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AN ANALYSIS OF EXPENDITURES FOR TREATMENT OF BETA THALASSEMIA IN THE
PERIOD 2011-2014

A. Zlatareva! and G. Petrova?

Medical Center Health BG EOOD
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Pe3tome: Llenta Ha ToBa npoy4dBaHe € ga ce aHanuaupa UHaHCMPaHETO Ha hapmakoTepanusaTa Ha na-
umeHTUTEe ¢ 6eta-tTanacemuns B bbnrapus 3a nepuoga 2011-2013 r. NpoBeneH e mMHaHCOB, MaKPOMKO-
HOMUWYECKM aHanmu3 Ha pasxoguTte 3a fnedeHve Ha beta-tTanacemusa B bvnrapus 3a nepuoga 2011-2014.
M3uncneHu ca pasxoamTte cpegHo Ha 6oneH, pasxoguTte no pernonu, no INN n no ATC rpyna. CpaBHeHu ca
cpegHWTe pasxodu 3a uganata rpyna 60mHu CbC cpegHuUTe pasxoam no PermoHu U ca U3YMUCIEHN OTKIOHe-
HUATa OT cpegHocTaTMcTMyeckara ctomHocT. Mpes 2011 r., nopaan NnpoMeHun B 3akoHogatencTteoto, H30OK
noema puHaHCMpaHeTo Ha pegkute GonecTtn, kouto ca 15 anarHosu, npe3 2012 r. ca 16 n npe3 2013 (go
aBrycr) — 23, BKIOYMTENHO NeveHneTo Ha beTa-TanacemusaTa, kato 6posiT Ha obxBaHaTUTe NauneHTH npes
roAvHUTE Ce U3MeHs, kakTo cneasa: npes3 2011 r. ca 219 6onHu, npes3 2012 r. ca 223-ma, a npe3 2013 . ca
247 nywn. PasxoguTe 3a nedeHne Ha NaumeHTuTe ce NpoMeHNAT BbB Bb3xoasllia Nocoka, kato npes3 2011 r.
Te ca 5 132 600 nB., npe3 2012 . ca 7 664 782 nB., a npe3 2013 r. ca 8 323 230 nB. CpegHaTa CTONHOCT Ha
pasxoauTe 3a 6oneH ¢ Tasu gvarHosa, 3annarteHn ot ObecTBeHns oHA, NO PETMOHN € CbC 3HAYUTENHU
OTKIMOHEHUS, KaTo Han-ronsima CTOMHOCT e oTbensasaHa B Pyce u BbB BapHa. B bbnrapus, ouHaHcupaHeTo
Ha hapMakoTepanuaTa Ha peaku 3abonsBaHust criedBa o0LWMTE NPUHLMNM HA MHAHCKUpPaHE NPU BCUYKK
3abonsBaHMsa 1 TOBa Cb3gaBa pUCK OT HegodMHaHcMpaHe Ha 6onHuTe ¢ peaky 6onecTy 1 Ha ocTaHanuTe
rpaxgaHu, Tbi KaTo 1 ABeTe rpynu pasdmTtaTt Ha cpefctBa Ha H3OK. CtatucTnyeckn sHaummmTe pasnmuns
B fneveHneTo Ha 6onHnTe ¢ peaku 3abonsBaHus MO PErMoHU Ce HYXXOAsT OT MHOMO CEpUO3eH aHanus3 Ha
MeaMLMHCKMTE OCHOBaHWS 3a ToBa pasnuyve.

