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CHUONG TRINH
THU NGHIEM DO Tim

ExpANDED AFP
cUA CALIFORNIA

Tap Sach cta Chuong Trinh cho
Phy Nif C6 Thai Thudc Moi Lép Tudi

Thi Nghiém Quad Marker (Bon Chi Dau) lidc 15 - 20 tuan



rong thdi gian c6 thai, diéu quan trong 1a phdi biét cang nhiéu cang tot vé
siic khde ctia thai nhi dang phat trién (em bé chua sinh). P6i véi mot s6 phu
nit, diéu nay c6 nghia 1a thi nghiém thai nhi d€ tim khi€m khuyé&t bAm sinh.
Loai thit mau Expanded AFP va thit mau NTD/SCD 1a nhitng loai th mau
do tim c6 thé gitip phat hién c4c khuyét tat bAm sinh.

Nhitng loai thit nghiém do tim nay gitip phat hién mot s& khuyét tit bAm sinh
nao d6: Khuy&t tit hd 6ng than kinh, khuyét tit & thanh bung, hoi chitng Down,
Trisomy 18 (trong mot t&€ bao c6 3 nhiém sic thé s§ 18), va hoi chiing Smith-
Lemli-Opitz (cdc chitng khuyé&t tit bAm sinh ndy dudc néu & trang 6 va 7).

Tiy ngudi phu nit quyét dinh ¢6 mudn thit mau hay khong. G cudi tap sich
ndy ¢6 miu ung thuan/ti chdi.

huong trinh cta California c6 hai loai th mau do tim:

cho phu nif nao chua
dudc do tim trong tam c4 nguyét thif nhit cda thai ky, (néu &
trang 3).

danh cho phu nif nao da dugc
do tim trong tam ca nguyét thit nhat cta thai ky, CVS hoic
PGD (néu & trang 9).

hi nghiém do tim u6c lugng mide rui ro (nguy co) cia thai nhi bi mot
chiing khuyét tit bAm sinh ndo d6. Néu c6 mifc rii ro cao, sau d6 phu nit c¢6
thé chon thit nghiém chin dodn. Nhitng loai thit mau do tim dugc goi 1a thi
nghiém Do Tim Expanded AFP va thi nghiém Do Tim NTD/SCD (SCD
dugc néu G trang 7).



hit mau d€ do tim gom nhirng gi?

Loai thtt mau do tim nay con dugc goi la thir
nghiém Quad Marker (Bon Chi D4u) vi bén
chi ddu dugc dung d€ tim cdc khuyét tat
bam sinh. Mot it mdu s& dudc 14y tif canh
tay ctia phu ni c6 thai. Mau cta ba dugc
thir nghiém dé tim lugng:

(alpha-fetoprotein)

(human chorionic gonadotropin)

(unconjugated estriol)

(dimeric inhibin-A, DIA)
Céc chi ddu nay do nhau clia ngudi me
va em bé chua sinh (thai nhi) tao ra. Vao mdi tuan trong thai ky, nhitng chat
nay c6 lugng khdc nhau trong mau ngudi me.
hi nao thi tht mdu dé do tim?

Chi c6 thé thit m4u dé do tim trong thoi gian tir 15 d&€n 20 tuan cda thai ky.
Siéu Am 13 cdch hay nhit d€ biét khi nao phu nif ¢ thai dugc 15 d&n 20 tudn.

K&t qua thit mdu dugc gtii cho bdc si ctia bénh nhan hoic y vién trong vong
1-2 tudn.

MB&i 1an cé thai déu khdc nhau, do d6 két qua thi nghiém do tim tit nhitng
1an c6 thai truée khong 4p dung cho 14n cé thai nay.



&t qua thif nghiém “am tinh” ¢6 nghia la gi khi thit mau?

Diéu d6 c6 nghia 1a nguy co vé mot sd khuyét tit bAm sinh nao dé & mic
thap di dé Chuong Trinh ndy cho riing c4c thit nghiém ti€p theo 1a khong cin
thiét. Vi ky tht mdu nay chi 1a thir nghiém d€ do tim, cho nén bao thai van c6
thé c6 van dé — du khi két qud thir nghiém ndy 1a “4m tinh”.

&t qua thit nghiém “duong tinh” ¢6 nghia la gi?

Piéu d6 c6 nghia 1a c6 nhiéu nguy cd hon binh thudng 13 ¢6 thé bi mot s&
khuyét tit bAm sinh nao dé trong 1An mang thai nay. DAy 1a manh mdi d€ cic
chuyén vién chim séc stic khde tim cdc chiing khuyét tit bam sinh c6 thé cé.

udn x4c dinh 1y do dua dén két qud thit nghiém “duong tinh”, quy vi s&
dugc cd van vé di truyén va thi nghiém chdn doén tiép theo. Céc dich vu
ndy dugc Chuong Trinh dai tho tai mdt Trung TAm Chan Podn Tién Sin dugc
Ti€u Bang phé chuan.

GHI CHU: Hdu hét phu nit cé két qud thit nghiém “duong tinh > khi thit
nghi¢m tiép theo thi sé binh thuong va cé con khée manh.

“am tinh” Chuong Trinh khong thi nghiém tiép theo.
“duong tinh” Thit nghiém ti€p theo mién phi tai mot

Trung TAm Chin Podn Tién Sin dugc Tiéu
Bang phé chuin.



&u két qua thi nghiém 13 “dueng tinh” thi sé lam gi?

Phu nif ndo c6 k&t quéd thit nghiém “duong tinh” thi sé dugc bac si hodic y vién

goi cho biét. Ba sé& dudc cung cip cdc dich vu thit nghiém tiép theo tai mot
Khi dugc cho

phép, day la cdc dich vu thit nghiém ti€p theo dugc Chuong Trinh dai tho:

— Mot nhan vién ¢d van vé di truyén xem
xét qud trinh thai nghén va bénh 1y gia dinh. Cac rdi ro va 1¢i ich
vé thit nghiém thém sé& dugc gidi thich.

— Séng Am thanh dugc ding d€ roi hinh thai nhi. K&t qua
siéu 4m cho thay tudi clia thai nhi va cé song thai hay khong. Loai
siéu Am dic biét nay tai mot Trung TAm Chan Podn Tién Sin
cling c6 thé phat hién mot s& khuyét tat bAm sinh nao dé.

