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ABSTRACT

Objective: To analyze the treatment costs of Thalassemia and Hemophilia at both basic
and specialized levels in order to estimate the financial burden associated with these rare
diseases.

Methods: A cross-sectional study using 2023 health-insurance reimbursement data from
the National Institute of Hematology and Blood Transfusion (NIHBT) and Ha Dong General
Hospital.

Results: The average inpatient cost per episode for Thalassemia at NIHBT was VND
8,426,852, lower than the VND 9,760,068 recorded at Ha Dong General Hospital.

Corresponding outpatient costs were VND 3,452,519 and VND 3,267,405, respectively.
Among Hemophilia patients treated at Ha Dong General Hospital, mean inpatient cost
reached VND 16,920,358 per episode, while outpatient care cost only VND 39,345. Health
insurance covered 95 — 100 % of total costs, yet patients at the provincial level still had
to co-pay an average of VND 400,000 - 500,000 for each inpatient episode. The bulk of
expenditures was concentrated on drugs, blood products, and infusions.

Conclusion: These findings reveal a substantial financial burden on patients with the
rare diseases Thalassemia and Hemophilia. The amended Health Insurance Law (No.
51/2024/QH15), effective 1 January 2025, which mandates 100 % coverage at the basic
level for both conditions, constitutes an important advance toward equity and the
reduction of out-of-pocket costs for this patient group.
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ABSTRACT

Muc tiéu: Nghién ctru phén tich chi phi diéu tri bénh Thalassemia va Hemophilia tai cap
cd ban va cap chuyén sdu nham udc tinh ganh nang tai chinh déi véi cac nhém bénh hiém
nay. Phuong phap: Nghién clu cat ngang st dung dif liéu thanh toan nam 2023 tai Vién
Huyét hoc Truyén mau Trung uwang va Bénh vién Da khoa Ha bong.

K&t qua: Chi phi diéu tri noi trd trung binh cia bénh nhan Thalassemia tai Vién Huyét hoc
Truyén mau Trung uong la 8.426.852 dong/lugt, thap hon so vdi 9.760.068 dong/lugt tai
Bénh vién Pa khoa Ha Déng. Chi phi diéu tri ngoai tri clia Thalassemia tuong irng lan
lugt & 3.452.519 dong/lugt va 3.267.405 dong/lugt. VGi bénh nhan Hemophilia diéu tri tai
BVDK Ha Bong, chi phi ndi trd trung binh dat 16.920.358 dong/lugt, trong khi ngoai tru chi
39.345 ddng/lugt. BHYT chi trd 95-100% t8ng chi phi, nhung tai tuyén tinh, ngudi bénh van
phai dong chi tra trung binh 400.000-500.000 déng/lugt diéu tri ndi trd. Phan L&n chi phi
tap trung vao thuéc, mau va dich truyén.

K&t luan: K&t qua phan anh ganh nang tai chinh l&n déi véi bénh nhan méac bénh hiém
Thalassemia va Hemophilia. Luat BHYT stra déi (s6 51/2024/QH15), c6 hiéu luc tir
01/01/2025, v&i quy dinh chi trd 100% tai tuyén co ban cho Thalassemia va Hemophilia, la
budc tién quan trong nham dam bao cong bang va gidm ganh nang chi phi trong cham séc
y t€ cho nhom bénh nhan nay.

Tur khéa: Thalassemia, Hemophilia, bénh hiém, chi phi diéu tri, bao hiém y té.

1. DAT VAN DE

Trong bdi canh hé théng y t€ Viét Nam dang tirng
budc hudng t6i bao phi cham séc sic khoe toan
dan va dam bao cong bang trong ti€p can dich vu y
t€, bao hiémy té (BHYT) dong vai trd then chét trong
viéc bao vé ngudi dan khdi ganh nang chi phiy té
[1]. D6i véi nhém bénh hiém, méac du ty [é mac bénh
trong cdng dong tuwong doi thap, song cac bénh ly
nay thuong co dac diémtién trién man tinh, can diéu
tri chuyén séau, ldu dai vdi chi phi diéu tri rat cao,
vuot qua kha nang chi tra clia da s6 ngudi bénh. Do
dd, chinh sach chi trd ctia BHYT déi véi bénh hiém
khéng chi mangy nghia hé trgtai chinh ma con phan
anh cam két clia hé théng y té trong viéc dam bao
c6ng bang va khdng dé ai bi b lai phia sau.

