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Release %5.95 cr for children
with rare dlseases HCto state

for Rare Diseases India

Express News

EXPRESS NEWS S!lVICi quired
@Bengalury Mﬁ%ﬂm“
Nomcmuwuaboaammm 'mql?temmbmita thostatomn-
duties if it does not interfere when union government mleasethefunds
state and central governments have for the treatment of children or Lo use
locked horns over funds istobespenton  theamount from the funds allotted for
ingfromararedisease, Lyso  Natices .
somal Storage Disorder’ Thepenchaiso < 0% CToreunspent
(LSD), the Karnataka High syeq noticesto Meanwhile, the data submit-
Court directed the state €ov-  tho two ted hy the state indicated that
ernment to release Rs 596 companies, which 902 crore has remained un-
crore to treat 25 such children spentout of a total allocation
- atIndira Gandhi Institute of of Rs 2,401 crore provided for
~ Child Health in the city the health sector for 2018-19.
 Inaninterimorder: ~ The government stated that l
~on Monday on public inter- ~ itcannot reallocate thefunds |
- est litigation )y Lysoso- - without the approval from
mal Storage Disorder Socie- - the Ministry of Health and |
e T
V) ustice V' w"
”chanmgm?d?iﬂdm |m benc::::nwd t that
i the state gov- The out that a corpus
- ernmenthasto £ mug&vn of RS 17 crore was provided by the
_four monthly ts till June.  state to IGICH to treat LSD patients.
23 S state  Butitisallowed to usconly theinter- |
e estamountfory drugs. Asit |

requires R340 lakh per year pcr child
weighing about 1o kg, the cost of
treatment increases by Rs 2to3 lakh

forwewﬂuonekzwelght.
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The Hidu Tamil

Hundreds run for
rare disease patients

Chennai, March 1:
Racefor7?, an initiative
championed by the
Organization for Rare
Diseases India (ORDI),
was  conducted in
Chennai on Sunday to
raise awareness for the
rare disease community.
Hundreds of participants
joined the run to show
they ‘Care for Rare’.

‘Race for 7', a first of its
kind event for rare dis-
eases in the world, sym.
bolically represents 7,000
rare diseases with 7,000
people running for seven
klilometem 104 rppt:.sen;
the average number o
years it mes

to dlagnose child

arare disease.

An estimated 1 in 20
Indians suffer from a rare
disease, but lack of
awareness and informa-
tion has created several
challenges for patients
and their mgil‘;f\:!'
most importantly de
diagnosis, affordable and
targeted care and treat-
ment and acecess.

Besides members of the
general publie, several
rare disease patients and
their families participat-
ed in ‘Race for 7' o
attention to the chal-
lenges faced hy rare dis-
ease patients, especially
ren.

The Deccan Chronicle
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A race to raise awareness
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ORDI Organizes Racefor7 to Raise Awareness
and Advocacy for Rare Diseases

Chennai, February 28: The Qrganization for Rare Diseases Incia (ORD ), a rot for profit orga-
nzatan conmited 1 adoressing he challenges ot rare disease panents and e taniies, mzy
announced the fitth 2diton of Racetor?, a muti-cty run/walk to raise awareness for rare disease
patenisinindia. Racetor7, symbaol cally representing 7000 rare diseases and the average cf 7 years
ittakes 1o diagnose a rare disease. is a are of irskni avent for rare diseases in the woridwith 7CC0
peopie runnirg o” walking 7 kilometers. The fitth edtior will be on a much larger scale than before
with events scheduled in 20 India cities. Racefor? is held in Mebruary to commemaace World Rare
Disease Day which fals on the Iast day of the month. This year's rare cisease theme is Reframe
Rare tor Rare Disease Day with thre messag= tha: “‘Rar2 1s many, rare s sirong and ~are 15 prougd!
The campagi message reframes perceptans of what it mezns to be ‘rare’ so that no one is left
bzhind in ach eving greater equity.

Facte about Rarz Diszases:

350 mill oy saticnts globally of which 70 milion rae discase paticns ac nlrda

- Irda has the worlc's third highest rare disease populaton, more than the whole populaticn
o’ Thalland

-There a e anestmated 700C known rae diseases. Cny 450 arz recordec inlndia

-Average of 7 years 1 Jiagnose a rae disease

- Less than 5% of rare disease nave available reaiment, most unaffordable

OS5z S Iglome Slotiardor il B
1 P p.

