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share of earnings they make from domestically-produced news content on the
Internet.

MR. CHAIRMAN: Okay. This is a suggestion worth considering. 3TU®T <TgH WA gl
TATEl Now, Shri Vivek K. Tankha.

DR. SASMIT PATRA (Odisha): Sir, | associate myself with the issue raised by the
hon. Member.

SHRI ASHWINI VAISHNAW (Qdisha): Sir, | also associate myself with the issue raised
by the hon. Member.

SHRI JUGALSINH MATHURJI LOKHANDWALA (Guijarat):  Sir, | also associate myself
with the issue raised by the hon. Member.

SHRI BHASKAR RAO NEKKANTI (Odisha): Sir, | also associate myself with the issue
raised by the hon. Member.

DR. AMAR PATNAIK (Odisha): Sir, | also associate myself with the issue raised by
the hon. Member.

S1. BT W (AERTSY) : A8I8d, # ) W &1 99 fI57 & 1Y Hekg el &

sft gy =g R (ehifesm) « weiea, § 9w @ g fawe & w1y deg SR gl

ot 7291 TER (SIRTS) : Aeled, § W1 T3 1 39 v & 91 Teg H1 &

Need for financial and medical aid for children suffering from Spinal Muscular Atrophy

sit fas &. av (7T IREn): |l S, ST Sga-95d g=IaTg s 1o = I8
SIS T STTER 3T 8| AT=IeR, 3T § S AARETE, it is a very painful thing. 9 3
ﬁ, there is a disease called spinal muscular disease Rrae < 9= %ﬁ %, from the
time they are born up to two years, they have all kinds of movement disorders. €Id
9gd &l ©, <fhd SE®! Wie § BE THhdl g b IqH UH & T &, which is
manufactured in the US and that drug costs Rs. 16 crores. G| U 9T sl EEi EEel)
P! I Thall &1 39 2T H BRI ITs F9TR 9= B¥ Tl UST BI1d &, who have some
degree of disorder. But ?;HH' céﬁﬂr\l PIECE ?ﬁ%\ that on that Rs. 16 crores, Rs. 7 crores
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is also tax. So, it is Rs. 23 crores, and mostly these genetic disorders come to very
poor children. The Prime Minister was very kind, in one case recently from Pocna,
Teera, the name of the little child, BTl S S8 HT T%b_CIT, and the rest of the
money was collected through fund-raising, crowd-funding. Now my problem s,
there is a little girl called Shristi. TN B @ ?, ﬁl?*ﬂ_g # 8T 81 She is on
ventilator. She has a time-line. She can't even be sent to a bigger hospital, 7 ar
aN BT 91 Bl There is Ayansh Gupta who is from Bhilai. His parents have taken him
to Hyderabad and they came to meet me in Jabalpur. The desperation of these
parents is so high 6 fred) &1 Ig Ta § 21 37 387 o 39 g=a1 &1 ¥ 91 9|

| have some suggestions for that. Novartis does an annual lot of hundred

children world-over. Wﬁ HINd ﬁ BITerET 19 &1 Uh g ?ﬁ ST chance to live.

Now we can't depend on these lots to let our children live.

So, | have four suggestions. One is that Government may bargain and get us a
better price for these drugs collectively because g Pl T dgd % IR Tg-HS
=T | T I PT HIgd hH gl Fhal &1 Number two, tax-waiver should be
compulsory in all these cases; have no tax on it, please. Third, the States and Centre

must have a revolving fund to help these children. And the fourth is, CSR can also be
encouraged to save some of these children, and there are 2,500 children who get
impacted every year by this disease. We have 1o just save those little children.
... (Interruptions ). ..

SOME HON. MEMBERS: Sir, we associate. We associate ourselves with it.
MR. CHAIRMAN: Please send your names, all those who want to associate.

SHRI BHASKAR RAO NEKKANTI (Odisha): Sir, | would like to associate myself with
the Zero Hour mention made by the hon. Member.

DR. SASMIT PATRA (Odisha): Sir, | would also like to associate myself with the Zero
Hour mention made by the hon. Member.

DR. L. HANUMANTHAIAH (Karnataka): Sir, | would also like to associate myself with
the Zero Hour mention made by the hon. Member.

SHRI G.C. CHANDRASHEKHAR (Karnataka): Sir, | would also like to associate
myself with the Zero Hour mention made by the hon. Member.
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SHRIMATI VANDANA CHAVAN (Maharashtra): Sir, | would also like to associate
myself with the Zero Hour mention made by the hon. Member.

