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Ha2nacu u mHeHua
Ha Aekapu u nauueHmu
OMHOCHO NpuAazaHe Ha
HapamuBHama meguuuHa
8 bva2apua: pesyamamu
om ¢okyc 2pyna

Posura [IkamspoBa’, EneHa EreBa’, Pagocmura CumeoroBa'?, EBeauna MonoBa’,
Teapeu WckpoB'3, Liowka MumeBa-KampargxkueBa™>, Pymen CmegaroB'*

" Miemumym no pegku 6oaecmu, MAoBguB
2 MeguuuHcku ueHmop ,Papefuc’, MAoBguB
% Kamegpa no CouuaAHa MeguuuHa u obuwecmBero 3gpaBe, Dakyamem no
06wecmBeHo 3gpaBe, Meguuurcku yHuBepcumem — MaoBguB

Peslome

MpoBegeHama dokyc 2pyna umatlie 3a UeA ga uscaegBa Haznacume
U MHeHUAmMa Ha Aekapu U nauueHmMu OMHOCHO NPUAOXKEHUEMO Ha
HapamuBHama MeguuuHa B8 boacapus, B8 yacmHocm poadma U 3a
nocmuzaHe Ha XOAUCMUYEH NOgX0g Npu AeYeHUemo Ha pegku 3aboAABaHus.

B epynoBama guckycus ywyacmBaxa 5 npegcmaBumeAu Ha
nauueHmcku opeaHusauuu Ha xopa C pegku 6oaecmu u 2 Aekapu
cheuuaaucmu, npegBapumeAHO HOMUHUPaHU Om npegcmaBumeAume.
YyacmHuuume ce CbeAacuxa, Ye AUYHUME UCMOPpUU Ha nauueHmume
mpA6Ba ga ce B3emam npegBug npu u32omBaHemo Ha nogxogaul kypc Ha
AeveHue. 3a pasauka om nauueHmume, koumo HabAezHaxa Ha AUYHOMO
npeXuBABaHe Ha BOAHUA U He208ume NCUXOAO2UYHU U €MOUUOHAAHU
nompebHocmu, Aekapume NO3UUUOHUpaxa AuYHUME ucmopuu B
chepama Ha HayyHume u3caegBaHuA, HaBpeMeHHOMO guazgHoCMuUUpaHe
U nogobpeHomo npocregaBaHe Ha 3aboaaBaHemo. [lauueHmume
omoeAA3axa, Ye yecmo ce uyBcmBam npeHebpe2Hamu, HO U npu3HaBam,
ye Aekapume ca emMoOuuoHaAHO npemoBapeHu. MeguuuHckume
cneuuaaucmu  0bBAcHUXa gucmaHuuama BbB B3auMoomMHOWeHUAMa
mMeXgy Aekapu U nauueHmu c pasauku B pasbupaHusma mexXgy no-
MAagume u no-Bv3pacmHume Aekapu u ¢ guchyHkuuoHaaHocm 8 camama
AevebHa cmpykmypa. bewe npegaoXkeHo ga 6bge u3epageHa HauuoHaAHa
cucmema ¢ ACHU npaBuAa OMHOCHO BkalouBaHemo Ha AUYHU ucmopuu.

KnaloyoBu gymu: HapamuBHa MeguuuHa, nauueHmcku ucmopuu,
ucmopus Ha 3aboaaBaHemo, pegku 6oaecmu
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Abstract

We conducted a focus group discussion to investigate the
perceptions and attitudes of medical professionals and patients regarding
the application of narrative medicine in Bulgaria. This study particularly
looks at the role of narrative medicine as a holistic approach to rare disease
treatment.

