[ 13 December, 2023 ]

MR. DEPUTY CHAIRMAN: The following hon. Members associated themselves with
the matter raised by Shrimati Rajani Ashokrao Patil: Shrimati Jebi Mather Hisham
(Kerala), Shri Neeraj Dangi (Rajasthan), Shri M. Shanmugam (Tamil Nadu), Shri
Sant Balbir Singh (Punjab), Dr. Amar Patnaik (Odisha), Dr. Fauzia Khan
(Maharashtra), Dr. Sasmit Patra (Odisha), Shrimati Vandana Chavan
(Maharashtra), Shri Abir Ranjan Biswas (West Bengal), Dr. Santanu Sen (West
Bengal), Dr. V. Sivadasan (Kerala), Dr. John Brittas (Kerala)) and Shri Sujeet Kumar
(Odisha).
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Demand to establish a Museum in the memory of the foreign nationals for their
contribution in the struggle for Indian independence

st rhe Reer (AMEER): ST AEIey, 34T B9 3T HEIedd JAIT S9
3 Halcad &1 fha=T T9T1d IST, AN SIS Bl JHsT, S8 &I SIMaRT 3R
i8I BT B, 39 diFi bl [IRIR gaTl ST giaer Hifd s # fofar 3 o,
T TRl IR WIfHT IR—IG! & §RT T ST 21, SHHT Bold 91 81 9P fofv
H HE wemE #31 ) R A1 S & 399 UISTRIG deH & foly S g=uaTe <l
g1 H Tob S8R odll §, H U |ivIe &b A 99 e Held | &1 U Sl Bl §3
qrT, FTehT ST 319 fUdT @ Irerad & 918 g3l ATl S99 b 94i &b 3Rde AT,
f7p e Mide Aol 1942 H dle Y 91 §OR, 9YARTY & Held MRl el
PR, NTTep e e were {78 1942 9 ereie gu | 541 a4 | § g8 s aredl g
fp YRT &1 Tad=dr srigier Rt IoTia-3nfee S I 3R o fad -afie
BRI F TAT I8 TS ITb-3MMD Pl & gRI el AT, SHH Y HEBicId =l
oft, T AIplcTas AT =1 ST ¥R & AN D B [hT IHD $© M &,
faeeht AR 8, I Madeleine Slade &Y, 5T H-THT Wil 7 HIRT 999 BaT 3R
ITD] Y IMMEATHD A (ST I W= QAT H b To! YDl 4TS o1 d
1942 3R 1944 ¥ I § BT 596 AfIRE PRI g A off| 5819 U o9 G977
T AT g ¥ 39T RTST AT 89 o ")l <dI' & -9 W SId &1 89
.57, B9 & IR H 994 & [P J Uh 98 TR Ul I8 SIfrdTarel] 7T His
IUNR BT 4TI ABIGY, 1913 H S1F ‘91 HiTdhd’ Y AT AT, T4 d IHD JUIGH
T 11911 H, ST A & GAThbeT DI AT gl o1, q9 d Fsahi R fafew
AETRIAE & RIATh W gU A1 34l A8 A A1.UG. Uggsl, N g4 Ty’ & T
Y S &, AT 1T St 7 I SI96Y B8 AT, 381+ o8 & 2Nai 3R T_al &
fore g1 M o o @R fafeer amrsTae & anfde nyer & Raars  vd g1
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ST T AT HEIGY, TR UTH Udh JMRET ARIRE W ) - §Haie eiad, o=
g "gITHE Sf' & ATH J ST &

AEIGY, HRd &I ARGIID o1 -1 371 941 BT RI% IS JAiGTe o el
fZe T 81 971 T, afcss 9 WRAR |wpia, faRmd iR shioer 3 41 9 Y 9
S8 I- YR HTdT BT 791 AT b 9 H TR fHam|

ABIGY, So1 A Ud 3R I AFRE UfISIe Alde &7 17T 8, s 89 'Rivex
frafear & = 3 SIHd 81 S AY 379 MMYD! YR B AT a1 I Shrsd
BU AR H SIS AT &b adbidh Dl g1 DI B (b1 ATI I TR fadadhrig
ST Bt RRrsr off| S¥7 YR | Ud 3IR A ® - HRT 3femiv, T2 89 'WeR' & 9 9
ST 81 3RT WRAR A e 8 {6 0 faesh amRet gri fov v ane™ w® sa=
[ERIRSIY

AT STAHTARY S, MU {31 37U+ 1] Y@ & 37a¥R & 8, 39 forg

YD dgd-dgd gddil|

3t Sgwwmka: B A SHY, 3AUSl 9gd-98d g=udial The following hon.
Members associated themselves with the matter raised by the hon. Member, Shri
Rakesh Sinha: Shri Sujeet Kumar (Odisha), Dr. Sasmit Patra (Odisha), Shri Deepak
Prakash (Jharkhand), Shri Kanakamedala Ravindra Kumar (Andhra Pradesh), Shri
Jawhar Sircar (West Bengal), Shri Dhananjay Bhimrao Mahadik (Maharashtra), Dr.
Santanu Sen (West Bengal), Shri Sandosh Kumar P (Kerala), Dr. Amar Patnaik
(Odisha), Shri Abir Ranjan Biswas (West Bengal) and Shri Maharaja Sanajaoba
Leishemba (Manipur).

Now, Shri Kartikeya Sharma. Strengthening of ecosystem for diagnosis,
treatment and rehabilitation of patients suffering from rare and genetic disorder.

Strengthening of ecosystem for diagnosis, treatment and rehabilitation of patients
suffering from rare and genetic disorders

SHRI KARTIKEYA SHARMA (Haryana): Thank you, Deputy Chairman, Sir, for
allowing me to raise this very important issue of public importance. India is a large
country with over 140 crore population. As a result, the number of cases of rare and
genetic disorders is also huge. As per Government estimates, about 7.2 crore to 9.6
crore Indians suffer from 6,000 different rare or genetic diseases in the country. These
include diseases like Sickle Cell Anemia, Spinal Muscular Atrophy, Down Syndrome
and Cystic Fibrosis, etc. The field of rare diseases is complex and heterogeneous.
The landscape of rare diseases is constantly changing, as there are new rare diseases
and conditions being identified and reported regularly in medical literature.