Viéc Quéc hdibanhanh Luatsd51/2024/QH15-slra
ddi, bd sung mot s dieu ciia Luat BHYT[2]vaBo Yté
daban hanh Théng tu 01/2025/TT-BYT [3] hudng dAn

*Tac gia lién hé

thyc hién Luat, trong dé quy dinh ngudi mac bénh
hiém dugc quy BHYT chi trd 100% chi phi diéu tri tai
cép chuyén séu va cap co ban, danh ddu mét budc
tién quan trong trong chinh sach y té€. Tuy nhién, dé
dam bdo hiéu qua thuc thiva tinh bén virng tai chinh
clia chinh sach nay, can c6 bang ching thuc tién vé
chi phi diéu tri bénh hi€m tai cdp co ban va chuyén
sau trong hé théng y té.

Nghién cttu nay dugc thuc hién nhdm phan tich
chi phi diéu tri hai bénh hiém Thalassemia va
Hemophilia tai hai cdp chuyén mon, bao gobm Vién
Huyét hoc Truyén mau Trung uong (tuyén trung
uong, hién la cap chuyén séu) va Bénh vién Da khoa
Ha Boéng (tuyén tinh, hién la cdp cd ban) nam 2023.
K&t qua nghién clu sé cung cap bang ching thuc
tién phuc vu hoach dinh va thuc thi chinh sach chi
trd BHYT cho bénh hiém.
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2. DOI TUONG VA PHUONG PHAP NGHIEN CUU
2.1. Béi tugng nghién clru

Ngudi bénh Thalassemia va Hemophilia diéu trj tai
cac don vi khdo sat trong nam 2023.

2.2.Dbia ban nghién ctiru

Trung tdm Thalassemia, thudc Vién Huyét hoc
Truyén mau Trung uong (tuyén trung uong, hién la
cép chuyén sau) va Bénh vién Pa khoa Ha Déng
(tuyén tinh, hién la c4p co ban).

2.3. Thoi gian nghién ctru

Nghién ctru dugc ti€n hanh trong thang 12 ndm
2024. D@ lieu dugc thu thap va phan tich dua trén
ho sd thanh todan BHYT nam 2023.

2.4. Phuong phap tién hanh

- Budc 1: Khao sat va thu thap so liéu

+Tai Bénh vién Da khoa Ha Bong, ti€n hanh thu thap
céac biéu mau gom:

+ Biéu mau chi phi diéu tri bénh Thalassemia va
Hemophilia nam 20283.

+ Phai thanh toan chi tiét chi phi theo lugt diéu tri
(n6i tru, ngoai trd) cuia ngu'di bénh.

+ Tai Trung tdm Thalassemia, Vién Huyét hoc Truyén
mau Trung wong, thu thap phoi thanh toan chi phi
diéu tri bénh Thalassemia ndm 2023.

- Budc 2: Ra soatva lam sach s8 liéu: Dir liéu tir biéu
mau va phai thanh toan dudgc ra soét, tdng hop va
méa hoda theo nhom bénh, tuyén diéu tri, loai hinh
diéu tri, do tudi va gidi tinh.

- Budc 3: Phan tich so bé: Tién hanh phan tich mé
ta chi phi trung binh theo lugt diéu tri, ty l& chi tra
BHYT, muirc dong chi tra, va co ciu thanh phan chi
phi (thudc, mau, xét nghiém, ngay givong...) tai tirng
tuyén va theo nhém doi tugng.

- Budc 4: Viét bao céo két qua: Két qua phan tich
dugc téng hgp thanh bao cédo phuc vu danh gia
chinh sach chitrd BHYT cho bénh hiém.

