Téng Quan Vé Trisomy 21 (H6i Chirng Down)

Trisomy 21, con dwoc goi la Hoi Chirng Down, 1a mét réi loan di truyén do 16i di truyén trén
nhiém sac thé sb 21. Hoi chirng Down xay ra & khodng 1 trén 700 tré sinh ra séng, hoac
khoang 6.000 tré so sinh mdi ndm. Hdi chirng Down 13 bénh Trisomy phd bién nhat. Mac du
hau hét cac ca trisomy la do 16i di truyén ngau nhién, nhwng nhirng ngwdi me trén 35 tubi co
nguy co’ sinh con méc héi chirng Down cao hon. Hdi chirtng Down gay ra mét loat cac suy gidm
tri tué va cham phat trién ciing nhw céc tinh trang strc khée.

Tac Pong Dén Sw Phat Trién

Mot sb tré sé cé ba ban sao clia nhiém sac thé sb 21 trong tat ca cac té bao cla tré (Trisomy 21
toan phan) trong khi nhirng tré khac cé ba ban sao chi trong mét sé té bao cla tré (hdi chirng
Down dang thé kham) hodc cac phan nhiém sac thé thém cla nhiém séc thé sé 21 gan vao mot
nhiém sac thé khac (hdi chirtng Down Chuyén Poan). Mirc dd nghiém trong do tac dong cla
Trisomy 21 dbi v&i sw phat trién sé phu thudc vao sé lwong té bao bi dnh hwéng.

Tré mac hoi chirng Down ¢ nhirtng dac diém khudn mat déc biét nhw mét bet, ¢ ngan, mat
xéch hinh qua hanh va miéng nhé véi lwdi dwdng nhw thé ra ngoai. Hau hét tré sé bi khuyét tat
vé phat trién va tri tué t&r mirc dd nhe dén trung binh; méac du vay, tré méc héi chirng Down sé
thay dbi dang ké cac kha nang ctia minh.

Trisomy 21 ciing lién quan dén cac van dé sirc khde khac. Tré méc hoi chirng Down c6 nguy
co cao bij dj tat tim, cac van dé tiéu hoa nhw trao ngwoc da day thyc quan hoac bénh celiac
(bénh khong dung nap Gluten), va cac van dé vé thinh giac va thi giac.Tré cling co thé gap van
dé véi tuyén giap va tang nguy co méc bénh bach ciu hoac nhiém trung.

Dién Bién Lam Sang va Ky Vong Séng

Tré mac hoi chirng Down khi sinh ra thuwéng co trvong luc co thap va cé thé gép céac tinh trang
bénh ly de doa dén tinh mang, chadng han nhw nhirng bénh lién quan dén di tat tim. Khéng
giébng nhw cac rdi loan Trisomy khac, hau hét tré mac hoi chirng Down sé& séng dén tudi truéng
thanh. Nhirng tré mac hdi chirng Down cé it van dé strc khde hon hodc dwoc kiém soat tét co
thé séng dén 60 tudi tréd 1én.

Dé Biét Thém Théng Tin

e Kénh Trwc Tuyén Tham Khéo vé Di Truyén Hoc Tai Nha: Hoi Chirng Down
http://ghr.nim.nih.gov/condition/down-syndrome

e Tré Em Khée Manh cua Hoc Vién Nhi Khoa Hoa Ky (AAP)
https://www.healthychildren.org/English/health-issues/conditions/developmental-
disabilities/Pages/Children-with-Down-Syndrome-Health-Care-Information-for-Families.aspx
- HealthyChildren.org

e Thuw Vién Y Hoc Quéc Gia — MedlinePlus: Trisomy 21
https://medlineplus.gov/genetics/condition/down-syndrome/Genetics

Cac Lwa Chon Diéu Tri

Mac du khéng cé cach chiva khéi bénh Down; tuy nhién, hau hét nhivng ngudi méc bénh Down
déu co thé sbng moét cude sdng hanh phc va tich cwe. Céac tinh trang y té, chang han nhw di tat
tim, c6 thé yéu cau phau thuat chinh sira hodc kiém soat bang thubc. Cac dich vu tri liéu, chdng
han nhuv liéu phap ngdn ngir, hoat dong chirc nang va vat ly tri liéu, nén dwgc ap dung cang
s&m cang tét cho tré méc hoi chirng Down dé hé tro sy phat trién cua tré. Cac dich vu Can
Thiép Sém & giai doan so sinh s& ddm bao cac gia dinh cé dwoc sw hd tro can thiét dé thuc
day sw phat trién va strc khde ctia con minh, ddng thdi sé cai thién kha nang vé thé chat va tri
tué cua tré.
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Ngudn Lwc H6 Tror Danh Cho Cac Gia Pinh

