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Ban quyén cla Lién doan Hemophilia Thé gi&i, 2005

“An pham nay duoc xuat ban bing ti€ng Anh do Lién doan Hemophilia
Thé gidi bién soan va duwgc cho phép dich. Lién doan Hemophilia Thé gidi
khdng chiu trach nhiém déi véi ban dich hodc bat ky sai s6t/ thay déi noi
dung ttr phién ban géc tiéng Anh”

Lién doan Hemophilia Thé gi¢i khuyén khich viéc phan phat cac 4n pham
cla Lién doan vi muc dich gido duc cla cdc t6 chirc Hemophilia phi loi
nhuan. D& nhan duoc sy cho phép ddi vdi viéc in dn, phan phat hodc dich
cuén sach nay, ban hiy lién lac véi phong théng tin lién lac cda Lién doan
tai dia chi sau:
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Tel.: +1 (514) 875-7944
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Phong 326, Trung tdm Hemophilia (Tang 3 nha H), Vién Huyét hoc - Truyén mau TW
Dia chi: Pho Pham Van Bach, phudng Yén Hoa, quan Cau Gidy, Ha Noi.

DT: (024) 3 782 1895, may lé 554 hodc 561 (Trong gid hanh chinh)

Email: quantrihnemo@gmail.com

Website: hemoviet.org.vn



LO1 GIO1 THIEU
(Cho lan xudt ban thuar 1)

Hemophilia minh hoa bang hinh anh 3 tai liéu duoc dich tir cudn
Hemophilia in Pictures cda Lién doan Hemophilia Thé gdi (The
World Federation of Hemophilia — WFH).

Day 13 cudn sach rat bé ich, dé doc, dé hidu va mang tinh thue tién
cao duoc soan thao danh cho bénh nhéan, ngudi nha bénh nhéan,
can bd y té va tat ca nhirng ai quan tdm dén céng tdc chdm soéc va
diu tri bénh nhan bij rdi loan déng mau badm sinh (hemophilia).
N&i dung ctia cudn sach bao gdm nhirng thdng tin va hinh anh sinh
doéng cung cap kién thirc co ban va quan trong vé:

» Thong tin can biét vé bénh hemophilia

* Panh gia tinh trang bénh va kiém soat chdy mau

* Piéu trj chdy méau trong hemophilia

e Gilt gin strc khée va dy phong chdy mau

e Diéu tri tai nha
DPuoc sy hd tro cla Lién doan Hemophilia Thé gidi, Vién Huyét hoc
— Truyén mau Trung wong da bién dich va tai ban bd sich theo an
ban ndm 2005.
Vién Huyét hoc — Truyén mau Trung wong xin tran trong gidi thiéu
cuén sach véi ban doc va mong nhan duoc céc y kién déng gop vé
ndi dung sach cling nhu hinh thic trinh bay.
Moi van dé can trao déi xin lién hé véi:

HOI ROI LOAN PONG MAU VIET NAM
Phong 326, Trung tam Hemophilia (Tang 3 nha H), Vién Huyét hoc - Truyén mau TW
Dia chi: Pho Pham Vén Bach, phudng Yén Hoa, quan Cau Gidy, Ha Noi.
DT: (024) 3 782 1895, may lé 554 hodc 561 (Trong gid hanh chinh)
Email: quantrihemo@gmail.com
Website: hemoviet.org.vn

GS.TS. NGUYEN ANH TRi
Vién truwong
Vién Huyét Hoc — Truyén mdu Trung wo'ng
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Lara Oyesiku Trudng nhdm bién soan cudn
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Cha tich Uy ban digu dudng, Anh

Martin Bedford Tu van gido duc, Anh

Annie Gillham Tu van diéu dudng, Nam Phi
Dr. Peter Jones Tu van Y té, Anh
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LO1 CAM ON

An pham nay d3 duoc nhitng ngudi tinh nguyén xay dwng tai nhiéu
vung kh3p noi trén thé gidi, phan Ién ho déu 1a nhitng chuyén gia
vé hemopbhilia théng qua nghé nghiép chuyén mén hodc chinh 13
nhirng ngudi dang séng cling véi cin bénh réi loan déng mau nay.
Nhitng nguai tinh nguyén tir hon 75 té chire va trung tdm diéu tri
hemophilia d8 huwdng rng chuong trinh khao sat cla ching toi
vé cudn “Hemophilia minh hoa bang hinh anh”. Rat nhiéu nhitng
ngudi tinh nguyén d3 kiém tra chwong trinh trén trang Web méi va
d3 glri phan hoi vé kha nang tiép cén va tinh than thién, hitu ich cda
chuwong trinh. Uy ban didu duéng cla Lién doan Hemophilia Thé
gidi (WFH) va Uy ban VAt ly tri liéu d3 rat nhiét tinh danh thoi gian
xem xét lai 4n phdm 1998 va dua ra cac nhin xét va dé xuat cho
phién ban mai.