P Prp—" D oS, Bagw

Drdna 3D MBS Seb 35 2AE 43

about rare diseases

Children, wheelchair users take part

SPECIAL CORRESPONDENT
CHENNAL

Scores of people, incduding
children and wheelchair us-
ers, took park in a one-of-its-
kind race to create aware-
ness about rare diseases.

‘Racefor?’ was flagged off

by Johny Tom Varghese, di-
rector for the Welfare of the
Differently Abled. and S. Su-
resh. founder and managing
irustee ol Fetal Care Re-
search Foundation.

The participants ran 7
km, representing the 7,000
rare diseasecs.

February 28 is observed
as World Rare Discase Day.
The theme for Rare Discase
Day this year is ‘Reframe
Rare for Rare Disease Day £
The message was ‘Rare is
many, rare is strong and

The Hindu

has grown into a campaign
held across 20 cities in the
u)untry. -

Need for policy
Accerding to Prasanna Shi-
rol. founder-director of Or-

ion for Rare Diseases
India (ORDD and father of a
rarc-discasc patient, 50% of
all rare dizsease patients are
children. “We also need a
supportive rare disease poli-
cy and institutons like cor-
porates, schools and colleg-
es o creatc a more inclusive
environment for rare dis-
ease patients.”

Dr. Suresh said that FCRF
and Mediscan were working
in the field of rare diseases
for the past two decades
and over 350 children had
been provided treatment.

ORI also launched a hel-
pline for rare diseases (+91




ORDI Organizes Racefor7 to Raise
Awareness and Advocacy for Rare Diseases

CThennai,. February 28
= Y = ccd a3
Rarc
D ~ za -~
CORIDI. EEvoent to be hecld
in Z0 Indian citices

The Orcanization for
INDiscascs India
a not for profit
committced
sSsing th o
hal o f rarc
discasc paticnts and theocir
= - toda
thc faft

aticnts _in India.
syvimbolically
rcprescecntin 7O00 rarc
discascs an the averagsc
of 7 years it takes to
diagnosc a rarc discasc,
is 1 one of its kind event
for rarc discascs inn theoe
world with 7000 pcoplcec
runNnmMine or walkin i
kilometers. T he rfth
cdition will be on a rmuch
Iarcer scale than before
with events scheduled in
20 India cities. Racefor?”
is held in February
commemaorate World
Rare Discase Day i
faalls on the last day of the
month. This yvear™s rare
discasc theme 1s Reframe
Rare for Rare Disecase
IDay withh the message
thhat "Rarc is many, rarc is
strong and rare is proud!”
T he campaign messagce
reframes ppoerceptions of
what 1t means to be “rare’”
sO 1at no once is lefu
bBehind in achiceving
screcater eqguity.

o ko RS o TR~ > SRR
Raccfor7 comaocs sSsoOoon
aftecr the relecasce of the
National Policy for Rarc

2020 raft by thc
Govcrnnmaont o India
which thce rarc discasc
community has found
w;lntll"lg TN chcr&"
arcas.”™ sard Prasanna

Fellow
ORIDI.
=2 rarc

Shirol, AAshoka
and Co-founder,
and the father of
discasc aticaat - (=
hope that this event will
Ccreate an_ opportunity for
More voices o the rarce
discase community to be
heard AaCcCcross all
stakecholders so thhat the
rare discasce commmmunity
can lead a life of dignity
and eqguality. We neced to
increcasc our cfforts o
show that ‘rare isn’t
scarce rar e isn Tt
imnmfrecgucnt, rarc isn’t
remote” and the idea of
holdin accfor i
more citics thas car is to
show policy makecers that
rare is not as rare as it is
madc out to be.""
Collectively across theoe
world .. rarc iscasc
PpPaticnts makc up thc
third lar%est country in
the worlcd and in India,
t h rarc 'S | TN U% A —
community is about the
Sirze o f Thailand™s
ropulation.

It was inm
20 1:6 . that
orgzzanizzed the first
Racefor7 in Bangalore to
create awarcecness and a
collective wvoice for the
rarc discasce commmunity.
Since then, the event has
Zrown in size and stature
and is held in many cities
across India and in sclect

-.Un-.

