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- S Spinal Muscular Artophy (SMA) is an inherited disease where there
Cure SMA Foundation of India is a parent led community, pinal Muscular Artophy (SMA) is an ir ted diseast ere there is

ogressive loss of motor nerve cells in the brainstem and spinal card tha
initiated in January 2014 by a small group of parents of progressive | of motornerve cells in the brainstem and spinal card that

. . )l essentiz > activity such as walking, sitting g and
children suffering Spinal Muscular Atrophy, a rare control sential muscle activity such as walking, sitting, breathing anc

even swallowing. It is the number one genetic cause of death for infants

degenerative, life threatening, crippling neuromuscular

disease. Parents of SMA warriors and adult SMA patients SMA is caused by amutationin the survival motor neuron gene 1(SMN1)

re is an estimated 3 to 4 lakhs affected children in India, although this
came together to collectively raise awareness about the There is an estimated 3 to 4 lakhs affected children in India, although this

disease, building infrastructure for better management of the may be an under prediction asitis from an extrapolation of western data
disease and advocate for broader access to available

approved treatment and clinical trials. In 2018 , the

community evolved & grew and thus was registered and

incorporated

Cure SMA Foundation of India is a registered public charitable

trust with PAN India representation. Since the humble

beginning of 10 families, we have grown to represent SMA

families and individuals across the country. Each year we

support SMA families through our newly diagnosed care and

counseling, resource pool, SMA camp and supportive services

patient advocacy and many other direct family support
services. We are extensively working to empower SMA
patients and enabling them to access existing services and
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parents and SMA warriors as well as from some of the
specialized Doctors we are continuously developing SMA
protocols for the management of the disease & its prognosis
with an aim to extend lives of our super Smart SMA Warriors
We understand that SMA disease does not give us luxury of
time and therefore we are augmenting our efforts
ongoing basis to bring the lifesaving SMA treatments/therapy
& clinical trials to India as well as advocate for indigenous
research & development for biologics and biosimilar to make
allthis accessible, affordable & barrier free.

At Cure SMA Foundation of India, every decision, every

priority, every actionis driven l‘\’(?lH vision and mission

e dream of a SMA free world and a barrier free u

healthcare for all

bringing treatment and cure for
healthcare accessible, inclusive
create
awareness about SMA and
screening so that we see a world without
Diseases. We are committed to collaborate
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OUR VALUES

Our commitment to a

treatment and cure is

not just about seeking
solutions -it's also about
creating them

BALANCE

As relentlessly we pursue a treatment and cure, we are also strategic.
We know the fastest way to future without SMA is to take a
comprehensive, unbiased approach to research and maintain a

balance of optimism and realism.

COLLABORATION

Our community is everything to us. We would not have made
it this far in our fight without the invaluable contributions of
our researchers, doctors and families. Together we are and
always will be stronger than SMA.

RESPECT

No one can conceive of a greater loss than the loss of one's self-
respect. At Cure SMA Foundation of India we firmly believe in
Right to live a dignified life by the individual patients and families.
The society needs to accept and Respect the dignified way of life
each SMA Individual chooses to live.

Thereis no right way to live with a disease like SMA. Every person
experience is different ,and it's every family's right to decide
what SMA means to them.

COMPASSION

Thanks to Cure SMA Foundation of India, no person is ever alone
in battle against this gruesome disease .We offer unconditional
support to people affected with SMA and communicate openly
and honestly,giving them clear and accurate information.

DETERMINATION

Our work is not done until we have a treatment and cure ,and
we will remain strong in our fight no matter what challenges
come our way.

HOPE OF INDIAN SMA COMMUNITY

Cure SMA FOUNDATION OF INDIA is hope for SMA individual and
their family. Community is helping patient and family to get over
post diagnosis emotional crisis and guiding through the course of
the disease. Handling emotional crisis saves parents going into
depression and losing previous time. The very feeling that there
are many others in the same boat helps them to overcome the
denial mode and accept the facts. They get to know about the
best practices, SMA protocols and management. The sooner
newly diagnosed child is put on the SMA protocols and
management the betteritis to try & extend life.

At CureSMA Foundation of India, we are constantly working for
the availability, accessibility and affordability of the already
approved treatment. We keep our hopes very high and stay fully
motivated to fight with this draconian disease.