KnioyoBu gymu: peaku 6onectu, nekapctsa cupaum, 6eta-TanaceMusi, pasxoau 3a neveHue

Summary: Aim: The aim of this study is to analyze financing of pharmacotherapy of patients with beta-
thalassemia in Bulgaria for the period 2011-2013 r. Materials and Methods: A financial, macroeconomic
analysis of the cost of treatment of beta-thalassemia in Bulgaria for the period 2011-2014 was made. The
average cost per patient, costs by regions, INN, and ATC group were calculated. The average cost for the
entire group of patients with average costs by region were compared and deviations from the average
statistical value were calculated. Results and Discussion: In 2011, due to changes in legislation, the National
Health Insurance Fund (NHIF) covered funding of rare diseases, which comprised 15 diagnoses, in 2012
— 16, and in 2013 (until August) — 23, including the treatment of beta thalassemia. The number of patients
covered changes annually as follows: in 2011 — 219 patients, in 2012 — 223, and in 2013 — 247 patients. The
cost of treating patients changes in upward direction: in 2011 — 5,132,600 BGN, in 2012 — 7,664,782 BGN,
and in 2013 — 8,323,230 BGN. The average cost per patient with this diagnosis, paid by the Community
Fund, is with significant deviations between different regions, as the highest value is recorded in Ruse
and Varna. Conclusion: In Bulgaria, financing of pharmacotherapy of rare diseases follows the general
principles of funding for all diseases and this creates the risk of underfunding of both the patients with rare
diseases and the rest individuals since both the groups rely on the resources of NHIF. Statistically significant
differences in the treatment of patients with rare diseases between different regions need a serious analysis
of their medical arguments.

Key words: rare diseases, orphan drugs, beta thalassemia, treatment costs
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BbBEQEHUE

Beta-tanacemunsaTta ce AbImkM Ha OedEKT B CUH-
Te3a Ha GeTa-rmobuHoBMUTE BEpwurn, KOETO BOAM OO
anda-/6eta-ancbanaHc, HeedeKkTMBHA epuTponoe-
3a U XpOHUYHa aHemMus [8]. CnekTbpbT Ha Tanacemu-
UTe € LWMPOK — OT TanaceMmsi MMHOP (XMNOXpOMUYHa
MUKPOLMTHa aHeMUs1 ©6e3 SBHU KIMUHUYHW NPOSIBU) 4O
Tanacemus manop, Kato naumeHTuTe ¢ Tasu anarHo-
3a ce HyXOasT Olle B MbpBUTE rOAMHU OT XXMBOTa CU
OT PEOBHM KpbBONpenuaaHus. To3n cnekTbp obxea-
la 1 TanaceMms UHTepMeaus. 3-tanaceMusi HTep-
Meanst Ma KnnHUYHa KapTyHa, KakTo 1 YCIOXHEHNS,
CBbp3aHM CbC 3a00nsABaHETO, KOUTO Ca pasnnyHU OT
Te3n Ha B-tanacemus manop. [No3HaBaHETO Ha pas-
NUYHUTE POPMU MMa OTHOLLEHUE KbM pasBuBaLLMTE
Ce YCMNOXHEHWS, XapaKkTepHN 3a oTaenHuTe opmu,
N Te BKMNOYBAT ePeKTn BbPXY HAKOIKO OpraHa v cuc-
TEMU, BKIIOYUTENHO CbPAEYHO-ChO0BA, YEPHOAPOO-
Ha, eHOOKpuHHA, 6bbpedHa, MO3byHa M cKeneTHa
cuctema.

MbpBUTE OOKNaon 3a 3abonsiBaHETO Tanacemus
aatvpart ot 1925 r. [9]. [MbpBuTE cnydam ca onucaHu
npw neguaTpuyHaTta nonynauusi cpes naumeHTn ¢ aHe-
MUS1, KaKTO U C APYrN KOCTHU NpoMeHMU. [No-KbCHO, Tep-
MUHBT ,TanacemMus” e npegnoxeH ot [pxopmk Yanbn
[10], a OeriBna Yotbpon Aokassa gedbeKkTHaTa npoayk-
umna Ha anda- n 6era-sepuru [11, 12, 13, 14, 15].

OcCHOBHWTE TepaneBTUYHU METOAM Ca KOHBEH-
LMOHarHK, KaTo KpbBOMpPENMBaHe U xenaToTepanus,
CMNMeHeKTOMUSA, NOAABbPXKALLW Tepanun, KakTo 1 ncu-
xonormyHa nogkpena [16]. HekoHBeHUMOHaNHWTE
MEeTOOM BKIOYBAT reHHa Tepanust n deTaneH Xxemo-
rmobvH Mogynauust U TpaHcnaHTaums Ha CTBOSIOBU
KNeTku.

