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ACHIEVERS AMONGST OUR WARRIORS

Tanvi Vij, Class XII, 2014 Mudita Jagota, class XII, 2016 Anushka Panda, Class X, 2018

CBSE NATIONAL TOPPERS FROM SMA COMMUNITY



STAKEHOLDER MEETING BY MINISTRY 
OF HEALTH & FAMILY WELFARE

MEETING WITH DIRECTOR GENERAL 
CONTROLLER OF INDIA

Mrs. Archana Panda and Mrs. Alka Vij par�cipated in 
Stakeholders mee�ng called by Mrs. Pree� Sudan, 
Health Secretary, Ministry of Health & Family Welfare 
in Feb 2019. Cure SMA Founda�on of India gave all 
inputs to make Rare Disease Policy sustainable & effec�ve.

Mee�ng with Director General Controller of India held
on 5th Aug ‘19 in Delhi to get the SMA drug to India
a�ended by Alpana Sharma, Shashee B Vij, Deep�
Jagota and Alka Vij of Cure SMA Founda�on of India.

MEETINGS WITH GOVERNMENT & OTHER STAKEHOLDERS 

ROUNDTABLE DISCUSSION ON RARE DISEASE POLICY





Mr. Shashee B Vij, from Cure SMA 
Founda�on of India Par�cipated in 

SUMMIT 2019 organized by NOVARTIS in 
Jan 2019 

Mrs. Archana Panda, from Cure 
SMA Founda�on of India 

Par�cipated in SUMMIT 2019 
organized by NOVARTIS in Jan 2019 

PARTICIPTION IN SEMINARS, CONFERENCES

Mr. Shashee B Vij, 
from Cure SMA Founda�on 
of India Par�cipated in PAG 

Leaders Meet 2019 organized by 
ORDI & Global Genes in April 2019 

Mr. Shashee B Vij & 
Niharika Vij from 

Cure SMA Founda�on of India 
Par�cipated in Conference 

organized by IAPG in March 2019 

Archana Panda met Mrs. Sarita 
Chandra and Tamsi Nayak, 

FICCI, New Delhi.

Mrs. Archana Panda from CureSMA Founda�on of India 
par�cipated as panelist in Interna�onal conference 
on Rare n Undiagnosed diseases organised by Sir 

Gangaram Hospital n ORDI in April 2019 

Mrs. Alka Vij par�cipated in Stakeholders 
mee�ng organised by Na�onal Pharmaceu�cal 

Pricing Authority in Delhi, in March 2019.

Mrs. Archana Panda was invited as speaker 
to represent Rare Disease community in 
an event organised by MSF Founda�on, 

in April 2019.

Team Hyderabad par�cipated in 
BioAsia 2019.

Mrs. Archana Panda met Dr. 
Soumya Swaminathan in 

Conference about access to 
medicines.

Mrs. Archana Panda, Mrs. Moumita 
Ghosh met Mr. Arjit Pa� & his team from 

Cognizant Founda�on in 
Peerless Hospital

Kolkata along with Dr. Papiya Khawash

Cure SMA India Demands Treatment Through Court-Legal Affairs
Mee�ng a�ended by Mr. Shashee.B. Vij (Director-Legal Affairs) and 
Ms. Alka Vij with India's Addi�onal Solicitor General Maninder Acharya, 
Counsel for Delhi govt, Counsel for the Central govt., officials of the Health 
Ministry, amicus curiae of our PIL in the courts on the direc�ons of Delhi High 
Court to ponder over and discuss vigorously the points to be men�oned in the 
newly formed Na�onal Rare Disease Policy so the real stakeholders have an 
inclusive Policy. The court had directed CureSmaIndia (Shashee B Vij) to 
represent themselves as the real stakeholders in the race for a cure for Rare 
D i s e a s e s  i n  t h i s  h i g h  l e v e l  m e e � n g .  T h e  m e e t  w a s  v e r y 
frui�ul and Curesmaindia was the ONLY stakeholder invited at this 
crucial mee�ng.  I gave 29 points to the commi�ee as important to the 
cause of our children plus we also gave real life examples to elucidate 
our points. The commi�ee heard us for more than 1 hr 20 min on each 
point i had put forward. The ASG directed the Joint Secretary Health to 
incorporate as many points possible in the Na�onal Rare Disease Policy.  
The counsel for the Centre and Delhi state were very pa�ent and heard 
us and wrote points of our conten�on. The mee�ng lasted 2 hr 15 min. It 
was assured to our NGO Curesmaindia that the best shall  be 
incorporated. The 29 points circulated were inpu�ed by all our 
Trustees.



