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IRD COFFEE CONNECTIONS – CALGARY: WHAT YOU NEED TO KNOW
Below is a short summary of FBC’s Inherited Retinal Diseases (IRD): Coffee Connections – Calgary, which took place on April 12, 2026 and featured Dr. Gareth Mercer and Dr. Larissa Moniz, as well as lived experience panelists Dagmar Jamieson and Wayne Kostiuk. 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 a group of genetic conditions caused by changes in the genes that instruct the body in building the retina — the light-sensitive layer at the back of the eye. These changes cause the light-sensing cells (photoreceptors) or the cells that support their health to wear out or become dysfunctional earlier than they normally would. Over time, the retina thins and atrophies.
There are over 300 different genes associated with IRDs, meaning there is enormous diversity in how these conditions present. Two of the most well-known are:
1. Retinitis Pigmentosa (RP) – a rod-cone dystrophy; typically affects peripheral vision and night vision first, with challenges in navigation and low-light environments
1. Stargardt Disease – a macular dystrophy; primarily affects central vision, making reading and face recognition difficult at an early stage

Research Approaches: What’s Being Explored
Gene Replacement Therapy
The most advanced approach: a functional copy of a defective gene is delivered into the retina to restore cell function. The only currently approved IRD gene therapy is Luxturna, for mutations in the RPE65 gene. It has been approved in Canada, and dozens of Canadians have received it with meaningful improvements in vision and the hope of slowing progression. Other gene replacement therapies are in clinical trials.

Gene Editing
Rather than replacing a gene entirely, gene editing makes a targeted correction. Some approaches require ongoing treatment, similar to a medication, while others may be more durable.

Gene-Agnostic Therapies (Neuroprotection)
Because developing separate therapies for 300+ different gene mutations is not feasible, gene-agnostic therapies aim to slow degeneration regardless of the specific mutation. One example currently in a phase three clinical trial is N-acetylcysteine (NAC), an oral medication that acts as a neuroprotective agent, helping keep photoreceptor cells healthier for longer.

Restorative Therapies
For people who have already experienced significant vision loss, restorative approaches aim to replace what has been lost:
1. Stem cell therapy: scientists reprogram cells from the body into induced pluripotent stem cells, then guide them to become retinal cells. These are transplanted back into the retina in the hope of restoring function. FBC-funded researcher Dr. David Lam at UBC is now in a phase one clinical trial through a company called Blue Rock.
1. Optogenetics: other healthy retinal cells that remain after photoreceptors are lost are converted into light sensors by introducing specific genes or molecules, allowing them to take on a quasi-photoreceptor role.

Clinical Trials: What to Know
1. Types of studies: Natural history studies track disease progression without treatment — no treatment is received, but the contribution to research is genuinely important. Treatment trials are Phase 1 (safety), Phase 2 and 3 (safety and efficacy).
1. Phase matters: Phase 1 trials involve the most uncertainty. If you have good remaining vision, participating in a Phase 1 trial requires careful consideration, as there is real risk in early-stage experiments. Later phases have more established safety profiles.
1. Eligibility for future trials: participating in one trial may affect your eligibility for others. For some conditions with multiple treatments in development, this is an important consideration to discuss with your doctor.
1. Randomization: in Phase 3 trials, participants are randomly assigned to treatment or placebo. You may not receive the actual therapy.
1. Not being approved doesn’t always mean no benefit: people in trials can receive genuine benefit from a therapy even if the trial doesn’t meet its pre-specified endpoints and the therapy isn’t approved.

Alberta is well-positioned: The Royal Alexandra Hospital in Edmonton is one of only three centres in Canada — alongside Toronto and Montreal — currently hosting clinical trials for inherited retinal diseases.

The IRD Patient Registry
The IRD patient registry is held at hospital sites across Canada, including the Royal Alexandra Hospital in Edmonton. If you have genetic testing results and an inherited retinal disease, speak with your retinal specialist about enrolment. The registry is used to identify patients when new clinical trials become available in Canada, particularly gene-specific ones. Data is anonymized — only your site holds your name and demographic information. An annual registry newsletter is being launched; if you’re enrolled, expect an email from your site in the coming months. If you don’t receive one and think you should be in the registry, contact FBC at healthinfo@fightingblindness.ca.

Why Do So Few Treatments Reach Approval?
Overall, only about 10% of products that enter the clinical trials pipeline reach approval — and it may be even lower for IRDs. Several factors contribute:
1. Financial challenges: IRDs are rare conditions, making clinical development expensive relative to the market size. Some companies don’t see the financial justification for completing trials, even with promising early signals.
1. Trial design: because IRDs involve slow, gradual vision loss, the endpoints used to measure success haven’t always been well-matched to the nature of the disease. A trial measuring vision change over two years may miss a meaningful effect that would only be visible over ten. Significant international effort is now underway to define better trial endpoints for IRDs in collaboration with regulators.
1. Phase 3 disappointments: some treatments that show strong early signals simply don’t demonstrate clear efficacy at the scale of a large Phase 3 trial.