ABTOpU Ha Mpoy4BaHMs OTOENs3BaT, Ye KadecT-
BOTO Ha >XUBOT NpW NauMeHTn ¢ Tarnacemms e Tema
Ha 0cobeH MHTepec B NocregHo BpemMe, Kato 6e3 Hu-
KaKBO NeyeHne, NauneHTUTe ca U3NOXKEHN Ha PUCK
OT pa3BUTUE Ha MHOMO YCINOXHEHUSI U MO-HUCKO Ka-
YeCTBO Ha *wuBoT [17, 18, 19].

OcCHOBHM TepaneBTU4YHU meToaum cnopen bwvn-
rapckoTo XeMaTOSOMM4YHO APYXXECTBO Ca XEMOTPAHC-
dY3MOHHO NeYeHne, XKenaso-xenaTtmpawio nedyeHue,

CMITEHEKTOMWUS 1 TpaHCNNaHTauus Ha xemaroroe-
TUYHW CTBOMOBU KNeTku [1].

Llenta Ha ToBa npoy4sBaHe e Aa ce aHanusupa
duHaHcupaHeTo Ha hapmakoTepanuaTa Ha nauu-
eHTuTe ¢ beTa-Tanacemus B bbnrapus 3a nepvoga
2011-2013 r.

MATEPHAN 1 METOOU

lMpoBepeH € UHAHCOB, MaKPOUKOHOMUYECKM
aHanu3 Ha pasxoauTe 3a fieyeHue Ha Oerta-Tanace-
Mua B bbnrapus 3a nepuoga 2011-2014. N34uncneHn
Ca pasxogute cpeaHo Ha boneH, pasxoguTe Mo perun-
oHu, no INN n no ATC rpyna. CpaBHeHM ca cpegHute
pas3xogu 3a usanata rpyna 6omnHu cbC CpegHUTe pas-
X0OW NO PErmoHn U ca U34YUCIIEHUN OTKIOHEHUATa OT
cpeaHocTaTucTU4eckara CTOMHOCT.

PE3yntaTn

Mpe3 2011 r. H3OK noema cmHaHCcMpaHeTo Ha
pasxoguTe 3a neyeHne Ha GonHuTe ¢ penku Gonec-
TV, B TOBa 4nCnO U Ha BeTa-TanacemusaTa [2, 3, 4, 6,
7]. Pasxogute B nepuoga 2011-toHn 2014 r. ce npo-
MEHSIT, KaKTO € NnokasaHo Ha Tabn. 1.

BposT Ha BonHUTe HapacTBa Npes NpocneaeHnTe
Meceuun 1 npes roguHnTe Ha M3cnenBaHusa Nepuog,
KaTo cpefHaTa CTOMHOCT OCTaBa MoYTU KOHCTaHTHa.

Pasxogute no INN 3a uscnegsaHusa nepuog ce
NPOMEHST, KaKTO € NPeACcTaBeHo Ha Tabn. 2.

Cnen npexBbprstHETO Ha penkuTe 3abonsiBaHus
kbM H3OK ce odeptaBa HenpekbCcHaTa TeHAEHLUs
B HApaCTBaHETO Ha pasxoguTe 3a fevYeHne Ha ToBa
3abonsiBaHe.

Ha 1031 ¢hoH cpeaHuTe pasxoam 1 OTKIIOHEHNETO
OT Te3U cpeaHn pa3xoam 3a neyeHne Ha 6oneH c 6eta-
Tanacemusi No pervoHu ca aHaunTenHm — cwur. 1.

