueHTUTe CO pPeTKU BONecTM U HUBHUTE CEeMejCTBa KaKo
efjHa o[ HajpaHNMBUTE Py BO NonynayujaTa.

MpomouujaTta Ha MerycekTopcka copaboTka noapasbupa BKIydyyBarbe
ekcneptu of obnacta Ha paboTa U coumjanHo 3rpuxkyBare M of obnacrta
Ha obpasoBaHuWe M Hayka Bo pabortaTa Ha KomucujaTta 3a peTku Honectwm.
MoHaTaMy BK/ydyBa WM YyHanpedyBarbe Ha MpodecMoHaNHMUTe KanauuTeTu
Ha MeauUMHCKMTE npodecrMoHanumM, MoAaMrHyBarbe Ha KanauuMTeToT Ha
HeBMaAMHUTE, rparaHCKM OpraHusauMM Ha MNauMeHTU Co peTku Honectw,
yHanpegyBatbe Ha Aujanorot u copaboTkata Mery 34paBCTBEHMOT CUCTEMM
M HeBMagMHUTE OpraHu3aumMmM M 3aefHUYKM CUHXPOHU3MPAHM AKTUBHOCTM
Ha BMAaAMHMOT U HEBNAOMHMOT CEKTOP KOH MOAMrHyBarbe Ha jaBHaTa cBecT
3a peTkM HonecTu M HMBHOTO B/MjaHWE Ha 34pPaBjeTo M Ha KBa/MTETOT Ha
>XMBOTOT. Bo OBOj Aen ce BKNy4YeHU CriegHUTE aKTUBHOCTM:

L] noAaroToBka Ha KaMmMaka 3a NpoMeHa Ha CTaBOBMTE M OgHeCYyBakheTo
Ha jaBHOCTa KOH nMnuaTta CO peTKn 6OJ'IeCTl/I;

. opraHmsmMparbe roguiliHM COCTaHOLM MOCBETEHN Ha MHTEPCEeKTopCKa
copaboTka Ha noneTo Ha hoKycHpare Ha peTkm 6onecTu.




2.4. UnllieH3usupare Ha Haldopullie eo Upusoz Ha neKosu-cupayu (orphan

medicines)

. BknyuyyBatbe Ha NneKoOBU-CMpaUM Ha NMCTaTa Ha HecnnaTHU NIEKOBM,
KoM Ke 6uaaT noagpykaHu of Ap>kasaTa.

. MopobpyBatbe Ha HabaBKkaTa Ha /EKOBM 3a@ MALUMEHTU CO PETKM
6onectu.

o Esanyauuja Ha TepaneBTcKaTa foOafeHa BPEOHOCT Ha CUTE NIEKOBU-
cuvpaum o MUHUCTepCTBO 3a 34paBCTBO M BupoTo 3a nekosu.

e  TpowouuTe 3a nekoBuUTe-cMpaum Ke bupaTt nokpueHu ofn HyuetoT
Ha MuHuUcTepcTBO 3a 3apaBcTBO — [MporpaMa 3a peTku bonectu, a He of
byLeTnTe Ha BonHUUMTE UK pedepeHTHMOT LeHTap. Bo TpowouuTte ce
BKJTYYEHMW: NIEKOBU, AOAATOLM BO UCXPaHa, MEAMLMHCKA MCXPaHa, KPEMOBM
W 3aBOM, CreLmjanHa cCToMaTosoLWKa Hera 1 gpyro, 6basmnpaHo Ha Hajaobpu
NpaKTUKK U NoTpebun Ha NaumeHTU.

. MpoTokonM 3a AMjarHO3a M Hera Ha MauMeHTU Co peTkM HonecTy,
Ke 6bupaT BOCMOCTaBEeHU Of CTpaHa Ha MWHMCTepPCTBO Ha 34pPaBCTBO M
pedepeHTHMOT LeHTap co KoMucujaTta 3a peTkn 6onectu.

[NpeliosHasarellio Ha peliku U XpOHUYHU boseciliu eu eKy4dyea criegHuee

upuctuauu:

e MoefHOCTaByBakhe Ha MpoLeAypU 3a HaAOMECTOK CO MpM3HaBatbe Ha
peTkMTe 6ONecTM Kako MHBANMUOU3MPAYKM XPOHMUHK BonecTu;

e  [JofaBatrbe Ha cuTe crelMdUUYHM TPeTMaHK KOH TpoLlouuTe 1 nncTaTta
Ha nekoBu nokpueHa o P30OM, BKAyUYyBajKM U CAMYHU MPOOYKTU UMK
eKBMBaNeHTHW Ha UcTaTa TepaneBTCKa rpyna, 3a cllydam Kora cTaHaapaHaTa
npenopayaHa Tepanuja He e ycrneLiHa;

L] I'IO,D,O6F)YBa|-be Ha 3HaerheTOo 3a PEeTKU 6onectu u npeno3HaBakbe Ha
ocobeHocTUTe Ha oBMe BonecTu oA CTpaHa Ha MeaAMUUHCKMOT nepcoHan
(] (] (J (] (] @ (] (] (J @ (J (J

wro pabotn Bo ®30M 3a ga ce NMMUTUPa HeonpasaaHo onbuBarbe Ha
HaJOMeCTOK.

Mepku kou Wpeba ga ce Upezemall:

. MUHMCTEpPCTBOTO 3a 34paBCTBO MOCTaByBa KpUTEPUYMW criopes
Kou peTkuTe 6oMecTr MoXXaT [a ce BK/yyaT BO XPOHWYHUTE Bonectu m
uaeHTUMKaLMja Ha pedepeHTHU LeHTPU 3@ AMjarHo3a U MoYeToK Ha
Tepanuja 1 npouenypu Ha Hera 3a peTkun bonecTu;

. ceptTudmKaLMja Ha ogpeneHM NEeKoBM 3a TpeTMaH Ha peTku 6onecTtu
W MocTaByBakbe Mpolenypa 3a HaAOMECTOK Ha TPOoLOouMTe MOBP3aHU CO
Tepanujata Bo ®30M, Mako HEKOU NIEKOBM Ce KOPUCTAT 3a TpeTMaH Ha
apyru 6onecTu, fa ce BKyyaT 1 AWjarHO3MUTe Ha peTKM 60n1ecTy BO IMCTaTa;

o pa3Boj Ha MPOTOKO/MM 3a OAMjarHo3a M TpeTMaH Ha peTku bonecTtu 3a
ornpasayBake Ha TpoLouMTe WTO ce HagoMecTyBaaT og ®30M;

. BOCMOCTaByBatbe pervoHanHa perucrpaumja Ha MauuMeHTU co
oApefeHn peTku 6onectM M U3HAorake pelleHuja 3a TpeTMaH Ha
pervMoHanHo HUBO;

. BK/lydyBarbe MPETCTaBHMUM Off OpraHusaumMum Ha nauueHTU BO
crneuujanusnpaHm KOMUCUK, 38 JOHECEHUTE OANYKM Aa buaaTt noanpKaHm
o[ CTpaHa Ha MauueHTMTe co peTku bonecTu.

3a no,qo6pyBa|-be Ha NpUCTanoT 4O Hera U TpetMaH Ha nauuneHTuTe Cco

peTku 6bonectn Bo MakepgoHuja, npeanarame etabnupare Ha HauMOHaNHa
cTpaTeruja 3a obesbenyBare Ha TpeTMaH U pexabunurtauuja.

. Pa3Boj 1 auceMuHauuja Ha NPOTOKONM 3a@ AMjarHo3a, TpeTMaH U Hera
BO copaboTka co MUHUCTepCTBO 3a 34paBCTBO, MMHMCTEPCTBOTO 3a TPYA U
couMjanHa nonuTMKa U MMHUCTEPCTBOTO 3a 0bpa3oBaHMe 1 HaykKa.

. [opuwHoO gononHyBake M AUCEMMHALMja Ha NPOTOKOM 3a Tepanuja
W IMCTa Ha NNeKOBU-CMpPaLM KOMLITO ce ofobpeHu.




o Kpeupatbe Ha noegHOCTaBEH NMPMCTan BO OAHOC Ha [OKYMeHTauuja
3a npucTan ao crneunduryHM NeKoBu 3a oapeneHa bonecrt.

. BknyuyBarbe Ha HOBM AMjarHOCTULMPAHM NauMeHTHM BO NMporpamaTa,
BefHall No nogHecyBake Ha noTpebHaTa QOKYMeHTauMja o4 OKTOPOT Ha
NnauueHToT 1 HMBHA perncTpalmja BO perMcTapoT 3a peTku bonecTu.

. HapoMecTok 3a Tepaera M TepaneBTCKMN TpoLwoun 3a nayneHTmn co
PeTKHn 6onecTu cnopen ,D,OKYMEHTaLI,l/IjaTa M TEPANEeBTCKMOT NPOTOKOIJI.

. MOHUTOPUMHI Ha CeKoj MauMeHT M crefdere Ha crheundruHm
TpeTMaHu, 6asnpaHo Ha U3BeLITau o4 AOKTOPOT Ha NnauMeHTUTe co uen ga
ce UMa TouyeH [0Ka3 3a TeparneBTCKOTO BMjaHWe M epMKACHOCT M aa ce
obesbepnaT noTpebHU n3BelwTam 3a noTpeba Ha enNUOEMMOSOLLKA CTYAUU U
paboTHu rpynu Ha EBponckaTa areHuuja 3a nekosu.

CopaboTka co MMHUCTEPCTBOTO 3a 34paBCTBO M MMHUCTEPCTBOTO 3a TPyA U
couMjana 3a NoAroToBKa Ha AOKYMeHTaluMja 3a NauMeHTH Co peTKku bonectm
CO MornpeyYyeHoOCTH

MoTpebHo e fa ce M3BpPLIM AOMOJHYBakbe Ha NIMCcTaTa Ha NoTpebHU Hanpaeu
3a pexabunuTtaumja 1 nogobpyBarbe Ha NOMPEYEHOCTH LWTO Ce HaJOMeCTEHM
of cTpaHa Ha ®30M, kako:

. npotesn
e  anapaTtu 3a cnyx

e NeKku U cTakna 3a noaobpyBarbe Ha BUAOT

e OpTOMeacKW Hanpasu

. MOMOLLHW CPEeCTBa 3a ABMXKEHbe

. MOMOLLIHM CPEACTBa 3@ U3BPLUYBahe CEKOjAHEeBHM aKTUBHOCTM

. KONMNYKKN 3a Aela CO eIeMeHTU WUTO Cce afganTmpaaT

. KOMMNNIeKCHUN OPTETUYKN CUCTEMUN U HaMNpaBU

e uHaHCMCKa MNOAAPLIKA 338 MeAMUMHCKA MCXpaHa 3a pasfivuHM
bonect, Kako deHUNKeToHypuja, AMaXWnos CUHAPOM, LMCTUYHA
dburbposa 1 gpyru.

e crneuujanHuW 3aBoM M Tybu 3a Honectu Kako LWTO e enunaepMosmc
6ynosa.

3. Mopo6pysare Ha NPUCTANoOT A0 MHOpMaLMK Ha NOJIETO Ha PETKM
6onectun

3.1. OpzaHu3supare HAYUOHAJTHU jagHU KaMmuaru 3a lloguZHyeare Ha
olwitialtlia u clupyyHailia jagHa ceecill 3a 3HaYerellio Ha pellikuilie 6onecuiu

JaBHUTE KaMMamwM ce cnpoBenyBaaT CO 3aedHMYKa TJlaHKWpaHa U
CUHXPOHM3NPaHa aKLl,l/Ija Ha B1aAMHUOT U HEeB1aANHUOT CEKTOP. MocebeH
npnopmnTtetr e HeonxogHoCTa o4 noaguMrHyBake Ha CBeCTa Ha onuwTaTa
nonynau.wja 3a MPUCYCTBOTO Ha pPeTKu 6onect BO HalaTa cpeanHa u“
I'IpO6J'IEMI/ITe CO KOKM Cce coodyBaaT NMaumMeHTnuTe Co peTkn 60necTu 1 HUBHUTE
CeMejCTBa. Kako pe3ynTatHa oBUe aKTUBHOCTU, C€ O4EeKYBa NOroJsieM aHra>kMaH
M BKJTYHEHOCT Ha CUTe CeKTopu u I'IpOdJl/IJ'Il/I n rnoronema TonepaHu,Mja Ha
cpeanHaTa KOH I'IpO6J'IeMl/ITe Ha nngata CO peTku 6onectn u €BeHTYaJ/IHUN
Kpwera Ha HUBHUTE NpaBa (3aLIJTl4Ta Ha HUBHUTE YOBEKOBMU npaBa).