2.5. Phuong phap phan tich sé liéu

D lieu dugc téng hgp va xur ly bang phan mém
Microsoft Excel. S& liéu dugc phén tich chu yéu
bang phuong phap md ta: tinh chi phi trung binh
theo lugt diéu tri, theo nhém tudi, gidi tinh va tuyén
diéu tri; phan tich ty l& chi trd ctia BHYT va mirc déng
chi trd clia ngudi bénh; phan tich cau tric chi phi
theo céc thanh phan ky thuat. Két qua dudgc trinh
bay theo bang biéu va biéu dé minh hoa, phuc vu
danh gia thuc trang chi phi diéu tri cGia hai bénh hiém
Thalassemia va Hemophilia tai cac tuyén y té.

3. KET QUA

Bang 1. S6 lugt diéu tri bénh Thalassemia
va Hemophillia theo tudi va gidi tai Vién huyét hoc
truyén mau Trung uong va bénh vién da khoa

Ha boéng nam 2023
Bénh Thalassemia Herﬁggniuia
Vién huyét
Déc hoc Truyén Bénh vién da khoa Ha
diém | mau Trung bong
uong
Ngqai NQi Ngqai qu Ngqai qu
tru trua trd | tra | tra | trd
Gidi tinh
Nam | 6513 | 2490 79 84 18 62
NGO | 6611 | 2682 | 118 | 89 0 3
Tudi
<20 | 7643 | 2528 76 61 10 25
20-30 | 2063 | 730 17 24 0 12
31-40 | 1886 | 996 25 41 3 22
41-50 | 772 519 18 7 4 6
>50 760 399 61 40 1 0

Bang 1 cho thay sé lugt diéu tri bénh Thalassemia
va Hemophilia nam 2023 c6 sy’ khac biét ro rét theo
bénh vién, nhom tudi va gidi tinh. Vién Huyét hoc
Truyén mau Trung uong ti€p nhan sé lugt diéu tri
Thalassemia rat l6n (13.124 lugt ngoai trd va 5.172
ndi tru), vuot xa so véi BVYBK Ha Béng (197 ngoai tru
va 173 ndi trd), phan anh vai trd tuyén cudi trong
quan ly bénh. Lugt diéu tri tap trung chi yéu & nhom
<20 tuditai ca hai cd sd, cho thay dac diém khdi phat
sdmva nhu cautheo ddiliéntuc dbénh nhantré. Doi
vGi Hemophilia diéu tri tai BVDK Ha Déng, vdi téng
s6 lugt ndi trd la 65 va ngoai tru la 18; toan bd bénh
nh&n ngoai tri déu la nam gidi. Lugt diéu tri Hemo-
philia ciing cao nhat & nhém <20 va 31-40 tudi, gai
y gadnh nang diéu tri kéo dai dén tudi trudng thanh.
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tai Vién huyét hoc truyén mau Trung wong va bénh vién da khoa Ha Péng nam 2023

Bénh Thalassemia Bénh Hemophillia
Lo Vién huyét hoc Truyén R A s A
Chi phi mau Trung vong Bénh vién da khoa Ha Béng

Ngoai tru No6i tru Ngoai tru Noi tru Ngoai tru Noi tra
Téng chi phi 3.452.519 8.426.852 3.267.405 9.760.068 39.345 16.920.358
BHYT thanh toan | 3.353.879 8.192.044 3.116.024 9.266.299 39.345 16.524.122

BN dong chitra 98.640 140.464 151.381 493.839 0 396.24

Don vij: dong

Bang 2 phan anh mutc chi phi diéu trj trung binh chénh &ch gilra hai tuyén. Dai vGi Thalassemia, chi phi diéu
tri ndi tru trung binh tai BVDK Ha Pong la 9.760.068 dong/lugt, cao hon 15,8% so véi 8.426.852 dong tai
Vién Huyét hoc Truyén mau Trung vong. Trong khi d6, chi phi diéu tri ngoai tru tai hai noi gan tuong duong
nhau (3.267.405 dong/lugt tai Ha Dong va 3.452.519 déng/lugt tai tuyén trung wong). Dang cha y, ngudi
bénh Thalassemia tai BV Ha Dong phai dong chi tra trung binh 493.839 dong/lugt ndi tru, cao gap 3,5 lan so
vGi 140.464 dong tai tuyén trung uwang. V&i Hemophilia, chi phi diéu tri ndi trd trung binh lén t&i 16.920.358
dong/luat, trong d6 BHYT chi trd 16.524.122 dong (97,7%), bénh nhan déng chi tra 396.236 dong; trong khi
ngoai tru chi phat sinh 39.345 déng va dugc BHYT chi tra hoan toan.

