


BbrBeaeHue

Tasn KHMXKa 3a oOuBeTsABaHe npej/iara 3a6aBeH W WHTEPAKTUBEH
HauMH 3a Jeuata Ja HayyaT Kak Ja ce CcnpaBaT ¢ nvMbesema.
[JeliHoCTUTe B KHIMXKKATa ca NpUroeHn Aa o6pa3oBaT Aellata OTHOCHO
BaXKHOCTTa Ha MpaBW/iHATa Trpuxa 3a KoXaTa, 3a Aa NnpeAoTBpaTAT
NHdeKUUM 1 Ja S NoaAbPXKaT 34paBa.

JeuaTta We HayyaT M 3a ponsiTa Ha KOMMPECMOHHOTO O6JEeKN0 ”
npeBpb3KkaTa 3a HaMajsiBaHe Ha OToKa M MoAobpsiBaHe Ha NMMHaTa
LUMpKynauus. Kato ce 3aHMMaBaT C Te3u AeliHOCTW, AelaTta Morat Aa
pas6epaT no-A4o06pe 3aLl0 Te3N NPAKTUKN ca BaXKHWU 1 Kak Te MoraT Aa
MOMOTHAT 3a CNpaBsiHe CbC CbCTOSAHNETO UM.

HallaTa Len e Aa AaZileM Bb3MOXHOCT Ha JelaTa U TeXHUTe ceMeiicTea
CbC 3HAHUSITA U UHCTPYMEHTUTE, OT KOWUTO Ce HYXAasT, Aa ynpaBnsiBat
yBepeHo nuMMbeaemMa. BspBame, uUe KaTo HaMpaBUM YYeHeTo
WHTEPAKTMBHO W MPUSTHO, MOXEM Ja HaCbpPuMM MOOXMNTENHO
OTHOLLIEHWNE KbM YMPaBIEHNETO Ha CbCTOSTHMETO.

HagsaBamMe ce, ue Ta3M KHMXKA 3a oOLBeTABaHe lie 6bje LEeHHO
AOMb/IHEHNE KbM yuyebHUS MbT Ha BalweTo feTe. Toll MpejocTass
LSIOCTEH U MOAXOASLL, 3@ AETETO MOAXO0A KbM FPUKUTE 3a IMMdeem,
KaTo rapaHTupa, yYe AeTETO BM MOXe Ja BOAM LIACTIMB, aKTUBEH U
3lpaBOC/IOBEH XMBOT BbLMPEKU CbCTOSIHMETO CU. Hacnagete ce Ha
AeiHOCTUTE 1 Heka YYe6HOTO MPUK/IOUEHME 3aMoyHe!

Tasn KHWXKa 3a oLBeTABaHe e ajanTupaHa oT Hawute "KakBo fja
npaBMM M KakBO Aa He MpaBMM BbB Bpb3Ka C rpmkara 3a Koxarta" u
"KakBo Aa npaBUM 1 KakBo Ja He NnpasBuvM npuv Komnpecuarta 3a geua" v
e BAbXHOBeHa OT BU3yanmsaunure.
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OdeTcku n nbpBUueH numdbeaemM

[‘PpUXKa 3a KoXKaTa

XopaTa ¢ numdesem ca MNO-CKAOHHW Ja pa3BUAT UHPeKuns B
3acerHatms  KpaiHMK uan  obnact, Mopaan  IoKanm3npaHo
HaMansiBaHe Ha KanauuTeTa 3a ApeHaXK Ha NMM¢HaTa TeUHOCT, W,
cnejoBaTeniHO, A0 HapylleHa WMyHHa ¢yHKumsA. ETo  3awwo,
LaTenHaTa rpmxa 3a KoxaTta e BaxHa. Llenta Ha rpuxara 3a Koxara
e /la HaManu prcka oT paspyLUaBaHe Ha KoXaTa, MONYHN nHbeKLn
nnn epusumnen. Tesn npobnemn Morat ja Bnowat nuMmbesema n ga
HanpaBAT OTOKbLT MO-TPyAeH 3a ynpaBneHwe. ExeaHeBHOTO
yrnpaBneHue 1 HabnogeHe NoAAbPXAT KoxaTa enactuyHa, Meka u
no-ycrovmsa.

Q KAKBO CE NPEMOPBYBA

MoumncTBaiTe KoXaTa CU eXeJHEBHO (ako e Bb3MOXHO) € Tona
BOJA U, ako KoxaTa e MHOro cyxa Wau AennkaTHa, U3rnonseaite
rouncTBall npenapat 6e3 canyH.

@® BuumatenHo I/I3cyLIJaBaI7ITe KOXaTa Cun, cneunanHo Mexay
KOXHWUTE T'bHKW, NMPBCTUTE Ha KpakaTa U pbueTe, C Uen Aa
n3berHeTte reOUYHN I/IHCI)EKLI,I/II/I NN TbKaHHa Mauepauna.