Puwong Day Néng vé Chwong Trinh Cuéc Goi Pau Tién va Trisomy 21

Hiép Hoi Quéc Gia V& Hoi Chirng Down (NDSC) cam két xay dwng y thirc cdng déng cho
tat ca nhirng ngwdi co quan ngai vé hodi chirng Down. Hiép Hoi Québc Gia vé Hoi Chirng
Down cung cap théng tin vé bat ky cht dé nao lién quan dén hoi chirng Down. Ddng thoi,
Hiép Hoi duy tri mot danh muc dé thac ddy mang luéi két néi gitra cha me véi cha me va
cha me v&i chuyén gia.

(http://www.ndsccenter.org) Goi dén sb 1-800-232-6372 dé biét thém théng tin.

Céc Djch Vu Hé Tro

Mang Lwéi Chan Boan Hoéi Chirng Down (http://www.dsdiagnosisnetwork.org/) két ndi, hd
tro' va cung cap théng tin chinh xac cho phu huynh va cac chuyén gia y té.

T& Chirc The Arc clia Mississippi (https://www.arcms.org/) 1a mét t& chirc van dong cép co
s& cho céng dan & moi I(ra tudi bi khuyét tat vé nhan thirc, tri tué va phat trién, va ca gia
dinh ctia ho. The Arc thic day phuc loi va sw hda nhap day dd cla cac ca nhan bj khuyét tat
vé tri tué va phat trién, déng thoi cung cép sw van dong va hé tro cho gia dinh.

Hiép H6i Nguoi Khuyét Tat Mississippi (http://www.msdisabilities.com/) hé tro' nhu cau cua
cong ddng nguwdi khuyét tat/coé nhu cau déc biét ciia Mississippi thong qua cac phwong
phéap tiép can sang tao

Ban Medicaid ctia Mississippi cung cap quyén tiép can béo hiém y té cho tré em khuyét tat
(https://medicaid.ms.gov/medicaid-coverage/how-to-apply/)

Trung Tam Nguén Lwc H6 Tro' Hodc Trung TaAm Thanh Todn Bu Trir

T& Chirc Ngudn Luwc H6 Tro vé Hoi Chirng Down (DSRF)
(http://www.dsrf.org/information/medical-and-health-information/) cung cap cac co hoi giao
duc va strc khde cho tré em va thanh nién méac hoi chirng Down. Cac chuong trinh cua td
chirc dwa trén nghién clru can thiép méi nhéat va thue hanh tdi wu va duwoc diéu chinh dé
phu hop véi nhu ciu cda tirng nguwdi hoc.

Cédc T6 Chirc Quéc Gia va Dja Phurong

Hiép Hoi Quoc Gia vé Hoi Chtrng Down (https://www.nads.org/) hd tro va van déng cong dong
ngw®i mac hoi chirtng Down bang cach cung cap cac ngudn lwc, chinh sach va sw tham gia cla
cong dong.

Hiép Hoi Trung Uong Mississippi v& Hoi Chirtng Down (CMDSS) (http://www.cmdss.org/)
khuyén khich vé strc khde, nhan thirc va sw chap nhan ctia ngudi dan Mississippi mac hoi
chirng Down. CMDSS ciing cung cép cac dich vu hd tre cho cha me cé con méac hoi chirng
Down.

Hiép Hoi Vinh duyén hai Mexico ctia My vé Hodi Chirng Down (https://gcdss.org/) 1a mot

mang lwéi cac gia dinh va ca nhan méc hoi chirng Down thiic ddy sw hda nhap cla cac ca
nhan méc hoi chirng Down.

Cédc Chwong Trinh Gido Duc va Hé Tro

Tré Em va Thanh Thiéu Nién c6 Nhu Cu Cham Séc Stirc Khde Dac Biét (CYSHCN)
(https://msdh.ms.gov/msdhsite/ static/41,0,163.html) cung cép céac dich vu Diéu Phéi Cham
Séc cho tré em cé nhu ciu cham séc strc khde dic biét tir so’ sinh dén 21 tudi.