Bang 3. Chi phi diéu tri ndi tra trung binh bénh Thalassemia va Hemophillia theo tugi
va gidi tai Vién huyét hoc truyén mau Trung uong va bénh vién da khoa Ha BDéng nam 2023

Bénh Thalassemia Bénh Hemophillia
. e Vién huyét hoc Truyén R A s A
Pac diém mau Trung vong Bénh vién da khoa Ha Béng
Ngoai tru Noi tru Ngoai tru Noi tru Ngoai tru Noi tru
Gisi tinh
Nam 4.341.255 | 3.476.231 | 3.476.231 | 4.341.255 39.345 | 17.622.553
NG 2.548.471 | 3.429.158 | 3.429.158 | 2.548.471 - 2.408.314
Tudi
<6 ol 57.167 2.157.423 | 2.157.423 57.167 38.700 | 2354103
6-10twoi 3.330.961 | 2.864.718 | 2.864.718 | 3.330.961 40.635 | 10.959.120
111510l 3.742.543 | 3.362.630 | 3.362.630 | 3.742.543 38.700 | 15 114.068
16-20 tuoi 763.633 | 3.641.250 | 3.641.250 | 763.633 38.700 -
20-25tuoi 1.973.278 | 4.029.904 | 4.029.904 | 1.973.278 - 15.314.689
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Bénh Thalassemia Bénh Hemophillia
Pic didm Vm:qgﬂ%fhggi;ﬁgén Bénh vién da khoa Ha Déng
Ngoai tru Noi tru Ngoai tru Noi tru Ngoai tru Noi tru

26-30 tudi 950.970 | 4.194.732 | 4.194.732 | 950.970 ) 26.562.954
31-35t6l | 5 806008 | 3.966.832 | 3.966.832 | 2.826.098 38.700 | 51.452.145
36-40tbi | 416678 | 3.923.563 | 3.923.563 | 6.416.678 - 18.747.950
41-45twoi 2.544.403 | 4.142.349 | 4.142.349 | 2.544.403 ) )
46-50tW6i | 5105455 | 3.277.965 | 3.277.965 | 2.105.455 38700 1 12.365.453

> 50 tudi 4.329.193 | 3.275.942 | 3.275.942 | 4.329.193 38.700 -

Don vij: déng

Bang 3 cho thay chi phi diéu tri néi trd trung binh bénh Thalassemia tai hai bénh vién kha tuong dong gilra
cac nhom tudi. Nhém 20-30 tudi va 31-40 tudi c6 chi phicao nhat, lan lugt 1A 4.112.318 va 3.945.198 dong/
lwot. Nhdm <20 tudi c6 chi phi thdp hon (3.006.505 déng), trong khi nhém >50 tudi ghi nhan muc thap
nhat (3.275.942 dong). V&i bénh Hemophilia tai BVPK Ha Bong, chi phi ndi tra tang ré rét theo tudi, cao
nh&t & nhém 20-30 tudi (20.938.822 ddng) va 31-40 tudi (20.100.048 dong), gap ddi so véi nhém <20 tudi
(10.132.430 dong). Khdng c6 sd lieu cho nhom >50 tudi. KEt qua phan anh ganh nang chi phi lén nhat tap
trung & bénh nhan trudng thanh.