@ Xuzpatupaiite exegHEBHO C NOCMOH UK KpeMm, MOAXOASLLY 3a
BaLLUMSA TUM KOXa, KaTo ce YBepUTe, Ue e HanbJIHO abcopbupaH,
npeau Aa noctaBuTe KOMMPECUOHHO 06/1ek10 (0c06eHO, KoraTo
n3nosisBaTe  KOMMPECUOHHO 06/1eKno, Mpou3BeAeHo  OT
ecTecTBeH Kayuyk). M3nonsaiiTe kbpra, 3a JAa MonuveTe
U3NULIHNA KpeM. TloMu1c/ieTe 3a OBNIaXKHABAHE Mpes HolTa.

. I'Ipep,na33a|7|Te KOXaTa Ch  OT CJIbHUETO, KaTo HoCuUTe
KOMMNPECMBHOTO Cn 061eK/I0 U HaHacATe Kpem C UV 3awuta,
TaM, KbJAETO KOXaTa € U3J10)KeEHa Ha C/TbHYEBUTE TbY .
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OeTcku u nbpBUYeH numdbenem

@ 3auwmTeTe KOXaTa cM OT yXanBaHUs, APAacKOTUHU, NOPA3BAHUS,
n3rapsiHUs 1 oXyJsiBaHWUs. HoceTe KOMMPECMOHHO 06/1ek/io 1
BHMMaBaliTe Mokpail JomallHWTe fbumun. 3a auuata c
nmMmdeseM Ha TropHWUTE KpalHUUW M3non3Baiite rpaguMHCKM
pbKaBULW, pbKaBULYM 33 FTOTBEHE U PbKaBULM 33 MUEHe Ha
Cb/AOBe, Korato e Heobxoaumo. 3a smuata ¢ aumdeseMm Ha
JoJieH KpaHuK, HoceTe 0BYBKM 1 Yopanu no Baw pasmep, 3a
Ja n3berHeTte HarbBaHe Ha 061ekN0To. V36dArBaiiTe Xo4eHeTo
60CK Nno nnaxa.

® 3a ga ce npegnasuTe OT M3rapsHWUS, BHUMAaBaliTe, KOrato
n3naraTte KoxaTa C/ Ha MOBBPXHOCTTA C BUCOKM TeMmepaTtypu
nnm Boga (KaTo HamprMep cayHw, cna, Ui BojaTta B baHATa).

@ ViznonseaiiTe peneneHT MPOTMB  Hacekomu, Korato e
HeobXxoAMMoO.

o bbaeTe BHUMATENHN npn rpnxata 3a HOKTUTE, Bb3M0/13BaiiTe
ce OoT MegununHCKM neaunkwp, Ui nocetete oprtonen npu
I'Ip06}'IEMI/I C HOKTUTE Ha NPBbCTUTE Ha KpaKaTa.

o I'IpOBep;lBa|7|Te KOXaTa C eXegHEBHO 3a BCAKaKBU MNMPOMEHMN,
KaTo Hanpumep HapywaBaHe Ha KOXHaTa MNOBBbPXHOCT,
N3Tn4aHe Ha }'II/IMCI)Ha TEYHOCT, TOYKM Ha HaTuck OoT
KOMMNPeCNBHOTO 06.1eks10 Nn NPpoMAHa Ha LiBeTa Ha KoXaTa.

Q KAKBO HE TPSIEBA OA NMPABUTE

@ He wrHopuvpaiite cMMNTOMUTE Ha MHEKLMM, KAaTO HanpuUMep
3ayepBaBaHe, 06puB, TONMHa UM 6onka. TbpceTe cbaelicTBrE
OT CreunanncT Ha MOMEHTa, ako ca Haauue CMMNTOMWU Ha
NHbeKUms.
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OeTcku u nbpBUYeH numdbenem

@ He vrHopupaiite N3TMYaHETO Ha NUMPHA TeyHocT. MoAdbpXKaiiTe
KoXKaTa CM 4uncTa U Cyxa, Korato rnoctaBsTe KOMMPECMBHOTO CU
0651eKNIo UM BaHAAXW, N TbpceTe MeAULMHCKA MOMOLL, ako e
HeobxoAnMo.

@ He vrHopupaiite paHuTe Ha 3acerHaTus KpaviHuK. MouncTeariTe
1 AesvHoekumpalite paHuTe. TbpceTe NpodecroHaneH CbBeT B
C/lyyail Ha B/loLLaBaHe Ha 03paBUTE/HUS NpoLiec.