OUR MAIN OBJECTIVES

e To get approved treatment available , accessible and
affordable.

e To promote clinical trial of proposed drug in India.

e To advocate for indigenous research and development
for biologics & biosimilars of SMA drugs.

e To promote and educate government over necessity
of medical insurance coverage for SMA and other
genetic diseases.

e Spreading awareness about SMA ,its diagnosis,
genetic counseling ,prenatal test , management and
treatment.

e To create support/advisory group clinicians,
therapists, orthotists, vendors of maobility and
assistive devices in all parts of country to support
SMA sufferers.

e To establish SMA care centers in different parts of the
country.

e Supporting SMA warriors (financially or non
financially ) for medical needs, educational needs,
mobility and assistive needs.

e Campaigning for accessibility and inclusivity in
educational institutions and social life.

ACTIVITY

e Development & Evolvement of SMA protocols.

e Comprehensive health checkups for SMA warriors.

e  Orthotics camps

e  Physiotherapy sessions arrangements for patients
with poor socioeconomic back ground.

e Liasoning with government departments, civil society
groups, medical fraternity, pharma fraternity to make
aware of urgent need of available treatment.

e Collaborating with other rare disease patient
advocacy groups to work on common goals.

e Awareness campaigns/sessions for various
stakeholders.

e Direct financial support for scoliosis surgery

e Representing our community and its needs to various
relevant meets and conferences.

Provide support in educational sector, on need basis.




ACHIEVERS AMONGST OUR WARRIORS

They are toppers in differently abled category, Software Engineers, Animal Behaviorist, Writers & many more talented
children who could achieve even though they are suffering from this draconian disease. This did not stop them from
achieving what they have achieved.
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Tanvi Vij, Class XllI, 2014 Mudita Jagota, class XIl, 2016 Anushka Panda, Class X, 2018




MEETINGS WITH GOVERNMENT & OTHER STAKEHOLDERS

STAKEHOLDER MEETING BY MINISTRY MEETING WITH DIRECTOR GENERAL
OF HEALTH & FAMILY WELFARE CONTROLLER OF INDIA
Mrs. Archana Panda and Mrs. Alka Vij participated in Meeting with Director General Controller of India held
Stakeholders meeting called by Mrs. Preeti Sudan, on 5th Aug ‘19 in Delhi to get the SMA drug to India
Health Secretary, Ministry of Health & Family Welfare attended by Alpana Sharma, Shashee B Vij, Deepti
in Feb 2019. Cure SMA Foundation of India gave all Jagota and Alka Vij of Cure SMA Foundation of India.

inputs to make Rare Disease Policy sustainable & effective.
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ROUNDTABLE DISCUSSION ON RARE DISEASE POLICY

The Roundtable meeting was organised by Health Issue India. They invited discussion about National Rare Disease
Policy to take views from various stakeholders. Archana Panda received invitation on behalf of CureSMAIndia.

Points shared from Cure SMA side are:

To incorporate a sustainable economic funding model within the policy so that in future govt should not say they
don't have funds. This was the main reason for the earlier policy to fail which is now in abeyance. To incorporate
controlsto ensureimplementation does not fail at any step.

To establish Rare Disease Excellence centres with multi disciplinary
specialists so that supportive care can be given under one roof. To
establish protocols for all Rare Diseases and if required, seek
International expertise. SMA is life threatening, progressive condition
and govt has to expedite the process n roll out this policy as we are
losing patients. Earlier trend was one patient per month but recently its
seen as losing two patients per month. All parents live in fear and
therefore govt has to Act now. Creating awareness about Rare disease,
inclusion in education corriculum including medical education and also
genetic screening, genetic counselling for prevention of rare disease in
future. Other stakeholders too emphasised on similar points including
better coordination between Central and state governments. Include
districts too for betterimplementation.




LOBBYING WITH GOVERNMENT

Mrs. Alka Vij, Mrs. Archana Panda and Mr. Dhruv Malhotra met Economic Advisor of Government of India to discuss on
funding for SMA treatment.

Mrs. Alka Vij, Mrs. Archana Panda and Mr. Dhruv Malhotra met Dr. Harshavardhan, Minister of Health and family welfare,
Government of India.

IRDAI NITI AAYOG

Mrs. Archana Panda, Mr. Arnob Saha and Mrs. Srilakshmi Nalam The Government of India appointed Dr. Paul as a Member of the
met The Insurance Regulatory and Development Authority of National Institution for Transforming India, the NITI Aayog, in
India (IRDAI) authorities in Hyderabad to discuss possibilities August 2017 where he leads the Health and Nutrition verticals.
of insurance coverage for SMA treatment. He has played a pivotal role in formulating the POSHAN Abhiyaan

and the Ayushman Bharat initiative.

