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Penybnuka Cepepra Maxkeaonu|ja rognHa

MMHMCTEPCTBO 3a 34ApaBCcTBO

Mpenopaku 3a naumneHTH co peTku 6onectu Bo ycaosu Ha naHgemuja co CoVid 19

AKTyenHaTa enngemuja npeausBuMKaHa og, HOBUOT KOPOHABMPYC M30aMpaH BO ByxaH, KMHa, KOH KpajoT

Ha 2019 rogmHa CoVid 19 nomefy ocTaHaTUTE KAWHWYKM W jaBHO 34PaBCTBEHU MPENOpPaKM ro HaMeTHa U

npawameTo 3a MHbeKuMja co 0BOj BMPYC Kaj By/HepabuaHata nonynaumja. Ce ywTte Hema M3BecTyBaka 0f,

KPUTUYHUTE pernoHu opf, ByxaH, KuHa, UTanuja n apyrm permoHn Bo oAHOC Ha 6p0joT Ha NauMeHTU CO PEeTKU

6osiecT M HMBHaTa cocTojba. Cenak, rosem Aen o4 NauMeHTUTe COo PeTKM 60onecTM MmaaT MYATUCUCTEMCKM

olwTeTyBakba Ha NoBeKe opraHu 1 3apaam Toa Tpeba ga ce B6pojaT BO pamKuTe Ha nonynaunjaTta ,,nog pusmk”.

CI'IOF)E,[]| n3BecCTtyBakbaTa KOU Ce gocera A0CTanHu, OBOj PU3NK BKNAy4YyBa NayneHTn Co PETKU 6onectn Kom

Ce eKCTPeMHO BY/JHepabunHu Ha nHdeKuujaTta co CoVid 19:

NPMUMATENN HA TPAHCNAAHTALUMja HA OpraH.

nyfe co cneumduyHmM KapuMHOMW: KapLMHOM KOM Ce MOAJI0OXNEHW Ha aKTMBHA XemoTepanuja, pak Ha
6ennte apoboBM KoM ce NOAJIOMKEHM HA padmMKasHa pagvoTepanmja, KapuMHOM Ha KPB MM KOCKEHA
CpLUEBMHa KaKo LUTO ce neykemuja, TMmeom Uanm MMeNom Ko ce Bo Koja buno ¢asa Ha iekyBame , mua
KOM MMaaT MMyHOTepanuja UAu Apyru NocTojaHM TPeTMaHW CO aHTMUTeNa 3a KapumHOM, yfe Kou umaat
APYrY HAaCOYEeHU TPETMAHM 33 KapLMHOM KOM MOMKaT Aa BANjaaT HA UMYHUTETHUOT CUCTEM, KAKO LITO ce
MHXMBUTOPM Ha NPOTEUH KMHA3a MU UHXMbuTopu Ha PARP, n1ua Kou BO nociegHuTe 6 meceum nmane
TpaHCN/aHTaUMja Ha KOCKEHa CpXK WU MaTUYHM KNETKM, WAW KOM Ce€ ylTe 3emaaT /IeKoBM 3a
MMyHocynpecuja

TELKN PecnupatopHmM cocTojbu, BKAyYyBajKkK ja uMcTMUYHA ¢mbposa, TelwKa actma 1 Tewwka XOBB.

peTkM 60necTm M BPOAEHM TPELKM BO MeTaboNM3MOT KaZe € 3HAUYUMTENIHO 3ro/leMeH PU3SUKOT 0,
NHOEKUUKN (MMYyHUOEPUUNTU - KaKo WTo ce SCID, XoMo3MroTHa cprnecTa aHemuja).

-JlyfeTo Ha UMyHOCynpecuBHa Tepanuja Kafe MUMa 3HaUUTENIHO 3roJIeMyBakbe Ha PU3UKOT o4 HbeKUMja.

KEHUTE KoU ce BpemeHM a MmaaT cocTojbu Bp3aHW CO 3Ha4ajHU cpLEeBU 3abonyBatba, BPOAEHU UK
CTEKHaTW.

