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NARCOLEPSIA - A DISEASE WHICH MAKES YOU FALL ASLEEP?
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Abstract: Rare diseases are serious, often chronic and progressive diseases. In very rare diseases, symptoms can
be observed at birth or in childhood. According to the generally accepted European definition, a rare disease is
considered one with a prevalence of no more than 5 per 10,000 people in the EU. The term "rarity" is too relative.
Although each rare disease occurs in a very small part of the population of a country, if they are summed up as a
whole, due to the large number of nosological units (more than 6000), rare diseases become a serious public health
problem of any health system. Rare diseases are a serious public health problem and pose a threat to the health of EU
citizens. Late and misdiagnoses of patients with rare diseases are common and often result in a medical, physical, and
mental burden for the patient and a financial and emotional burden for the family. It is believed that low awareness of
rare diseases is one of the reasons for late and wrong diagnoses. One of the diseases recognized as a rare disease is
narcolepsy, which has a prevalence of between 20 and 50 per 100,000. Narcolepsy is a neurological disease
characterized by chronic excessive daytime sleepiness, cataplexy, hypnagogic hallucinations, sleep paralysis and
disturbed night sleep. It is difficult to determine the true number of sufferers, as narcolepsy often goes undetected or is
misdiagnosed. The disease can appear at different ages - from infancy to 50 years of age. It is considered a lifelong
condition that usually does not progress. It is a chronic and debilitating disorder with a peak onset at age 15 and a
second peak at age 35 that requires lifelong treatment. During the period 30.03.23-30.06.23, a survey was conducted
on the awareness of the students of the Medical Assistant specialty at RU "Angel Kanchev" and the Nurse and Midwife
specialty at the Varna University of Medical Sciences, Sliven branch, about the disease Narcolepsy. Analysis of the
responses found low awareness of rare diseases and narcolepsy in particular. As a consequence of the obtained results,
an information bulletin was prepared, a seminar and a talk were held in order to control the established deficit of
awareness about the disease narcolepsy.
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BBBEJIEHHUE

Penxure Gonectu ca CeprHO3HU, YECTO XPOHMYHHM M MPOrpecuBHU 3abosaBanus. Ilpu MHOrO
penxu 3a0oJsBaHusl CUHMIITOMUTE MOTaT Jja ObJaT HaOII0AaBaH! OLIE NPU PAKIAHETO WM B JIETCKA
BB3pact ( Toncheva D., 2014).

Penxute Gosectu ca HBOTO 3acTpallaBallld MM XPOHUYHU MHBAJIUIU3UPAILIN 3a00JI1BaHUSL
ChC C€1a00 pa3mpoCTpaHEHHWE M BUCOKA CTENEeH Ha cllokHOCT.Cropesa oOuionpueTara eBporneicka
neGUHUALUS 3a PsIKO 3a00JsBaHe ce CUMTa TaKoBa C pa3npocTpaHeHue He nmoseye oT 5 Ha 10 000
nyuu B EC. TlonsiTHeTO ,,pAaKOCT € TBBp/E€ OTHOCUTENTHO. Bhrpeku, ue BCAKO psAAKO 3a00isiBaHe
ce cpella Mpu Majka 4YacT OT HAaceJeHMETO Ha €JHa CTpaHa, ako ObJAT CyMHpaHU KaTo LU0,
rnopaau rojieMust 6por Ho3osoruuau eauHuI (Haa 6000), penkute 3a00JIBaHUS CE€ MPEBPBINAT B