Five representatives of patient organizations of people with rare
diseases along with three medical professionals preliminarily nominated by
the patient representatives took part in the focus group. Participants agreed
that patient stories are an important part of rare diseases management.
Patients noted that they often feel ignored, but they also realize that
physicians are emotionally overloaded. Medical specialists explained the
distance in the communication between physicians and patients with
differences in understanding between younger and older physicians, as
well as with dysfunctions within the healthcare structures. The design of
a national system with clear rules for the inclusion of personal stories has
been suggested.
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BvBegeHue

B ocHoBama cu HapamuBHama MeguuuHa npegcmaBaaBa
MOgeA 3a no-xymaHHa u edekmuBHa epuka, HabaAzalku Ha
yemupu OCHOBHU HapamuBHu npakmuku B MeguuuHama,
a UMeHHO Bpuskume MeXgy Aekapa u nauueHma, Aekapa u
coocmBeHama My AuuHocm, Aekapa u koaezume My U Aekaps
u obwecmBomo. Te3u HapamuBHu npakmuku npegaazam HoBu
Bv3moXXHOCMU 32 NPUAA2AHEMO Ha NOYMUMEAHa, eMnNamuyHa u
NbAHOUEHHA MeguuuHcka 2puxka [1].

Pegkume 3aboaaBaHus ce xapakmepu3supam ¢ Manok bpoi
nauueHmu, Manok 6pod meguuuHcku cneuuaaucmu, Hucka o6-
wecmBeHa UHPOPMUPAHOCM U O2paHuyeH ekcnepmeH onum.
3aboaaBaHuAama om mo3u Bug ca XpPOHUYHU, MyAMUCUCMEMHU
CbCMOAHUA, Yecmo CBbp3aHu C HamareHa NpogoAKUMEAHOCM
Ha »kuBoma, cMopmHocm no Bpeme Ha gemcmBomo, mexka
uHBaaugusauus, Bucoku mMeguuuHcku pasxogu u Aowo kauecm-
Bo Ha »kuBom [2]. B masu Bpv3ka, HapamuBHama MeguuuHa
npegocmaBa xoaucmuyeH nogxog koM Hykgume Ha xopama ¢
pegku boaecmu. Ta cnomaza 3a coawkaBave mexkgy KAUHUYHU-
Me NO3HaHUA Ha MeguuuHckume cneuuaaucmu u cy6ekmuBHo-
mo npexkuBaBaHe Ha nauueHma [2].

(Dokyc 2pynama e couuorozudecku memog 3a CbbupaHe
Ha uHpopmauus, npu kolmo 2pyna om onpegeAeH 6pod yvac-
mHuuu Bogam guckycus Ha onpegereHa mema. [pynoBama
guckycus gaBa Bb3moxkHocm omazoBopume u peakuuume Ha
yyacmHuuume ga ce npousBexkgam 6 ecmecmBeHa 3a yoBeka
2pynoBa cpega. 3a 2eHepupaHemo Ha gavHu, ¢okyc 2pynama
pasyuma cuAHo Ha komyHukauuama meXkgy yyacmHuuume kamo
B3aumogedcmBuemo Mexkgy maAx e CUAHO 3acmbneHo [3]. 3a ga
ce noAyyu ucmuHcka epynoBa guckycus u B3aumogeticmBue, a
He ¢60p om UHguBUQYaAHU MHEHUA, e HeobXogumo ga bbgam
Cb3gageHu u noggbpkaHu ycaoBus 3a cnoHmaxHocm, paGHono-
cmaBeHocm u B3aumHo yBakeHue. 3a masa uea, 8 2pynoBama
guckycua ce BkalouBa mogepamop, kolimo 3agaBa Bonpocume
32 0bcwkgaHe U HacbpyaBa yyacmuemo Ha npucbcmBawume,
0e3 HAkol om maAx ga gomMuHupa gebama.

Lleama Ha npoBegeHama @okyc 2pyna e ga uscAegBa
HaeAaCume U MHeHuAma Ha Aekapu U NauueHmu OMHOCHO
NpuAoXkeHuemo Ha HapamuBHama meguuuHa B bBvAzapus, B
yacmHOCM PoAAmMA O 3a NOCMU2aHE Ha XOAUCMUYEH N0gXog Npu
AGYEHUEMO Ha pegku 3aboAABaHUA.

