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TOM TAT

Trong 2 ndm (2019-2020), véi sy phdi hop va
hd tro cua Vién Huyét hoc- Truyén mau TW,
huyén Chiém Hoéa dd budc dau thyc hién thanh
cong chuong trinh quan ly, phong bénh tan mau
bam sinh, hinh thanh mé hinh tét cho y té tuyén
huyén trong viéc quan ly bénh tan mau bam sinh
trén dia ban. Nhan thiic cua cong dong vé phong
bénh duoc cai thién dang ké, da c6 nhiéu cap doi
tham gia tu van, sang loc truéc két hon, nhiéu
phu nit ¢6 thai da duoc tu van chan doan trudc
sinh. Trung tdm y té huyén da thuc hién diéu tri
bénh nhan thalassemia ngay tai huyén.

SUMMARY
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thalassemia  management and  prevention
program in 2 years (2019-2020), with the
cooperation and support of the National Institute
of Hematology and Blood Transfusion, that was
formed a good model for district health
department in thalassemia management in the
area. Community awareness of thalassemia
prevention has been significantly improved,
many couples have participated in pre-marriage
counseling and screening, and many pregnant
women have been consulted for antenatal
diagnosis. The local hospital has implemented
treatment for thalassemia patients in the district.

I. DAT VAN DE

Cong tac cham soc va bao vé suc khoe
nhan dan la nhiém vu c6 y nghia dac biét
quan trong cua nganh Y té. Bo Y té di co
nhiéu chuong trinh qudc gia can thigp, phong
bénh l1ay nhidm va khéng lay nhiém, nhiéu
chwong trinh ¢6 ddi twong uu tién 1a tré em
va ba me, chuong trinh da giam ty 18 tré chét
dudi 1 tudi, giam ty ¢ san phu tir vong khi
sinh. Tuy nhién chua c6 chuong trinh can
thiép dbi véi bénh ly di truyén.

Il. CO' SO’ LY THUYET VA THU'C TIEN
Thalassemia (con goi la bénh huyét sic t6,
bénh tan mau bam sinh) 1a mot nhém bénh
huyét sic t6 gay thiéu méu tan mau di
truyén. Thalassemia la bénh di truyén co ty
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Ié mic cao nhat trén thé gidi, nhung c6 tinh
dia du rd rét. Bénh tap trung nhiéu & ving
Dia Trung Hai, Trung Pong, Chau A — Thaéi
Binh Duong trong d6 c6 Viét Nam. Theo bao
c4o cua Lién doan Thalassemia qudc té nam
2012 (TIF — Thalassemia International
Federation), c6 khoang 7% dan sé trén thé
gi6i mang gen bénh huyét sic t6 va
thalassemia. Theo T6 chic Y té Thé gioi
(WHO — World Health Organisation), bénh
huyét sic t& (HST) anh huéng téi 71% sb
nudgc trén thé gisi; khoang 7% phu nir ¢ thai
mang gen bénh huyét sic t5 va khoang 1,1%
cac cap vo chdong co6 nguy co sinh con bi
mang gen bénh. Mdi nim c6 khoang 60.000
— 70.000 tré em sinh ra bi bénh Thalassemia
mic do nang. T thyc trang nay, mot sd
qudc gia da thyc hién cac chuong trinh kiém
soat thalassemia nham nang cao chit lwong
diéu tri cho bénh nhan thalassemia va thuc
hién cac bién phap phong bénh dé khong
sinh ra tré bi bénh. Cu thé nhu: Sip di co
chuong trinh thalassemia quéc gia tir nim
1972, quan tam dén van dé truyén mau va
thai sit cho bénh nhan thalassemia
(Angastiniotic 1986) [1]. Singapore (1992)
sang loc thalassemia theo tang (vo chong,
ngudi cung huyét thong) két hop vai chan
doan trudce sinh, két qua, trong 5 nam chi con
3 tré sinh ra bi bénh (Ng et al, 2002).
Sardinia thyc hién chuong trinh sang loc tu
gitta nhimg nim 1990, phat hién cac cip doi
nguy co dé chan doan truéc sinh nén 90%
cac thai nhi c6 nguy co bi bénh duoc chan
doan trudc sinh (Cao,1991) [4]. Bahrain co
chuong trinh quéc gia 1997 sang loc
thalassemia va gi4o duc cong ddng bénh
thalassemia, s tré bi bénh ra doi < 1%. Iran

thuc hién thanh cO6ng chuong trinh
thalassemia théng qua hé thdng y té co so tir
nam 1995, bao gdm tap huan kién thuc cho
nhan vién y té, ngudi tu van (cong tac vién),
sang loc cho ddi twong nguy co cao va sang
loc thalassemia cho thai phu la bt buoc
(Ashraf Samavat, 2004).