— Céc béc si c6 kinh nghiém dugc Tiéu Bang phé
chudn sé riit ra mot it nudc i trong tl cung. Nudc 6i va cdc t€ bao
thai nhi trong d6 dudc thi nghiém d€ tim cdc khuyét tit bAm sinh.

C& van vé di truyén c6 thé gitip phu
nit quyét dinh chap nhan hoic tr
chdi thir nghiém thém (ching han
nhu siéu Am hoic tiém rdt nudc 61).

on néu két qua thii nghiém ti€p theo cho thay thai nhi c6 khuyé&t
tat bAm sinh thi sao?

Béc si hoidc nhin vién c6 van vé di truyén tai Trung TAm Chan Podn Tién
S4n s& cho phu nif biét chi ti€t nay. Ho s& thdo ludn vé cdc hau qud c6 thé
x4y ra va cdc gidi phdp chon lya. Chuong Trinh khong dai tho cho bat ctt dich
vu y t& nao khéc sau nhitng loai thir nghiém ti&p theo dugc phép. C6 gidi
thiéu dén cdc dich vu yém trg dic biét.



hitng khuyé&t tat bAm sinh nao c6 thé dugc phat hién qua nhitng
loai thit nghiém ti€p theo?

Céc khuyét tat vé hé ong than kinh, khuyét tat thanh bung, hdi chifng
Down, Trisomy 18 (trong mét t&€ bao cé 3 nhiém sic thé s¢ 18), hi chiing
Smith-Lemli-Opitz, va mot s6 khuy&t tit bAm sinh khédc c¢6 thé dugc tim ra.

Khi thai nhi hinh thanh, 6ng than kinh s& chay dai tir dinh dau dén cudi cot
song. Ong nay phat trién thanh nio bo va cot song clia em bé. Ong than kinh
hinh thanh tron ven 5 tuan 1& sau khi thu thai.

Néu ¢6 mdt chd hé trong cot séng, goi 1a

Khuyét tat ndy thudng 1a nguyén nhin gy bai liét chan.
Khuy&t tit ndy ciing c6 thé giy ra tinh trang mat kiém
sodt viéc dai va tiéu tién. Thudng khi c6 nudc trong nio
(hydrocephaly) thi cAn phai gidi phiu.

Khuyét tat (khong c6 nio bd) x4y ra khi
phan 16n nio bd khong phat trién. Khuyét tat ndy lam chét bao thai hoic thai
nhi bi thiét mang trude khi sinh.

C4c Khuyét Tat Thanh Bung (AWD) 13 cdc van dé tai bung dudi va ruot ctia
em bé. Rudt va nhitng bo phan khic dudc ciu tao & bén ngoai cd thé. C6 thé
gidi phdu sau khi sinh d€ diéu chinh khuyét tat nay.



0i chitng Down 1a do thira mdt nhiém sic thé s¢ 21 (Trisomy 21). Cdc
nhiém sic thé 12 nhitng tap hdp cac dif kién mang tinh di truyén trong mdi
t€ bao clia co thé. C4c khuyét tat bAm sinh c6 thé xdy ra vi ¢6 qud it hay qud
nhiéu nhiém sic thé.

0i chitng Down 13 nguyén nhan thong thudng 1am chim pht trién tri khon
va cac khuyét tat bam sinh khdc. Hoi chitng Down c6 thé anh hudng dén em
bé c6 me thudc bat cif tudi nao. Tuy nhién, khi phu nif cao tudi hon thi cang
¢6 nhiéu rdi ro sinh em bé bi hdi chitng Down.

risomy 18 13 do thita mot nhiém sic thé s6 18. Da sd thai nhi c6 Trisomy 18
bi chét trudc khi sinh. Em bé ¢6 Trisomy 18 bi cham phit trién trf khon trim
trong va cic khuy&t tat thé chit. C4c em bé nay thudng chét khi con rat nhd.

ay 1a mot chitng khuy#ét tit bAm sinh hi€m c6. Em bé bi hoi chitng Smith-
Lemli-Opitz (SLOS) khong thé san xuit cholesterol binh thudng. Tré cAn sin
xuat cholesterol, ngay ca truc khi sinh, d€ gitp phat trién nio bo va co thé.
Em bé mang khuyét tit bAm sinh nay bi chim phat trién tri khon va c6 thé bi
nhiéu khuyét tat thé chat.

&t qua do tim duong tinh c6 SLOS ciing c6 thé cho thay cé thém rii ro bi
nhitng chiing bat thudng bAm sinh (Congenital abnormalities) va thai nhi chét
(fetal Demise). Vi thé loai do tim ndy ciing dugc goi 1 do tim



huong Trinh Expanded AFP do tim mdt s6 khuy&t tit bam sinh nao dé.
Chuong trinh nay c6 thé phdt hién dugc hau hét, nhung khong phai tit cd, cdc
khuy&t tat bam sinh nay.

Trong tat ¢4 cdc phu nif dugc thir nghiém do tim va thit nghiém
ti€p theo, Chuong Trinh phat hién dudc khodng:

* 97% cac trudng hgp thai nhi khdong c6 ndo bo

e 80% cdc trudng hop bi tit h§ dot xuong sdng

e 85% céc trudng hop bi nhitng khuyét tat thanh bung
* 80% cac trudng hgp hdi chitng Down

e 67% cdc trudng hgp Trisomy 18 (trong mot t€ bao c6 3
nhiém sic thé sd 18)

* 60% cac truong hgp bi hoi chiing Smith-Lemli-Opitz
(SLOS)

Ui cho két qua thit mau 13 “4m tinh”, vAn ¢4 rdi ro thai nhi c6 thé c6 van dé.
huong Trinh Thit Nghiém Do Tim Expanded AFP c6 thé phat
hién dudc tat ca cac loai khuyét tat bAm sinh hay khong?

C6 nhitng khuy&t tat bAm sinh khong thé phat hién dudc bing
cach Thit Nghiém Do Tim Expanded AFP.