[pyruoT npuoputeT e PoKycHMpaH Ha NoaUrHyBare Ha BKYNHOTO 3HaeHe U
MHOPMUMPAHOCT Ha onwTaTa nonynauuMja 3a pUsnLKUTE of MNojaBa Ha PeTKM
60/1eCTH U PacnonoXKIUBM CKPUHUHT MPOrpamMu, CO Lies NpUMapHa npeseHLmja
W paHa gujarHosa Ha peTku 6onecTu.

TYKa ce BKNydYyeHu cnegHmMBe aKTUBHOCTU!

. NMOAroTOBKAa Ha WMpPOKa AUCTpUBYLMja Ha NeyaTeH MHpOPMATMBHM
MaTepujanu 3a peTkuTe 6onecTn, HaMeHeTH 3a NMolupokKaTa nonynaumja;
. noAroToBKa M gMcTpmbyumja Ha neyaTeHM MHPOPMATUBHM MaTepmjanm




3a peTKn 60necTn HaMeHeTH NpPBEeHCTBEHO 3a NnuaTa CO PeTKU 6onectn n
HUBHUTE CeMejCTBa;

. NMoAroTOBKa M CNpoBefyBatbe HaLMOHa/Ha KaMnarba 3a 3HayereTo
Ha peTkuTe 6onectu, CO KOpUCTEHEe Ha CUTe KOMYMKALMCKM KaHanu
(neyaTeHU, eNeKTPOHCKM, ayaMo-BU3YENHU U CITUYHO).

4. Pa3Boj Ha YOBEUKUTE pecypcu U CTUMyauuja 3a MCTpakyBare Ha
rnoseTo Ha peTkuTte 6onectu

4.1. YHalpegyeare Ha 3Haemeilio u UpogpecuoHanHuilie Kadayuilieiu
Ha MeguyuHcKuilie UpocpecuoHanyu Ha Uornellio Ha paHa UpeeeHyuja,
gujazZHoclliuka, epaluja u pexabunuiiayuja Ha dayueHiuuilie co peilKku
6oneciuu

FoneMuoT 6poj peTkn 6onecTu, KoM NoenMHeYHO PeTKo ce NojaByeaarT, 6bapa
KOHTUHYMpaHa egyKauuja Ha MeAWUMHCKUTE npodecuoHanuu 3a peTkuTe
6onectu. Ha oBoj HauuH ce o6HOBYBa 3HaeHETO U Ce YCBOjyBa NMPOTOKO/ 3a
paHo npeno3HaBare, afleKBaTHO M BraroBpeMeHO MocTaByBarbe AMjarHosa,
paHa npesBeHLMja n pexabunuTauuja Ha nuua co peTkun 6onectu. YCBojyBareTo
CTaHOapAM U NPOTOKONU U YBeXxKOyBareTo Ha CTaHOapauTe, ce HeOoNXo4HM
YC0BM 33 ONTMMM3aLUMja Ha MeQULMHCKU TpeTMaH Ha fivLa co peTku bonecTtu
U nogobpyBarbe Ha KBA/MTETOT Ha HMBHWMOT XXMBOT U XKMBOTOT Ha HUBHUTE
ceMejcTBa. 3a ja ce OCTBapu 0Ba, NOTpebHU ce cnefHMBe aKTUBHOCTU:

. eflykauMja Ha negujatpu M cneumjanncTm 3a ceMejHa MeauuMHa 3a
paHo Npeno3HaBake Ha peTkM bonecTu;

o eflyKauMmja Ha r’MHEKO03M 3a eBaslyaunja Ha doeTanHa mopdonoruja
M paHO MpernosHaBatbe Ha YNTPasBy4yHM Mapkepu 3a gucopdporeHesa u
MPUCYCTBO Ha KOHFeHUTAaIHM aHOMasMK;

e  OpraHusMparbe rofuiliHM COCTAHOLUM MOCBETEHW Ha eBafyauMja Ha
peTkn 6onecty;

. opraHusmMparbe roAMWHM CeMUHapU (KOHTUMHYMpaHa MeauuMHCKa
efyKaumja) 3a peTkm bonecty;

e Kpeupare U auctpubyuuja Ha CTpydHW BpoLUypU M MPOTOKONAM 3a
peTkn 6onecTy;

. Kpeupare rogulliH1 pesnmMea 3a peTkn bonectn Bo MakenoHu]a;

. Kpeupatbe, AMCTpUbyUparbe M MpuMMeHa Ha  YHMDOPMUPaHU
3a0/DKUTENHU NMULIaHK bOopMysilapu LITO ce COCTaBeH aen of TpeTMaHoT
Ha peTku BbonecTn u ro ondakaart cnegHoBo (MUHUMYM):

e MHOpMUpaHO MpudaKkarbe 3a 3eMarbe OMOSOWKM NpUMepoLM 3a
[OMjarHOCTMKa Ha peTku bonecTy;

e MHOPMMpPaAHO NpudaKare 3a CNpoBeayBatbe FreHEeTCKN TeCTUPaa;

¢ MHOPMUPaHO MpudraKkarbe 3a MpoueHKa Ha pu3nK u [HK-aHanusa
o[} HajUYeCTU XPOMO3OMCKM U KOHFeHUTAIHWU aHOManNuu;

e Kpeupare NUCTa 3a nped M MocTHaTafHa AMjarHOCTMKa Ha peTKu
6onectu;

e bunTep-xapTuja 3a NPUMEPOLM Of KPB 3@ MACOBEH CKPUHMHI Ha
HOBOPOAEHY;

e BOBefdyBarbe KIIMHNUYKa reHeTKa BO 4OAUMNMJTOMCKN U CI'IeLI,l/IjaJ'IVICTl/I‘-IKVI
efNyKaTMBHU NporpamMm 3a AOKTOPKM Ha MeadMLUMHa.

4.2, Bociiocitiagyearse edpukacHa pezuoHaIHa U UHWUepHAYUOHATHA
copaboiuka

Bnucka u edurkacHa copaboTka Ha MnosieTo Ha peTku HBonectu, ocobeHo
CO [pXXaBM LWTO MMaaT HauMoOHanHa cTpaTervja 3a peTku 6HonecTu
npeTcTaByBa MMMNepaTMB 3a 4OOPO opraHuW3MpaH TpeTMaH Ha peTku Gonectu
u obesbegyBarbe MPeHOC Ha 3Haere, BeWTMHU U UcKycTBo. OBaa copaboTka
Ke OBO3MOXW MWCKOPUCTYyBarbe Ha YOBEKOBUTE Pecypcu M TeXHOMOLUKM
MO>XHOCTM WTO MakeAOHW]ja MOMEHTANIHO He T'M NMoceayBa U He € BO MOXHOCT
Ja M pasBuMe BO LENOCT, CO OrneA Ha Manata nonynauuja M peTkaTta
rnojaBa Ha MoefuHeuYHU peTkM BonecTu, of Kou cekoja Hapa cneumduryeH
OWjarHoCTUYKo-NpeBeHTUBeH anroputam. Of npecygHO 3Hauyewe e U




CTUMynaumja 1 NoOAPLIKA Ha MCTPaXKyBaUKM aKTUBHOCTM LUTO MOTTUKHYBaAT U
obe3benyBaaT pervoHanHa M MHTepHaLMoHanHa copaboTtka. Bo oBoj gen of
cTpaTterujata ce BKy4YeHU criefHMBE aKTUBHOCTU:

. opraHM3au,Mja Mn pakosogewe Ha rogvlHM COCTaHOUM Ha
MCTPa>kKyBa4yKo-eKCnepTCkn TUMOBU U Cl/IHXpOHM3aLl,Mja Ha HauWOHaJTHU
NPpMOPUTETU Ha NMone Ha NCTpaXKyBatbe Ha PeTKU 60}'IECTI4;

e  y4YyecTBO Ha MaKe[OHCKM eKCrnepTu BO MefyHapogHU WMHULK]jaTUBMH,
naHesnu U UCTpaXkyBarbe Ha peTkuTe bonecTu.

5. Moppplika u copaboTka Co HEBMAAUHU OpraHU3aLMM Ha NALUEeHTU BO
obnacTt Ha peTkuTte 6onecTtu

OpraHusaummTe Ha NauMeHTU co peTkn HonecTu uUMaaT 3HadajHa yrora
BO lUMpOKaTa A[uceMuHauuja Ha uHdopMauum 3a peTkute bHonectu w
obe3benyBarbe nogaplika of nowmpokaTa jaBHocT. OBMe opraHusaumm ce
HeoMNXxoJeH COCTaBeH efleMeHT Ha cuTe cTpaTeruu 3a obesbenyBarbe yCnoBu
3a afjleKBaTeH TpeTMaH Ha peTkuTe 6onecTu 1 ycknafyBare Ha nervciatusaTta
W 3aliTUTaTa Ha YOBEKOBUTE MpaBa Ha nuuaTta co peTku bonecTu.

OpraHusaumMmrTe Co CBOUTE aKTMBHOCTM, MPUAOHECYyBaaT KOH NMpOMeHa Ha
CTaTycoT Ha 3aboneHuTe of peTku 6onectM of NacuBHM HabrbyoyBauu OO
AKTUBHM YYECHMLM BO CUTE aKTMBHOCTM O CTpaTerujata 3a petkn 6onectu, arm
MOTTUKHYBAAT M I'M MOAAPXKYBAAT KIIMHUUKUTE U UCTPAXKYBAUYKMTE aKTMBHOCTH
BO MHCTUTYLUMOHANHUOT cucTteM. CUHXpOHM3UpaHaTa U 6nucka copaboTka
Ha HeBNagMHUTE W jaBHUTE MHCTUTYUMM obeszbelyBa eTMUKa, coUMjanHa M
3aKOHOZaBHa NoAApluKa 3a nuuaTa co peTkn 6onectn. AKTUBHOCTM BO OBOj
nen ce:

e OpraHusuparbe rogMuLiHM COCTaHOLM Ha NaLUMeHTU CO MeAULMHCKM U
ocTaHaTh NpodecnoHasnLum BKyYeHW Bo TpeTMaH Ha peTku bonecTuy;

e  yyecTBO BO opabenexyBatbe Ha [leHOT Ha peTkn BonecTu (hespyapm)
W APYrY HAUMOHAJHU U MHTEPHAUMOHANHU HacTaHu;
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. UHULMpPatbe NapTHEPCTBO BO CTPATELIKMU NPOEKTU Ha NOMeTo Ha PeTKM
6onecty;

. BKNydyBarbe nMnpeTtctaBHUMUM Ha oOpraHusaumm Ha nNauneHTn BO
CI'IeLI,MjaJ'IHl/I KOMUCKHN N KOMUTETU Ha MMHMCTepCTBO 3a 34PaBCTBO,

. BKTydyBake Ha npetctaBHMUM Ha OpraHM3aumnn Ha naymeHtm BO
AoHecyBake OAJTYKM WUTO ' 3aceraat naumMeHTnTe Co peTkn 6onecTu.

OIrOBOPHU 3A CIPOBENYBAHE HA CTPATEITMJATA

. [OnjarHocTMukM UeHTpM U nabopaTopuM Ha TepuujapHO HUBO:
KnuHuuku ueHtap Ha MakepoHuja, MHCTUTYT 3a jaBHO 34paBje Ha
MakepoHuja, MeguumHckM hakynTeT Ha YHMBep3uTeToT Bo MakenoHuja.