Tai Viét Nam, thalassemia duoc cac nha
khoa hoc nghién ctu tir nhirng nam 1960.
Tuy nhién chwa c6 chuong trinh kiém soat
thalasssemia qudc gia. Theo nghién ciru Vién
Huyét hoc Truyén mau TW nam 2017, ty 18
nguoi dan Viét Nam mang gen thalassemia
14 rt cao, wéc tinh chung trong toan qudc la
13,8%, nguy co sinh con bi bénh thalassemia
rat cao, dac biét 1a cac dan toc thiéu sb, dan
toc ¢ ving mién ndi phia biac nhu Tuyén
Quang, Son La, Hoa Binh, Bic Kan; nguy co
san phu bi phu thai cao ¢ Hoa Binh, Son
La,... V& diéu tri, nhiéu bénh nhan chua dugc
diéu tri day du dtng phac do, tham chi c6
khong it bénh nhan khong duoc tiép can diéu
tri; s6 luong bénh nhan phai diéu tri vuot
tuyén, trai tuyén nhiéu do diéu kién du trix
méau han ché, khong co du thubc thai sat,
thiéu can bo chuyén khoa tai cac bénh vién
tuyén huyén, tuyén tinh/ thanh phé.

Tu thuc trang ty I¢ mang gen thalassemia
& Viét Nam rat dang bao dong, bén canh do,
nang lyc va diéu Kién caa cac co so y té Viét
Nam di c6 nhiéu tién bo trong nhilng nim
gan day. Bo Y té da ban hanh quyét dinh sé
1807 (21/4/2020) huéng dan sang loc
thalassemia cho thai phu va chan doan trudc
sinh cho cac cap doi c6 nguy co sinh con bi
bénh thalassemia.

Tuyén Quang la tinh mién ndi phia bac c6
c6 22 dan toc (trong d6 dan toc Kinh 46%,
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Tay 26%, Dao 13%, San Chéy 8%, ... Nguoi
dan cha yéu sinh séng ¢ dia phuong va xu
huéng két hén gan trong dia ban x4, huyén.
Theo s6 liéu bao céo caa Bénh vién da khoa
tinh Tuyén Quang nam 2019, ca tinh hién cé
khoang 500 bénh thalassemia, trong do
huyén Chiém héa c6 146 bénh nhan (nhiéu
gia dinh ¢6 2 con bi bénh). Cac bénh nhan
thalassemia chu yéu dugc diéu tri tai BVDK
tinh va Vién HHTMTW. TTYT huyén khong
diéu tri bénh nhan thalassemia.

Trung tam Y té huyén Chiém Hoa, 1a co
s& kham chita bénh tuyén huyén hang 11 véi
quy md 350 giuong bénh ké hoach. Trung
ttm c6 5 phong chic nidng, 15 khoa, 02
PKDKKYV va 24 tram y té xa (thi trin). Toan
Trung tam c6 82 béc sy, ¢6 01 bac sy huyét
hoc, khoa san ¢ 03 béac sy, so ca sinh hang
nam trung binh 1a 1800 ca

Puoc sy dong y cua Uy ban nhan tinh
Tuyén Quang, Vién Huyét hoc - Truyén mau
TW da phdi hop véi S¢ Y té tinh Tuyén
Quang, Trung tam Y té huyén Chiém Hoéa
thuc hién thi diém chwong trinh can thiép
kiém soét thalassemia tai huyén Chiém hoéa
trong nam 2019-2020 v&i sy hd trg cua Qui
Thién Tam (tap doan Vingroup).

Muc tiéu:

1) Nang cao nhgn thic va ky nang cho
can bg y té vé chdan dodn, diéu tri va tw van
bénh thalassemia; tirng budc té chire i van,
chan dodn, diéu tri co ban cho bénh nhan
thalassemia ngay tgi Trung tam Y té huyén.
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2) Nang cao nhdn thizc vé bénh va phong
bénh thalassemia cho nguwoi ddn, dac biét
nhém doi twong 1a phu niz c6 thai; thyec hién
tir van, sang loc truéc sinh cho nhing cap
doi co nguy co sinh con bi bénh. Tung budc
giam dan so tré sinh ra bi bénh thalassemia
trén dia ban huyén Chiém Hoba.