6 thé thir mau d&€ Do Tim NTD/SCD vao tudn 15-20 cta thai ky, thay
vi tht mau Do Tim Expanded AFP. Chi do tim NTD/SCD khi phu nit da c6
két qua do tim trong Tam C4 Nguyét Thi Nhat, CVS, hoic Chan Podn Di
Truyén Trudc Khi C4y Thai.

Thit nghiém Do Tim Tam C4 Nguyét Thit Nhat gdm c4 siéu Am
ddc biét va thir mau. Loai thit nghi€ém nay thudng dudc thuc hién
tr 9 dén 13 tuén cla thai ky. Py la loai thit nghiém do tim sém
vé hoi chitng Down va Trisomy 18.

Chorionic Villus Sampling (CVS) 1a thit nghiém céc t€ bao t
nhau thai trong thdi gian tif 10 dén 14 tuan cda thai ky. Pay 1a
loai thit nghiém ch4n dodn cic chitng bit thudng vé nhiém sic thé
trong thai nhi ching han nhu hdi chitng Down va Trisomy 18.

Chan Podn Di Truyén Truéc Khi C4y Thai (PGD) la loai thir
nghiém bao thai trudc khi cdy trong ti€n trinh Thu Tinh Ong
Nghiém. Khi thuc hién PGD d€ tim cdc ching bat thudng vé
nhiém sic thé, loai thit nghiém nay c6 thé chian dodn hoi chitng
Down va Trisomy 18.

D&i véi phu nit da tirng thi nghiém bt ¢ mot trong ba loai ndy thi c6 thé
yéu cau thtt mau Do Tim NTD/SCD Do Tim Expanded AFP.

&t qua thir nghiém NTD/SCD khong bao gom két qué cdc chitng bat
thudng vé nhiém sic thé, hoi chitng Down va Trisomy 18. K&t qua thi
nghiém cho thay mic riii ro phu ni d6 dang c6 thai nhi bj Khuyét Tat H§
Ong Than kinh va SLOS (Do Tim SCD).

&u két qua thir nghiém 1a “Am Tinh” thi khong can phai thit nghiém tiép
theo qua Chuong Trinh ndy. Néu két qué 1a “Duong Tinh”, Chuong Trinh sé&
tra tién C6 Van vé Di Truyén va cdc cudc thir nghiém ti&p theo tai mot Trung
Tam Chan Poén Tién Sin dugc Tiéu Bang phé chuin (xem trang 4-5).

hu nit da duge DO Tim Tam C4 Nguyét Thit Nhat hay PGD nén hdi bdc
s dé chon lya giita thi nghiém Do Tim NTD/SCD hoic thir nghiém Do Tim
toan by Expanded AFP.



hu n nén ndi chuyén vai bac si clia ho hodc chuyén vién chim séc stic
khde nao khic vé khac biét giita thit nghiém chin dodn va thit mau d€ do
tim. c6 thé cho biét thai nhi thuc sy bi mot khuyét
tAt bAm sinh nao d6 hay khong. Céc loai thit nghiém chan dodn trong thdi
gian thai nghén c6 thé gdm hoic
(xem trang 11). Mot s& phu nit ¢6 thé c¢6 cac 1y do y t& dé xét dén viée
thit nghiém chin dodn thay vi do tim.

i nén nghi dén thi nghiém chan dodn thay vi do tim?
phu nit tir 35 tudi trd 1én khi 1Am bon
phu nff ¢6 qua trinh y t& hoic gia dinh bi cdc bénh di truyén
phu nit bi€t cha clia em bé c6 qua trinh y t€ hoidc gia dinh bi céc
bénh di truyén
phu nit dang dung mot s6 loai thudc nao dé
phu nif bi tiéu dudng cin phai dung insulin

phu ni ¢6 thai nhi€u rii ro

i c6 thé gitp quy vi quyét dinh giita cac loai thi nghiém chin
doan va do tim?

Tru6e khi quyét dinh giita mot loai thit nghiém do tim va thi nghiém chan
doan, phu nit nén néi chuyén véi bac si va/hodc mot nhan vién cd van vé di
truyén. Nhan vién cd van vé di truyén c6 thé gidi thich chi tiét cdc chon lya
clia quy vi va gidi ddp bat ¢t thic mic ndo. Béc si c6 thé gidi thiéu quy vi
dén mot nhan vién cd van vé di truyén tai modt Trung TAm Chan Podn Tién
S4n dudc Tiéu Bang phé chuin. Hiy hdi bac si dé 13y tai liéu “Chan Podn
Tién Sén”.
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ai loai thi nghiém chan dodn phu nif c6 thé chon thay vi do tim 13
hoidc

thuong dugc thuc hién trong thdi gian tif 15 dén 20 tuan
clia thai ky. Bdc si rit ra mot it nudc 61 trong t cung. Tiém rit nudc 6i c6
d6 chinh xdc hon 99% dé chin dodn hdi chitng Down va cdc khi€m khuyé&t
nhiém sic thé khic. Po ludng AFP trong nudc 6i c6 thé gitip phat hién cic
khuyét tit hé dng than kinh.

i xdy thai vi phuong thifc y khoa nay xdy ra trong chua téi 1 trong 300 vu
tht nghiém tiém riit nudc 6i. Hi€m khi x4y ra bién chitng phic tap. C6 chiit it
rtii ro bi nhiém trung hodc rf nudc 6i.

hi t6n tiém rit nude 8i 1a khodng $2000 dén $3000. Bénh nhin hoic bio
hiém ctia minh chiu trich nhiém tr3 tién. Chuong Trinh Expanded AFP
khong dai tho tiém rit nudc 6i trir phi dudc phép sau khi thit nghiém do tim
c6 duong tinh.

thuong dugc thuc hién trong thdi gian
tir 10 d&€n 14 tuan. Loai thir nghiém nay 1a 18y cdc t& bao tif nhau thai dang
phat trién thay vi nuée 6i. Cdc t& bao tif nhau thai dugc thit nghiém dé tim
c4c khi€m khuyé&t nhiém sic thé nhu hoi chiing Down, Trisomy 18 va nhiéu
loai khéc.

