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Thalassemia 1a bénh ly di truyén phd bién
nhat & Viét Nam, c6 tinh chét theo dan toc va dia
du. Muc tiéu nghién ciu: Phan tich mot s6 dic
diém nhan khau hoc cua bénh nhan thalassemia
diéu tri tai Vién Huyét hoc Truyén méu Trung
Uong (VHHTMTW) nam 2020. Két qua: qua
phan tich 2845 bénh nhan thalassemia diéu tri tai
VHHTMTW nam 2020 thdy, ty 1& bénh nhan p-
thalassemia muac d6 ning chiém 18,8 %, P-
thalassemia muc d6 trung binh chiém 7,3%, p-
thalassemia/ HbE chiém 55,5% va o thalassemia
14 18,4%. Bénh nhan B-thalassemia mrc d6 nang
c6 do tudi trung binh 1a 8,5, gap nhiéu & dan toc
Dao, Nung, Tay vai ty 1& lan luot 12 49,1%, 40%
va 38,8%. Bénh nhan B-thalassemia/ HbE gap
chu yéu ¢ dan toc Thai 1a 78,1% va dan toc
Muong la 77,5%. Két luan: Bénh nhan
thalassemia tai VHHTMTW nam 2020 ¢6 du cac
thé  a-thalassemia, p-thalassemia va  p-
thalassemia/ HbE. Bénh nhan B-thalassemia mic
d6 nang c6 do tudi trung binh thap. Ty 1é cac thé
bénh Thalassemia cé su khac biét & cac dan toc.
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SUMMARY

SOME DEMOGRAPHIC
CHARACTERISTICS OF
THALASSEMIA PATIENTS TREATED
AT THE NATIONAL INSTITUTE OF
HEMATOLOGY AND BLOOD
TRANSFUSION

Thalassemia is the most common mutant
genetic disease in Vietnam, characterized by
ethnicity and geography. Objectives: Analyzing
some demographic characteristics of thalassemia
patients treated at the National Institute of
Hematology- Blood Transfusion (NIHBT) in
2020. Results: The analysis of 2845 thalassemia
patients treated at NIHBT in 2020, we found that
the proportion of [-thalassemia major was
18.8%, the percentage of p-thalassemia
intermedia was 7.3%, B-thalassemia/ HbE made
up 55.5% and the figure for a thalassemia was
18.4%. The average age of fB-thalassemia major
patients had was 8.5. Among the Dao, Nung and
Tay ethnic patient groups, fB-thalassemia major
contributed to 49.1%, 40% and 38.8%
respectively. B-thalassemia/ HbE were the most
popular in the patient groups of the Thai ethnic
(78.1%) and the Muong ethnic (77.5%).
Conclusion: There were 4 types of thalassemia
in 2845 patients at NIHBT in 2020 including a-
thalassemia, B-thalassemia major, B-thalassemia
intermediate and  B-thalassemia/HbE. The
average age of B-thalassemia major patients was
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the lowest. The percentage of the Thalassemia
forms had a diffence between ethnicities.

Keywords: Thalassemia patients, National
Institute of Hematology- Blood Transfusion,
ethnicity.

I. DAT VAN BE

Thalassemia 1a nhém bénh 1y rdi loan
téng hop huyét sic té di truyén phd bién nhat
o Viét Nam, bénh c¢o tinh dia du va co tinh
dac trung theo dan toc. Trung tam
Thalassemia, Vién Huyét hoc - Truyén mau
Trung Uong 1a noi diéu tri bénh nhan
thalassemia Ion nhat & mién Béic Viét Nam,
ngudi bénh dén tir cac tinh mién ndi phia
Béc, dong bang Séng Hong va Bic Trung
Bo. Dé c6 thé so by nhan dinh dac diém cua
bénh nhan thalassemia tai cac tinh & mién
Biac, ching tdi thuc hién dé tai véi muc tiéu:
““Phén tich mot sé dic diém nhan khau hoc
cta bénh nhéan thalassemia diéu tri tai Vién
Huyét hoc - Truyén méau Trung Uong nim
2020,

II. Ol TUQONG VA PHUO'NG PHAP NGHIEN CU'U

1. P6i twong: 2.845 bénh nhan
thalassemia duoc diéu tri ndi trd va ngoai tra
tai Vien Huyét hoc - Truyén mau TW trong
nam 2020.

