LA CE XVBEE CO [1AX:
AJTATKA 3A INJAJ10
SA HEI'YBATEJIA




2



[TPETCTABYBAMSE HA
AJTATKATA SA ANJAJ101
SA HEI'YBATEJ IV

Pesyntatute of, enHO HeofaMHELLUHO MefyHapOLHO WCTpaxkyBarbe ro mofobpuja
HalleTo pa3buparbe 3a MHOry Of CeKOjAHEBHWTe NPeay3BMLIM CO KOM Ce COoYyBaaT
HeryBaTesuTe Ha maLuueHTV co nysMoHanHa aptepucka xunepresuja (MAX). CosHa-
HWjaTa [aBaaT KOPUCHW COBETU 3@ MaLMEHTUTe, HUBHWUTE CEMEjCTBa W HeryBaTenu,
KaKo v 3a 34py>KeHujaTa Ha NaLMeHTH, Kako LWTo e noTpebarta 3a MHTepAUCLMNINHA-
peH TYMCKM NpyCTan Npu LWTo NpodecnoHanLy of, pasiuyHuy creLyjanHocty pabotar
3ae[lHO Ha peluaBakbe Ha cuTe NoTpebu Ha maumeHTUTe U HerysaTenuTe. Hue, ucto
Taka, 3aKiyynBMe Aeka HeryeatenuTe (MHOry pasHOBWAHA rpyma Koja rv BKiydvyBa
napTHepuTe, POAUTENNTe, BO3pacHuTe Aeua, 6pakata u cectpute u npujatenute) 6u
MO>Xese ja MMaaT KOPUCT of, eflHa TakBa aiatka Koja Ke MM NoMorHe Bo uaeHTuduKa-
LMjaTa Ha NpobaeMuTe UK eMoLMKTe KOU MPeLU3BUKYBaaT 3arpydKeHOCT, MOYHYBaj-
4K Of, Mery4oBEeYKUTE OAHOCU Na ce A0 OMNLUTECTBEHUTE MHTEPAKLIMK.

Anatkara 3a pasBuBaH-€ Aujanor 3a HeryBaTeNM* e HaMeHeTa 3a [1a BM NMoMorHe  *Osaa anatka 3a
BO €BUAEHTUPAHLETO, MOjaCHYBaH-ETO M CMPaBYBaH-ETO CO rpUKaTa 3a NaLMeHTUTe co  Sieiol © (:Heaf;:i;i ==
[MTAX v BnunjaHmMeTo Ha rpuxkaTa Bp3 BaluWMTe eMoLumu, LienokynHaTta bnarococtojba n 3a naumenty co
CeKojIHeBHMOT XMBOT. AnaTkaTa Ke B 0BO3MOXM [a M LOKYMEHT/paTe CBOUTE MU- :gﬁﬁﬁ?“a AnjarHosa
CNW, YYBCTBA W FPUXKM Ha CTPYKTYPUPaH HauMH, LUTO MOHaTaMy MOXe Aa MOMOrHe Aa ce
dboKycupaaT AUCKYCUUTE CO JleKapuTe, CEMejCTBOTO, MPUjaTENUTE U OCTAHATUTE, Kako
1 ba ja nobueTte eMoLMoHaNHaTa noaapLuka notpebHa 3a aa ce cnpasuTe co bonecta
Ha nauueHToT. AnaTkata 3a pa3BMBaHb-E AMjasior Ke ja HajaeTe Ha cTpaHuua 17 v 24.

loHaTaMy, Ha Hallie roneMo 3af0BOSICTBO, 0be3befnBMe pesnMe Ha pesynTaTu-
Te of, MefyHapofiHaTa aHKeTa Koja ro noTT1KHa pa3BojoT Ha anaTkaTa 3a pa3BuBatbe
Auvjanor 3a HerysaTenun. AHkeTaTa belle cnpoBefgeHa Ha naumeHTn co MAX n Hery-
BaTenu og PpaHuuja, lepmanuja, Utanuja, LLinaHwja n Benuka BputaHuja, kon bea
perpyTMpaHu of, HaLMoHaNHUTE opraHuW3aLMi Ha nauveHTn Bo oBue 3eMju. Kom-
NAETHWUTE PE3YNTaTU O UCTPAXKYBaH-ETO Ce JoCTanHu Ha: http://www.phaeurope.org/
projects-activities/pah-patient-and-carer-survey/.
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[TPEMNOSHABAMSE

HA T PVKATA

[puxaTa 3a nauneHT nnmn Hekoj bansok wro bonenysa og MNAX npetcraByBa or-
poMeH 3adaT 1 NpMToa MoXe Aa OTKpPUeTe AeKa MocTojaT MHOry yioru wro Tpeba
Ja rv urpate, Kako WwTo e baparkeTo MHOPMaLmMKn, KOOpPAMHMpPatbEe Ha HeraTa,
Kako M MocBeTyBarbe BHMMaHWE Ha ApyruTe YJEHOBM O CEMEjCTBOTO M Ha Ba-
wuot gom. OBme ynorn Moxe ga 6bupat ocobeHo Npegn3BUKYBaYKM ako CTe po-
OVTen u HeryBaTten uctoBpeMeHo. Moxe fia YyBCTByBaTe Aeka GU3NUYKUTE aKTUB-
HOCTW W 3af,0J/1KeHWja LITO MM M3BPLUYBaTe 3a NalMeHTOT BU BAMjaaT GU3NYKM U
eMoT1BHO. Bo noHOBO BpeMe e No3HaTO M MpPU3HATO AeKka Heryeatenute umaat
3rofieMeHa notpeba o eMoLMOHanHa v Ncuxosollka nogaplika. MNopaplikarta e
LOCTanHa v foara of noBeke pasfvyHU M3BOPU, BKIYYyBajKuU M U cnewlunjanm-
3MpaHWTe 34paBCTBEHN paboTHMLM, Kako M opraHu3auMuTe Ha nauueHTu. Ba-
XKHO € fia ce 3anaMeTu AeKa, Kako HeryBaTes Bue He cekorawl Tpeba ga ru nmare
CuTe oaroBopu. AHKETHOTO UCTpaxkyBakbe ykaxka Ha GaKkToT Aeka HeryBaTenuTte
6u nmane kopuct o fobuBareTo MHbOPMaL MM BO MHOTY pasfiMyHW acnekTu Ha
[MAX. OBue acnekTu ce ABUXAT of, BNujaHuneTo Ha [AX Bp3 ¢unHaHcuUcKaTa cocToj-
6a Ha moMakuHcTBaTa Lo bapareTo nomoll 3a cebe MaKn 3a NaLMeHTOT BO BPCKa
co emMouuoHanHuTe nocneguum og MAX. OBge ncto Taka, Tpeba aa ce cnonMeHe
“ Toa peka He Tpeba ga ce gBoymuTe ga nobaparte momoLl of NpopecnoHanum u
[a yyuTe of MCKYCTBaTa LUTO 34PY>XeHWUjaTa Ha NaLMeHTH r'v MMaaT HacobpaHo.

NHdopmaumm 3a nporHosaTa Bo Bpcka co bosiecta U NpakTUYHM COBETU KakKo
wTo ce Bexxbu 3a nopobpyBatbe Ha 3[paBjeTo Ha NaLMEHTOT, UCTO Taka MoXe Aa
bupaT KopucHK 3a Bac. AKO Ce rpuXKUTe 3a BalLMOT NapTHep, Torall MoxXeTe Aa
nobapaTe nHpopMaLMmn 3a MOXKHUTE MPOMEHW BO CEKCyanHUTE OLHOCH.