Foebruary.
O RID>1H

overseas countries. In
2020, Raccfor7 will be
held througcsh l—'ebruarz\;
and March across 2

Indian c 1t i es -—

Ahmedabad. Bengaluru
Chennai. Coimbatore,
INDavanagsocrae., NDecelhhi

Hydcrabad. Indorc.
Jaipur. Kochi,. Kolkata,
NMangaluru umbai,
Mysurxru., N a P ik X,
Puducherry.. une.,
Thiruvananthapuram
Vadodara and Vellore.
Althougzh an costimatcd
70O miillion pPaticnts in

India live with a rarc
discasc. accessible and
affordable treatrment is
still &a long way away.

CIOVIA is delighted
to bcec associatcd for thcoc
fifth consccutive voear as
thhe TTIzaiE: SpoOonsor <«
Raccfor/7 ich is =Y
unigue way of bringing
togcther rarc discasc
paticnts. thcir carcgivcors
and the commmmunity =at
larsc for = CcCOoOmMImon
causc. It s extremcly
rewarding to learm of the

Oositi ve impanct thi=at

accfor”7 has aacd for theoe
rare disease comrmmunit
over the Iast five vears,
saai1d At NMookimm
NManagsins INDirecror,
ITOVIA Southh Asia. Rare
Sscascs 1 s F=Y kcy
T focus for
I VIA who has provided
clinical services for more
rarc discasc
studies Iin 87 countries
worldwide simnce 201 4.

Dr Suresh, INDirector
of Mcdiscan Systcecms
and Manging Trustee of
FCRFV savyvs, ““Fctal carc

-

Roescarch "oundation &
Mediscan have been
working i the ficld of

thhe

for
2 decades over 350

Rarc Discascs
past
children have
providaod Rarc discasc
occurs mmfreqguentlys in
the propulation. which
can bec anything from 1 in
SOO0O0O to 1 in 100000, 1tis
our moral responsibility
to support thesce paticnts
e creatings AWArcCncss
and Jjoin them in
advocacy and help themn
to improve quality of lafco
by Dbringins cexpCoecrts
togzcther undoer oncec roof.
D R S u g at h a
JTagadcesh. CGencticist
zaracd moetabolic disorder
spceccialist Modiscan says,
== 1aaggnosis o =
mcoctabolic disordcoecr 1tsclft
can takcec aa long timc and
by then thec paticnts
would have gonc througsh
immaonsc amount [S% &
suffering. Arriving at o
precise diagnosis nececoeds
expertise and testing is
expensive. A frterx
diagnosis, the ochildren
would need modification
in diect, continmnuous
I O ¥y it o ¥ i Ty gz a nd
expoensive treatments by
amultidisciplinary tcam.

been

L

HELLO VMIADRAS

EVERYDAY'S TRUTH UPDATED DAILY
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Chennai Runs fo Support Rare Disease Patients

Chennai, Mar 3; Racefor7, an initiative championed by the Organization for Rare Diseases
India (ORDI), was organized in Chennai today to raise awareness for the rare disease community.
[Thiru. Johny Tom Varghese, |. A.S., Director for the Welfare of Differently Abled and Dr. S. Suresh,
Founder and Managing Trustee of Fetal Care Research Foundation (FCRF)] flagged-off the run
and joined hundreds of people of Chennai, who participated in the run to show they Care for Rare.
Racefor7, a first of its kind event for rare diseases in the world, symbolically represents 7000 rare
diseases with 7000 people running for 7 kilometers to represent the average number of years it
takes to diagnose a rare disease.

Although an estmated 1 in 20 Indians suffers from a rare disease, lack of awareness and
information has created several challenges for patients and their caregivers, most importantly
delayed diagnosis, affordable and targeted care and treatment and access. Besides members of
the general public, several rare disease patients and their families participated in Racefor7 to draw
attention to the challenges faced by rare disease patients, especially children, and the urgency for
governments and other institutions to recognize their unique needs and create enabling policies and
a more supportive environment for them.

Racefor7 is held in the month of February to commemorate World Rare Disease Day which
falls on the last day of February. The theme for Rare Disease Day 2020 is ‘Reframe Rare for Rare
Disease Day’ with the message that ‘Rare is many, rare is strong and rare is proud!’. The campaign
message reframes perceptions of whatit means to be ‘rare’ so that no one is left behind in achieving
greater equity. Racefor7, that started off as an awareness walk in Bangalore to commemorate World
Rare Disease Day in February 2016, has now grown into a significant campaign that this year will
be held across 20 Indian cities.

