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ABSTRACT

Objectives: Describe the quality of life of Thalassemia patients with iron overload at the National
Institute of Hematology and Blood Transfusion.

Methods: cross-sectional descriptive study was conducted on 388 patients treated at the National
Institute of Hematology and Blood Transfusion.

Results: PCS 38.9+18.4; MCS 40.2+19.7; HRQoL score 39.6+17.2. HRQoL in men (46.5+16,8)
higher than in women (37.5%15,7); urban (46.2+16.8) higher than in rural mountainous (39.2+17.2);
patients with moderate iron overload (42.7+=17.4) was higher than the severe (38.2+19.2).

Conclusion: The patient’s quality of life was low with 39.4% poor and 60.6% moderate or higher.
Quality of life varies by age, gender, place of residence, iron overload status and duration of treatment.
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*Corressponding author
Email address: nguyenthidinh10061983 @gmail.com
Phone number: (+84) 906 027 171
https://doi.org/10.52163/yhc.v64i4.711

259




N.T. Dinh et al. / Vietnam Journal of Community Medicine, Vol. 64, Special Issue 5 (2023) 259-265

CHAT LUGNG CUOC SONG CUA NGUGI BENH THALASSEMIA
QUA TAI SAT TAI VIEN HUYET HOC - TRUYEN MAU
TRUNG UONG NAM 2022

Nguyén Thi Dinh"*, Tran Ngoc Qué?, Pham Thi Hoa2, Téng Quang Manh?,
Nguyén Thi Tuyén?, Hoang Phuong Linh?, Nguyén Cong Khan'

"Truong Dai hoc Thang Long - Nghiém Xudn Yém, Dai Kim, Hoang Mai, Ha Ngi, Viét Nam
2Vién Huyét hoc - Truyén mdu Trung wong - P. Pham Van Bach, Yén Hoa, Cau Gidy, Ha N¢i, Viét Nam

Ngay nhan bai: 20 thang 04 nam 2023
Chinh stra ngay: 15 thang 05 nam 2023; Ngay duyét dang: 15 thang 06 nam 2023

TOM TAT

Muc tiéu: M6 ta thuc trang chat lugng cudc séng (CLCS) cua ngudi bénh Thalassemia qué tai sat
dang diéu tri tai Vién Huyét hoc - Truyén mau Trung wong.

Poi trgng va phwrong phap nghién ctru: Nghién ctru mé ta cit ngang dugc thyuc hién trén 388 ngudi
bénh diéu tri tai Vién Huyét hoc — Truyén mau Trung uong.

Két qua nghién ciru: Diém trung binh strc khoe thé chit 38,9+18,4; diém trung binh sirc khoe tinh
than 40,2+19,7; diém trung binh chit luong cudc séng 39,6+17,2. CLCS & nam (46,5+16,8) cao hon
nit (37,5+15,7); thanh thi (46,2+16,8) cao hon ndng thon mién ndi (39,2+17,2); CLCS nhom ddi
tugng qua tai sit muc trung binh (42,7+17,4) cao hon muc ning (38,2+19,2); thoi gian diéu tri dudi
5 nam (43,2 £ 16,5) cao hon diéu tri trén 15 nim 39,9+ 18,1).

Két ludn: Chit lugng cudc sdng ctia ngudi bénh & mic thap véi 39,4% ngudi bénh co diém trung
binh CLCS kém va 60,6% CLCS trung binh trd 1én. C6 su khac biét vé& CLCS theo tudi, gidi tinh, noi
song, tinh trang qua tai sit va thoi gian diéu tri.

Tir khéa: Chéat luong cude sdng; SF-36; strc khoe thé cht, strc khoe tinh than.