Treatments Not Yet Proven
People with conditions for which there are no approved treatments can be particularly vulnerable to claims that haven’t been rigorously evaluated. Some clinics in other countries offer stem cell or other experimental treatments that have not been studied in proper clinical trials. Always speak with a trusted physician who can help you evaluate what you see online or elsewhere. A reliable indicator: if a treatment requires you to pay, it is likely not a legitimate clinical trial — legitimate trials do not charge participants.

Lived Experience: What Dagmar and Wayne Shared
Dagmar Jamieson was diagnosed with a degenerative inherited retinal disease at age 13. Wayne Kostiuk was diagnosed with retinitis pigmentosa in the early 1980s and has been managing his condition for over 40 years. Both are now legally blind.

On diagnosis and keeping secrets:
1. Dagmar kept her diagnosis secret for years, worried about how people would react. Instead, she found that people misinterpreted her behaviour — walking past someone she didn’t recognize, for example — as dementia or rudeness. Once she stopped keeping it secret, people became immediately helpful and supportive.
1. The lesson: being open about your vision impairment allows people to help you. Secrets are not healthy, and people will fill in the gaps with their own (often worse) interpretations.
1. Both Dagmar and Wayne continued living full, active lives after diagnosis. Dagmar participated in gymnastics, figure skating, and downhill skiing. Wayne has travelled extensively around the world.

Technology and tools that have made a difference:
1. Meta Ray-Bans: Dagmar uses these extensively — looking in the mirror to identify what she’s wearing, reading menus at restaurants, and describing scenes. The AI accuracy has improved dramatically in the past few years.
1. Seeing AI: identifies colours, reads labels, describes scenes. Three years ago it was unreliable; today it is accurate and genuinely useful.
1. Be My Eyes: connects you to a real human volunteer via video who can describe what your camera sees and guide you in real time.
1. Sight Assist (free, Apple App Store): describes the visual scene, has a built-in magnifier, and on iPhone Pro uses LIDAR to gauge distance.
1. VoiceOver and screen readers: both Wayne and Dagmar use these on their iPhones. Wayne is newer to VoiceOver; Dagmar uses it fluently with a Bluetooth keyboard for longer writing.
1. ChatGPT and large language models: Dagmar uses these to write and has humanoid voices read back her work so she can review it more easily.
1. Desktop magnifier: Wayne found one through CNIB and still uses it regularly for reading letters and documents.
1. The white cane: Wayne was initially embarrassed to use his cane but now never leaves the house without it. It signals to others that you’re visually impaired, and people respond by helping and getting out of the way. Without it, bumping into someone or missing a step gets misread.
1. Good lighting: keeping the home well-lit is increasingly important as vision declines, especially in low-light conditions.

Dagmar’s book:
Blind Visionaries and AI, co-edited with Mark Raleigh, features nine authors with various eye diseases writing about how technology and AI enhances their lives. Named one of CBC’s top 50 most interesting books in Canada. Available on Audible, Libby (free through library), Kindle, epub, and in stores at Indigo and Owl’s Nest.

Their advice:
1. Be open about your vision impairment — people are consistently generous and helpful once they understand
1. Be patient. Have a positive attitude. Lean on the support of family and close friends.
1. Technology is transformative — start learning it before you feel you need it
1. Don’t be afraid to use your cane — it signals to the world that you need a little more space, and people respond
1. There is real reason for hope — research is advancing, and the technology of today is extraordinary compared to even five years ago

Key Takeaways
1. IRDs are caused by mutations in over 300 different genes — gene-specific and gene-agnostic approaches are both being actively pursued
1. Luxturna, for RPE65 mutations, is the only currently approved IRD gene therapy in Canada — but many more are in clinical trials
1. Neuroprotective therapies like NAC (currently in phase three trials) offer hope for many different IRD gene mutations
1. Stem cell therapy and optogenetics represent the next frontier for people with significant vision loss
1. Alberta is a strong hub for IRD clinical trials — ask your retinal specialist about opportunities
1. Enrol in the IRD patient registry so you can be notified when relevant trials become available
1. Technology is transforming daily life for people with vision loss — start exploring it now

What You Can Do Now
1. Ask your retinal specialist about genetic testing if you haven’t had it done
1. Ask about enrolment in the IRD patient registry
1. Let your care team know you’re interested in clinical trials — regular appointments keep you in their database
1. Explore assistive technology: Meta Ray-Bans, Seeing AI, Be My Eyes, Sight Assist, VoiceOver
1. Be open about your vision impairment — it opens doors to support and help
1. Reach out to Fighting Blindness Canada at healthinfo@fightingblindness.ca for information, resources, and support
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