CI'IO[)ELI| aocerawHuTe CO3HaHMja 3a NAUMUEHTUTE CO PETKU 6onectm n metabonHu 3a6onyBaH:a, noronem

PU3KUK NMaaT OHWMe :

CO MOXHOCT 33 MeTabosHa gekomneHsaumja (MSUD, oOpraHuMCKM auuaypuu, MWUTOXOHAPWjaHM
3abonysarba U Ap);

OHMe Kafe MVMa Cepuo3HO OLUTETYBakb€ Ha PEecnMpaTopHUOT cuctem (umctndyHa ¢unbposa,
MyKornoancaxapuaosu, NMomneosa 6001ecT, raHrIMO3MA03M, MAMONATCKA NyIMOHaNHa Grbposa);

OHWE KOW Ce CO KOMMNPOMUTUPAH UMYHONOLIKKN cUCTEM (MMYHU aeduumnTw);

nauueHTV CO PeyMaTo/IOLKM U aBTOMMYHU 3ab60yBamba

NauneHTU Kafde e KOMNPUMMUTMPAH AMIWIHWOT naT WuAM abHopmaneH obOAMK Ha rpagHWOT KoL
(Mykononucaxapuposn, octeoreHecuc umnepdekTa, TEXKOK HEBPOOLWKU XEHAUKEN, CKENeTHU
avcnnasum, Kubockoanosa) v CINYHo.
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NnauMeHTU CO PEeTKM HEBPOJIOWKM BonecT Kako ammoTpoduyHa naTepasHa cKaeposa (bonect Ha
MOTOPEH HEBPOH), CMMHANHA MYCKy/IHa aTpoduja, bamunmjapHa amuionaHa nonvHesponatuja (PAM) n
MWacCTeHWna rpaBuc.

xepeautapeH AHrnoesem

NMauMeHTM CO MAMOMNATCKa Ny/JIMOHasHa XMNepTeH3nja M Ny/JMOHasHa XunepTeHsuja Eisenmengerov
sindrom

naumeHTn co 6onecT Ha [oLe Kou ce CNAEHEKTOMMPAHU, KaKo COCTOjb6a CO HAaMaNeH UMYHUTET

naumneHTn co Wilsonova 6onect co gekomneHsnpaHa umposa

MNaumeHT co peTtka 6onect mau poguten Ha geTe co peTKa 60s1ecT, AOKOAKY uma notpeba opg

u3gaBakbe Ha NoTBpAa 3a ocnoboayBawe o4 pabora 3a conctBeHaTa 6onect nam 3a Hera Ha gerte co

peTKa 6oaecT, MOKe Aa ce jaBu Kaj MaTUYHUOT NeKap.

MaTUYHMOT NeKap Bp3 OCHOBA Ha MPUJIOXKEHUOT CneuujaIMCTUMKU M3BeluTaj 04 TEKOBHAaTa roguHa

wam 2019 roauHa, Ke MoKe aa u3gage norspaa 3a ocnobogysarbe of pabora co HanomeHa 3a

I'IBLIMEHT/‘-U'IGH Ha cemejcTBO CO peTKa bonecr.

OcHOBHM NpaBuna 3a NALUMEHTUTE U POAUTENNTE Ha AeuaTa M peTkn 601ecTy Bo yc10BM Ha MHdeKLumja co

1.

2.

3.

CoVid 19:

Ctpora npMmeHa Ha NPeBEHTUBHUTE MEPKM JALEHM Of, CTPAHA Ha CBETCKATa 34paBCTBEHA OpraHM3aumja
(C30). OcHOBHO NpaBMAO 32 MMHUMMU3MPAHE Ha PU3MKOT € YecTo MUEHE Ha paleTe, OApP*KyBarbe
couMjanHo pacTojaHue M cnpoBeayBajHe 3alTUTHM MEPKKN BO ceKkoe Bpeme. Tpeba ga ocTaHeTe foMa BO
cekoe Bpeme 1 fa nsberHyBate KOHTAKT o4, Anue B anue. M3berHyeajte gonmpare Ha 04MTe, HOCOT U
yctata. OBa ce pa3bupa Ba)KM KaKo 3a MauMeHTUTe co peTkM 60s1ecT, Taka M 3a poauTenunte u
POAHVHUTE OKOJY HUB.