2,20% . 0,10%
P P 0205 g0
o T 0,10%

= Cdng kham = Ngay giuéng = Xétnghiém Chan doan hinh anh
= Thudc, dich truyén = Mau = Phau thuat thi thuat = Vattuy té
Hinh 1. Ty trong cac ciu phan chi phi diéu tri
noi tri bénh Hemophillia tai Bénh vién da khoa Ha Pong nam 2023

Hinh 1 cho thay c4u trdc chi phi diéu tri néi trd Hemophilia tai tuyén tinh tp trung hau hét vao thudc va
dich truyén, chiém 87,7% téng chi phi diéu tri (twong duong khoang 14,8 triéu dong mai lugt). Ngay giuvong
chiém 6,8% (khoang 1,15 triéu dong), trong khi cac cdu phan khac nhu xét nghiém, chan doan hinh anh va
céng kham chi chiém dudi 5%. C4u trdc chi phi nay phan anh dang thuc té€ ldm sang la diéu tri Hemophilia

chu yéu dua vao truyén yéu té dong mau.
(=
= ot > -
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(A) Chi phi diéu tri ndi trd

Van chuyén
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Phau thuat thi thuat
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(B) Chi phi diéu tri ngoai tru
Hinh 2. Ty trong céc cdu phan chi phi diéu tri noi
tru (A) va diéu tri ngoai tra (B) bénh Thalassemia
tai Vién huyét hoc truyén mau trung wong va Bénh
vién da khoa Ha B6ng nam 2023

Hinh 2 thé& hién ré sukhac biéttrong md hinh sirdung
dich vu gilta hai tuyén. Tai BVDK Ha Déng, chi phi
thudc va dich truyén chi€ém 95,7% chi phi ngoai tru
va 39,1% chi phi néi trd. Trong khi do, tai Vién Huyét
hoc Truyén mau Trung uong, chi phi xét nghiém va
mau chiém phan lén: xét nghiém chiém 35,8% chi
phi ngoai trd va 30,9% chi phi ndi tri; mau chiém
36,2% va 25,9% tuong tng. Ty trong chi phi thuéc
tai vién trung uong chi chiém 25,7% (ngoai tru) va
24,2% (nodi trd). Diéu nay cho thay tuyén trung uong
thuc hién nhiéu ky thuit chuyén sau hon, trong khi
tuyé&n tinh van phu thuéc chd yéu vao ké don va
truyén dich.
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4. BAN LUAN

Thalassemia la bénh méau ditruyén man tinh, doi hoi
diéu tri sudt doi bang truyén mau dinh ky, thai sat
va theo déi bién chitng. Do dac thu diéu tri lién tuc
va kéo dai, chi phiy té phat sinh cho bénh nhéan la
rat lén. Tai Viet Nam, udc tinh méi ndm can khoang
2.000 ty déng va 500.000 don vi mau dé phuc vu
diéu tri cho toan bd bénh nhan Thalassemia trén
ca nudc. Mot ngudi mac thé nang cé thé tén téi 3 ty
dong tir khi sinh dén 30 tudi [4]. Nghién cltu tai tinh
Lam Doéng cho thay chi phiy té truc ti€p trung binh
m®di bénh nhan khoang 9,95 triéu déng/nam, trong
do chi phi truyén mau chiém dén 63% [5]. Tuong
tu, Hemophilia — moét rdi loan dong mau di truyén
chu yéu gap & nam gidi — ciing can diéu tri suét dai
V@i chi phi cao khéng kém. Ngudi bénh phai truyén
yéu t6 VIII hodc IX dinh ky, ké ca diéu tri du phong
ho&c cap clu khi c6 xuat huyét. Theo théng k&, mbi
bénh nhan Hemophilia tai Viét Nam tiéu ton trung
binh 400-500 triéu dong/nam. Trong nhitng trudng
hgp nang, cé bién chirng, chi phi cé thé vugt 1-2 ty
déng mbinam. Riéng nam 2021, c6 t6i 57 bénh nhan
dugc quy BHYT chi tra trén 1 ty dong, trong doé co
mét trudng hgp Hemophilia A véi téng chi phi lén tdi
3,9ty dong trong mét nam [6], [7].