Céch chon mau: toan bo bénh nhan
thalassemia diéu tri tr T1/2020 dén
T12/2020.

Tiéu chuan loai tri; cac bénh nhan bi
bénh tan mau khac nhu hong cau hinh cau,
thiéu men G6PD; bénh nhan khong dong y
tham gia nghién cau.

2. Phwong phap nghién ctru:

2.1. Thiét ké nghién ciu: M6 ta cat
ngang.

2.2. Thu thdp sé liéu: 1am sang, hd so
bénh an.

2.3. C4c chi sé nghién cizu: tudi, dan toc,
noi séng, thé bénh.

2.4. Tiéu chud@n chan dodn thé bénh dua
vao dét bién gen globin [1]:

- B-thalassemia thé ning: p%/p°.

- B-thalassemia thé trung binh: B%/p*.

- B-thalassemia/ HbE: B%/BE, B*/pBE.

- o-thalassemia: %o

2.5. Phwong ti¢n xét nghigm:

- Téng phan tich té bao méau theo nguyén
ly Laser bang may dém té bao tu dong.

- Xé4c dinh thanh phan huyét sic t6 bang
phuong phap sic ky long cao 4p (HPLC) trén
may Ultra?, hang Trinity Biotech.

- Xac dinh dot bién gen globin bang
phuong phap PCR, Strip Assay hoac giai
trinh tu gen.

2.6. X ly sé ligu:

- S ligu duoc xur ly bang phan mém
thdng ké SPSS 16.0.

- Cac két qua co tinh dinh luong duoc thé
hién dudi dang trung binh + do léch chuan
(néu phan bé chuan) hoic trung vi va khoang
tar phan vi (néu phan bé khéng chuan), cac
két qua co tinh chat dinh tinh duoc thé hién
dudi dang ty 1& phan trim (%).

Il. KET QUA NGHIEN cU'U

3.1. Mot sé dic diém vé tudi, giéi va thé
bénh
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#» Nam = N

Biéu @6 3.1. Phan bé bénh nhan theo gidi (n=2845)
Nhdn xét: Trong 2845 BN nghién cau thi nit gii gap nhiéu hon nam giéi vai ty Ié lan
luot 1a 52,7% va 47,3%.
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Biéu db 3.2. Ty |é cdc dé tuéi ciza bénh nhan
Nhgn xét: Bénh nhan c6 d6 tudi 6 — 10 chiém ty Ié cao nhat (21,7%). Ty & bénh nhan
dudi 20 tudi chiém 57%.
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Bdng 3.1. Pj tusi bénh nhan thalassemia theo thé bénh

Thé bénh Sébenhnhan | Tyle(oe) | DUl trung binh
(min — max)
B thalassemia mirc d6 ning (1) 536 18,8 85%5.2
v . g ) (1 _ 29)
B thalassemia murc do trung 23,1+15,3
binh (2) 208 73 (1 65)
. 20,0 + 13,2
B-thalassemia/ HbE (3) 1578 55,5 (1-65)
. 30,2 +18,3
a-thalassemia (4) 523 18,4 (1-89)
P (1),(2) < 0,05
Tong cong 2.845 100 P (1),(3) < 0,05
P (1),(4) < 0,05

Nhdn xét: B-thalassemia mtc d6 nang chiém 18,8%, B-thalassemia/HbE chiém 55,5%.
Bénh nhan p-thalassemia mirc d nang c6 do tudi trung binh 1a 8,5, cao nhét la 29 tudi. Bénh

nhan a-thalassemia c6 do tudi trung binh 13 30,2 tudi.
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Biéu do 3.3. Ty 1é c4c thé bénh thalassemia theo dg tudi
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Nhdn xét: Ty 1& bénh nhan thé bénh B-thalassemia muc d6 nang giam dan theo d6 tudi va
ty 1& thé bénh o-thalassemia ting dan theo do tudi.