VS ¢6 @6 chinh x4c 98% d€ chan dodn hoi chitng Down va cac khi€m
khuyét khac vé nhiém sic thé. Sau CVS, nén thit mdu NTD/SCD d€ do tim
cdc khuyét tat khdc (xem trang 9). Ty 1& x4y thai vi CVS c6 thé ciing biing
nhu sau khi tiém rit nude 8i khi CVS do cdc bac si ¢6 kinh nghiém thyc hién.

hi t6n CVS 1a khodng $2100 dén $3500. Bénh nhan hoic bdo hiém ctia minh
chiu trach nhiém tré tién. Chuong Trinh Expanded AFP khong dai tho CVS.
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CAc Loa1r THU NgHigm Do Tim

Tu NGHIEM Krr Nao
Tauc Hign

Thit Nghiém

Do Tim 15-20 tuan

Expanded cta thai ky
AFP

Thit Nghiém |15 50 tun
Do Tim 14 thai ko
NTD/SCD ~ cuathatxy

Cui TIET

Thi nghiém mAu mau clia phu nit vé
nhitng chit khac nhau trong thdi gian
thai nghén.

Loai tht nghiém nay udc lugng cac
nguy co c6 thai nhi mang mot s6 khuyé&t
tat bAm sinh nao do.

Néu két qua thit nghiém 1a “duong
tinh”, Chuong Trinh dai tho cac dich vu
ti€p theo tai mdt Trung TAm Chan Podn
Tién Sin dugc Ti€u Bang phé chuin.

Thit nghiém mAu méu cla phu nif sau
khi do tim Tam C4 Nguyét Thit Nhat,
CVS, PGD.

Loai thif nghiém nay u6c lugng cdc rii
ro ¢6 thai nhi bi Khuyé&t Tat H& Ong
Than kinh hoic SLOS.

Néu két qud thit nghiém 13 “duong
tinh”, Chuong Trinh dai tho cac dich vu
ti€p theo tai mdt Trung TAm Chan Poin
Tién Sin dugc Ti€u Bang phé chuin.
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Toém Lugc Thi Nghiém Tién San trong Tap Sach nay

Kur NAo
Tauc HigN

THG NGHIEM Cur TiET

Tht nghiém céc t€ bao thai 18y tif nhau
thai (trong t& cung).

Ché4n dodn 98% hoi chitng Down va céc

CVS (ngoai A
10-14 tuan khi€m khuy&t khac vé nhiém sic thé.

Chuong ) R

. cua thai ky e . .
Trinh) Khong phai la loai tht nghi€ém khuyét tat
ong than kinh va SLOS. Nén thit nghiém
do tim NTD/SCD liic 15-20 tuén.

Thit nghiém cdc t& bao thai 14y tif nuéc
di boc thai.

Chan doan 99% hoi chitng Down va cic
khi€m khuyét khac vé nhiém sic thé.
Po ludng AFP trong nudc 6i c6 thé gitip
nhan dinh cdc khuy&t tit dng thian kinh.
C6 thé dugc Chuong Trinh cung cip sau
khi thit mdu c6 két qua duong tinh.

Tiém Rut 15-20 tuan
Nudc Oi cta thai ky

C6 thé dugc cung cAp ngoai Chuong
Trinh cho phu nif chon loai chdn dodn
thay vi do tim.
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¢ phi Do Tim Expanded AFP hoic NTD/SCD la bao nhiéu?

Hién nay, 1& phi 1a $162. Hay héi bac si hodc y vién vé 1& phi méi nhat. Lé
phi ndy bao gébm phi ton thit mdu va cdc dich vu ti€p theo dugc phép tai mot
Trung TAm Chin Podn Tién Sin dugc Tiéu Bang phé chuin. L& phi clia
chuong trinh bang nhau cho dich vu thi nghiém do tim Expanded AFP va do
tim NTD/SCD.

Chuong Trinh sé gtti héa don va mau
b4o hiém cho nhitng phu nif nao d
dugc th mau. Nhitng ngudi co bao
hiém tu nén dién miu bao hiém va
gtii lai. Trong da sé truwdng hop,
cdc cong ty bao hiém siic khée

va HMO phai dai tho phi ton thi
nghiém Expanded AFP sau khi

quy vi tra bat cit khodn khau trur
tra trude (deductible) hoic dong phu tra (copay) nao. Céc hiing s6 tu bao
hiém dugc dic mién. Hiy lién lac vé6i cong ty bao hiém sifc khée cia quy
vi d& biét so tién tra hoic khodan dong phu tra cia chuong trinh quy vi
cho thif nghiém tién san.

hu nit c6 Medi-Cal thudng s& khong nhan dugc hdéa don. Néu ¢6 thi nén
gtti lai héa don kém theo s6 Medi-Cal. Phu nit khong c6 bdo hiém siic khde
phai trd tron s6 tién d6 nhung cé thé trd gép hang thang.

Bt cit phi ton nao vé viéc ldy mdu dé thit nghigm déu khong

gom trong 1¢ phi ctia chuong trinh.

Néu quy vi c6 thic mic vé loai thit mau d€ do tim hoic
phi t&n, hiy héi bac si clia quy vi. Sau khi quy vi da quyét
dinh, xin ky t&n vao ban ung thuan/tlr chdi & trang k€ tiép.
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Tén bénh nhan

(Patient's name) (XIN VIET CHU IN) / (PLEASE PRINT)

S6 ID

(ID#)

MAvu UnG TaUAN/TU Cuér Cauone Trina Do Tim
ExPANDED AFP cUA CALIFORNIA

(CoNseENT/REFUSAL FOR THE CALIFORNIA EXPANDED AFP SCREENING PROGRAM)

1. Tbi da doc chi tiét trong tAp sdch ndy vé Thit Mdu Do Tim (hoic tdi da dudc doc
cho nghe).

2. Téi da dugc cho biét ring:

a)

b)

c)

d)

g)

h)

muc dich clia nhitng loai thir mau 1a d€ do tim cac khuyét tat hd 6ng than kinh,
khuy&t tat thanh bung, hoi chiing Down, Trisomy 18 (trong mot t€ bao ¢6 3
nhiém sic thé s 18), va hoi chiing Smith-Lemli-Opitz. Tuy nhién, Chudng
Trinh nay khong thé phat hién dugc hét tat cd cdc khuyét tat do.