[TYJIMOHAJTHA
APTEPVICKA
XUMEPTEH3WJA (TMAX]

[MAX e 3abonyBare Koe ce kapakTepusnpa co BUCOK KPBEH MPUTUCOK BO KPBHUTE
CafoBy KOW Ce HaoraaT Bo benuTe fpoboBM 1 MOXE [ia pe3ynTrpa co NpecTaHoK Ha
pabotaTa Ha cpueTo. Kaj nyreto 6onHm og MNAX, aptepunte Ha benute gpobou cTa-
HyBaaT ce MoTeCcHW, Bypy Ha MecTa ce ¢opMupaar v biokaaw, nopaaw LUTO 3a cpLie-
TO € Ce MOTELLKO Aa NyMna A0BOJIHO KPB HW3 6ennTe ApoboBM Kako U HU3 OCTATOKOT
of, Tenoto. Hajuectvte cMnTOMM KOM Ce jaByBaaT Ce: HELOCTAaToOK Ha BO3AyX, 3aMop,
4yBCTBO Ha cniabocT 1 bonkw Bo rpanuTe. Kako bonecta Hanpe/ysa Taka cuMNToMuTe
CTaHyBaaT ce Mou3paseHu. TepMUHOT , GYHKLIMOHASHA Klaca™ 4ecTo ce KOpUCTY 3a A1
Ce OnuLLe A0 KOj CTEMEH OBME CUMMTOMU M1 orpaHuyyBaar fyreTo co MAX. OyHkumo-
HasHa knaca | r o3HauyBa nyreTo Co MUHUMAIHW OrpaHuyyBakba U orpaHnyyBarbaTa
Ce 3rojieMyBaaT Kako LUTO ce 3rojieMyBa bpojkaTta Ha ¢yHKuUvoHanHa knaca I, Il n
IV, npu wro cekoja HapefHa 03HayyBa MOrojeMun orpaHMyyBaHa Bo crnocobHocTa Ha
NaLMeHTOT Aa CaMOCTOjHO Aa PYHKLMOHMPA.

Momery 15 1 50 Ha efileH MUAKOH Nyre ce 6onHK of MynMoHapHa XvunepTteHauja. MAX
Ce jaByBa MOYECTO Kaj L@ KoM CKIIOHM KOH Apyru 3abonyBatba, kako LuTo ce 6onectu
Ha CBP3HOTO TKMBO (Ha mMpuMep, cucTeMcka ckilepo3al, 3abonyBarba Ha LpHUOT Apob,
XMB unu nMaat BpogeHu cpuesm 3abonyBarba. Bo MHory peTkum ciyyam, MNMAX Moxe u
[ia ce Hacneau.

Bo nocriegHvBe HekosKy roguHW e HarnpaBeH 3HauyWTesleH Hanpefok BO passu-
BatbeTo Ha HOBM Tepanwuu 3a cripaByBatbe co MAX co uen ga ce ybnaxar cuMnToMu-
Te, [la ce Mofobpy CeKojaHeBHOTO GYHKLIMOHMPaHbe Ha MaLMEHTOT M Aa ce co3page
nopobap KBanuTeT Ha XMBOT. [leHellHWUTe TepanMu UM 0BO3MOXYBAaT Ha MOBEKETO
NauMeHTN [a XX1UBeaT NMoKBasIUTETEH XXUBOT.

MopgetanHn uHbopmaumm 3a MNAX ce poctanHu Ha cnepHuTe Beb cTpaHUuum:
www.phaeurope.orgl www.phassociation.uk.com | www.phassociation.org




BJIMJARMETO HA TTAX HA
CEKOJOHEBHNOT XIBOT:
PE3YNTATV O MEI'YHAPOOHOTO
AHKETHO VMICTPAXYBAE

MefyHapopHaTa aHkeTa cnpoBegeHa Bo 2011 rogunHa, nMalle 3a Luen fa oTKpue noseke
3a HaumHuTe Ha Kow MMAX Bnvjae Bp3 XXMBOTWUTE HA NALUEHTUTE U HUBHUTE HeryBaTenu,
B0 06/1aCTW pa3nnyHm of GU3NYKUTE CUMNTOMM Ha naymeHTuTe. Kako WTo e npukaxaHo
Ha Cnvka 1, aHkeTaTa ondaTy YeTUpu rnaBHU 06aacTu, a KIyYHUTE HAOAM Of UCTUTE Ce
onuLIaHK Nogony.

Cnuka 1: Obnactu ondaTeHn Bo aHKeTaTa

DUN3NYKO
N TIPAKTUYHO COLMIATHO

BJINJAHUE HA NAX
[MOTPEBA

3A UHOOPMALNN



DOU3SNHKO 1
[TPAKTNHHO
BJINMJAHWE HA T1AX

.Jac npezemas MHory o4 3af[0/1KeHujaTa BO
AOMakuHCTBOTO. Jac ru bpuiiam npo3opymre,
YMCTaM CO IPaBOCMYKasKa 1 rotsam, bugejku

JIMLETO 3@ Koe ce rpuxam roseKke He e Bo
MOXHOCT 43 'Yl U3BPLLYBa OBUE 33[0/KeHnja

Herysaren




[puxaTa 3a nauueHT Koj bonenysa op MNAX Moxe aa
noBefe Ao GU3MyKa UCTPOLLEHOCT, MPUTOa BakBaTa
MCTPOLLEHOCT Moxe Aa bupae 3HauuTeNnHo noronema
aKo CTe BO MOOAMMHATU FOAMHU UMM ako U BUe ca-
MWUTe uMMaTe 34paBCTBEHU npobnemMu. AHKeTHOTO
MCTpaXkyBakbe Nnokaka Aeka noBeKke of NnofoBuHaTa
Of, HeryBaTesnMTe YyBCTBYBaaT Aeka rpuxkara 3a na-
LmeHT Kkoj bonenysa of MAX nMa ,MHOry 3HauyajHo”
B/IMjaHWNe BP3 HUBHWOT CEKOjAHEBEH XWBOT; Ha Npw-
Mep, MHOTY o[, HerysaTenuTe ce YyBCTBYBaaT MCLp-
MeHW ce MOoYecTo Kako pesynTaT Ha HWBHaTa [onos-
HWUTeNHa oAroBopHocT. [pubnnxHo efHa nonoBuHa
Of, HeryBaTeNiMTe MMaa 3roJIEMEHW OLrOBOPHOCTU
(Ha npuMep, 3aK0MKeHM|a BO [LOMAKWMHCTBOTO, UK
ofietbe M0 PassMyHM Hapayku), Kou NpeTxogHo bune
CMNpOBeflyBaHu Of, CTPaHa Ha NaLWeHTOT; MHOTYMUHa
o[, HeryeaTenuTe ofirosopuja feka uM e notpebHo fa
bupat fobpo opraHM3MpaHm Leno BpeMe BO TeKOT Ha
neHoT (Cnuka 2). AHKETHOTO UCTpaXkyBakbe UCTO Taka
rokaxa feka peyncv eaHa TpeTrHa of, HeryeaTenuTe
npwvjaswune 3anvparse Ha paboTaTa MM MeHyBarbe Ha
HVMBHUTe paboTHW YCNIOBW Kako pe3ynTaT Ha rpuxarta
3a nauueHT co NAX. OBa nMma ronemo BnnjaHue Bp3

Cnwika 2. >KMBOTHW MPOMeEHM Ha HeryBaTenuTe Kako pesysrar Ha [1AX

Jac rv u3BpLuyBamM noseKeTo 06BPCKM BO AOMAKUHCTBOTO
Hajuecto jac rv 13BpLUyBam ocTaHaTHTe AHEBHYU 0BBPCKM
Cera cym noBeKe BK/ly4eH/a Bo 3afaun kou 6onHmMoT

v M3BpLIyBalle Kora belue 34paB

Ce NoyYecTo ce YyBCTBYBaM UCLPIEHO S

(kako pesynTaT Ha fononHUTENHYU 06BpCKY)

Jac Mopam aa ro oprau3ipam MojoT damunmjapeH

KMBOT CMOPes, HeroBuTe/Hej3nHmTe notpebm ©

Jac Mopam fia 61aam nocTojaHo opraHusvpan/a 33%

(notpebHo e norosniema opraHm13aLyja v NOCTojaHo MiaHyparse)

NpVXoLMTe Ha HeryBaTenuTe, NpuUToa NoBeKe of eAHa
TPeTUHa Of, HeryBaTeNMTe U3BECTYyBaaT feKa AOLUIOo
[0 HaMmanyBakbe Ha HuBHWUTe npuxoan. OuanykoTo
BnujaHue Ha [MAX ucto Taka ce npolumpysa v foBeay-
Ba [10 ryberbe Ha MHTUMHWTE OLHOCK, CO PeUnCH Tpu
YeTBPTVHW Of, HEryBaTenuTe, LUTO 3a NapTHep MMaat
nauueHT boneH og [AX, «kou npujaBune Hamany-
Bakbe Ha cekcyanHuTe opHocu. OBa e rnaBHo nopa-
OV He[0CTaTOKOT Ha MHTepecC 3a CeKC Kaj NaLueHToT
bunejku e aujarHoctuumpat co MAX n cTpaB kaj He-
ryBaTenoT Aa He ja BIOLUK LOMOSIHUTENHO cocTojbaTa
Ha NaLuMeHTOoT.