3.2. Pic diém vé dia ly, dan toc va thé bénh

Bdng 3.2. Sé lwong bénh nhin thalassemia theo dia chi

R A A A 0
Tinh/than 108 0 Do tge (n. %) BT
h bhé : . . \ X N an toc
pho ) Kinh Thai | Mwong | Tay Nung Dao Khac
Son La 57 322 2 3
0, 0
159%) | | q2.6%) | (71.4%) 2O 0a05)| O | (0.79) |24 ©3%)
Hoa Binh 54 219 | 11 2
0
103%) | 2P | 84w BP0 qasy |G| 0 |©07%)| °
Ha Noi 216 14 2 5
¢ 0
84%) | 232 008wy © | 59w |©08%)| TO¥| O | 5ig
Thanh Hoa 990 70 32 117 0 0 1 0
(7,7%) (31,8%) | (14,5%) | (53,2%) (0,5%)
Bic Giang 91 21 . .
a2 | essw| O 0 |1s100 1 9% 0 16(115%)
Lang Son 13 26 0 0 60 52 1 0
(4,9%) (18,7%) (43,2%)| (37,4%) | (0,7%)
Cao Béng 18 . 2 67 32 .
@3%) | 1 | aaow) | PO (170 |55.49%) 26.40) [ O8%) 0
enBai [ 27 18 4 I EPNESR T 2
(3,8%) (25,2%) | (16,8%) | (3,7%) 134,6%) " °°7 [11,2%)] (1,9%)
Tuyén
19 63 8 9
0, 0,
8“2;3 1031 1gam) | TA%) | 0 g1 00) 3% | 7500y | (8,7%0)
Bic Kan 70 5 1
¢ [0) [0) 0
%) 93 |8(86%)| 0 |L(LI%) | 030 BEE) | g0 | (g 10p
18 tinh
, 658 | 103 26 77 20
0, 0
(3§hg§/o) 90 1 z0m) | (119%) | @8%) |(8,2%) |18 177 (2 105) |40 (4:3%0)
Téng cong| 2845 1244 485 426 410 130 53 g7 (3.49%)
(100%) | (100%) | (43,7%) | (17,0%) | (15,0%) | (14,4%| (4,6%) | (1,9%) 470

Nhgn xét: S6 luong bénh nhan nhiéu nhat & tinh Son La, chiém 15,9%, tiép dén 1a Hoa
Binh chiém 10,3%. Tinh Son La, dan toc Thai chiém 71,4%; tinh Hoa Binh, dan toc Muong
chiém 74,5%. Tinh Thanh Hoéa, dan toc Muong chiém 53,2%. Dan toc Tay, Nung chiém ty 18
cao ¢ tinh Lang Son, Cao Bang, Tuyén Quang, Yén Bai, Bic Kan.
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Biéu dé 3.4. Phan bé thé bénh thalassemia theo dan téc
Nhdgn xét: Thé bénh B-thalassemia mirc d6 nang chiém ty Ié cao & nhdm bénh nhan dan
toc Dao (49,1%), Nung (40%) va Tay (38,8%). Thé bénh B-thalassemia/ HbE chu yéu &
nhom bénh nhan dan toc Thai, Mudng véi ty 18 lan luot 12 78,1% va 77,5%.

