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Rare disease patients suffer 
but funds remain unspent
5 of 12 centres used less than 35% of allotted funds in last 3 years

SANKET KOUL 
New Delhi, 7 August 

F
ive out of 12 Centres of Excellence 
(COEs) formed to treat patients 
suffering from rare diseases have 
utilised less than 35 per cent of 

the funds allotted to them by the Centre 
over the last three years, according to 
patient advocacy groups and data from a 
reply given in Parliament.   

These centres were created under the 
National Policy for Rare Disease (NPRD) 
in 2021. According to data accessed by 

Business Standard, the maximum fund 
utilisation was seen at Institute of 
Postgraduate Medical Education and 
Research (IPGMER), Kolkata at 93.65 per 
cent. The next in the chart was King 
Edward Medical Hospital, Mumbai at 
93.55 per cent. 

But five institutes at the bottom have 
spent less than 35 per cent of the fund 
allotted to them. 

Hyderabad-based Centre for DNA 
Fingerprinting & Diagnostics with Nizam’s 
Institute of Medical Sciences stands last 
in the list with only 4.53 per cent funds 
utilisation. Followed by Delhi’s Maulana 
Azad Medical College at 17.62 per cent. 

According to a reply given by the 
health ministry in Parliament, as of 
February this year these centres have uti-
lised only 48 per cent of around ~109 crore 
disbursed in the last three years. 

COEs are institutions identified by the 

central government to actively treat 
patients suffering from rare diseases. 
Currently, 12 such centres have a quota of 
2,420 rare disease patients from six cate-
gories across three groups.  

“While the government has set up 
CoEs to treat patients with rare diseases, 
patients with Group 3a con-
ditions are still experiencing 
inordinate delay in procedural 
formalities across these cen-
tres,” a member associated with 
an advocacy group for patients 
with Group 3a conditions said.   

According to the rare disease 
policy enacted in 2021, Group 
3a includes conditions such as 
Lysosomal Storage Disorders 
(LSD’s) for which definitive 
treatment is available but challenges are 
to make optimal patient selection for 
benefit, very high cost, and lifelong ther-
apy.  

“There are currently around 454  
eligible rare disease patients with LSD’s 
such as Pompe disease, Fabry disease, 
Mucopolysaccharidosis (MPS) type I and 
type II in India, to be put on immediate 
life-saving therapy as per the National 
Policy for Rare Diseases 2021,” the 
member added.  

The human cost 

According to data available on the  
government’s digital portal for crowd-

funding and voluntary donations for 
patients of rare diseases, more than 300 
out of 454 LSD patients currently eligi-
ble for funding under Group 3a are not  
getting any treatment in CoEs.  

Currently, only 98 LSD patients are 
on government-approved treatment. 

“The delay in the com-
mencement of the treatment 
process and uncertainties 
around sustainable funding of 
Group 3a disorders are turning 
fatal, with around 28 of these 
454 patients reported to have 
lost their lives in the last few 
months awaiting treatment 
support,” an official said. 

The groups have asked the 
government to direct CoEs to 

ensure efficient utilisation of funds pro-
visioned by the ministry.  

This comes after several caregivers 
and advocacy groups for patients with 
3a conditions had written a letter to 
Union Health Minister JP Nadda last 
month, citing the inordinate delays 
being faced by patients eligible for treat-
ment under the NPRD.    

The letter had stated  
that several patients across the  
CoEs have been put off life-saving ther-
apies after the one-time support of ~50 
lakh was exhausted. 

More on business-standard.com 

SANJEEB MUKHERJEE 
New Delhi, 7, August 

Productivity in Assam, 
Arunachal Pradesh, 
Himachal Pradesh, and 
Tamil Nadu is most  
susceptible to climate risks, 
a paper presented at the 32nd 
International Congress of 
Agriculture Economists in 
Delhi stated.  

However, states like 
Bihar, Uttarakhand and 
Jharkhand face the least risk, 
it added.   

Another paper presented 
at the conference showed 
that increasing the price of 
electricity in Punjab, which 
is one of the major growers 
of paddy, from zero to the 
true cost of supply, could 
lead to a sharp 59 per cent 
cutback in water extraction 
using electric pumps. 
However, the decline in aver-
age paddy yields is limited to 
just 11 per cent. Farm power 
is heavily subsidised in states 
like Punjab, leading to con-
cerns regarding the overuse 
of groundwater resources. 
The paper on state-wise cli-
mate risks and rice produc-
tivity is by Nishi Yadav, from 
the Indian Institute of 
Technology, Guwahati. 