MNpawarbata 6poj 1, 2, 4 n 5 on anatkata 3a aujanor
Ha cTpaHuua 17-22 ce HaMeHeTV fia BM NMOMOrHaT BO
pasjacHyBaH-eTO Ha CUTyaLMuTe BO Ko b Moxerne aa
nckycute notelukotn. OBa 3a BO3BpaT Ke BU MOMOTHe
[a My fafieTe NpYOpUTET Ha OHA LUTO e BaXKHO 3a Bac
1 Ke BM MOMOTHe Aa r'M HacouWTe MpaBWiIHO BaluwTe
OMCKYCUM CO [aBaTenivTe Ha 3L4paBCTBEHU YCIyry,
YfeHOBWTE Ha CEMEjCTBOTO, OpraHu3auuuTe Ha na-
LIMEHTV 1 ApyruTe pefieBaHTHK cybjekTn (kako wTo ce
couujanHuTe cyx6u 1 NIoKasHUTe CoBeTyBanmLwITa).

3ronemyBareTo Ha Ballata CBeCT 3a T0a Kako
rpuxata 3a naymeHToT koj bonegysa on [1AX
B/Mjae Ha BalMTe CEKOJAHEBHU aKTUBHOCTU
e BaXxHo buzaejku Moxe pa Bu MomMorHe Aa ru
rpoHajaeTe HajcoohBEeTHUTE pecypcu 3a Aa cu
Ja obesbeauTte nogapLUKaTa LITO BU € NoTpebHa.

" YnaTyBatoe Ha npalarbeTo 3 o anatkaTta 3a jujanor Moxe Aa
ce Hajae Ha cTpanuua 19. Mpawaksa 4 1 5 ce HaMmeHeTH caMo 3a
HeryBaTenu Kou ce napTHepu Ha nauueHTn kou 6enepysaart op MAX.

LlenocHwTe pesystatii of aHKETHOTO UCTPaxKyBarbe e [OCTanHu Ha: http://wwwphaeurope.org/projects-activities/pah-patient-and-and-carer-survey/
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COUNIAJTTRO
BJTMJARHWE HA TTAX

,Jac noseke HeMam HUKaKBO xobu bugejku Toa MPaKTUYHoO He
€ U3BOA/INBO [ofeKa CTe HeryBartes ... Herysatesctsoro mu ro
3eMa ceTo Moe BpeMe. LesINOT JeH BU MOMUHYBA MPVXE[KM 3a
naymeHTor.

Herysaren




Kako HeryBaTen, Moxe [a mo4yBCTByBaTe [eka Ba-
LUIMOT CBET Ce HaMmanuil Kako pe3ynTaT Ha ronemuot
Bpoj yacoBwW LITO cera rv MOMUHYBaTe TPUXKE|KN ce
3a Hekoj WwWTo bonepysa o MAX. NMospaTHWTe NHOP-
MaLMKn Of, aHKETHOTO MCTpaXkyBakbe 0TKpMBaaT feka
HeryBaTeniMTe Mos0BMHA Of, CBOETO BPEME ro TpoLaT
rpuxejkn ce 3a nuue Koe bonemysa op MAX, Bo Te-
KOT Ha efleH HopMareH Mecel,. Kako pe3ynTaT Ha Toa,
e[lHa TpeTWHa of, HeryeaTe/sMTe YyBCTBYBaaT [eka
Ce CoLMjanHo U30NNpaHu nnu ncknyyenu a, 61% op,
OBWe HeryBaTesM cMeTaaT feka BakBaTa cocTojba
MMa 3HAYMTESHO BJIMjaHWE BP3 HUBHMWOT CeKojaHe-
BeH xuBoT (Cnuka 3). YyBCTBOTO Ha M30/MpaHOCT e
Haju3pa3eHo Kaj HerysaTeMTe KoW ce rpuxat 3a na-
umneHTH co ngmonatcka MNAX v kaj HeryBaTenu Ko Mo-
pane aa npecraHat fa pabotat unu ga ru npomeHat
conctBeHnTe pabotHu ycnosu. Co ornep Ha Toa WTo
MAX HajuecTo He e ounrnenHa cyfejkv no M3rnenot
Ha MaLMeHTOT, CeMejcTBOTO, MpwujaTennTe W MoLu-
pokaTa 3aefHMLLA YecTo MMaaT MOTELLKOTMM NpW Ha-
nopute aa ru pasbepat npegussuumTe WTo bonecta
m nocTtaByBa. BaksaTa cuTyaumja mncto Taka bele
NOEHTMPMKYBaHa Kako rnaBHa NpuYnHa 3a nojasa Ha
4yBCTBA Ha M30saLMja Kaj HerysaTenure.

Co npenosHaBar-e Ha TakBUTE YyBCTBa, BEKe CTe
Ha naToT KOH pellaBarbe Ha MHOry npatlara. 3a-
MOMHeTe geka Bue He CTe caMmu W [eka noctojat
Jlyre kov BY CTojaT Ha pacrionararbe 1 L{eJI0CHO Be
pa3bupaar Bac v BalLUTe 4yBCTBA U KOU ce TyKa 3a
Aa BY MOMOrHaT v [4a Be MoAApXKar.

MpawareTo 6poj 6 o anaTkaTa 3a fujanor Ha cTpa-
HMLa 23 MOXe [ia BM MOMOTHe [ia Npeno3HaeTe fanu
ce YyBCTBYBaTe COLMjaHO M30/IMPaHW Kako pe3ynTat
Ha BallaTa rpuxa 3a naumveHT koj bonenysa og MAX.

Cnuka 3. YyscTtBaTta v BAnjaHmeTo Ha MNAX Bp3
HeryBaTenuTte

BnvjaHneTo Ha n3onauujata
Ha CeKOjHEBHNOT XNBOT

MHory
i 3HayvajHo
Ce 4yBCTBYBAAT ,.* BMjaHue
n3onupaso ,-*
30%
il
HE s
‘\
Hema
o BNiMjaHue

LlenocHuTe pesynTaTy of, aHKETHOTO UCTPaXKyBatbe ce AOCTarHM Ha:
http://wwwphaeurope.org/projects-activities/pah-patient-and-
and-carer-survey/
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EMOLUVIOHAJTRO
BJIMIJARWE HA T1AX

.Zla ce xuBee Bo 3aeaHnLa co Hekoj koj boneaysa og [1AX e
Kako Aa He 3HaeTe LITo A 0YeKyBaTe. Jac He3HaM Kako Ke ce
passusa bosecra. ”

