LA CE XMBEE CO T1AX:
AJTATKA SA ANJAJ10
SA TTALNERTW



2

COPYKMHA

BOBELLYBAHE HA AJIATKA 3A PASBUBASE JUJAJIOT 3A MAUMUEHTMU........corveriieieias 3
NYJMOHAJIHA APTEPUCKA XUNMEPTEH3MUJA [MAX)...ccomimrmrmrmrnrnssssssassssssssssssssssssessesas 4
BJINJAHUETO HA NAX BP3 CEKOJAHEBHUOT >KUBOT:

PE3YATATU 0, MEI'YHAPOAHOTO AHKETHO UCTPAXKYBAMDE ......cvveurernsresresssessesnssesnenns 5
®U31YKo 1 NPAKTUUHO BAMJAHME Ha TTAX Lo 6
COUMJAITHO BIAMJAHNE HA TTAX Lo 8
EMoUMOHanHO BAMJaHNE HA TTAX Lo 10
[10TPEO@ 38 MHPOPMBLMM .o 12
AJIATKA 3A PASBUBAE AUJAJIOT 3A MALMEHTU: UHCTPYKLUMHUMN............cerirreen, 14
AJIATKA 3A PASBUBAE OUJAJIOT 3A MALUEHTU: MPALLAMDA..........conereee e 15
M1. Banjanue Ha MAX Ha akTUBHOCTUTE/ACNEKTUTE Of, BALIMOT KMBOT .o 15
2. Bnnjanue Ha NAX Bp3 BawwaTa paboTa, Mo ANjarHOCTULMPAFETO . oueeiiiiieeieiieieeeie e 16
[13. HYBCTBOTO HA MBOMUPAHOCT. ...ttt ettt 17
4. Banjanune Ha NAX Ha eMoumoHanHaTa LOOPOCOCTOJ0@ .. .ocviviiiiiiiiiiiei e 18
[15. BalwmTe eMOUMOHAMHU MOTPEDM ..ottt 19
] =8 1] = ] 20



[TPETCTABYBAFSE HA
AJTATKATA SA ANJAJI0
SA TTALUVEHTW

Pesyntatute of, eqHO HeofaMHELLUHO MefyHapoAHO WMCTpaxyBarbe ro mopobpuja
HalleTo pa3bupatbe 3a MHOMY Of, CEKOjAHEBHUTE NMPEAU3BULIM CO KOW Ce CooYyBaaT
HeryBaTesiMTe Ha mauuMeHTV co nysMoHanHa aptepucka xuneprensuja (MAX). CosHa-
HUWjaTa [aBaaT KOPUCHW COBETU 3a MAaLMEHTUTE, HUBHWUTE CEMEjCTBA W HeryBaTenu,
KaKo 1 3a 3apy>KeHujaTa Ha NaLMeHTH, Kako WTo e noTpebata 3a MHTepAnCLMNAVHE-
PEH TMMCKM NpUCTan Npw LWTo NpodecnoHanLy of, pasfiniHu cneuujanHocTi paborar
3ae[HO Ha pelUaBakb€ Ha cuTe NOTpebu Ha naumeHTUTe U HerysaTenute. Hue, ucto
Taka, 3aKkiyyMBMe Aeka HeryeatenuTe (MHoOry pasHoBWAHa rpyma Koja rv BkiydvyBa
napTHepuTe, POAUTENNTE, BO3pacHUTE Aela, Gpakata u cectpute u npujatenute) bu
MO>ene @ MMaaT KOPUCT of, efiHa TakBa afaTka Koja Ke MM NoMorHe Bo naeHTuduKa-
LmjaTa Ha NpobnemMuTe UK eMoLMKTe KoW NPeAn3BUKYBaaT 3arpUXKEHOCT, MOYHYBa)-
4n o, MErYYOBEYKUTE OFHOCH Ma Ce A0 OMLUTECTBEHUTE UHTEPAKLMW.

Anatkara 3a pasBuBaH-€e Aujanor 3a HeryBaTenu* e HaMeHeTa 3a Ja BU NOMOrHe
BO eBUAEHTUPAHETO, MOjaCHYBaHETO U CMIPaBYBaH-ETO CO FpyKaTa 3a NaLMeHTUTe Co
MAX v BAnjaHMeTO Ha rpuxxaTa Bp3 BalUuMTe eMolLuu, LenokynHata bnarococtojba u
CeKOjAHEBHMWOT XMBOT. AnatkaTa Ke B OBO3MOXW [a v JOKYMEHTUpaTe CBOUTE MU-
CIW, YyBCTBA W FPVXKM Ha CTPYKTYPMPaH HauMH, LUTO MOHaTaMy MOXE [1a MOMOrHe fa ce
doKycupaat AUCKyCUmTe Co lekapuTe, CEMe|CTBOTO, MpUjaTeNnTe 1 0CTaHaTUTE, Kako
v fa ja pobueTe emoLoHanHaTa nogAapLuka notpebHa 3a aa ce cnpasuTe co bonecta
Ha maumeHToT. AnaTkata 3a pa3BMBaH-E AMjanor Ke ja HajaeTe Ha cTpanuua 17 n 24.

oHaTaMy, Ha Halle ronemo 3apoBosicTBO, obe3benyBMe pesvMe Ha pesynTaTv-
Te 0, MefyHapofiHaTa aHKeTa Koja ro NoTT1KHa pa3BojoT Ha anaTkaTa 3a pa3BKBatbe
Zunjanor 3a HeryeaTtenu. AHkeTaTa belle cnpoBefeHa Ha naumeHTn co NAX n Hery-
Batenn og ®paHuuja, lepManuja, Utanuja, LLinanunja n Benuka bputanuja, kou bea
perpyTMpaHu of, HaLMOHANHWTE OpraHM3aLMu Ha mauveHTV Bo oBue 3eMju. Kom-
MIETHUTE Pe3yNTaTh Of UCTPaXKYBaH-ETO Ce JOCTanHu Ha: http://www.phaeurope.org/
projects-activities/pah-patient-and-carer-survey/.

*OBaa anatka 3a
fujanor e HameHeTa 3a
OHWe Kou ce rpuxar
3a NauueHT co
noTBpAeHa AnjarHosa
Ha MAX.