Chung t6i v6 cung cdm on Nhdm bién soan cudn Hemophilia minh
hoa bang hinh anh. C4c nha chuyén mén d3a danh thoi gian va kinh
nghiém quy bau cua ho trong suét giai doan bién soan va xay dung
hinh anh kéo dai 12 thang nham dam bao tinh chinh xac, dé doc, dé
hiu va mang tinh thuc tién cao clia ndi dung cudn séach.

© World Federation of Hemophilia, 2005



PHAN 1

GIO1 THIEU VE HEMOPHILIA

N

Ma&u tuan hoan trong co’ thé nhu thé nao?

Hemophilia 1a bénh rdi loan chdy mau, vi vy ngudi bénh
hemophilia can hiéu biét vé hé théng tudn hoan mau trong co thé.

Tim bom mau di khdp co thé thdng qua hé théng déng mach,
tinh mach va mao mach (ddng mach din mau tir tim dén céc co
quan, tinh mach dan mau tir cic co quan vé tim, con mao mach
la cdc mach mau nhd & céc co quan, ndi gitta déng mach va tinh
mach). Déng mach va tinh mach thi I&én con mao mach thi nho.



Pong mach

Tinh mach

Mao mach
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PHAN 1

GIO1 THIEU VE HEMOPHILIA

Vi sao bi chdy mau va vi sao mau ngirng chay?

Khi mach mau bj tén thuwong, mau thodat ra ngoai gay ra hién
twong chay mau.

Khi d6, mach mdau ngay |ap tirc co nhé lai d€ lam cham qua trinh
chdy mau. Sau d6 cac té bao mau cé tén |a tiéu ciu ngung tap vdi
nhau va két dinh vao |&p dudi cla 16ng mach bj t6n thuong tao
thanh céi nit dé va 16 thang lai.

Tiép theo, nhiéu yéu té6 ddng mau trong huyét twong (mot
thanh phan cha mau) cling duoc hoat héa dé tao thanh cuc mau
déng nhu mét cdi lwdi trum 1&n nut tiéu cau. Hién tuwgng nay lam
cho céi nut chic hon va lam ngung chdy mau.
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PHAN 1

GIO1 THIEU VE HEMOPHILIA

Tai sao ngw®i mac bénh hemophilia chady mau lau
hon nhirng nguw¢i khac?

Trong huyét trong ¢é nhiéu yéu t8 déng mau, mbi yéu té dugc
d4t tén bang mot chit s6 La M3 (vi du VIII = tdm; IX = chin). O ngudi
bénh hemaophilia, mét yéu t6 ddng mau bi héng hoic thiéu, tham
chi khéng cé, gay khé khan trong viéc hinh thanh cuc mau déng.
Chinh vi vy ngudi bénh hemophilia bi chay mau l1au hon chié khéng
phai chdy mau nhanh hon nguoi binh thuong.

@ = hemophilia



Qua trinh ddng mau binh thudng

Déng mau &
bénh nhan
hemophilia
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PHAN 1

GIO1 THIEU VE HEMOPHILIA

Tat ca cac loai hemophilia c6 gidng nhau khéng?

Tuy theo ngudi bénh thiéu yéu t6 ddng mau nao ma ngudi ta
chia ra céc loai hemophilia khac nhau:

Nguoi thi€u hut yéu té VIII (tdm) bi hemophilia A.
Ngudi thiéu hut yéu té IX (chin) bi hemophilia B.

Tuy theo néng do yéu td dédng mau cd trong mau bénh nhan ma
bénh dwoc chia thanh 3 mirc d6 khac nhau: mic d6 ning (ndng dd
yéu t8 VII/IX dudi 1%), mirc dd trung binh (ndng dd yéu td VIII/IX
tir 1-5%), mirc dd nhe (ndng d6 yéu td VIII/IX tir 5-40%).

10



Mturc d6 bénh

Binh thwong
Hoat tinh y&u t&
VIl hoac IX

50 - 150%

oo oo

Nhe

Hoat tinh yéu t8
VIl hodc IX
5-40%

Trung binh
Hoat tinh y&u t&
VIl hodc IX
1-5%

Nang

Hoat tinh y&u to
VIII hoac IX
<1%
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PHAN 1

GIO1 THIEU VE HEMOPHILIA

Vi sao lai bi hemophilia?

Ngudi bi bénh hemophilia |a do bam sinh chir khéng phai 1ay
nhiém tir mét ngudi nao khac.

Hemophilia thudng di truyén, cé nghia la bénh do gen cla bd
me truyén sang cho con. Gen [a nhitng chat mang thong diép vé
cach thirc té€ bao hoat dong trong co thé, vi du quyét dinh mau téc,
mau mat cla mot ngudi. Gen gay hemophilia ndm trén nhiém sic
thé X.

Ki hiéu:

@ = Nhiém sac thé gidi tinh v&i gen hemophilia.

12



W weH

WORLD FEDERATION OF HEMOPHILIA
FEDERATION MONDIALE DE L'HEMOPHILIE
FEDERACION MUNDIAL DE HEMOFILIA

13



PHAN 1

GIO1 THIEU VE HEMOPHILIA

N

Bénh hemophilia di truyén nhu thé nao?