A�er months of rigorously pursuing to the 
Municipal authori�es and local administra�on, 
Karan’s demand has finally been accepted. Now 3 
public toilets have been made completely disable 
friendly and many more are on the way 
to becoming accessible for people like him whom 
he refers to as “Differently-normal”.

SOME GLIMPSES FROM KERALA MEET SOME GLIMPSES FROM HYDERABAD MEET

WORK ON ACCESSIBILITY BY KARAN SHAH



CURESMA FOUNDATION OF INDIA AT ROCHE HUB
It gives immense pleasure to share that Mrs. Alpana Sharma, Co-Founder, Director Pa�ent Advocacy,  CureSMA Founda�on of 
India was invited as Guest Speaker by Roche India in sept 2018 to speak about Pa�ent Empowerment. She shared about incep�on 
and journey of CureSMA India, stories of stellar performance of SMA children and how the disease is spreading like poison in their 
bodies. She also spoke about self advocacy in rare diseases as it affects miniscule popula�on. As a pa�ent advocacy 
representa�ve, she also shared about the day today challenges in the lives of SMA pa�ents, about the frustra�on that there is 
promising treatment out there but it is unavailable for our children. 
With consecu�ve workshops between Roche India and CureSMA India in Aug 2019 and Oct 2019, Roche team has assured us that 
together we will work for accessibility and affordability of Risdiplam, when it is launched in market a�er US FDA approval, which 
is expected by May 2020. There is no point if clinical solu�ons are available but not affordable. In fact, the Managing Director, Lara 
Bazerra, said that none of the pharma companies develop a drug for certain set of countries, that too in cases of rare diseases. 
They want the drug to be available for all pa�ents irrespec�ve of countries they are living in. Roche has shown excep�onal 
commitment for the SMA community of India. With the launch of Compassionate Use Program for the SMA Type1 Pa�ents in 
India and consecu�vely for SMA Type2 and Type3 , we are hopeful for a be�er future for Pa�ents and parents of CureSMA India. 

We are Thankful to the Roche Team in India and Global for their commitment to help us in crea�ng an holis�c ecosystem for ALL  
SMA Pa�ent in India. 

MEETING WITH WORLD - RENOWNED NEUROMUSCULAR SPECIALIST DR. ENRICO BERTINI

Dr. K.P.Vinayan, Paediatric Neurologist at AIMS Kochi arranged a mee�ng for Cure SMA India with world-
renowned Paediatric neurologist and SMA expert Dr. Enrico Ber�ni,  during KAN Monsoon Summit 2019 
on 14th July held at Kochi, Kerala. Dr. Ber�ni who has consolidated worldwide known exper�se in 
neuromuscular disorders, is in the advisory board of SMA Research in UK, Italy and many other 
countries.Dr Razeena, Tintu.K. John and Solomon Raphel from Kerala represented Cure SMA India in the 
mee�ng. Dr. Enrico was kind to hear about our mission, vision, objec�ves and ac�vi�es and the issues in 
accessibility & affordability of SMA treatment in India.   Dr. Enrico shared his vast experience in the 
management of SMA pa�ents with special emphasis for us on how to guide and empower a pa�ent group 
affected with SMA. He advised on the importance of lobbying with the govt.and Pharma, importance of 
se�ng na�onal and interna�onal collabora�ons, and raising funds for SMA care and research.It was 
wonderful to hear from him the treatment experience of bringing back children who otherwise would 
have le� this world through his hands with Spinraza. It imparted an extra power and confidence to fight 
SMA and move forward with a smile.



PARTICIPATION AT RACE FOR 7 ZONE WISE

INTERNATIONAL CHILD NEUROLOGY CONFERENCE

Race for 7 is an awareness run organized by Organiza�on For Rare Disease India (ORDI) — a team commi�ed 
to address the challenges of rare disease pa�ents and their families in India.
It's purpose was to raise awareness about rare diseases, to empower pa�ents and their families with access 
to na�onal and interna�onal resources.