More on business-standard.com 

‘Halt e-KYC of 
ration cards’ 

Grave climate 
risk to rice 
productivity 
in Assam, TN

Advocacy group Right to Food 
Campaign on Wednesday 
said that the Centre should 
immediately halt the e-KYC of 
ration cards as people are 
facing immense distress and 
should also issue new ration 
cards to 80 million eligible 
beneficiaries as directed by 
the Supreme Court. The 
campaign in a press 
statement said that due to 
the mandatory e-KYC ration 
shop owners were exploiting 
poor people. It said several 
eligible beneficiaries had 
been excluded due to a 
population census of 2011 
being the basis. BS REPORTER

IN THE HOUSE

BUDGET SESSION

As many as 7.3 million mobile connec-
tions, obtained on fake identity or 
address documents, have been discon-
nected by telecom operators, the 
Department of Telecommunications 
(DoT) told Parliament on Wednesday. 
DoT has developed a system to detect fraudulent 
mobile connections taken on fake proof of identity or 
proof of address documents and such connections are 
flagged to the telecom service providers (TSPs) for re-
verification.  DoT has identified about 8.1 million such 
suspected mobile connections, and the details have 
been forwarded to TSPs for re-verification. BS REPORTER

7.3 mn mobile connections 
snapped on re-verification

The Centre granted the highest allo-
cation to Karnataka, Himachal 
Pradesh and Assam under the 
National Disaster Response Fund  

in the last two years, 2022-2024, the 
government told the Rajya Sabha on 

Wednesday. The funds were given for 
relief and rehabilitation of people affected in natural 
disasters. Union Minister of State for Home 
Nityanand Rai said while ~941 crore was approved by 
the Centre’s high-level committee for Karnataka, 
~873 crore and ~594 crore were approved for 
Himachal Pradesh and Assam for floods and land-
slides in 2022-24. PTI

Karnataka, HP, Assam got 
most  disaster funds 

India exported 260,000 tonnes of 
onions till July of this financial 
year, the government said on 
Wednesday. “The government 
has lifted the onion prohibition 
from 4th May, 2024 and allowed 
the export with minimum export 
price of (MEP) of $550 per tonne  
and export duty of 40 per cent,”  
Minister of State for Food and Consumer 
Affairs B L Verma said in a written reply 
in Lok Sabha. 

India had exported 1.6 million tonne of 

onions in the last financial year. 
Further, he said the govern-

ment had procured 468,000 
tonnes, majorly from 
Maharashtra, through National 
Co-operative Consumers’ 

Federation of India (NCCF) and 
National Agricultural Cooperative 

Marketing Federation of India (NAFED) 
for the price stabilisation buffer. “In com-
parison with last year (2023), the price 
realisation by onion farmers in current 
year has been much higher,” Verma said. 

Union Road Transport 
Minister Nitin Gadkari 
on Wednesday said the 
government will allow 
mixing of biopolymer 
lignin up to 35 per cent 
in petroleum-based 
bitumen, a large part of 
which is imported from 
other countries. 
Bitumen is a black sub-
stance produced 
through the distillation 
of crude oil and is widely 

used for making 
roads and 

roofs. 
“We have 
the largest 
road net-

work in 
the world. 

90 per cent of 
roads are using bitumi-
nous layers. Bitumen 
consumption in 2023-24 
was 8.8 million tonnes. 
In 2024-25, it is expected 
to be 10 million tonnes. 
50 per cent of the 
bitumen is imported. 
And annual import cost 
is ~25,000-30,000 crore,” 
Gadkari said while rep-
lying to questions in 
Rajya Sabha. PTI

260K tonnes of onions exported in April-July

Up to 35% 
bio-bitumen 
mixing on 
cards to save 
~ 10K cr forex

There is no proposal to increase the 
time limit for central government 
employees to switch from the 
National Pension System (NPS) to 
the Old Pension Scheme, the govern-
ment said on Wednesday. The NPS 
was introduced for central government 
employees in 2003. NPS is mandatory  
for new recruits in the central government  
service from January 1, 2004 (except the  
armed forces), Union Minister of State  
for Personnel Jitendra Singh said in a written reply 
to Lok Sabha.  PTI

No extra time to govt staff 
for switching from NPS

UTILISATION TREND 
                                                                                                      (in ~ cr)                     Utilisation (%)  
                                                                                                                   