Cac gen ndm trén cac nhiém séc thé. & ngudi binh thudng c6 46
nhiém sdc thé, trong dé ¢é 2 nhiém sdc thé gidi tinh (goi |3 nhiém
sac thé X va nhiém sic thé Y) quyét dinh gidi tinh. Phu ni* mang 2
nhiém sac thé X, nam gidi cé 1 nhiém sac thé X va 1 nhiém s3c thé .

Gen hemophilia ndm trén nhiém sac thé X.

M6t nguwdi nam gidi miac bénh hemophilia s& truyén gen
hemophilia cho tat ca cac con gai, nhung khdng truyén cho con trai.
Con gdi clia anh dy | nguwdi mang gen bénh.

Khi nguoi phu nit mang gen bénh sinh con sé& cé 1 trong 2 kha
nang xay ra la: gen hemopbhilia dugc truyén cho con hodc khong
truyén cho con. Néu gen bénh dwoc truyén cho con trai, con trai s&
bi bénh hemophilia; néu gen bénh dwoc truyén cho con géi thi con
gai co dy sé 1a ngudi mang gen hemophilia giéng me.

Cling c6 nhitng dira tré sinh ra mac bénh hemophilia mic du
me bé khang phai 1a ngudi mang gen bénh. Diéu nay xay ra do dot
bién gen bénh (gen san xuat yéu t& VIl hodc yéu td IX) chi xuat hién
trong co thé tré. 1/3 tré mac hemophilia trong gia dinh khéng cé ai
khac bi bénh.
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PHAN 1

GIO1 THIEU VE HEMOPHILIA

Bénh hemophilia c6 kéo dai sudt cudc d&i khdong?

NE&u mét ngudi sinh ra bi hemophilia thi nguwdi dé s& mang bénh
subt doi.

Nong do yéu t6 VIII hodc IX trong mau ngudi d6 thudng khdng
thay d6i trong sudt cudc doi.
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Nhirng biéu hién nao hay gip & bénh nhan
hemophilia?

Bé&nh nhan hemophilia ¢4 thé bi chdy mau & bat ky vi tri ndo trén
co thé. Ta ¢4 thé nhin thay hodc khéng nhin thay hién twong chay
mau.

Chay mau cé thé xuat hién sau chan thuong hodc sau phau
thuat, tuy vay cling cé thé xay ra ma khodng rd nguyén nhan, hién
tuong nay duoc goi [ chay mau tw nhién (tu phat).

Bé&nh nhan hemophilia nhd tudi thudng hiém khi bi chay mau,
nhung cling cé thé gip chdy mau kéo dai & tré sau cit bao quy dau.

Khi bt dau tap di, tré thudng dé bi bdm tim duwdi da. Tré cling
bi chdy méu lau cAm sau khi bj chan thuong, dac biét |a & miéng va
lwoi.

Khi tré I&n 1én thi chdy mau ty nhién thuwdng xuyén hon va hay
bi & khép va co.
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Vi sao chay mau khép?

Sun |3 bé mat tron nhan bao phu diém cudi cla cac xuong. Vi tri
ma hai xuong gap nhau goi la khép.

Cac xuwong dugc gitt véi nhau mdt phan bédi bao khép. Bao
khép gidi han mbt khoang goi 1a bao hoat dich véi nhiéu mao mach
(mach mau nhd). Bao hoat dich tiét ra dich nhay va tron gilp cho
khép van dong dé dang.

Né&u cac mao mach trong bao hoat dich bj tén thuwong, khép sé
bi chdy mau. O ngudi khdng bi hemophilia, hé théng déng mau
hoat déng tét 1am mdu ngirng chay nhanh chdng. Nhung & bénh
nhan hemophilia, mau chay 1au cdm dan t&i khép bi swng va dau.

20



Khép

Bao khép

Sun

Bao
hoat dich
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Diéu gi xay ra trong khép bi chay mau?

Khi khép bt dau bj chay mdau, ngudi bénh thwong cé cdm giac
nhu kim chdm va &m trong khép.

Mau chay lam cang bao khdp, khién khép sung va trd nén dau,
khé van dong.

Néu khdng diéu tri, ap suat trong khdp ciling l1am ngirng chay
mau, tuy nhién qua trinh nay dién ra rat cham va bénh nhan bj dau
nhiéu. Sau d6 cac té bao ddc biét s& 1am sach phan I&n mau bj dong
trong khdp.

22



Cam gidc sui bot
Ngtra, cdm gidc kim chadm
Néng

Sung
Dau
Néng

Khé&p ngap mau
Sung

Co bi phé hdy

Clng khép bubi sang
Pau man tinh

Han ché van doéng
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Cac khé'p nao hay bi chay mau?

Cac khdp hay bi chdy méu nhat 1a khép cd chan, khép gbi va
khuyu tay.

Chay mau ciing c6 thé xdy ra & cac khdp khac nhu khép ngdn
chan, vai va hang.