3) Sang loc thalassemia cho doi twong do
tugi sinh dé va tién hon nhan tai 1 xa c6 so
lieong bénh nhan thalassemia déng nhdt (xa
Minh Quang)

1. NOI DUNG VA BIEN PHAP PA THUC
HIEN

Sau khi ban du thao Pé an dugc UBND
Tinh Tuyén Quang dong thuan, S¢ Y té va
Trung tam Y té Huyén, BVDK Tinh théng
nhat phdi hop thuc hién, Dé an da duoc trién
khai véi nhitng ndi dung co ban sau:

- Xay dung va thdng nhét, phé duyét ké
hoach thuc hién.

- Trién khai 2 nhém bién phap chinh:

* Truyén théng nhim nang cao nhan
thirc cong dong vé phong bénh

= Nang cao ning luc cua y té dia phuong
trong chan doan, diéu tri, tu van phong bénh

- Phdi hop thuc hién sang loc va tu van
chan doan trugc sinh

- Tu van két qua: VHHTMTW, TTYT
huyén

- So két, tong két dinh ky va kip thoi
diéu chinh két hoach theo ting giai doan.
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K&t luan tinh trang mang gen bénh thalassemia
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SO’ DO SANG LQC, CHAN DOAN TRU'G'C SINH BENH THALASSEMIA (1807/QD-BYT)
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Il. NHI’NG KET QUA BU'G'C PAU

2.1 Thay dbi nhan thic vé phong bénh

Trong 2 nam, chung t6i da t6 chuc 3 hoi
thao vé bénh danh cho can b Lanh dao céc
cap. Qua d6 gop phan nang cao va thay doi
nhan thirc vé tim quan trong caa viéc phong
bénh tan mau bam sinh trén dia ban; tir d6
thu hat dugc sy quan tdm, ung ho cuaa chinh
quyén, nganh y té va cac ban, nganh doan thé
cua huyén cho cong tac phong bénh tan mau
bam sinh

Nhiéu hoat dong truyén théng, qua nhiéu
kénh thong tin di duogc trién khai trén toan
huyén: pano tam 16n ngoai troi, poster, to
roi, bai phat thanh phat tai cac xa.... ba gop
phan nang cao nhan thtc va thu hit s quan
tam cua nguoi dan, nhat 12 phy nit trong do
tudi két hon va sinh dé ddi véi cong tac
phong bénh. Noi dung truyén théng do Vién
Huyét hoc- Truyén mau TW dé xuét, Trung
tam van hoa-thdng tin cua huyén trién khai
thuc hién.

Nhom dbéi tugng 1a thanh nién trong do
tudi két hén va phu nit mang thai 1a doi
tuong dich dé truyén thdng nhiam khuyén
khich ho tham gia sang loc thalassemia dé
tAm soat nguy co mang gen.

2.2 Nang cao ning luc chin doan, tw
van va diéu tri thalassemia ngay tai huyén

Pé tang cuong nang luc sang loc, chan
doan, diéu tri va cham soc bénh nhan, da co
3 16p tap huan danh cho céan bo TTYT
huyén; va nhiéu lugt tap huin, hoi thao danh
cho cén bo y té co so, cong tac vién dan sb
trong viéc phdi hop, phat hién va tu van cho
phu nit c6 thai va d6 tudi sinh dé tai cac xa.

Can bo y té cua 26 xa duoc tap huin 2
lan/nam dé bo sung kién thirc co ban vé
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bénh, c4c biéu hién co ban va danh gia nguy
co mang gen thalassemia dé co phuong phap
tu van cho phu nit trong do tudi sinh dé va
dang mang thai.

Tu 2020, c6 110 bénh nhan thalassemia
da duogc diéu tri bang truyén mau va thai st
thuong xuyén tai TTYT Huyén Chiém Hoa.

Vién Huyét hoc- Truyén mau TW di hd
trg cung cAp méu vé tan TTYT huyén Chiém
Hoa.

2.3 Thuc hién sang loc, tw van va chan
doan trwéc sinh

Sang loc cho thanh nién va nhiing nguoi
do6 tudi sinh dé tai x4 Minh Quang — Huyén
Chiém Hoéa: Chiing t6i da t6 chuc 3 budi dé
tr van va sang loc bénh thalassemia cho
1493 nguoi d6 tudi sinh dé, tién hdn nhan
(riéng tai x8 Minh Quang), phat hién 518
nguoi mang gen thalassemia (ty 1€ 34,6%),
gom 22,5% mang gen alpha thalassemia,
7,6% mang gen beta thalassemia, 1,3% mang
gen HbE, 3,2% mang ca gen alpha va beta
thalassemia.