SHRI SUBHASH CHANDRA SINGH (Odisha): Sir, | would also like to associate
myself with the Zero Hour mention made by the hon. Member.

SHRI BINOY VISWAM (Kerala): Sir, | would also like to associate myself with the
Zero Hour mention made by the hon. Member.

DR. AMEE YAJUNIK (Guijarat): Sir, | would also like to associate myself with the Zero
Hour mention made by the hon. Member.

DR. FAUZIA KHAN (Maharashtra): Sir, | would also like to associate myself with the
Zero Hour mention made by the hon. Member.

DR. AMAR PATNAIK (Odisha): Sir, | would also like to associate myself with the Zero
Hour mention made by the hon. Member.

Hl. 7R $AR 3 (RER): wEed, #§ W 91T 9ER g1 SeMy T fawy 4 w94 &1
HEg P |

gt o1 aul (o<haTe): Feiey, § W 99T Uo §RT ST U vy | w3 &l
g Bl €

et pal adt Aam (s<iaTTe): WY, § W A 9w gRT 9ot Y favy @

R P Hag B
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sft e st (o) Feey, § NI GER g1 $STU U Ny 9 WY B
HEg P |

sft faemR gve fFue (SRR ¢ @8Iy, § V9T 95 gRI ST U vy
q I B Hag B g
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sft o R R IoR e, o) T8ied, § W A9 e s gRTSe Y
s & ¥ &1 Heg HeT 8

MR. CHAIRMAN: Shri Vijay Pal Singh Tomar.

Need to establish a separate bench of the Allahabad High Court in Western Uttar
Pradesh

sit o o Rie dFR (SR Q9D AT SO A IGY, §9 Ua+ H 81T §UART
T BYIE SR 99 21 Ugel a9 A 49 Uss vy Sorar o, R & srot R N
TS & I IR IQ% A BRI 22 R7el 8T8 BIS BT 49 1 ol SfeIeRd ol &1
¥ Ugel gART Up Ui dea gz fafty 9= o | fier om s+ gsf 9fee $9
I &= & forg fmmR &= &1 8T o, wifds o1l 6 99 W 3% 1 gaTll 89N
Tgt 750 fheTMIeY X WERATR 8T8 I ¥ Uedl &, A%S 620 fhalHiex §X U &,
STfes TSR, HTaet Iee, 78 USYT SR 3T US9N & STl & B8 Pl
IR U3 & B8 P § AoGId ¢l §9 DRMET & B § 9gd W TNE TN =17 4
Ifyd ¥8 1Y € 3afor g8t SR 98 vy Som @ saaddr usl

TN UST Pl EET PNIE 23 BRIS &l BT ST BT ES! 399 HH 8l TR
T BT &5l At BTh! ST 1 S9N IS & 8T8 hIc B HRIg Al g I SIIST Haw]
ST 21 579 & BYId 50 Hfererd g4 22 f3Tefl & & 8T & oI 3ela $x ¥e &1 8§ 78
TR g A AT AET & [ 957 9 U 9T €, 98] FE Bl B IR-TR 99 81 I
T2 BT TEET IR EF%S Bl 2@ §Y IR o9 4 g9 &1 916, TREYR, FRT 3R
WX, 79 f B §1 F g &) e w1 ared § 5 o9 g9 A wad skt g @
] ofaT 2 fh 39% Y 818 ®Id & 9% ofeey &1 Rea<eed &) Saegedr 2,
oifthe T8 B ST 21 USY WRBR 519 Rpds o gt 2, Tadq Rig ama s,
! ReFHSIT T8 &1 56 Reconstitution of the State Act, 1956 8T, @1 SH 41
3R R o1erT 7@ ¢ 9| fIER H <= 4 11 89 71 oY, 98 = §RT BT SR Bl
ST ot # St ATerH W faE R 9 6 ¥ 22 976l 9RS | ' P BT a9
AT B B T Bl dhy o THT W ASIaRd 8, 39 89 T wrfud frar 5l

SHRI BHASKAR RAQ NEKKANTI (Odisha): Sir, | would like to associate myself with
the Zero Hour mention made by the hon. Member.

DR. SASMIT PATRA (Odisha): Sir, | would also like to associate myself with the Zero
Hour mention made by the hon. Member.