Institute of Postgraduate Medical Education and Research                4.36       93.65 
King Edward Medical Hospital                                                            4.67       93.55 
Sanjay Gandhi Postgraduate Institute of Medical Sciences                  5.91      92.48 
Institute of Child Health and Hospital for Children                             6.98       87.92 
Centre for Human Genetics with Indira Gandhi Hospital                  10.00        57.55 
Postgraduate Institute of Medical Education and Research                3.79      54.80 
AIIMS, New Delhi                                                                               14.90      34.64 
AIIMS, Jodhpur                                                                                    0.91       30.39 
Sree Avittam Thirunal Hospital, Government Medical College            0.53        17.67 
Maulana Azad Medical College                                                            0.77        17.62 
Centre for DNA Fingerprinting & Diagnostics*                                        0.33         4.53 

* Nizam's Institute of Medical Sciences; AIIMS: All India Institute of Medical Sciences Source: Lok Sabha

Funds used by Centres of Excellence for Rare 
Diseases in 3 years till February 2024 

These centres 
have utilised 
only 48% of  
the ~109 crore 
disbursed  in  
last 3 years as 
of February 
this year

IN THE NATIONAL COMPANY LAW 

TRIBUNAL CHENNAI BENCH I

C.P./IB/181/CHE/2022

State Bank of India,

SAMB Coimbatore, 

Raja Plaza, First Floor, 

1112, Avinashi Road, 

Coimbatore - 641 037. ...Petitioner

…Versus…

Mrs. U Suganthi Shankar

Old No.33, New No.10,

Kongu Nagar Extension,

First Street, Tirupur - 641 607.

...Respondent

Sub : C.P.(IB)/181(CHE)/2022 – 

State Bank of India Vs U Suganthi 

Shankar – NCLT, Chennai – Reg.

Take notice that in the above 

application filed by State Bank 

of India, for initiating Personal 

Insolvency Resolution Process 

against you, the Respondent 

herein, before the Honourable 

National Company Law Tribunal, 

Chennai Bench I, the above case 

is listed for hearing on 06.09.2024 

at 10.30 am. Make it convenient to 

be present before the Honourable 

Tribunal in person or through 

pleader duly instructed on the 

above date and time and raise your 

objections, if any, failing which the 

case will be heard and decided in 

your absence on merits. 

Dated at Chennai on this the 02nd 

day of August 2024.

BENEGAL PARAMESHWAR UDPA

Interim Resolution Professional

IBBI/IPA-002/IP-N00480/2017-

2018/11445

Email : beepeeyou@gmail.com
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Q>rn: 
1. darb EH${ÌV Am{W©H$ {ZH$mbm§Mo boImnarjU g{‘VrZo nwZamdbmoH$Z Ho$bo Amho Am{U g§MmbH$ ‘§S>imZo 7 Am°JñQ> 2024 amoOr Pmboë¶m ~¡R>H$sV ‘mÝ¶Vm {Xbr Amho.  
2. gXa {ddaU H§$nZr A{Y{Z¶‘, 2013 À¶m H$b‘ 133 A§VJV© {d{hV H§$nZrO² (B§{S>¶Z AH$m§C§Q>tJ ñQ>ÝS>S>©g²) ê$ëg, 2015 (B§S>EEg) ghdmMVm Ë¶m§ZVa Omar Ho$boë¶m g§~§{YV {Z¶‘ Am{U bmJy ì¶mßVr 
à‘mUo BVa boIm [aV Am{U YmoaUbm AZwgê$Z ~Z{dbobo Amho. 
3. ""àdV©Z {d^mJ'' da H§$nZrMo {d^mJr¶ Ahdmb B§S> EEg-108 bm AZwgéZ ~Z{dbm Amho.(g§X^© - n[a{eîQ> 1)  
4. 31 ‘mM© 2024 amoOr g§nboë¶m {V‘mhrMo AmH$S>o g§nyU© Am{W©H$ g§X^m©V Am°{S>Q> Ho$boë¶m AmH$S>çm§‘Yrb ì¶wËnÞ AmH$S>o Xe©dVmV. 31 ‘mM© 2024 amoOr g§nbobo df© Am{U 31 {S>g|~a 2023 n¶ªVÀ¶m 
AmH¥$VrMo nwZamdbmoH$Z Ho$bobo df© Mmby Am{W©H$ dfm©À¶m {Vgè¶m {V‘mhrÀ¶m g‘márMr VmarI Amho.  
5. ~moS>m©Zo 7 Am°JñQ> 2024 amoOr Pmboë¶m Ë¶m§À¶m ~¡R>H$sV H§$nZrÀ¶m gXñ¶m§Zm àË¶oH$s é.2 À¶m Xe©Zr ‘yë¶mÀ¶m B{¹$Q>r eoAada à{V eoAa é.2 bm^m§emMr åhUOoM 100%.{e’$mag Ho$br Amho,  hr a¸$‘ 
AmJm‘r dm{f©H$ gd©gmYmaU g^oV g^mgXm§À¶m ‘mÝ¶VoZ§Va {Xbr OmB©b.  
6. ~moS>m©Zo 7 Am°JñQ> 2024 amoOr Pmboë¶m Ë¶m§À¶m ~¡R>H$sV é.2/- Xe©Zr ‘yë¶ Agboë¶m B{¹$Q>r g‘^mJmMo Cn{d^mJUr é. B{¹$Q>r eoAg©Mm hm Cn{d^mJ AmJm‘r dm{f©H$ gd©gmYmaU g^oV g^mgXm§À¶m 
‘mÝ¶VoZ§Va H$amd¶mMm Amho.  
7. ‘mJrb H$mbmdYr/dfm©À¶m AmH$S>çm§Mo nwZJ©R>Z/nwZd©JrH$aU, OoWo Amdí¶H$ Agob VoWo dV©‘mZ H$mbmdYr/dfm©À¶m AmH$S>odmarMrMr nwîQ>r H$aÊ¶mgmR>r Ho$bo Jobo Amho 