Mrs. Archana Panda and Mr. Arnob Saha met Dr. V K Paul.
Discussed about the availability, affordability and accessibility of
SMA treatment in India.



PARTICIPTION IN SEMINARS, CONFERENCES

Mr. Shashee B Vij, from Cure SMA Mrs. Archana Panda, from Cure Team Hyderabad participated in Mrs. Archana Panda met Dr.
Foundation of India Participated in SMA Foundation of India BioAsia 2019. Soumya Swaminathan in
SUMMIT 2019 organized by NOVARTIS in Participated in SUMMIT 2019 Conference about access to
Jan 2019 organized by NOVARTIS in Jan 2019 medicines.
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Mrs. Archana Panda from CureSMA Foundation of India Mrs. Alka Vij participated in Stakeholders Mrs. Archana Panda was invited as speaker
participated as panelist in International conference meeting organised by National Pharmaceutical to represent Rare Disease community in
on Rare n Undiagnosed diseases organised by Sir Pricing Authority in Delhi, in March 2019. an event organised by MSF Foundation,
Gangaram Hospital n ORDI in April 2019 in April 2019.

Mr. Shashee B Vij, Mr. Shashee B Vij & Archana Panda met Mrs. Sarita
from Cure SMA Foundation Niharika Vij from Chandra and Tamsi Nayak,
of India Participated in PAG Cure SMA Foundation of India FICCI, New Delhi.

Leaders Meet 2019 organized by Participated in Conference
ORDI & Global Genes in April 2019 organized by IAPG in March 2019

Cure SMA India Demands Treatment Through Court-Legal Affairs

Meeting attended by Mr. Shashee.B. Vij (Director-Legal Affairs) and
Ms. Alka Vij with India's Additional 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 directions of Delhi High
Court to ponder over and discuss vigorously the points to be mentioned in the
newly formed National Rare Disease Policy so the real stakeholders have an
inclusive Policy. The court had directed CureSmalndia (Shashee B Vij) to
represent themselves as the real stakeholders in the race for a cure for Rare
Diseases in this high level meeting. The meet was very
Mrs. Archana Panda, Mrs. Moumita fruitful and Curesmaindia was the ONLY stakeholder invited at this
Ghosh met Mr. Arjit Pati & his team from crucial meeting. | gave 29 points to the committee as important to the
Cognizant Foundation in cause of our children plus we also gave real life examples to elucidate
our points. The committee 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 National Rare Disease Policy.
The counsel for the Centre and Delhi state were very patient and heard
us and wrote points of our contention. The meeting lasted 2 hr 15 min. It
was assured to our NGO Curesmaindia that the best shall be
incorporated. The 29 points circulated were inputted by all our
Trustees.

Peerless Hospital
Kolkata along with Dr. Papiya Khawash




SOME GLIMPSES FROM KERALA MEET

SOME GLIMPSES FROM HYDERABAD MEET

WLy |

WORK ON ACCESSIBILITY BY KARAN SHAH

After months of rigorously pursuing to the
Municipal authorities and local administration,
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”.




CURESMA FOUNDATION OF INDIA AT ROCHE HUB

It gives immense pleasure to share that Mrs. Alpana Sharma, Co-Founder, Director Patient Advocacy, CureSMA Foundation of
India was invited as Guest Speaker by Roche India in sept 2018 to speak about Patient Empowerment. She shared about inception
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 population. As a patient advocacy
representative, she also shared about the day today challenges in the lives of SMA patients, about the frustration that there is
promising treatment out there but it is unavailable for our children.

With consecutive 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 after US FDA approval, which
is expected by May 2020. There is no point if clinical solutions 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 patients irrespective of countries they are living in. Roche has shown exceptional
commitment for the SMA community of India. With the launch of Compassionate Use Program for the SMA Typel Patients in
India and consecutively for SMA Type2 and Type3, we are hopeful for a better future for Patients and parents of CureSMA India.

We are Thankful to the Roche Team in India and Global for their commitment to help us in creating an holistic ecosystem for ALL
SMA Patient in India.