HamaneTte ro KoKy LITO € MOXHO BPEMETO LWITO APYruTe YJeHOBWM Ha CEMEjCTBOTO ro MOMMHYBaaT BO
3aeHUYKKN NPOCTOPMU, KAKO LUTO ce KYjHWU, BarbM U MecTa 3a celleHe U OAPKYBajTe MM BEHTUNALUUTE 33
cnogeneHute npoctopu. pxete ce 2 meTpu (3 yeKkopu) Nnoganeky of NyreTo CO KOU KMUBEETe U Mo
MOHOCT KopucTteTe 3acebHo nerno (Kaj 6padyHuTe napTHepw, AeuaTa KoM CnunjaT co poguTennTte u cn).
MpuaprKyBajTe ce 40 OCHOBHUTE XUTMEHCKM NpaBMaa BO AOMOT: MO MOXHOCT 3acebHa coba unum napasaH
mefy nernata), ynotpeba Ha pasnMyHM KynaTuaa 3a AvuaTta co petka bonecT (Mau, HajenemeHTapHoO
ynotpeba Ha 3acebHa Kpna, NPBEHCTBO BO KOPUCTEHE HA 3a€4HUYKOTO KYMaTWU/IO 3a /IMLETO CO peTKa
6onecT), oapKyBarbe Ha YecTa XUrMeHa Bo npocTtopumnTe, ynoTpeba Ha 3acebeH nNpubop 3a jager-e Koj
noToa Ke ce 3Mmme BO MALUMHA MAM MHOTY *KelKa Boga, U ca. CuTte nyfe WTo goafaaTt BO BAWMOT 4OM
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Tpeba Aa rm MmujaT paLeTe co canyH U BoAa Hajmanky 20 cekyHAM Npu NPUCTUTHYBaHETO BO BallaTa KyKa
W YecTonaTtu JOLEKa Ce Tamy.

4. OppKyBajTe KOHTAKT CO TEXHONOrMja 3a AaNEYMHCKM KOHTAKT, KaKo WTO ce TenedoH, MHTEPHET U
couMjanHn meanymn. AKo KUBEETE camu, 3aMOJIeETE HEKOj NpujaTen, cocen Uam YaeH Ha CEMejCTBOTO Aa
rM 0OCTaBYyBa BalLUTE pe3epBu Ha XpaHa Kora e MoXKHO. OabepeTe HEKOj 61M30K CO KOj Ke KOHTaKTupaTe
ceKkojaHeBHO TenedOoHCKU U KOj Ke MoXKe Aa anapmumpa HaBpeme 3a BallaTta cocTojba.

5. HoceTe 3alUTUTHM MacKM aKO CTe BO KaTeropujata Ha MMYHOKOMMPOMUTUPAHN NAUMEHTU, XPOHUYHM
60/1HM 1 CA. BO CyYaj Aa MopaTe 43 M3neseTe of A0MOT.

6. OcTaHeTe CMMPEHM U FPpUKeTe ce 3a cBojaTa 60s1eCcT NOCOOABETHO 04 BOOOMYAEHO €O WTO Ke cnpeynTte
rnojaBa Ha JAEeKOMMeH3auUMmja Ha OCHoBHaTa bonect u xocnutanusauumja. Cnegete ja coctojb6ata Ha
OPraHM3MOT MOYECTO 04, BOOOBUYAEHO (Mepere KPBEH NPUTUCOK, NOYUTYBaHe Ha NpaBuiaTa Ha UCXpaHa
N aKTUBHOCT).

Bo cnyyaj Ha nomanu npobnemu co 3a4paBjeTo, ce coBeTyBa TenedOHCKM Aa ce KOHTaKTupa co
MaTUYHMOT NeKap WTo Be Boau (Mnmn tenepoHCKMOT 6poj 3a UTHM caydaun) 3a Aa ce u3berHe oaeHeTo BO
ambynaHTa M MOMKHOCTa of 3apasyBatbe. ObjacHeTe M cumnToMUTE U cnepete ro obuumjanHUOT
MeAULMHCKK coBeT. 3a noBeKkeTo 6aarn cnyyaum, o4MoOpoT BO A4OMOT BO CamoM3onaunja e 40BONEH, HO
oBaa o4/1yKa Tpeba Aa ce AOHece BO COMIAacHO CO NpPenopaKkMTe Ha 1IeKapoT.

CeKoj naumeHT moxe TenedOoHCKN Aa ro KOHTakMpa M NeKapoT Cneumjannct Kaj Koj ce nekyBa 3a 6uno
KOja NnpomeHa BO 34paBCTBEHaTa cocTojba.

7. 3a OHWe MauMeHTU co PEeTKN BONEeCTU KoM HEeONXO4HO KOPUCTaT acucTeHuMja o4 Tyfm anua (dusmnkanHa
Tepanuja, HEONXOA4HWU MCUXOJIOWKN TPEeTMaHu, unctere M ap), Tpeba Aa ja nposBepaT 34paBCTBEHATA
cocTojba Ha IMLETO M a KOpMCTaT 3alUTUTHA ONPEMa 33 BpeMe Ha KOHTAKTOT. 32 OHME aKTUBHOCTU Kage
e notpebeH 61M30K KOHTAKT CO HaZBOPELLHM INLA, Ce NpernopayyBa 43 He ce NPaKTUKyBaar.