Prasanna Shirol, Founder Director, ORDI, and father of a rare disease patient, said, “50%206 of all
rare disease patients are children. This is a fact not many are aware of and supports our urgency of
spreading awareness about rare diseases so that early diagnosis and treatment can increase their
life expectancy and quality of life. Besides lack of access to early intervention and treatment because
of the lack of widespread avwareness about rare diseases, the cost of treatment where available is
often prohibitively expensive. We also need a supportive rare disease policy and institutions like
corporates and schools and colleges to create a more inclusive environment for rare disease patients.”




o0

ORD?

Organization

Dainik Jagaran Kolkota for Rare Diseases India

Race for rare diseases

Racefor7, an initiative championed by the
Organization for Rare Diseases India (ORDI),
was held recently to raise awareness for the
rare disease community. Johny Tom
Varghese, director for the Welfare of
Differently Abled and Dr S Suresh, founder
and managing trustee of Fetal Care Research
Foundation (FCRF) flagged-off the run.
Racefor7, a first-of-its-kind event for rare
diseases in the world, symbolically
represents 7,000 rare diseases with 7000
people running for 7 km to represent the
average number of years it takes to diagnose
arare disease.
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Home » News » Mumbai runs to support rare disease patients

Mumbai runs to support rare disease patients

The-first-of-its-kind event for rare diseases in the world, Racefor7, represented 7,000 rare diseases with 7,000
people running for seven kilometers to represent the average number of years it takes to diagnose a rare

disease

EH News Bureau Mar 2, 2020
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The Indian Express

Organication for Rare Diseasss will raise awareness on 7K-odd disorders | SAPTARSHI MUNERE

‘National policy on rare
diseases is unscientific

RANIANI MADHAVAN SSengaluru
TERMING the draft national

Rare Diseases India (ORDI)
urged the Centre to make a
budgetary allocation of Rs
400-600 crore for the treatment
of such diseases and remove
the Rs iS-lakh cap on the treat-
ment cost.

In its list of 1S5 recomumenda-
tions sent to thhe Ministry of
Health and Family Welfare in
response to the draft policy
which thhe Union government
came out on January 13 inviting
inputs from the public, thhe Ben-
saluru-based not-for-profit

Ppackages, i
Pportduty on essential drags and
medical devices.

““The draft policy does not
speak about the central gov-
ernment covering the treat-
ment cost of rare diseases and
only depends on crowd fund-
ing which is not sustainable
when the treatment runs into
crores each vear per patient.
The earlier draft included a
cost sharing between the state
and the centre in 40:60 ratio
which has been removed from
the new drafi,”™ ORDI co-found-
er and executive director
Prasanna Shirol said.

ORDI urged the ministry to
create a rare diseases fund and
share the cost of treatment
with the state government in
60:40 ratio. There should be
centres for treatunents in every
state and a national treatment
centre, it recommended, add-
ing that state and central tech-

|

nical committees should mee

and take stock of rar

diseases, drug price and
therapies.

It also demanded a clear defi
nition of rare diseases an
called out the policy for its ““un
scientific and biased way o
randomly selecti.ng a few dis
eases to be cove

The organis.a(lon recom
mended putting orphan drus
(intended for treatment of life
threatening rare diseases) un
der price control. There mus
be a healthcare coverage fo.
rare diseases, including recur
ring supportive treatmen
which is highly expensive. i
advised.

“The lack of insurance cov
erage must change... It is un
clear whether patients caJ‘
avail assistance of multipl|
schemes such as Rashtriv:
Arogva Nidhi or Ay\xshma.l‘
Bharat or both. There is no cov
erage for outpatient services, |
it sasd.

The organisation urged t!\a\
the gover nment encourage re |
search and development for dis |
eases which do not have an:
approved therapies. |

“The policy must includ
pre-natal screening of higl\
risk pregnancies and new bor |

nings which can identif
rare diseases in the first fes
days of baby's life and result i1 |
life-saving changes,.™ the sul
mission explamed, also urging
the government to creat
awareness among clinicians
sup portive care personnel amg.,

EXPRESS NEWS SERVICE
@8engaluny

ABOUT 150 children suffering
from rare diseases took part in
Racefor7, a multi-city run, to
raise awareness on rare diseas-
es, About 4,500-0dd people took
part in the run, which was
flagged off by MP Tejasvi Surya,
medical education minister
Sudhakar and actor Shwetha
Prasad.

Conducted by the Organiza-
tion for Rare Diseases India
(ORDI)and sponsored by IQVIA,

and available to pat jents.