1. PAT VAN PE

Thalassemia la bénh thiéu mau do tan méu. Theo théng
ké ciia To chuc y té thé gi6i, bénh anh huéng dén 71 %
cac nudc trén thé giodi, c¢o trén 330.000 dira tré sinh ra
hang ndm bi bénh va bénh nay gy ra 3,4% cac truong

hop tir vong & tré em dudi 5 tudi [1]. Theo nghién ctru
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cua tac gia Nguyén Thi Thu Ha, tai Viét Nam c6 khoang
hon 20.000 ngudi mang bénh thalassemia thé nang can
diéu tri. Udc tinh, chi riéng chi phi mau dé truyén va
tién thudc thai sit dé cham soc cho 20.000 bénh nhan
thé nang t6i thiéu 1.200 dén 2.000 ti ddng/ndm. Ngoai
ra, nhitng nguoi bi bénh phai diéu tri thuong xuyén va
sudt cudc doi nén ngudi bénh bi giam hodc thdm chi
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khong c6 kha nang lao dong; ho khong dugc di hoc
day du din t6i thiéu kién thirc; Phai diéu tri sudt doi
nén rat ton kém, anh hudng toi kinh té gia dinh; Bénh
di truyén qua nhiéu thé hé dan téi anh hudng dén chat
luong giéng noi [2]. Do d6, nghién ctru vé CLCS cua
ngudi bénh Thalassemia can tim hiéu trén nhiéu khia
canh vé 1am sang, khia canh doi song vat chat va tim
Iy x4 hoi. Trén thé gidi da c6 nhiéu nghién ciru vé chat
luong cudc sdng ctia nguodi bénh thalassemia, tuy nhién
& Viét Nam cha dé nghién ctu nay con rat han ché,
dic biét chua co nghién ctru vé chat lugng cudc song
ctia nguoi bénh thalassemia qua tai sit duoc cong bd.
Nghién ctru ctia ching t6i thyc hién voi muc tiéu mo
ta CLCS ctia ngudi bénh Thalassemia qua tai sat dang
diéu tri tai Vién Huyét hoc — Truyén mau Trung uong
nam 2022.

2. PHUONG PHAP NGHIEN CUU

2.1. Doi twgng, dia diém, thoi gian nghién ctru

Nguoi bénh thalassemia tir 18 tudi trd 1én cd qua tai
sit tir mirc d6 trung binh tré 1én diéu tri ndi tra tai Vién
Huyét hoc - Truyén mau Trung wong.

Dia diém nghién ctru: Trung tim Thalassemia, Vién
Huyét hoc- Truyén mau Trung uong.

Thoi gian nghién ciu: tir thang 08/2022 dén thang
12/2022.

2.2. Thiét ké nghién ciru

Nghién ctru str dung thiét ké nghién ctiru mé ta cit ngang
¢6 phan tich. C& mAu trong nghién ctru dwoc tinh bang
cong thirc mau ude lugng mot ty 1é:

p(1-p)

— 72
n Z(l—rx/Z) &

Trong do:

n: 1a ¢& mau nghién ctru tdi thiéu

p: la uoc lugng ty 1€ nguoi bénh thalassemia qua tai
sat co chét luong cudc sdng (CLCS) dudi muc trung
binh. Do hién nay, chua c6 nghién ctru nao danh gia
chat lugng cudc sdng & ngudi bénh thalassemia co qua
tai sit & nguoi bénh diéu tri ndi trG tai Viét Nam nén
chung t6i chon ty 1& wéc doan p = 0,5 dé ¢ miu tbi
thiéu 16n nhét.

d : 1a sai s6 tuyét doi, véi ty 18 ude doan p=0,5 lay d = 0,05.

o : mirc ¥ nghia thdng ké, 1dy a = 0,05. Khi d6, Z
=1,96.

(1-0/2)

Thay vao cong thirc tinh dugc c¢d mau cua nghién
ctru n = 385. Trén thyc té thu thap sb liéu trén 388
nguoi bénh.

2.3. Thang do va cich danh gia chit lwgng cudc song

B cau hoi danh gia CLCS SF-36 gom 36 cau héi duge
quy dbi thanh diém dinh lwong dé cap dén 8 linh vuc
strc khoe. Cach cho diém va thang do danh gia st dung
trong nghién ciru tuan theo cach danh gia khuyén nghi
cua tac gia bo cong cu [3]. Mdi linh vuc strc khoe CLCS
dugc danh gid tir 0 dén 100 diém. Trong do:

- Tinh trang sitc khoe thé chat = Diém trung binh céac
linh vyec: tinh trang stc khoe chung, chirc nang thé luc,
nhitng han ché van dong do thé luc, cam giac dau.