¢6 thé yéu cau do tim NTD/SCD sau khi Do Tim Tam C4 Nguyét Thit Nhit, CVS
hodc Chuin Podn Di truyén Truéc Khi CAy Thai. Loai ndy do tim cdc khuyét tat
hé 6ng than kinh, khuy&t tat thanh bung, va hoi chitng Smith-Lemli-Opitz.

thir nghiém do tim NTD/SCD khong bao gom két qua do tim hdi chiing Down va
Trisomy 18.

6 nhitng khuyét tat bAm sinh khdc khong thé phat hién dugc qua bat ci loai thir
nghiém do tim nao trén day.

c6 1¢& phi do tim va 1€ phi d6 bing 1€ phi Do Tim Expanded AFP hoiic Do Tim
NTD/SCD.

néu két qué thir nghiém 13 “duong tinh”, tdi sé cn phai quyét dinh vé viéc thir
nghiém ti€p theo. Nhitng loai thit nghiém ti€p theo dugc phép sé dugc Chuong
Trinh dai tho ma khong phai trd thém tién. C4c loai thit nghiém ndy sé& dudc
thdo ludn vdi toi chi ti€t hon néu dé nghi cung cip.

néu két qué thir nghiém 1a “am tinh”, Chuong Trinh s& khong dai tho thit nghiém
ti€p theo.

néu bao thai dugc phat hién 1a c6 mot khuyét tat bAm sinh nao do, thi viéc tiép
tuc hay chAm diit thai nghén s& hoan toan do tdi quyét dinh.

viéc tham dy vao Chuong Trinh California Expanded AFP Screening Program 1a
tw nguyén. Tdi c6 thé tif chdi bt cif loai thit nghiém nao vao bat ¢t lic nao.

(lat sang mdt sau) / (over)



Toi da doc cdc ty 1é phdt hién nhitng khuyét tat bAm sinh nao d6 nhu dugc néu
trong tap sach nay.

Tbi da duge cho biét 14 miu m4u ding vao viéc thit nghiém Do Tim California
Expanded AFP hodc Do Tim NTD/SCD chi ¢6 thé xdc thyc trong khodng ti¥ tudn 1&
15 dén 20 cda thai ky.

To6i ddng y tra bt ci phan 1& phi ndo ctia Chuong Trinh ma bio hi€m ciia tdi (hoic
thuc thé khac) khong tra.

Tbi hi€u ring bat ctir miu mau va chi tiét nao thu thap trong khi thit nghiém déu trd
thanh tai sdn ctia B Stic Khée Cong Cong California. Ho so sé dudc giif kin. Toi
ung thuin cho Bo, hoic cic nha khio cttu khoa hoc dugc Bo phé chuén, st dung
cdc miu thit nghiém va chi tiét d€ danh gi4 chuong trinh hoic khio ctu. Toi c6 thé
riit lai quy€t dinh ung thuan cho st dung nhu vay bat cit liic nao biing cach viét thu
cho Prenatal Screening Branch, Genetic Disease Screening Program, 850 Marina
Bay Parkway, F175, Richmond, CA 94804.

Toi da dugc gidi dap thda ding céc thic mic cla toi.

Tbi yéu cAu 14y mau d€ thit nghiém (danh dau vao mot):
I request that blood be drawn for the (check one):

D DO TIM EXPANDED AFP / EXPANDED AFP SCREENING
hoac / or
|:I DO TIM NTD/SCD / NTD/SCD SCREENING

Ky tén / Signed Ngdy / Date

Phai 1Ay m4u clia tdi trong khodng thdi gian tiY:
My blood must be drawn between:

dén/and
thdng/month ngay/day nim/year thdng/month ngay/day nim/year

T6i yéu cau khong 14y mdu dé thit nghiém Do Tim Expanded AFP hoidic Do Tim NTD/SCD.
I request that blood not be drawn for Expanded AFP Screening or NTD/SCD Screening.

Ky tén / Signed Ngay / Date




Tén bénh nhan

(XIN VIET CHU IN)

S6 1D

MAvu Unc THUAN/TU CuO1 CHUONG TrRiNg DO TiM
ExPANDED AFP cUA CALIFORNIA

1. Téi da doc chi tiét trong tap sdch ndy vé Thit Mau Do Tim (hoic t6i da dugc
doc cho nghe).

2. Téi da dugc cho biét ring:

a) muc dich ctia nhitng loai th mau 1a d€ do tim cdc khuyét tit hé 6ng than
kinh, khuy&t tat thanh bung, hoi chitng Down, Trisomy 18 (trong mot t&
bao c6 3 nhiém sic thé s§ 18), va hoi chitng Smith-Lemli-Opitz. Tuy nhién,
Chuong Trinh nay khong thé phat hién dugc hét tit ca cdc khuyét tat do.

b) c6 thé yéu cau do tim NTD/SCD sau khi D6 Tim Tam C4 Nguyét Thit Nhat,
CVS hodc Chuin Podn Di truyén Trudc Khi CAy Thai. Loai nay do tim cdc
khuy&t tat hd dng than kinh, khuyét tat thanh bung, va hoi chiing Smith-
Lemli-Opitz.

¢) thi nghiém do tim NTD/SCD khong bao gdm két qua do tim hoi chiing
Down va Trisomy 18.

d) c6 nhitng khuyét tit bAm sinh khdc khong thé phat hién dudc qua bat ci loai
thi nghiém do tim nao trén day.

e) ¢6 1é& phi do tim va 1& phi d6 bing 1& phi Do Tim Expanded AFP hoic Do
Tim NTD/SCD.

f) néu két qua thit nghiém 13 “dudng tinh”, ti s& can phai quyét dinh vé viéc
thir nghiém ti€p theo. Nhitng loai thit nghiém ti€p theo dudc phép sé& dudc
Chuong Trinh dai tho ma khong phai trd thém tién. Cac loai thir nghiém nay
s& dudc thdo luin véi toi chi tiét hon néu dé nghi cung cap.