Cac khdp clia ban tay it khi bi chdy mau, ngoai trir nhirng truong
hop do chan thuwong.
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Hau qua lau dai ctia chdy mau khép

Chay mau nhiéu lan trong khdp gy ra swng bao hoat dich (I6p
|6t) va rat dé chay mdu tai phat.

Do mot 8 mau van lwu lai va chi€m chd trong khép sau méi lan
chdy mau nén bao hoat dich khéng san xuat dich nhay va tron gitp
khép van dong nita, dan t&i tén thuong 1&p sun bao phi cac dau
xuong. Khép trd nén xu xi, dau khi van dong va khong virng vang,
6n dinh. Sy khéng 6n dinh nay ngay cang tang vi cac co xung quanh
khép trd nén yéu dan.

Cung vdi thoi gian, phan I&n sun khép bi v& va mot s6 xuong bi
mon di. Doi khi khdp khdng thé van déng dwoc. Qua trinh nay dugc
goi la viem khép hemophilia.
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Vi sao chay mau trong co?

Co bj chay mau khi mach mau trong co bj tén thuong.

Do6i khi ching ta cling biét duoc nguyén nhan gdy chay mau
trong co, nhung thuwdng thi chdy mau trong co xay ra khéng rd
nguyén nhan.
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Diéu gi xay ra khi co bi chdy mau?

Khi s& vao co bi chdy mau s& ¢ cdm giac ran va dau. Ngudi bénh
thudrng cd cdm gidc ndng va dau trong co bi chay mau. N&u vi tri
chdy mdu & gan da thi ta c6 thé nhin thay cé xuat huyét duwdi da.

Mét s8 truerng hop chdy mau sdu trong co, giy chén ép mach
mau va than kinh dan t&i cdm gidc ngtra ran, kim cham hoac té bi.

Khi bi chdy mdu, co cang |&n dé tu bao vé. Hién tuong nay dugc
goi 1a co that co. Va hau qua 13 cac khép van dong nho cac co nay
s& khong thé van dong duoc binh thuong.
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Nhirng co’ nao hay bi chay mau?

Céc co hay bi chdy mau 13 co’ bap chan, co dui va co canh tay.

Chay méu trong co’ thit lwng (& phia trude hong) va co cdng tay
cling thudng gap. Chdy mau & nhitrng vi tri nay cé thé tao ap suat
chén ép day than kinh va mach mau, gay tén thuwong vinh vién.

Chay mau trong co cla ban tay hiém gdp va thudng do chan
thuong.
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Hau qua lau dai cha chay mau co

Khi chdy mau tai phat nhiéu Ian, cac co cé thé bi yéu di, cac ton
thuong bién thanh seo khién co ngan hon binh thudng, doi khi cac
tén thwong nay khéng thé héi phuc dugc. Co khéng con bdo vé
dugc cho khép cling nhu khong dd dai dé cho khdp van déng binh
thuwong nita.

Cac khép trén va dudi co khdng thé hoat ddng binh thudng do
vay cang dé bi chdy mau.

Né&u than kinh bi tén thuong trong khi chay mau co thi co trd
nén yéu di, tham chi bi liét.

Céc khép, co, day than kinh bj tn thuong vinh vién lam cho
ngudi bénh di lai, tham chi ca dirng, ngdi cling kho khan.
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PHAN 2

DANH GIA VA KIEM SOAT CHAY MAU

Nhirng vi tri chdy mau nguy hiém de doa dén cudc
séng chia bénh nhén

Chay mau n3o (thuwdng 1a hdu qua cda chin thuong) 1a nguyén
nhén chinh gy t&r vong & bénh nhin hemophilia, ddc biét 1a & tré
em. Chay mau n3o cé thé gy dau dau, budn nén, ndn, ngu ga, 14
Ian, ngat xiu, vung v&, mét moi va mat tri giac.

Chay mau trong cd hong cé thé 13 hau qua cta nhiém trung,
chan thuong, thuc hién cac thd thuat nha khoa hodc phau thuat.
Chay mau c6 hong gay ra sung dan dén kho nuét va kho thé.

M4t mau nhiéu cling cé thé de doa dén tinh mang. Hién tuwong
nay khong phd bién & bénh nhan hemophilia ngoai trir sau phau
thuat hodc lién quan t&i bénh ly khac.

Chady mau & nhirng vi tri khac ¢ thé rat nang, nhung thudng
khéng nguy hiém dén tinh mang, vi du chdy mdau & mat, tly song,
co that lung.

Dai mau thuong gap & bénh nhan hemophilia mic d6 nang,
nhwng hiém khi nguy hiém.
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PHAN 3

PIEU TRI CHAY MAU

Tai sao nén diéu trj sém?

Chay mau can duwoc didu tri sém dé nhanh chdng ¢dm mau, sém
héi phuc va ngén ngira nhi*rng tdn thuong sau d6 d6i véi co va khép.

Né&u nghi ngd chady mdu, ban h3y diéu tri ngay. Pirng dé qua
mudn!
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PHAN 3

PIEU TRI CHAY MAU

Tai sao nén diéu trj sém?