Disease Day' wlththemess_asethaf

the run began from St‘ seph's
Indian High School, near U

rare s proud,In Karnataka, the run will It
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for Rare Diseases India




ORD? ;

ORD?

Rm
FO

Organization

Ee Naadu Hosa Digantha for Rare Diseases India
PR WONPH SO0 NP I GIR OFD. T TV Y YRT T T
6,3 — &zaq,amﬂ Seah FTh 7.
@ aasm e) 23 m J m doneats $19: RUBHYT ¥TCRTIE T Inoney oo,
e X0 (WETRR)  and 5@»)"‘@0‘ 7 Q0 STEATE RS | ¢
dondnd (&é ot S8 | cvpomond ® ofoby. uTd vTIRTE OF 20T FeeARoNT, WY | ¢
4;00), bs&»d: c‘ 16y Sod e | moDS aow FWOT RoTHFBY ciraer\ gorty &pReH OF SwoRCndI, B | ¢
oS Pod ol g | DR oo DEVOWTTOR BowOTN IRFT  VTANTE  BeRSoH  Hewy | ¢
- w;‘“ 9 Do s i Ay | DO WGZORE F0Y EA00T. b G000 $ICAIT RS OFER
. o . onde SR SRR T 20w wHSRTmRA DOBRODID | ¢
Pwodto e o

évuw C"f...«f J&

Yol gy, SO0 £28 frro ol

W Inong L / Ien sodeesRE

7 3Spe ewo d@dda@\ 7000
3% b Tne IAR ewd IWA

SOIRETRMET. &LtmoN RTZT 20

[\ A Y

QOBILANG. "YTCRT B, YTCRT

odaa‘n TRART aiwe =] w
8e mo‘ 7 wodd' aod: L0

"“:.’*oo t-\)r«b 30 e!'-n‘o L o :

‘ 05 . ¢ gk o B Aot o f; wr® DRI, STt ST RomeID, VTUATIT RS o]
o) ot Gel( Doy v ¢ Ty, 1"

2oodt @b ok Sod dfe uhcir Sl @lolnd *5’ - ‘1"" ‘C““&“‘ ] B %003 vFINcIen ¥ deTmN 30BRT TRR, ddRey, ©8REY STT

2T,

A A

>0 fx»&,é* o0 ohfi | ool RUIRY wHteNd RS AQE, vItes FR aow Boduw, |
5.1 4 me Tt M0od my | ROD AP MAGHT YRS WORMHIT.  GHUAT 0N ¢
et 00 o; baokd o mmxmmsd JexgRe’ 7 m&raud.ra BRomYoheRTET), Jeg 2
. 1 o 20T 700 ©TARTS RSN, 3ERIE, ¢
C~"C~ 86». oW NOg CEAING - ) 1 ) t i
. _ 0 T, HIR0METN. RIRIIY & T BTCRTT BWLHY ROD TOFP)
wilo gl aodmb. 6 8 | of sod seohey 7 SAFMG ek, mRe FTRORIR, socs,woa ¢
Airols D afcho  Dasol | beeN @ ®0BH Mg EwARe feod Xwrdsy 20208 3033 e | ¢

e Cru G




ORD

Organization
Prajavani - Bangalore for Rare Diseases India

OJURSE 52008 213 B

Donvacs, g.19-

sa ol o b ol g .

Peoanw TOOE 208
d.‘vq ———— Y P |
VIN sV Wew Wil o

r‘l.—dd-dd
it B et
diw ettt ol
wvn 6.308 InTT X o
" 3 Y
i maded oo yadd o el e
A AANS WAL TR WY e
v 3 ~
dnd msady o anty s "o
N I T T T TRV
i - .—-cd-h—.a'V.J..-q
v