[TPETTOSHABAMGE
HA T PV/IDKATA

[pw>xaTta 3a mauueHT unu Hekoj 6bansok wTto bonenysa of MAX npetcraByBa
orpoMeH 3adat U npuToa MoXe Aa OTKpMeTe Aeka MocTojaT MHOFY YAOrW LUTO
Tpeba ga ru urpate, kako WTo e BapareTo MHPopMaLMK, KOOpAUHUPaHEe Ha
HeraTa, Kako WM MOCBETyBate BHUMaHMWE Ha [pYyruTe YNEHOBMW Of, CEMEjCTBOTO
n Ha BawwmoT foM. OBue ynorn Moxe ga bupgat ocobeHo Npean3BUKYBaYKM ako
CTe POAWTEN M HeryBaTen UCTOBpeMeHo. Moxe fa YyBcTByBaTe Aeka GpU3NYKM-
Te aKTUBHOCTM W 3af0/KEHMja LITO MM M3BpLUyBaTe 3a MALMEHTOT BW BAMjaaT
dU3nYKM M eMoTMBHO. Bo NOHOBO BpeMe e MO3HATO U NMPU3HATO AeKa Herysa-
TesIUTe MMaaT 3rofieMeHa noTpeba of eMoLMOHaNHA M NCUXOOLLIKA NOAAPLUKA.
MopmplikaTta e gocTanHa v goara o noBeke pasfvyHu U3BOPW, BKIYYYBajKM U
¥ cneuunjanusvpaHnTe 34paBCTBeHN paboTHULM, KaKo U OpraHu3aumuTe Ha na-
umeHTn. BaxHo e ga ce 3anameTu feka, Kako HeryBaTesl BUe He cekorall Tpeba
Ba T “MaTe cuTe OAroBOPU. AHKETHOTO MUCTpaXkyBake ykaxka Ha $akToT feka
HeryBaTenute bu umane KopucT of AobuBarbeTo MHPOPMaLMM BO MHOTY pas-
nnMyHK acnektn Ha MNAX. OBue acnektu ce gBwkaT of BnujaHneTo Ha [1AX Bp3
durHaHcuckaTa cocTojba Ha fOMakuHCTBaTa fo bapakeTo noMow 3a cebe unu
3a NaLMEeHTOT BO BPCKa CO eMoLMOHanHuTe nocneguum og MNAX. Oge ucTto Taka,
Tpeba fa ce cnonMeHe U Toa Aeka He Tpeba aa ce nBoyMuTe fa nobapaTte nomoLu
oA npodecnoHanum 1 fa yuute of, UCKYCTBaTa LUTO 34pYXKeHujaTa Ha NauueHTu
rM MMaaT HacobpaHo.

NHbopmMauum 3a nporHosarta Bo Bpcka co bosecta v NpakTMYHW COBETU KaKo
wTo ce Bexxby 3a nopobpyBarbe Ha 34paBjeTo Ha MaLMEHTOT, UCTO Taka MoXe Aa
BvpaT KopucHM 3a Bac. AKO Ce rpuXKmMTe 3a BalUMOT NapTHep, Torall MoXeTe Aa
nobapate nH$OpPMaLIMM 38 MOXKHUTE MPOMEHUN BO CEKCYaSIHUTE OAHOCH.



BJIMJAHVETO HA NMAX HA
CEKOJOHEBHNOT XIBOT:
PE3YNTATV O MEI'YHAPOOHOTO
AHKETHO NCTPAXYBAME

MefyHapopHaTa aHkeTa cnpoBeaeHa Bo 2011 roavHa, uMalle 3a Len fa oTkpue noeeke
3a HauuHWTe Ha Kowm [MTAX BNnjae BP3 XMBOTUTE HA NALMEHTUTE U HUBHUTE HeryBaTenu,
B0 061acTn pasnunyHu of GU3NYKNTE CUMNTOMM Ha NaumeHTUTe. Kako LWTo e npukaXxkaHo
Ha Cnwuka 1, aHkeTaTa ondaTtn YeTUpK rnaBHM 0651acTU, @ KIYYHUTE HAOLM Of, UCTUTE Ce

onuvwaHn nonony.

Cnuka 1: Obnactu ondateHn Bo aHkeTaTa

DUN3NYKO
N TTIPAKTNYHO COLUMJATIHO

BJINJAHUE HA NAX




ON3INHKO V1
[TPAKTNHHO
BJTMJARHNE HA T1AX

.Jac 6w ro onuwana NNAX kako ga ce Haorate Bo
aBTOMOOUIT LUTO HE MOXE [a Ce ABUXU Co bp3nHa
rnoronema og 10 km/4ac “

llaymeHT



@®U3MYKOTO U NpaKTUYHOTO BAMjaHue Ha MAX Moxe
MHOTy Aa Ce MeHyBa BO TeKOT Ha AeEHOT, a M3BpLUY-
BaHbeTO Ha BOOOMYaEHWTE [HEBHW aKTUBHOCTU MOXe
[a npeTcTaByBa Cepuo3Ha TelKkoTuja. AHKETHOTO mc-
TpaxyBarbe Mokaxa feka 56% of nauueHTUTE CMe-
TaaT geka MAX nma MHory 3HadajHo™ BimjaHue BP3
HVBHWOT CEKOjOHEBEH XXVBOT, U TUe YyBCTBYBaaT TeLl-
KOTWW MPW M3BPLLYBaH-ETO Ha CEKOjAHEBHMTE 06BpCKHM
Kako, Ha MpuMep, 3afo/KeHWja BO LOMaKMHCTBOTO
WK ofierbe Mo pasfinyHm Hapadku (cnnka 2).

MaumeHTVTE HaBene feka YyBCTBYBaaT TELLKOTUM
npw KavyBakse Mo CKasnia 1 Kako v HarnaceHo Hera-
TUBHO BNMjaHWe BP3 crnocobHocTa Ha mauveHTUTe fa
pabortat, fa Bexbaart, Aa ce gpy>xarT 1 Aa naTysaar.
Mmajkun ro npenBug BnunjaHveTo Bp3 pabotata 1 Bpa-
BoTtyBarseTo, ronem 6poj op McnMTaHUUMTE HaBesne
HamanyBatbe Ha npuxoguTe. MHory naumeHTn 3a-
Benexane ryberse Ha bnuckocta M HamanyBak-e Ha
ceKcyafiHuTe 0fHOCK, LUTO FMaBHO Ce MpUMULLYBa Ha
HaMarnyBatbe Ha camopoBepbaTa u nowa cnvka 3a
COMCTBEHOTO Teslo, YyBCTBYBAjKM ce HecrnocobHu 3a
OApPKyBakbe Ha TakoB BUA, ogHocu. [pyrn nmaart Ha-
BEAEHO [ieKa Ce nnaluat of, HanpefyBarbe Ha bonecta
nnu 3abpemeHryBarbe.