Dr. K.PVinayan, Paediatric Neurologist at AIMS Kochi arranged a meeting for Cure SMA India with world-
renowned Paediatric neurologist and SMA expert Dr. Enrico Bertini, during KAN Monsoon Summit 2019
on 14th July held at Kochi, Kerala. Dr. Bertini who has consolidated worldwide known expertise 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
meeting. Dr. Enrico was kind to hear about our mission, vision, objectives and activities and the issues in
accessibility & affordability of SMA treatment in India. Dr. Enrico shared his vast experience in the
management of SMA patients with special emphasis for us on how to guide and empower a patient group
affected with SMA. He advised on the importance of lobbying with the govt.and Pharma, importance of
setting national and international collaborations, 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 left 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

Race for 7 is an awareness run organized by Organization For Rare Disease India (ORDI) — a team committed
to address the challenges of rare disease patients and their families in India.

It's purpose was to raise awareness about rare diseases, to empower patients and their families with access

to national and international resources.

INTERNATIONAL CHILD NEUROLOGY CONFERENCE

Curesma Foundation of India participated in the "International Child Neurology Conference" . It is one of its kind of
exclusive conference on Child Neurology. It is being attended 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 activities and
generally connect with professionals in child neurology.

Specialist Doctors, Researchers and Scientists flew in from all over the world. We made a strong representation 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 empathetic to our cause and promised to help us.

There was positive 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

PATIENT REGISTRY

CureSMA India Launched its website
www.curesmaindia.org
patient registry has been initiated
through website portal

| s CureSMA India - Patient Registry
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GLIMPSES FROM 1t NATIONAL CONFERENCE ON SPINAL MUSCULAR
ATROPHY (SMA)
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First National Conference on Spinal Muscular Atrophy was jointly organized by Cure SMA Foundation of India
and Peerless Hospital on 9th June 2019 in Kolkata . Care, Management and treatment options were discussed
by eminent speakers. Clinicians and parents both participated in the conference. SMA warriors put up a splendid
performance on vocal music, education and quiz. We are thankful to Dr. Sanjukta Dey, Dr. Subhrojyoti Bhowmick
and Peerless Hospital Management for their compassionate support to make this event successful.

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

CureSMA Foundation of India is pleased to inform that "Direct Relief", a
US based NGO has initiated SPINRAZA "Individual Patient Humanitarian
Access Program" (SIPHAP) in co-ordination with CureSMA Foundation of
India for patients with SMA (Type 1,2,3) to make the drug available for
Indian patients.

This program will be available for limited number of eligible patients with
SMA (Typel,2,3). The last date was 30th July, 2019. The applications had
to go through one of the four centers allocated for this as below:

1. All India Institute of medical Science, New Delhi
2. Sanjay Gandhi Postgraduate Institute of Medical Sciences, Lucknow

Mrs. Archana Panda met Direct Relief Vice President Mr. Bhupi Singh, 3. KEM Hospital, Mumbai
Dr. Himanshu Chauhan, From DGHS, MOHFW & Dr. Madhulika Kabra, AIIMS . q
for the launch of SIPHA Program in India on 11th March 2019 4 Ba pt] st H 05p ita lr Ba nga I ore.

This was a pilot program and an Independent Global Medical Expert Committee (MEC) of SMA specialists will decide the
limited number of patients (25-30) depending upon the exclusion and inclusion criteria. CureSMA Foundation of India is
hoping for the success of this program which will result in more of such programs in the coming course of time and many
more SMA patients 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 patient 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 Foundation of India or any doctor cannot influence the decision of Independent Global Medical
Expert Committee (MEC) of SMA specialists

As on 30th July 2019, Assessment n Evaluation of all SMA patients in India has been completed by team of Doctors in all
the fours approved hospitals. Final, review and evaluation and selection by Independent Global Medical Expert
Committee (MEC) of SMA specialists is underway. Program Started in Sept /Oct 2019. Direct relief has now

Initiated spinraza for all patients below 6 months age.



SMA AWARENESS MONTH : AUGUST 2019

* Bangalore Baptist Hospital (BBH)15th August

Cure SMA Foundation of India in collaboration with Bangalore Baptist Hospital (BBH) along with Organization for
Rare Diseases India (ORDI) hold an awareness Seminar to discuss Standard of Care (SOC) for Spinal Muscular
Atrophy. We are thankful to Dr. Ann Agnes Mathew for this initiative. Dr. Ann Agnes Mathew is one of the best
Paediatric neurologist in who is working relentlessly to improve the quality of life of SMA affected individuals. Our
Co founder and Director Patient Services Ms. Moumita Ghosh and Bangalore city coordinators Mrs. Anchal,
Mrs. Ashwini, Ms. Rashmi put their heart and soul to make this event successful. Our senior member Mr. Arnob
Saha guided us through the event. Mr. Prasanna Shirol, Mr. Madan and Ms. Pavithra from ORDI supported this
event. We must mention Bangalore Baptist Hospital authority and Dr. Madhuri for their compassionate support.

