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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. 3TJYdhT CTgH WH gl
ATl Now, Shri Vivek K. Tankha.

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

SHRI ASHWINI VAISHNAW (Odisha): 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 @ (AERTSY) : HEIGd, H 4l W 1 599 [q9g & e Hag Bl gl

ot g 95 RE (alifee) : w8, # 91 w3 &1 59 9w & |17 Wdg Hvar g

7t AR R (SIRWES) : 721y, § 1 W3 &1 39 vy & |12 Hag e g

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

N e & =@ @) FHTAR SN, IS Igd-9gd ggars 3 9 1 I8t
1T T AER [GAT &1 AR, AT H ST AIARBIE, it is a very painful thing. % Q2T
ﬁ, there is a disease called spinal muscular disease ¥ <1 929 81 %, from the
time they are born up to two years, they have all kinds of movement disorders. dId
9gd oidl 8, WfdhT 3HP! TIC H By Dl § [ IFd! TP & §1 8, which is
manufactured in the US and that drug costs Rs.16 crores. q8l TP IS =il g g
BT IIT el 21 9 < H B9 T8 89N g2 8 AT UT 81 &, who have some
degree of disorder. But SHH' CAHQ\I et qﬁ%\*‘[ha’t 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 Poona,
Teera, the name of the little child, 3] o S8 HTh ﬁv_ﬂT, and the rest of the
money was collected through fund-raising, crowd-funding. Now my problem is,
there is a little girl called Shristi. TN B Bt %\r, ﬁl?vl'l_sL ¥ I8l 81 She is on
ventilator. She has a time-line. She can't even be sent to a bigger hospital, g ar
<X P 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 T fo<) &1 I8 THST § 21 311 ¥&T {h 34 §<al &l B 1T V|

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

children world-over. B?Zlﬁ HIXd f[ WTFET AT &) Uh g Eﬁ o1 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 CECIRCARSECI| dgd g 3R TaHe
IO & 59§97 BT UIed HH 8 Ahdl &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 to 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 (Kamataka): 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 YAJNIK (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.

. e HAR S ([8R): 78ied, § W A1911g 9aRI gRT S0 Y vy | w2 &l
Hdg HRAT g

Mt BRI qUT (BIRTTG): 9eled, ¥ ) A9 Ao RT3V U vy I W &l
Hdg Bl Gl

Sl Bl qdl AAH (BTAQ): Heled, H HI AT 4w §R1 SSY Y fawg |

I Bl Hag Bl gl

st wifwle MiEa (oR@): 785, § N 9 e §R1 S0 Y vy 9 W@
Dl Hdg DRl g

M RS St @) 98iey, # i 9 99 g§RT ST T favy 9 a3 &l
Hdg PRATE

£ femR gae e SRUSe) @ H815y, § W AFHR 9aR gRT ST 7Y f[awy
H R Pl g Bl gl
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2t dorm R g o e, foee) - Heley, § o A e W RISV Y
vy 4 ¥ Bl Hag HRAT Gl

MR. CHAIRMAN: Shri Vijay Pal Singh Tomar.

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

$t fao o Rig AR (STR UKD < AT 919N A8IGY, 39 9 4 317 §U #RT
TE PG X7 a9 21 Ugt a9 H §9 U fawy Sorm o1, Ry # 3t fh gleRn
e gl UlTgH! ITR U2l § B9 22 f7el 8IS BIC Bl 9 Bl bR Al Rd &l &
IY Ugel BHRT Udh YA ded A=y fafey 5=t Sit & fiyer o S agf afde 9
RITIT B & ol T =R &= B B8 21, <Afh 3741 T 6 IR $B 21 gl AN
Tet 750 fohaliiiey R WERAYR B8 I W Tedl 2, WS 620 fFhaier ¥ usar g,
STqfd IR, BHTEd U<el, A8 UQ9l 3R 3= UQel &I 1=l & &3 Picd
IR UGT & 8IS PIc F oiGId ol 39 DRIMAT & bl § 9gd W TR AR I A
I ¥ 1Y & $Alely 431 QIIRT I8 [A9 IS B! ATaegdhdl Ul

IR I I AT BRI 23 BRIS gl Bs Q1 DI AEGT 390 HH | AR
ST BT AAH W BB g7 81 IR TSI & 8Ts DS H BRI A1 oG A SATET Hio]
GRS €1 398 I BT 50 Tirerd g1 22 fSTeli & € ST8T & ol 3figleld &x X8 &1 § I
UR g T S 18T § [ 98 0 U 1Y €, T8 818 BIC Bl IR-TR &4 6] IR
U3 DI AETET AR &FBA DI G gY IR &9 W1 g7 &1 91Y, TREYR, JAFRT AR
X3, 99 Wl BH &1 F 31 &1 e w1 e § {6 59 39 fawg iR 91a gt & o
$E] ST © fb 396 7T 818 @I & I1% SIRed & RBHSIHT & MIeIHdT g,
CIfh T T8 B AT Bl YW ARBR &l IR RbHS B gl ©, Siadd {8 AN I,
IqD! RBHSTIA 3MTS 81 59 Reconstitution of the State Act, 1956 &1, T IAH J.41.
3R 8RR 3T ¥ Y | {98 | i<l | Sl §< 91 o1, 98 bt §IRT B a1 &
g1 21| H 37ruch /e W AT B Argd b A 22 f7el 3RS | BIE DI Bl 99
QAT B Bl HITT Bl AR T THI TSI Rd ©, $9 89 Bl WI1Id fohar S|

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.