. LleHTap 3a MeguUMHCKA reHeTMKa M MMyHonoruja Ha KabuHet
3a K/MHMYKA FeHeTMKa M TeHeTCKO CoBeTyBatbe M MHAOpMUparbe W
MYNTULAUCUMMTIMHAPHU CTPYYHM KOH3UNUjapU.

. Lnpok pujanasoH Ha KIAWMHWYKKM CAy)KOW BO 34paBCTBEHUTe
MHCTUTYLMK, OO AeNeHU]a 3a TMHEKOSIOMMja 1 aKyLLIepCTBO, MOPOAUIULLTA U
oAfeneHuja 3a HeoHaToorMja Bo onwTn 6onHULM U KAMHUYKMOT LieHTap
Ha MakepgoHuja.

. TUM of HaUMOHAsHM eKCMEePTU U UCTPaXKyBauM Ha MOMETO Ha PEeTKM
6onectu.

. [oKTopu Ha MeOuLUMHa M OCTaHaTU MeAULMHCKM NpodyecuoHanum Bo
npMMapHa 34paBCcTBeHa 3allTuTa.

. MuHucTepcTBo 3a 3gpaBcTBo, PoHA 3a 34PaBCTBEHO OCUrypyBakbe
Ha MakenoHuja, MuHucTepcTBO 3a Tpyg W couujana, MuHucTepcTBO
3a obpasoBaHMe U HayKka, Komucuja 3a petkn 6onectn, Komucuja 3a
34paBCTBO.

° Hesnagnuu, FpafaHCKM OopraHusaunm Ha NnaumMeHTU Co PeTKU 6onecTu.




OYEKYBAHW PE3YJITATU

MMnneMeHTauMjaTa Ha HauMoOHaNHaTa cTpaTermja Ha MakepnoHuja, 3aefgHo
CO HaUMOHANIHMOT aKUMOHEeH MfaH Ke NpuaoHece KOH MpeBeHUMja, paHa
OMjarHosa, TpeTMaH M pexabunuraumja Ha nvua WTo 6onenyBaaT o4 PeTKM
6onectu. Co oBaa cTpaTeruja ce odyekyBaaT clegHMBe pe3ynTaTu:

a.reHeTckmnpegmcrnosnymm da KOMrMiaeKCHu 60ﬂeCTVI, MYJ'ITI/ICbaKTOpCKa
emonorwja, KON MOXKaT fa Ce JieKyBaarT,

6. MeHTa M peTapaaumu;
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. MocTaByBatbe HaLMOHAMHa MNOMUTUKA 3a MaHUpakbe, opraHusaumja
M anoumparbe Ha oMHAHCMCKM CpeacTBa 3a NpeBeHUMja, paHa AujarHosa,
TpeTMaH U pexabunutaumja Ha nuua 3aboneHn of peTkm bonecTu.

. BocnocraByBatbe HauMoOHaNHa Mpexa 3a peTku 6onectu, Koja ce
coctou o, KoMucmjaTa 3a peTkn 6onecty n cute 3apaBCTBEHU MHCTUTYLUM
Bo MakepoHuja.

. MMnneMeHTauMja Ha HauMOHaNeH perncrap 3a NauueHTU COo PeTKU
bonectn, koj obeszbenyBa afeKBaTHU enUAEMMUONOLLKM MofaTouu 3a
npesaneHuMja Ha peTkn bonectn Bo MakegoHuja.

. Opp>KyBake U MPOLUMPYBake Ha MacOBeH CKPUHWMHI 3a PU3MK of
peTkn 6onectu (HeoHaTaNeH M HaTaneH CKPUHMHE Ha BpeMeHM XeHu).

. YHanpefyBatbe Ha NpeBeHLUMja:

a. pafaH:e 3aboneHu oA 30paBu nnua WTO Ce HOCUTENIU Ha 6aﬂaHCMpaHVI
XPOMO3OMCKHM peapaH>XXMaHN U peleCnBHU TeHCKN MyTalUnu;

6. npobneMu co MHPEPUTUNUTET 1 YTBPAYBatbe Ha FeHOMCKM NMPUUYUHMU
3a MHdepTUIUTET;

B. BUOXEMUCKM CKPUHUHF 38 XPOMO3OMCKM abepalmu Kaj TpyoHULUMY;

r. MHBa3MBHa NpeHaTasiHa AMjarHOCTMKa Ha XPOMO30MCKM abepaumm Kaj
TPYAHMLUM CO 3rofieMeH pusuk 3a osue 6onectu (Hag 35 roamHu, ceMejHm
onTOoBapyBakha CO XPOMO3OMCKM 605ecT, Mo3UTUBHU pe3ynTaTtM of
BUOXEMUCKM CKPUHUHT).

. YHanpepnyBawe Ha gMjarHosaTa:

).0.409.0.0.0.0.

B. KOHF€@HUTa/IHM aHOMaruu;
r. ceMejHM bOpMM Ha MaNUrHK 3aboyBatba;

4. NIMYHOCTM BKIYYEHM BO MpoOrpaMa 3a MpeBeHUMja Ha ManurHu
3abonyBatba;

f. xemaTtonowku 3abonyBarba, MpPUMEHa Ha KOHBEHLUMOHasHa
UMTOreHeTCKa [AMjarHosa, MOJIeKyJlapHM T[EeHEeTCKM TecToBM MU
MOJeKyNlapHU LMTOreHEeTCKM aHanu3M Ha KOMIMJIEKCHM XPOMO3OMCKM
peapaH>XMaHM.

. HamanyBate Ha 6pojoT Ha Aeua pofeHU Co reHoMcku 6onectm u
KOHreHUTaNHU aHOManuu.

° YHanpe,qual-be Ha ne4vyereTto Ha MaJIrHu 3a6onyBaH:a 3a KON MOXKe
Aa ce HanpaBU reHeTCKn TecT-Mapkep.

° BOBe,D,YBaH:e MOHUTOPMHI Ha YycCnewHOCTa Ha Jedyere Ha
XeMaTOOHKOJ/TOWKHK NauneHTn co TpchnnaHTau,Mja Ha KOCKeHa CpXK.

. 3roneMyBartbe Ha BMCOKOCMeUMjanusMpaHM Kagpu Bo obnacta
Ha MedMUMHCKa reHeTMKa (cyncrneumjanmctu Ha KIMHUYKA TeHeTuKa,
crneumjanucT Ha MeaMUMHCKa reHeTUKa, MOoSIeKylapHM TMHEKOSI03M).

. O6esbenysatbe Ha reHeTUYKO MHAOPMUpatbe Mpen TecTupatbe,
npudpakarbe Ha TecTuparbe M OePUHUTUBHM MHOPMALMM 33 CUTe
naLMeHTH Kaj KoM ce CrpoBeayBa reHeTUUKO UCTIMTYBakbE.

. BocnocTtaByBarbe KOHTPOSa Ha KBajMTET Ha Jjledyere Ha pPeTKu
6onectu.

. MpoeHTUdMKaumMja M jaBHO objaByBarbe Ha CUTe eKCMNepTCKu




MeOMUMHCKM LLeHTPU LWITO CNpoBeayBaaT NpeBeHUMja, AMjarHosa, neyere
u pexabunurtaumja Ha nMua co peTkM 6onectu, co NMomnuc Ha BMOOBUTE
peTkm 6onecTtu WToO ce TpeTupaar.

. YHanpefyBatbe Ha 3Haere 1 NpodecroHasneH KanaumTeT Ha JOKTopU
Ha MoJfieTo Ha NpeBeHLMja M paHa AujarHo3a Ha peTku 6onecTu.

. OcHoBatbe HaluMoHaneH pedepeHTeH LeHTap 3a peTku 6onectu
KaKo OYHKLMOHAMHA Le/IMHa Ha KITMHUYKUTE CEerMeHTH BO MHCTUTYLUUTE,
HacoueH KOH NpeBeHuMja, AnjarHos3a, fnedyerbe n pexabunmraumja Ha PeTku
6onectu.

. 3rofieMeHo HMBO Ha CBeCT 3a 3HayereTo Ha peTkute 6onectn U
HUBHOTO BfiMjaHWe Ha 34pasjeTo co nocebeH POKYC Ha 3HAUYEeHEeTO Ha
npeseHumja Ha peTkun 6onecTu.

. 3ajakHaTW opraHM3alLmMM Ha MaumeHTM Co peTkM Honectu, Kou ce
BK/IyYEHU BO CUTE aKTMBHOCTM Ha MOAMUrHyBakbe Ha jaBHaTa CBeCT 3a
3HaUeHheTo Ha peTkuTe B6oNecTu M 3alTMTa Ha YOBEKOBWUTE MpaBa Ha
3aboneHuTe of peTku bonecTu.

. BkynydyBarbe BO MpoOeKT Ha eBporcka Mpexa 3a peTku 6bonectu co
hokyc Ha M3Haoratbe 1 anoKauuja Ha NocebHM PUHAHCHUCKKU CPefCcTBa Of
MelfyHapoaHu (bOHO0BM onpefeneHu 3a petkm bonecTtu.

. BocnocTaByBare 6nMcka MHTepHauMoHanHa copaboTka co
€KCMePTCKM KITMHUYKM U UCTPaXKYBaYKMU MHCTUTYLIUM.

YMNPABYBAHE U KOOPOAUHALIMJA HA NMPOITPAMCKU AKTUBHOCTU

MOHUTOPUHI M eBanyauMja Ha UMMNJeMeHTauujaTa Ha cTpaTervjata u
aKUMOHMOT nnaH 3a peTku 6onectn Bpwum Komucujata 3a peTku bonecTwy,
BKJTy4yBajKM MHTEPCEKTOPCKa KoopAnHaLMja Ha CUTe aKTMBHOCTM Ha NoJsie Ha
TpeTMaH Ha peTku bonectu Bo MakegoHuja.

KOMMCMjaTa 3a peTKkn 6onectu rm nMa cnegHuBe oOoroBOpPHOCTU:

. ynpaByBake CO MMI'IJ'IeMeHTaLI,I/Ija M n3BectyBake 3a UCTaTa;
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. pasrnefyBarbe, yCBOjyBatbe M ob6jaByBarbe NMUCTa Ha peTkun bonecTu;

. BOCMOCTaByBake M KoOpAMHUpake Ha paboTaTa Ha pedepeHTMOoT
LeHTap U HauMoHa HaTa MpeXka 3a peTkM bonecTy;

. Kpeupare U KOOpAMHMPare Ha UMMIeMeHTalMja Ha HauMOHaNHUOT
peructap 3a peTku 6onecTu;

e  obesbepyBarbe MopApLiKa M cCOBeTyBatbe Ha MUHUCTEPCTBOTO 3a
30paBCTBO U OpYyrMTe MUHUCTEPCKM pecopu M Brnagata 3a npawarsa BO
O[lHOC Ha nnaHupare 1 obesbenyBarbe HOBa AMjarHOCTUKA U nedere Ha
peTkn 601ecTu 1 NPUMEHa Ha CKamnu NeKOBU 3a Nleyerse Ha MaumeHTH co
peTkn bonecTy;

. Hagrnenyesamwe u eBanyaqua Ha crnpoBefnyBake Ha MOCTOEeYKUTEe
CKPUHWMHI NporpaMn 1 nasame npernopakn 3a sosedysarbe HOBU,

. MOHWUTOPUHI M KOOpAMHaLMja Ha cCUTe aKTMBHOCTM BO BPCKa CO
npuMapHa MpeBeHuMja M AMjarHOCTUKA Ha peTku HBonectn o4 reHoMCKo
NMoTeKkNIo W [aBatbe MNpernopakus 3a BOBeAyBatbe HOBM [LOMjarHOCTUUKM
nporpamu;

. NMoAroToBKa Ha MeTodosoruja 3a uaeHTUdmMKaLumja U MMeHyBate Ha
pedepeHTHU eKCMepTCKM LLeHTpU 3a NpeBeHuMja, AMjarHoCTUKa, nedyere
U pexabunutauuja Ha NauMeHTU Co oapeneHa peTka bonecTu unu rpyna
peTku 6onecTu, yTBpAyBarbe Ha TOYEH MOoMuc Ha cute peTkn 6onecTu WTo
ce TpeTupaar;

e  OpraHusMparbe HauMOHalHa KaMraka 3a MOAMrHyBarbe Ha jaBHaTa
CBECT 3a 3a4ereTo Ha peTkuTe BONecTU U PacrosioXKIMBM MOXHOCTHM 3a
npeBeHLUMja 1 Nneyerbe;

. opraHusmMparbe CTpyUYHM cpenbu, ceMUHapU U KOHDepeHL MM 3a PEeTKK
6onecty;

e  BOCMOCTaByBatbe WHTEPHALMOHAMHA K/AMHMUKA M MCTpaxkyBauka
copaboTka;

L] copa60TKa CO CJZIMYHU TeNla BO PErnMoHOT, EBpona N CBETOT.