3[[0Knam,T € MpelcTaBeH Ha IuleHapHata cecus Ha 27 oktomBpu 2023 B cexuus MK/ c
opurnHainHo 3arinaBue Ha Obarapcku e3uk: HAPKOJIEIICUA - BOJIECT IIPM KOSTO
3ACITMBAILL.
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ceprodeH mpoOieM 3a  OOIIECTBEHOTO 37paBeola3BaHe Ha BCAKAa 3JpaBHAa CHCTEMa
(https://www.raredis.org/archives). Exno ot 3aboisBaHuMsTa MPU3HATO 3a PSAAKO 3a00IABaHE €
HapKOJICTICUATa KOATO HMa pasnpocTtpanenue mexay 20 u 50 ma 100 000 (Ohayon MM et al,
2002). TpyaHo MOXKe Ja Ce ONpeeu pealHusaT Opoi 3a00Jeiu, Thil KaTO HAPKOJEICHATA YECTO
OCTaBa HEOTKPHTA MM C€ IOCTaBsl TPEUIHA JHarHo3a. 3a0OoJsBaHETO MOXE Jia Ce IMPOSBU B
pa3IMYHU BB3pPACTH — OT paHHA Jercka a0 S50-roaumiHa Bw3pact. [lpuema ce 3a TOKHBOTHO
ChCTOsTHHE, KoeTo oOukHOBeHO He mporpecupa ( Slowik JM et al, 2020). ToBa € XpOHHUYHO U
MHBAJIUIN3UPAII0 PA3CTPOMCTBO ¢ OMMOJAJICH MUK - MaKCHMaJIHAa YeCTOTa Ha MO0sBa Ha 15 roauHu
Y BTOPH UK Ha 35 roJiMHU, KOETO N3UCKBa JeueHue mpe3 uenus xuoT (Dauvilliers Y,et al, 2001).

N30 KEHHUE

Nma xunsanu peaku 3adonsBanus, mexay 6000 u 7000 ca OTKpUTH U pEIOBHO CE OINKMCBAT B
MEIUIIMHCKATa JIUTepaTypa HOBHU. J[OKAaTO IMOYTH BCHYKH TCHETHYHHU 3a00JIIBAaHUS Ca PEIKH
3a00JIsIBaHKsI, TO HE BCUYKH PEAKH 3a00JIIBaHUs ca TeHeTHMYHH. Hampumep MMa MHOTO peIKu
WH(EKIIMO3HH W aBTOMMYHHU 3a00JsIBaHUS, a MPUIMHATA 32 MHOTO PEIKH 3a00JIIBaHUS OCTaBa
HeusBectHa (Toncheva D., 2014). Penxute OosiecTH ca Cepuo3eH MpoOJieM 3a OOIIECTBEHOTO
3/IpaBe W ca 3aruiaxa 3a 3apaBeTo Ha rpaxknanute Ha EC. BaxkHa pons B o0nacTra Ha pelnkuTe
00JeCTH MMAT MEIUIUHCKUATE CIEIUAIMCTH, KOUTO JMArHOCTUIUPAT M IMPOCIEAIBAT XOoJa Ha
3abosBanero ( Miteva Ts, et al, 2011). KecHuTe ¥ MOTpENIHM AUATHO3M HA MAI[MEHTH C PEIKU
3a00JI5IBaHMsI ca YECTO CPEIIaHM U YECTO BOAAT JIO0 MEAMIIMHCKO, PU3MUYECKO U MICUXHUECKO Opeme
3a manueHTa W (PUHAHCOBO, W EMOIMOHAIHO OpeMe 3a cemeicTBOTO. CMsATa ce, Y€ HUCKaTa
OCBEJIOMEHOCT 3a peAKuTe OoNecTH € eHa OT MPUYMHUTE 32 KbCHU W MOTPEIIHU JUArHo3u Ha
nareHTd ¢ peaku Oomectu (Vandeborne L, et al, 2019). 3a miactue eaHO OT HaM-TEKKHTE
HapylUIeHHs] Ha ChbHS — HApKOJICTICUATA, € €IHOBPEMEHHO U €IHO OT Hail-peakute. Cpema ce mpu
ensa 0.02 — 0.05% ot xopara.

