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IRD COFFEE CONNECTIONS – VANCOUVER: WHAT YOU NEED TO KNOW
Below is a short summary of FBC’s Inherited Retinal Diseases (IRD): Coffee Connections – Vancouver, which took place on April 9, 2026 and featured Dr. Kirill Zaslavsky. The full transcript can be found on our website. Visit us at fightingblindness.ca to discover more!
If you have questions about your diagnosis or would like support finding resources, please contact the Fighting Blindness Canada Health Information Line at healthinfo@fightingblindness.ca or by phone. Our team is available to help you navigate your condition, find relevant clinical trials, and connect you with trusted information and support.
What Are Inherited Retinal Diseases?
Inherited retinal diseases (IRDs) are genetic conditions that cause progressive degeneration of the retina. They are passed down from parents and in most cases progress very slowly.
There are nearly 300 different genes associated with IRDs, meaning there is significant diversity in how these conditions present — even among people with the same broad diagnosis like retinitis pigmentosa. Two people with RP will likely have different genetic variants causing it.
IRDs are the leading cause of legal blindness claims in the working-age population in countries like Australia and the UK.
Two of the most commonly discussed types:
1. Retinitis Pigmentosa (RP) – a rod-cone dystrophy; hallmark symptoms are difficulty with night vision and progressive peripheral vision loss, while central vision is typically preserved until later stages
1. Stargardt Disease – a cone-dominant condition affecting central vision first; symptoms include blurry central vision, a developing blind spot, and difficulty distinguishing colours

Why Genetic Testing Matters
The American Academy of Ophthalmology now considers genetic testing the standard of care for IRDs. Here’s why it matters:
1. Clinical trial eligibility: Many new therapies are gene-specific. Without knowing your mutation, you would not be eligible for those treatments if they become available.
1. Clarifying your diagnosis: Conditions that look like IRDs can sometimes be mistaken for acquired or autoimmune conditions. A confirmed genetic result can spare patients from unnecessary investigations and treatments.
1. Understanding your prognosis: Penetrance — the likelihood that a gene variant leads to disease — is lower than traditionally assumed. Even among people with the same variant, the course of disease varies significantly. Research is now focused on understanding what modifies that risk.
1. Family planning: Knowing your specific variant makes it easier to test family members for that same change, and helps them understand their own risk.

Important: A diagnosis can also change after genetic testing. A clinical diagnosis made years ago based on appearance alone may be revised once genetic information is available.

Current Treatments: Where We Are Today
Currently, there is only one approved gene therapy for IRDs in Canada:
1. Luxturna (voretigene neparvovec) – approved for people with mutations in the RPE65 gene specifically. RPE65 is an enzyme critical for the vitamin A cycle. When it’s missing, the retina can’t generate what it needs to detect light. Luxturna delivers a working copy of the gene, restoring the cycle and improving vision. Crucially, RPE65 patients often have intact retinal structure that just isn’t functioning — this structure-function dissociation is what made the treatment so successful. It is not a treatment for RP in general, and affects approximately 1% or less of people with RP — roughly 50 to 60 people in all of Canada.

For all other IRDs, there are currently no approved treatments beyond supportive care. However, research is advancing rapidly.

What Research Is Focused On
Neuroprotection
Neuroprotection aims to keep existing retinal cells alive and slow disease progression:
1. N-acetylcysteine (NAC): a powerful antioxidant already approved for Tylenol overdose; a large phase three trial involving ~500 people over four years is currently underway for RP. If effective, it would be an oral medication — no surgery or injections required.
1. Gene-agnostic therapies: OC-400 and SparingVision are gene therapies designed to keep remaining retinal cells alive longer, regardless of which gene is causing the disease. jCyte is also exploring an approach where injected cells release signaling molecules to support surviving retinal cells.

Gene-Specific Therapies
Over 20 gene-specific targets have been studied in clinical trials since Luxturna’s approval in 2017. The safety record has been reasonable, but none have yet reached approval. The challenge is that most IRDs don’t have the same structure-function dissociation that made Luxturna work so dramatically. For Stargardt disease specifically, three different gene therapy approaches and three to four oral medications are in trials simultaneously.

Cell Replacement and Regeneration
Stem cell research aims to replace lost photoreceptors by injecting new cells into the retina. Early trials have shown it is safe to do this, but achieving functional improvement remains the key challenge. The retina is a neural network — injected cells need to wire up correctly with a network that has already adapted to loss. Dr. David Lam is beginning a phase one trial of stem cell transplantation.
Research into retinal self-repair — including work inspired by zebrafish, which can regenerate their retinas — is ongoing at a pre-clinical stage. Muller glia cells in the retina may have some capacity to give rise to new retinal cells, and scientists are investigating ways to promote that.