3AKNYYOK

Petkute 6onecTtn npeTcTaByBaaT XxeTeporeHa rpyna of, KOMIMIEKCHW, FMaBHO
reHeTCKM U KOHreHWTanHu 6onecTM KOMWTO MMaaT 3HavajHO BfMjaHMe Ha
KBa/IMTETOT Ha XXMBOT M CoUMjanHaTa MHTerpauuja, a 3HadyeH 6poj og oBue
6onecTn HenocpedHo ro 3arposyBa M XXMBOTOT Ha 3aboneHute. Mako peTkute
6onecTy NoefMHEYHO PeTKO Ce MojaByBaaT, BKYMHO TMe MpeTcTaByBaaT rpyna
of 6 no 8 unjagm 3abonyearsa LUTO ce MNojaByBaaT Kaj 6-8% of nonynauumjaTa.
MocebHOTO 3Hauere Ha peTkuTe HBonecTu e of Co3HaHWeTO Aeka ce paboTu 3a
cneuundmyHa AMjarHocTMKa 4OCTarnHa 3a caMo TpPeTMHa of, peTkuTe bonecTu, a
HeKakoB 06JIMK Ha Nevyerse e focTarneH caMo 3a okony 250 o mocTouekuTe peTKu
6onectu. Bo cnyuaj Ha pacnonoxnuea Tepanuja, rnaBHo ce paboTu 3a ckanwu
U TelKo aocTanHu nekosu. Of oBue NPUUUHKM peTkuTe 6onecTn 1 NekosuTe ce
HapeKyBaaT yLUTe U JleKosu-cupayu.

Haj3HauyajHuTe aKkTyenHu npeamsBMUM Ha CeKoja 3aefHMUA U JOp>KaBa BO
MPUCTaNoT Ha 3rpPMXKyBakbe Ha PeTK1Te boNecTu ce orneqyBaaTt BO HEaAeKBAaTHOTO
npenosHaBame, HeaekBaTHaTa KnacudmKaLmja U koaudrkauuja, HegoBoHaTa
[JocTanHa AMjarHOCTMKa, orpaHMyeH 6poj TepaneBTCKM MOXXHOCTU, HeeJHaKOoB U
HeOoBOMEH KBANIMTET Ha 34paBCTBEHa 3alUTUTa U M3oJaLMja U MapriHanusaumja
Ha 3aboneHu op petkn 6onectu.

Bo nocnepgHaTa peueHuja petkute 6onect ce MperosHaeHu Kako
jaBHO3apaBcTBeH NpuopuTeT Bo EBpona co etabnupaHa notpeba 3a AejcTByBarbe
3a NOAroTOBKa Ha perynatyBa Ha Mose Ha 34paBCcTBEHaTa MOMUTMKA 33 PETKM
6onectm M Ha MoNeTo Ha JIeKoBM 3a peTku bBonectn. UMajkmn ja npeasma
cneungmyHOCTa U 3HaYerHeTo Ha peTKuMTe 6onecTu 3a 34paBjeTo U BKYMHMUOT
KanaumTeT Ha nonynauujaTa, EY npesema u cnpoBeayBa 3HayajHW aKTMBHOCTH
KOH Kpeupare Ha yHUopMUpaHa paMKa M HaCcOoKa 3a BKyMeH NnpucTan 3a peTku
6onectu Bo EBpona. OBMe aKTMBHOCTU Ce peanusmpaaT HU3 HU3a EeKCNepTCKU
paboTHu Tena Ha EBponckuoT napnamMeHT 1 EBponckaTta komucuja.

Petkute 6onectu ce npenosHaeHW Kako npuoputeT M on CeeTckaTa
34paBCTBEHA oOpraHMsauMja, Koja MOKpeHa WHMUMjaTMBa 3a YyHanpenyBahe
Ha CMCTeMOT Ha KoauduKaumja Ha peTku bonecty, co orfeq Ha Toa Jeka
aKTyefHaTa KnacmdmKaumja Ha bonect cogpxu Knacdpukaumja Ha camo 200
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o noctoeukmTe 8000 peTkm 6onectu. MNMprMeHaTa Ha efMHaeceTTaTa peBM3Mja
Ha MHTepHauMoOHanHaTa KrnacuduKaumja Ha 6onectn ce odekyea opn 2015
roguHa.

HauuvoHanHaTa cTpaTtervja 3a petku bonectn Ha Makegonuja 2013 — 2020
rogmHa, Co akLiMOHMOT MaH rv ondaka cute 3HauyajHM TeMU LITO ce oaHecyBaaT
Ha peTkuTe 6BonecT Bo MakenoHwuja, BKITydyBajKM M1 1 FaBHUTE LLeNn U MEPKM
3a yHarpepnyBare Ha BKYMHWOT TpeTMaH Ha peTku bonectu. CTpaTerujaTta e
6a3supaHa Ha JupekTnBuTe Ha EBponckuoT napnamMeHT u EBponckaTta Komucija,
co nocebeH hoKyc Ha MoAAplika Ha pa3sBoj Ha 34paBCTBEHATa MOJIMTUKA 33
peTku 6onecTu, MpUMeHa Ha COBPEMEHU HayYHW UCTPaXkyBakra, 34PY>KyBatbe Ha
CUTe pecypcu, CONMAApHOCT U Pa3Boj Ha MHTEPHALIMOHaNHa cTpaTeruvja.

lMmaBHWTE UenW Ha cTpaTervjata ce ofHecyBaaT Ha MpeBeHUMja, paHo
npernosHaBare M OMjarHo3a Ha peTku Honect, AOCTarNHOCT Ha afeKBaTHa,
CMCTEMATMYHA U LEeHTPaNM3MpaHa 3aLUTUTa Ha 34paBje U Nlederbe Ha NTULA CO PETKM
6onecTun, yHanpefyBarbe Ha PerMcTpMpareTo U MeryHapoaHa Knacudukauuja,
yHanpefyBatbe Ha WH(POPMUMPAHOCT Ha MeULMHCKUTE MpodecroHanum
M orwTaTa jaBHOCT 3a peTkuMTe Honecty, KOopAMHaLMja Ha HaLMOHMAHO W
WMHTEPHALMOHANHO HUBO CO pedhepeHTHU MeaUUMHCKN M HayYHOUCTPAaXKyBauKM
MHCTUTYLMW U HEBNALMHW OPraHM3aLMu Ha MaumMeHTU co peTku HonecTu.

[oHecyBareTo Ha OBaa CTpaTervja o3HadyBa yHanpenyBarbe Ha KBa/IMTeToT Ha
3alTHTa Ha 34paBjeTo Ha 3aboneHnTe of peTkn bonecTn U e4HaKOB NPUCTan Ha
3A4PaBCTBEHM YCNYrM Ha NaUMEHTUTE U HUBHUTE CEMEjCTBA, M CeTO Toa 3aCHOBAHO
Ha CONMOAPHOCT M eOHAKBOCT BO MpUCTarn Ha LenoKynHaTa nonynauuja Ha
MakegoHuja. HenocTtoere Ha oBaa cTpatervja 6u 3Hadeno 3arposyBarbe Ha
YOBEKOBMUTE MpaBa Ha 3aboneHUTe of peTkn 6onecTM U HUBHUTE ceMejcTBa.
McTo Taka 6M ce OHEBO3MOXXMI CUCTEMATMUEH MPMCTan BO TPETMaHOT Ha PeTKM
6onectu, of WITO Kako nocneguua 6u cnegeno HamanyBarbe Ha KBAJIMTETOT Ha
>KMBOT Ha NnaumeHTUTe 1 HUBHUTE ceMejcTBa, paboTHa HecnocobHOCT, MopacT Ha
H13mnUKa M MeHTaNIHa HecnoCcobHOCT M BUCOKa MHLUMAEHUM]a Ha paratbe Ha geua
co peTkn 6onectu. Co Toa 1 61 HeMano peneBaHTHU NOAATOLM 3@ peTKM bonecTu
Bo MakefoHuja, KOM Ce OCHOBEH MpPeadycsioB 3a CMTe CTpaTellKu MaHOoBM BO
3alITMTa Ha 34paBjeTo Ha MoJieTo Ha peTkM 6onecTu.




DRAFT NATIONAL PLAN FOR
RARE DISEASES




INTRODUCTION

The purpose for the development of the National Plan for Rare Disease is
improvement of the quality of life of the people suffering from a rare disease
and their families in Macedonia trough equal access to early diagnosis,
quality treatment and rehabilitation services for people with rare diseases.
Health is basic human right, regardless whether it is about rare or common
disease.

Rare disease represent clinically heterogenic group and separately are
a very low percentage of the overall population in Macedonia and in the
world. However, as a group they represent a significant percentage relative
to the population, morbidity, mortality and citizens’ quality of life and
health. Belated and inadequate recognition and diagnosis of rare diseases
often leads to permanent damage, as well as death of patients with great
influence on the health and status of the family.

The most important current challenges of each community and country
in the approach and handling of rare diseases are related to the inadequate
recognition, inadequate and unequal classification and codification,
insufficient access to diagnosis, limited therapeutic possibilities, unequal
and insufficient quality of health care and high price of treatment and care,
serious consequences and isolation and marginalisation of those suffering
from a rare disease.

The stated challenges are a global issue recognized by the World Health
Organization. In Macedonia there is not a registry which links all the rare
disease and suitable registering and monitoring of the patients is prevented.
Also there is insufficient access to relevant information and inability for
adequate exchange of information and comparison of results on a global
level. Therefore there is not relevant data for the percentage of rare disease
in Macedonia. The only existing data on the number of patients and rare
diseases are in separate archives at the clinics, the Macedonian Health

Insurance Fund and the Ministry of Health, but they are not labelled as rare
disease patients (do not carry the label- rare patient).

The challengesin the access and care for rare diseases are mostly expressed
in countries with low population and limited financial possibilities, with the
following characteristics:

e  Veryrare occurrence in the overall population

. Lack of relevant epidemiological data

. Lack of experience and interest of the health care professionals
. Lack of systematic approach and inability of treatment

. Huge expenses for treatment of few diseases, mostly abroad

. Uncertain development of the disease

. Inability for relevant appraisal of expenses for the overall treatment
of rare diseases

. Lack of separately planned budget funds for treatment
. Lack of legislation regarding rare diseases

Macedonia faces these same problems. In Macedonia there is not a
standard approach to rare diseases. The lack of adequate classification and
registration of rare disease at a national level, insufficient organization of all
segments in the approach to rare disease are an additional burden.

Also there is insufficiently developed awareness with the general and
professional public, regarding the meaning of rare disease and their influence
on the health and quality of life.

The National Strategy on Rare Disease in Macedonia encompasses all the
relevant topics that refer to rare diseases in Macedonia, including the main
aims and measures for improvement of rare disease treatment from 2014
to 2019.

.0.0.0.0.0.0.0.0.0.0.0.0.0.0.0.800.0.0.0.0.0,0.0.0,0.0.0.0.0.0.0.