Mpawarsata 11 2 og AnaTkarta 3a anjasnor (cTpaHuua
XX) Maat 3a uen aa BY NOMOTHaT fja rvi nperosHaeTe
TeLLKOTMUTE 3a la MoXeTe [ia pa3roBapaTe 3a HUB Ha
npeum3eH Ha4YMH Co BaLIMOT nekap, bonHuyapka, ce-
MejCTBO/ HerysaTes Uiy OpraHu3aLym Ha nauneHTy.

3ronemyBare Ha ceecHocTa kako [AX Biuvjae Ha ce-|
KojAHeBHNUTe aKTUBHOCTM € BaxeH Yekop Hanpes U
MOXe fia BU MOMOrHe Aa ro Hajaete HajcooABeTHNOT U
HajrpucTanHuoT N3BOP KOJLLTO Ke BU ja Aafe MoaapLU-

KaTta Koja LUTO BU e rnoTpebHa.

Bawwure 0iroBOpn MOXXe MUCTO Taka Aa NoOMOorHaT 3a Aa
pa3jaCHVITe onpeneneHun cutyaunn v ga ru onpegenm-
TE€ NPUoOpUTETUTE KOU Ce Ba>KHW 3a Bac.

Cnuka 2. iHoukaumm Ha naumeHTHTe 3a MOXKHOCTa [a U3BpLUY-
BaaT akTMBHOCTU MO AUjarHOCTULMpaseTo (MpukaxaHo Bo %)

DU3NUYKM aKTUBHOCTU

CnopTcku akTMBHOCTH/BEX6N 2
VickadyBarbe no ckanuna
Bpabotysarse/pabota

MaTyBarsa/operbe Ha 0AMOp

CouujanHu MOXKHOCTH

CnoboaHo BpeMe i kysTypHI aKTUBHOCT

Vlrpan—be CO concTBeHUTE deua
nnn BHyUM

lMpo6neMun Bo ogHOCUTE CO APYIU

[a ce buae LenocHO MHTUMEH
CO NMapTHepoT

,EI,a ce npeB3eMe ynorata Ha
napTHep Kako fen of napot

[la ce cnpaByBa co obspckute

b 1
BO JOMaKMHCTBOTO

Operse no Hapaukw T.e. Habaska
Ha npexpambeHn NpoaykT1

&
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[HeBHM aKTUBHOCTU

Tywmparse 10 3
[oTBEHE

MOXAM [IA CE CMPABAM BE3 MOTELLKOTNM

MOXAM [IA CE CMIPABAM CO MAJIKY MOTELLKOTNM
. MO>XXAM [IA CE CTIPABAM, HO CO MHOTY MOTELLIKOTV MM EMOTPEBHA MOMOLL
. HE MOXAM BEKE [IA CE CTIPABAM U MW E MOTPEBHA MOMOLL

" YnatyBatbe Ha npalarbeto 3 o anatkarta 3a Aujanor MoXe Aa ce Hajae
Ha cTpaHuua 19. Mpawara 4 1 5 ce HaMeHeTH caMo 3a HeryBaTenun Kou ce
napTHepwu Ha nauueHTn Kon 6enepysaar og MAX.
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COUNIAJTHO
BJIMJARHWE HA TTAX

. The MUcaaT geka efHocTaBHo cMe Mp3ennsu. He pazbupaat
JeKa jac He Moxam 4a ro Hanpasam 1oa, b6e3 orsies Ha 1oa
KOJIKY roJiema xesnba nocroun kaj meHe.

llaymeHT Ha [TAX



Pa3rosopuTe co HeKoWM NaLMeHTW Mnokaxkaa Aeka
CBETOT BO KOJLUTO XXWBeaT Ce CTeCHyBa Kako pe-
3ynTaT Ha HMBHaTa bonecT, 3aToa WTO NauneHTuTe
YyeCTo MopaarT Aa MM HaManaT HUBHWUTE aKTUBHOCTH
HagBop of [OMOT.

3a MHOTYMUHa, yNoruTe LWTO HeKorall ru uMarsne Bo
OMLwTeCcTBOTO, HA MpUMep, Kako Konera, npujaTten
UV 0en of, ekunna, ce NPOMeHeTH, a YecTo NaTu u
HamaneHu. MAX nma BnvjaHue n Bp3 cnobofHoTO
BpeMe M KyNTypHUTe aKTUBHOCTM, Kako Ha NpuMep,
MWHYBarbe Ha BPEMETO CO npujaTenn v pPOfHU-
HU. McnutaHmnunTe HaBene pgeka ce 4yyBCTBYBaaT
M30/IMpPaHK, a 32 MHOTYMMHA MpMYMHA e Toa LITO
MNAX e .HeBugsMBa“, T.e. HELOBOJIHO ouyurfiefHa
3a octaHatuTe (Cnmka 3). 3a gpyru kou Hasene
[leka ce YyBCTBYBaaT M30/MpaHu, rnaseH daktop
npeTcTaByBa He[,OBOSIHOTO pa3buparbe of cTpaHa
Ha ceMejcTBOTO U npujatenute/ Konernte. Hekon

O nCnnuTaHnunTe oarosopusie Aeka oBme 4yBCTBa
3abenexunTenHo BnMjaene Ha HWBHWUTE OAHOCKU CO
O0CTaHaTuTe.

MpawameTo 6poj 3 of aHkeTaTa, Ha cTpaHmua XX,
ce ofjHecyBa Ha YyBCTBOTO Ha m3onupaHocT. [lpe-
MOo3HaBaH€TO Ha BakBUTe YyBCTBaA 4eCTO NoMara 3a
pellaBak-e Ha oBuMe npobnemu.

Ako Bu e nmotpebHa MoMoLl 3a CripaByBarbe CO
oBUE U CO APYrM emMouun Kou ce rojaByBaatr BO
TeKoT Ha Baluata bosect He bu Tpebaso ga ce Ko-
nebate ga ce obpatute o0 BalleTo 3ApPyXeHUe Ha
nayneHTy unu npogecuoHanyu ko bu Moxesne ga
BM noMorHat. Kako wto nokaxysa aHkeTaTta, uMma
MHOry naymeHu Kou CTpajgaaTt of eMOUMOHaHN
npobnemu nopaam HMBHaTa bosecr.