* Roche Pharmaceuticals 26th August

IT gives us immense pleasure to announce that Cure SMA Foundation of India celebrated SMA Awareness Day
at Roche Pharmaceuticals.

Roche India Team was greatly moved to learn about the spirits of courage shown by the children with SMA and
their parents.

It was an amazingly enriching session for both Roche and Cure SMA Foundation of India. We had a very Positive
Discussion. Great to see Roche Walking the talk. Presence of patients Advocacy Group is a proof that Roche
believes in patient engagement and patient empowerment. Thanks Roche team for inviting curesmaindia to
celebrate #smaawarenessday at Roche. Cure SMA Foundation of India is thankful to Ms. Alpana Sharma for this
initiative. We are thankful to Ms. Alka Vij, Ms. Archana Panda, Ms. Razeena Sethunath, Ms. Moumita Ghosh and
Mr. Arnob Saha for participating in this event.




* Sir Gangaram Hospital, New Delhi 29th August

Sir Gangaram Hospital, New Delhi Cure SMA Foundation of India in collaboration with Sir Gangaram Hospital,
New Delhi organized 1st Spinal Muscular Atrophy Clinic in Delhi-NCR & North India on 29th Aug 2019. As the
newly discovered and US FDA approved medicines are not accessible, available and affordable to Indian SMA
patients so far, the only option left for parents and patients is to learn to manage the disease with some best
practices established by experience of Doctors, parents and patients from all over the world. These best
practices require a multidisciplinary approach which plays a significant role in extending and improving life of
SMA patients. Cure SMA India is thankful to Dr. I.C.Verma, Dr. Ratna Puri and the entire team of Doctors from
Sir Gangaram Hospital for their support in making this 1st SMA Clinic in Delhi-NCR & North India a reality. A
special thanks to Dr. Ratna Puri for helping us organize this in the month of August, which is considered as SMA
Awareness Month worldwide. This awareness session and 1st SMA clinic was inaugurated by Dr. S.P.Byotra,
Vice Chairman, Sir Gangaram Hospital followed by key note address by Dr. Byotra, welcome address by
Dr. I.C.Verma and a session about need for multidisciplinary SMA clinic by our Co-Founder & Director Legal
Services, Shri. Shashee B Vij. Dr. Ratna Puri gave away the concluding remarks and vote of thanks. The
program was attended by a large number of patients and parents from Delhi , NCR, Panipat, Panchkula and
Saharanpur. It was well managed by volunteers from Cure SMA India team along with team of Doctors and
volunteers from Sir Gangaram Hospital.

GENETICS OF

SPINAL MUSCULAR ATROPHY




* Aster MIMS Calicut 31st August
Cure SMA Foundation of India is proud to announce 1st SMA Awareness Programme at Aster MIMS Calicut.

It was a very well organised and successful event with enriching informative sessions delivered by the doctors
of Aster MIMS that were very much insightful on the particular subjects.Starting with Dr. Smilu Mohanlal's
"Introductory session on SMA" there were other sessions too on topics like "Imunisation practises and growth
monitoring in SMA children" by Dr. Suresh Kumar E K followed by Dr. Mahendra Varma's brief session on
"Spine and Hip Care". Later Dr. Sijith K Raghavan gave us an idea on the "Respiratory care in SMA". Around
4pm, Dr. Divya Pachat spoke about "Genetics of SMA and its prenatal diagnosis" followed by an informative
session on "Nutrition and Diet in SMA" by Ms. Sherin Thomas. Lastly, there was the concluding session on
"Do's and Dont's of physiotherapy in SMA" by Mr. Ashkar Ali and team.

