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Bridging Nations. Accelerating Therapies for Rare

Diseases Together.

HERNDON, VA, UNITED STATES, February 27, 2026

/EINPresswire.com/ -- On the occasion of

International Rare Disease Day 2026, IndoUSrare

reaffirms its bold 2030 vision: No rare disease

clinical research or orphan drug development

program should proceed without meaningful

engagement of the Indian and broader South

Asian diaspora through IndoUSrare or aligned

global channels. Grounded in patient-first

principles, strengthened by cross-border

collaboration, and powered by responsible AI

innovation, IndoUSrare is advancing a measurable

roadmap to accelerate therapies and improve

outcomes for families affected by rare diseases

worldwide.

International Rare Disease Day is more than a

moment of awareness. For Indo US Organization

for Rare Diseases (IndoUSrare), it is a call to

structured action.

Founded and chaired by Harsha K. Rajasimha,

IndoUSrare has built a unique Indo-US bridge

connecting patient advocacy, precision genomics, translational research, emerging technologies,

and orphan drug development. The organization’s 2030 vision institutionalizes diaspora

engagement as a standard pillar of rare disease innovation, not as an optional collaboration, but

as an operational necessity.

IndoUSrare’s work is rooted first and foremost in patients and families. Every program initiated,

patient registries launched, every dialogue hosted, and every research collaboration convened is

designed to reduce diagnostic delays, improve trial access, and bring scientifically rigorous

http://www.einpresswire.com
https://us06web.zoom.us/meeting/register/suIa3VLoSimtU2XABvpiYQ
https://www.indousrare.org/
https://www.indousrare.org/


At IndoUSrare, we work at the intersection

of research, patient support, and global

collaboration to turn isolation into

connection and challenges into progress.

Through real patient stories, cross-border

partnerships, and community-driven

initiatives,

therapies closer to communities that have

historically been overlooked.

As part of its Rare Disease Day observance,

IndoUSrare leadership and community members

will participate in the Rare Disease Day at NIH

(RDDNIH) event on February 27, 2026, on the

National Institutes of Health campus in Bethesda,

Maryland. This engagement reflects IndoUSrare’s

commitment to ensuring that diaspora voices,

patient experiences, and cross-border scientific

collaboration are visible within the world’s leading

biomedical research ecosystem.

Participation at NIH underscores a core belief:

global rare disease acceleration must integrate

federal research institutions, patient

communities, industry innovators, and diaspora

networks into a coordinated ecosystem.

Innovation in Rare Disease: Dr. Kartha in

Conversation with Professor Levine: 

#RDDIndoUSrare Virtual Dialogue – February 28,

2026 | 10 AM ET | 8:30 PM IST

Continuing its Rare Disease Day programming,

IndoUSrare will host a global dialogue titled:

“Innovation in Rare Diseases: Dr. Kartha in

Conversation with Professor Levine.” The conversation will feature: Professor James Levine, MD,

MBA, PhD, President, Fondation Ipsen and Reena Kartha, MS, PhD, IndoUSrare and University of

Minnesota. The program also includes a Meet and Greet with Pitch4Rare winners, highlighting

emerging innovators from CRISPR Bits, Iuva Labs, and Kaiteki Innovations. This dialogue reflects

IndoUSrare’s commitment to connecting established global leaders with next-generation

innovators — while centering patient impact in every discussion.

Rare Disease Day is positioned not as symbolic recognition, but as strategic alignment —

bringing together patients, scientists, clinicians, entrepreneurs, and policy leaders in a shared

mission to shorten the distance between discovery and delivery.

AI for Rare Disease: From Innovation to Impact

Artificial Intelligence represents one of the most transformative tools available to the rare

disease community. However, IndoUSrare emphasizes that AI must be deployed responsibly,

ethically, and with direct benefit to patients and families.

IndoUSrare’s roadmap integrates AI across:

https://www.youtube.com/watch?v=Xt3nKF6TWsU&amp;pp=ygUKcGl0Y2g0cmFyZQ%3D%3D


IndoUSrare stands with the rare disease

community and build alliances with

stakeholders who recognize that

accelerating therapies for rare diseases is

both a scientific challenge and a moral

imperative.

- Early disease pattern recognition

- Diagnostic support and genomic interpretation

- Natural history data analytics

- Clinical trial feasibility modeling

- Patient matching and recruitment acceleration

- Real-world evidence generation

Recognizing that technology alone is insufficient,

IndoUSrare is actively nurturing the next

generation of scientists, clinicians, and AI

engineers through its structured internship and

mentorship programs. These programs provide

students and early-career professionals exposure

to real-world rare disease challenges —

combining biomedical science, data science,

policy understanding, and patient advocacy. By

cultivating young innovators who understand

both AI systems and patient realities, IndoUSrare

is investing in sustainable long-term

transformation rather than short-term

technological hype.

For families navigating rare diagnoses, AI-enabled

tools hold promise in reducing years-long

diagnostic odysseys, enabling earlier intervention,

and improving access to trials and therapies.

IndoUSrare’s model ensures these technologies

are built with community engagement and scientific rigor at the core.

From Awareness to Acceleration: The 2026–2030 Roadmap

International Rare Disease Day must translate into tangible outcomes. IndoUSrare’s strategic

priorities for 2026–2030 include:

- Expansion of global patient registry collaboration

- Cross-border clinical trial activation pathways

- Diaspora-driven patient outreach and feasibility support

- Public-private and academic partnerships

- Responsible AI integration across the rare disease lifecycle

- Global access and affordability frameworks

The US Department of Health and Human Services Secretary Robert F. Kennedy, Jr., today

announced the adoption of plausible mechanism of action (common sense) approach for

orphan drugs for rare diseases. Inspired by the medical miracles that saved baby KJ and Mila, the

US FDA is taking a bold leap forward to provide regulatory flexibility for patients with ultra-rare

conditions, said FDA Commissioner Marty Makary, M.D., M.P.H., and we welcome it. 

India and the global Indian diaspora represent both an under-leveraged patient population and

a powerful scientific and entrepreneurial force in genomics, biotechnology, and digital health.



The organization’s 2030

vision institutionalizes

diaspora engagement as a

standard pillar of rare

disease innovation, not as

an optional collaboration,

but as an operational

necessity.”

Harsha Rajasimha,

IndoUSrare

IndoUSrare is positioning this collective strength as a

catalytic engine for rare disease progress worldwide.

A Mission Sustained by Partnership

IndoUSrare’s work is mission-driven and community-

centered. Its programs — from patient engagement to

educational events, from internship initiatives to cross-

border convenings — are made possible through the

collaboration of strategic partners, institutional allies, and

philanthropic supporters who share a commitment to

equitable rare disease progress. Sustained impact in rare

disease requires not only innovation, but long-term

partnership and shared responsibility. IndoUSrare

continues to build alliances with stakeholders who recognize that accelerating therapies for rare

diseases is both a scientific challenge and a moral imperative.

The 2030 Commitment

By 2030, IndoUSrare envisions:

- Diaspora engagement embedded in rare disease programs as standard practice

- Seamless Indo-US translational research collaboration

- Reduced diagnostic delays for underserved populations

- AI-enhanced patient identification and trial access

- Stronger regulatory and scientific harmonization pathways

- Sustainable innovation ecosystems grounded in patient trust

Rare disease science is advancing rapidly. The responsibility now is to ensure collaboration,

inclusion, and technological innovation advance at the same pace.

That is the commitment behind #RDDIndoUSrare.

Harsha Rajasimha

Indo US Organization for Rare Diseases
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