Cnuka 3. MpunumHM 3a YyBCBYBakbe M30/1aLmja Kako pe3ynTaT Ha MAX

e s e
He e .BuANVBa

HamaneHo pasbupatse 3a

6os1ecta oA MoLMPOKoTo

onwTecTBo/3aeAHuLaTa

lMocTojaHa 3abyHa feka ce paboTn
3a BoobuyaeHa xmnepreHsuja

HamaneHo pasbviparse 3a bonecta
. 0
0fl, CTpaHa Ha npujarenvre/konervre
HamaneHa emnatuja/couycteo o Teel
KOH MojaTa cocTojba co MAX =
HamaneHo pasbupatbe 3a

6onecra of cTpaHa Ha ceMejcTBOTO

MHory 3HauajHo
B/IjaHKe Ha NpujaTencreoTo

36%

25%

LI,EJ'IOCHI/ITE pe3yntatu of
aHKETHOTO UCTPaXxyBatbe ce
>l [OCTanHK Ha:
: http://wwwphaeurope.org/
projects-activities/pah-pa-
tient-and-and-carer-survey/

Hukakso BnujaHue



EMOLUVOHAJTHO
BJINJAHWE HA T1AX

. YyscTtBOTO HE e npujaTHo - sowwo e ga ce buge 3aBUCEH 04 APYruTe.
Jlowo e pa bapate apyrute na By nomorHart. Ce 4yBctByBate soto. Ce
YyBCTBYBATE UHPEPUOPHO — KAKO rparaHuH of BTop pes.

[laymeHT



@PusnuknTe, NpakTMYHUTE U COLMjanHWTe MpoMe-
HU WwTo ja npuapyxysaat [MAX Moxe pa posepat
[0 rofieM crekTap of HeraTMBHW emouun. Moxe
[la 4YyBCTBYBaTe CTpaB, BWMHA, 3arpu>XeHoCT, Kako
n ryberse Ha MnMbnpoTo nnm yyBcTBO Ha beckopuc-
HocT, besBpepHocCT, 30yHeTOCT U PpyCcTpMpaHOCT.
Kako wTo mokaxyBaaT pe3yntaTuTe of aHKeTaTa,
BV He CTe 0CaMeHU BO BaKBMTe YyBCTBa.
@pycTpupaHocTa 1 NyTMHaTa Ce HajuecTo CNoMeHy-
BaHu emouum (Cnvka 4). OBMe uyBCcTBa MoXe aa bu-
L,aT NpoCNefeHn 1 co LenpecnBHOCT U, NOKpaj Toa
LUTO NOBEKETO NMaLMEeHTM BO aHKeTaTa He ce CMeTa-
aT cebe cv 3a , AenpecrBHU”, MOCTOjaT MHOTY 3HALM
KOW 4ecTo ce NMOBP3yBaaT Co AernpecuBHOCTa, Kako
YYBCTBOTO Ha M3MIOPAHOCT UK He3HaAEXHOCT, He-
[,0CTaTOK Of, eHTY3Mja3aM M YyBCTBO fieKa ce usrne-
na 6e3HauvajHo. [Mopagm Toa, BaxHo e fa bupeme
CBECHMU 3a 3HauMTe MOBP3aHUN CO AeNpecmMBHOCTa U
[a ce gafe notpebHaTta noaapLuKa.

TokMy 3aToa, eMoLMoHanHaTa nogapuika (1 Bo He-
KOW Ciyyau MCMXofiowWwKa WK McuxmjaTpucka no-
Mow) e MHOry 3HavajHa 3a [ja BM MOMOMHE Aa M
HafiMWHETE UKW i@ Ce CNpaBuTe CO OBUE EMOLMMK.
Bo aHketata, 42% op nauueHTUTE 4yBCTBYBaaT
JeKa eMoLMOHanHaTa noffpLuka e HajaenoTBopHa
Kora foafra ofi HUBHOTO ceMejcTBO, foneka 29% ja
nobuBaaT oBaa MoAApLIKa off HUBHWTE HeryeaTe-
nn. HeryBaTenuTe u opraHm3aummTe Ha NaLueHTy,
ocobeHo rpynuTe 3a NoaLpLUKa, Ce UCTO Taka HaBe-
LEHW Kako MO3UTUBHU M3BOPM 3a CrpaByBakbe CO
eMoLMoHanHuoT cTpec. Bo aHkeTaTa, 30% op naun-
eHTUTe HaBese [eka opraHun3aunnTe Ha NauneHTn
1M Aane eMoLMOoHaNHa NoAapLUKa.

Nako ¢usnuknte edextn o MAX ce Balw npumapeH
npobsieM, LEefocHoO M COoBETHO MOpa fa Cce crpa-
BMTE 1 CO YyBCTBATa KOW ,Ce HaoraaT nof noBpLUIu-
HaTa". Ako 3HaeTe fieka He CTe CaMM BO OHa LITO

[TAX e komnnekcHa bonect. BaxHo e fa ce 3emart
npeaBua emMounoHanHuTe acnekty Ha [MAX 3a ga
ce cripaBuTe co Baliata bonect Ha Hajgobap mMo-

XKeH Ha4uH.

ro YyBCTBYBaTe, M aKo MM MCKaxyBaTe 4YyBCTBa-
Ta Ha dpycTpupaHocT, cTpec, be3HafexHoCT, He-
pacrofioXeHue ¥ HepocTaTok of camopoBepba,
Toa MpeTcTaByBa BaXeH 4Yyekop KOH A0OuMBareTo
noaapLuKa WTo MoxXe fa BU bupge notpebHa. Mpa-
WwareTo 4 ofi AHKETHOTO UCTpaxyBatbe (cTpaHuua
XX] ke BM MoMorHe fa pasMuUCiUTe OKOJY TaKBUTE
yyBCTBa M Ke Be oxpabpw fa pa3roBapaTe 3a HMB
co npodecroHanym of 34paBCTBOTO, CO OpraHu3a-
LMW Ha NauueHTW 1 BallnTe Haj6ancKu.

Ako pasroBapaTe OTBOpeHO Kako ce YyBCTBYyBaTe,
OHMe OKOJly BaC MOXaT Aa BW MOMOTHaT Aa WAEH-
TuduMKyBaTe KakoB BUA noaapLuka bu buna Hajpo-
Bpa 3a Bac. Kako fonosHeHne Ha eMoLMoOHanHaTa
nofApLIKa of nyreto 6aMcku Ao Bac, MoxXe fa ce
NpUMeHaT COBETU W, WUCTOBPEMEHO, MefULMHCKA
Tepanuja 3a fa ce HaAMWHe JenpecujaTa U npo-
BnemuTe Kou Npomsneryeaar of Hea.

