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G6p y dU th6o Hudng ddn di6u tri Hemophilia

t. OA nghi c6n ,nac gQn hai nQi dung "Diiu tr! dry phdng chdy mdu" .vd "Diiu
.tr! chdy 

^mdu 
sdm" tha,nh "Diiu tri .chdy mdu sdm" vi ddy ld nQi dung diiiu trf, hai

khoin gq" t". tg nhau vd n6u vi6t diAu trf dg phdng sE kh6 kh6n trong thanh toan b6o
hi6m y t6, vi6t lpi nhu sau:

Ld phucme ph6p di6u tri bd sung ytiu tti d6ng m6u dO hpn chi5 xhy ratinh trpng
chiy m6u ho{c dO cAm m6u cho ngu}i benh.

2. De nghf bo diAu kiQn *C6 diiu tri cho {t nhdt 20 ngudi b€nh hemotrhilia trd
bn trong thdi gian,I ndm;" vi n6u m5i n6m diAu tri 19 benh nhdn trong nhi6u nem thi
nhu thti ndo? Chi c6n <ti6u kien vA b6c s! vd di6u du0ng ld d6p img du.

OOi vOi di6u kiQn"C6 {t nhiit I bdc sivd I diiu dudng duqc tldo tgo hofic tQp

hudn ui benn hemophilia. Thdi gian ddo tso hodc tQp huiin tir I ddn 3 thdng vd dd
tham gia diiu tr!, chdm s6c, qudn ly ngudi b€nh hemophilia til ndm trd bn" dii nghi
sria lpi nhu sau:

kiQn"C6 it nhtit I bdc sT vd I di€u dudng drqc ddo tso hofic t4p hutin rA benh
hemophilia. Tl#i gian ilde tae lpde fip lffiih * I dilt 3 il#r8 vd ild tlffiffi gia diiw

,

vi c16y ld cdc di6u kiQn kinh doanh, diAu kiQn ndy phii iluqc quy dinh trong
Nghi ilinh cria Chinh phri.

3. D6i v6i kh6i niQm "Ngudi b€nh hemophilia", d|ngh! sria lpi nhu sau:

'il-d ngudi benh dd dugc chdn cloan mdc benh hemophilia"

NOi dung; "dd duq( diiu tri, qudn U, tqi co sd didu ff! chuy€n khoa
hemophilia; Eiqc co sd diiu *i chuyAn khoo hemophilia ,rip tA y bq" ld nQi dung vC

quan lf bgnh nh6n, kh6ng ph6i ld khSi niQm ngudi benh.

4. DOi vdi kh6i niQm 
'"Ngudi nhd ngwdi b€nh hemophilia" dd ngh! sira lpi nhu

sau:

. Le ngudi then (b6, mg, 6ng, bd, anh, chi, em cfia vq hodc, ching, vg hofic
ch6ng, con d,!, con nu6i) ho{c ngudi gi6m h0 cria ngudi benh (d6i v6i trudrng hqp
nguoi benh du6i 18 tu6i) c6 dri ndng lUc hdnh vi ddn sU, sau ddy ggi chung ld ngudi
nhd ngudi bQnh.

5. Mpc 2.9 trang 11 sria thanh "IGfut Di6u tri chey m6u s6rn" vi nQi dung
mpc ndry ld diOu tr!, dtng tit"bidm sodf'sE g6y kh6 khdn trong thanh torln BHYT

6. Mpc 2.11.4 trang 11 sria thanh "DiAu ffi, qurhnlf chiy p6u c6p & nguoi benh
clang dugc su dgngEmicizumab " vi nQi drog mpc ndy c6 ch di6u tri.

7. T6n phAn B dc nghf sta thanh "QUAN r,.f, cnAM sOC, THEO DOI VA
tl

DIEU ZR.TNGUOI BENH HEMOPHILIA" vi khoan 1.1 c6 nQi dung di6u tri
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8. Kho6n 1.3 "Nguli benh hemophilia",trarrg2r, dcnghi sria nhu sau:

Ngudi benh ee++tt4rc hiQn sri dUng yi5u tO cl6ng ryilutainoi sinh s6ng, hqc t4p,
lao dQng, c6ng tdc khi d6p tmg <tAy dt cdc diiu hiQn@ sau:

9. DC ngh! th6ng nh6t c5c kh6i niQm

- "co sd khdm b€nh, chfra bQnh vd "co sd y td" trong du th6o euytit dinh
(trang2l)

- "ngudi nhd" vd, "thdn nhdn" trong dg thio euytit ctinh (tran g 22 vd 24)
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