IV. BAN LUAN

4.1. Ban luan vé dic diém tuoi, gioi va
thé bénh

Phan tich dic diém 2845 bénh nhén
thalassemia diéu tri tai VHHTMTW niam
2020, ta thay nit giéi gap nhiéu hon nam gidi
tuy nhién ty 1¢ chénh léch khong nhiéu (Biéu
dd 3.1). Vé d6 tudi, bénh gap ¢ du moi lia
tudi, trong d6 bénh nhan dudi 20 tudi chiém
57%, d6 tudi 6 — 10 tudi chiém ty 1é cao nhat
la 21,7% (Biéu dd 3.2). C6 4 thé bénh 1a B-
thalassemia mirc d6 niang chiém 18,8%, B-
thalassemia mirc d6 trung binh chiém 7,3%,
B-thalassemia/HbE chiém 55,5% va o-
thalassemia chiém 18,4% (Bang 3.1). Mb

hinh bénh nhan thalassemia tai VHHTMTW
da thay doi rat nhiéu so voi trude day, tai co
S cii trong bénh vién Bach Mai nam 2009
chi c6 108 bénh nhén, ty 1€ bénh nhén trén
15 tudi la 75% va ty 1é B-thalassemia chiém
9,26%, B-thalassemia/HbE chiém 57,4% va
o-thalassemia chiém 33,3%; sy thay doi nay
la do tai thoi diém d6 VHHTMTW chua
nhan diéu tri bénh nhi thalassemia [2].
Nghién ctu tai bénh vién TW Hué nam 2007
— 2009 trén 186 bénh nhan, d6 tudi dudi 6
tudi chiém 39,8%, trén 25 tudi chiém 24,2%
va B-thalassemia thé nang chiém 26,9%, B-
thalassemia/HbE chiém 55,4% [3]. Trong
nghién cuau caa ching téi ty 1€ bénh nhan
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dudi 6 tudi (11,3%) 1a thap hon va ty 1 bénh
nhan trén 25 tudi (35,8%) 14 cao hon so voi
bénh nhan & bénh vien TW Hué, c6 thé la do
ty 1é bénh nhan muc d6 nang cua bénh vién
TW Hué 1a 26,9% cao hon so v6i nghién ctu
nay la 18,8%. Theo bao céo cua Lién doan
Thalassemia qudc té, su phan b do tudi
bénh nhan thalassemia cua mot quéc gia
phan 4anh duwoc hiéu qua kiém soat
thalassemia ¢ nudc d6. O nhitng nudc chua
c6 chuong trinh phong bénh, do tudi trung
binh cua bénh nhan 1a dudi 20 tudi (biéu do
do6 tudi léch trai), diéu nay ching to 2 van dé
d6 1a sb lugng tré sinh ra bi bénh van dang
gia ting va tudi tho cia bénh nhan khéng
cao; véi nhitng nude di thuc hién tét chuong
trinh kiém soét thalassemia thi d6 tudi trung
binh trén 25 (Biéu do do tudi léch phai) [4].
Mic db s6 lwong bénh nhan & VHHTMTW
chua phai 1a sé luong cua tat ca bénh nhan
thalassemia trén toan quéc, nhung 13 noi co
s6 lwong 16n bénh nhan (2.845 bénh nhan)
dén tir nhiéu tinh & mién Bac thi két qua
nghién ciru nay ciing phan nao phan éanh
dugc vé thuc trang bénh nhan thalassemia &
Viét Nam hién nay chwa duoc kiém soéat tét.
Két qua ¢ bang 3.1 cho thay d6 tudi trung
binh cua bénh nhan & cac nhém thé bénh