- Tinh trang sirc khoe tinh thin = Diém trung binh céac
linh vyc: nhiing han ché hoat dong do vén dé tinh than,
su thodi mai vé& mat tinh than, st séng va hoat dong
xa hoi.

- Tong diém CLCS bang diém trung binh cong ctia 08
linh vuc CLCS.

Khi danh gi4, diém trung binh strc khoe thé chit, tinh
than va CLCS duoc chia 1am 4 muc sau [3]:

- Tl 0 - 25 diém: CLCS kém

- Tr 26 - 50 diém: CLCS trung binh

- Tu 51 - 75 diém: CLCS kha

- Tl 76 - 100 diém: CLCS tét

2.4. Phwong phap thu thap thong tin: Thong tin dugc
thu thap bang phwong phip phong van truc tiép dua
trén bo ciu hoi danh gia chat lugng cudc séng SF-36,
version 1.0.

2.5. Phuwong phap xir 1y s6 liéu: S6 liéu duoc nhap
bang phan mém Epidata 3.1 va xir Iy bang phan mém
SPSS 20.0. Thong ké mé ta gom tan sd, ty 1& %, gia
trj trung binh, SD cua céc tiéu chi danh gia chét lugng
cudc sdng. Thong ké phén tich sir dung kiém dinh trung
binh tong thé t-test dé danh gia sy khac biét vé CLCS
theo cac dic diém cua di trong nghién ctru.

3. KET QUA NGHIEN CcUU
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Bing 1. Thong tin chung ciia déi twong nghién ciru (n=388)

Pic diém ciia dbi twong nghién ciru S6 lrgng Ty 1§ (%)
18 — 24 tudi 70 18,0
. 25 — 34 tudi 128 33,0
Nhom tuoi -
35 — 44 tudi 110 28,4
> 45 tudi 80 20,6
Nam 166 42,8
Gidi tinh
Nir 222 57,2
Thanh thi 41 10,6
Noi song Nong thon dong bang 110 28,3
Nong thén mién nai 237 61,1
i Trung binh (1000 - 2500 ng/ml) 166 42,8
Tinh trang quad tdi sat
Nang (> 2500 ng/ml) 222 57,2
Dudi 5 nam 127 32,7
. Tur 5 dén 9 ndm 109 28,2
Thoi gian diéu tri -
Tir 10 dén 15 nam 68 17,5
Trén 15 nam 84 21,6

Déi tuong nghién ciru phan bd twong dbi dong déu ¢  tai thanh thi chi chiém 10,6%. Ddi twong nghién ctru
cac nhom tudi, trong d6 nhom tir 25-34 tudi chiém ty 16 qua tai sit muc ning (> 2500 ng/ml) chiém ty 18 57,2%.
cao nhit (33%) va nhom tir 18 dén 24 tudi chiém ty 1¢  Trong s6 dbi tugng nghién ctru, nhém diéu tri dudi 5
thap nhét (18%). Ddi tugng nit chiém 57,2% cao honso  nam chiém ty 1¢ cao nhét 32,7% va nhém diéu tri tir 10
v6i dbi trong nam (42,8%). Phan 16n d6i twong sng tai  — 15 ndm chiém ty 18 thap nhét 17,5%.

khu vuc nong thén mién nai (61,1%), ddi tuong séng

Bing 2. Piém CLCS trung binh ciia déi twong nghién civu theo 8 khia canh (n=388)

Cic khia canh danh gia CLCS Trung binh + SD <25 diém (%) > 26 diém (%)
1 | Chirc ning thé luc 58,7+225 17,5 82,5
2 |Nhimng han ché van dong do thé luc 232+ 15,7 56,2 43,8
3 | Cam giac dau 49,7+ 27,5 24,7 75,3
4 | Tinh trang strc khde cua nguodi bénh 24,3 + 18,7 51,3 48,7
5 | Han ché van dong do van d& tinh than 23,1+16,3 62,4 37,6
6 | Strc song 35,3 +20,1 46,6 53,4
7 | Su thoai mai vé mit tinh than 48,7 + 20,6 28,9 71,1
8 |Hoat dong xi hoi 53,8 +24,2 25,5 74,5
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Cac khia canh danh gia CLCS Trung binh + SD <25 diém (%) >26 diém (%)
Panh gia chit lrong cudc song
Strc khoe thé chat 38,9 + 18,4 36,1 63,9
Strc khoe tinh than 40,2 + 19,7 41,5 58,6
Piém CLCS chung 39,6 +17,2 39,4 60,6