The Kerala Meeting was from 2 to 3 pm. Thereafter it was the scientific session lead by the eminent medical
team @ Aster MIMS. Cure SMA Foundation of India is thankful to Razeena Sethunath one of the Co Founder of

Cure SMA India for the initiative.
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Aster MIMS

* PGl Chandigarh 18th -19th Sept 2019

Cure SMA Foundation of India in collaboration with PGl Chandigarh held 1st SMA Awareness
session and SMA Clinic on 18th & 19th Sept 2019. This was possible only with support from Dr. Naveen
Sankhyan fully supported by Dr. Renu Suthar and the entire team of Doctors from PGl Chandigarh. The SMA
Awareness session was organized mainly for the parents of SMA warriors on 18th Sept and during this same
event was launched “A Family Guidebook- Care of a child with Spinal Muscular Atrophy” prepared by Dr. Renu
Suthar and team in collaboration with Cure SMA India. Our Co-Founder & Director Patient Services, Moumita
Ghosh and City Coordinator Mr.Prashant supported by Mr.Amarjit were all present in the event along with all
families and parents from North India. It was well managed by volunteers from Cure SMA India team along with
team of Doctors and volunteers from PGl Chandigarh. SMA Clinic was organized on 19th Sept 2019 which was
attended by many patients and parents from Northern parts of India. We are thankful to our co founder
Ms. Archana Panda for this initiative.



2™ PGIMER-PEDIATRIC NEUROMUSCULAR
DISORDERS —PARENTS SUPPORT MEETING

Theme: Spinal Muscular Atrophy

Parent support group mee ng and SMA clinic
September 18-19, 2019

Organized by
Pediatric Neurology Unit
Advanced Pediatric Centre, PGIMER, Chandigarh

Parent support group: Cure SMA India

‘Organizers

* BLK Super Speciality Hospital, New Delhi 7th Dec 2019

BLK Super Speciality Hospital, New Delhi Cure SMA Foundation of India in collaboration with BLK Super
Speciality Hospital, New Delhi organized an awareness session on SMA Support Care for the parents of SMA
patients on 7th Dec 2019, between 4 to 6.30pm in BLK Hospital, Seminar Hall. With changing weather, air
pollution and upcoming winters SMA patients needed critical care considering their compromised immune
system. We encouraged parents and caregivers to participate in this awareness session so that they could do
the best for their children. Program started with Introductory session by Archana Panda, Co- Founder & Director
Patient Advocacy, to speak and share the journey made so far by Cure SMA Foundation of India. All the Doctors
from various disciplines held sessions to share detailed protocols and knowledge about SMA care and support.
This program was possible with great support from Dr. Ankit Parakh, Senior Consultant, Pediatric Pulmonology
& Sleep Medicine, BLK Hospital who was fully supported by the team of Doctors from BLK hospital. The
program was attended by a large number of patients and parents from Delhi , NCR and Panipat. It was well
volunteers from Cure SMA India team along with team of Doctors and volunteers from BLK Super Speciality
managed by Hospital. We are thankful to our co founder Ms. Archana Panda for the initiative and Mrs. Alka Vij

and Mr. Dhruv Malhotra supporting the event.
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Time: 4:00 pm to 6:30 pm. 4
Venue: Seminar Hall, 7th Floor !
BLK Super Speciality Hospital
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PATIENT SUPPORT ACTIVITIES

Fund raising for scoliosis surgery. Scoliosis is a major complication of SMA. Scoliosis surgery costis very high
approximately 10 to 20 lacs. We support our children who needs scoliosis surgery.

Pawan is from economically weak
background. We did raise fund for
treatment support when he was
hospitalized with severe pneumonia.
Cure SMA Foundation of India, also
sponsored his spinal and neck
braces.

This is Shreya from Tamilnadu, This is Asna Sharin, Kerala, Pawan
pre and post scoliosis surgery. pre and post scoliosis surgery. with his Parents

* KARE Prosthetics and Orthotics 23rd October

Cure SMA Foundation of India, Kolkata chapter in collaboration with KARE Prosthetics and Orthotics, Bangalore
and organized a Spinal Orthoses Workshop in Kolkata on 23rd October 2019. SCOLIOSIS is a major
complication of children with #SMA. Spinal Orthoses plays very important role in maintaining the scoliosis
angle. KARE Prosthetics abd Orthotics, a Bangalore based Orthoses center with branches in Chennai, Kochi and
Kolkata (upcoming) is one of the leader in providing customized spinal braces.

| would like to thank Mr S Sarvanan , founder of Kare and his team lead by Jay Raj Singh for support. Thanks
to Subal Chandra Roy of Cure SMA Foundation of India for organizing the event so nicely. Special thanks to
Ritesh Bhattacharjee for supporting.