thalassemia c6 sy khac biét rd rét co y nghia
thdng ké (p<0,05). Biéu d6 3.3 mo ta ty I¢
c4c thé bénh thalassemia trong cac nhém
bénh nhan theo d6 tudi, cho thiy ty I& B-
thalassemia mirc do nang giam dan theo tudi,
cao nhat 12 42,2% & nhoém dudi 6 tudi, va
khong c6 bénh nhan nao trén 30 tudi. Ty Ié
o-thalassemia ting dan tir 1a 9,3% & nhom
dudi 6 tudi va 64% & nhom trén 50 tudi.
Trong nghién ctru nay, p-thalassemia muc do
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nang c6 do tudi trung binh 1a 8,5 tudi, bénh
nhan nhiéu tudi nhét 1a 29 (hién bénh nhan
nay c6 rat nhiéu bién chung nhu suy tim, xo
gan). Véi thé bénh P-thalassemia mic do
nang, biéu hién thiéu mau xuit hién tir rat
sém (tir 3 thang tudi dén dudi 2 tudi), voi
tinh trang thiéu mau nang, tré s& phai diéu tri
truyén méu rit thuong xuyén, do vay néu
khong duoc diéu tri tot bénh nhan s& ¢ tudi
tho rit thdp. Nhom p-thalassemia muc do
trung binh va B-thalassemia /HbE c6 do tudi
trung binh 13 23 va 20 tudi, tudi cao nhat 1a
65. Thé bénh p-thalassemia/HbE thudng co
mirc d6 biéu hién thiéu mau rat da dang, tur
nang dén nhe, chinh vi thé ma bénh nhan ¢
thé bénh nay c6 ¢ da & cac do tudi. Nhém
bénh nhan o-thalassemia c6 do tudi trung
binh cao nhat 1a 30,2 tudi. Alpha thalassemia
(HbH) 1a nhimg nguoi bi ton thwong 3 gen
alpha globin, mic d6 biéu hién thiéu méau tir
nhe dén trung binh. Nhitng ngudi thiéu mau
nhe thuong khong phai truyén méau khi con
tré, khi tudi cang cao thi ho thuong mét hon
nén khi d6 méi vao vién. Tudi tho ctia bénh
nhan a-thalassemia kha cao. Vi vay, & nhdm
trén 50 tudi, c6 dén 64,4% la o-thalassemia.
Nghién ciau & Nam An D6 nim 2020 trén
1087 bénh nhan thalassemia mac do nang
thay chi c6 8,6% bénh nhan trén 18 tudi [5].
Tai Iran, bénh nhan B-thalassemia muc do
nang c6 tudi tho trung binh 1a 50 tudi va
100% bénh nhan séng dén 35 tudi, c6 su
khac nhau gitta cac vung, nhitng vung co
diéu kién kinh té tét hon thi tudi tho cua
bénh nhan cao hon [6]. Bao cao dir liéu quan
ly bénh nhan thalassemia toan quéc &
Malayssia nam 2018, c6 7.984 nguoi bénh
dang séng, trong do6 ty 18 bénh nhan d6 tudi
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dudi 26 tudi chiém 70%, co ty & nho bénh
nhan B-thalassemia mic d6 ning niang séng
trén 45 tudi [7]. Nhu vay, tudi tho bénh nhan
mtrc d6 ning phu thudc chu yéu vao didu
kién chim soc va diéu tri. Néu so sanh véi
Iran, Malaysia thi bénh nhan muc @6 nang tai
VHHTMTW c6 dé tudi con thap hon.