Hapxkonernicusita € HEBPOJOTHYHO 3a00JIsIBAaHE, KOETO CE XapaKTepHU3Mpa ChC XPOHHYIHA
eKCI[ECHBHA JHEBHA CHHIIMBOCT, KATAIJIEKCUs, XUITHATOIHU / XUITHOIIOMHHU XaJIFOIMHAIIMU, ChHHA
napaiu3a ¥ HapyiieH HomeH cbH (Tsenkova Lilia, Mihaela Hubenova ,2020; Postiglione E,et al,
2018). EkcuecuBHa CBHHJIMBOCT Tpe3 JCHA C€ NpUeMa 3a IbPBOCTEIICHEH CHMIOTOM Ha
HApKOJICTICUATA,  OTJIMYABAll C€ OT yMmopara [0 HEYCTOMMUTE CBhHHM aTaKd C KpaTka
MPOIBIDKUTEIHOCT, MO-MaJlka OT 15 MHUHYTH, MOXE J1a HACTBIIM NPU HEOOMUYalHU CUTYaIlUHU - TI0
BpeMe Ha XpaHEHe WM pa3roBopu. Kararmekcusita IpeacTaBisBa BHE3allHA, CHMETPUYHA
MYyCKyJHa c1abocT miM mapaiusa 0e3 3aryda Ha cb3HaHUE. TS 4eCTO ce MPEIU3BUKBA OT CMSIX
(80%), u3HeHaaa, THAB U MPOJIBIDKABA OT CEKYHIH 10 MUHYTH. Kararekcusara psako € IMbpPBHUS
CUMITOM Ha HAPKOJICTICUATA, OOMKHOBEHO C€ TpPOsBSIBA TOAWHH CIieJ] JHEBHATA CHHIIMBOCT.
CpHHaTa mapajn3a ¢ BpeMeHHa, YaCTHYHA WIIM IIBJIHA Mapajin3a, KOsSTO Hai-4yecTo ce MOsBsABA MPHU
chOyxnane. [lanmeHTHT € B Ch3HAHWE, HO € HeCrmocoOeH aa ce aBmwku. ChHHATA Tapaim3a
OOMKHOBEHO Tpae I0-MaJko OT €JHa MHHyTa. MoraT Ja HAacTBhIAT 3PUTEIHHM, TAKTHIHU W
aKyCTUYHU XaJIOIMHAIMN - CHHOIMOMOOHU MPEKUBSIBAHMS - XUITHATOTHU (IIPHU 3aclHMBaHE) CHIIA
xunuonomuw (ipu ce0yxkaane) (Milanov 1., et al, 2012).

Hapxonencusita € pa3nuyHa OT ChHHATa amHes, pa3TPOCTBaTa Ha HONIHHUTE IBWKCHUS
(MHOKIIOHYC W CHHJAPOM Ha HECIOKOMHHTE Kpaka), e¢(peKTH OT HAPKOTHIIUTE W aJKoxojia M
arunmuHara nenpecus (https://www.raredis.org/archives).