The Role of AI in IRD Research
AI is already having a meaningful impact. When expert IRD specialists are shown retinal images and asked to guess which of five genes might be responsible, they are right about 30% of the time. A well-trained AI model can reach around 80%. AI is particularly good at identifying fine-grained patterns across large datasets, which could make genetic identification more accessible and help solve cases where genetic testing is currently inconclusive — which happens in 30 to 40% of cases.

What Are the Biggest Challenges Today?
1. No approved treatments for most IRDs: Beyond Luxturna for RPE65, patients are largely told to monitor and return. This is a shared frustration, and reflects both the scale of the problem and how early we still are in understanding the underlying biology.
1. Slow progression makes trials difficult: RP is a very slowly progressing condition. Demonstrating that a treatment actually slows it requires many years of follow-up — there are no shortcuts.
1. Trial eligibility is complex: Gene therapy involving sub-retinal surgery usually excludes you from future trials in that eye. Participants in oral medication trials may be able to move to gene therapy trials after a washout period.
1. Access to specialists: For those outside major centres, accessing IRD-specialized care requires building a team — including your ophthalmologist, a genetic counselor, your family doctor, and potentially specialists at academic centres.

Treatments Not Yet Proven
Some clinics — particularly in the US — advertise stem cell treatments for IRDs and charge patients for them. These are not approved treatments. Being asked to pay is the clearest red flag. In a legitimate clinical trial, patients are never charged — you are contributing your time and your body to science. Unregulated procedures can cause serious harm, including vision loss.
Expanded access programs exist in the US for some investigational treatments, but these are not the same as approval. Undergoing gene therapy through an unregulated pathway may also exclude you from future clinical trials for your specific gene — which would be a significant trade-off.

How to Stay Informed and Advocate for Yourself
1. Talk to your specialist: Ask your ophthalmologist whether you’re a candidate for any current trials. Regular appointments keep you present in their database so you’re top of mind when something opens.
1. FBC Health Information Line: Available at healthinfo@fightingblindness.ca. Staff can help you identify relevant trials, understand your options, and prepare questions for your doctor.
1. FBC website: A list of innovative clinical trials organized by disease type is available at fightingblindness.ca — easier to navigate than ClinicalTrials.gov.
1. Patient registry: FBC sponsors a national IRD patient registry, with Dr. Gregory Evans as a site leader in BC. Enrolment means you’ll be among the first to hear when a relevant trial opens.
1. Foundation Fighting Blindness (US): Many trials are US-based; the FFB is a valuable resource for staying informed about international opportunities.
1. Condition-specific advocacy groups: For some IRDs, there are gene-specific or condition-specific patient groups that circulate trial information.

Vision Rehabilitation Matters Now
Gene therapy and clinical trials are not the only options available to people with IRDs today. Low vision specialists, orientation and mobility specialists, and assistive technology can meaningfully improve daily functioning right now. Smart glasses — like Meta Ray-Bans — have been helpful for many patients with vision loss, offering hands-free, voice-activated AI assistance. Newer apps like OrCam can identify specific objects through the glasses. These tools are becoming more capable quickly, and thinking proactively about how your vision may change — and what supports you might need — is just as important as staying connected to research.

Key Takeaways
1. IRDs are caused by mutations in nearly 300 different genes — there is no one-size-fits-all approach
1. Genetic testing is the standard of care and is essential for clinical trial eligibility, accurate diagnosis, and family planning
1. The only currently approved gene therapy in Canada is Luxturna, for RPE65 mutations — affecting roughly 1% of people with RP
1. Research is advancing on multiple fronts: neuroprotection, gene-specific therapies, gene-agnostic therapies, and cell replacement
1. If you are asked to pay for a treatment or trial, that is a red flag — legitimate trials do not charge participants
1. Advocate for yourself: talk to your care team, stay connected to FBC, and enrol in the patient registry

What You Can Do Now
1. Ask your ophthalmologist about genetic testing if you haven’t had it
1. Enrol in the national IRD patient registry through your specialist or FBC
1. Let your care team know you’re interested in clinical trials — regular appointments keep you in their database
1. Sign up for FBC’s e-newsletter for monthly research updates
1. Reach out to our Health Information Line at healthinfo@fightingblindness.ca for personalized support
1. Connect with vision rehabilitation services to improve your daily functioning now
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