" Phat hién SO’M 1 hn >BESMA
van CHAY NHAY binh thuong!

Nhirng diéu me bau lan dau & cac ban tré can biét vé bénh Teo Co Tuy S6ng (SMA).
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Moi nam, 100-200 em bé Viét Nam chao doi voi
mot can bénh nghe rat la: Teo Co Tuy Song (SMA).

Nhiéu me 1an dau nghe da hoang, nhung su that la... néu biét sdm chi
1 thang thoi, cudc doi con cé thé thay doi hoan toan!
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bénh hiém - nhung khong con la ban an tu nira!
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SMA 13 ma
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SMA la gi? Hay tuong tuong co thé la mot nha may.
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Normal

Bén trong co thé
chung ta co moét
‘nha may’ san xuat
protein tén la SMN.

Protein nay giup
cac co bap van dong
khoe manh.
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SMA

O tré bi SMA, ‘nha
may’ nay bi l0i tlr
trong gen.

Hau qua: Protein
SMN khéng dugc
san xuat du, khién
cac co ngay cang
yéu di.
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Bénh co 4 loai, voi muc do nang nhe khac nhau.
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Loai 1 (Nang nhat) Loai 2
Xuat hién triéu ching Xuat hién triéu ching
trudc 6 thang tudi. tlr 6 - 18 thang tudi.
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Loai 3

Xuat hién triéu ching
sau 18 thang tudi,

thudng & tudi thi€u nién.

O
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Loai 4 (Nhe nhat)
Rat hiém, triéu chung
thudng xuat hién & tudi
trudng thanh.
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Dau hiéu o tré duéi 6 thang tuoi (Loai 1) - Me can dé y ky!

3 Yéucotoanthan: Bé

" “nhdn” nhu mét con
“* ¥ | meo con, dit dau nam
~ W do, it dap chan tay.

Kho bu/nuot: Hay bi
sac sira, nudt vudng.

Luai run: Ludi cua bé
hay cé nhitng ctr dong
run run, gon song (dau
hiéu rat dac trung).

Tiéng khoc yéu: Kho
ho, kho khac dom.




Dau hiéu o tre I6n & thanh thiéu nién (Loai 2 & 3).

Otré6-18 thang (Loai 2) O tré 16n & thanh thiéu nién (Loai 3)
e Biét lay, cd thé ngdi dugc nhung rat cham. e Dé bing3, chay chdm hon ban bé cling
e Cham biét di, hodc khong thé tu dimg va trang Ira.
di duoc. e Dang di dang chir A, hai chan choai ra.
e Tay chan yéu, ludn can vin vao do vat. e Than phién hay mdi chan, mdi co.
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“10 nam trudgc, 95% bé SMA loai 1 khon g
qua 2 tudi. Gig day, nho diéu tri s6m, 95% bé
song khoe manh va nhiéu bé con biét di!”

- Trich Ioi Bac si Nhi khoa.
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Chia khoa tao nén ky tich nay chinh la:

PHAT HIEN SOM.




3 cach dé “bat bénh tur trong trirng nuéc”.
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Sang loc TRUOC &
TRONG THAI KY

Phuong phap: Xét nghiém
mau cla ca bd va me dé tim
gen mang bénh. Néu ca hai
cung mang gen, con co 25%

% y CO.
i phi: Khoang 2-4 triéu
VND.

Lgi ich: Biét truoc nguy co
cho con chi véi mot lan xét
nghiém.

&

Sang loc
SO SINH

Phuong phap: Ly mau got
chan cua bé trong vong 72
gio sau sinh.

Chi phi: Khoang 2-3 triéu
VND.

Loi ich: Phuong phap tiéu
chudn & My & Chau Au. Phat
hién bénh truoc khi co bat
ky triéu chirng nao.
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Xet nghiem
CHAN POAN

Phuong phap: Xét nghiém
gen MLPA khi bé cé dau hiéu
nghi ngo.

Chi phi: Day la xét nghiém
dung dé chan dodn xac dinh.
Lgi ich: Khang dinh chac
chan bé cé mac SMA hay
khong.
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Tin vui lon nhat: SMA bay gio da co thuoc chira!

e Zolgensma: Liéu phap gen,
truyén moét 1an duy nhat trong
doi. Hiéu qua tot nhat khi dung
trude 6 thang tudi.

F{iﬁ e Evrysdi: Thuéc udng dang siro

hang ngay. Hién dang cé
chuong trinh ho tro chi phi cho
tré em Viét Nam.

L /éﬁ‘ e Spinraza: Thudc tiém vao tuy
I sdng theo dinh ky.
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Nam duoc diéu tri
Zolgensma s6m déu song
khoe, biét di, biét chay.

“Con duoc tiém luc 4 thang
tudi, gid 2 tudi rudi chay nhay
khap nha. Minh chi uéc gia ma
biét som hon 1 thang thoi!”

- Me bé Do Nhat Nam, diéu tri
Zolgensma nam 2023.
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TV, HHI“-

Lai nhan dac biét t&i cac ban tré.

Néu ban thay minh hay moi chan, chay cham hon ban bé, hodc thudng
xuyén bi té... dirng ngai ndi vdi bd me dé di kham nhé.

e SMA loai 3 thuong duoc phat hién mudn & tudi teen.

e Phat hién som van giup cai thién stc khoe rat nhiéu.

e Y hoc dang phat trién céac loai thudc mai danh cho ca nguai 16n.
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9 viec gia dinh va me bau can lam ngay.
Trudc khi c6 thai Ian nira: Ca hai vg chong hay di xét nghiém gen
m mang bénh SMA.

ﬂ'ﬂ Trong thai ky: Hoi bac si san khoa vé cac goéi sang loc trudc sinh
EL (NIPT) c6 bao gébm bénh SMA.

900  Sau khi sinh 72h: Chu déng yéu cau sang loc so sinh 1y mau gét
G 0 chéan cé xét nghiém SMA cho bé. (Hoi tai cac BV: Vinmec, Hung
Vuong, Tu DU, Nhi Déng 1&2, Nhi Trung Uong).

Theo d6i con: Chu y cdc dau hiéu yéu co cla bé trong 18 thang
Q dau doi.

5’%‘5 Két ndi cong dong: Tham gia cac nhém ho trg dé dugc chia sé
C32  kinh nghiém thuc teé.
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Ban khong don doc: Hay két noi
‘ vGi cong dong SMA Viét Nam.

Group Facebook: “Hdi phu huynh tre
SMA Viét Nam” (hon 2.000 thanh vién)

Fanpage: VORD - Té chirc Bénh hiém
VURD Viét Nam

O s i au lac bo: CLB B& : :
ey A

~~ Bénh vién Nhi Trung uong
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\-? Chi can s6m hdn L thang -
s uoc doi mot dira tre da khac—=

' Hay chia se tai liéu nay cho it nhat “
mot ngum me bau hoac -
mot ban tre ma ban bié't
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Cung nhau, chung ta co thé giup 100- 200 em be Viét Nam

#SMAVietnam #TeoCoTuy
mOI nam co mQt tU’G’ng lai khoe manh va hanh phuc #MeBaulLanDau #SangLocSoSinh
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