This strategy is founded on the European Commission and European
Parliament Recommendations (2009, 2010, and 2011). These
recommendations and decisions bear the needed focus of support for the
health care policy on rare diseases and the application of contemporary
scientific knowledge with the aim to improve the rare disease treatment,
join resources, solidarity and development of an international strategy.

The fundamental aim of this strategy is to improve the health of the
patients suffering from a rare disease. Rare disease patients have equal right
to the same level of quality and care as patients suffering from a common
disease. Experience has shown that this development is feasible, realistic
and possible. A greater number of countries in the world and almost all
European countries have enabled over the past years improvement of the
quality and access of health care, promotion of research, early diagnosis and
prevention in certain cases.

The key aims of this strategy refer to prevention early recognition and
diagnosis, access to adequate systematic and centralised health care
prevention, treatment of rare disease patients, improvement of registering
and international classification, improvement of access to information
of health care professionals and the general public on rare diseases,
coordination on national and international level with reference medical
and scientific and research institutions and non-governmental citizen
organisations of rare disease patients.

DEFINITION AND CHARACTERISTICS OF RARE DISEASES

The existing definition of rare diseases in the European Union was adopted
by the Joint Action Programme on Rare Disease 199-2003, that is to say rare
disease represent a prevalence of no more than 5 on 10 000 people in the
European Union. The same definition has been established in the Regulative
of the European Commission 141/2000 and on such basis is used by the
European Commission to determine the so called orphan drugs. The EU

maintains the existing definition on rare disease. A more refined definition
which will take into consideration the prevalence and incidence is to be
developed with the aid of resources from the Health Programme and the
international dimension of the problem is to be taken into consideration.

It is estimated that in the EU there are over 29 million of people suffering
from a rare disease for which it is estimated that there are 5000 to 8000
different rare diseases. Some of the rare diseases have a prevalence of 1 on
100000, which renders these patients isolated and vulnerable. The specificity
of rare diseases- the limited number of patients and the limited knowledge
and expertise- separates them as a special domain of high European added
value. European cooperation may help in ensuring and sharing of knowledge
and expertise and in combining resources, as efficiently as possible in order
to effectively tackle the rare disease problem in the European Union as a
whole.

Most of the rare diseases (75%) occur immediately after birth and at
an early infant age, affecting 4-5 % of newborns and infants (congenital
anomalies and deformities, monogenetic diseases, hereditary metabolic
disorders, rare tumours). Rare diseases are characterised by a progressive
adverse development and very often with an early death (30% die at the age
of 5 and additionally by the age of 15).

About 80% of rare diseases are a consequence of genome disorder, with
unclear aetiology and significant number of such diseases. The inability
of or belated diagnosis leads to permanent damage and consequences
regarding the patients’ health and their families. In the rare disease group
also belong rare autoimmune disorders, rare degenerative disorders, rare
malign illnesses and rare infections. Having in mind the specific diagnostics
and treatment so far, there is treatment for about 250 rare diseases. In most
cases the medicines are expensive and often not available.
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Early and adequate diagnosis of rare diseases is based on early recognition
and access to diagnostic for which specialised education of health care
professionals is necessary. Bearing in mind that treatment is available for
few rare diseases, the health care policy should be directed towards mass
newborn screening for rare disease which can be treated, and provision of
professional expertise and information and counselling on prevention and
treatment of rare diseases.

The overall treatment of rare disease patients requires a multidisciplinary
approach, centralisation of professional expertise at a national level and
international cooperation. Multidisciplinary teams made up of medical
professionals should be organised within the rare disease reference centres,
with the task to provide concentration of all professional resources,
centralised discovery, registering, monitoring, diagnosis and treatment of
people with rare diseases. The action of national reference centres refers
to the organisation of international professional and scientific research
cooperation and to the creation of available information to the professional
and general public in the list and characteristics of rare disease.

THE EUROPEAN UNION AND RARE DISEASES

Rare disease in the past few years are known as a public health priority in
the EU, with basic need of action at preparation of regulative in the area
of health-care policy on rare disease and in the area of medicines for rare
diseases. Bearing in mind the specificity and the meaning of rare disease
for the health, the EU undertakes and conducts significant activities for the
creation of a uniformed and sustainable form and direction to access to rare
diseases at a European level. These activities have been realised throughout
expert working bodies in the European Commission and the European
Parliament.

The European Commission in 2009 adopted the Recommendations on
Activities in the Field of rare diseases. The recommendations have been

based on document s and recommendations from: Multidisciplinary group
of the European Commission, DG SANCO working group on rare diseases,
ORPHANET project and EURORDIS. These recommendations are based on
the document from the current European project for the development of
national plans on rare diseases EUROPLAN, which is part of the European
Programme Joint action for public health.

The main goals for rare diseases set by EU are:
. Improvement of the identification of rare diseases

. Support for the development of health care policies in the rare
disease area which will improve the health care for rare disease patients

. Development of European cooperation, coordination and monitoring
in the rare disease area

Main recommendations of the European Commission in the field of
activities for the improvement of access to rare diseases are:

e Adopting national strategies and action plans on rare diseases in
member states, with the aim of provision of equal and adequate access
to quality health care for people suffering from a rare disease, which
includes access to diagnostics, treatment and orphan drugs, based on
equal treatment and solidarity.

. Establishing of adequate definitions, codification and cataloguing
of rare disease and establishing reference data bases for rare diseases.

. Conducting of research in the field of application of specific
treatment of rare disease.

. Establishing coordinating centres and reference networks for rare
diseases throughout Europe by establishing single European information
system on rare disease.
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o Gathering expertise on rare diseases at a European level.
. Improving the cooperation of patient organisations on rare diseases.
o Promotion of sustainable activities in the field of rare diseases.

In accordance with the recommendations of the European Commission,
member states and other European countries have the opportunity to
realize cooperation, use highly-specialised consultations, participate in
international clinical studies for the application of new technologies and
methods in the treatment of rare diseases and treatment abroad when that
is not possible in their own country.

MACEDONIA AND RARE DISEASES
Rare disease programme in Macedonia

The first programme on rare disease in Macedonia was adopted in 2009
and has not been changed since. An organisation, structures and specific
steps for its implementations are in the process of being created.

InMacedoniathere are not adequate epidemiological data onrare diseases,
bearing in mind the fact the lack of systematic approach to them. So far a
national plan with strategy has not been creates, except for defining the
programme on rare disease with a budget which is insufficient to cover the
treatment of the present rare disease patients for which information exists,
that is they have been registered as rare disease patients Also a uniformed
approach for registering rare disease has not been created, nor list of rare
disease patients, which are more than necessary in order to envisage the
overall situation and to form specific bodies and structures with specific
steps for accomplishing the goals towards improvement of health and
quality of life of patients and families facing a life with a rare disease.

Based on the EU criteria, according to the estimate that 6-8% of the
population suffers from a rare disease, in Macedonia there should be around
189 000 rare disease patients.

At present in Macedonia there is not a specialised centre for rare disease,
but at a health careinstitutions the greatest number of rare disease patients
are recorded and registered at the University Children’s Clinic, because rare
disease are most often discovered and occur at an early age, right after birth
or to 5 or 15 years of age.

Bearing in mind the rare occurrence of rare diseases, the experience
of doctors and the overall health care system regarding the recognition,
diagnosis and prevention of these diseases is at a low level. Macedonia
as other countries in the region with low population is faced with the
problem of inability of organising diagnostics and treatment for most of
the rare diseases, therefore the priority aims f the strategy and the action
plan are directed towards searching risk, prevention, pre-natal diagnostic,
early detection and diagnosis of rare disease which occur more often
with the population (congenital anomalies, chromosome illnesses, genetic
predispositions, immunologic disorders, metabolic disorders), and close
regional and international cooperation on diagnosis and treatment of many
rare disease (monogenetic diseases), as well as all the related fields with
systematic approach and treatment of rare diseases.

Introduction into the programme

Rare or orphan diseases are diseases which occur in up to five cases in
100 000 population. The low number of rare disease cases represents a
limitation circumstance for the pharmaceutical industry to undertake
additional research for these diseases. Although, from each rare disease only
a limited number of patients suffer, rare disease treatment is socially and
ethically relevant. The low number of potential patients per disease limits
the economic attraction for adopting, research and development of drugs
for rare disease treatment. The production processes, on the other hand
should be developed at the same high level standards of security, quality
and efficiency as for other drugs.
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According to the European regulative on rare medicinal products
(Regulative (EC)No. 141/200) a orphan drug is defined as a drug (a) for the
condition which is life threatening and debilitating, (b) condition which
affects no more than 5/100 000 people or as a drug for which a very low
return of investment is expected in case there is not an additional stimulus
and (c) condition for which there is not any other satisfactory alternative
manner of treatment or for which the patient has a significant benefit from
this new drug compared to the existing treatment.

Unlike other diseases, health care professionals have limited the knowledge
and skills for rare disease diagnostics and treatment. The low incidence that
is occurrence of these diseases allows only for a limited number of health
care professionals, usually in specialised centres, to build up an expertise on
diagnostic and offering medical care to people suffering from rare disease.

Still, early diagnosis of such diseases, which are often of genetic origin,
is the best guarantee for efficient treatment from aspect of therapy and
expenses. The therapies very often are not curative, but offer limited to
extensive symptomatic support.

Some member states therefore organise monitoring when using rare
disease drugs through centres for applied expertise, where patients with
specific rare diseases are directed to. Alternatively, member states demand
such centres to issue guidelines of good practices and to inform all the
potentially interested doctors and experts.

Aims of the Rare disease Programme in Macedonia

Avery important aim is - Awareness building and expertise on rare diseases
at an EU level. The controlled use of medicines can connect well with
creating standardised patient registries at an international level and network
of centres of expertise. The registries would provide direct estimate of the
number and profile of patients for research and for budget purposes. Another
crucial benefit from such registries are the direct knowledge of where rare

disease patients live and how they can quickly join in new drug research,
which will be beneficial for both the patients and the sponsor company.
Simultaneously, creating disease registries will alleviate the generation of
additional data for the benefits that is the benefit of the drug in future
treatment. Such data, in turn will contribute to the creation of base for
future considerations when making decisions on prices and remunerations.
All registries should confirm to the regulations on data protection and other
relevant national demands. For overall use of the accumulated knowledge
the efforts should be well coordinated in and among member states.

Still, early diagnosis of such diseases, which are often of genetic origin,
is the best guarantee for efficient treatment from aspect of therapy and
expenses. What is more, therapies very often are not curative, but offer
limited to extensive symptomatic support.

Present situation with rare diseases in Macedonia

Rare disease diagnosis is carried out by trained staff at the Clinics
depending on the nature of the disease, and mostly at the Children’s clinic.
Very often, examinations at highly equipped health institutions abroad are
necessary in order to determine the diagnosis.

Patients at a children’s age are treated at the Children’s clinic, whereas
adult patients are treated elsewhere at other appropriate clinics. Most of
rare diseases are a result of lack of specific enzymes.

Most common rare diseases that occur in Republic of Macedonia are
the following: Morbus Gaucher, Hereditary Angioedema - HAE, Pulmonary
Arterial Hypertension, Multiple Myeloma, Phenylketonuria, Myelodysplastic
Syndrome-MDS, GIST recidivans sonatinive, mesulate, Acromegalia, GEP-
NET tyrosinemia hereditary, galactosemia, fructose intolerance, and group
of sedimentary diseases - mucopolysaccharidosis.
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In the course of the year there is a possibility of other rare disease diagnosis
and an increase of the number of patients of already diagnosed, which
should also be included for treatment and care according to the criteria
defined in this programme. Bearing in mind the expensive treatment of rare
disease patients in the past years since the adoption of the programme,
funds have been provided only for the treatment of 3 children suffering from
mucopolysaccharidosis. Later the number fell to two patients in 2012 and
finally at the end of 2013 a new patient in critical condition with Gaucher
was included.

