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IRD Coffee Connections – Victoria: What You Need to Know
Below is a short summary of FBC’s Inherited Retinal Diseases (IRD): Coffee Connections – Victoria, which took place on April 7, 2026 and featured Dr. Matthew Benson and Dr. Robert Chow. The full transcript can be found on our website. Visit us at fightingblindness.ca to discover more!
What Are Inherited Retinal Diseases?
Inherited retinal diseases (IRDs) are a group of genetic conditions that affect the retina — the light-sensitive tissue at the back of the eye. They are caused by mutations in specific genes that are essential for retinal cell function.
There are two main types discussed:
1. Retinitis Pigmentosa (RP) – primarily affects the rods and cones (photoreceptors), leading to night blindness, peripheral vision loss, and over time, potential loss of central vision
1. Stargardt Disease – primarily affects central vision while often preserving peripheral vision; light sensitivity is also a common feature

There are approximately 470 different genes that can cause IRDs, meaning there is enormous variation in how these conditions present — even among family members with the same genetic change. IRD is not one condition; it is a broad umbrella with many subtypes.

How Do These Conditions Affect People Over Time?
Retinitis Pigmentosa
1. One of the earliest signs is difficulty adjusting from bright to dim environments — people with RP may take 20–30 minutes to adapt, compared to a few minutes for someone without the condition
1. Peripheral vision loss and night blindness are hallmark early features
1. Over time, central vision can also be affected, making it difficult to read, drive, or recognize faces

Stargardt Disease
1. Central vision is affected first, while peripheral vision is often preserved
1. Light sensitivity is a common symptom
1. There is significant variability even within Stargardt disease — some forms can also affect peripheral vision

Current Research Approaches
Gene Therapy
Gene therapy aims to introduce a correct copy of a defective gene back into the retina. One area where this has already succeeded is Leber congenital amaurosis (LCA), caused by a defect in the retinal pigment epithelium (RPE) — a single layer of cells that is relatively easy to target. A gene therapy called Luxturna has been approved in Canada for this condition.
Gene therapy is more challenging for conditions like Stargardt disease, where the causative gene (ABCA4) is very large and difficult to package for delivery.

Neuroprotection
Neuroprotective research aims to understand the mechanisms that lead to photoreceptor cell death and develop drugs or small molecules to slow or stop that process — without necessarily replacing the cells that have already been lost.

Cell Replacement
For patients who have already lost significant numbers of photoreceptor cells, stem cell-based approaches aim to generate new photoreceptor cells in the lab and introduce them into the retina. FBC-funded research by Dr. David Lam is working toward a clinical trial for this approach.

Retinal Prosthetics and Optogenetics
Both approaches bypass lost photoreceptors entirely and aim to activate the retinal ganglion cells — the output cells that transmit visual signals to the brain:
1. Optogenetics: light-sensitive proteins are introduced into retinal cells that don’t normally detect light, enabling them to respond to light and transmit signals to the brain. Early human trials are underway — the main treatment being studied is MCO-010 (Nanoscope). Current goals are modest: restoring some light perception rather than high-resolution vision, primarily for patients with very advanced vision loss.
1. Retinal prosthetics: a chip implanted in or on the retina delivers small electrical impulses to activate ganglion cells, mimicking what photoreceptors would normally do. The Argus II was an early device that is no longer being offered. A newer device called PRIMA is in phase three trials for patients with AMD-related central vision loss, with early results showing around 80% of patients noticed improvement.

Stargardt Disease Research at UVic
Dr. Robert Chow’s lab at the University of Victoria is studying Stargardt disease. When the ABCA4 gene is mutated, it disrupts a recycling process within the RPE cells, causing toxic waste to accumulate. This buildup triggers an immune response and inflammation in the retina, which is thought to worsen the disease. Dr. Chow’s team is focused on interrupting that inflammatory cascade to slow progression.

Why Genetic Testing Matters
Genetic testing has become the standard of care for inherited retinal diseases. Here’s why it matters:
1. Clinical trial eligibility: Many ongoing trials require a confirmed genetic diagnosis. Knowing your specific mutation is the first step to accessing relevant studies.
1. Empowerment: Understanding exactly what is causing your condition — and knowing that research is targeting that gene or pathway — can be empowering, particularly for those who have been told there is nothing that can be done.
1. Family planning: Genetic information can help family members understand their own risk and decide whether to seek testing.
1. Patient registry: A national registry — with enrolment sites at the University of Alberta and UBC — maintains a secure database of patients who have had genetic testing. If a relevant clinical trial opens anywhere in Canada, participants can be notified.

Important: Genetic testing for IRDs is now provincially covered across Canada — there is no cost to patients. Testing is typically done with a buccal (cheek) swab, and results are returned in a couple of months. The kit can often be mailed to you.