Mamepuaau u memogu

3a npoBexgaHe Ha 2pynoBama guckycusa 6axa nokaHeHu 5
npegcmaBumeAu Ha nauueHmcku opeaHusauuu Ha xopa ¢ pegku
poaecmu u 5 Aekapu cneuuaaucmu, HOMuHUpaHu om Bceku eguH
om npegcmaBumeaume. Om 10 nokaHeHu yyacmHuka, mpuma
MeguUUHCKU Ccneuuaaucmu He ycnAxa ga Ce NpucbeguHAm
nopagu npoQecuoHaAHu aHzaumeHmu. YyacmHuuume 0a-
Xa npegBapumeAHO 3ano3Hamu C npegMema U UeAUme Ha

guckycuama. IpynoBama guckycus npogbaku 95 MuHymu.

Pesynmamu u guckycua

Mo Bpeme Ha guckycuama bewe 3acmbneHa memama
3a Bpbskama Aekap-nauueHm u 8 yacmHocm Bb3npuemaHemo
Ha AUYHOCMMA Ha nauueHma u3BbH yucmo MeguuuHckus
koHmekem. lMauueHmume u3pasuxa Cobeaacue, Ye buxa uckaau
ga bbgam Bo3npuemaHu kamo noBeye om cmamucmuka, HO
U Ce CbaAacuxa, Ye Aekapume ca eMOUUOHAAHO npemoBapeHu.
3aberqasBam ce pasaudus B Haeaacume Ha MeguuuHckume
cneyuaaucmu u npegcmaBumeAume Ha nauueHmcku opaa-
HU3aUUU OMHOCHO CbwHOcmMmMa Ha koHmakma mexkgy Aekaps
U nauueHma:

»...-Koeamo eguH Maag gokmop golge u 3ano4He ga ce
3aHuMaBa, Ha Hezo My e MH020 UHMEPECHO U ce uHmepecyBa
0m Hac He camo kamo cmamucmuka, Ho U kamo xopa... 3a
no-onumxume Aekapu e BakHo ga Hanuwam npomokoAa,
u3cnegBanusma. Te cakaw ce usmopaBam ga obuyBam c
nayuesmu, konkomo noBede pabomam.“ (npegcmaBumen Ha
nauueHmcka opaaHusauus 1).

Lauuenmume, 6e3 ga uckam, ca okycupaHu kem cebe cu
U noHakoaa 3aoynompebaBam. C AuyHuA merepoH He mpAbBa ga
ce 3noynompebAaBa. A3 Ha Moume nayueHmu cu Bgueam u mMoea
ga au HaBukam, ako Mu ce obaxkgam ¢ nopegHama wypomus.”
(meguuutcku cneuuaaucm 1).

Cnopeg MeguuuHcku cneuuaaucm 1 npeykume B8 o6uy-
BaHemo MmeXgy Aekap U nauueHm ce gbAkam U Ha pasAuyuA
B nogxoga mexgy no-maagume u no-Bv3pacmHume Aekapu u
8 HapyweHusa B8 camama AeyebHa cmpykmypa. Habadza ce Ha
poAdma Ha KAUHUYHUA ncuxoAo2 kamo BakeH ereMeHM npu
ycmaHoBABaHemo Ha no-AuyveH koHmakm c¢ nauuesma. [lMpaBu
BneyamaeHue, ye omaoBopHocmma 3a makb8 mun koHmakm
naga Bbpxy KAUHUYHUA NCUX0A02, a He moAkoBa Bupxy Aekapa:

Ldpyeuam npobarem e, 4e no-Bv3pacmHume Aekapu mu
kasBam — He moxe maka ga naga 6bapuepama, mpa68a ga cu uma
AuMum, mpabBa ga uma HakakBa gucmanuua mexxgy Aekapa u
nayuerma... [ipyao — 8 bvAzapus e paspyuwieHa cmpykmypama
Ha KAUHUYHUME ncuxoAosu U moBa cv3gaBa MHO20 20AAM
npobAem, 0cobeHo 3a Hac” (MeguuuHcku cneuuaaucm 1).