4.2. Ban luan vé dic diém dia ly, dan
toc va thé bénh

Pic diém vé thé bénh thalassemia c6 su
khéc biét rat 16n gitra cac dan toc, cac ving
mién. Hai tinh Son La va Hoa Binh c6 sb
lwong bénh nhan nhiéu nhit, tinh Son La c¢6
bénh nhan dan toc Théi chiém 71,4%, tinh
Hoa Binh c6 bénh nh&n dan toc Muong
chiém 74,5% (Bang 3.2). Bénh nhan dan toc
Muong, Théi co ty 1€ B-thalassemia mic do
nang la (11% - 11,7%), B-thalassemia/HbE
chiém ty I& rit cao 1a 77,5% trong nhém
bénh nhan dan toc Muong va 78,1% ¢ nhom
bénh nhan déan toc Théi (Biéu d6 3.4). Thanh
Hoa la tinh cing co6 ty I&¢ bénh nhén
Thalassemia dan toc Muong rat cao chiém
53,2%.

Bénh nhan dan toc Tay chiém ty & khé
cao trong cac bénh nhan thalassemia, dén tur
tinh Bic Kan (75,3%), Tuyén Quang
(61,2%), Cao Bang (55,4%), Lang Son
(43,2%), Yén Béi (34,6%). Bénh nhan dan
toc Nung chiém ty & kha cao trong nhom
bénh nhan dén tir Lang Son (37,4%), Cao
Bang (26,4%) (Bang 3.2). Bénh nhan dan toc
Dao chiém 11,2% s6 bénh nhan dén tir Yén
Béi, chiém 7,8% bénh nhan dén tir Tuyén
Quang. Két qua & biéu d6 3.4 cho thay, trong
nhém bénh nhén dan toc Dao, Nung va Tay
c6 ty 1é thé bénh B-thalassemia mirc @6 ning
cao lan luot 1a 49,1%, 40% va 38,8; ty Ié p-

thalassemia/HbE la 20,8%, 22,3% va 30%.
Déan toc Kinh co ty 1€ I1¢ B-thalassemia mirc
do6 nang la 13,3%, ty I1¢ p-thalassemia/HbE la
53,9% va o-thalassemia la 25,3%.

Qua dic diém ¢ trén, chlng tdi nhan thiy
thé bénh thalassemia ctia bénh nhan c6 dic
trung khac biét gitra cac dan toc va hoan toan
phi hop dic diém ty Ié mang gen bénh
thalassemia trong cong dong cac dan toc do.
Theo nghién citu cia VHHTMTW nam 2017
trén cac dan toc sinh séng ¢ Viét Nam cho
thiy, dan toc Dao, Nung, Tay cd ty 1&é mang
gen PP thalassemia la 9,3%, 5,5% va 6,2%; ty
Ié mang gen HbE rat thap la 0,6%, 0,8% va
1,5%. Dan toc Muong va Thai c6 ty Ié¢ mang
gen BC-thalassemia 13 5,7% va 2,9%, nhung
ty 1€ HbE la 17,9% va 18,7%. Dan toc Kinh
co ty 1é mang gen pO-thalassemia 1a 0,7% va
HbE 14 2,6%, ty 1¢ o’-thalassemia la 3,5% va
a'-thalassemia la 3,3% [8]. Theo quy luat di
truyén gen bénh lan, trong cong dong ty Ié
mang gen B° thalassemia thi nguy co sinh
con bi bénh pB-thalassemia mwic do nang
(B%B°) cao, véi cong dong co ca ty 1é mang
gen BC-thalassemia va HbE thi nguy co sinh
con bi bénh B-thalassemia/HbE (B% BE) sé&
cao.

V. KET LUAN

Qua nghién ctu trén 2.845 bénh nhén
thalassemia diéu tri tai VHHTMTW nam
2020, ching t6i nhan thay, bénh nhan c6 &
tat ca cac thé bénh, cac mtc do bénh. C6 su
khac nhau vé s6 luong bénh nhan giita cac
tinh, vé ty Ié thé bénh gitra cac dan toc, do
tudi trung binh, cu thé:

- Ty I& bénh nhan B°-thalassemia muc do
nang chiém 18,8 %, pO-thalassemia mic do
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trung binh chiém 7,3%, p-thalassemia/ HoE
chiém 55,5% va a-thalassemia 13 18,4%.

- Bénh nhan p°-thalassemia mirc do ning
chiém 38,8%, 40% va 49,1% trong nhom
bénh nhan dan toc Tay, Nung, Dao; chiém
42,2% trong nhém bénh nhan dudi 6 tudi va
d tudi trung binh 12 8,5 tudi.

- Bénh nhén p-thalassemia/ HbE chiém ty
I¢ cao trong nhom bénh nhéan dan toc Muong
(77,5%) va dan toc Thai (78,1%), c6 do tudi
trung binh 12 20 tudi.
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