Common Questions About Genetic Testing
1. Do I have to travel to a major centre to get tested? In theory, any physician can order genetic testing. If a family member has already been tested and a mutation identified, testing for that specific change can often be arranged locally. For new patients without a family history of testing, it may be more complex, but virtual genetic counseling is increasingly available.
1. What if I’m worried about what the results might reveal? The panels used for retinal disease testing are focused specifically on genes associated with inherited retinal conditions — not hereditary cancers or heart disease. That said, a small number of genes can occasionally have implications beyond the eye. Genetic counseling before testing helps patients understand what they may learn and decide whether to proceed. This is a personal decision, and choosing not to be tested is completely valid.
1. What if my test came back negative? A negative result does not mean the condition is not genetic — it may mean the causative change is in a region that was not sequenced. Testing strategies are evolving toward broader approaches (whole exome and whole genome sequencing), and it is worth discussing retesting with your ophthalmologist every few years as the field advances. Currently, a genetic answer is found in about 70% of patients with RP.

Supplements and Vitamins: What to Know
Not all supplements are appropriate for all IRD patients. Here are two important specific points:
1. Stargardt disease: High-dose vitamin A supplements are best avoided. Vitamin A derivatives are part of what accumulates as toxic waste in the retina in Stargardt disease. This does not mean modifying your diet or avoiding standard multivitamins — it specifically means avoiding high-dose vitamin A supplements.
1. Retinitis pigmentosa: The AREDS2 multivitamins commonly recommended for macular degeneration contain 400 IU of vitamin E. Studies have found that vitamin E at this dose may be harmful for patients with RP. For this reason, AMD multivitamins are not recommended for RP patients. Discuss any supplements you are taking with your ophthalmologist.

Reminder: Always tell your healthcare provider about any supplements or vitamins you are taking, just as you would with medications.

Light Sensitivity in RP
Glare and light sensitivity are very common symptoms in RP, likely related to cones in the central retina becoming affected as the disease progresses. There is no single standard solution — it tends to be individual. Coloured tinted lenses are often helpful and worth exploring through CNIB or a low vision clinic. Very dark sunglasses are not always ideal, as limiting light too much can worsen the existing difficulty in low-light environments. There is currently no medication that reliably addresses these symptoms, though it is an area that deserves more research attention.

Assistive Technology: Smart Glasses
Smart glasses — such as Meta Ray-Bans — have been helpful for some patients with low vision, though results are very individual. These devices were not designed specifically for low vision, but some patients have found them useful. Companies are now developing AI-powered smart glasses specifically for low vision users with features more tailored to that population. If there are demonstration opportunities available near you — through CNIB or a low vision clinic — trying them before purchasing is recommended. The technology is advancing quickly, and future generations of these devices will likely be significantly more capable.

Staying Informed and Finding Support
1. FBC Health Information Line: Available by phone and email at healthinfo@fightingblindness.ca. Staff can help you find information about your specific condition, identify relevant clinical trials, and connect you with resources.
1. Clinical trials: FBC maintains a list of notable clinical trials on its website. The field is moving quickly — what wasn’t available a few years ago may now be in trials.
1. Patient registry: Enrolling in the national IRD patient registry keeps you informed when new trials relevant to your condition open across Canada. Ask your ophthalmologist or contact FBC for more information.
1. Peer support: FBC can help facilitate connections between patients who are living with similar conditions, with consent from both individuals. Online communities and peer programs are also being developed.

Key Takeaways
1. IRDs are caused by mutations in any of approximately 470 different genes — there is no one-size-fits-all approach to treatment or management
1. Genetic testing is now covered provincially across Canada and is the standard of care for IRDs — it opens doors to clinical trials, empowers patients, and supports family planning
1. Research is advancing on multiple fronts: gene therapy, neuroprotection, cell replacement, optogenetics, and retinal prosthetics
1. Luxturna, a gene therapy for LCA caused by RPE65 mutations, is already approved in Canada — more treatments are in the pipeline
1. Some supplements can be harmful for certain IRD conditions — always discuss what you are taking with your ophthalmologist
1. You are not alone — community, information, and connection make a real difference

What You Can Do Now
1. Stay connected with your eye care team and attend regular appointments
1. Ask your ophthalmologist about genetic testing if you haven’t already had it
1. Enrol in the national IRD patient registry to stay informed about relevant clinical trials
1. Tell your doctor about any supplements or vitamins you are taking
1. Ask about clinical trials that may be relevant for your specific genetic mutation
1. Reach out to Fighting Blindness Canada at healthinfo@fightingblindness.ca for information, resources, and support
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