HaBpemenHara auarHo3a o3HayaBa IMO-J00pU pe3y/ITaTH M C€ ChOOINABa, ye MAIMEHTHUTE,
JTUarHoCTHIMpaHu npeau 30-ToauiHa Bh3pacT, TOKA3BaT MO-HUCKK HUBAa Ha 0e3padoTHIla U UMaT
M0-700p0 3APaBOCIOBHO BB3MPHUATHE OT TE3H, TUATHOCTUIIMPAHH HA IMO-KbCHA BH3PACT KOETO BOJU
JI0 HaMaJICH MCUXOJOTHYECKH CTPEC, 3a€THO ChC COLUATHO-UKOHOMHUYECKU U 3APABHU MOCIIEAHUIIH
(Ingravallo F.et al, 2012). B mombiHeHHE KbM MEIMKAMEHTO3HOTO JICYCHHE BaXKHA POJIA Urpae
XpaHeHeTo. 32 Ja ce MPeIOTBPATH 3aTILCTABAHE TPHU MANMCHTH C HAPKOJICTICHS € HEOOXOAMMO J1a
Ce ChCTaBU pallMOHAJICH PE)KUM Ha XpaHEHe, (U3MUeCKa aKTUBHOCT M ChH, M3ISLUIO ChOOpa3eH C
TaxHOTO cheTosinue (Tsenkova Lilia, Mihaela Hubenova, 2020). OcBen BuabT Ha KOHCYMHpaHaTa
XpaHa, BIMSHUE OKa3BaT M XPAHUTEIHUTE HABUIM. [IpomyckaHETO Ha 3aKycKaTta W HEpPEIOBHOTO
XpaHEeHe CHIO CE aCOIMHUUPAT C BIIOMIECHO KAYeCTBO
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Ha chbHA. Jleuenuero TpsOBa fa ce mpUApyKaBa OT ChbCTaBSHE Ha aJ€KBATECH THEBEH M XpaHHUTEJICH
peXuM, BKIIIOYBAll OalaHCHpaH MPHEM Ha MAaKpo- U MUKPOHYTPHUEHTH, (pU3nMuecKka aKTUBHOCT U
kauecTBeH chH (St-Onge MP, 2016).
Ilpoeeodeno npoyusane
Ilen —na ce mnpoyudn HHUBOTO Ha HWH(POPMHPAHOCT HA PECIOHACHTHTE 3a PEIKHUTE
3a0onaBanus u 3a Hapkomnencust —0osecTTa KOsATO HU Kapa Jia 3acliiBaMe.
Mamepuanu u memoou
»  COIIMOJIOTMYECKH METOJT - IPsSIKa aHOHUMHA aHKETa,
» JIOKyMEHTaJIeH METO/] - IPOYYBaHEe Ha JIOCTBIIHA JIUTEpATypa 1o npodiiema;
» CTaTUCTUYECKH METOJI - 00paboTKa ¥ aHAJIN3 Ha HH(DOpMAIHITA.
Memoouxa na uzcneoganemo
IIpe3 mepmoma 30.03.23-30.06.23 r Oemie mpoBeNEeHO aHKETHO NpoydBaHe cpen 125
CTYACHTH (CJel MOIy4eHO MH(OPMHUpPAHO ChIiacue), cnenuaiaHocT Jlekapcku acucteHT mnpu PY
»AHren KpHUeB®, CTyJeHTH OT crienraiHoCcT MenuiuHcka cectpa u Akyuiepka npu MY Bapha,
¢wman CiauBeH OTHOCHO HWH(POPMHPAHOCTTa KM 32 peAKUTe OoyiecTH U 3a00JsBaHETO
Hapxonencusi. AHKeTHOTO IPOy4YBaHE ce MPOBEJe Ha JBa eTama — Mpeu U Clie]] IPOBeXaaHe Ha
O00yYUTEITHH CEMUHAPHU U NPEAOCTaBsIHE HA WH(POPMAIMOHHU OpOIIypu ¢ MHPOPMALIUS 33 PEIKUTE
Oosect u 3abossiBaHeTo Hapkomericus.
Pezynmamu om npogedenomo npoyueane u 00cviicoane
AHanu3bT Ha AaHKETHOTO TMPOYYBAaHE YCTAHOBM  M3KIIOYUTEIHO HHCKO HHUBO Ha
nHGOPMHUPAHOCT HE caMo 3a 3aboisBaHeTo Hapkosercus, a u3a penkurte OOJECTH.
PesynTtature oT mpoBeneHOTO MpoyyBaHE (IIPEeIu M Cie] MPOBEACHU OOYUYUTEIIHW CEeMHHApU U
MpeIocTaBeHr HH()OPMAIIMOHHY OpOIITypH) ca aHATM3UPAHU U MPEACTaBeHH B Tabmuia 1.

Ta6muma 1. JlaHHM OT aHKETHO MpOy4YBaHE

Bwnpoc IIpeou npeoocmasana
ungopmayus 3a peoxume
0onecmu u 3a001:16anemo

Hapxonencus

Cneo npedocmagana
ungopmayusa 3a peOxume
bonecmu u 3a6o01168anemo

Hapxonencus

Kou ot u3bpoeHute cumnromu
ca XapaKTepHU 3a
HapKoJencusTa?

1 %-3acnuBane
28%-Eydopus
22%-T"aneHe, MOBpPBIIAHE
49%-Ipyru

86 %-3acnuBane
7%-Eydopus
3%-T"anene, moBpbIaHe
4%-1pyru

OTt0enexere Ha KOSl CUCTEMA €
3a0onaBanero Hapkonencusra
e:

26%-HeBpoaoruyHo
3a0ossBaHe
18%-CTomanrHo-4peBHO
3a0ossBaHe
11%-Ex1oKpHHOIOTHYHO
3a0ossBaHe

45%-3abonsiBaHe Ha  JApPYTH
opranu u cuctemu (OC, CCC)

82%-Heponoruuxo
3a0omsBaHe
5%-CTtoManrHo-4peBHO
3a0omsBaHe
3%-EH/10KpUHOIOTHYHO
3a00msBaHe
10%-3a0onsBaHe Ha JApYyrH
opranu u cuctemu (OC,
CCQO)

Cnopen Bac Hapkonencusara ce
CBEXKJa J10:

36%-,,Ynorpeba Ha
HapKOTULIHK

27%-,,Yiorpeba Ha
00e300msgBamm
36%-,,Ynotpeba Ha
ChHOTBOPHHU

1%-,,.Buesamnno 3acrnuBane’