Executors of the programme

The drugs for the treatment of people suffering from a rare disease
are provided by the Ministry of Health through public procurement, the
distribution to public health institutions, task executors, based on the
stated need for conducting therapy will be provided by the distributers
which will be chosen as the most favourable at the public call, public health
institutions, executors of treatment are obliged to keep a registry on the
patients and the given treatment.

Monitoring the realization of the programme

The Ministry of Health monitors the implementation of the Programme for
which they will create special guidelines for the realization of funds which
will be delivered to the public health institutions and if necessary submits a
report to the Government of Republic of Macedonia.

RARE DISEASE BUDGET

The process of rare disease diagnosis, depending on the disease is carried
out in several stages and is often a long process which demands highly
specialised multidisciplinary team of experts and availability of modern
technological resources. The provision of these conditions means provision
of additional financial resources. Part of the diagnosis can be carried out

through cooperation with reference specialised centres on the Balkans and
in Europe.

Treatment is available for very few rare disease, but specific drugs are
expensive and treatment is life-long (e.g. enzyme therapy for one patient
amounts to 160 thousand euros per year). On the other hand if the expenses
due to complications and treatment of consequences and working absences
and disability of rare disease patients are calculated, the sum total of
financial resources would again be very high.

Bearing in mind the drawbacks regarding registration, codification and
systematic approach to rare disease, at the moment a realistic appraisal
of budget necessary for treatment of all rare disease in Macedonia cannot
be made. A relevant appraisal of expenses can only be expected after the
creation of the rare disease patients’ registry.

In accordance with the recommendations from the European
Commission, reducing the expenses on treatment of the consequences and
complications of rare diseases can be carried out with centralisation and
unification of all institutions dealing with rare diseases, that by establishing
multidisciplinary national reference centres for rare diseases in which the
systematic identification and search of rare disease risk will be created and
implemented as well as early recognition and diagnosis, long-term therapy
and high quality health care for rare disease patients.

Special emphasis is put on prevention and mass newborn screening for
rare diseases that can be successfully treated. Also cooperation with the
Balkans and Europe is of great importance.

PLAN DEVELOPMENT AND IMPLEMENTATION

The development of the National Plan on Rare Diseases is achieved
through the following stages:

. Identification of needs, field of intervention and problems.




. Plan development

. Public debates and adjustments of the plan according to the
suggestions and recommendations from the Ministry of Health, Ministry
of Labour and Social Policies, Ministry of Education and Science,
Health Committee, Rare Disease Committee, Health Insurance Fund of
Macedonia, University Clinic Centre of Macedonia.

. Signing a partnership agreement with the Ministry of Health - Rare
disease, public health priority in Macedonia.

. Establishing detailed goals and activities within the National Plan

. Including the National Plan on Rare Disease in the National Public
Health Strategy.

PRIORITIES

. Provision of epidemiological data on rare diseases and establishing
National Registry on Rare Disease.

. Integrated approach for detection, diagnosis, prevention and social
integration of rare disease patients and their families.

. Improving of the prevention from rare diseases of genome origin by
organising extensive screening programmes.

. Improving the prevention and diagnosis of rare disease of genome
origin by introducing new diagnostic technologies and improving the
access to genetic informing and counselling.

. Improving of professional capacities of medical professionals with
the aim of adequate identification and early diagnosis of rare diseases.

. Creation of guidelines and criteria for establishing a national
reference centre on rare disease.

. Establishing national reference centre on rare disease in cooperation

with the University Children’s Clinic, Skopje.

. Rising public awareness of medical professionals and the general
public on the importance of rare disease and their effect on the
population’s health.

. Defining and provision of a financial budget on rare disease.

. Support and cooperation with non-governmental organisations of
patients and families with rare diseases.

. Establishing international professional cooperation in the field
of registration, monitoring, diagnosis, treatment and research on rare
diseases.

FUNDAMENTAL GOALS
. Development of an institutional framework

o Development of services for diagnosis, treatment, rehabilitation
and prophylaxis in the field of rare diseases.

. Improvement of access to information in the field of rare diseases.
o Human resource development.
. Stimulation of research in the field of rare diseases.

. Increasing the role and strengthening of patients’ organisations in
the field of rare diseases.

TARGET GROUP

The Strategy is aimed towards the following target groups:

. Population
+ Patients with rare diseases 6-8% of the population.

+ Married couples with reproductive difficulties.




+ Pregnant women with the risk of giving birth to children with rare
disease of genome origin (prenatal period).

« Families with the risk of having a child with a rare disease of genome
origin (previous child with proven genome illness).

+ Newborns (hewborn screening for rare diseases of genome origin
which can be treated).

. Medical professionals at all levels of health care (primary, secondary
and tertiary health care level), including all specialties in medicine that
are directed towards detection, registering, diagnosis, prevention,
treatment and rehabilitation of patients with rare diseases.

. Non-governmental organisations whose main field of action is
related with rare diseases.

PROGRAME ACTIVITIES
1. Development of an institutional framework on rare diseases
National Council/Committee on Rare Diseases

The Rare Diseases Committee should be established with the task to
lead the coordination of activities in the field of treatment of rare diseases
and to monitor and evaluate the implementation of the Strategy and the
Action plan for 2013- 2020 in coordination with the Ministry of Health,
Ministry of Labour and Social Policies and the Ministry of Finance of R.
Macedonia together with the Commission for Health at the Assembly of
R. Macedonia. This committee should be multidisciplinary, multi-sectoral
advisory body named by the Government upon recommendation from the
Ministry of Health. It should be consisted of a president, vice- president and
members. The president and the vice- president should be medical doctors
with specialisation and sub- specialisation in the area of clinical/medicinal
genetics, biogenetics, social medicine, and epidemiology, and they should

be appointed for a period of 4 years. The members of the committee are
national experts in the field of rare diseases who work in the area of the
chief programme activities and representatives from state institutions
where diagnosis, prevention, treatment and rehabilitation of rare disease
patients is carried out. Also, representatives from non-governmental, citizen
organisations of patients with rare diseases can be members.

Activities:

. Establishing a national reference centre for rare diseases at a
functional level.

. Creation of a national registry on rare diseases in cooperation with
state institutions.

. Reviewing and adopting of a list of rare diseases relevant to
Macedonia

. Giving consent for plans, projects, reports, clinical directions,
protocols and standards on rare diseases.

. Creation and establishment of regional and international
cooperation in the field of rare diseases.

. Giving expert and consulting opinions to the Government and the
Ministries.

Criteria for creation of a rare disease list:
. Rare occurrence - no more than 5 affected in 10 000 citizens.
. Significant clinical appearance and significant threat to health.
. High degree of permanent damage to health, disability.

. Known and defined standards for diagnosis, treatment and
rehabilitation of patients with rare diseases.
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e  Availability of specific treatment for an illness, with a drug approved
by the European and American Medicine agency and/or the Bureau for
Medicines in Macedonia.

e  Availability of treatment that significantly contribute to health
improvement and reducing disability.

e  Atreatment which is financially rational.

1.2 Creation of an elaborate on the establishment of a National reference
centre for rare diseases in Macedonia

Following the recommendations of the European Commission a expert
reference network for rare diseases has been established at an EU level with
basic activity- insisting on lowering the occurrence of rare disease and to
remove the consequences affecting the nation. Another important role is
the expansion of the Reference centres network throughout Europe.

Establishing a National Reference Centre for Rare Diseases is a basic
provision for the inclusion of Macedonia in the reference centre network
in Europe. With the aim to unite human and technological resources
Macedonia should organise this centre as a functional unit of more health
institutions which participate in the rare disease treatment (prevention,
diagnosis, treatment, rehabilitation and social inclusion of patients with
rare diseases).

Activities:
o Implementation of the National Strategy and Action Plan.
e Administration of the National Registry for Rare Diseases.

o Provision of highly specialised education and training of medical
professionals dealing with rare diseases.

o Monitoring of patients with a specific illness from a specific group
of rare diseases

. Organisation of management process for rare diseases

. Creation and promotion of standards and protocols for prevention,
diagnosis, treatment and rehabilitation of patients with rare diseases

o Coordination and exchange of information, experiences and best
practices in the rare disease treatment among health care institutions.

. Continual informing of the Ministry of Health, Ministry of Labour
and Social Policies, Ministry of Education and Science and the national
infrastructure for rare diseases.

. Establishing and maintaining communication with patients’
organisations.

. Informing and education of patients, families and the general public.
. Maintaining files of patients and resources.

. Application and monitoring of treatment and rehabilitation
procedures.

. Establishing and maintaining of cooperation on a European level,
bearing in mind that Macedonia is a small country and does not possess
financial rationality to develop diagnosis for a large number of rare
diseases.

. Participation in the reference centres network at a European level.
. Identification of diagnosis methods.
. Identification of financing sources for diagnosis and treatment.

. Stimulation to participate in European research in the field of rare
diseases.

e  Active participation i epidemiological studies developed in the
European Community for establishing specific parameters with different
rare diseases.
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1.3 Establishment and implementation of the National Registry for Rare
Diseases

The creation of a national registry for rare diseases and the conditions and
manner of its implementation have been adopted by the Ministry of Health
upon proposal from the Rare Diseases Committee and in cooperation with
the University Children’s Clinic in Skopje, that is with the newly established
reference centre for rare diseases.

The aim of the national registry is to provide necessary information for
the development of a coherent policy for monitoring of rare diseases in an
organised manner. The registry is an essential element in the improvement
of knowledge in the area of rare diseases and in the development of clinical
research.

The professional team for implementation of the registry is comprised of:
o Medical Doctor with a specific clinical specialty
o Specialist in medicinal statistics
o IT specialist

The professional team should use the documentation comprised and
approved by the Ministry of Health and the Rare Diseases Committee. The
registry is implemented guaranteeing protection of personal and genetic
data in accordance with the existing laws in Macedonia.

The implementation of the registry should provide:
o Centralised gathering and processing of data on rare diseases.
e Defining a set of basic data that should be included in the registry.

o Determining the incidence and prevalence of separate rare diseases
in Macedonia.

. Determining the participation of rare diseases in the morbidity and
mortality of the population.

. Contributing in the preparation of diagnostic and therapeutic
protocols and standards for rare diseases treatment.

. Providing data for the Ministry of Health the Health Insurance Fund
of Macedonia and the Ministry of Labour and Social Policies for planning
and allocation of material means for diagnosis and prevention of rare
diseases, treatment, health care, rehabilitation and social inclusion of
persons suffering from a rare disease.

. Contribution in improving the interaction of the health care system
and the rare disease patients.

. Provision of relevant epidemiological data on rare disease and their
comparison with the region and Europe.

. Provision and planning of scientific research projects based on
evidence and creation of clinical and scientific research cooperation.

2. Development of services for: diaghosis, treatment, rehabilitation and
prophylaxis in the field of rare diseases.

2.1 Improvement of prevention and diagnosis of rare diseases, congenital
anomalies and genetic predispositions

Limited therapeutic possibilities condition treatment of rare diseases to be
directed towards early detection, diagnosis and prevention of consequences
and birth of children with rare diseases. Such activities include:

. Mass neonatal screening: of all newborns for rare diseases which can
be identified at birth and therapy is possible, available and efficient.




o Therefore it is necessary:

e  Continual education of health care professionals who participate in
newborn screening

o Periodical innovation of protocols for gathering and transport of
blood and treatment of patients detected with screening

. Elaborate on the need and sustainability of the introduction of
screening for rare disease such as phenylketonuria, congenital adrenal
hyperplasia.

o Expansion/improvement of diagnosis of genome diseases with the
application of modern diagnostic technologies in medicinal genetics. It
is necessary:

o Postnatal selective metabolic screening when doubting a hereditary
metabolic rare disease.