N

g) néu két qua thit nghiém 1a “am tinh”, Chuong Trinh s& khong dai tho thit
nghiém ti€p theo.

h) néu bao thai dugc phat hién 1a c6 mot khuyét tit bAm sinh nio dé, thi viéc
ti€p tuc hay chdm diit thai nghén s& hoan toan do toi quyét dinh.

i) viéc tham dy vao Chuong Trinh California Expanded AFP Screening
Program 13 ty nguyén. Toi c6 thé tif chdi bt ¢ loai thit nghiém nio vao bat
ct luc nao.

(lat sang mdt sau)



Toi di doc céc ty 1& phat hién nhitng khuyét tat bAm sinh nao d6 nhu duge néu
trong tap sach nay.

T6i da dugc cho biét 1a mAu mdu ding vao viéc thif nghiém Do Tim California
Expanded AFP hoic Do Tim NTD/SCD chi c6 thé x4c thuc trong khodng tit
tudn 1& 15 dé&n 20 cia thai ky.

Toi dong y trd bat ci phan 1& phi nao cia Chuong Trinh ma bo hiém ciia toi
(hoic thuc thé khic) khong tra.

Tbi hi€u riing bat c miu m4u va chi ti€t ndo thu thap trong khi thir nghiém
déu trg thanh tai sin cia By Stic Khde Cong Cong California. Hb sd s& dudc
git kin. T6i ung thuin cho BO, hodc cac nha khdo ciu khoa hoc dugec B phé
chuén, st dung cac mau thi¥ nghiém va chi tiét &€ d4nh gia chuong trinh hodc
khdo citu. T6i c6 thé rit lai quyét dinh ung thuin cho st dung nhu vay bat ci&
ldc nao biang cdch viét thu cho Prenatal Screening Branch, Genetic Disease
Screening Program, 850 Marina Bay Parkway, F175, Richmond, CA 94804.

T6i da dugc gidi dap thda dang cic thic mic cla toi.

Tbi yéu cau 14y mau d€ thir nghiém (ddnh ddu vao mot):

(1 DO TIM EXPANDED AFP
hoac
(1 DO TiM NTD/SCD

Ky tén Ngay

Phai 1Ay mdu cda t6i trong khodng thdi gian tiy:

dén
thing ngay  nam thing ngay  nam

Téi yéu cau khong 18y mau d€ thit nghiém Do Tim Expanded AFP hoic Do Tim
NTD/SCD.

Ky tén Ngay




hi phu nif ¢6 thai gan d&n ngay sinh thi c6 thé nghi dén viéc giif lai mdu
day ron clia em bé. Mdu diy ron clia tré sd sinh ¢ cdc t&€ bao chi c¢6 thé dugc
ding dé diéu tri cho ngusi bi cdc chitng rdi loan nao d6 vé mau. Trong s& nay
gdm mot s loai ung thu, roi loan hé thdng mién nhiém, va cdc bénh di truyén.

4u day ron cla tré sd sinh c6 thé 14y ti diy ron ngay sau khi sinh. Viéc
nay khong can trd dén tién trinh sinh nd. Viéc nay khong tdc hai dén stic khde
clia em bé hodc ngudi me. Lay mdu diy ron that an toan, nhanh chéng, va
khong dau. N&u khong 14y, mdu day rén dudc vat di nhu vat phé thdi y khoa.

ha me c6 thé chon hién ting mdu diy ron clia con sd sinh ctia ho cho mot
ngin hang m4u diy ron cong. M4u ddy ron hién ting nay c6 thé ding cho bat
ctlf ngudi nao cé thé can ghép t& bao chii clia mau. Mau nay ciing ¢6 thé danh
cho cdc nha khdo cttu mudn tim ra cic nguyén nhan dua d&€n khuyét tat bAm
sinh va cdc van dé khéc lién quan dén sic khde. Khong c6 phi tn ting mau
day ron cho cong cong.

ha me ciing ¢ thé chon cdch cit mau day ron clia con so sinh clia ho tai
mot ngan hing mau day ron tu. C6 thé ding mau diy rén nay néu mot ngudi
twong hdp trong gia dinh can dudc ghép t&€ bao chii cia mau. C6 cdc 1é phi
14y va cAt m4u day ron tai mdt ngan hang mdu day ron tu.

alifornia c¢6 cd ngan hang mau day ron tv va cong. Cha me nao mudn hién
ting mau diy ron cla con sd sinh clia ho nén néi chuyén vdi chuyén vién
chiam séc stic khde vao khoang tuan thi 34 cla thai ky, hodc sém hon.

udn biét thém chi ti€t vé viéc cit vao ngan hang mau diy ron cong 1an
tu, hdy dén dén hoic goi dién thoai cho:

National Cord Blood Program (Chuong Trinh Mdu Day Rén Toan Qudc):
http://www.nationalcordbloodprogram.org/; 866-767-6227

National Marrow Donor Program (Chuong Trinh Ngudi Hién Ting
Thy Toan Qudc): http://www.marrow.org/; 800-627-7692

19



THONG BAO VE CACH TH(‘)NG TIN VA TON TRONG QUYEN RIENG TU
B( SUC KHOE CONG CONG CALIFORNIA
CHUGNG TRINH DO TiM BENH DI TRUYEN, CHUGNG TRINH DO TIM EXPANDED AFP
NGAY HIEU LUC THANG GIENG 2008

THONG BAONAY CHO BIET DUKIEN CA NHAN (KE CAY KHOA) VE QUY VI co
THE pugcC sU DUNG VA TIET L) NHU THE NAO VA CACH QUY VI CO THE XEM
XET DU KIEN NAY. XIN POC KY THONG BAO NAY.