SAKSHAM

Mr. Shashee B. Vij and Alpana Sharma from Cure SMA India have enrolled themselves in SPJIMR & Novartis sponsored
Organisation Development Program SAKSHAM. It is a capability development programme for patient organisations with
30 participants from 12 states. The course is immensely helpful in making the organisation work optimally. It's a leadership
trying program that would enhance organisation acumen and help us in building Cure SMA as a successful platform with
a engagement model for all the stakeholder.
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GAINING SUPPORT FROM MEDICAL FRATERNITY

INDIAN MEDICAL ASSOCIATION INDIAN ASSOCIATION OF PAEDIATRICS,GURGAON

Dr. Santanu Sen, National President of Indian Medical Our co founder Ms. Archana Panda presented our cause to
Association and Member of Parliament blessed our SMA  IAP, Gurgaon. They agreed to support our cause.

warriors on the occasion of the first National Conference

on Spinal Muscular Atrophy which was held in Kolkata

jointly by Peerless Hospital and Cure SMA Foundation

of India. IMA agreed to support our cause.

-

Dr. Santanu Sen, National President of Indian Medical Dr. Ajay Karkra, President, IAP, Gurgaon.
Association and Member of Parliament




OUR ANGELS




MOTHER’S DIARY

ME without YOU

It’s been a month since you left us and yet your smell remains. As
I look for your smell on your pillow that still sleeps beside me, a
tiny bulb reminds me, you’re still here. This bulb had come into
our nights to wipe away your fear, the only change it has
undergoneis thatfearis now ours. As | long for the little cries you
made through the night asking me to help you turn, | soothe
myself with the teddy you’d smile at as it still has your
warmth.My mornings miss your exercises, your poems still fill
my ears. Your best friend mickey still awaits you but you’re not
here. As | switch on the television, your favourite cartoon still
flashes right there. But now instead of a smile it brings me a tear.
My mind is left wondering, what brought you a smile every time
you watched his face as that was all you could do. As | try to see
the world though your eyes, | can still see you sitting on your seat
and watching me as | moved to and fro waiting for me to hold
you. How times have changed as I’'m the one who’s waiting
now.As | do the dishes, the sound of water still warns me of
blocking your voice. The pressure cooker whistle that used to
make you cry still 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. | 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 little fingers to
bite on while still getting smiled at, no one to pull my hair as |
bow in prostation, no one to smile as  unbow.Our home without
youisreduced toamere 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 still scream of your presence.
The silence is piercing right through my heart and tearing it
apart. The void you've left is hard to fill. Never thought that the
life that I'd once created would one day end up defining
me.Sometimes | wonder if you were just a dream, the most
beautiful one I've ever seen.

~Tahira

CureSMAIndia members designed TWITTER
and made a small memento, a Mug CAMPAIGN
with CureSMAIndia logo on it, to be ™ === ===
given away to all supportive ~
stakeholders such as Doctors, Govt,
other NGOs and civil society
organisations. This was given to all
the supportive and participating
Doctors in multidisciplinary SMA .
clinics in Sir Gangaram Hospital, BLK
hospital and PGI Chandigarh, during
2019.
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They aren't pretty shoes... uncomfortable shoes. Each day | wear
them. Each day | wish they'd feel more comfortable. Some days
my shoes hurt so badly that | do not think | can take another
step. Yet, | continue to wear them and continue my journey....|
get funny looks wearing these shoes. | 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 | 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 | am a stronger
woman. These shoes have given me the strength to face
anything. They have made me who | am. | am a Mom who has a
child(ren) with special needs. | will forever walk in these shoes. ~
Unknown
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Workshop on Treatment & and cancers

Standards of Care (SoC) in
Spinal Muscular Atrophy Workshop on

Fomed By treatment & Standards
of Care (SoC) in spinal
muscular atrophy

This ane-day warkshop on
Spinal Muscular Atrophy (SMA)
brought together key
stakeholders ta discuss, help
and advance the devalopment

of therapies for the !rﬂln@

FROBIR P RAMANI JOINT STATEMENT

by

Cure SMA Foundation of
india, Lysosomal Storage
Disorders Support Society
(LSDSS). Mr. Kishori Lal,
patient,
and Al India Drug Action
Network (AIDAN)

227 Fabrua

I

May passenger vehicte salc
- o

Wiorkshop on
Treatment in Spinal
ar , weme Muscular Atrophy

__Rs5crtreatment: Parents | O EEHE
s cck govt help to save
“ children from Spinal

Muscular Atrophy

ONFREATMENT &
STANDARDS OF CARE
et L(SOC) INSPINAL

: MUSCULAR ATROPHY

®o

B o
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— Cure SMA India
speaks for
people with
spinal muscular
atrophy