Can Thiép Sém tr Nhivng Bwéc Dau Tién

(https://msdh.ms.gov/msdhsite/ static/41,0,74.html) cung cap cac dich vu va hd tro theo
Chwong Trinh Dich Vu Gia Binh Ca Nhan Hoa cho tré so sinh va tré tap di cham phat trién.
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Hé Théng Quan Ly Nguy Co Cao Trong Chu Ky Sinh/Dich Vu cho Tré So Sinh (PHRM/ISS)
(https://msdh.ms.gov/msdhsite/_static/41,0,106.html) cung cp quan ly trwéng hop, nang
cao kha nang tiép can cham séc strc khde, hd tro dinh dwédng va tam ly xa hoi, tham kham
tai nha va giao duc strc khde cho phu ni¥ mang thai cé nguy co’ cao va tré nhé dwdi mot tudi
cla ho.

Trung Tam PACER https://www.pacer.org/about/howpacerhelps.asp cung cip hé tro' ca
nhan, hdi thao, &n phdm va cac ngudn lwc hé tro khac dé gitp cac gia dinh dwa ra quyét
dinh vé gido duc va cac dich vu khac cho con ho hoac thanh nién khuyét tat.

Ngudn Lwc H6 Tror danh cho Cac Nha Cung Cap Dich Vu Cham Séc Strc Khoe

Nguén Lwc H6 Tror danh cho Cdc Nha Cung Cap déi véi Trisomy 21

TO THONG TIN — Trisomy 21 cla Hiép Héi Di Truyén Y Hoc Hoa Ky: Xét Nghiém ADN
Khoéng Co Té Bao Dwong Tinh. (https://www.acmg.net/PDFLibrary/Trisomy-21.pdf)
Chéan Poan Trwéc Khi Sinh dbi véi Cac Di Tat BAm Sinh va Réi Loan Di Truyén: Thwe Hanh
Céan Thiét, Ky Thuat Khong Xam Lan, Ky Thuat Xam Lén
(https://emedicine.medscape.com/article/1200683-overview)
Cac ngudn lwc hd tro trén trang Medscape
o Ho6i Chirng Down (https://emedicine.medscape.com/article/943216-overview)
o Chéan Poan Chup Chiéu Trwéc Khi Sinh vé Hoi Chirng Down
(https://emedicine.medscape.com/article/402863-overview)
o Chup Chiéu Héi Chirng Down Sau Khi Sinh
(https://emedicine.medscape.com/article/408344-overview)
T& Thong Tin Vé Sirc Khde Rang Miéng danh cho Chuyén Gia Y Té: Tré Em Mac Hoi
Chirng Down (Trisomy 21) (https://dental.washington.edu/wp-
content/media/sp need pdfs/Down-Medical.pdf)

Tw Van Sang Loc Trwéc Khi Sinh cho Céc Gia Dinh

Cac ngudn lyc hd tro clia Trwdng Cao Dang San Phu Khoa Hoa Ky

o Céc Xét Nghiém Sang Loc Di Truyén Truéc Khi Sinh
(https://www.acog.org/womens-health/fags/prenatal-genetic-screening-tests)

o ROi Loan Di Truyén (https://www.acog.org/womens-health/fags/genetic-disorders)

o Phac bo Xét Nghiém Di Truyén Trwée Khi Sinh (https://www.acog.org/womens-
health/infographics/prenatal-genetic-testing-chart)

o 3 Cau Héi Ty Héi Trwde Khi Lam Xét Nghiém Di Truyén Trwéc Khi Sinh
(https://www.acog.org/womens-health/experts-and-stories/the-latest/3-questions-to-
ask-yourself-before-getting-prenatal-genetic-testing)

Cédc Nguén Tham Khao Chung

Hoc Vién Nhi Khoa Hoa Ky. Bull MJ va Uy Ban Di Truyén Hoc. Giam Sat Strc Khée cho Tré
Em Mac Ho6i Chirng Down. Nhi Khoa 2011;128;393; DOI: 10.1542/peds.2011-1605;
https://pediatrics.aappublications.org/content/pediatrics/128/2/393 full. pdf

Dalrymple RA, Somerville LH, Hamza S, Matta N. Danh gia mw&i lam phut: BPanh gia mét
tré méc trisomy 21 (hoi chirng Down). Lwu Trir V& Bénh Thoi Tho Au: Gido Duc Va Thuc
Hanh Ngay 15 thang 1 nam 2021:edpract-2020-319814. doi: 10.1136/archdischild-2020-
319814. Xuét ban dién t& trwde khi in. PMID: 33452013

Glinianaia SV, Morris JK, Best KE, Santoro M, Coi A, Armaroli A, et al. (2020) Sy sc“')ng lau
dai cta tré em sinh ra bi dj tat bAm sinh: M6t danh gia c6 hé théng va phan tich tbng hop
cac nghién clru dua trén dan sb. PLoS Med 17(9): e1003356.
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