Nhiém Vu Phap Dinh ctia Bo. Luat Lién Bang va Tiéu Bang han ché viéc sit dung, duy tri va
tiét 10 dir kién c4 nhan (ké c4 y khoa) do mot cd quan Tiéu Bang thu thap, va doi héi phai gifi mot
56 thong bdo nao d6 cho nhitng ngudi dang dugc Iuu giit dif kién. Lut ti€u bang gom Pao Luat
Thyc Hanh Thong Tin California (Bo Luat Dan Su' 1798 et. seq.), Bd Lut Chinh Quyén Doan
11015.5 va Bo Luét Sitc Khde va An Toan Poan 124980. Lut lién bang la Pao Luat Nim 1996
vé Bdo Hiém Stic Khoe Luu Dong va Tréch Nhigm (HIPAA) 42 USC 1320d-2(a)(2), va cdc diéu
1é trong Tiéu P& 45 Bo Luat Diéu L¢é Lién Bang Poan 160.100 et. seq. DE tuan hanh céc dao
ludt nay, quy vi va nhitng ngudi cung c&p dit kién dugc thong bdo vé nhitng diéu sau day:

Thim Quyén ctia B va Muc Dich ciia Chuong Trinh Thit Nghiém Do Tim Tién San. Bo
Stic Khoe Cong Cong thu thip va stt dung dit kién cd nhan va y khoa theo phép clia BO Lut
Stic Khde va An Toan Cdc Poan 124977, 124980, 125000, 125002, 125050, 125055, va 123055
va theo céc thi tuc trong diéu I¢ Tiéu Bang (17 CCR 6527, 6529, 6531 va 6532). Dit kién nay
duge ding dé udc tinh mic rii ro bi cdc khuyét tit bAm sinh nghiém trong khi mang thai va thit
nghiém chdn dodn cho phu nif c6 thai.

N&u khong thit nghiém thi c6 thé dua dén cdc van dé nhu khong phét hién thai nhi bi 4nh hudng,
phiic trinh sai mc rdi ro gia ting khién phéi gidi phau thit nghiém khong cin thiét, hodc khong
thé tinh héa don diing cho cdc dich vu cung cap. Dit kién ndy dugc thu thip bing phuong tién
dién tif va gdm cdc chi ti€t nhu tén quy vi, dia chi, két qua thir nghiém, va dich vu chim séc y t&
cho quy vi.

Sit Dung va Tiét Lo Dit Kién Ste Khée. Bo Siic Khde Cong Cong ding dit kién stic khde vé
quy vi dé thir nghiém do tim, cung cp cdc dich vu chim séc siic khde, tra tién thi nghiém do
fim, cho cdc muc dich hanh chanh, va dé dnh gid phdm cht chim séc cho quy vi. Mot s& dit
kién ndy dugc lvu dén 21 nim. Dit kién ndy s& khong dudc ban ra.

Con tiép



Ludt ciing cho phép B9 sit dung hoic tiét 16 dif kién chiing toi c6 vé quy vi cho cdc 1y do sau:

» Cho cdc cudc khdo cifu, ching han nhu kho citu vé phong ngtra bénh tat, di duge mot dy
ban duyét xét vién phé chuin va hoi dd tat c cdc diéu kién ctia luat lién bang va tiéu bang
vé quyén riéng tu, ching han nhu khdo ciiu vé phong ngira bénh tat.

» D€ khdo cttu y khoa ma khong néu danh tinh ngudi dudc thu thap dit kién, tri phi quy vi
viét thy cho ngudi ¢6 tén & dudi dé yéu cdu 1o rang 1a khong diing dit kién cla quy vi.

* Cho cdc 6 chifc gitip chiing ti hoat dong, ching han nhu thu 1¢ phi. Néu c6 tiét 10 di
kién cho ho, chiing toi s& bdo ddm 1a ho phdi giif kin dit kién dugc ching toi tiét 16 cho ho
theo doi héi ctia luat lién bang va tiéu bang.

Ngoai nhitng trudng hop vita néi thi dit kién phai dugc giit kin va khong dugc i€t 10 néu khong
¢ gidy phép clia quy vi. Néu quy vi quyét dinh ky gidy cho phép tiét 16 dif kién thi sau nay quy
vi c6 thé thu hdi phép d6 dé khong cho st dung va tiét 16 nita biing cach lién lac véi Chief of the
Genetic Disease Screening Program tai 850 Marina Bay Parkway, F175 Richmond, CA 94804.
B0 c6 thé thay doi chinh sach bat cif liic ndo tily theo luat 1¢ thich ing. Néu ¢6 thay ddi, chiing
t6i s& thong bdo cho quy vi va quy vi c6 thé hdi xin mot ban chinh sach hién thdi clia chiing toi
hodc hdi thém chi tiét vé cach chiing toi ton trong quyén riéng tu, biing cch lién lac véi nguoi
c6 tén ¢ dudi hodc dén website clia ching toi tai www.dhs.ca.gov/gdb. Quy vi ciing ¢6 thé héi
xin mot bén in Thong Bédo nay.

C4c Quyén C4 Nhan va Xem Xét Dit Kién. Quy vi c6 quyén xem xét hoic c6 mot ban sao dit
kién stic khde ctia minh. N&u quy vi mudh sao chup, chiing toi sé& tinh quy vi $0.10 (10 cents)
mdi trang. Quy vi ciing ¢6 quyén c6 mot bang liét ké nhitng trudng hop ching toi da ti€t 16 dit
kién siic khoe vé quy vi vi cdc 1y do khong phai dé thit nghiém do tim, trd tién hodc cdc muc
dich hanh chanh lién hé. Néu quy vi tin riing dif kién trong hd s ctia minh la khong diing hodc
néu thi€u dit kién quan trong, quy vi c6 quyén yéu cu ching toi dicu chinh dif kién dang c6
hoic b tiic dif kién thi€u sét. Quy vi ¢ quyén yéu cdu ching toi lién lac véi quy vi tai mot dia
chi, buu dién hodc s6 dién thoai khdc. Chiing toi s& d4p ting cdc yéu cau hop 1y.

Quy vi ¢6 thé viét thy yéu ciu chiing toi han ché tiét 10 di kién clia quy vi vé diéu tri y t&, tra
tién va cic muc dich hanh. Chiing t6i c6 thé khong chap thudn yéu ciu clia quy vi.

Khiéu Nai. Néu quy vi tin riing ching toi da khong bdo vé quyén riéng tuf ctia quy vi hoidc di
vi pham bat ctf quyén nao ctia quy vi va mudn khiéu nai, xin goi dién thoai hodc viét thu cho
chiing t6i dén: Privacy Officer, CA Department of Public Health, P.O. Box 997377, MS 0506
Sacramento, CA 94234-7320, (916) 440-7432 hodc (877) 421-9634 TTY/TDD.