@ He urHopupaiite 6o/KaTa, CUMNTOMUTE Ha HAaTUCK UK TpUeHe
OT BaLUeTo KOMMPEeCUBHO 06J1eK/I0, CUIMKOHOBATA JIeHTa Wn
6aHgaxuTe. ToBa MOXe Ja O3HauaBa, Yye CblUWTE ClejBa Aa
6bAaT KOPUTUPAHU UM BaHAAXBT 4a 6bJe NoCcTaBeH HaHOBO.

@ He nsnonssaivite MeToAN 3a NnpemMaxeBaHe Ha OKOCMABAHETO Ha
3acerHaTtuma Kpal?lHI/IK, KOWTO MOraTt J[da HapywaTt KoXHaTta
NMOBBLPXHOCT, NN Aa AoBejaT A0 yBpeXjaHe Ha KoXaTa.
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OdeTcku n nbpBUueH numdbeaemM

KomMn pPeCnd 3a Ai€eLa

Jeuvata c numdesem e TpsbBa Aa HOCAT pasivyHM  BUAOBe
KOMMPEeCMOHHO 06/1eK/10 Mpe3 Liens CU XMBOT. MNopajm ToBa e BaXKHO
poavTennTe 1 nuUaTa, KOUTO ce rpwkaTt 3a THX, Ja MPOMpaBsaT MbTs
KbM  He3aBUCMMOCT Bb3 OCHOBa Ha Jobpe 060CHOBaHU
cneuyanusmpaHy  Mo3HaHWS W JIMYHO Cb3HaHVe 3a TA10To.
Komnpecusita TpsibBa Aa e Hello MOJIOKUTENTHO, @ He eXeAHeBHa
6uTka!

B 3aBMCMOCT OT MO3HaHWATA Ha AeTeTo, TOBa Ca HAKOW CbBeTU 3a
HaCcbpyaBaHe Ha AEeTeTO Ja HOCKN KOMIPECNBHOTO CA obnekno nnun Aa
rnocrtaesa 6aHAa)KI/ITe Ccn.

Q KAKBO CE MPEMOPDBYBA

@ Ob6acHeTe MMdegeMa 1 HyXAaTa OT KOMMPeCKUs Mo AoCTbreH
3a JleTeTO HauH.

@ Cu3paite pyTrHa, 3a fJa HanpaeuTe TepanusTa uyacT OT
HOPMaJIH1S XXMBOT Ha AeTeTo.

@ [pesbpHeTe ynpasieHneTo Ha MMdeseMa B ekunHa paboTa
MexJy AeTeTo 1 JIMLLeTO, KOeTO Ce FPUXKM 3a Hero.

@ Hacbpuasaiite feTeTo <M fga ce UyBCTBA YBEPEHO Npu
M3BBLPLUBaHE Ha 3ajayn 3a CaMoobC/yXBaHe, KaTo Hampumep
npeBbp3BaHe.

@ Hanpasete npeebp3BaHeTo 3abaBHO, KaTo My MOMOrHeTe Aa
MpeBbPXKe H6UMOTO CU1 NIIOLLEHO XXUBOTHO WUV KYK/a, U ApyT
UieH Ha CEMeCTBOTO, HanpuMep.
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OeTcku n nbpBuueH numdenem

@ Hanpasete komnpecvsaTa 3a6aBHa W MoJepHa. Hanpumep,
oCTaBeTe JleTeTo fa u3bepe No6UMUS C1 LBAT Apexiu, Aa NoCcTaBu
CTUKEPY BBbPXY Hero Wy Aa W3Monsea LBeTHW nenuvna, 3a Aa
AbPXU NMPEBPB3KUTE Ha MACTO.

@ Cebpxete ce ¢ gpyry cemeiictBa ¢ fgeua ¢ sumdeseM 3a
MoZKpena v 3a ja Cb3AajeTe ycellaHe 3a HOPMasHOCT 3a BaLLeTo
JeTe.

@ Tlomucniete 3a yyacTme B COLMANHU MeAUN (Hanp. YUUIMLLHA
rpynv WM pasBnekaTeNnHu  jeliHocTM) U crogensiite
nHbopmaums 3a numdesem 1 komnpecus. MoTbpceTe BaluaTa
naLMeHTCKa acoupaLms 3a nojkpena.

Q KAKBO OA HE NMPABUM

@ He nputuckaiite geteto. lMokaxeTe pasbupaHe, KaTo KaxeTe
HanpuMmep: ,OCb3HaBaM, Ye JHeC He C B HacTpoeHe®,

@ He noseonsBaiite Ha AMMdegeMa Aa nporpecrpa, kato He
HOCKTE MPaBUIHOTO KOMMPECMOHHO 061eK/I0 OCTaTBbYHO YecTo.
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HanpaBseTe ro ekunHa paéota  MPEBbPHETE ro B pyTuHa obAcHeTe Heo6XoaMMocTTa
OT KoMMpecus