Khi diéu tri mudn, chdy mau nhiéu lam cac t6n thuwong lau hoi
phuc hon déng thi phai st dung nhiéu ché pham dé diéu trj hon.
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PHAN 3

PIEU TRI CHAY MAU

Khi chdy mau can diéu tri hd tro ban dau nhw thé
nao?

Can ap dung ngay cac bién phap tro gitp ban dau cang sém
cang tot dé han ché& chady mau va tén thuong. Ngay ca khi duoc didu
tri bang yéu t& déng mau thi van can ap dung cac bién phép nay.

Nghi ngo'i: Nén ké gbi dudi canh tay hodc dui hodc dung day deo
ddi v&i chay mau & tay hodc vai. Ngudi bénh khéng nén clr déng
khép bi chay mau.

Chuorm da: Cudn mot tui da bang mot khdn 4m sau d6 dat 1én
trén cho bi chay mau trong 5 phut, sau d6 bd da ra trong it nhat 10
phat. Ti€p tuc nhu vay: ¢t 5 phat chudrm da lai bd ra 10 phat dén
khi cam thay khép hét ndng. Lam nhu vay gilip giam dau va han ché
chay mau.

Bang ép: Quan quanh khdp bi chdy mau mét doan bang dan
hoi hodc bit tat co gidn. Ap lwc nhe nay cé thé han ché chay mau va
cling hd tre cho khép. Can than trong khi st dung bing ép néu chay
mau co ¢é nghi ngd tdn thuong day than kinh.

Nang cao vi tri tdn thwong: D3t vi tri chdy mau cao hon tim s&
gilip han ché& chady mau do lam gidm ap suit mach mau tai noi chay
mau.
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PHAN 3

PIEU TRI CHAY MAU

N

Diéu tri chdy mau trong hemophilia nhw thé nao?

Hemophilia thudng dwoc diéu tri bang cach tiém yéu té dong
mau bi thiéu hut vao tinh mach. Hién chuwa cé yéu t6 déng mau sir
dung bang dudng udng.

YEu t& déng mau cé trong nhiéu ché pham diéu tri khac nhau,
nhuw tha lanh yéu t6 VIIl va yéu t6 ¢d dic. Can can nhic tac dung
phu truéce khi st dung.

Nguoi bi hemophilia mirc dé nhe (hodc bi moét bénh khac goi
la bénh von-Willebrand) cé thé duoc diéu tri bang thudc c6 tén Ia
desmopressin hodc DDAVP. Thudc nay cé thé tiém tinh mach, tiém
dudi da hoac xit m{i.

Viéc diu tri can phai l3p lai thudng xuyén.
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PHAN 3

PIEU TRI CHAY MAU

Piéu tri ho tro khac

Céc bién phap khéc c6 thé ho tro viéc diéu tri nhu:
- Thuéc giam dau;
- Thuéc chdng viém dé giam sung;
- Mét liéu trinh hodc mot liéu yéu té thay thé khac;
- Lidu nhéc lai y&u t6 VIl hodc IX.
Céc bac sTvat ly tri liéu cé thé:
+ Hudng dan bai tap dé lam khoé co va phuc hdi chirc ndng
van dong cla khdp;
+ Chi ra th&i diém an toan dé trd vé sinh hoat binh thuong;

+ Tw van cac bién phap dé tranh bj t6n thuong thém.
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PHAN 3

PIEU TRI CHAY MAU

Chat &rc ché déng mau I3 gi va diéu tri nhw thé
nao?

Chat (rc ché 13 khang thé do co thé san xuat ra chdng lai cai co
thé khéng cé va cho 13 “la”.

Ngudi bénh hemophilia cé thé san xuat chat (rc ché chéng lai
protein la cd trong ch& pham diéu tri {(y&u t8 VIII, yéu t6 1X). N&u
chat rc ché manh thi khi sir dung ché& pham diéu trj véi mot lvong
nhu binh thudng cé thé kém hiéu qua.

Viéc sinh ra chat (rc ché & bénh nhan hemophilia khong phé bién
IAm ma thudng chi xuat hién & bénh nhan hemophilia A mic do
nang.

Céac nhan viény t& can kiém tra chat trc ché trude khi phiu thuat,
ké ca ddi véi cac tha thuat nha khoa.

Hién nay d3 c6 cac phwong phap dac hiéu dé khéng ché chat trc
ché& déng méu.
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PHAN 3

PIEU TRI CHAY MAU

Céc diu hiéu chirng té da héi phuc sau chdy mau?

_- Van dong cta khép va co tré lai nhu ci;
va
- Co khoe trd lai nhw cd.
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PHAN 4

GIT GIN SU'C KHOE VA DU PHONG CHAY MAU

Can lam gi d€ c6 sirc khoé tot?

Diéu tri y t& chi 1a mot phan dé co strc khoé tét. Vi vay, ngudi bi
bénh hemophilia nén:

- Tap thé duc déu dan.

- Str dung d6 bao vé, quan 4o bao hd phu hop véi mén thé thao
hoac hoat dong.