Pesyntatute nokaseaTt, ye Ham-ronsm e 6posaT
Ha 6onHuTe ¢ 6eta-Tanacemus B Codusa-rpag (n =
29), cneggaH ot NMnoegue (N = 25), HO HaW-ronsiMo
€ OTKINOHEHWETO OT cpeaHuTe pasxoau, komto H30K
otaens, B Pyce (n = 6) n BapHa (n = 8) 3a neveHue-
TO Ha Te3n naumeHTun (cdwur. 1). CpegHo Ha GoneH ¢
Tasn gmarHosa ce peumbypcupat 35 068,38 nB. Ha
rogvHa.
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Ta6nuya 1. Pazxodu 3a 6pol 6onHu u cpedHa cmoliHocm Ha 6oJsieH ¢ QuazHo3a 6ema-manacemus 3a nepuoda 2011-06.2014

PeumbypcHa CpedHa PeumbypcHa CpedHa PeumByncHa CpedHa PeumByncia Cpedxa
Bpolii 6onHu cyma, ne. | cmoiiHocm Ha | Bpoii 60nHU cyma, ne. | cmoiiHocm Ha | Bpoi 60nHU u yl;013 cmoliHocm Ha | Bpoli 6onHu u y,;014 cmolHocm Ha
0ile. | Gomen 201te. W12 | Gonen 20122, oywa, 16 201521 Gomen 20132, oywa, 16 201821 Gomen 20142,
AHy apH 180 673 005 373891 162 588 197 3630,85 193] 694002 3595,87,
teBpyapu 178 677710 3807,36 164 581304 354454 201 725327 3608,59
MapT 1 5030 5029,92, 192 721791 3759,33 189 692921 3666,25 196] 678922 3463,89
anpun 107 369 672 3 454,88 159 581 070 3654,53 196 746204 3807,16 199] 705523 3545,34
Mait 149 551 180 3699,19 161 642 581 399118 192 711937 3708,01 184 649624 3530,57
10HY 173 612 757 3541,95) 145 563 211 3884,21) 187 717 809 3838,55 194] 707851 364871
fonm 177 605 674 342189 182 698 592 383842 196 749 427 382361
aBryct 194 685 883 3535,48 184 683 731 371593 184 687 940 373881
cenTemBpu 188 636 308 3384,62, 177 664 992 3757,01] 184 695 290 3778,75
OKTOMB ¥t 128 426742 333393 177 632 999 3576,26 197 742 587 3769,48
HOEMB Yt 146 578 617 396313 170 599 555 3526,80 201 714 169 3553,08
fexenBpi 173 660737 3819,29 139 525546 3780,91 202 695 446 3442,80
5132600 7664 782 8323230 4161250
Ta6nuya 2. Pazxodu no INN 3a fieyeHue Ha 6ema-masniacemusi 8 nepuoda 2011-06.2014 e.
2011r. 2012r. 2013r. 2014r.
Konuyectso
= Ha Enoi OTnycHato Pent OTnycHaTo PenG OTnycHaTo Ponm OtnycHato Pent
INN H30K kog,| PrOBCKO NexapcTeeHa dopma | nexapcraeH UG KO/IMYECTBO SO KONIM4ECTBO G KO/IMYECTBO eAmMoypeHa KO/MYECTBO eAMoypera
HaMMeHoBaHue onakoBka CyMma, B NeBa Cyma, B neBa Cyma, B neBa Cyma, B neBa
oto (onakoskm) (onakosku) (onakoBkm) (onakosku)
ReIIeCTRO
Deferasirox VF032 Exjade TABL.DISP. 250 mg X28 5367 4499 146 8628] 6897317 10020| 7507 064 5305 3783244
POWDER FOR
SOLUTION FOR
DEFEROXAMINE [VF033  [Desferal INJECTION 500 mg X10 3986 188 745 3946 197 330, 3529 197314 1568 83782
DEFERIPRONE VF034  |Ferriprox TABL. FILM. COAT. 500 mg X100 1166 444 709 1524 570134 1734 600 396 808 277613
DEFERIPRONE VF035  |Ferriprox ORALSOL. 50000 mg |X1 50 18 457 45 16 611
5132600 7664782 8323230 4161250
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®dur. 1. OTKNoHeHUA OT cpegHUA pasxopq, 3annateH ot H30K no pernoHm 3a Tepanus Ha guarHo3sa 6eTta-TanaceMus
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OBCBXOAHE U 3AKNIOYEHUE