Herysaten




AHKETHOTO MCTpaxkyBatbe MAEHTUUKYBA MHOry Mo-
3UTUBHM acrneKkTU Ha ynorata Ha HeryeaTtes, npu
wto 92 % op HerysaTenuTe YyBCTByBaaT geka Tue
npuioHecyBaaTt 3a nogobpyBarbe Ha KBaNUTETOT Ha
XKMBOTOT Ha NaLMEHTOT, @ peynucu Be TPETUHUN YyB-
CTBYyBaaT feKka rpuxkarta ru 36amkuna kako bpayHu
napTHepu unu kako cemejcteo. Cenak, MHTepBjyaTa
MCTO Taka OTKpUBAaT fieka HeryBaTeniMTe MMaaT TeH-
JeHUvja fa UM [aBaaT NpUopuTET Ha eMouunTe Ha
NauMeHToOT npef concTeeHuTe. [1Be TpeTWHU of He-
ryBaTenuTe M3jaByBaaT [leKa YecTo UM MHOTY YecTo
ce 3arpuxeHun 3a HUBHUTE BOSTHU POAHUHM, @ peun-
CW efiHa YeTBPTVHA Of, HeryBaTenuTe usjaBuja [Leka
ce YyBCTBYBaaT Mof, CTPEC MpUXejku ce 3a bosHuoT
ufieH Ha ceMejcTBOTO M 0buayBajKkM ce Aa rv ucnos-
HaT NpeocTaHaTuTe ConcTBeHn ogrosopHocTu (Cnvka
4). OBuWe uyBCTBA Ce 3roieMyBaaT co HaMaJslyBakbe Ha
byHKUMOHaNHa Knaca Ha naumeHToT (12% 3a dyHK-
umoHanHa knaca Il po 29 % 3a HeryBaTenu Ha nmua co

dbyHKumoHanHa knaca V).

Cnwka 4. YyBcTBaTa Ha HerysaTenuTe Kora ce rpuxar
3a naumeHT koj boneaysa op MAX (nokaxaru 8o %)

Jac ce nnawam 3a Toa WTO MAHWHATA
MOXe Jia JoHece 3a MojoT 6oneH 31
poaHuHa (126)

Jac ce uyBcTByBaM nog cTpec bugejku
CyM pacTprHat nomery rpuxara 3a

MOjOT BoJIeH pofiHUHA W HamopuTe Aa

i UCMOTHaM cuTe Apyru 06BpckmM KoH
MOETO CeMejCTBO UK npodecroHanHnTe
06Bpcku Ha pabora (124)

Cwmetam peka jac Tpeba fa npaBam
noseke 3a MojoT 6oneH popHuHa (124)

HMKOTALLI PETKO

MpawareTo 6poj 3 o anaTkata 3a fujanor Ha cTpa-
Huua 19 e HaMeHeTo Aa BV MOMOrHe fia 'y naeHTndm-
KyBaTe TakBWUTe YyBCTBa, @ NPUTOA Ke Be NOTTUKHE U
Ke BW MOMOrHe BO LUCKYTMPaHeTo Ha BakBWTE npa-
Warba CO 3ApaBCTBEHWTE NpodecnoHanLy, opraHu-
3alMu1Te Ha NaLMeHTH Kako M CO OHWE KOW BW Ce BaM
Hajbnucku.

McTo Taka Moxe fia oTkpueTe Leka MauMeHToT 3a
KOj Ce rpuxuTe MoKaxkyBa 3HaLM WM YyBCTBa KOW
ce MOBP3aHu Co Aenpecuja, LLITO MOXe Aa ce ucnuta
Ofi CTPaHa Ha 3[paBCTBEHUTE PaboOTHULIM CO KO Haj-
yecTto copaboTyBaTe, UM Aa MHWLMPA ynaTyBake Ha
apyr npodecunoHanel,. Kako HeryBaTen, Bue bu Moxe-
fle Aa 0TCTBapuTe YBUL, BO OBME YyBCTBA HAa YHUKATeH
HauYMH 1 a ce HajoeTe BO no3uuwuja fa ro oxpabpute
MaLMeHTOT fa pa3roBapa 3a oBMe YyBCTBa CO CBOjOT

flekap W Apyr coofiBeTeH 3paBCcTBeH paboTHMK.

Bue moxe ga ru goxunsyBate osue emouun bes fa
bugete yenocHo cBecHu 3a uctute. Bo cekoj cnyyaj,
BaXHO e [a ce pa3r/iefaar eMoTUBHUTE acrekTu 3a
Aa ce gosesete cebe cu Bo nogobpa nosuumja kako
bu Moxerne fa My NoOHyAWUTe COOABETHA Hera Ha rna-
yumeHTOT Koj bonegysa og [TAX.

10 1N

noHekorAw [l yecto [l MHOrY YECTO

(CKOPO CEKOTALL)

LlenocHuTe pesyntatv o4 aHKETHOTO UCTPaXyBakbe Ce AOCTanHw Ha: http://wwwphaeurope.org/projects-activities/pah-patient-and-and-

carer-survey/
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[TOTPEBA 3A
NHOOPMALINI

., Jac KopucTam UHTEPHET 10CTOjaHO, HO MOPaM [a GUATPUPAM MHOTY
04 MHGOPMaLUNTE JOCTANHN Ha MHTEPHET. Jac Tpeba Aa oay4am

Aanu uHPopMaymnTe 4a rv npeHecam Ha Mojata conpyra T.e. 4aJin ce
UCTUTUTE TOYHU U peieBaHTHU.

Herysaten




Kako HeryBaTen Bue nMmaTte notpeba of yHuKaTeH
ceT Ha uHdopMauuu, ocobeHo BO Bpcka CO eMo-
LMOHaNHUTE acnekTu, 3akaxaHuTe nperneam wu
dUHaHCUCKMTE MOCAeAnUM Of rpuxaTa 3a Hekoj
koj 6bonenysa op MAX. MospaTHUTe MHPOpPMaLUK of,
aHKeTHOTO MCTpaXkyBakbe OTKpMBaaT feka Herysa-
TennTe ce MHOTy NnoBeKe MPOAKTUBHU o[, MauueH-
TuTe BO baparbeTo MHbOpPMaLMK, NPY LWITO MHOTY 0f
HWB aKTUBHO BapaaT AONOAHUTENHWU MHbOpMaL UK
0[] pa3/INYHM N3BOPU, KOM NOTOA Ce CrMofesyBaaT co
nauuneHTOT Ha coofBeTeH HaynH. Bo cBojaTa ces-
KYMHOCT aHKeTHOTO MCTpakyBakbe ro ncrakHa dak-
TOT feKa HeryBaTenuTe cakaaT Aa Aobnsaart pefoBs-
HO axxypupatbe Ha cocTojbaTa Ha HUMBHMOT HoseH
POAHWHA, AeTanHu MHbopMauun 3a NekapcTeaTa
1 nHdopmaummn 3a camata bonect. iHdopmaunmnte
nobapaHu of HeryBaTenuTe Ce MHOTY C/MYHU Ha
OHVe WTo rn bapaaT naunMeHTUTE, HO HeryBaTenmTe
bea MHory moBeKe 3auHTepecupaHu 3a fobvBarbe
Ha MHPOpMaLMK 3a CreLnjannucT n LOKTOPK BKIY-
4YeHW BO CMUCTEMOT 3a rpuxa u nekyBare Ha [1AX,
eMOoLMoHaNHWTe Noc/efMLM KON HacTaHyBaaT Kako
pe3ynTaT Ha bonecTa, Kako 1 axypupaHu MHpopMa-
umn (BknydyBajkv pacropef u Len Ha nperneauTe
N PUHAHCUCKM NOCNIeANLMN.

BaxxHo e pa npogomkute ga bugete npoakTMBeH v 4a
ce oxpabpute na robaparte coBeT of cuTe [OCTArHU
opraHusaumy 3a nogapLuka. lokpaj ynorata Ha 34pas-
cTBeHuTe paboTHULM, MOXe a OTKPUETe Jeka opraHu-
3auymnmnTe Ha naymeHTn co [NAX moxaTt fa By obezbenat
KOPUCHU MHPOPMaLmMM 3a MOLUMPOK CrieKTap Ha Temu
M0BP3aHu CO PasnnyHu acnekTu Ha bosecta.

BaxHocTta Ha opraHusaunnTe Ha nauneHTn 3a
Herysartenumte felle McTakHaTa BO aHKETHOTO MC-
TpaXXyBak-€, NPpUTOa HaL ABe TPETUHW 0oL Heryea-
TennTe ce nMmaat NpukKy4yeHo KOH ofpeneHa opra-

HM3aumnja Ha nauneHTn, a efeH o4 4YeTBopuua ce
AKTUBHW YJ1eHOBMW.