WL W e e e T

" - LY e e d (et
‘:40.\-’ —Mlé—u L Y AN

R R e el vt Tt rards Tt
Al W DT W

- v
pasiads  spn ok B s e sdady
VUG, WO Gvgsny

v -
0 el msdy by s o sy
Wl iYAaly, Vilwvwerwiw

uy . acDouIs oy,
"y s - pd E J
o OXd, oG,  wid mite $AE o, o0 TAY fedondy  daehod ¥od Tx ddae
v -~ v - .
wosnee, HIO, aY, g ol Lemh  motadd tRrdd L2d  IRTMO, ol Anrd
v 24 - o ™ L] £
fate®, Dawach, Ao,  SodT SRV TROT  Bedided doth 20200 FRTF Tod 1o 2l
v Ll
AW, WA W0,  ivrtend mbdemic daehivid 202) CathvlV - e Ui S ot 7
v 2 4 bl
o, DT, LN EET) srio i  udd ARhauo Aohd  wedd @ RoDFISOT
. “
TS0 s JUAOTY  mAdRatndm YT oZady 208 10y A ImoEY ok LU,
v - 13 -
wolanioidd otk nooribuclantiond uf INGdEmA e B o wrl
n v
RON0Y womts T4AN wgbod B Kok od mabriddmAddacd Inarond. eod
4 , 008,
skbuztazoncding sty mabFYSITY  deackh om R, Yy wmnd
“ .~ B K
LVRE, QUM RUIRE MERD UTUAT R uTTATE RS SO RGN SoTith

-’ 1\



Organizatipn .
Hosa Digantha — Bangalore Sandesh City - Ahmedabad for Rare Diseases India

-

e Lot BIRAEREE A0 UA M2ila dlaal vicivdl
PN,S TONFFRO | dllal SIFU2(2a g BHRIY6l SA2
e D S oo CHAETEEE

- | 7008e30b sTdATT

' 0L S0iRAS. berol RE0
BB 213 LB

DBRDDVD B 0 DT, T

= d@pﬁ,&dcm

%

SRR 2dt 0L AR w2 Any uRBar-w WL A5 A sal wA o Bkl dls g wusiusul ua
AU w35 NA A arqu W2 TSI 212 32 By QR 20 A3k WansS. WAR-AL Bieua 247 se-lRzsa-u
SFsa gt i-ell Al SR 2+ sl © Aol 2wdl  Heuad sREA AS vuwRa A et sl adua
ol ufAsiers Ad 3usly o gt 9,000 AR Aol WA wd f @dll 224 B A Guid, Guasy &l cul MzieuaHd
uen 8 2 uell WA ad sdaud. AN TS SR R BA» R Al dl cudl yast ddl 14 xaa w3na cudla
Gt Sl AR @S AWl S W2 eiRadi 20 AdAH el udladl s dlu 8. Al A i3 0AR @ As dlsd
wdai 3 Aol 8. 2u 23S 9,000 ¢Sl A B2 Ul Blad vid s2uHi »uaj ed.

(3 o
................ & 4 44 =B T Y O A @ TN TN AT Y 0




ORD?T

Sakaal Times - pune

Sakal Times

Rare marathon to be
held in city tomorrow

B ST CORRESPONDENT
reporters@sakaaltimes.com

PUNE: A rare marathon will
be held in the city on Sunday
where children, adults, fam-
ilies and friends of patients
suffering from rare diseases
will participate. The ‘Race for
7" will be held on February 16
at The Queen Mary Technical
Institute for Differently Abled
Soldiers at Range Hills.

Such races are organised
across India to spread aware-
ness about the issue of rare
diseases by Organization for
Rare Disease India, a Ben-
galuru-based NGO, in line
with World Rare Diseases Day
celebrated on February 29.

The aim is to raise aware-
ness about rare diseases, to
bring together a wide range of
stakeholders, to raise aware-

ness and to sensitise the so-
ciety about rare diseases. The
race also focuses on to em-
power patients and their fam-
ilies with access to resources
for continued treatment and
to fuel advocacy efforts at
state and national level in de-
vising the right policies in the
interest of patients.

Nivedita, a rare dis-
ease patient suffering from
Duchenne Muscular Dystro-
phy (DMD), is also a part of
this initiative. DMD is a se-
vere type of muscular dys-
trophy and the symptom of
muscle weakness usually
begins around the early age.

“I urge patients and fam-
ilies to come and attend the
race as it is a platform for all
stakeholders to know each
other and help each other,”
said Nivedita.

STPUNE, Main
15/02/2020 Page No. 5

CITY FIRST

non-competitive run
was organized by the
Organization for Rare

Diseases India (ORDI)
as part of its ‘Racefor?’ initia-
tive in Ahmedabad on Sunday.
Hundreds of runners partici-
pated in this run, that ended at
Decathlon, Applewoods.