5%-,,Ymotpeba Ha
HapKOTULHK

4%-,,Yriotpeba Ha
o0e3mosBaIu
3%-,,Ynotpeba Ha
ChHOTBOPHHU

88%-,,Bre3anno 3acnuBane*

[IpenocraBenara BU | 7/%- JlocTaTpuHa 29%-JlocTaTpuHa
uHpopManus 3a | 70%-He nocrarpuyna 56%-He nocrarsruna
Hapkonericusita  m penkure | 23%-He Mora na npenens 15%-He Mora na mperenst
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Oosectu e:
HuBoto Bu Ha undopmupanoct | 76%-MHOro HUCKO 36%-MHoro HUCKO
3a penkure Oonectu u | 17%-Hucko 25%-Hucko

3a00/11BaHETO Hapxonencmi c:

2%- 1o6po
5%- He Mora aa onpenenst

23%-J1o6po
16%-He mora na omnpenenst

Heobxomuma T4 BH €
JTOTBJIHUTENTHA UHhOpMAITUs 3a
peaxkure Ooiectn u

3abomsiBaneTo Hapkonencusita?

38%- Jla
17%- He mora na npereHs
45%- He

84%- Jla
9%- He mora ja mperneHs
7%- He

KakBu nombanutennu dopmu | 27% - Monayn ,,Penku 6onectu | 41% - Monyn ,,Penku

Ha oOyueHue mpenjarare C 1ei | Ipu JUCHUIUIMHUTE Bbrpemnu | 6omectu pu

MOBMIIIABAHE HAa 3HAHUATA BH | OOJIECTH, Heponornynu | nucuurmmaure  BbrpemHu

3a peakute 6osect? 6onectu u Jlercku OosecTH. 6onectu, Hesponornunu
21% -W30upaema nucuumianHa | 6oxectu u Jlercku 60mecTu.
,,Penxu oonectn’ 38% - N3bupaema
52% - Cemunapu u Oecenu 3a | TUCIHUILIMHA ,,PeIKu
,,Penku oonect 6oxecTu

21% - Cemunapu u Oecemu
3a ,,Penku 6omect™

3AKVIIOYEHUE

OTroBopure Ha pECHOHICHTUTE I[IOKa3BaT HUCKO HUBO Ha 00IIa OCBEIOMEHOCT W
HH(OPMHUPAHOCT MO MpoyuyBaHUs MpoOiem. OT OTrOBOPUTE MOXE Ja CE€ HalpaBh W H3BOJ 3a
MPUYMHATE OTHOCHO KOHCTaTHpaHWs Ne(DUIUT Ha 3HAHUS-TIpeocTaBeHaTa uWH(opManuara He
camo 3a 3abonsiBaHero Hapkonercusi, HO W 3a peakuTe 3a0oisiBaHUs € HE JocTaThb4yHa. B
OTTOBOPUTE HA PECIOHAEHTUTE U CJIEJ NPOBEACHUTE OOYUHUTEIHHM CEMUHApH, NPEJOCTABEHUTE
nocTepu ¥ MHGOOPMAIIMOHHU OPOIIYpH C€ YCTaHOBSIBA Bce olle Ae(UIn Ha 3HAHUSA, KOUTO KONTO
JI0 ToNsiMa CTereH mie ObJe OBNAJASH C MOMOIITa Ha TpEAjaraHuTe NOMBIHUTENHH (HOpMHU Ha
oOydeHue oT pecrnonaeHture. Criopes Hac TOBa Ie JOMPUHECE 33 MOBUIIABaHE WH(OOPMHUPAHOCTTA
HE CaMO Ha PECNOHAEHTUTE, HO U Ha BCUYKU CTYJEHTH He camo 3a Hapkonencusra kato €JHO OT
peaxkute 3a0o0ygBaHMS, HO W 32 BCHYKM 3a00JIsIBaHHSA OT NaJUTpara Ha pPEAKUTE OOJECTH.
[Ipunobuture 3HaHMS ca €AHAa OT MPEINOCTABKUTE 33 aKTUBHO M aJE€KBAaTHO ydacTHE Ha
MEIUIIMHCKUTE CIIEIUATNCTH B KOMIUIEKCHHS JIe4e0HO TUAarHOCTHYEH MPOIIEC.
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