Cnuka 4. LLITo n KonKy yecTto 4yyBCcTBYBane NauneHTuTe
BO POK 0f, Mmecel, fieHa (M3paseHo Bo %)

Ce uyBcTBYBaTe BpyCTPUPaHO 23 12
Ce uyBcTByBaTe Hepasbpanu 15 11
YyBCTBYBaTE Ce MoMaky 3a[0B0/CTBO
BO aKTVIBHOCTM BO KOV M10PaHO Y>XMBaBTe
Ce uyBcTBYBaTe NYT 17 7

HUKOTALL [ PETKO norexoraw [l 4ecto [l MHOrY YECTO

LlenocHuTe pesynTatv of aHKETHOTO UCTPaXKyBakbe Ce [LOCTamnHM
Ha: http://wwwphaeurope.org/projects-activities/pah-patient-and-
and-carer-survey/
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[TOTPEBA O/1
NHDOOPMALI

. Oprannsaymmre Ha nayneHTH PegoBHo Be
WU3BECTYyBaar 3a HOBUHUTE U BUE He cTe camu . ”

[layneHT



MNauneHTnTe npujaBune notpeba pa 6bupat ce-
KOjOHEeBHO BO Tek CO MHbOPMaL MM OKOJIKY HUBHAaTa
Bonect. HajbutHnuTe notpebu on MHPopmauuu ce
npetcrtaBeHn Ha Cnuka 5 n ce ogHecyBaat Ha 6o-
NlecTa U HAYMHWTE 33 Hej3NHO JIeKyBakbe — TEMU 33
Kou MoBeKeTo NauueHTH cakaat fa fobujat uudop-
Malun no AnjarHocTMumpareTo Ha bonecTta.

OprosopuTe 0, aHKeTMpaHUTE MaLMeHTU no-
KaxkyBaaT [eka HeMa [0BOSIHO uHbopMauun 3a
eMOLMOHaNHoTO BfMjaHWe Ha bonecTta, U peka
oBue nHdopMaumMM 4YecTo ce AaBaaT Mo ycTeH nat
Kora ce fujarHoctuuupa bonecta u Kora rnaBHoToO
BHMMaHMWe e Haco4yeHo KOH GU3NYKMTE acnekTn Ha
6onecta. Kako nocneguua Ha Toa, eMoLMOHaANHUTE
1 OpyruTe acnekTu Ha xuseerse co AX ce yecTo
3aHeMapeHu unv 3abopaBeHu.

lMokoHKpeTHO, NOBEKe of efHa TPeTWHa 0f aH-
KeTupaHuTe naumeHTn bapaa uHbopMauumn okony
penpecuvjaTa v pyrv noTeHumnjasHN eMOLMOHAaNHN
nocneauum npu 3aboneHoct co MAX. MpnbnnxHo
UCT npoueHT belle 3avHTepecupaH fa rm fo3Hae
McKycTBaTa Ha Apyru nauMeHTH, a Hekoun bapaa vH-
dbopMaLMmM 3a KOHTaKT CO 3[pYyXXeHuja Ha nauneH-
TW. AHKeTaTa ja UCTakHa BaXKHOCTa Ha NOCTENeHOTOo
n3HecyBarbe Ha UHdopMaLmmTe, Npe3eHTUpPaHN BO
TeK Ha noseKe MNoceTK, Co LieN MaLmneHToT Ja He ce

4yBCTBYBa NpeonToBapeH co nHdopMaLmu.
MpawameTo 5 op ArkeTaTa (cTpaHuua 19) ke Bu
noMorHe a pasMuciuTe okosy obnactute Bo Kou
bu cakane pa pobuete noseke MHbopMaLmu, Kora
BW ce noTpebHM Hekon nHdopMaLMM N Kako MOXe
[a T UCKOPUCTUTE U3BOPUTE KOW Ce KOPUCHMU 3a
Bac.
Cera kora uMaBTe MOXHOCT [a Hay4uTe NoBeKe 0KO-
Ny BAvjaHmeTo Ha [MAX Bp3 cekojAHEBHMOT >XMBOT
Ha opyrute, Be oxpabpyBaMe fa yutaTe noHaTamy

W Aa MM UCKOPUCTUTe Mpallakbata Bo AHKeTaTa Kou
Ke BWM MOMOTHAT fa ro pasjacHuTe BAWjaHWMETO Ha
MAX Bp3 BalLMOT cekojaHEBEH XMBOT. Be Monunme
[,a 3anoMHuTe aeka noronemunot 6poj nauneHTn Ke
Mo4YyBCTBYBaaT HEKOW Of, OBME MPEAU3BULM N YyB-
CTBa, HO Ke MOCTOojaT pasfiku BO HAUYMHOT LWITO Ke
ro onbepart 3a Aa ce cnpasaT co HMB. Ce HapeBaMe
feka oBaa AHkeTa Ke Be oxpabpu Kako nuue Koe
nma MAX ga >xmBeeTe NOKBaANUTETHO U CO NOrosieMo
3a[,0BOJICTBO.

BaxHo e ga He ce 4yyBcTBYBaLL 36yHET uan 3acpa-
MeH Kora npatuyBall 3a MHopMaymm LWTO TH Ce Mo-
TpebHu nav Tpeba fga Tv rv NoBTOPaT Kora ro bapaiu
T0a. OcBeH TBOjOT lekap v bosHn4apKa, opraHusa-
umuTe Ha nayueHTV rnpeTcTaByBaaT MHOry BaXeH
M3BOP Ha MHPopMaLnK.

Cnuka 5. ThaBHa noTpeba 3a nHpopmaumm 3a
nauneHTH Ha MAX (M3paseHo Bo %)

MHdopMaLmm 3a MOXKHOCTY 3a NlekyBarbe/

-
JNeKoBY Kou ce yroTpebyBaaT kako Tepanja 3a [AX

Vipopmauun 32 Gonecra
MHdopmaLmu 3a aiMUHNCTPATUBHITE
nocneguuy op bonecta

VHdopmaumn 3a natysarbe

LienocHuTe pesynTati of aHKETHOTO UCTPayBatbe Ce JOCTanHu
Ha: http://wwwphaeurope.org/projects-activities/pah-patient-and-
and-carer-survey/
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AJTATKA
3A PASBIIBAHSE
AVJANOT 3A MALIEHTN

MHCTPYKLUHN

Llenta Ha anaTtkaTa 3a fujanor e Aa BU NMOMOTHe fa r'M eBeHAUTMpaTe cBouTe
MWUC/IM W YYBCTBa Ha HAuWMH KOj K& BM OBO3MOXMW L@ MM UCKaXeTe OTBOPEHO U
noToa Aa pasroBapaTte 3a HMB CO BaLUMOT Jiekap, CO ApYrv npodecrmoHanum, co
BaLLMOT HeryBaTesl, CO POAHUHNUTE, KaKo M CO Y1EHOBW M OpPraHM3aTopu of Balua-
Ta opraHu3auuja Ha nauneHTu.