- Kiém tra strc khoé dinh ki bao gébm ca kiém tra céc co va khép.

- Tiém t4t ca cac vac - xin phong chong cac bénh lay nhiém da
dugc khuyén céo, bao gdbm ca viém gan A va viém gan B.

- Can duy tri cAn ndng co thé hop li. M6t ngudi bi hemophilia can
kiém sodt t6t trong lugng co thé dé tranh gdy qua tai cho khdp,
d&c biét néu anh ta bi viém khdp.
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PHAN 4

GIT GIN SU'C KHOE VA DU PHONG CHAY MAU

Tai sao cham soc rang miéng lai quan trong?

Rang va lgi khde s& lam gidm nhu cau phai diéu tri d6i vdi bénh
nhan hemophilia.

Cham séc ring thudng xuyén gitp giam nhu cau diéu trj cling
nhw gidm cac phiu thuat, thl thuat nha khoa déi véi rdng miéng,
déng thoi gidm nhu cau tiém truyén yéu td déng mau.

Cham sdc rang miéng bao gébm chai rang hang ngay, s& dung chi
nha khoa va kham nha si dinh ki.
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PHAN 4

GIT GIN SU'C KHOE VA DU PHONG CHAY MAU

Tai sao strc khoe tinh than lai quan trong?

S8ng chung v&i hemophilia gay ra nhiéu cing thang, budn phién
(stress). Nhi*ng stress nay cd thé dnh hudng dén cac thanh vién
trong gia dinh cling nhu nhi*rng nguoi bi hemophilia. Cac hoat dong
sau co thé gitp ban giai tdéa tam Ii:

- Tim hiéu cang nhiéu cang t6t thong tin vé hemophilia. Kién thirc

s& giup ngudi bénh chld ddng hon trong viéc kiém soat bénh.

- Gap g& nhirng bénh nhan hemophilia khéc vi chia sé kién thirc

cling c6 thé gitp gidm stress.

- Tham gia vao t6 chirc hemophilia quéc gia va dia phuong.
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PHAN 4

GIT GIN SU'C KHOE VA DU PHONG CHAY MAU

Can lam gi néu ban phai phiu thuat?

Trudc moi cudc phau thuat, nhé rang hodc trong rang, nhan vién
y té nén:

- Chuan bi dd yéu t6 dong mau dé kiém soat chdy mau trong
sudt qua trinh phau thuat cho dén khi vét thuvong dugc phuc
hoi hoan toan.

- Kiém tra chat (rc ché& yéu t6 VIl hodc IX.

- Can nhac s dung cac thudc gitp thic ddy nhanh téc do hoi
phuc, vi du thuéc gidm dau. Cling c6 thé dung thuéc chdng tiéu
soi huyét dé [am dirng qua trinh tiéu cuc mau ddng cla co thé.
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PHAN 4

GITU GIN SU'C KHOE VA DU PHONG CHAY MAU

Céc lwu y khi dung thudc, vac-xin cho bénh nhan
hemophilia

Viéc nén lam
- Hoi y ki€n cta nhan vién y t& chuyén chdm sdéc bénh nhan
hemophilia trwdc khi dung bat cl loai thuéc nao.

- Bao quan va dung thudc, ché pham diéu tri dung hwdng dan
st dung.

- P& thubc ngoai tam tay cla tré em.

Viéc khong nén lam

- Khéng dung axit-salixylic (biét dugc Aspirin®) & bat cl dang
nao dé giam dau.

- Khéng dung thudc gidm dau khéng steroid (non-steroidal an-
ti-inflammatory drugs- NSAIDs) ma khéng hoi y kién cla thay
thuéc.

- Khéng tiém bap. Khi can tiém phong vac-xin nén dung duong
tiém dudi da.
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PHAN 4

GIT GIN SU'C KHOE VA DU PHONG CHAY MAU

Nhirng biéu hién di (rng hay gap trong qua trinh
diéu tri?

Khi diéu tri bang tiém truyén yé&u t& dong mau cé thé gdp mot s6
biéu hién di &ng nhu:

- Sot
- Rét run
- N6i man trén da

Céac phan rng nay thudng nhe va cé thé duoc lam diu di bang
céch st dung thuéc chéng di &ng (khang histamin - thwong duwoc
trinh bay dudi dang vién nén).

C4c biéu hién can duwoc tro gilip y té€ ngay la:
- Khé the

- Cadm gidc tlrc nguc
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PHAN 4

GITU GIN SU'C KHOE VA DU PHONG CHAY MAU

Ngweéi bénh cidn mang theo minh cac gidy to gi?

M6t ngudi bi hemophilia nén luén luén mang theo bén minh cac
thong tin vé tinh trang sirc khoé bao gbm: thé loai hemophilia, can
diéu tri gi va cac canh béo vé dj ing...

Hién nay Lién doan Hemophilia Thé gi¢i cap mién phi Thé Y t&
qudc té cho cac bénh nhan hemophilia. Mét s6 nwdc cling d3 ban
thé “Canh bao y t&” va phu hiéu c6 day deo mang cac thdng tin can
thiét vé bénh hemophilia.
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PHAN 4

GIT GIN SU'C KHOE VA DU PHONG CHAY MAU

C6 thé duwoc tro gitup hoidc tw van vé hemophilia &
dau?