OmoñQ>>g² B§{O{ZA[a¨J H§$nZr {b{‘Q>oS> H$[aVm 
ghr/- 

O¶ àH$me AJ«dmb  
{R>H$mU : ‘w§~B© S>rAm¶EZ - 00242232  
VmarI : 7 Am°JñQ> 2024 AÜ¶j

A{bá EH${ÌV

Vnerb g§nbobr  
{V‘mhr  

31.03.2024

g§nbobr  
{V‘mhr  

31.03.2024

g§nbobr  
{V‘mhr  

30.06.2023 

g§nbobo  
df©  

31.03.2024 

g§nbobr  
{V‘mhr  

30.06.2024

g§nbobr  
{V‘mhr  

31.03.2024

g§nbobr  
{V‘mhr  

30.06.2023 

g§nbobo  
df©  

31.03.2024 

AboImnar{jV boImnar{jV AboImnar{jV boImnar{jV AboImnar{jV boImnar{jV AboImnar{jV boImnar{jV

àdV©ZmVyZ EHy$U CËnÝZ 5,288   5,952   3,516   17,553 5,681   6,230   3,825   18,821
H$a, AndmXmË‘H$ Am{U/ qH$dm AZÝ¶ gmYmaU ~m~tnydu gd© 
gm‘mÝ¶ H$m‘H$mOmVyZ {Zìdi Z’$m/(VmoQ>m)

  476   463   122   1,343   483   425   149   1,370

H$anyduÀ¶m H$mbmdYrgmR>r {Zìdi Z’$m / (VmoQ>m) (AndmXmË‘H$ 
Am{U/qH$dm AgmYmaU ~m~rZ§Va)

  476   463   122   1,343   483   425   149   1,370

H$amZ§VaÀ¶m H$mbmdYrgmR>r {Zìdi Z’$m / (VmoQ>m) (AndmXmË‘H$ 
Am{U/qH$dm AgmYmaU ~m~tZ§Va)

  357   363   92   968   364   319   119   990

H$mbmdYrgmR>r EHy$U gd©g‘mdoeH$ CËnÞ ¶m H$mbmdYrgmR>r 
Z’$m/(VmoQ>m) ¶m§Mm g‘mìmoe Amho (H$amZ§Va) Am{U BVa 
gd©g‘mìmoeH$ CËnÞ (H$amZ§Va)

  356   348   88   950   363   311   114   979

B{¹$Q>r eoAa H°${nQ>b   98   98   93   98   98   98   93   98

amIrd (Vmio~§XmV XmIdë¶mà‘mUo nwZ‘y©ë¶m§{H$V amIrd dJiyZ)   - -   -   6,175   5,701

àË¶oH$s é. 2/- Mr àVr g‘^mJ àmár (Adm{f©H$) é. 
(E) ‘yb^yV … 
(~r) gm¡på¶H¥$V …

 
  7.30 7.26

 
  7.43  
7.39

 
  1.97  
1.97

 
  19.80  
19.70

 
  7.45  
7.42

 
  6.49  
6.49

 
  2.55  
2.55

 
  20.26  
20.26

OmoñQ>>g² B§{O{ZA[a¨J H§$nZr {b{‘Q>oS> 
grAm¶EZ H«$. Eb28100E‘EM1907nrEbgr000252,  