CouuaaHo-ukoHoMuyeckume U ncuxo-couuanHume  (ak-
mopu He ca BkaloueHu B ouuuarHama aHamMHesa Ha nauueHma,
HO ce B3umam npegBug om Aekapume npu onpegeasHe kypca Ha
NEYEHUE:

JJa, mesu Bausam. [loHakoea He au BkaloyBame B
opuuuacHama avamHesa, koAamo nuwem u u3gaBamve kamo
enukpusa, 3auiomo ako Hakod npoyeme, we My CmaHe
CMEWHO... CMPaHHO u3aAeXkga Hawuam Aucm, 3auwomo uma
pasauka mexgy moBa, 4e He ca Moz2Au ga omugam, 3aliomo
e 60AeH, 3auiomo HAMAam napu UAU 3auiomo He ca uckaau®
(meguuuncku cneuuaaucm 1).
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Mo-obwupHa u akmuBHa guckycua Cce noAyyu no
OMHOWeHUe Ha BkalouBaHemo HA AUYHUME UCMOPUU Ha
nauuesmume. HakoAako nauueHmcku npegcmaBumeau u3pasuxa
MHeHuemo, 4ye e BakHo ga ce noggbpka Hagekgama Ha
nauueHma u ga ce B3eme npegBug HezoBama ncuxuka u
emMouuoHaneH kanauumem:

Jckamv camo Hewo ga gonvAHA 3a Ncuxo-couuaiHama
ouenka, 3aujomo ma mpabBa ga e npu guagHoCMUUUPaHemo
owe. Toecm emouuoHaAHUA kanauumem Ha 4oBek ga ce cnpaBu
C HEWO XPOHUYHO U 2eHemuYyHo, 0cobeHo kozamo cu moakoBa
mAag u mu kaxkam “Tu we uBeew go 12-13 eoguHu®, mpa6Ba
3agbAKUMEAHO ga ce OUEHU U ga ce 3Hae, Ye uma xopa, ¢ koumo
mpAbBa ga ce pabomu... U HAUCMUHA NCUXOA0ZbM € MHO020
Baken. A moume HabalogeHuAa owe om geme ca, 4Ye Aekapume
nocmaBam guagHosama, usnucBam xanyemama u noBeyve He ce
uHmepecyBam® (npegcmaBumen Ha nauueHmcka opaaHusauus 3).

Tyk KapoH noguepmaBa, 4e AuyHama ucmopus, paskasaHa
0m nauueHma, uma mepaneBmuyeH xapakmep, mvl kamo
no3BoadBa Ha OOAHUA ga u3pasu no-602ama naaumpa Om
emouuu (cBoume mpeBoau, cmpaxoBe u HagexXgu) [1]. Peguua
uscaegoBamenu paskpuBam koako e BakeH nogxogbm Ha Aekaps
u noggbpkaHemo Ha Hagexkgama Ha nauueHma 3a NCUXUu4HOMo
My 3gpaBe, He20Bomo 03gpaBsaBaHe u nNo-ycnewHomo cnpaBaHe
¢ mexkkume cumnmomu Ha 6oaecmma [4-5].

Meguuuxckume cneuuaaucmu no3UUUOHUpaxa AUYHUME
ucmopuu B8 cepama Ha HayuHume u3caegBaHus, nogobpAaBaHemo
Ha guaeHocmukama u npocregBaHemo Ha 3aboaABaHemo [6].
3a npegcmaBumeAume Ha nauueHMCKu Op2aHu3auuu AuYHUME
UCMOpUU Ca Ha4yuH 3a npegocmaBaHe Ha 2aegHama mouka Ha
nauueHma, Ha He208omo npeXkuBaBaHe, NCUXUYHU U EMOUUOHAAHU
nompe6Hocmu. Egud om nauueHmckume npegcmaBumeau u3pasu
MHeHUg, Ye bu 6uAo gobpe ga uma HauuOHaAHa cucmema € ACHU
npaBuaa omHoCcHO BkalouBaHemo Ha N0gobeH Mun UCMOpUU:

,A3 cbM “3a“ ga au uma AuyHUme ucmopuu. EgHo u couio
3ab0aqBaHe ce npoABaBa no pasAuyeH HayuH... Vima Hakou
Hewa, koumo pempocnekmuBHO MoXew ga eu 06ACHUW ¢
guazHo3ama. Yl 3a camua meb e om noa3a, ako godge nayueHm
C Hewo, koemo u mu 6u u3nycHas, mozaBa moBa mu nomaza“
(meguuuHcku npegcmaBumen 1).