6aHoaXnpaHeTo MoXxe
na 6bae 3ab6aBHO

BboeTte Takuea, obAcHeTe numdeaema He uanaravte TANOTO CU
KaKBUTO CTe TBBPAE ObJITO HA BUCOKUN
Temneparypu

S

nomoJsieTe 3a NOMOLL, ako e

npeBbPHEeT BaHET! <
PesLpHETe oGcnensaHeTo Heobxoaumo, He n3onupanTe

Ha Ko>XaTa B pyTUHa
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VASCERN

Peaaktopu/cbTpyaHULN

To3u OOKYMeHT e BanugupaH ot PaboTHata rpyna no
OeTcKu u nbpBudeH numdbenem (PPL)

MaHyena JlopeHuo Mapkec (Moptyranus), KaponvH ®oprag, (PpaHums),
®nopeHc bensa (beneruda), AnekcaHapa beprant CyxoposyaH
(CnoseHus), Hene Jesooryg (benrug), T'ynao MmakanoH (benrus), EnvH
Xorctpa (HugepnaHausa), ToHn Kapnacmapk (JaHusa), Xenn Kasona
(PuHnaHama), BoraH Kuwnnn* (Benunkobpumtanusa), KapuHa MawuHka
(fepmaHus), Caxap MaHcyp* (BenukobputaHus), EneHa Matta (Utanus),
Kpuctodpbp B. Hucen ([aHus), Cio3aH Hopperaaz (JaHusa), Marikbn
O6epnuvH (fepmaHuns), TaHa MNMnaHuHLWeK Pyyurann (ChoseHus), AnaiiH
Mpagen (PpaHums), CnHUKKa CymMUHeH (PuHNaHausa), KupcteH BaH
AynHeH (HwungepnaHnams), CrebaH BuHec (PpaHuus), Capa Tomuc
(benrus), Po6bpT JamcTtpa (HugepnaHamsa)

*YneH Ha HCP npenu bpekx3ut, O1 Hyapwu 2021r

UniocTpauum ot Chrystéle Lim. Bcuuku npaBa 3ana3eHu oT
VASCERN
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European Gathering the best expertise in Europe

Iy Reference VASC E R N to provide accessible cross-border healthcare
’ Network to patients with rare vascular diseases

VASCERN, EBponeiickata pedepeHTHa Mpexa 3a Ppejkum MyATUCUCTEMHU
CbZ0BU 3ab60NSIBaHMS, e MOCBeTEHA Ha CbOUPaHeTo Ha Hall-Ao6purs ekcrnepTeH
onuT B EBponNa, 3a Aa ocurypu AOCTbMHO TPAHCTPaHWYHO 34paBHO 06C/TyXXBaHe
Ha MauueHTU C pedkM CbAOBM 3abonsiBaHWSA (MPUBAU3UTENHO 13 MWUAMOHA
3acerHatu). Te BK/OYBAT apTepuanHy 3abonsBaHUs (3acsraliy aoprtaTta Ao
MaskuTe apTepun), apTepUO-BEHO3HU aHOMaaUW, CbAOBU MandopMaLnn 1
nuMbHM 3abonsiBaHUS.

B MomeHTa VASCERN cb6upa 48 ekcnepTHM eknna oT 39 BUCOKOCMeLMann3npaHi
MYATUANCUNTINHAPHY  MEAMLMHCKL  Creunannct, naoc 6  LOMbAHUTENHU
CBbP3aHN NapTHbOPCKN LeHTbpa, UABaLm oT 19 gbpxKaBu-uneHkn Ha EC, kakTo 1
pasnnuHu eBponelickn NauMeHTCKU opraHusauum, 1 ce KoopauvHupa B Mapux,
PpaHuums.

Upe3s HawmTe 6 paboTHWU rpynu 3a peakn 6onectn (RDWG), KakTo W HSIKOJIKO
TeMaTWyHW paboTHM rpynn n ePAG - EBponeiicka rpyna 3a 3acTbMHUYECTBO Ha
naLveHTUTe, HUe ce CTPEMUM fa NoAobpuM rpukmTe, Aa nonynspusnpame Hai-
406prTe NPaKTVKN M HAcoKkW, Aa MOACUAMM M3CIeABaHMATA, Aa Cb3JaeM NnoBeye
Bb3MOXHOCTU 3@ NaLMeHTUTe, a OCUTYPUM 0byUeHMe Ha 34paBHUN CMELMaNNCTL 1
4a peanusmpame MbAHWS MOTEHLUMAN Ha eBPOMENCKOTO CbTPYAHMUECTBO 3a
cneumanvsnpaHo 34paBeornasBaHe Ypes U3Mosi3BaHe Ha Hall-HOBUTe MHOBaLWW B
MeAWLMHCKaTa HayKa 1 34paBHUTE TEXHOIOTUN.

[MoBeue Vchbopmau,vm MoOXeTe ja HaMepuTe Ha: www.vascern.eu
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