8. OHamy Kage e HeonxogHa MoceTa Ha nekap, Tpeba Aa ce npuapKysaTe Ha AafleHUTe npenopaku
(Hocewe MacKa, ogpiKyBarbe AWCTaHUA o4, APYruTe NauueHTw, cielere Ha ogbenerkaHuTe 3HaUM BO
ambynaHTaTa).

9. Cekoraw Tpeba ga MmaTe O0OBOJIHO JIEKOBM HajManky 3a efHa Hegena ogHanpen. CHabaysarbe co
JIEKOBM 33 BpeMe Ha naHgemujata: He npenopadyBame [a CKlaampate noronema KOoMMUMHA NIEKOBM,
61aejkn 0Ba MOXKe Aa ro 3arposn CUHLIMPOT Ha CHabayBakbe 1 Aa A0oBeAe A0 PErMOHANHU UK r106anHK
HegocTaToun. MNoanrakbeTo Ha IeKOBUTE MO MOMKHOCT Tpeba Aa M BplUM /IMLUE 04, CEMEjCTBOTO, a He
JINLETO co peTKa bonecT co cooaseTHa naeHTUbMKaumMja. AKO NoAUrakEeTo ro BPLUM caMoTo Anue, Tpeba
a3 ce 3aWTMUTU CO COOABETHM 3aWITUTHM CPeACTBa NPU BAE30T BO OONHULATA MM anTeKaTa.

10. AKo HemaTe cMMNTOMM Ha 6onecT, peJoBHO NpMMajTe ja Tepanujata 3a BawaTta 6onecT 3agafeHa o
cneumjanuct (eH3aMMcKasamecTuTeNnHa Tepanuja, meToTpekcaT 1 ap). OHMe KoM ja npumaat TepanujaTta
BO BONHUYKKM ycoBU Tpeba NpeTxo4HO Aa ce AO0roBopaT co CAyKbute og ycTaHOBaTa Kage ja npumaar
ucTata 3a Aa M ynataT Ha BpeMeTo M MecTOTO BO YCTaHOBaTa HameHeTa 3a adpebpuiHM naumeHTu
COrnacHO naTeKkuTe Ha ycCTaHoBaTa. AKO /ieKoT Tpeba fa ce nogurHe o 34paBCTBEHA YCTAHOBA,
Ha3HayeTe NOJIHOMOLLUHO /INLE M A0rOBOpPETE Ce CO YCTaHOBaTa 3@ HAYMHOT Ha NOAMIHYBaHE Ha NEKOT.
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11. Bo cnyyaj Ha nojaBa Ha CMMNTOMM - TPECKa, Kalanua u/mam oTexHaTo Aullerbe, nobapajtTe feKapcKa

nomoll 1 cneaete rv npenopakute (jaByBarbe no TenedoH, TecTuparbe 3a NPUCYCTBO Ha BUpycoT). Mpu
notpeba oa xocnutanusaumja, ke buaere TPETUPAHM COINIACHO BaXKEYKUTE NATEKM 3a IeKyBake Kako 1
cuTe Apyrv nNaumeHTW, a BO AO0roBOP CO /JIeKapoT — CneuMjaiucT WTo Be BOAWM 3a BallaTa OCHOBHaA
6oneecrt.

12. OcBeH 33 HEKOM JIeKOBM (UMTOCTATMLM, KOPTUKOTEPANKja, UMYHOMOZYNATOPU U C/1) BO IMTepaTypaTa He

NocTojaT M3BeCTyBakbe 3a NMPEeKUH Ha cneunduyHaTta Tepanuja BO C/lyvaj Ha MojaBa Ha CUMMNMNTOMU Ha
6onecr.

Bo cekoj cnydaj, 3a npumeHa Ha crneumduyHata Tepanuja 3a Bpeme Ha uHPekumja co Covid 19
KOHCYATUPajTe ce Co CneLmnjanncToT WTO Be BOAM 3a Hajaobap MOXKeH coBerT.

Komucuja 3a petku 6onectu

PedepeHum

1.

0y el

https://www.gov.uk/government/publications/guidance-on-shielding-and-protecting-extremely-
vulnerable-persons-from-covid-19/guidance-on-shielding-and-protecting-extremely-vulnerable-persons-

from-covid-19
https://www.facebook.com/UkLsdPatientOrganisationCollaborative/videos/202578154365907/
https://www.eurordis.org/covid19resources

https://rarediseases.org/tag/covid-19/
https://www.hse.ie/eng/services/news/media/pressrel/hse-outlines-main-cocooning-measures.html
https://irdirc.org/
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