66

Ban nén tim sy gilp d& va tu van vé hemophilia tai:

- Cac trung tdm hemophilia, noi cé nhitng nhan vién y té chuyén
vé cham séc bénh nhan hemophilia;

- Cac t6 chirc hemophilia (duoc liét ké trén website cla Lién
doan Hemophilia Thé gidi);

- Nhitng bénh nhan hemophilia va gia dinh ho (qua gap g& hoac
qua cac dudng day dién thoai tro gidp, tu van);

- Va cac an pham vé hemophilia.
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PHAN 5

TIEM TINH MACH VA DIEU TR| TAI NHA

Diéu tri tai nha 13 gi?

Piéu tri tai nha 1a tiém yéu t8 déng mdau thay thé & bén ngoai
bénh vién. M&t bénh nhan hemophilia c6 thé ty tiém tai nh3,
truong hoc, noi lam viéc...

Nguwoi bénh can ghi chép cin than qua trinh tiém thudc vao mét
cudn s6 va trinh cho nhan vién y t& cudn s& nay trong [an téi kham
tiép theo.

Bénh nhan hemophilia va gia dinh can chia sé trach nhiém vdi
nhan vién y té trong viéc cham sdc sirc khoé cho chinh ban than
minh.

Diéu trj tai nha khéng thay thé duoc sy chdm sdc cta bac si.
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PHAN 5

TIEM TINH MACH VA DIEU TR| TAI NHA

Thé nao la tiém tinh mach?

Tiém tinh mach cé nghia la dua kim vao tinh mach véi muc dich
I8y mdu hoi3c tiém thudc.

Nhitng tinh mach cé thé nhin thay va dé dang s& thay cé thé
dwoc dung dé tiém. Thong thwong cac tinh mach dé Iy nhat nam &
mu ban tay va bén trong khuyu tay.

Bé&nh nhan hemophilia nhé tudi cé thé chay mau nang néu tiém
tinh mach & c8 hodc ben. Cac béc st doi khi 1dy mau mau & cac vi tri
nay. Nén sir dung cdc vj tri khac dé Iay mau mau cling nhu diéu tr
d&i v&i bénh nhan hemophilia nho tudi.
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PHAN 5

TIEM TINH MACH VA DIEU TR| TAI NHA

hy

Chuan bj cho viéc tiém thudc tai nha nhw thé nao?

Trudce khi cdm vao thube hay bat c&¥ dung cu gi, phai rira sach
tay bang xa phong. Sat tring méit khay, ban dé dung cu tiém. Luu y
khong dung chat sat trung hét han st dung.

Cac dung cu y té& can cho viéc tiém yéu td co dac:
- Khay dung kim tiém va dung cu.
- Bbéng

- Béng cdn

- Bang dinh cé dinh

- Bang dinh vé khuan

- Day garo

- Kim budm

- Bom tiém

- Kim 18y thudc/kim loc

- YEu tb cd dic

- Gang tay

Dung dich pha lodng (nuéc cat) dwoc cung cap clng vdi yéu td
co dac.
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PHAN 5

TIEM TINH MACH VA DIEU TR| TAI NHA

N

Phong tranh lay nhiém khi tiém nhuw thé nao?

Chu y dac biét khi tiép xtc véi moi dung cu vy té&. Gily tay va cac
dung cu sach s&. Ngudi gilp d& cling phai rira sach tay va nén deo
gang.

Hay than trong! Ludn ludn gilt ngdn tay cach xa cac mii kim, vat
sac nhon, va cac tui, lo, xi lanh d3 ma.

Yéu t& cd dac da pha can duoc st dung ngay, khéng nén bao
quan vi s& mat tac dung.

D3t tat ca cac kim va bom tiém trong mot cai khay.

R{ra tat ca nhirng gi tran ra ngoai bang dung dich sat khuan, theo
hwéng dan clia cac nhan vién y té.

HUy mot cdch an toan tat ca cac vat dung d3 s dung trong quéa
trinh tiém theo dudng quy dinh. Ban nén tham khao cac khuyén cdo,
hudng dan cla trung tdm hemophilia hodc phong kham y té& noi
gan nhat.
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PHAN 5

TIEM TINH MACH VA DIEU TR| TAI NHA

Tiém yéu td thay thé nhu thé nao? (phan A)

Dam bdo tay ban that sach.
Thuyc hién dung cac chi dan cla nhan vién y té.

S dung tat ca yéu td ¢6 dac da hoa tan, khdng duoc bét thude
lai d& sir dung sau. Y&u t8 déng mau co trong lo s& bi pha huy sau
khi pha (sau khi cho dung dich hoa lodng vao lo bdt thudc). Hon
nita, nguy co nhiém khuan sau khi pha thudc rat cao.
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PHAN 5

TIEM TINH MACH VA DIEU TR| TAI NHA

Tiém yéu td thay thé nhu thé nao? (phan B)

Thuyc hién nghiém ngit chi dan cla nhan vién y té.

