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CureSMA India is a parent led Non 
Profit Registered Organization since 
2014.

We represent around 1100+ registered 
patients, mostly children battling the 
life-threatening neuromuscular genetic 
disorder Spinal Muscular Atrophy. 

Who we are We represent ALL SMA Types

VISION & MISSION

Cure SMA Foundation of India 

CureSMA India 
Patient Population

25 
States 
covere

d

We dream of an SMA 
free world and a 
barrier free universal 
healthcare for all. 

We believe in working to co-
create solutions

Prevalence & Incidence of SMA in 
India.

Current live births in India 67385 
(source UNICEF India, https://www.unicef.org/india/key-data), 

For more details, please visit www.curesmaindia.org,                     social media handle:@curesmaindia

http://www.curesmaindia.org/


Approx. 1100+ registered patients
(and increasing…..)

SMA Type 1 SMA Type 2 SMA Type 3 SMA Type 4

10% 63% 25% 2%

 Patient registry and on-boarding increasing (diagnosis 
and discovery +awareness)

 Formalised on-boarding process of CureSMA India

(Note: Indicative break-down only)

 Critical patients in network
 48 + lives lost  ( in the last 6 months)

CureSMA City Co-ordinators

27 States 
covered



Cure SMA India’s Journey so far - POLICY MAKING AND ENGAGEMENT WITH  

                                                                               GOVERNMENT OF INDIA

• POLICY MAKING AND ENGAGEMENT WITH- DCGI-MoHFW, 

• New Rules for Clinical Trials

• Draft Rules for Compassionate Use Program



Cure SMA India- Seeking multi stakeholder support in creating pathway for          

                                           Sustainable healthcare ecosystem for SMA

SMA 
Patients & 
Caregivers

Central 
Govt. & 
Policy 

making

State Govt. 
& Policy 
making

HCPs 
multidisciplinary 

SMA clinics, spine 
surgery, orthotics 

& treatment 
support

Industry/
Pharma

Social 
inclusion/
Education/

Employment

Insurance 
for 

hospitalization 
and treatment 

support

Short term goal
•Management of disease SMA with 
standard protocols and best practices
•Access to available treatment 
immediately at affordable rates 

Long term goal
•Life long continued access to affordable 
treatment 
- CORPORATE FUNDS & GOVT FUNDS 
•Care & Management with standard 
protocols at nearest convenient center.
•Social inclusion, accessibility, education 
and employment, empowerment & 
livelihood.
•Genetic screening, new born  screening
•Pathway towards early access to life 
saving medicines to save lives and 
preserve functionality as much as 
possible & create a sustainable 
ecosystem for SMA patients.



RISDIPLAM LAUNCH



• We have been constantly meeting and advocating with both State and 
Central Government regarding treatment access and creating robust 
infrastructure for SMA Patients and families. This has resulted in Custom and 
Import Duty Exemptions for one of the SMA Drug



Access Win – Kerala NHM & RACE 

Kerala govt. is proving Risdiplam for 
young SMA patients. The initial 
procurement is expected to be 
continued & the govt. may extend 
the programme to more patients. 
This is Outcome of the hard work by 
all of us (CureSMA India especially 
Dr Razeena, Roche and State NHM)

R – Railways

A- Army & Navy

C – Central govt employees

E - ESI



Strategic Global Partnership



Standard of Care (SoC)

IMPORTANCE

APPLICATION 

DEVELOPMENT

WHAT
The Standard of Care is the 

benchmark that determines 

whether professional 

obligations to patients have 

been met.

In a rare disease like SMA, 

following a SoC is important to 

provide the best palliative and 

medical care available.

Treatment that is accepted by 

medical experts as a proper 

treatment for a certain type of 

disease and that is widely used 

by healthcare professionals

Standards are created or 

reviewed by experts in the 

relevant field. They include 

researchers, care providers, 

patients and families, who form 

a technical committee.



Standard of Care Review & Development Process 

(Health Standard Organisations Model)

Source: https://healthstandards.org/standards/development-process/

https://healthstandards.org/standards/development-process/


Standard of Care (SoC): Challenges, Solution & Benefits

CHALLENGES
• Low awareness about the condition

• Poor clinical skills due to low disease 

prevalence

• Focus on symptomatic care rather on 

holistic management

• Focus on prognosis rather on Quality 

of Life

• Lack of resources, infrastructure and 

skilled manpower

• Financial constraints

SOLUTIONS
• Awareness activities

• Patient registry

• Education programs to enhance 

knowledge & skills

• Including Rare Disease in medical 

curriculum more elaborately

• Advocating importance of holistic 

care and multidisciplinary 

management for better quality of life 

with different stakeholders

• Policy level advocacy to include Rare 

Disease management and treatment 

in Government Healthcare program 

and health insurances

BENEFITS
• Multidisciplinary SMA clinics provide 

regular and comprehensive care

• Standardization of care protocol lowers 

cost and improve outcome

• Established centres and experienced 

clinicians to initiate Disease modifying 

therapy and clinical trials, studies and 

research



2012

Standard of Care: Evolving Indian Scenario

20232017



➢ CureSMA India started its first Multidisciplinary 
SMA Clinic in 2017 in collaboration with Peerless 
Hospital, Kolkata (Eastern India).

➢ Presently, in collaboration with various 
private/government hospitals, seven
Multidisciplinary SMA Clinics are running across 
India in different geographical locations.

➢ Multidisciplinary Clinics and present SMA 
ecosystem in India is catering SMA individuals of 
India (including more than 1500 registered 
members of CureSMA India) and neighbouring 
countries like Bangladesh, Nepal, Bhutan, Sri Lanka 
and Pakistan (SAARC – South Asian Association for 
Regional Cooperation – countries).

Multidisciplinary SMA Clinics in India



CureSMA India SMA Task Force Team
➢ CureSMA India invited 21 

renowned clinicians from 
various tertiary care 
hospitals across India to 
form the first SMA Task 
Force Team of India in 
2020.

➢ The first SMA Task Force 
Team drafted COVID-19 
guidelines for Indian SMA 
patients (available in 
CureSMA India website).

➢ The present CureSMA 
India Task Force includes 
39 clinicians.

➢ This team is currently 
working on drafting Type-
specific SMA guidelines 
for HCPs and caregivers.



We sincerely ‘Thank You’ for your time and consideration. 

Our families are truly looking up to you, for your support in our journey to 

‘Change & Save lives’!
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