Tu van sang loc chan doan trudc sinh:
Nhom dbi twong dich 1a phu nit ¢6 thai dudi
20 tuan duogc tiép can tryc tiép boi can bo y
té x&, cong tac vién dan sd dé moi tham du
cac budi hoi thao truyén thong, tu vén, lay
mau xét nghiém sang loc. Sang loc, chan
doan trudc sinh cho cac thai phu c6 nguy co
sinh con bi bénh: Thai phu duoc sang loc tai
TTYT huyén, chan doan so bo thé bénh tai
BVDK tinh, chan doan trudc sinh tai
VHHTMTW (Kinh phi chan doan truéc sinh
do Quy Thién Tam tai trg toan bo).

Tu van va sang loc cho 343 thai phu ¢
tudi thai dudi 20 tuan, phat hién 100 thai phu
c6 hong cau nho, chi 52 nguoi chong cua
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nhitng thai phu dén sang loc, c6 28 ngudi co
hong cau nho; chi 13 cip vo chong dén bénh
vién dé tiép tuc xét nghiém xac dinh dot bién
gen bénh thalassemia; tir d6 xac dinh 7 cap
vo chdng c¢d nguy co sinh con bi bénh
thalassemia, dd tu van va chan doan trugc
sinh cho thai nhi.

IIl. NHO’NG THANH CONG, KINH NGHIEM
VA HAN CHE

3.1 Nhirng thanh cbéng va bai hec kinh
nghiém thu dwec

Chuong trinh nhan dugc sy quan tdm, ung
ho va chi dao sat sao cua Lanh dao UBND
tinh, So Y té, BVDK tinh; dong thoi, Vién
Huyét hoc- Truyén mau TW da rat tich cuc,
cha dong trong viéc to chac trién khai
chuong trinh tai Huyén.

Chuong trinh ¢6 su vao cudc caa hé thong
lanh dao UBND, céc ban nganh caa Huyén
va 26 xa. Cong tac lanh dao, chi dao da tao
diéu kién rat thuan loi cho viéc truyén théng,
tu van va thu hat phu nir ¢ thai tham gia
sang loc trudc sinh.

Xay dung dugc thanh cong mé hinh quan
ly thalassemia tai Huyén, tir viéc tu van sang
loc cho phu nir trong d6 tudi sinh dé, phdi
hop tu van chan doan trudc sinh cho dén
chan doan, diéu tri bénh ngay tai TTYT
Huyén. Qua dé, phu nir ¢ thai dugc tiép can
véi nhitng k¥ thuat tién tién trong chan doan
trudc sinh; giam chi phi, khé khan cho bénh
nhan thalassemia cua Huyén trong qué trinh
diéu tri.

Thong qua céc hoat dong truyén thong,
nhan thic cta nguoi dan, dac biét l[a nhom
d6i twong dich dd co thay ddi trong nhan

thire, thay doi trong thai do hop tac trong
viéc tu van va chan doan trudc sinh.

Ngudn kinh phi hd tro cho viéc trién khai
chuong trinh dugc hd trg tir Quy Thién Tam,
Tap doan Vingroup va tir Vién Huyét hoc-
Truyén mau TW da duoc sir dung hiéu qua
dé dam bao nguén lyc cho chuong trinh.

3.2 Mgt s6 han ché, khé khin

Chiém Hoa 1a dia ban mién ndi, kha xa
trung tam cua Tinh nén viéc di lai, hd tro
chuyén mén cua Vién Huyét hoc- Truyén
mau TW ciing gap nhiéu khé khin, viéc van
dong phu nir o thai tham gia sang loc ciing
gap nhing han ché nhat dinh.

Nam 2020, dai dich Covid-19 va cac dot
gidn céach xa hoi cling anh huong khéng nho
t6i viéc tap trung dbi tuong dé truyén thdng
cling nhu viéc tiép can dich vu tu van va lay
mau xét nghiém sang loc cho phu nit c6 thai.

S6 lwong thai phu tham gia kham sang loc
& 3 thang dau thai ky con thap, mot phan do
thoi quen khong di kham hoac chi t&i kham,
siéu @m tai cac phong kham (tu nhéan) nén
khong duoc tu van vé bénh thalassemia va
khéng quan ly day du théng tin sang loc
thalassemia cua thai phy. Nhiéu chong thai
phu di lam an xa nha nén khéng tham gia
sang loc thalassemia cung véi vg.