Kako HerysaTten Ke yTBpAuTe fleka MeHaMparero
co [TAX e KOHTUHYMpPaH 1 KOMMIEKCEH MPOoLeC, LLUTO
3Hayu fgeka Moxebu Ke Tpeba noctojaHo ga bapare

nmcMeHn nHpopmaumn.

Mpawareto 6poj 7 on anatkata 3a Aujanor Ha
CTpaHMua 24 BKyYyBa NICTA Ha PasiUYHK TeMwU
3a Kou Moxebun bu cakane ga pobusate nHpopma-
ummn. Kako HerysaTten Bue He Tpeba ga ce nnawwmTte
WK Aa ce cpaMuTe fia ce HaBpakaTe Ha O0Baa Jinc-
Ta, TOSIKY 4ecTo KOJKy LTo e notpebHo 3aefHo co
3ApaBCTBEHMOT paboTHUK KOj e OAroBOpeH 3a na-
LMEHTOT MM CO opraHn3aumjaTa Ha naumeHTu.
Cera, Kora Beke UMaBTe MOXHOCT fia Hay4yuTe mo-
BeKe 3a B/IMjaHUETO Ha rPUXKeHeTO 3a MaLUeHT co
[TAX Bp3 ceKkojAHEBHNOT XMBOT Ha Apyrv HerysaTe-
nn, Hne Be oxpabpyBaMe Aa NpofoKUTE @ YnTaTe
M NoHaTaMy ¥ Aa rM UCKOPUCTUTE npallarbaTa of
anaTkaTa 3a gujanor. OBaa anaTka Ke BU MOMOTHe
[a pasjacHuTe ofpefeHu npallaka 1 eMoLnn Kou
Kora ce UrHopvpaaT MoXaT Aa NpuAoHecaT KoH A0-
MOSHUTESTHO KOMMNNINLMPaHe Ha NOTELLIKOTUMTE KOU
ce o4yeKyBaHW MpW [aBake Hera Ha NauUMeHT Koj
6onepysa op MNAX. Ce HafeBaMe feka oBaa anatka
3a Avjanor ke Be oxpabpu fa XvBeeTe UCMONHET
XXVBOT JofeKa ce rpuxuTe 3a Hekoj Ba 6an30K u
cakaH koj bonepnysa of, MAX.
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AJIATKA SA
OVJAJI0I 3A
HEIYBATEJIN

MHCTPYKUUU

Llenta Ha anaTtkaTta 3a fujanor e Aa BW MOMOrHe Aa rM eBeHAUTUPaTe CBOWUTE MUCIU U
UyBCTBa Ha HaYMH KOj Ke B/ OBO3MOXWM fAa Ce HaBpaKaTe Ha WCTUTe BO PETPOCMEKTMBA U
noToa fa MoxeTe [ia I'M AUCKYTUpaTe CO JleKapuTe, Co APYru NpodecrnoHanl, PogHUHW,
USIeHOBW Ha MepCcoHanoT Ha BalllaTa OpraHu3aLmja Ha NauMeHT! 1 Moxebu, co nLeTo Koe
6onepyBa of [MAX 3a KOro Bue ce rpmxure.

Hema To4HM unn norpewHn oAroBopu 1 o4 Bac He ce 6apa Aa rv oarosopute cute npa-
Wwama. Ako BM Tpe6a nay3a BO TEKOT Ha 0f4roBapaHeTo Ha NpallajsHUKOT, Toratl cnobonHo
nckopucrete ja M npofosikeTe NOBTOPHO Kora Ke ce 4ycTByBaTe NOAIOTBEHWU.

Moxebu ke cakaTe fia ja noHeceTe co cebe KoMmneTMpaHaTa anatka 3a Aujasor Kora cTe
BO MOCETa Ha NaTPOHAXXHW CECTPU, AOKTOPU MW Ha BallaTa OpraHu3aLumja Ha NauueHTy,
3a [ia BM MOMOTHe CO BalUWUTe JUCKYCUM.




N1. BHUMABAJ HA NPOMEHUTE BO COMCTBEHUOT CEKOJAHEBEH XXMBOT LUTO KE HACTAHAT M0
BOCMOCTABYBAHETO HA AUJATHO3ATA HA NMAX 3A JIMLIETO 3A KOE BUE CE TrPMXXUTE.
Be MonuMe o3HauyeTe ru KBagpaTynmaTta Kou ce peJsieBaHTHU 3a Bac.

bunejkn Baiweto uckycTao Bo oBue paboTy Moxe [4a Ce NPOMEHM, HUE BU MPeropayvysame 4a
MPOLOTIKITE CO OLEHYBAME 1 BUAEHTUPAE Ha HAYUHUTE HA Kou bosecta Bimjae Ha Bac [co
KOPUCTEH€ Ha HOBA KOrMuja 04 anaTtkara 3a Aujasnor).

OATYM HA KOMIMTETUPAHSE:

AKTUBHOCTU /
ACNEKTW HA BALLUOT XXUBOT

HUKOTALL

PETKO

MOHEKOrALL

YECTO

MHOry
YECTO

Nmam r|0Tpe6a Aa HanpaBaM NpoMeHun BO

MOJOT CEKOJAHEBEH XNBOT

Jac cym noseke BK/Iy4YeH BO U3BpLIyBatbe
Ha 3af0/XeHujaTa BO AOMaKUMHCTBOTO

/ ofam no Hapauku 1 Habaeka Ha
HUMUPHULM

Jac cyM noBeKe BK/ly4eH BO rpuxaTa 3a
HaweTo aete / geua (pokonky rv uma)

Jac cym noseke opranusvpat / ro
fpeB3emMam nnaHupareTo Ha HeroBMOT
WM HEJ3WHNOT CEeKOjAHEBEH XMBOT

/ BKy4YeH CyM BO 3a[ja4v LWTO MOjoT
POAHVHA NPETXOAHO MV N3BpLLYyBaLle
CaMOoCTOjHO

[0 nnaHvWpam HaWKMOT ceMeeH XMBOT
oKoJly HerosuTe / Hej3nHNTe noTpebn

Ce UyBCTBYBaM MCLIPMEH Ce NoYecTo
(nopaay 3BpLIYBarbETO Ha AOMOAHUTEHM
04roBopHOCTY)

Jac cyM BKyyeH Bo agMuHUCTpaLvjaTa Ha
nekosw 3a MAX

[pyro, Be MonMe HaBefeTe NOKOHKPETHO:

|

oo o o

KopwicTeTe ro 080j NpocTop 3a AONONHUTENHN KOMEHTapK

|

oo o o

|

oo o o

|

oo o o

|

|

oo o o

* AKko He 3HaeTe Aann nMate npuctan 4o Hekou of npegnoxeHunTe HpO¢eCMOHaﬂHa nomou, 360pyBajTe CO BaWMoOT ceMeeH
neKap nan onwT nekap [Oﬂ] 3a T0a KOJ MOXe fa GM,D,E CO0ABETHO NINLe fia pa3roBapaTe.

[okonky cMeTaTe fieka
CTe Hanpasuie NPOMeHw

BO BaLLMOT CEKOjAHEBEH
XWBOT, CO KOro CMeTaTe
neka bu cakane ga
pasroBapate 3a 0Ba?
Hekosky ogrosopu moxe
Aa ce npuMeHar; se
MosMe BKIydeTe ru cute
OHMe wTo cMeTare feka
ce peneBaHTHU

0 MAX cneupjanuct

0 Opyru cneumnjanmctu

0 Cemeen nekap / CJ1

0 CosetHuik /
MegauumHcka cecTpa

0 Opranusaumja Ha
nauyeHT

0 Apyrv naunenHTn co MAX

0 Baww 6anckn /
KusoTeH napTHep

0 Cemejcrsoro /
Mpujatenwe

0 Opyru Herysatenn

0 Lpyrv BraydyBajKku :

0 He e noTpebHo /
HEOMX0AHO | 17
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N2. AAJTN BALLATA CMOCOBHOCT 3A PABOTA TPMNU HETATUBHO BJIMJAHUE 0 MOMEHTOT KOl'A MY
BELLE BOCIMOCTABEHA AUJATHO3ATA 3A MNAX HA JIMLLETO 3A KOE CE FrPUXXUTE?