Trong 8 khia canh dénh gia CLCS cua ddi tugng, khia
canh vé chirc nang thé luc co6 diém trung binh cao nhét
(58,7 + 22,5) va khia canh han ché van dong do van dé
tinh than c6 diém trung binh thip nhét 1a (23,1 + 16,3).
Diém trung binh stc khoe thé chit cua ddi twong la
38,9 + 18,4 diém, trong d6 ¢ 36,1% ddi tuong co diém

trung binh stc khoe thé chit kém (< 25 diém). Piém
trung binh strc khoe tinh than 1a 40,2+19,7 véi 41,5%
dbi twong diém trung binh < 25 diém. Piém trung binh
CLCS cua dbi twgng nghién ctru 14 39,6 + 17,2 trong d6
39,4% d6i twong nghién ctru ¢6 diém trung binh CLCS
& mirc kém (< 25 diém).

Bing 3. Tinh trang chit lwong cugc séng theo diic diém ciia déi twong nghién civu (n=388)

Pic diém ciia d6i twong nghién ciru Piém CLCS Trung binh + SD p
18 — 24 tudi 52,3+152 <0,01
q 25 — 34 tudi 40,4+ 16,3 0,11
Nhém tuoi -
35 — 44 tuodi 37,8+17,6 0,6
> 45 tudi 36,6 + 16,1 1
Nam 46,5 + 16,8
Gidi tinh <0,01
N 37,5+ 15,7
Thanh thi 46,2 + 16,8 1
Noi séng Néng thén ddng bang 42,1+16,3 0,08
Nong thén mién ndi 39,2+17,2 <0,05
; Trung binh (1001 — 2500 ng/ml) 427+174 0.04
Tinh trang qua tai st ’
Nang (> 2500 ng/ml) 38,2+19,2
Dudi 5 ndm 43,2+16,5 <0,05
. Tir 5 d&n 9 nam 42,1£17,2 0,11
Thoi gian diéu tri -
Tur 10 dén 15 ndm 41,7+ 17,6 0,2
Trén 15 nam 39,9 £ 18,1 1

Két qua tai bang 3 cho thdy su khac biét vé trung binh
diém CLCS ¢ tat cac cac dic diém ciia ddi tugng nghién
ctru (p<0,05). Chit luong cudc sdng cao nhit ¢ dbi
tuong 18-24 tudi (52,3+15,2); & nam (46,5+16,8) cao
hon & nit (37,5+15,7); & khu vuc thanh thi (46,2+16,8)
cao hon khu vuc néng thon mién ndi (39,2£17,2); dbi
tugng chua két hon (43,3+16,7) cao hon ddi tuong da

ly hon (34,8+22,6) va nhom qua tai sit mic trung binh
(42,7+17,4) cao hon mirc nang (38,2+19,2).

4. BAN LUAN

Thalassemia la mot bénh di truyén hiém gap hién chua
c6 phuong phéap chita tri dut diém. O dang nghiém
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trong nhét, nguoi bénh phai truyén mau thuong xuyén
trong subt cudc doi va cac liéu phap bo sung khac giy
anh huong 16n dén cudc sdng cua nguoi bénh vé kinh
té, tam 1y va xa hoi.

V6i két qua chét luong cudc sdng theo 8 khia canh tai
bang 2, chung toi tong hop danh gia chat luong cude
song theo 2 linh vuc 1a strc khoe thé chat va stc khoe
tinh than. Cu thé:

Linh vuc strc khoe thé chat duge ching toi danh gia
dya trén diém trung binh cdng cua 4 khia canh: chuc
nang thé lyc, nhitng han ché van dong do van dé thé
Iwc, cam giac dau va tinh trang stc khoe chung. Két
qua d4nh gia tai bang 2 cho thay diém trung binh CLCS
theo linh vuc sirc khoe thé cht cua dbi twong nghién
ctru 14 38,9 + 18,4 vai 36,1% ddi tugng c6 diém trung
binh strc khoe thé chit < 25 diém. Két qua nghién ciru
ctia chung t6i thip hon so véi két qua nghién ciru cua
mot s6 tac gia nhu Soheir Adam véi diém stc khoe thé
chat trung binh 1a 43,7+10,1 [4]; tac gia Nguyén Xuan
Thai véi diém trung binh CLCS & khia canh stic khoe
thé chat 43,3+17,0 [5]. Két qua nghién ciru ctia chiing
t6i thip hon kha nhiéu so vé6i két qua dugce ghi nhan
tir 1 nghién ciru tong hop cia tac gia Mahdieh Arian,
nghién ciru ciia tac gia nay phan tich tong hop tir 26
nghién ctru vé chat lugng cudc sdng cia ngudi bénh
thalassemia v&i diém trung binh stc khoe thé chit nam
trong khoang 52,7 dén 74,5 diém [6]. Tuy nhién trong
két qua cong b, tac gia Mahdieh Arian ciing chua néu
r0 cac nghién ctru da téng hop duoc thyc hién tai dau va
trén nhitng dbi twong c6 dic diém twong dong hay dic
diém c6 nhiéu sy khac biét. Nhitng yéu t6 ndy ciing co
thé tic dong dén diém stc khoe thé chét ctia dbi tugng
nghién ctru.

Linh vuc sirc khoe tinh than duoc ching t6i déanh gia
dya trén diém trung binh cong ciia 4 khia canh: nhiing
han ché hoat dong do van dé tinh than, stc séng, su
thoai mai vé mat tinh than va hoat dong xa hoi. Két qua
danh gia tai bang 2 cho thiy diém trung binh CLCS
theo linh vuc sirc khoe tinh than cua ddi twong nghién
cuu 1a 40,2 + 19,7 voi 41,5% ddi tuong co6 diém trung
binh strc khoe thé chat < 25 diém. Nhin chung diém
trung binh strc khoe tinh than c6 cao hon d6i chut so véi
diém trung binh strc khoe thé chét, tuy nhién ty 18 ddi
tugng co6 diém trung binh dat trén 25 diém lai thap hon
s0 voi sirc khoe thé chat. Két qua nghién ctru ciia ching
t61 phut hop véi két qua nghién ciru cia tac gia Nguyén
Xuan Thai v6i diém trung binh sirc khoe tinh than 1a

N
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41,6 £20,1 [5]. Két qua nghién ctru ciia chiing toi thap
hon so v6i két qua nghién ctru ciia tac gia Soheir Adam
c¢6 diém strc khoe tinh than 1a 46,6 + 10,5 [4]; nghién
ctru cuia Mojtaba Miladinia Shahram Baraz voi diém
trung binh stc khoe tinh than 1a 59,20+18,38 [7]; va
nghién clru cua tac gia Maria Domenica Cappellini v&i
trung binh linh vyc Strc khoe tinh than 46,8 [8]. Nghién
ctru tong hop cua tic gia Mahdieh Arian ciing ghi nhan
diém trung binh sirc khoe tinh than ciia 26 nghién ctru
téng hop nam trong khoang 59,6 dén 71,1 diém [5].

Vé diém chét lugng cude séng cua doi tuong duoc danh
gia tir diém trung binh cua toan bd 8 khia canh va 36
tiéu chi twong tng véi 36 cau hoi cua bo SF36. Két qua
danh gi4 tai bang 2 cua chung toi cho thdy diém trung
binh CLCS cua d6i twong nghién ctu 1a 39,6 + 17,2;
trong d6 c6 39,4% dbi tuong ¢c6 CLCS ¢ muc kém tic
diém trung binh CLCS nam trong khoang 0-25 diém;
¢6 50,8% dbi twong nghién ctiru c6 CLCS & mic trung
binh tirc diém trung binh CLCS nam trong khoang 26-
50 diém va c6 9,8% ddi tugng c6 CLCS ¢ muc kha
tirc diém trung binh CLCS nam trong khoang 51-75
diém. Nghién ctru khong ghi nhan duoc bat cir truong
hop nao c6 diém CLCS & mirc t6t. Két qua nghién ciru
ctia chang t6i phit hop véi két qua nghién ctru cua tac
gia Nguyén Xuan Thai v6i diém trung binh CLCS la
42,7+16,7 [5].

