Y KTEN THANH VIEN HOI PONG CHUYEN MON NGHIEM
THU HUGNG DAN CHAN POAN VA PIEU TRI BENH HEMOPHILIA
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G6p y.du thao Hudéng dan diéu trj Hemophilia

1. D& nghi can nhéc gdp hai ndi dung “Piéu tri dw phong chday méw” va “Piéu
tri chay mdu sém” thanh “Diéu tri chdy mdu sém” vi ddy 13 ndi dung diéu tri, hai
khoan g'?m tu tu nhau va néu viét diéu tri du phong sé kho khan trong thanh toan bao
hiém y té, viét lai nhu sau:

La phuong phap diéu tri bd sung yéu t6 dong mau dé han ché xay ra tinh trang
chay mau hoac dé cam mau cho nguoi bénh.

2. D@ nghi bo diéu kién “C6 diéu tri cho it nhat 20 nguoi bénh hemophilia tré
lén trong thoi gian I ndm;” vi néu mdi ndm diéu tri 19 bénh nhan trong nhiéu nam thi
nhu thé nao? Chi can diéu kién vé bac s§ va didu dudng 1a dép Gng di.

Déi voi didu kién “C6 it nhdt 1 bdc st va 1 diéu dudng dwge dao tao hodc tdp
hiiéin vé bénh hemophilia. Thoi gian dao tao hodc tdp huén tir 1 dén 3 thang va da
tham gia diéu tri, chdm séc, quan 1y nguwoi bénh hemophilia tiel ndm tré 1én” & nghi
sua lai nhu sau:

kién “Co zt nhat 1 bac siva 1 dzeu dtm’ng dugc dao tao hodic tdp hudn vé bénh
hemophllza roi-gian-dao—taohode hHé Gang-va-ad e-ci

vi day 1a cac diéu kién kinh doanh, diéu kién nay phai duogc quy dinh trong
Nghi dinh ctia Chinh phu.

3. Dbi véi khai niém “Nguwoi bénh hemophilia”, dé nghi stra lai nhu sau:
“La ngudi bénh di duoc chan doan mic bénh hemophilia”
No6i dung: “dd dwoc diéu tri, quan by tai co SO dzeu tri chuyen khoa

hemophilia; Pugc co s diéu tri chuyén khoa hemophzlza cdp s6 y ba” 1a ndi dung vé
quan ly bénh nhan, khong phai la khai niém ngudi bénh.

4. D61 v6i khai niém “Nguwoi nha nguoi bénh hemophilia” d& nghi sira lai nhu
sau:

La nguodi than (bo me, Ong, ba, anh, chi, em cua vg hodc chong, voQ hodc
chéng, con dé, con nudi) hodc ngudi giam ho cia nguoi bénh (d6i vé6i truong hop
ngudi bénh dudi 18 tubi) c6 di ning luc hanh vi dan sy, sau day goi chung 1 ngudi
nha nguoi bénh.

5. Muc 2.9 trang 11 stra thanh “Kibmsobt Diéu tri chay mau sém” vi ndi dung
muc nay la diéu tri, dung tir “kiém sodt” s& gay khoé khan trong thanh toan BHY'T

6. Muc 2.11.4 trang 11 stra thanh “Piéu tri, quan i chay mau cAp & ngudi bénh

dang dugc str dungEmicizumab ” vi ndi dung muc ndy co ca dieu tri.

7. Tén phan B dé nghi sira thanh “QUAN LY, CHAM SOC, THEO DOI VA
PIEU TRINGUOI BENH HEMOPHILIA” vi khoan 1.1 ¢6 ndi dung diéu tri



8. Khodn 1.3 “Nguoi bénh hemophilia”, trang 21, d& nghj stra nhu sau:

Ngudi bénh eé-thé-thirc hién st dung yeu t6 dong mau tai noi sinh song, hoc tép,
lao dong, cong tac khi dap tmg day du cac diéu kién khuyénedo sau:

9. P& nghi thdng nhét céc khai niém

- “Co s6 khdm bénh, chita bénh” va “co sé y t&” trong dy thao Quyét dinh
(trang 21)

- “nguoinhd” va “thdn nhdn” trong du thao Quyét dinh (trang 22 va 24)