. Postnatal DNA diagnosis of monogenetic illnesses, establishment of
cooperation with reference centres abroad.

o Postnatal cytogenetic diagnosis of newborns and children for which
suspicion exists that it could be a chromosome disease or related disease,
in case of doubt of balanced chromosome aberration.

o Registration of congenital anomalies with newborns according
to the European registry for congenital anomalies and joining to it
(EUROCAT).

o Postnatal cytogenetic diagnosis of couples with problems with
reproduction (repeated miscarriages, infertility, in preparation for
assisted fertilisation- in vitro).

o Highly specialised clinical genetic consultancy, informing prior to
genetic examination and detailed genetic informing and risk evaluation
after diagnostics with all examined persons.

. Improvement of diagnostics of mental retardation with new DNA
technologies, for which it is necessary:

. Diagnostic of micro deletion syndrome with the application of
fluorescent hybridisation

. Diagnostic of fragile X syndrome, with the application of DNA tests
e Application of DNA micro chip diagnostics

. Clinical genetic consultancy, informed acceptance prior to genetic
examination and detailed genetic informing and risk evaluation after
diagnostics with all examined persons.

. Improvement of prenatal diagnostic and congenital anomalies
and lowering of the incidence with newborn children with congenital
anomalies and serious genome diseases which cannot be treated. The
following is necessary:

. Wide application of biochemical screening with pregnant women for
the detection of risk of most common chromosome aberrations (Down
Syndrome, Edwards Syndrome, Patau Syndrome) and huge congenital
anomalies ( defects of the neural tube and abdomen wall).

. Prenatal cytogenetic diagnosis of all pregnant women with
determined increased risk of chromosome diseases of the foetus
(pregnant women over the age of 35, with positive biochemical screening
or with positive family anamnesis of chromosome diseases).

. Prenatal diagnostics of monogenetic illnesses in families with
proven DNA mutation, sending of DNA samples abroad.

. Highly specialised clinical genetic consultancy, informed acceptance
prior to genetic examination and detailed genetic informing and risk
evaluation after diagnostics with all examined persons.




o Improvement of genetic diagnosis of reproductive illnesses: male
and female infertility, repeated miscarriages and stillborns Activities:

o Cytogenetic diagnostics of chromosomal aberrations with couples
suffering from infertility who have more than two early miscarriages (first
trimester), or with unclear reasons for stillborns- late death of foetus.

o DNA diagnostics of mutation of genes responsible for hereditary
inclination towards thrombosis with couples with more than two early
miscarriages or in cases of unclear stillbirth - late foetus death, as well as
couples with infertility of unclear aetiology.

o DNA diagnostics of micro deletion of the Y chromosome with male
persons with infertility.

o Diagnostics of chimerism

o Highly specialised clinical genetic consultancy, informed acceptance
prior to genetic examination and detailed genetic informing and risk
evaluation after diagnostics with all examined persons.

o Development of the diagnostics of hemato-oncological patients for
which it is necessary:

. Cytogenetic analysis of chromosomal aberrations in the bone
marrow and peripheral blood.

o Diagnostic of hidden and complex translocations of chromosomes
with the application of FISH diagnostics.

o Imunofenotypisation of hemato-oncological and patients with rare
infections, application of methods of flow cytometry

o DNA diagnostics of mutations of tumor suppressor genes and
oncogenes.

o Diagnostics of chromosomal aberrations with the application of
DNA essay.

. Highly specialised clinical genetic consultancy, informed acceptance
prior to genetic examination and detailed genetic informing and risk
evaluation after diagnostics with all examined persons.

. Improvement of diagnostics of genetic inclinations towards
hereditary malign diseases for which it is necessary:

. Research of DNA markers for the application of chemotherapy

. DNA diagnostics of microsatellite instabilities and research of
genetic mutations related to hereditary nonpolyposis colorectal
carcinomas.

. DNA diagnosis of the mutation of BRCA1 and BRCA2 genes with
hereditary forms of breast cancer.

. Highly specialised clinical genetic consultancy, informed acceptance
prior to genetic examination and detailed genetic informing and risk
evaluation after diagnostics with all examined persons.

. Improvement of the diagnosis for phenylketonuria and congenital
hypothyroidism to lower the occurrence of disability

. Implementation of newborn screening on a national level for
phenylketonuria and congenital hypothyroidism. This screening is at
present a practice in Europe and has been proven to be efficient in the
prevention of disability with affected children. As technology develops,
a lot of tests can be carried out today through automatic systems at a
low price and for a wide range of rare diseases, especially for metabolic
or genetic diseases.

. It is important this screening to be introduced and monitored for
the identification of these rare diseases as soon as possible in order to
prevent disabilities and to increase the quality of life for these patients




Improvement of control and monitoring of treatment of genome and
congenital diseases

Control and monitoring of prevention diagnostics and treatment of rare
diseases is accomplished through the following activities:

o Evaluation and optimisation of an algorithm for rare disease
treatment

. Monitoring and evaluation of effects from rare disease treatment,
success of treatment of rare diseases for which treatment is available
and success of prevention, early diagnosis and reducing of incidence with
live-newborns.

. Consolidation and further development of specialised genetic
diagnostic technologies with necessity to provide adequate room,
equipment and education of medical professionals.

o Connection and close cooperation between a centre for highly
specialised clinical consultation and genetic informing and the Rare
Disease Committee and the National Reference Centre for Rare Disease,
with the guarantee of protection of personal data.

o Establishing of a system for cooperation and exchange of experience
with technological highly developed reference international diagnostic
and research centres.

o Participation at international research projects and clinical studies
devoted to rare diseases.

Promotion of integrated approach in the implementation of a programme
of prevention, diagnostics, treatment and social inclusion of the patients
suffering from rare diseases and their families

The new health strategy of the EU (Lisbon strategy) puts into focus the
health of the population as a priority of the overall policy of the state and the
synergic activities of all departments, clearly linking economic prosperity

with the health of the population.

In Macedonia, the health of the population depends on number of
activities which spread through all departments and require coordinated
and multi-sectoral and multidisciplinary action. The integrated approach
to patients with rare diseases and their families has to contain activities
directed towards prevention, diagnostic, treatment and social integration
and support of patients with rare diseases and their families and one of the
most vulnerable groups in the population.

The promotion of inter-sectoral cooperation understands inclusion
of experts from the field of work and social care and from the area of
education and science in the work of the Rare Diseases Committee.
Furthermore it includes the improvement of professional capacities of
medical professionals, raising the capacity of non-governmental, citizen
organisations of patients with rare diseases, improvement of dialog and
cooperation between the health care system and the non-governmental
organisations and joint synchronised activities of the governmental and
non-governmental sector towards raising public awareness on rare diseases
and their influence on health and quality of life. In this part the following
activities have been included:

. Preparation of acampaignforthe change of standsand comportment
in public towards people with rare diseases.

. Organising yearly meetings devoted to inter-sectoral cooperation in
the field of action focused on rare diseases.

2.4 Intensifying of efforts for orphan medicines

. Inclusion of orphan medicines on the list of free medicines supported
by the state.

. Improvement of the procurement of medicines for patients with
rare diseases




o Evaluation of therapeutic added value of all orphan medicines from
the Ministry of Health and the Bureau for Medicines.

e  The expenses for the orphan medicines shall be covered from the
Ministry of Health’s budget- Rare Diseases Programme and not from
the budgets of hospitals or reference centres. The expenses include:
medicines, diet supplements, medicinal food, crémes and bandages,
special dental care and other needs of patients based on good practices.

o Protocols for rare disease patients’ diagnosis and care shall be
established on the part of the Ministry and the reference centre.

Recognition of rare and chronic disease includes the following
approaches:

o Simplification of procedures for remuneration by recognising rare
diseases as disabling chronic diseases.

e Addition of all the specific treatments towards the expenses and
the list of medicines covered by HIFM, including also similar products or
equivalents of the same therapeutic group for cases where the standard
suggested therapy is not successful.

o Improvement of the knowledge on rare disease and recognition of
the specificities of such diseases by the medical staff who works at the
Health Insurance Fund of Macedonia in order to limit the unjustified
receiving of remuneration.

Measures needed to be undertaken:

e  The Ministry of Health proposes criteria according to which rare
diseases can be included into chronic disease and they identify reference
centres for diagnosis and commencement of therapy and procedures for
rare diseases care.

o The certification of certain medicines for the treatment of rare
diseases and establishment of a procedure for remuneration of expenses

regarding therapy in HIFM although some of the medicines are used
for treatment of other medicines, the diagnosis of rare diseases to be
included on the list.

. Development of protocols for diagnosis and treatment of rare
diseases for justification of expenses remunerated by HIFM.

. Establishment of regional registration of patients with certain rare
diseases and finding out solutions for treatment at a regional level.

o Inclusion of representatives from patients’ organisations in
specialised committees so that the adopted decisions can be supported
by the rare diseases patients.

For improvement of access to health and treatment of rare disease

patients in Macedonia we propose the establishment of a National Strategy
for provision of treatment and rehabilitation:

. Development and dissemination of protocols for diagnosis,
treatment and care in cooperation with the Ministry of Health, the
Ministry of Labour and Social Policies, the Ministry of Education and
Science.

e Yearly update and dissemination on protocols for treatment and list
of approved orphan medicines.

. Creation of a simplified access regarding documentation for access
specific drugs for a specific disease.

. Inclusion of newly diagnosed patients in the programme,
immediately after submission of necessary documentation on the part
of the patient’s doctor and their registration in the rare diseases registry.

. Remuneration of therapy and therapeutic expenses for patients
with rare diseases according to the documentation and the therapeutic
protocol.
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o Monitoring of each patient and follow-up of specific treatments
based on reports by the patients’ doctor in order to have exact proof for
the therapeutic effect and efficiency and to provide necessary reports for
the needs of epidemiological studies an working groups of the European
Medicines Agency.

Cooperation with the Ministry of Labour and Social policies for the
preparation of documentation of patients with rare diseases with disability

It is necessary to supplement the list of necessary equipment for the
rehabilitation and disability improvement which are remunerated by the
HIFM such as:

. Prosthetics

o Hearing aids.

o Lenses and glasses for sight improvement.

. Orthopaedic equipment

. Aiding means for movement.

e  Aid means for carrying out every day activities

o Pushchairs for children with adaptable elements.
o Complex orthotic systems and equipment.

o Financial support for medicinal food for various diseases such as
phenylketonurua, alagille syndrome, cystic fibrosis and others.

o Special bandages and tubes for diseases such as epidermolysis
bullosa.

3. Improvement of access to information in the field of rare diseases

3.1 Organisation of national public campaigns for raising general and
professional awareness for the importance of rare diseases

Public campaigns are carried out with a common planned and synchronised
action of the governmental and non-governmental sector. A special priority
is the necessity of rising awareness in the general public for the presence of
rare diseases in our environment and the problems with which patients with
rare diseases and their families face. As a result of such activities greater
involvement and inclusion of all sectors and profiles is expected as well as
greater tolerance from the community towards the problems of people
with rare diseases and supposed breach of rights (protection of their human
rights).

The other priority is focused on raising the overall knowledge and informing
of the overall population for the risks of rare diseases occurrence and the
available screening programmes with the aim of primary prevention and
early diagnosis of rare diseases.

In this part the following activities have been included:

. Preparation of wide distribution of information materials on rare
diseases, aimed at the general public.

. Preparation and distribution of printed information materials on
rare disease aimed primarily for people suffering from a rare disease and
their families.

. Preparation and conducting of a national campaign on the meaning
of rare diseases by using all communication channels (printed, electronic,
audio-visual, etc).




4. Development of human resources and stimulation of research in the
field of rare diseases

4.1Improvement of the knowledge and professional capacities of medical
professionals in the field of early prevention, diagnostics, therapy and
rehabilitation of patients with rare diseases

The large number of rare diseases which occurs separately rarely, demands
continual education of medical professionals on rare diseases. Thus the
knowledge is updated and a protocol for early recognition, adequate and
timely diagnosis, early prevention and rehabilitation of people with rare
diseases is adopted. The adoption of standards and protocols and practicing
of standards are essential conditions for optimisation of medical treatment
of people with rare diseases and improvement of their quality of life and the
lives of their families. In order to be accomplished the following activities
are necessary:

o Education of paediatricians and specialists in family medicine for
early recognition of rare diseases.

o Education of gynaecologists for the evaluation of foetal morphology
and early recognition of ultrasound markers for dysmorphogenesis and
presence of congenital anomalies.

e  Organisation of annual meetings devoted to the evaluation of rare
diseases.

