
1



When
Patients Lead:
A Blueprint for the Future of 
Personalized Medicine
Silvia Cerolini – mum of Vicky

Founder & CEO of Eyes on the Future



1 RDH12 Inherited Retinal Dystrophy

2 Progressive Blindness by late teens 

3 No Available treatment

4 Thousands of Patients Affected Worldwide 

Vicky is 12 years old and 
she is going blind…



In just a few years, we have raised millions, 
built a global community and a global 
patient registry, funded cutting-edge 
research, and convened world-leading 
scientists, industry and regulators.

Over the years we 
have shown how 
patients are not just 
patients but are true 
partners 



AVV Gene therapy Proof of Concept Evidence:
• Restores enzyme activity in human cell models
• Preserves retinal function and photoreceptors in mouse models
• Demonstrates a strong preclinical safety profile
• Built on a validated platform — a similar AAV therapy is already FDA-approved for a similar condition

.

Leading to a gene therapy treatment that can save Vicky’s 
sight and is ready to start clinical trials 



Even getting 
press 
coverage 
from around
the world 



BUT the vials have been stuck on 
the freezer for years due to lack 

of commercial investment  



Owen, UK

The Traditional Model Fails Rare Diseases

Science is outpacing Funding and Business Models

• Too few patients → no commercial return.
• Traditional Clinical development too expensive
• Investors and companies walk away as not 

commercially attractive



So we had to take our mission to the next level and take 
things in our own hands 



DIVERSIFIED 
FINANCING

PATIENT-DRIVEN 
DEVELOPMENT

EFFICIENCY REGULATORY & 
ACCESS INNOVATION

NEW,
FASTER,

COST-EFFECTIVE

Showing a new, smarter and collaborative model where industry and 

patients work together



Milestone based Risk sharing

Diversified 
financing

Funding & Resources

Philanthropy + Venture



Efficiency

Lean Clinical Development:  Efficient Trial Design, Manufacturing, Access 
and Commercial Models 

Partnerships and In Kind Contribution 



Innovation

New regulatory pathways for rare disease

Novel In Silico/ AI Approaches to Clinical Development

Novel AI driven endpoints



Patients
driven

<This collaboration is much more than a 
financial arrangement. We value each 

other’s insights, experience and 
connections as critical to a successful co-

development of this gene therapy.= 

Sense of Urgency

Only what truly matters

Shared Resource and Governance



Our clinical trial are now FINALLY in sight…



•  For Vicky and our community: save sight, see the world.

•  For rare diseases: replicable blueprint — de-risked, 
capital-efficient, scalable.

•  For healthcare: a PATIENT & INNOVATION driven path 
to sustainable precision medicine for ANY disease 

Elliot, 
USA

Vicky, UK & 
Anna, Cyprus

We need YOUR help 
to change the future 
of life science



Every breakthrough begins with 

someone willing to question the 

way things are done. Progress is 

born not from certainty but from 

the courage to act differently. 



Eyes on the Future

@eyesonthefuture

Eyes on the Future

www.eyesonthefuture.org.uk
silvia@eyesonthefuture.org.uk

Eyes On The Future is a registered Company limited by guarantee in England and Wales, No. 13956181 and registered Charity No. 1198330. 10 Queen St Pl, London 

EC4R 1BE.
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