Sau khi dd danh gia dugc diém CLCS cua ddi tugng
nghién ctru, dé 1am rd hon nita diém CLCS sdng & mdi
nhom ddi twong va theo timg dic diém ching t6i dd mo
ta 16 rang hon diém CLCS cia timg nhom dbi tuong
trong bang 3. Su khac biét vé diém CLCS cudc sdng
giita cac nhom duoc chiing t6i str dung kiém dinh trung
binh tong thé t-test dé kiém dinh sy khac biét. Két qua
kiém dinh trung binh diém CLCS ghi nhén mot s6 dic
diém co sy khéc biét vé diém CLCS nhu tudi, gidi tinh,
noi séng, muc do qua tai sat va thoi gian diéu tri. Cu
thé két qua ghi nhan diém CLCS dbi tuong tir 18 - 24
tudi (52,3 + 15,2) cao hon nhém dbi twong tir 45 tudi
tro 1€n (36,6 + 16,1); & nam (46,5 + 16,8) cao hon & nit
(37,5 £ 15,7); & khu vuc thanh thi (46,2 + 16,8) cao hon
khu vue nong thén mién nui (39,2 + 17,2); diém CLCS
& nhém qua tai sit mirc trung binh (42,7+17,4) cao hon
& nhom qua tai sit mirc nang (38,2 + 19,2) va dbi tugng
c6 thoi gian diéu tri dudi 5 nam c6 diém trung binh
CLCS (43,2 + 16,5) cao hon so véi ddi twong co thoi
gian diéu trj trén 15 nam (39,9 + 18,1). Tat ca nhirng su
khac biét nay déu co y nghia thong ké véi p<0,05. Su
khac biét diém CLCS giira cac nhom chung toi dua ra
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cling pht hop v6i mot s6 nghién ciru trén thé gidi. Két
qua nghién ctru cta tic gia Soheir Adam cho thiy ring
tudi tac co lién quan dang ké dén CLCS, ngudi bénh <
14 tudi gap nhiéu han ché vé thé chét va cam xtc hon,
phan nan vé viéc dau co thé nhiéu hon, c6 diém trung
binh khia canh strc séng thap hon va biéu hién cac dic
diém sirc khoe tinh thin kém hon so voi nhiing bénh
nhan > 14 tudi. Tuy nhién, nhitng bénh nhan 16n tudi
c6 diém sd thap hon dang ké ¢ cac thanh phan tong thé
vé thé chét va tinh than, diéu nay c6 thé 1a do tac dong
tich lily cta cac bién chung lién quan dén bénh lau dai.
Tré em thuong thé hién céc tinh ning CLCS kém hon
so v6i nguoi 10n trong bdi canh cic nghién ctru trén
toan cau [9].

5. KET LUAN

Két qua nghién ciru cho thay chat lvong cudc séng cua
ngudi bénh thalassemia qua tai sat tham gia nghién
ctru & mirc thap, trong d6: Piém trung binh sitc khoe
thé chat 38,9+18,4; diém trung binh sirc khoe tinh
than 40,2+19,7; diém trung binh chét lugng cude séng
39,6+17,2 véi 39,4% d6i tugng c6 CLCS & mic kém
(< 25 diém). C6 sy khac biét vé diém CLCS & cac
nhém ddi twong, CLCS cao nhat ¢ ddi twgng 18-24 tudi
(52,3£15,2); CLCS ¢ nam (46,5£16,8) cao hon ¢ nit
(37,5+15,7); & khu vyc thanh thi (46,2+16,8) cao hon
khu vyc néng thon mién nui (39,2+17,2); CLCS nhém
dbi tuong qua tai sit mirc trung binh (42,7+17,4) cao
hon murc nang (38,2+19,2). Pdi twong c6 thoi gian diéu
trj dudi 5 nam c6 diém trung binh CLCS (43,2 + 16,5)
cao hon so véi ddi tuong co thoi gian didu tri trén 15
nam (39,9 £+ 18,1).
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