Hewma TouHn nnn norpewHn oaroBopu un on Bac He ce 6apa [Aa rm oarosopute
cuTe npallama. Ako BK Tpe6a naysa BO TEKOT Ha OA4roBapaHeTo Ha rnpallaaHn-
KOT, Toraw cnobogHo NncKopucrete ja M npopoJiketTe NoOBTOPHO Kora Ke ce 4yB-
CcTByBaTe MNOArOTBEHW.

Moxebu ke cakaTe fa ja moHeceTe co cebe KoMnaeTVpaHaTa anaTtka 3a gujanor
Kora cTe BO MoceTa Ha BallaTa NnaTpoHaXHa CecTpa, ekap Wiv Ha BaluaTa opra-

HVI38LI,VIja Ha NauuneHTu, 3a Aa BM NOMOrHe Co BallnTe oUCKYCUN.



M1. BAJIU NAX UMAJI0 HEFATUBHO BNIMJAHUE HA CNIEOHUBE AKTUBHOCTU/

ACIEKTW 011 BALLILOT XKNBOT?

Be MonuMe o3HaveTe ru KBagpaTynkbaTa KOu ce peJsieBaHTHU 3a Bac.

bunejkn BaleTo MckycTBo Bo 0BMe paboTi MOXE 43 Ce TPOMEHM, HUE BYU MPernopady-
Bame [a PoLoIKUTE CO OLeHYBarbe 1 eBUACHTUPAHE Ha HaYuHUTE Ha Kou bosecra

BJIMjae Ha Bac (co KopucTere Ha HOBa KOMuja 04 anatkara 3a gujanor.

JOATYM HA KOMIJIETUPARGE:

AKTUBHOCTWU /
ACNEKTW HA BALLUOT X)KMBOT

HUKOTrALL

PETKO

MOHEKOrALL

YECTO

MHoOry
YECTO

Ob6nekyBatse/ TyluMparbe

Melwayerse Ha kpaTku pacTojaHuja/
KadyBaH-€e Mo ckanvna

CnobogHo Bpeme 1 KynTypHU akTUBHOCTMN
Kako ofieH€e BO KMHO, BO My3€j, UTH.

CnpaByBatbe co paboTa BO
OOMaKMHCTBOTO/ JOMALLHW 06BpCKM/
roTBEeH-€

[MoceTa Ha pogHuHW/NpyjaTenun, Apyxerwe

Wrparbe co MmouTe Aeua/BHyum/nomarare
[a r Hanpasar 4OMaLUHUTE 3aaa4m

VcnonHyBake Ha ynorata Ha conpyr(a)/
napTHep BO NMYHU penauuu

KomnnetHa 6nmckocT co mojot conpyr(a)/
napTHep

CekcyarnHu ogHocu

(Ako e BaxxHO) Kako xeHa, ce nnawam aa
He ocTaHam bpemeHa

Opetbe no HabaskK T.e. KynyBare XpaHa
MaTyBar-e/oaere Ha oferse Ha ogMop
Bexbare

Cnoco6HocT fa ce NpofjomkM co
onpegeneHo xobu

AHrakmaH BO peJ'IVII'VI03HM/,EI,yXOBHVI
aKkTuBHoCTUractices

|

O ooooooo ooo oood

KopucTeTe ro 0Boj npocTop 3a ,ONONHUTENHM KOMEHTapy

|

O ooooooo ooo oood

|

O ooooooo ooo oood

|

O ooooooo ooo oood

|

O ooooooo ooo oood

* AKo He 3HaeTe Janu vMate NpUCTan 40 HeKOM of, NpeanoxeHuTe npodecoHanHa nomoul, 360pyBajTe Co BalWMOT ceMeeH
nekap vau onwt nekap (0J1) 3a Toa Koj Moxe Aa buae coofBeTHO NuLe Aa pasrosapare.

[okonky cMeTaTe aeka
CTe Hamnpasunae NpoMeHn

BO BALLWOT CEKOjaHEBEH
MBOT, CO KOro cMeTaTe
neka bu cakane na
pasrosapare 3a oBa”?
Hekornky onrosopu moxe
4a ce npumeHar; se
MOJIUME BKJIYYETE I CUTE
OHMeE LWTO cMeTaTe feKka
ce peneBaHTHU

0 MNAX cneunjanuct

0 Apyru cneunjanuctu

0 Cemeen nekap / CJ1

0 CosetHuk /
MenuumHcka cecTpa

0 Opranuzauuja Ha
nauveHTn

0 Apyru naupentnt co MAX

0 Bawm 6aunckn /
XKnsoTeH naptHep

0 Cemejcrsoto /
[MpujatenuTe

0 [lpyru BriydyBajKu :

0 He e noTpebHo /
HEOMXoAHO
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N2. AAJIU BALLIATA CINOCOBHOCT 3A PABOTA TP HETATUBHO BJIMJAHWE 01 MOMEHTOT KOI'A BU E MNOCTA-
BEHA IMJATHO3ATA?

[ToBTOPHO, bIyaejKu BaLLETO MCKYCTBO BO 0BUE paboT MOXE 4a CE MPOMEHM, HUe BU MpPeropayy-
BaMe a PofOSIKUTE CO OLEHYBAarE 1 EBUACHTUPAHE Ha HAYUHITE Ha Ko bosiecTa Baujae Ha
Bac [co kopucTerse Ha HOBa Konuja og anarkara 3a Aujanor.