Trude ganh nang chi phi khéng 16 nay, BHYT déng
vai tro then chét trong viéc gitup ngudi bénh ti€p can
diéu tri ma khong roi vao kiét qué tai chinh. Tinh dén
cubi nam 2023, ty & bao phu bdo hiémy té (BHYT)
toan qudéc dat khoang 93,35% dén so [8]. Theo quy
dinh, mirc hudng BHYT dao dong tir 80% dén 100%
thy doéi tugng. Dac biét, v4i cac truong hop tham
gia BHYT tlr 5 nam lién tuc va cé murc chi tra trong
nam vuot qué 6 thang luong co sé (khoang 8,4 triéu
dong), quy BHYT sé thanh toan toan bo chi phi con
lai. Nh& chinh sach nay, nhiéu bénh nhan dugc
BHYT chi tra gan nhu toan bd chi phi diéu tri . Mot vi
du dién hinh (& bénh nhan Hemophilia tai Vinh Long
dugc quy BHYT thanh toan dén 13 ty dongtién thudc
trong vong 3 nam [6], [9]. Tuy nhién, trudc khi Luat
BHYT sira d6i c6 hiéu luc, nhiéu ngudi mac bénh
hiém van gap khé khan khi tiép can diéu tri tai tuyén
trung wong do yéu cau gidy chuyén tuyén. Rao cén
hanh chinh nay dac biét bat cap doi véi cac ca bénh
can can thiép khan cap hoac theo déi chuyén sau
thudng xuyén. Ngoaira, nang luc diéu triva ca sd vat
chét tai tuyén tinh van con han ché, lam tang nguy
cO ngudi bénh phai déi méat véi chi phi cao hon ma
két qua diéu tri lai khong t6i uu.

Luat BHYT slra déi (sd 51/2024/QH15), ¢6 hiéu luc
tirngay 01/01/2025, da chinh thirc khac phuc nhitng
bat cép ndi trén théng qua mot loat cai cach quan
trong. Theo do, ngudi mac bénh hiém, bénh hiém
nghéo va cac bénh can ky thuat cao —bao gom Thal-
assemia (D56) va Hemophilia A, B (D66, D67) - dugc
thanh toan 100% chi phi diéu tri tai cdp co ban hoéc
cép chuyén sdu ma khéng can gidy chuyén tuyén[2].
DPay la thay déi mang tinh dét pha, gop phan xéa bo
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rao can hanh chinh, tang kha nang ti€p can diéu tri
chuyén khoa va bao dam cong bangy té cho nhém
bénh nhan dé tén thuong.

Ngoaira, chinh sdch m&i con m&réng phamviquyén
lgi bang cach cho phép thanh todn lai chi phi khi co
s& kham chira bé&nh khéng c6 san thudc trong danh
muc, va loai bd gidi han thanh toan theo hang bénh
vién. Nhirng diéu chinh nay tao diéu kién cho qua
trinh diéu tri dién ra linh hoat, lién tuc — dac biét hiru
ich d6i v&i bénh nhan Thalassemia va Hemophilia
vén phai diéu trj lap lai nhiéu lan vdi thudc dac tri co
chiphicao. So vdi chinh sach bdo hiémy té tai nhiéu
quéc gia khac, mé hinh hé trg cho bénh hiém tai Viét
Nam dang theo ding xu huéng qudc té trong viéc
bao vé nhom yéu thé. Tuy nhién, dé chinh sach thuc
sy divao cudc séng, can ti€p tuc ndng cao nang luc
diéu trj tai tuyén tinh, hoan thién danh muc thudc va
dich vu chitrd, déng thdi ddy manh cac chuongtrinh
du phong nhu sang loc trudce sinh va tam soét gen.
Pay khéng chila chién luge nhan dao, ma con mang
y nghta kinh t& khi gép phan giam ganh nang diéu tri
trong tuong laiva duy tritinh bén virng ctia quy BHYT.

5. KET LUAN

Nghién ctru cho thay chi phi diéu tri Thalassemia va
Hemophilia tuong ddi cao, dac biét & nhém bénh
nhan noi trd va bénh nhan trudng thanh. Viéc Luat
BHYT slra d6i (s6 51/2024/QH15) c6 hiéu luc tir ngay
01/01/2025 vé&i quy dinh thanh toan 100% chi phi
cho bénh hiém ma khéng yéu cau chuyén tuyén a
budc ti€n quan trong, giup tang kha nang ti€p can
diéu tri cla ngudi mac bé&nh hiém, gidm ganh nang
tai chinh va thuc ddy cong bang trong hé théngy té.
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