The event was aimed at cre-
ating awareness about the
challenges faced by rare dis-
ease patients and their fami-
lies. The initiative ‘Racefor7’
represents 7,000 rare diseases
with 7,000 people running or
walking seven Kkilometres.
Started in February, it has
covered 20 cities in the coun-
try - Ahmedabad, Bengaluru,
Chennai, Coimbatore, Da-
vanagere, Delhi, Hyderabad,
Indore, Jaipur, Kochi, Kolka-
ta, Mangaluru, Mumbai, Mys-
uru, Nagpur, Puducherry,
Pune, Thiruvananthapuram,
Vadodara and Vellore.

e

First India - Ahmedabad

FOR THE GIFT OF LIFE
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L5 rTaauga, plrugraliane oL
ganiser said that after a gap of
eight years, the bird count is
being held in Mysuru and the
gathered information will be
helpful to keep a track of the
bird species.

“Birds are indicators of our
environment. If we have a good
environment, nature, water
bodies, the numbers of birds
will beon therise. The sad part

AL e e

S Shylajesh, an avid bird
watcher and member of
Mysore Nature, who was part
of the bird count said: “I was
very disappointed about the
death of Northern Shoveler
birds reported at Lingambudhi
Lake in November 2019. Today,
I felt extremely happy spotting
more than 600 Northern Shov-
eler birds in the lake. By main-

Run to raise awareness
about rare diseases

EXPRESS NEWS SERVICE @Mysuru

‘RACE FOR 7', a multicity run/
walk to raise awareness for rare
disease patients in India has
been organised by Organisation
for Rare Diseases India (ORDI),
a not-for-profit organisation
committed to addressing the
challenges of rare disease pa-
tients and their families.

The second edition of the
‘Race for 7' will be held on
March 8 from Balarama gate
with 1,000 people running or
walking 7 kilometre. The run
will symbolically represent
7,000 rare diseases and an aver-
ageof 7 years thattakes todiag-
nose a rare disease.

Addressing media persons
here on Friday, Prasanna Shi-

rol, co-founder and executive
director, ORDI said through
‘Race for 7°, they aim to spread
awareness about challenges
faced by rare disease patients in
India and the urgent need of
providing resources and care to
treat them.

“One in every 20 Indians suf-
fer from a rare disease which is
serious and life-threatening.
There are 7,000 identified rare
diseases with an estimated sev-
en crore people in India affected
with one or the other disease.
Most of the rare disease patients
are children. Thus, through the
run we are creating awareness
among people and are extending
support to affected people,” add-
ed Prasanna, father of a rare
disease patient.
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https://indiannewz.wordpress.com/2020/02/23/bangalore-runs-to-support-rare-disease-patients/

https://www.healthissuesindia.com/2020/02/26/rare-disease-children-race-for-awareness/

https://indiannewz.wordpress.com/2020/02/23/bangalore-runs-to-support-rare-disease-patients/

https://www.etvbharat.com/kannada/karnataka/state/bangaluru-urban/mp-tejaswi-surya-inaugurate-race-force-7-in-bangalore/ka20200223124030744

https://www.etvbharat.com/kannada/karnataka/state/bangaluru-urban/mp-tejaswi-surya-inauqurate-race-force-7-in-
bangalore/ka20200223124030744

https://www.biospectrumindia.com/news/79/15830/ordi-organises-racefor7-to-raise-advocacy-for-rare-diseases.html

https://www.etvbharat.com/kannada/karnataka/state/bangaluru-urban/mp-tejaswi-surya-inauqurate-race-force-7-in-
bangalore/ka20200223124030744

https://www.biovoicenews.com/ordi-to-hold-racefor7-to-raise-awareness-advocacy-for-rare-diseases/



https://indiannewz.wordpress.com/2020/02/23/bangalore-runs-to-support-rare-disease-patients/
https://www.healthissuesindia.com/2020/02/26/rare-disease-children-race-for-awareness/
https://indiannewz.wordpress.com/2020/02/23/bangalore-runs-to-support-rare-disease-patients/
https://www.etvbharat.com/kannada/karnataka/state/bangaluru-urban/mp-tejaswi-surya-inaugurate-race-force-7-in-bangalore/ka20200223124030744
https://www.biospectrumindia.com/news/79/15830/ordi-organises-racefor7-to-raise-advocacy-for-rare-diseases.html
https://www.etvbharat.com/kannada/karnataka/state/bangaluru-urban/mp-tejaswi-surya-inaugurate-race-force-7-in-bangalore/ka20200223124030744
https://www.biovoicenews.com/ordi-to-hold-racefor7-to-raise-awareness-advocacy-for-rare-diseases/
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