BiopkeTHUTe faHHM nokaseart, ve hapmakoTe-
panusaTa Ha pegkuTe 6OMecTn M3NCKBa 3HAYUTEMHU
du1HaHCOBM pecypcu, Nopaan KOETO € HYXXHO BHUMA-
TEnHo NpeaBmkaaHe Ha HeobxoaMMUTe cpeacTBa, 3a
Aa moraTt noseve BoONHW Aa ce nekyeaT C MoAdepHa
Tepanus, 6e3 ToBa Aa NOCTaBs Ha M3NUTaHWe orpa-
HU4eHuTe obLLecTBeHN cpeacTea [5].

Cnen npexBbprisiHETO Ha pegkute Borectn 3a
duHaHcupaHe ot H30K Ha npakTuka HaMa MexaHu-
3bM 3a rapaHTUpaHe Ha gocTbna Ha 6onHuTe Jo Tesn
nekapcTBa, HATO (DMHAHCOB, HUTO 3aKOHOOATENEH.

CobllecTByBalmnTe pasnuums B cpegHata u-
HaHCcoBa CTOMHOCT Ha fleyeHne Ha GonHuTe ¢ peaku
3abonsBaHusa Mexay OTAEnHUTE permoHun buxa mor-
nv ga umat He camo (PMHaHCOBW, HO N MEOULIMHCKA
ocHoBaHus. [paBun BnevatneHve, 4ye B peavua no-
Marnku rpagoBe pasxoguTe 3a dhapmakoTepanus ca
MHOFO MO-BUCOKW, OTKOSKOTO B rpagoBeTe, B KOUTO
nMa MeaULUMHCKU YHUBepcuTeTU. To3n akT e MHOro
pasnu4eH B CpaBHEHWE C Opyrv NogobHW mpoy4sa-
HWs1, KOUTO NOKa3Bar, Ye 0OUKHOBEHO B YHUBEPCUTET-
CKuTe rpagoBe pasxoauTte 3a dpapmakotepanus ca
No-BMCOKW 1 NPEANUCBAHETO Ha NekapCcTBa e No-pas-
HoobpasHo. [Npu 6onHuTe ¢ peakn 3abonsaBaHUsA Mo-
XEM Ja npeanonoXum, Yye nuncarta Ha LOCTaTb4yHO
eKcrnepTeH NoTeHumar, xapakTepeH 3a Tasu obnact
He camo B bbnrapus, a nopagun cneumdunkaTta cm un
B ocTaHanute cTpaHu ot EC, gosexaa 0o neveHwe,
KOETO He € MO eAuWHEH CTaHdapT, U OO 3HaYUTENHO
NoBULLIEHNE HA cpefHaTa CTOMHOCT Ha chapmakoTe-
panusTa.

CraTncTnyeckM 3HauyMmMuTe pasnuuus B rede-
HMeTO Ha BonHWTe ¢ peakn 3abonsaBaHWs No PErnmoHu
Ce HYXOasT OT MHOIM0 CEepVO3eH aHanu3 Ha Meau-
LMHCKUTE OCHOBaHWS 3a ToBa pasnuyve. Hesasucu-
MO Ye ca orpaHu4veH 6pon, 6onHuTe ¢ pegku 3abo-
naBaHWS 3aemat cepmoseH uMHaHcoB pecypc. ETo
3alL0 BCsIKa MpUYMHA 3a OTKITIOHEHME Ha pasxoguTe
3a cpbapmakoTepanus TpsbBa Aa ce aHanuaMpa MHo-
ro BHMMATENHO OT rnegHa Tovka Ha MeguuuHckata
0BOCHOBAHOCT M MOCTUrHaATUTE TepaneBTUYHU pe-
3ynTatu, Tb KaTo B HAKOW Criy4au BUCOKUTE pas-
XOOM MoraT [a He O3HayaBaT BMCOKU TepaneBTUYHU
pesyntaTtu npu Te3un rpynu 60mnHu.
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