Can nhd: Sau khi tiém xong rut kim dit khodat, 4n chat bong trén
cho tiém it nhat 5 phut.
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PIA CHi CAC CO SO DIEU TRI HEMOPHILIA
TREN TOAN QUOC

1. VIEN HUYET HOC - TRUYEN MAU TRUNG UONG
Trung tdm Hemophilia (Tang 3 nha H)
Dia chi: Dudng Pham Van Bach, phuong Yén Hoa, quan
Cau Gidy, Ha Noi.
DT: 097 185 7115;
(024) 3 782 1895, may 18 554 hodc 561
(Trong gid hanh chinh)
Fax: (024) 3 868 5582
Email: quantrihemo@gmail.com

2. BENH VIEN NHI TRUNG UGNG

Khoa Huyét hoc 1dm sang

Dia chi: SO 18/879, Dé La Thanh, quan Dong Da, Ha Noi.
DT: (024) 6 273 8532

Fax: (024) 6 273 8573

3. BENH VIEN DA KHOA TiNH PHU THO

Trung tam Huyét hoc - Truyén mau

Dia chi: Nguyén T4t Thanh, phudng Tan Dan - TP. Viét Tri,
Pht Tho.

DT: (086) 585 8677

Fax: (0210)6 254 103.

4. BENH VIEN HOU NGHI VIET TIEP HAI PHONG

Khoa Huyét hoc lam sang

Dia chi cd s¢ 2: thon Cai Tat, xa An Dong, huyén An Duong,
Hai Phong.

PT: (022) 5 363 1229

5. BENH VIEN DA KHOA TiNH THAI BINH

Khoa Huyét hoc 1dm sang

Dia chi: 530 Ly Bon, phudng Quang Trung, TP. Théi Binh,
tinhThéi Binh.

PT: (034) 6 360 808

6. BENH VIEN TRUNG UONG THAI NGUYEN

Khoa Huyét hoc 1dm sang

Dia chi: s6 479, duting Luong Ngoc Quyén, TP. Thai Nguyén,
tinh Théi Nguyén.

PT: (028) 3 659 168

7. BENH VIEN DA KHOA TiNH THANH HOA

Trung tdm Huyét hoc - Truyén méu

Dia chi: S6 101 Hai Thuong Lan Ong, phuting Dong Ve,
TP. Thanh Hoa, tinh Thanh Hoa.

PT: (0237) 3951 373

II. MIEN TRUNG

8. TRUNG TAM HUYET HOC - TRUYEN MAU NGHE AN
Dia chi: 60A Ton Thét Tuing, phudng Hung Diing,
TP. Vinh, tinh Nghé An.

DT: (0238) 3576 777

9. Bénh vién Trung uong Hué

Trung tdm Huyét hoc - Truyén mau,

Dia chi: S6 16 L& Lgi, TP Hug, tinh Thiia Thién - Hué
DT: (0234) 3 822 325 may Ié 7101

Email: hhtmhue@gmail.com

10. BENH VIEN TRUYEN MAU - HUYET HOC

TP HO CHi MINH

S6 1 Tran Hiiu Nghiép, xa Tan Kién, huyén Binh Chanh,
Thanh phd HA Chi Minh.

Dién thoai: (0283) 3 834 5555

11. BENH VIEN CHO RAY

Khoa Huyét hoc 1am sang

Dia chi: S6 201B, Nguyén Chi Thanh, Quan 5,
Thanh phd Ho Chi Minh.

Dién thoai: (028)3 8 554 137; (028)3 855 4138
Email: bvchoray@choray.vn

12. BENH VIEN NHI DONG 1

Khoa Sot xudt huyét - Huyét hoc

Dia chi: S6 341, Su Van Hanh, phudng 10, Quan 10,
Thanh phd Ho Chi Minh.

DT: 19002115

13. BENH VIEN TRUNG UGNG CAN THO

Dia chi: S6 315 Nguyén Van Linh, phudng An Khanh,
quan Ninh Kiéu, TP Can Thd.

DT: 0901.215.115

14. BENH VIEN HUYET HOC - TRUYEN MAU CAN THO
Dia chi: S6 317 Nguyén Van Linh, phudng An Khanh,
quan Ninh Kiéu, TP Can Tho.
DT: (0292) 3 783 800 (gids hanh chinh)

(0292) 3 899 080 (ngoai gid hanh chinh).



NIHBT VIEN HUYET HOC - TRUYEN MAU TRUNG UONG

VIEN HUYET HoC

TRUYEN MAU TRUNG UONG TH“NG TﬁM HEM“PH“.IA

HO1 ROI LOAN BONG MAU VIET NAM

WORLD FEDERATION OF HEMOPHILIA
René-Lévesque and Montréal, Québec
Canada
Tel.: (614) 875-7944 - Fax: (514) 875-8916

WORLD FEDERATION OF HEMOPHILIA E-mail: wfh@wfh.org - Website: www.wfh.org