JOATYM HA KOMIJIETUPARGE:

[okonky ofrosopot e
1a, Co KOro cMeTate
neka bu cakane ga
pasroBapate 3a 0Ba?
Hekornky ogrosopu
Moxe ga ce
npumMeHar; se
Mosme BKIyqeTe

v cuTe OHMe LWTo
cmerare geka ce
peneBaHTHN

0 MAX cneuujanuct

0 Opyru cneumnjanuctu

0 Cemeen nekap / CJ1

0 CosetHuik /
MepauumHcka cecTpa

0 Opranu3auyja Ha
nauyeHT

0 Apyrv nauveHTu
co [1AX

0 Bawwm 6nmcku /
>KuBoTeH napTHep

0 CemejctsoTo /
Mpwjatenute

0 pyru BknyyyBajku :

0 He e noTtpe6Ho /
HEOMXOzHO

BE MOJIUME O3HAYETE ' OHU MOJINHA
BJINJAHUE BP3 BALLATA CITOCOBHOCT 3A PABOTA LUTO CMETATE JEKA CE PENIEBAHTHU

[a, uenocHo O

[a, nenymHo O

He, Ho MowTe ycnosw 3a pabota / pabotata ce 0

npoMeHja

He g
O

He e peneBaHTHO buaejku jac He paboTeB npea fa mMu
bupe noctaBeHa AnjarHosa 3a MNAX

KOpMCTeTe ro OBOj NPOCTOp 3a AONONHUTENHN KOMEHTapu

* Ako He 3HaeTe 1anu MMaTe NpUCTan [0 Hekou off NpeanoXeHuTe NpodecoHanHa nomolu, 36o0pysajTe Co BaLINOT CeMeeH
nekap unn onwt nekap (0J1) 3a Toa koj Moxe Aa Buae COOABETHO UL Aa pasrosapare.



N3. AAJIU CTE CE YYBCTBYBAJIE U30JIMPAHW KAKO PE3YJITAT HA NAX?
AKO E TAKA, 0BOJ JIEJT KE BUA MOMOT HE [IA CE KOHLLEHTPMPATE HA TPUYMHMUTE.

/705’7'0,DHO, ﬂOCTOjaHOTO Ha6/b)/,ﬂ)/5’a/-b€ Ha oBue 4yBCcTas Moxe Aa nomMorHe tve fja 6M,ﬂ57' rnog

KOHTPO/Ia.

OATYM HA KOMIMJIETUPAHSGE:

YYBCTBO HA M30JIMPAHOCT HMKOTAW ~ PETKO MOHEKOTAW  4ECTo  \hOTY
HepocTtaTok Ha pasbuipatbe of cTpaHa Ha:
Mpujatenu/konern O O O O O
MaptHep/conpyr(a) O O O O O
YneHoBW Ha MOETO CeMejcTBO O O O O O
[eua/BHyuu O O O O O
Mowmpoka okonvHa/3aeaHMLa O O O O O
eesougmTects @m0 0O
CmeTaM fieka e TeLKo Aa ro crnogenam 0 0 0 0 0
MOETO MCKYCTBO CO Apyri NaLneHTH
CmeTam feka e Tewko aa ro cnogenam
MOETO MCKYCTBO CO CreumnjanucTu 3a O O O O O
MAX unun bonHunyapu
Gemeoclustenoor g g 0 0O
®akT e feka bonecta He e .BuANMBa” O O O O O
MocTojaHa 3abyHa Aeka ce paboTu 3a 0 0 0 0 0

BoobWyUaeHa xunepTeHsunja

,D,p\/I'O, Be MOJIMMe HaBefeTe
MOKOHKPEeTHO:

KopwcTeTe ro 0Boj NpocTop 3a ONOJHNATENHN KOMeHTapK

* AKo He 3HaeTe Janu vMaTe NPUCTan A0 HeKoM of, MpeanoxeHuTe npodechoHanHa nomoul, 360pyBajTe Co BalWMOT cemMeeH
nekap vau onwt nekap (0J1) 3a Toa koj Moxe Aa buae coofBeTHO NuLe Aa pasrosapare.

[lokonky cTe uckycune

Hekoja of 0BMeE eMoLMK,
CO KOro cMeTaTe geka bu
cakarne fja pasrosapate
3a oBa?

Hexkonky onrosopu
MOXe [a ce NpruMeHar;
BE MOJIIME BKIy4eTe
cuTe oHue LWTo cmeTare
Jeka ce penesaHTHm

0 NAX cneumnjanuct

0 Opyru cneuwjanvctin

[ Cemeen nexap / CJ1

0 CosetHuik /
MegavumHcka cecTpa

0 OpraHuzauyija Ha
nauveHTy

0 Opyru nauneHTn co MAX

0 Bawm 6nnckn /
XKwnsoTeH naptHep

[ Cemejctsoto /
Mpujatennte

0 Apyrvi BkAy4yBajku :

0 He e noTpebHo /
HEOMXOAHO
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N4. BO NOCNEAHMOB MECELL, JAJIU CTE NMOYYBCTBYBAJIE HEKOJA Of1 C/IEAHUBE

EMOLIUAN?

OATYM HA KOMIJTETUPAHSE:

Hoxonky oprosopor e EMOLMK HMKOTALI ~ PETKO MOHEKOTAW  yecto  MHOMY

Aa, Co Koro cMmeTaTe YECTO

Aeka bu cakane aa 5 Ce uyscTtByBaMm sowo/ besspeaHo/

pasroBapare 3a oBa! HEe3a/l0BOJIHO Kora npasam paboTty O O O O O

Hexonky onrosopu BO KOMW MOPaHO yXnBaB

MOXe Aa ce PUMEHAT;

Be mMosime BKJy4eTe v 3annauwer/nocTojaHo ucnnaleH O O O O O

cuTe oHMe WTo cmeTare

[eKka ce penesaHTHu Ce uyscTByBam nyt/dpyctpupan/ 0 0 0 0 0

Hepa3bpaH

0 MAX cneupjanmct

0 pyrvt cneuujanveTy Hamanera camoposepba/nosepba O O O O O

0 Cemeer nekap / CJ1 Ce nnawam aa usnesam og goma/

0 CoseThuik / 6e3 xenba 3a coynjanusnpame 0 O O O O
MennumHcka cectpa YyBCTBO Ha BMHA/ 3acpaMerocT/

0 OpraHusauuja Ha 6e3HagexHocT O O O O O

naymeHTy

0 Jpyrvi nauenT! co l'ybetrbe Ha nMbuaoTo/MHTEpecC 3a O O O O O

MAX cekc

0 Bawm banckn / Cnab anetnt/3ronemMen anetut O O O O O
XMBO.TeH napTHep Mpobnemu co cnverbeTo/TewKoTMm O O O O O

0 CemejcTsoTo /

Mpujatenure HepocraTok of KoHUeHTpauwja/

0 Opyrv BkNy4yBajki : npobaemu co nomHereto/

....................................... 36opyBatbe/Mucnerse nocnopo o O O O O U

BoobuyaeHo
BozHemupeHoct/Hemnp/cTpec O O O O O
U He e notpebio / TewKo M1 e fa Ce YyBCTBYBaM 0 0 0 0 0

HEOoMNXofHO

NO3UTUBHO 1NN J105p0

KopucTeTe ro 0Boj npocTop 3a JONONHUTENHU KOMEHTapw

* Ako He 3HaeTe 1anu MMaTe NpUCTan [0 Hekou off NpeanoXeHuTe NpodecoHanHa nomolu, 36o0pysajTe Co BaLINOT CeMeeH
1 8| nekap unn onwt nekap (0J1) 3a Toa koj Moxe Aa Buae COOABETHO UL Aa pasrosapare.