Con tiép



Quy vi ¢6 thé nop don khi€u nai bing cich goi dién thoai hoiic viét thu cho Privacy Officer,
CA Department of Public Health, tai dia chi va s& dién thoai néi trén. Quy vi ciing ¢6 thé lién
lac vdi Secretary of the Department of Health and Human Services, Office for Civil Rights tai
50 United Nations Plaza, Room 322, San Francisco, CA 94102, dién thoai (800) 368-1019. Hoic
quy vi c6 thé goi cho U.S. Office of Civil Rights tai s6 866-OCR-PRIV (866-627-7748) hoiic
866-788-4989 TTY.

B¢ khong dugec tude quyén loi chim séc siic khée clia quy vi hoic tac hai gi dén quy vi néu
quy vi quyét dinh nop don khiéu nai hodic hanh xit bat cif quyén riéng tu nao néu trong
Thong Bao nay.

Lién Lac Véi B¢ - Ai Luu Giit Dt Kién. Dit kién trong miu ndy dugc Chuong Trinh Thit
Nghiém Do Tim Bénh Di Truyén thudc Bo Stic Khde Cong Cong luu giir. C6 thé lién lac vdi
Chief of the Genetic Disease Screening Program, tai dia chi 850 Marina Bay Parkway, F175,
Richmond, California, 94804, (510) 412-1500. Gidm Ddc c6 trach nhiém vé hé thong luu giit hd
50 va s&, néu ¢ yéu ciu, thong bdo cho quy vi vé noi luu giit ho sd clia quy vi va ddp tng bt cit

------

yéu cAu ndo ctia quy vi vé dif kién trong cc h so do.

PAO LUAT NGUOI MY KHUYET TAT
(AMERICANS WITH DISABILITIES ACT, ADA)
Bén Tuyén Ngon vé Thong Bdo va Xem Xét Dit Kién

Bén Tuyén Ngon vé Chinh Sach Khang Ky Thi vi
Ly Do Khuyét T4t va Cd Hoi Tuyén Dung DPdng Péu

B¢ Stic Khde Cong Cong California (California Department of Public Health, CDPH) tudn
hanh tat c4 cdc dao luat ctia tiéu bang va lién bang cAm ky thi vé viéc 1am va viéc cung cp cc
chuang trinh hodc hoat dong clia ho.

Phé Gidm Pdc, Phong Dan Quyén (Deputy Director, Office of Civil Rights, OCR), CDPH da
dudc chi dinh phdi hop va thuc thi van dé bo tuan hanh cc diéu kién vé khong ky thi. Tiéu Dé
11 ctia Pao Luat Nguoi My Khuyét Tat (ADA) gidi quyét cdc van dé vé khong ky thi va tiép
can lién quan dén khuyét tit. Mudn biét chi tiét vé Cac Chinh Séch cia CDPH EEO hoic diéu
khodn ctia ADA va cdc quyén dugc quy dinh trong d6, quy vi c6 thé lién lac véi CDPH OCR
biing dién thoai tai s6 916-440-7370, TTY 916-440-7399 hoiic viét thu dén:

OCR, CA Dept. of Public Health
MS0009, P.O. Box 997413
Sacramento, CA 95899-7413

Néu ¢6 yéu ciu, tai liéu ndy s& dudc cung cap bing chif ndi Braille, chit ddm, chit khd 16n, bing
cassette nghe hodc dang dién tir. Mudn c6 mot ban theo nhitng dang khéc nay, hiy goi dién
thoai hoiic viét thu cho:

Chief, Prenatal Screening Branch

850 Marina Bay Pkwy, F175, Mail Stop 8200, Richmond, CA 94804
Dién Thoai: 510-412-1502 Nhan Vién Chuyén Tin: 711/1-800-735-2929



THU NGHIEM DO TIM CHO TRE SO SINH TAI CALIFORNIA

Thi nghiém do tim cho tré so sinh c6 thé ciiu mang em bé hodic ngin ngira
hu hai ndo bé nghiém trong. Thit nghiém do tim cho tré sg sinh ¢ thé tim
dugc mot s bénh nao d6 cia em bé d€ c6 thé bit ddu diéu tri ngay. Nhan

bi€t va diéu tri sém c6 thé ngiin ngira tinh trang cham phat trién tri khén

va/hoiic bénh de doa dén tinh mang.

Nhitng Loai Bénh Gi Pugc Thit Nghiém Do Tim Tai California?

P& bao vé siic khoe cho tat ca tré so sinh, luat tiu bang California doi

hoi con sd sinh cia quy vi phai duge Thit Nghiém Do Tim cho Tré So Sinh
(NBS) trude khi roi bénh vién. Céc loai thit nghiém nay do tim céc cin bénh
cu thé trong nhitng nhém sau day:

Céc chiing bénh vé chuyén héa — anh hudng dén kha niing
ctia co thé sit dung mét s6 phan nio dé trong thuc
pham d¢€ ting truéng, cé siic va sia chita.

Céc chiing bénh ndi tiét - tré so sinh san xuit qua nhiéu hoiic
qué it cac kich thich t§ anh huéng dén chifc ning co thé.

Céc chitng bénh vé huyét cAu td — anh huéng dén loai va so
lugng huyét cAu td trong cac hong huyét cau, thudong
dua dén chitng thi€u mau va nhitng bénh khac.

Céc chitng bénh di truyén khic — Xo Nang (Cystic Fibrosis).
Thit Nghiém Pugc Thyc Hién Nhu Theé Nao Va Ai Tra Tién?

Em bé dugc 18y ra chit mau tir gét chin va ré 1én mot tam gidy loc dic biét.
Medi-Cal, cic chuong trinh sifc khée, va da sé bao hi€m tu nhén sé dai tho
loai thi nghiém nay. Phi tén dugc tinh sin trong héa don bénh vién.

Nhé Lay Tap Sach Nay!

Important Information for

Quy vi nhé 14y tap sach Important Information for Parents about the
Parents About the Newborn Screening Test (Chi Tiét Newborn Screening Test
Quan Trong cho Cha Me vé Thit Nghi¢m Do Tim

Bénh Cho Tré So Sinh) tai ndi chim séc tién san hoic _ Y

dén website ciia chiing t6i tai www.dhs.ca.gov/nbs.