[loBTOPHO, byAEjKM BaLLETO UCKYCTBO BO 0Bue paboTii MOXe [4a Ce MPOMEHU, HUe BU NPernopadqy-
Bame 4a PofoSIXKUTE CO OLeHYBarbe U eBUAEHTUPArLE Ha HAYUHUTE Ha Kov bosiecTa B/njae Ha
Bac [co kopucTerse Ha HOBa Komuja o4 anatkara 3a gujanor).

JATYM HA KOMIITETUPARSE:

[okonky oaroopoT e
[la, CO KOro cMeTaTe
neka bu cakane ga
pasrosapare 3a oBa?
Hexkonky ogrosopu
Moxe fa ce
pumMeHarT; se
MOsIUME BKIyYeTE

v cuTe OHUE LITO
cmerTare feka ce
peneBaHTHU

0 NAX cneumnjanuct

0 Opyru cneunjanuctm

[ Cemeet nekap / CJ1

0 CoseTHuik /
MepnumHcka cecTpa

0 OpraHuzaupija Ha
naumeHTy

0 pyrn naumextn
co [1AX

0 Baww 6nanckn /
KunsoTeH naptHep

0 Cemejctsoro /
Mpujatennte

0 [pyru Herysatenu
0 Apyrvi BkAydyBajku :

0 He e noTpebHo /
HEOMXoAHO

BE MOJIUME O3HAYETE ' OHU NMOJINHbA
BJINJAHUE BP3 BALUATA CNTOCOBHOCT 3A PABOTA LUTO CMETATE AEKA CE PENEBAHTHU

He e penesaHTHO buaejku jac He paboTeB npef nvMueTo
3a Koe ce rpvxam fa buge aunjarHoctuumpano co MAX

[a, uenocHo O

[a, nenymro O

He, Ho monTe ycnosu 3a pabota / pabotara ce 0

npoMexuja

He g
O

KopucteTe ro 0Boj npocTop 3a AONOAHUTENHN KOMEHTapK

* Ako He 3HaeTe ganu MMate NpucTan A0 HeKoW ofy NpeAnoxXeHnTe NpodpecroHanHa nomoul, 3bopysajte co BaLIMOT CeMeeH
nekap vau onwt nekap (0J1) 3a Toa Koj Moxe Aa bude coofBeTHO NuLe Aa pasroBapare.



N3. IYFETO KOU CE FPUXKAT 3A IPYI0 JIMLLE YECTO YYBCTBYBAAT 0OJIEM EP0J HA EMOLIUN. BO

NOCNEAHUOT MECEL,, AAJIU NCKYCUBTE HEKOJA oA CJIEAHUBE EMOLIUA?

OATYM HA KOMIMTETUPAHSE:

EMOLUU HUKOrALL  PETKO MOHEKOrAW  YECTO

MHoOry
YECTO

Ce uyBcTBYBaM nog cTpec bugejku

CyM pacTprHat nomery rpuxara 3a

M0joT BosleH pofHMHa U HanopuTe 0O 0O O 0O 0O
Ja M UCNonHaM cute Apyru

06BPCKM KOH MOETO CemMejcTBO Un

npodpecnorantute 0bBpcku Ha pabota

YyBcTBYBaM fieka MojoT POAHUHA

Bapa noseke NOMOLL OTKOJKY LUTO

HeMy nnu Hejse my/u e notpebHa / Jac O O O O O

4yBCTBYBaM [fieka MOJOT pPOAHMHa e
MPpeMHOry 3aBnceH of MeHe

Ce uyBcTBYBaM Taka bugejkn nopaau

BPEMeTO Koe ro MUHyBaM CO MojoT
POAHWHA, jac HeMaM [0BOJIHO BpeMe O O O O O
3a cebe
Ce yyBcTBYBaaT NyT / HAaNHaT Kora cyMm
yeerey y y O O O O O

0KONNy MOjOT POfiHUHA

YyBCTBYBaM fieka MojoT POAHVHA
HeraTMBHO BNMjae Ha MOJOT OLHOC

CO ApYruTe YNEHOBW Ha CeMejCTBOTO

wnu npujatenute / YyscTeyBam feka 0 0 0 0 0
rpvxata 3a MojOT POAHVHa MK OCTaBa

nomasky BpeMe LWTO MoxaM Aa ro

NOMUHaM CO MoWTe Aela AW BHyLM

(mokosky umate fleua unm sHyum)

Ce nnawam 3a T0a WTO MOHNHaTa HoCKn D D D D D

3a MOjOT POAHMHA
UyBCTBYBaM fieka MoeTo 3pasje

TPNY HeraTMBHU NocaeAnLM Nopaan O O O O O
rPUXKEHETO 3@ MOJOT POLHMHA

* AKko He 3HaeTe Aann nMate npuctan 4o Hekou of npegnoxeHunTe HpO¢eCMOHaﬂHa nomou, 360pyBajTe CO BaWMoOT ceMeeH
neKap nan onwT nekap [Oﬂ] 3a T0a KOJ MOXe fa GM,D,E CO0ABETHO NINLe fia pa3roBapaTe.

[okonky cTe nckycune

Hekoja Of, 0BME eMoLK,
co Koro cMeTaTe feka bu
cakasne fja pasrosapare
33 oBa?

Hexonky oarosopmn
MOXe 4a ce PUMeHarT;
BE MOJIUME BKJYYETE I
cuTe OHMe LWTo cMeTare
21eKka ce pesneBaHTH!

0 NAX cneumnjanmct

0 Apyrv cneuunjanuctv

0 Cemeet nexap / CJ1

0 CosetHuik /
MepauumHcka cectpa

0 OpraHuzaupija Ha
naumueHTn

0 Apyrv nauyenTn co MAX

0 Baww 6nanckn /
KviBoTeH napTHep

0 Cemejctsoto /
Mpujatennte

0 Opyru verysatenu

0 Apyrvi BknydyBajku :

[ He e noTpebHo /
HEOMXOAHO

[ 19
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EMOLLMM

HUKOTALL

PETKO

MOHEKOTALL

YECTO

MHOry
YECTO

YyBCTBYBaM fieka jac HeMaM OHOJKY
NpWUBATHOCT KOJIKY LUTO b1 cakan,

nopajm MojoT poAHMHa

L‘{\/BCTByBaM JeKa HeMa fa MOoXaM aa

Ce rpu>xam 3a MoJoT pofHVHa yLTe
MHOry nonro

YyBcTBYBaM feka ja 3arybus
KOHTpOJ/1aTa Haf, MOjoT XMBOT 0f
MOMEHTOT Kora belle oTkpueHa

Bonecta kaj M0joT pofHMHa

By cakan efHOCTaBHO Aa MOXaM fAa
My ja MpenyLiTam rpuxara 3a MojoT
poAHuWHa Ha Hekoj apyr / YyscTByBam
fleka HemaM apyr u3bop oceeH fJa ce
rpyxam 3a MojOT POJHMHA

Ce uyBCTBYBaM HeCHrypeH 3a Toa LUTO
Tpeba fa HanpaBaM 3a MOjOT POAHMHA

Mwucnam peka Tpeba fa npaBam
noseke 3a MojoT poaHuHa / Ce
4yBCTBYBaM BMHOBEH buaejku Tpeba
[la npaBaM noseke 3a M0jOT poJHUHa
/ YyscTsyBam feka bu Moxen aa

HanpaBsaM noBeKe BO rpuxata 3a MojoT

poaHwnHa

KopucTeTe ro 0Boj NpocTop 3a A0MONHUTENHN KOMEHTapH

|

|

|

* AKo He 3HaeTe Aanu MMaTe NpUCTan A0 HEKOM of MpeasoxeHuTe npodecroHanHa noMoul, 36o0pysajTe Co BaWKOT cemMeeH
nekap vau onwt nekap (0J1) 3a Toa Koj Moxe Aa bude coofBeTHO NuLe Aa pasroBapare.



