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énh tim bdm sinh Ia loai di tit phé bién nhit khi tré ra doi, ty 1é uéc tinh khoang 8 trén

B 1,000 tré mdi sinh (1). Nhiing tién bo vé chin doan, thanh cong trong phau thuét hay
can thiép tim mach (tham chi trugc khi sinh) trong nhiing thap ky viia qua da cai thién déng ké
kha nang song sét ctia cac tré mic bénh tim bam sinh dti]a cac bénh phtc tap nhat: hon 90% tré

mac bénh tim bam sinh c6 thé s6ng sot dén tudi trudng thanh, lam gia tang ddng ké ganh nang

vé bénh tim bim sinh & ngudi 16n (2).

Tuy nhién, diéu tri kip thoi va ding chi dinh
khong dong nghia véi chita khoi bénh! Nguoi
trudng thanh cé bénh tim bidm sinh luén phai doi
mit v6i nguy cd suy tim, riloan nhip, viém néi tim
mac nhiém khuén, phai phau thuét hoic can thiép
lai va t&t vong s6m, tham chi nguy co dot ti. Do vay
viéc theo doi va tham kham tim mach dinh ky dén
suot doi déi véi ngudi trudng thanh mic bénh ly
tim badm sinh la bit budc va dugc néu ro trong nhiéu
nghién ctiu va khuyén cdo chinh thiic (3, 4).

Xu huéng nghién cttu hién tai trong linh vuic tim
bdm sinh & ngudi 16n dang tip trung vao viéc tim
hiéu cdc md hinh theo dai, diéu tri va chim sdc t6i
uu, cac mo hinh uéc tinh nguy coxudt hién cic bién
c6 bit loi (nhu ti vong) hoic nhip vién, cic chién
lugic va cach thitc diéu tri t6t nhét cho cic bién chiing
ton du sau phau thuét hodc can thiép. Tuy nhién rat

kho dé c6 dugc cac bing chiing manh mé tir cdc thu
nghiém lam sang16n trong quan thé bénh nhéan nay:
chi cé <1% cac khuyén cdo diéu tri va quan Iy bénh
tim bdm sinh ¢ ngudilénla dya trén két qua céc thi
nghiém ngau nhién c6 déi ching (3,5).

Trong bdi canh dé nhiing nghién cttu quan sét
trén thuc trang di liéu bénh nhan ndi tra vé bénh
tim bam sinh ngudi 16n sé 1a rit can thiét (6) dé c6
thém thong tin ma khong qué t6n kém du rang vé
lau dai d€ ting gid tri ca cdc bang chiing, can phai
hop thém véi cic di kién theo doi dai han, cic du
liéu s6 bo, cic thong tin y sinh di truyén tit ngin
hang sinh hoc (Biobank...).

Dau tién la st dung nguén di liéu quan sét ti
bénh vién hay cong dong, tin dung viéc “ngau nhién
tu nhién” phan nhém theo cic da liéu dia ly, tuy
theo c6 hay khong c6 cac yéu t6 nguy co gia dinh,
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céc phuong phép diéu tri hodc mé hinh cham sdc,
va tim méi lién quan véi cdc két cuc hodc dién bién
theo thdoi gian, trén co s6 d6 dé xudt ra cic gia thiét
nghién ctiu mdi. Sau d6 dung cac di liéu da trung
tim, da mo thdc hinh anh hodc di truyén ti nhiing
co s¢ dit liéu s6 bo 16n dé kiém dinh lai cac gia thiét
nay, nho d6 cho phép danh gid hiéu qua, xdc dinh
co ché bénh sinh, gitp cing c6 co s& bang chiing
cho viéc diéu tri va cham séc bénh tim bam sinh &
ngudi trudng thanh, véi muyc dich gidm hon nia ty
1é ttr vong va bién chiing. Tinh kha thi ctia cdch tiép

can ndy (S) dya vao sy ton tai ctia cic co sa dit ligu
s6bo16n, vi du Ditliéu s6 bo Qudc gia vé Bénh Tim
bam sinh ¢ Berlin, Dric, luu trit da liéu lam sang chi
tiét vé hon 50.000 tré em va ngudilén mic bénh tim
bam sinh kém theo cic di kién sinh hoc cta hon
10.000 bénh nhan (https: //wwwkompetenznetz-
ahf.de/en/), cho phép chuing ta c6 nhiéu cohoi hon
dé€ nghién ctiu va dua ra bang chiing trong béi canh
bénh tim bdm sinh & ngudi l6n.

Moi con duong déu khéi dau tit nhiing budc
chan dau tién!

TAI LIEU THAM KHAO

1. van der Linde D, Konings EE, Slager MA, et al. Birth prevalence of congenital heart disease worldwide: a
systematic review and meta-analysis. ] Am Coll Cardiol 2011;58: 2241-2247.

2. Moons P, Bovijn L, Budts W, et al. Temporal trends in survival to adulthood among patients born with
congenital heart disease from 1970 to 1992 in Belgium. Circulation 2010;122:2264-2272.

3. Baumgartner H, De Backer J, Babu-Narayan SV, et al. 2020 ESC guidelines for the management of adult
congenital heart disease. Eur Heart ] 2021;42:563-64S.

4. Diller GP, Orwat S, Lammers AE, et al. Lack of specialist care is associated with increased morbidity and
mortality in adult congenital heart disease: a population-based study. Eur Heart J 2021;42:4241-4248.

S. Uebing A, Hitz MP. How can we improve the evidence base for the treatment and care for patients with
congenital heart disease? Eur Heart J. 2023 Feb 7:ehad030.

6.Le XH, Nguyen TH, Kim NT, et al. Tinh hinh bénh tim bdm sinh ngudi 16n diéu tri ndi tra tai Vién Tim
mach Viét Nam giai doan 2018 - 2020. Tap chi Tim mach hoc Viét Nam, 2022;101;30-3S.

TAP CHI TIM MACH HOC VIET NAM - SO 101.2022| 93