. Organisation of annual seminars (continual medical education) on
rare diseases

o Creation and distribution of professional brochures an protocols for
rare diseases.

. Creation of annual summaries on rare diseases in Macedonia.

o Creation, distribution and application of uniformed written forms

which are an integral part of the rare disease treatment and encompass
the following (minimum):

. Informed acceptance for taking biological samples for the diagnosis
of rare diseases.

. Informed acceptance for conducting genetic tests.

. Informed acceptance for risk assessment and DNA analysis of most

common chromosomal and congenital anomalies.
. Creation of list for pre and post natal diagnosis of rare diseases.
. Filter paper for blood samples for mass screening of newborns.

. Introduction of clinical genetics in graduate and specialist
educational programmes for medical doctors.

4.2 Establishment of an efficient regional and international cooperation

Close and efficient cooperation should be established in the field of rare
diseases, especially with states which have national strategy on rare diseases
presents and imperative for well organised treatment of rare diseases and
provision of transfer of knowledge, skills and experience. Such cooperation
will provide use of human resources and technological possibilities which
Macedonia does not possess at the moment and is not capable of fully
developing them, bearing in mind its low population and the rare occurrence
of certain rare diseases of which each demands specific diagnostic and
prevention algorithm. It is of crucial importance the stimulation and support
of research activities which foster and provide regional and international
cooperation. In this part the following activities have been included:

. Organisation and management of annual meetings of research-
expert teams and synchronisation of national priorities in the field of
rare diseases research.

. Participation of Macedonian experts in international initiatives,
panels and rare disease research.




5. Establishment of support and cooperation, with non-governmental
patient organisations that work in the field of rare diseases.

Organisations of patients with rare diseases have an important role in
the wide dissemination of information on rare diseases and provision of
support from the general public. These organisations are and indispensible
integral element of all strategies for lobbying for provision of conditions for
adequate treatment for rare diseases and consolidation of legislative and
human rights protection for people with rare diseases.

The organisations with their activities contribute to the change of status
of patients suffering from a rare disease from passive observers into active
participants in all activities of the rare disease strategy, and they also foster
and support clinical and research activities in the institutional system.
Synchronised and close cooperation of the non-governmental and public
institutions provides ethical, social and legal support for people with rare
diseases. The activities in this part are:

. Organisation of annual meetings of patients with medical and other
professionals included in the rare disease treatment.

o Participation in marking the Rare Disease Day (February) and other
national and international events.

o Initiation of partnerships in strategic projects in the field of rare
diseases.
o Inclusion of representatives from patients’ organisations in special

committees and commissions within the Ministry of Health.

o Inclusion of representatives of patients’ organisations in adopting
decisions that concern patients with rare diseases.

RESPONSIBLE FOR THE IMPLEMENTATION OF THE STRATEGY

. Diagnostic centres and laboratories at a tertiary level: Clinical

Centre of Macedonia, Public Health Institute of Macedonia, Faculty of
Medicine within the University of Macedonia.

. Centre for Medical Genetics and Immunology of the Office for
Clinical Genetics and Genetic Counselling and informing multidisciplinary
and professional medical council.

. Wide spectrum of clinical services in health institutions, gynaecology
and obstetrics departments, maternity wards and neonatology wards in
General Hospitals and the Clinical centre of Macedonia.

. Team of national experts and researches in the field of rare diseases.

. Medical doctors and other medical professionals in the primary
health care.

. Ministry of Health, Health Insurance Fund of Macedonia, Ministry
of Labour and Social Policies, Ministry of Education and Science, Rare
Disease Committee, Health Committee.

. Non-governmental, citizen organisations of patients with rare
diseases.

EXPECTED RESULTS

Implementation of the National Strategy of Macedonia together with the
National Action Plan will contribute towards prevention, early diagnosis,
treatment, rehabilitation of people suffering from rare diseases. With this
strategy the following results are expected:

. Establishment of national policy for planning, organisation and
allocation of financial means for prevention early diagnosis, treatment
and rehabilitation of people suffering from rare diseases.

. Establishment of national network of rare diseased which is
consisted of a Rare Disease Committee and all the health careinstitutions
in Macedonia.
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. Implementation of a national registry of patients with rare diseases
which provides adequate epidemiological data on the prevalence of rare
diseases in Macedonia.

. Maintenance and expansion of a mass screening for risk of rare
diseases (neonatal and natal screening of pregnant women).

+ Improvement of prevention:

« Birth of ill children from healthy people carriers of balanced
chromosomal rearrangements and recessive mutation genes.

« Infertility problems and determining genome reasons for infertility.

+ Biochemical screening for chromosomal aberrations with pregnant
women.

« Invasive prenatal diagnostics of chromosomal aberrations with
pregnant women with increased risk for such diseases (over 35 years
of age, family history of chromosomal diseases, positive results from
biochemical screening).

+ Improvement of prevention:

+ Genetic predispositions for complex illnesses, multifactor aetiology
which can be treated.

+ Mental retardation.

« Congenital anomalies

« Family forms of malign illnesses

+ Persons included in the programme for malign illnesses prevention.

+ Hematologic illnesses, application of conventional cytogenetic
diagnosis, molecular genetic tests and molecular cytogenetic analysis
of complex chromosomal rearrangements.

. Lowering the number of children born with genome disease and
congenital anomalies.

. Improvement of treatment of malign illnesses for which genetic test
marker is available.

. Introducing monitoring of success of treatment of hemato-
oncological patients by bone marrow transplant.

. Increase of highly specialised professionals in the area of medical
genetics (sub specialists of clinical genetics, specialist of medical
genetics, molecular gynaecologists).

. Provision of genetic informing prior to testing acceptance of testing
and definitive information for all patients undergoing genetic testing.

. Establishing of quality control in the rare disease treatment.

. Identification and publication of all expert medical centres that
conduct prevention, diagnosis, treatment and rehabilitation of people
with rare disease with and inventory of the types of rare disease they are
being treated for.

. Improvement of knowledge and professional capacity of medical
doctors in the field of prevention and early diagnosis of rare disease.

. Establishing of a National Reference Centre for Rare Disease as
a functional unit of the clinical segments in the institutions directed
towards prevention, diagnosis treatment and rehabilitation of rare
diseases

. Increased level of awareness on the importance of rare diseases
and their influence on health with special focus on the importance of
prevention of rare diseases.

. Empowered organisations of patients with rare diseases which
are included in all the activities of raising public awareness for the
importance of rare disease and protection of human rights of people
suffering from a rare disease.




. Inclusion in the project European Network of Rare Disease with focus
of finding and allocation of special financial means from international
funds for specific rare diseases.

. Establishment of close international cooperation with expert
clinical and research institutions.

MANAGEMENT AND COORDINATION OF PROGRAMME ACTIVITIES

Monitoring and evaluation of the implementation of the strategy and the
action plan on rare disease is carried out by the Rare Disease Committee
including Ministry coordination in all activities in the field of rare diseases
in Macedonia.

The Rare Disease Committee has the following responsibilities:
o Management with the implementation and report about it
o Considering, adopting and publishing of a rare disease list

. Establishment and coordination of the work of the reference centre
and the national network on rare diseases.

o Creating and coordination of the implementation of the national
registry on rare diseases.

o Provision of support and counselling to the Ministry of Health
and other Ministries and the Government regarding issues on planning
and provision of new diagnostics and treatment for rare disease and
application of expensive medicines for the treatment of patients with
rare diseases.

. Monitoring and evaluation of implementation of existing screening
programmes and giving recommendations to new ones.

o Monitoring and coordination of all activities related to primary
prevention and diagnostics of rare disease from genome origin and giving
recommendation for introducing new diagnostic programmes

o Preparation of methodology for identification and naming of

reference expert centres for prevention diagnostics, treatment and
rehabilitation of patients with certain rare disease or group of rare
diseases, determining of exact itinerary of all treated rare diseases.

. Organisation of national campaign for raising public awareness
on the importance of rare diseases and the available possibilities for
prevention and treatment.

. Organising of professional meetings, seminars and conferences for
rare diseases.

. Establishing international clinical and research cooperation
. Cooperation with similar bodies in the region, Europe and the world.
CONCLUSION

Rare diseases represent heterogenic group of complex, mainly genetic and
congenital diseases which have a significant influence on the quality of life
and social integration and a significant number of these diseases directly
threatens the life of those suffering. Although rare diseases separately rarely
occur, on the overall they represent 6- 8 thousand illnesses which occur
with 6-8% of the population. The special meaning of rare disease comes
from the knowledge that it is about specific diagnostics available only for
a third of rare disease and some form of treatment is available only for 250
of the existing rare diseases. In case of available therapy, mainly these are
expensive and hardly accessible drugs. Therefore, rare diseases and the
drugs are also called orphan drugs.

The most important current challenges of each community and country
in the approach of handling of rare diseases are related to the inadequate
recognition, inadequate and unequal classification and codification,
insufficient access to diagnosis, limited therapeutic possibilities, unequal
and insufficient quality of health care and high price of treatment and care,
serious consequences and isolation and marginalisation of those suffering
from a rare disease.




In the last decade rare diseases have been recognised as a public health
priority in Europe with an established need to act on the preparation of a
regulative in the field of health policy for rare diseases and in the field of
medicines for rare diseases. Bearing in mind the specificity and the meaning
of rare disease for the health, the EU undertakes and conducts significant
activities for the creation of a uniformed and sustainable form and direction
to overall access to rare diseases in Europe. These activities have been
realised throughout expert working bodies in the European Commission
and the European Parliament.

Rare diseases have been recognises as a priority by the World Health
Organisation as well which has started an initiative for improvement
of the system of codification of rare disease, bearing in mind that the
present classification of diseases contains classification for only 200 of the
existing 8000 rare diseases. The application of the eleventh revision of the
international classification of diseases is expected as of 2015.

The National Strategy on Rare Disease in Macedonia, with the action plan,
encompasses all the relevant topics that refer to rare diseases in Macedonia,
including the main aims and measures for improvement of the overall rare
disease treatment. The strategy is based on the Directives from the European
Parliament and European Commission with special focus on the support
of development of health policy for rare disease, application of modern
scientific research, joining of all resources, solidarity and development of
international strategy.

The main goals of the strategy refer to prevention, early recognition and
diagnosis of rare disease, availability of adequate, systematic and centralised
health care and treatment of people with rare diseases improvement of
registering and international classification, improvement of informing of
medical professionals and general public on rare diseases, coordination
at national and international level with reference medical and scientific
research institutions and non-governmental organisations of patients with
rare diseases.

The adoption of this strategy marks the improvement of the quality of
health care of patients with rare diseases and equal access to health care
services to patients and their families and all of that is based on solidarity and
equal access for the overall population of Macedonia. The lack of existence
of this strategy would mean a threat to human rights of patients with rare
diseases and their families Also a systematic access to the treatment of rare
diseases would be disabled which as a consequence would have the lowering
of quality of life of patients and their families, inability to work, increase of
physical and mental disabilities and high incidence of births of children with
rare diseases. Also there would be lack of relevant data on rare diseases
in Macedonia which are a basic provision for all strategic plans in health
protection in the field of rare diseases.




Nua 3a KOHTaKT:

Bopjan Maenoeckw, ECE
02/3298 713
02/3298 295

bpavlovski@esem.org.mk

www.esem.org.mk

BecHa Anexcoscka, KusoT co Npegrisnum
070 705 446
info@challenges.mk
zivotsopredizivici@gmail.com
www.challenges.mk

Aparwv Nyneenk, Xemonor
071 796 247
info@hemolog.org
dragi.lulevik@yahoo.com
www.hemolog.org

A SANOFI COMPANY