Cong tac truyén thong chua dugc phu
rong, thuong xuyén va truc tiép dén cac doi
tuong, nén ty 1¢ thanh nién trong do tudi két
hon tham gia sang loc trugc két hén con
chua cao.

Con nhiéu han ché trong tap tuc vin hoa,
suy nghi nén con ty I¢ cao cap do6i duoc tu
van nhung khong dong y tham gia chan doan
trudce sinh.
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IV. KET LUAN

Trong 2 niam, v&i su phéi hop va hd trg
cua Vién Huyét hoc- Truyén mau TW, huyén
Chiém Hoa di budc dau thyc hién thanh
cbng chuong trinh quan ly, phong bénh tan
méu bam sinh, hinh thanh mé hinh tét cho y
té tuyén huyén. Nhan thtc cua cong dong vé
phong bénh dwoc cai thién dang ké, da c6
nhiéu cap doi tham gia tu van, sang loc trudc
két hon, nhiéu phu nit c6 thai da duoc tu van
chan doan trudc sinh. Bénh nhan thalassemia
duogc diéu tri ngay tai huyeén.

MOT SO DBE XUAT, KIEN NGHI

Tiép tuc duy tri bén viing mo hinh tai
huyén Chiém Hoa trong nhimg nam tiép
theo, dé dat muyc tiéu giam dan, tién t6i
Chiém Hoa khong con tré sinh ra bi bénh tan
mau bam sinh; dé tit ca bénh nhan
thalassemia hién tai dugc diéu tri hiéu qua tai
TTYT huyén, cac co sé y té gan nha, nang
cao chit luong cudc sdng cho bénh nhan va
gia dinh ho.

M6 hinh nay rat hiéu qua, phat huy duoc
tinh cha dong cua Y té dia phuong trong
phong va quan ly bénh ciing nhu ngudn gen
bénh thalassemia tai huyén, cd thé nhan rong
dé 4p dung ra cac huyén khac trén dia ban
tinh Tuyén Quang ciing nhu trén toan qudc.

48

TAI LIEU THAM KHAO

1. Thalassemia Internation Federation annual
report (2013).

2. WHO. The Global Prevalence Of Anaemia in
2011.

3. Angastiniotis M, Kyriakidou S, Hadjiminas
M, (1986) How Thalassaemia was controlled
in Cyprus, World Health Forum, 7, pp 291-7

4. Cao A, Rosatelli MC, Galanello R. (1991)
Population based genetic screening Current
Opinion in Genetics and Development, 1, pp
48-53

5. Suthat Fucharoen and Pranee
Winichagoon (2011): Haemoglobinopathies
in Southeast Asia, Indian J Med Res, 134 (4):
498-506.

6. John Old, Cornelis L., Harteveld Joanne,
et al. (2012). Prevention of thalassemia and
other haemoglobin disorders, Volume I
(2012), Thalassemia International
Ferderation, 2nd edition

7. Suthat Fucharoen and Pranee
Winichagoon, = Haemoglobinopathies in
Southeast Asia, Indian J Med Res. 2011 Oct;
134(4): 498-506

8. Nguyén Thi Thu Ha (2016): Pic diém mot
sb chi s6 huyét hoc ¢ ngudi mang gen bénh
thalassemia dén tu van tai Vién Huyét hoc -
Truyén mau Trung wong, Y hoc Viét Nam,
tap 448 (169-176).


https://www.ncbi.nlm.nih.gov/pubmed/?term=Fucharoen%20S%5BAuthor%5D&cauthor=true&cauthor_uid=22089614
https://www.ncbi.nlm.nih.gov/pubmed/?term=Winichagoon%20P%5BAuthor%5D&cauthor=true&cauthor_uid=22089614
https://www.ncbi.nlm.nih.gov/pubmed/?term=Winichagoon%20P%5BAuthor%5D&cauthor=true&cauthor_uid=22089614
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3237250/
https://www.ncbi.nlm.nih.gov/pubmed/?term=Fucharoen%20S%5BAuthor%5D&cauthor=true&cauthor_uid=22089614
https://www.ncbi.nlm.nih.gov/pubmed/?term=Winichagoon%20P%5BAuthor%5D&cauthor=true&cauthor_uid=22089614
https://www.ncbi.nlm.nih.gov/pubmed/?term=Winichagoon%20P%5BAuthor%5D&cauthor=true&cauthor_uid=22089614
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3237250/