Curesma Founda�on of India par�cipated in the "Interna�onal Child Neurology Conference" . It is one of its kind of 
exclusive conference on Child Neurology. It is being a�ended by doctors/ paramedical professionals with interest in child 
neurology from India/Asia and indeed from across the world.
As The parents support group teams we were able to generate awareness about our presence, our ac�vi�es and 
generally connect with professionals in child neurology.
Specialist Doctors, Researchers and Scien�sts flew in from all over the world. We made a strong representa�on about 
our children and their need for SMA therapies. Infact there were doctors who have helped in development and clinical 
trials of spinraza were there and they were quite empathe�c to our cause and promised to help us.
There was posi�ve response from some of the doctors who are using spinraza . They were thoroughly impressed to know 
that we have started such parent led community in India, in fact they gladly agreed to contribute to our cause, 
encouraging us with examples of curesma USA, curesma Canada , Curesma Australia and TreatSMA UK. Made few other 
very important contacts. Hopefully these will be quite useful in our efforts of bringing SMA Therapies in India

CureSMA India Launched its website
www.curesmaindia.org

pa�ent registry has been ini�ated 
through website portal

PATIENT REGISTRY 



GLIMPSES FROM 1�� NATIONAL CONFERENCE ON SPINAL MUSCULAR 
ATROPHY (SMA)



SIPHAP ASSESSMENT PROGRAM

CureSMA Founda�on of India is pleased to inform that "Direct Relief", a 
US based NGO has ini�ated SPINRAZA "Individual Pa�ent Humanitarian 
Access Program" (SIPHAP) in co-ordina�on with CureSMA Founda�on of 
India for pa�ents with SMA (Type 1,2,3) to make the drug available for 
Indian pa�ents.
This program will be available for limited number of eligible pa�ents with 
SMA (Type1,2,3). The last date was 30th July, 2019. The applica�ons had 
to go through one of the four centers allocated for this as below:

1. All India Ins�tute of medical Science, New Delhi
2. Sanjay Gandhi Postgraduate Ins�tute of Medical Sciences, Lucknow
3. KEM Hospital, Mumbai
4. Bap�st Hospital, Bangalore.

This was a pilot program and an Independent Global Medical Expert Commi�ee (MEC) of SMA specialists will decide the 
limited number of pa�ents (25-30) depending upon the exclusion and inclusion criteria. CureSMA Founda�on of India is 
hoping for the success of this program which will result in more of such programs in the coming course of �me and many 
more SMA pa�ents are expected to get the life saving medicine and get a chance to live a healthy life.

We can only ensure that each and every pa�ent registered with us gets the fair chance of applying for spinraza based on 
criteria decided by Direct Relief and the team of Doctors in four centers.
Disclaimer: CureSMA Founda�on of India or any doctor cannot influence the decision of Independent Global Medical 
Expert Commi�ee (MEC) of SMA specialists

As on 30th July 2019, Assessment n Evalua�on of all SMA pa�ents in India has been completed by team of Doctors in all 
the fours approved hospitals. Final, review and evalua�on and selec�on by Independent Global Medical Expert 
Commi�ee (MEC) of SMA specialists is underway. Program Started in Sept /Oct 2019. Direct relief has now 
Ini�ated spinraza for all pa�ents below 6 months age.

*WHEN PRAYERS AND EFFORTS COME TOGETHER, HUMANS CAN FIGHT AND WIN AGAINST ALL ODDS* 

Mrs. Archana Panda met Direct Relief Vice President Mr. Bhupi Singh, 
Dr. Himanshu Chauhan, From DGHS, MOHFW & Dr. Madhulika Kabra, AIIMS

 for the launch of SIPHA Program in India on 11th March 2019



SMA AWARENESS MONTH : AUGUST 2019









10 to 20





OUR ANGELS



MOTHER’S DIARY

ME without YOU
It’s been a month since you le� us and yet your smell remains. As 
I look for your smell on your pillow that s�ll sleeps beside me, a 
�ny bulb reminds me, you’re s�ll here. This bulb had come into 
our nights to wipe away your fear, the only change it has 
undergone is that fear is now ours. As I long for the li�le cries you 
made through the night asking me to help you turn, I soothe 
myself with the teddy you’d smile at as it s�ll has your 
warmth.My mornings miss your exercises, your poems s�ll fill 
my ears. Your best friend mickey s�ll awaits you but you’re not 
here. As I switch on the television, your favourite cartoon s�ll 
flashes right there. But now instead of a smile it brings me a tear. 
My mind is le� wondering, what brought you a smile every �me 
you watched his face as that was all you could do. As I try to see 
the world though your eyes, I can s�ll see you si�ng on your seat 
and watching me as I moved to and fro wai�ng for me to hold 
you. How �mes have changed as I’m the one who’s wai�ng 
now.As I do the dishes, the sound of water s�ll warns me of 
blocking your voice. The pressure cooker whistle that used to 
make you cry s�ll scares the hell out of me. My fingers long to 
brush your hair, my lips long to kiss your feet. The dreams in 
which you crawled, you sat, you walked, you ran have suddenly 
vanished. May be because they’ve taken the face of reality in 
God’s sweet arms. I wish you’re doing all of it there, all that you 
couldn’t do here.There’s no one to smile while I’m humming 
your favourite poems, no one to sing along, no li�le fingers to 
bite on while s�ll ge�ng smiled at, no one to pull my hair as I 
bow in prosta�on, no one to smile as I unbow.Our home without 
you is reduced to a mere set of walls. Never thought that one day 
I’d put away every cloth you wore, put away every toy you loved 
watching, put away everything that’s supposed to be your 
memory and yet every corner will s�ll scream of your presence. 
The silence is piercing right through my heart and tearing it 
apart. The void you’ve le� is hard to fill. Never thought that the 
life that I’d once created would one day end up defining 
me.Some�mes I wonder if you were just a dream, the most 
beau�ful one I’ve ever seen. 
~Tahira