SMA PROTOCOL : MULTIDISCIPLINARY STANDARD OF CARE
MULTI DISCIPLINARY SMA CLINICS

The Cure SMA Foundation of India in collaboration with Peerless
Hospital and B.K. Roy research center, Kolkatta, West Bengal has been
running a SMA Clinic for more than two years. This Clinic is being held
quarterly under guidance of Dr Sanjukta De, Paediatric
pulmonologist, clinical director Paediatrics, Peerless Hospital. Dr
NGNS Soumyajit Basu, renowned spine surgeon, Dr Papiya Khawash
T A (Developmental pediatrician) , Ms S Maitra (Nutritionist) and Mr
Shantanu De has been supporting the clinic with their compassionate
guidance. SMAis a disease that needs multi-disciplinary approach to
maintain quality of life. This is first of its kind in Eastern India and

second suchsetupin India.

4
CALCIUN AND VITANIN D,
CHEWABLE TABLETS

e 'umux\nemm
OSTOCALCIUM " i :
o (Gam
m\[mminD;_

a1
N e 8

i" *m‘“;g s s e 4




OUR SCIENTIFIC ADVSIORY BOARD MEMBERS

'

Dr. 1 C VERMA Dr. SANJUKTA DE Dr. SUBHROJYOTI BHOWMICK Dr. SUBIR ROY Dr. KAUSIK MANDAL

OUR TRUSTEE BOARD MEMBERS

Mr. Shashee B Vij Srilakshmi Alpana Sharma Archana Panda Moumita Ghosh
DIRECTOR-LEGAL SERVICES DIRECTOR-PATIENT ADVOCACY DIRECTOR-PATIENT ADVOCACY ~ DIRECTOR-PATIENT ADVOCACY DIRECTOR-PATIENT SERVICES
(BASED IN DELHI) (BASED IN HYDERABAD-H1 (BASED IN MUMBAI) (BASED IN GURGAON) (BASED IN KOLKATA)

& SEATTLE-USA-H2)

‘ ; i i
Razeena K Anup Panda Debashish Ghosh Nishant Sharma
DIRECTOR-TASK FORCE DIRECTOR-FINANCE ADVISOR ADVISOR (BASED IN MUMBAI)

& PATIENT EMPOWERMENT (TREASURER) (BASED IN GURGAON) (BASED IN KOLKATA)
(BASED IN KERALA)

OUR ADVSIORY BOARD MEMBERS

Deepti Jagota Arnob Saha Alka Vij Chetali Rao

ADVISOR, FARIDABAD ADVISOR (BASED IN BANGALORE) REGIONAL COORDINATOR ADVISOR, GURUGRAM
(DELHI NCR & NORTH INDIA)

AN

Rama Rao Nalam Tahira Tahir Mashhood Ahmad Karimulla Shaik

ADVISOR IT SERVICES (BASED IN PUNE) IT SERVICES (BASED IN PUNE) PATIENT SERVICES
(BASED IN HYDERABAD)



TOP ACTIVE MEMBERS

ape

Amarjit Singh Ashwini Santhosh Satish Dhruv Malhotra

2@

Rashmi Sampath Sachin Shajhi Solomon Rafael

Prashant Kumar
Choubey

Mr. Subal Chandra Roy Mr. Barun Prasad Ghosh Dr. Anurag Mrs. Anchal Verma Sanjib Bhattacharya
Regional Coordinators:
BANK : HDFC o Alpana Sharma (Mumbai & West India) : 09727946303
CURE SMA FOUNDATION OF INDIA ' L SR Alka Vij (Delhi - Delhi NCR & North India) : 09811362275
£ el i 52 ———— S i i iy M
scan me oumita Ghosh (Kolkata & East India 3
GOIf COUrse Road’ Gurgaon CURE SMA FOUNDATION OF INDIA Sutish P (South Central India) H 09849675730
) o o Dr. Razeena (South India) : 09446341617
Micr 9 Digit Code : 110240093 Srilakshmi Nalam (Hyderabad) 109581766295
Account No.: 50200035337270 Srilakshmi Nalam (USA) : +1(646)4023414

BRANCH IFSC CODE: HDFC0000572

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

Wallet [~] Card [#] UPI

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
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