HACTAHA 11 CEBKYMNMHO HAMAJTYBAHE HA BALUUTE CEKCYAJIHU OAHOCWU, OTKOI'A MY BELLIE BOC-

MOCTABEHA AUJATHO3ATA 3A MNAX HA JINLLIETO KOE CE FrPMOKUTE?

OATYM HA KOMIMTETUPAHSE:

EJIEH OIr0OBOP
T OpeTe Ha npaluarbe 6poj 46 - [146. Moxebu Ke cakaTe fa pasroapaTe 3a 0Ba CO
O P sawwvor cneunjanuct 3a MAX unu gpyr MeanumHckn npodecroranell,.
He O P> Opete Ha npawarse 6poj 5 - M5.
MpeTnoynTam aa He )
ro o4roBopam oBa O P> Opete Ha npawarse 6poj 5 - M5.

npatwame

e LUTO MUCJIUTE OEKA CE NPUHNHUTE 3A OBA?

[Toseke Of4roBopi ce MOXHH. Be monume M35€/)€7'€ CUuTe Ko cmerare
AeKa ce pejsieBaHTHH.

OATYM HA KOMIMJIETUPAHSGE:

MOXXHU MPUYUHU DA HE
MojoT napTHep nMa HUCKa CaMoMoYuT / HeraTUBHa CAMKa 3@ CBOETO Teso O O
Ce nnatwam feka ke ro pasbonam noseke MojoT napTHep O O
Toj / Taa dr3MYKkM He e BO MOXHOCT nopagu MAX O O
3arybvB nHTepec o4 MOMEHTOT Ha NoCTaByBarbe Ha AvjarHosata 3a [MAX O O
MojoT napTHep v3rybu nHTEepec of MOMEHTOT Kora Ao3Ha Aeka iMa [MAX O O
Ce nnawam og 6peMeHocT O O
MpWcycTBO Ha efHO UK NoBeKe Cepuro3Hu 3abonyBarba UK coctojbm O O

nokpaj MAX

):prro, Be MOoJIMMe HaBefeTe NMOKOHKPEeTHO:

KopucTeTe ro 0Boj NpocTop 3a AONOAHUTEHW KOMEHTapu

[okonky orosopot e Aa,
€O KOro cMmeTaTe Aeka bu
cakane fa pasrosapare 3a
oBa? Hekonky ogrosopu
MoOXe fa ce npuMeHaTt; Be
MOJIIMe BKJydeTe i cuTe
OHMe LITo cMeTate Jeka ce
penesaHTHu

0 NAX cneymnjanuct

0 Opyru cneumnjanuctu

0 Cemeer nekap / CJl

0 CoseTHuk /
MeavuuHcka cecTpa

0 OpraHusauuja Ha
nauneHTy

0 Apyru naunenTn co MAX

0 Bawwu 6avcku /
XKusoTeH naptHep

0 CemejcTeoTo /
Mpujatennte

0 Opyru verysatenn

0 Opyru BkaydyBajku :

0 He e noTpebHo /
HeonxoaHo

* AKko He 3HaeTe Aann nMate npuctan 4o Hekou of npegnoxeHunTe HpO¢eCMOHaﬂHa nomou, 360pyBajTe CO BaWMoOT ceMeeH
neKap nan onwT nekap [Oﬂ] 3a T0a KOJ MOXe fa 614,‘],8 CO0ABETHO NINLe fia pa3roBapaTe.
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ns. A4AJIU CTE AOXXUBEAJIE NMPOMEHA BO HUBOTO HA UHTUMHOCT CO BALLUMOT NAPTHEP, 0f, MO-

MEHTOT KOrA T0J BELWWE ANJATHOCTULIMPAH CO MAX?

OATYM HA KOMIJTETUPAHSE:

[okonky oaroopoT e
[la, CO KOro cMeTaTe
neka bu cakane ga
pasrosapare 3a oBa?
Hexkonky ogrosopu
Moxe [a ce
pumMeHarT; se
MOsIUME BKIyYeTE

v cuTe OHUE LITO
cmerTare feka ce
peneBaHTHU

0 NAX cneumnjanuct

0 Opyru cneunjanuctm

[ Cemeet nekap / CJ1

0 CoseTHuik /
MepnumHcka cecTpa

0 OpraHuzaupija Ha
naumeHTy

0 pyrn naumextn
co [1AX

0 Baww 6nanckn /
KunsoTeH naptHep

0 Cemejctsoro /
Mpujatennte

0 [pyru Herysatenu
0 Apyrvi BkAydyBajku :

0 He e noTpebHo /
HEOMXoAHO

WHTUMHOCT

Ce uyBcTBYBaM nomasky 6a1M30K o MOJOT NapTHep
Ce obupysam [a ja nokaxam MojaTa JbyboB 1 Ha ApYrv Ha4YMHK

Ce uyBCTBYBaM Kako MojoT NapTHep Aa Me r1eda noseke Kako Herysates
OTKOJIKY KaKko Jby60BHUK

He cyM 3arpukeH 3a HamManyBaHeTO Ha CeKCyasHWTe 0LHOCK U UMaMe
pa3rosapaHO Ha oBaa TeMa

Jac bu cakan ga ce HajoaT pasnMYHM HAUYMHM 3a NoKaxyBakse Jbybos
(6akHyBatbe, MunyBatbe, UTH)

J],pyro, Be MOJIMMe HaBefeTe NOKOHKPEeTHO:

KopucTeTe ro 0oBoj npocTop 3a AOMOAHUTENHN KOMEHTapK

OO0 ooo¥

O 0 ooOogdas

* Ako He 3HaeTe ganu MMate NpucTan A0 HeKoW ofy NpeAnoxXeHnTe NpodpecroHanHa nomoul, 3bopysajte co BaLIMOT CeMeeH
nekap vau onwt nekap (0J1) 3a Toa Koj Moxe Aa bude coofBeTHO NuLe Aa pasroBapare.



né. AAJIU CTE CE NOYYBCTBYBAJIE U30JIMPAHU BO TEKOT HA FrPUXKATA 3A JIMLEE AUJATHOCTU-
LIMPAHO CO PAH? AKO E TAKA, 0BOJ AiEJ1 KE BU MOMOIHE LA CE ®OKYCUPATE HA MPUYUHUTE.

ﬂé’ rnoBTopLrIMe, /7067'0/.5/-/07'0 criefjerbe Ha oBue H4yBCTBa MOXe Aa MoMOrHe BO CcripedyBarbero

ucrite 4a nie3ar Hg4Bop 04 Balla KOHTPO/Ia.

JOATYM HA KOMIMJIETUPARSGE:

NMPUYUHU 3A NOJABA HA HYBCTBA HA
U30JINPAHOCT

Hepocrtatok Ha pa3bupatbe Ha bonecTa of,
CTpaHa Ha NLEeTOo 3a KOe Ce rpuxam 1 Koe
nma MAX

Hepocratok Ha pa3bupatbe Ha bonecTa
0f, CTpaHa Ha MowTe / HawwoT npujaten /
konerun / cemejcTso / feua / BHyum

HepocTatok Ha pasbuparse Ha bonecta
0/} CTpaHa Ha NoLMPOKOTO OMNLITECTBO /

3aeAHuLaTa BO KOja XMBeam

HeJO0CTaToK Ha eMmaTuja / couyBCTBO Of Moja
cTpaHa 3a cocTojbaTa Ha [MAX npucyTHa Kaj
MOjOT POAHMHE

3a MeHe e Tewko Aa ro cnogenam moeto /
HalleTo 1CKYCTBO CO ApYry

3a MeHe e Tewko Aa ro cnogenam moeto /
HaLWEeTo NCKYCTBO CO creymjanuctv 3a MAX/
MeAULMHCKN CecTpu

3a MeHe e TeLko fja ce n3pasam ed)l/lKaCHO n
Ha npaBuieH Ha4yuH

®akToT WTo oBaa bonect He e "Buanmnsa”
logHocHo, du3anukm 3abenexnvea 3a
apyrute)

Bonecra yecTo ce nomeluysa co eAHOCTaBHa
xunepTeHsnja

,[I,pyro, Be MONMMe HaBefeTe NOKOHKPEeTHO:

HUKOTALL

o oo o o o

|

PETKO

o oo o o o

|

MOHEKOrALU

o oo o o o

|

YECTO

o oo o o o

|

MHoOry
YECTO

|

|

o oo o o o

|

* AKko He 3HaeTe Aann nMate npuctan 4o Hekou of npegnoxeHunTe HpO¢eCMOHaﬂHa nomou, 360pyBajTe CO BaWMoOT ceMeeH
neKap nan onwT nekap [Oﬂ] 3a T0a KOJ MOXe fa GM,D,E CO0ABETHO NINLe fia pa3roBapaTe.