I am wearing a pair of shoes. 
They aren't pre�y shoes… uncomfortable shoes. Each day I wear 
them. Each day I wish they'd feel more comfortable. Some days 
my shoes hurt so badly that I do not think I can take another 
step. Yet, I con�nue to wear them and con�nue my journey....I 
get funny looks wearing these shoes. I can tell in others eyes that 
they are glad these are my shoes and not theirs. They never talk 
about my shoes.... To learn how painful my shoes are might 
make them uncomfortable. To truly understand these shoes one 
must walk in them. But, once you put them on, you can never 
take them off....I now realize that I am not the only one who 
wears these shoes. There are many pairs in this world. Some 
women ache daily as they try and walk in them. Some have 
learned how to walk in them so they don't hurt quite as much. 
Some have worn the shoes so long that days will go by before 
they think about how much they hurt. No Mom deserves to 
wear these shoes. Yet, because of these shoes I am a stronger 
woman. These shoes have given me the strength to face 
anything. They have made me who I am. I am a Mom who has a 
child(ren) with special needs. I will forever walk in these shoes. ~ 
Unknown

MEDIA COVERAGE

CureSMAIndia members designed 
and made a small memento, a Mug 
with CureSMAIndia logo on it, to be 
given away to al l  suppor�ve 
stakeholders such as Doctors, Govt, 
other NGOs and civi l  society 
organisa�ons. This was given to all 
the suppor�ve and par�cipa�ng 
Doctors in mul�disciplinary SMA 
clinics in Sir Gangaram Hospital, BLK 
hospital and PGI Chandigarh, during 
2019.

TWITTER  
CAMPAIGN



SMA PROTOCOL : MULTIDISCIPLINARY STANDARD OF CARE 

MULTI DISCIPLINARY SMA CLINICS 

SMA PROTOCOL : HEALTH, NUTRITION & SUPPLEMENTS



Mr. Shashee B Vij



Regional Office (West)
Alpana Sharma. C-1001, Plot Number 260, Elite Enclave, Sector-10, Kharghar

Regional Office (East)
Moumita Ghosh. Flat 1C Anilalaya Apartment 7 Dinesh Pally, Bansdroni, Kolkata 700070

Regional Office (South)
Dr. Razeena.KThambreri (House)Neduva (P.O)ParappanangadiMalappuramKerala - 676303

Legal affairs office : 
Shashi Bhushan. Vij, 14A/70 Ground Floor W.E.A, Behind Hotal Saar, Karol Bagh, Central Delhi,

Regd. Office : 
Archana Panda. 501/D-23, Ireo Victory Valley, Sector -67, Gurgaon-122101 Haryana, India  

BANK : HDFC

CURE SMA FOUNDATION OF INDIA

Branch : Sector 53, 

Golf Course Road, Gurgaon

Micr 9 Digit Code : 110240093

Account No.: 50200035337270

BRANCH IFSC CODE: HDFC0000572

Satish

Dr.
09581766295Srilakshmi Nalam (Hyderabad) :

          @curesmaindia          curesmaindia@gmail.com, info@curesmaindia.org

www.curesmaindia.org

         curesmaindia

curesmaindia curesmaindia

scan me
CURE SMA FOUNDATION OF INDIA

To Pay CURE SMA FO...
Open Paytm App for

Wallet Card UPI



501/D23, IREO VICTORY VALLEY, SECTOR -67, GURGAON-122101, HARYANA, INDIA   

          @curesmaindia          curesmaindia

info@curesmaindia.org, curesmaindia@gmail.com         

www.curesmaindia.org curesmaindia

curesmaindia
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