                              Zm|XUr H$m¶m©b¶: J«oQ> gmoeb {~qëS>J, 60, ga {’$amoOemh ‘ohVm amoS>, ‘w§~B© - 400001 
Xÿ. H«$. 91-22-62674000  +91-22-22704071 

 do~gmB©Q> : www.josts.com  - B©-‘ob : jostfact@jostsho.in 

30 OyZ, 2024 amoOr g§nbobr {V‘mhr H$[aVm A{bá Am{U EH${ÌV AboImn[a{jV {dÎmr¶ {ZîH$fmªMm CVmam (é. bmImV)

lrZmW BÝìhoñQ>‘|Q> H§$nZr {b{‘Q>oS 
grAm¶EZ H«$. : Eb67120E‘EM1979nrEbgr022039 

Zm|X. H$m¶m©b¶ : 801-802, Xbm‘b Q>m°dg©, Z[a‘Z nm°BªQ>, ‘w§~B©-400 021.   
Xÿa. Z§.…022-66381800/49490800, B©-‘ob Am¶S>r : sicl2889@gmail.com, do~gmB©Q>: www.shreenathinvestment.in   

( é. bmImV)

30 OyZ, 2024 amoOr g§nboë¶m {V‘mhrH$[aVm  
AboImn[a{jV {dÎmr¶ {ZîH$fmªMm CVmam

A. 
H«$.

Vn{eb g§nbobr {V‘mhr g§nbobo df©
30/06/2024 

(AboImn[a{jV)
31/03/2024 
(boImn[a{jV)

30/06/2023 
(AboImn[a{jV)

31/03/2024 
(boImn[a{jV)

1 àdV©ZmVyZ EHy$U CËnÞ - 5,889.82 - 5,889.82 
2. H$a nyd© gd©gm‘mÝ¶ H$m‘H$mOmVyZ {Zìdi Z’$m 77.39 166.71 21.37 363.21 
3. H$a níMmV gd©gm‘mÝ¶ H$m‘H$mOmVyZ {Zìdi Z’$m 48.44 129.49 14.66 267.89

4. EHy$U gd©g‘mdoeH$ CËnÞ (H$aníMmV) 6,635.09 4,021.19 4,256.04 11,994.76 

5. g‘^mJ ̂ m§S>db 25.00 25.00 25.00 25.00 
6. amIrd ‘mJrb dfm©À¶m boImnar{jV Vmio~§XmV 

XmIdë¶mà‘mUo (nwZ‘y©ë¶m§{H$V amIrd dJiyZ)
 

- 
 

- 
 

- 
 

30,741.83 

7. à{V g‘^mJ àmár (àË¶oH$s é. 10 À¶m) 
(AI§{S>V Am{U I§{S>V H$m‘H$mOmgmR>r) 
(E) ‘wb^yV… 
(~r) gm¡på¶H¥$V…

 
 

19.38 
19.38

 
 

51.79 
51.79

 
 

5.86 
5.86

 
 

107.15 
108.15

Q>rn…  
E) darb ‘m{hVr åhUOo go~r ({bpñQ>¨J Am°pãbJoeÝg A±S> {S>ñ³bmoOa [a³dm¶a‘|Q>g²) ao½¶wboeÝg, 2015 À¶m ao½¶wboeZ 33 A§VJ©V ñQ>m°H$ 

E³gM|OogH$S>o gmXa Ho$boë¶m OyZ 30, 2024 amoOr g§nbobr {V‘mhr AboImn[a{jV {dÎmr¶ {ZîH$fmªÀ¶m Vnerbdma {ddaUmMm EH$ 
CVmam Amho. {V‘mhr H$[aVm {dÎmr¶ {ZîH$fmªMo g§nyU© {ddaU H§$nZrMr do~gmB©Q> www.shreenathinvestment.in do~gmB©Q da CnbãY 
Amho. 

~r) darb Z‘yX {dÎmr¶ {ZîH$f© Am°JñQ> 07, 2024 amoOr Pmboë¶m Ë¶m§À¶m g^oV g§MmbH$ ‘§S>imÀ¶m boImn[ajU g{‘VrÛmao nwZ{d©bmoH$sV 
H$aÊ¶mV Ambo Am{U ‘§Owa H$aÊ¶mV Ambo.  

lrZmW BÝìhoñQ>‘|Q> H§$nZr {b{‘Q>oS>gmR>r 
ghr/- 

{R>H$mU … ‘w§~B © OVrZ O¡Z 
{XZm§H$ … Am°JñQ> 07, 2024 ì¶dñWmnH$s¶ g§MmbH$ 

S>rAm¶EZ: 08521872

The spirit of Mumbai  
is now 96years old!
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