5. 3A KOU TEMU BU CAKAJIE IA IOBMETE NOBEKE UHOOPMALIUN?

OATYM HA KOMIMJTETUPAHSE:

TEMW 3A KOU CE NPUBABYBAAT AOMOJIHUTEJIHU
WH®OPMALIUKN

LA, CETA

IA, BO
NOAOLIHEXEH
nEPUOL,

Bonecra (cumntomu, nporHosal

|

CneumjanncTt n AOKTOPU KOU Ce BKAYHEHW BO rpuxara
B0 Bpcka co [1AX

Onuuu 3a TpeTMaHu / NeKoBM KOW Ce KopUCTaT 3a
Tepanwja Ha [AX

PepoBHa koHTpona/noBpeMeHa KOHTposa Koja ro
BK/y4yBa U HUBHWOT pacropes 1 LenTa Ha UcTuTe

BpaboteH cym fopeka cym bonen o MAX

@uHaHcuckn nocneanum on bonecta

AIMVHWUCTpaTUBHM Nnocnefuum of bonecta
(nobapyBatba 3a MHBaNMANTET, OCUTYPYBarLe, FPAHTOBK
3a natyBatba Ha 3akaxaHu 6oaHuYkY nperneau)

O oo o|o|go|g

O jgg oo o

O oo o|o|go|g

MeHyBatbe Ha ynorute Bo paMKuTe Ha CeMejcTBOTO /
nomery napTHepuTe

[lenpecuja, pu3nK 0f aHKCMO3HOCT U APYri eMOTUBHU
nocneanum

Mo3HW nocnefuumM o, cekcyanHu ofHoCK

MaTyBarba (MpaKTUYHKM COBETY KaKo Aa ce Hanpasu
naTyBareTo BO3MOXHO)

CBefoluTBa U NPUKa3Hu Ha NauneHToT

KoHTakTu co opraHmsaunn Ha nauneHTn

ooNo o oo

ooNo o oo

ooNo o oo

KOpMCTeTe ro 0BOJ MPOCTOP 3a AOMONHUTeNHN KOMeHTapn

* AKo He 3HaeTe Janu vMaTe NPUCTan A0 HeKoM of, MpeanoxeHuTe npodechoHanHa nomoul, 360pyBajTe Co BalWMOT cemMeeH
nekap vau onwt nekap (0J1) 3a Toa koj Moxe Aa buae coofBeTHO NuLe Aa pasrosapare.

[lokonky cTe uckycune

Hekoja of 0BMeE eMoLMK,
CO KOro cMeTaTe feka ou
cakane fa pasroeapare
3a oBa?

Hexkonky onrosopu
MOXe [a ce NpruMeHar;
BE MOJIIME BKIy4eTe
cuTe oHue LWTo cmeTare
Jeka ce penesaHTHm

0 NAX cneumnjanuct

0 Opyru cneuwjanvctin

[ Cemeen nexap / CJ1

0 CosetHuik /
MenauumHcka cectpa

0 OpraHuzauyija Ha
nauveHTy

0 Opyru nauneHTn co MAX

0 Bawm 6nnckn /
XKwnsoTeH naptHep

[ Cemejctsoto /
Mpujatennte

0 Apyrvi BkAy4yBajku :

0 He e noTpebHo /
HEOMXOAHO
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bEJIELLKH

Be MonunmMe kopucTeTe ro oBoj fen 3a fa rv 3anuiuete cMTe YyBCTBa, Npallarba
WM TEMU LUTO BE MHTepecupaart uiwv 3arpuxysaat. Konky nocneynduynm ke bu-
[leTe 3a feTanute okosly onpefesieH HacTaH of, MHTepec 3a bonecrta v ycnosuTe
KOW ro nNpuapy>yBaar, ToJIKy NorofieMa e BepojaTHoCTa feKa nekapuTe, npujaTe-
nuTe 1 ceMejcTBOTO Ke buaat Bo nogobpa nosmuuja fa BM MOMOrHar.

Be MonuMe pa 3anoMHUTe fieKa BalleTo 3ApYy)KeHUe Ha naumeHTun co MAX e
ceKoralu 4oCTanHo 3a Aa BU NOMOrHe U ga Bu gape nogapwka. MAX He e po6po
nosHaTta 6onect u 3aToa NauMeHTUTe, KaKo M NyFreTo LITO MM genat HUBHUTE
>KMBOTH, Ce CyaupaaT co MHOTY NpeaM3BULIM 3@ KOM OMLUTATa nonynauuja He e
cBecHa. 3aToa, bugeTe HacTojumBu Bo bapareTo Ha OArOBOPM Ha MpallakaTta

M TeMUTe Kou Te 3aceraar. bugere akTuBHM Bo 6aparbeTo NOMOLL U peLleHuja.

3anoMHeTe fieKka Bue He CTe caMM M NOCTojaT MHOrY Niyfe KoM )XMBeaT 3af0-
BOJIYBAYKM XXMBOTU foAeKa ce rpuKaT 3a naumeHT co MAX. U Bue ro moxete
ucroro!
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early diagnosis ® best treatment @ better quality of life e finding a cure z
p ”,

PHA EURDPE /# ACTELION

European pulmonary hypertension association

www.phaeurope.org www.actelion.com

Acoupjanuia 2a Tyson

Mowmesizi Mayc

ATPX

Mowmesiz TAye

-

P.Makeronuja
www.phmomentplus.com.mk

ME‘!‘YHEPOHHETE AnkeTa 3a 3a nauneHTV U HerysaTen e pa3BueHa Nof Haf1exXHOCT Ha yﬂpaBHHOT OIJEOP‘ COCTaBeH o[, eKcnepTn o4 obnacta Ha MAX 1 NpeTcTaBHULUM Ha OpraHn3aunmn Ha
nauvenTn 6onku og MNAX. N3paboTkata e cnorsopupara op Aktenvon Oapmaueytvkanc Jita. Weajuapuja.
Osaa anatka 3a Anjasnor Ha Heryatenu e cosaaena og MAX Espona 1 e cnon3opupaHa o Heorpanyen rpauT o Aktenvon ®apmaueytukanc Jita. LLsajuapuja.