,0c8eH moBa AuyHama ucmopuda, € gpyea 2AegHa
moyka — gopu ncuxoAoe, coyuareH pabomHuk ga 2oBopu ¢
nayuesma, HaMa kak, mo nak wie e npe4yneHo npe3 MHeHUemo
Ha gpyeus. [Jopu HanucBaHemo Ha camama AuYHa ucmopus e
gobpe 3a camuA nayueHm. Tol maka cu npeocMmucAd Heuwjama*
(npegcmaBumea Ha nauueHmcka op2aHusauus 1).

,B moBa gocue, koemo e 06uwo, ako uma gocue u om
ncuxono0e, MoXe bu HAMa ga uma Hyxga om AuYHama ucmopus.
ToBa Bcuwkomo mpA6Ba ga e peweHo Ha HauUuOHaAHO HUBO.
TpA68a ga uma onpegereHu npaBuaa u Bcuyku ga ce cbobpasaBam
¢ max“ (npegcmaBumen Ha nauueHmcka op2aHusauus 2).

HapamuBHama meguuuHa cnomaza 3a ycmaHoBa8aHemo Ha
aBmeHmuyeH koHmakm mexgy Aekapa u nauueHma, npu kodmo u
gBeme cmpaHu npembpnAaBam cBoeBpemeHHa mpaHchopMauus.
3a ga ce ycmaHoBu ycnewHa komyHukauua obaue, kakmo
nauueHmbm, maka u Aekapam mpsaocBa ga yuacmBam akmuBHo
8 uHhOpMaUUOHHUA 06MeH [1].

3aknloyeHue

HapamuBHama MeguuuHa e OmHOCUMeAHO HoBa napaguama
8 coBpemeHHomo o6bwecmBeHo 3gpaBe. TA npegocmaBa
UHCMpYMEHMapuym 3a XoAucmuyeH nogxog kom Hykgume
Ha nauueHma. MocpegcmBoM cnogeAaaHemo Ha cBoAama AuYHa
ucmopus, nauueHmom ce yyBcmBa no-nbAHOUEHHO. BakHo e
ga ce ombeaeXu, ye B ocHoBama cu HapamuBHama MeguuuHa
ce 2pagu Ha aBmeHmuyHu B3aumoomHoweHua mexXgy Aekaps
U nauuedma, koumo agpecupam u nompebHoCMUME Ha camus
nekap. B obrnacmma Ha pegkume 6Goaecmu, 8 ecmecmBomo
cu mexXku U XpoHUYHU 3a60AABaHUA, HapamuBHama MeguuuHa
MoXe no-epekmuBHO ga omaoBopu Ha ncuxoao2uyeckume u
eMOUUOHAAHU NOMpPeBbHOCMU Ha nauueHma. B meguuuHckama
npakmuka 8 bvA2apus, HapamuBHama meguuuHa Bce owe He
€ 3aena mpadHo mAcmo. Bonpeku moBa, nomeHuuaaHume
npegumcmBa ce oueHaBam kakmo om nauueHma, maka u om
Aekapa. JlonbAHUMEAHU Npoy4yBaHuA ca Heobxogumu, 3a ga ce
Cb3gage no-nbAHa kapmuHa 3a Bb3amMoXkHOCMUME 32 NpuAazaHe
Ha HapamuBHama mMeguuuHa y Hac.

(Dunancupaxe

(okyc epynama e ocbwecmBeHa B pamkume Ha
eBponedcku npoekm Story Telling on Record (S.T.o.Re.),
(GuHaHcupaH no npozpama ,YuyeHe npe3 ueAua kuBom®
cekmopHa npozpama ,/\eoHapgo ga BuHuu“ 3a MHO20CMpaHHO
napmHoopcmBo 2013-2015.

3a CbgbpkaHuemo Ha masu CmMamuA HOCAM OmMeo-
BopHocm eguHcmBeHo aBmopume. EBponelickama komucus,
EBponelickuam cvlo3 u LieHmbpom 3a pa3Bumue Ha YoBewkume
pecypcu He noemam 0m20B0OpHOCM 3a HayuHa, no kodmo
npegcmaBeHama uHpopmauua Moxke ga 6bge usnoa3Baxa.
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