[lokonky oprosopoT e
[1a, CO KOro cMeTaTe
neka bu cakane

[la pasrosapare

3a oBa? Hekosky
0AroBopy Moxe Ja ce
rpuMeHar; e Moime
BKIIyYeTe V1 CuTe
OHUe 1wTo cMeTare
J1eKka ce peseBaHTHM

0 NAX cneumnjanuct

0 Apyrv cneunjanuctvt

[ CemeeH nexap / CIl

0 CoseTHuk /
MepnumHcka cectpa

0 OpraHunsaupja Ha

nauyieHTv

0 Opyrv naumentn

co [NAX

[ Baww 6avicku /
KunoTeH naptHep

[ Cemejcrsoto /
[Mpujatenwte

0 Opyrv HeryBaTenu

0 [pyru BrydyBajku :

[ He e notpebHo /
HeOMXoAHO
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M7. 3A KO TEMU 61 CAKAJIE JA BOBUETE NOBEKE UHOOPMALUU?

OATYM HA KOMITJTETUPAHSE:

[okonky oaroopoT e
[la, CO KOro cMeTaTe
neka bu cakane ga
pasrosapare 3a oBa?
Hexkonky ogrosopu
Moxe fa ce
pumMeHarT; se
MOsIUME BKIyYeTE

v cuTe OHUE LITO
cmerTare feka ce
peneBaHTHU

0 MAX cneupujanmct

0 Opyru cneunjanuctm

[ Cemeet nekap / CJ1

0 CoseTHuik /
MepnumHcka cecTpa

0 OpraHuzaupija Ha
naumeHTy

0 pyrn naumextn
co [NAX

0 Baww 6nanckn /
KunsoTeH naptHep

0 Cemejctsoro /
Mpujatennte
0 [pyru Herysatenu

0 Opyru BrnydyBajku :

0 He e noTpebHo /
HEOMXoAHO

TEMMW 3A KOU CE NPUBABYBAAT LLONOJIHUTEJIHU
WHOOPMALIUN
Bonecra (cmntomn, nportosal

CneumnjanucT v AOKTOPU KOW ce BKJYYeHM BO rpuxara 8o
Bpcka co MMAX

Onuuu 3a TpeTMaHu / NekoBM KoW ce KopucTaT 3a Tepanuja
Ha MAX

HOCT-TepaHeBTCKM KOHCynTaynn, BKNy4YUTENHO N HUBHNOT
pacnopen n uenta Ha nctute

banaHcuparbe Ha paboTtaTa 1 MojaTa ynora Kako Herysates
®uHaHcuckn nocneanum og bonecta

AAMUHWCTPaTUBHY nocneanumTe of bonecta (nobapysatba
3a UHBaANVAUTET, OCUTYpyBakbe, FPAHTOBYM 3a NaTyBarba Ha
3aKaxaHu bosHWYKM nperneam)

MeHyBatbe Ha ynorute Bo paMkuTe Ha cemejcTBOTO / nomery
napTHepuTe

[enpecuja, pu3anK o4 aHKCMO3HOCT W APYrU EMOTUBHM
nocneanum.

MOoXHM MoCAeANUM Of CEKCYaHW OAHOCH

ﬂaT\/BaH:a [I'IpaKTVIHHI/I COBEeTU Kako [ia ce Harnpasu
naTyBakeTo BOBMO)KHO]

CBefowTBa 1 NprkasHu Ha nNauneHToT
KoHTakT Ha OpraHusauujata Ha lNaumeHTu

J],pyro, BE MONMMe HaBefeTe NOKOHKPEeTHO:

KopucTeTe ro 0Boj NpocTop 3a JOMNONHUTENHU KOMEHTapU

OA,
CETA

|

ooooo o o ooo o

n
n

0

IA, B
OOLHEXEH
EPMO[

|

ooooo o oooo oo

T
m

ooooo o oooo o oo

* Ako He 3HaeTe ganu MMate NpucTan A0 HeKoW ofy NpeAnoxXeHnTe NpodpecroHanHa nomoul, 3bopysajte co BaLIMOT CeMeeH
nekap vau onwt nekap (0J1) 3a Toa Koj Moxe Aa bude coofBeTHO NuLe Aa pasroBapare.



BEJIELLIKW

Be MonnMe kopwcTeTe ro oBOj fien 3a a M 3anuileTe CUTe YyBCTBA, Npallakba
MW TEMU LLITO Be MHTepecupaaT unm 3arpuxysaat. Konky nocneumouunm ke bum-
[leTe 3a [leTanuTe okony onpefefieH HacTaH of UHTepec 3a bonecTa v ycnosuTe
KOW ro Npuapy>yBaar, ToNKy NorojieMa € BepojaTHOCTa ieKka iekapuTe, npujaTte-
NUTe 1 ceMejCcTBOTO Ke bugat Bo nogobpa nosuumja fa BM NoMorHar.

Be MonuMe 3anoMHeTe Aeka BallaTa acouujauuja Ha nauueHTun co MNX e ce-
Koraw goctanHa 3a a BM NOMOrHe U ga Bu page nopgapuka. NMAX He e pobpo
nosHaTta 6onecrt v 3aToa NaUMeHTUTE U HUBHUTE HeryBaTe/Nn ce cyaupaar co
MHOry npeauMsBULIM 32 KOW ONLUTaTa nonynauuja He e cBecHa. 3aToa, bupete
HacTojuMBM Bo Gapar-eTo Ha OArOBOPM Ha NpallakbaTa U TEeMUTE KOM Te 3acera-
aTt. bupete akTMBHM Bo 6apakeTo NOMOLU U pelueHkuja.

3anoMHeTe feKa BMe He CTe CaMU W MOCTojaT MHOrY Jiyie KO )XuBeaT 3af0-
BOJIYBaYKM XXMBOTU AofAeKa ce rpukat 3a naumeHt co MAX. U Bue ro moxxete
ucroto!
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PHA EURDPE /# . ACTELION

European pulmonary hypertension association

www.phaeurope.org www.actelion.com
Acoupjanuia 2a My sonaina Xudcpis

Moweniz T ayc

AfTX

Moweniz Ty P.MakeAosuja

www.phm tplus.com.mk

MefyHapogiHaTa AHKeTa 3a 3a NaLMEHTVN 1 HeryBaTenu e pa3BueHa noj HaNnexHoCT Ha YnpasH1oT Oa6op, coctaseH o ekcnepTy of obnacta Ha MAX 1 NpeTCTaBHNLIW Ha OpraH13aLum Ha
nauveHT 6onHn og MAX. U3paboTkaTa e cnoHsopupaHa oa Aktenvor ®apmaueytukanc Jita. Wsajuapuja.
Osaa anaTka 3a Aujanor Ha HeryBaTenu e cosfjafeHa o MAX EBpona 1 e cnoH3opuvpaHa o HeorpaHuyeH rpaHT oa AktenvoH ®apmateytukanc J1Ta. Wsajuapuja.
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