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IRD Coffee Connections – Toronto
Speakers: Jennifer Jones; Dr. Larissa Moniz; Dr. Gareth Mercer; Dr. Lia Huo; Morgan Ineson; Robin Skeates; Jennifer McKellar; Stuart Matan-Lithwick; audience members.
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 1.888.626.2995. Our team can help you navigate your diagnosis and connect with resources.
Part One: Expert Discussion
Introductions and Disclaimer
Dr. Larissa Moniz: Welcome, everyone. Joining us are Dr. Gareth Mercer, a retinal surgeon at St. Michael’s Hospital and SickKids who leads an inherited retinal disease clinic at Kensington Eye Institute, and Dr. Lia Huo, who completed her PhD researching retinal degeneration treatments and is now studying medicine at the University of Toronto. Dr. Huo is also a Fighting Blindness Canada clinician-scientist emerging leader awardee. The views shared today are those of the speakers and do not necessarily reflect those of Fighting Blindness Canada. Mentions of treatments or products are not endorsements, and sponsors do not influence our educational content.
Q&A: What Are Inherited Retinal Diseases?
Dr. Larissa Moniz: Could you explain what inherited retinal diseases are for those who may be new to their diagnosis?
Dr. Gareth Mercer: Inherited retinal diseases (IRDs) result from changes in genes that affect the retina, the light-sensitive tissue at the back of the eye. The retina turns light into signals the brain interprets as vision. In many IRDs, retinal cells gradually degenerate and are lost. Retinitis pigmentosa (RP) often begins with night-vision problems followed by reduced peripheral vision. Macular dystrophies, including Stargardt disease, affect central vision, making reading, seeing colour and recognizing faces difficult, while peripheral vision may be retained. Usher syndrome is another inherited condition. Although these diseases share retinal degeneration, the functional effects vary considerably.
Q&A: How Vision Loss May Progress
Dr. Larissa Moniz: With so many different genes involved, how do you explain what someone’s vision loss might look like over time?
Dr. Gareth Mercer: The first point is that each person’s experience is different, even among family members with the same genetic change. With Stargardt disease, central-vision tasks such as reading small text and recognizing distant faces may become harder, but many people retain useful side vision for navigation. With RP, night and peripheral vision are commonly affected first, while central vision may remain useful for a long time. People may need mobility training or a cane as their needs change. Many patients worry they will lose all vision; in many IRDs, some useful vision remains. Understanding the likely pattern and finding rehabilitation resources helps people maintain independence, while recognizing that no individual course can be predicted with certainty.
Q&A: Current Approaches to IRD Research
Dr. Larissa Moniz: What are some of the main research approaches currently being explored?
Dr. Lia Huo: I divide the research into three broad approaches. The first addresses the underlying genetic cause, through gene replacement or gene editing. Luxturna provides a functioning RPE65 gene to eligible patients with a specific genetic condition; it does not help people whose disease is caused by other genes. Gene-editing approaches are also being studied, but longer-term safety and effectiveness need investigation. The second approach, neuroprotection, aims to preserve surviving retinal cells by targeting mechanisms shared by multiple genetic conditions. Researchers are studying compounds such as N-acetylcysteine (NAC) and protective factors including BDNF and CNTF. The third approach aims to restore vision after cells have been lost. This includes transplanting retinal cells derived from stem cells and optogenetics, which attempts to make remaining retinal cells responsive to light. BlueRock is studying retinal cell transplantation, including whether the cells survive and form the necessary connections. Nanoscope is developing an optogenetic approach, which was discussed as undergoing regulatory review. These approaches remain at different stages of investigation and are not established treatments for most patients.
Dr. Larissa Moniz: Fighting Blindness Canada helped fund earlier work that contributed to BlueRock’s stem-cell program. It is exciting to see clinical research advance, while remembering these are early stages.
Q&A: Why Genetic Testing Matters
Dr. Larissa Moniz: Why is genetic testing important, and what can the results mean for patients?
Dr. Gareth Mercer: Testing can often be done with a cheek swab sent to a laboratory to look for changes in genes associated with IRDs. There are three main reasons to test. First, it can confirm the diagnosis and distinguish an IRD from conditions with similar eye findings. Second, it helps with family planning by clarifying the inheritance pattern and possible implications for children and other relatives; genetic counselling is valuable here. Third, it can establish eligibility for gene-specific clinical trials or approved therapies, which depend on knowing the precise genetic cause. Testing will not necessarily lead to a current treatment, but it may open future options.
Q&A: Research on Neuroprotection and Drug Delivery
Dr. Larissa Moniz: Could you describe the research you carried out during your PhD?
Dr. Lia Huo: My work focused on preserving cone photoreceptors in retinitis pigmentosa. Rod cells, which support night vision, are lost early in RP. Researchers are investigating whether a protective factor normally supplied by rods could help keep cones alive and preserve central, high-acuity vision. A major challenge is keeping a therapeutic protein in the eye long enough to work. I developed transparent, gel-like biomaterials called hydrogels that can hold a protective factor and release it gradually. These polymers can be chemically adjusted to control how much protein is released and for how long. In mouse and rat models of RP, a single injection was associated with vision lasting about four times as long as it otherwise would. These are animal-study findings, not evidence of an available human treatment. The drug-delivery approach could potentially have applications beyond IRDs.

Audience Q&A: Managing Retinitis Pigmentosa
Audience member: Are there treatments or measures that can delay vision loss from retinitis pigmentosa?
Dr. Gareth Mercer: For most people with RP, we still do not have a specific therapy proven to stop progression. It is also important to distinguish progressive diseases from conditions such as congenital stationary night blindness, which generally do not worsen in the same way, or Leber congenital amaurosis, which can cause poor vision very early in life. Avoiding smoking and managing conditions such as diabetes and high blood pressure can help reduce additional retinal harm. High-dose vitamin supplements once proposed for RP have not shown clear benefit for most patients and can sometimes be harmful; supplements used for age-related macular degeneration should not automatically be applied to RP. Beyond medical care, low-vision rehabilitation, mobility training, adaptive technology, and information about available supports can help people continue doing what matters to them.
Dr. Larissa Moniz: Vision Loss Rehabilitation Canada has representatives here who can discuss services and individual needs.
Audience Q&A: Nanoscope and Access to Treatment in Canada
Audience member: If Nanoscope’s treatment is undergoing FDA review, what is happening in Canada?
Dr. Lia Huo: I do not know of a specific Canadian timeline. The interval between U.S. and Canadian processes can vary considerably.
Dr. Gareth Mercer: The clinical trial findings discussed are encouraging, but an FDA filing is not approval. Companies often pursue U.S. or European authorization before submitting to Health Canada. Canadian approval and provincial funding are separate decisions, and cost, evidence of benefit, and health-system priorities all matter. Luxturna was approved in the United States in 2017, but public funding in Ontario came years later. Not every drug approved in the U.S. ultimately becomes available in Canada.
Dr. Larissa Moniz: Fighting Blindness Canada contributes patient-experience evidence to Canadian regulatory and health-technology assessment processes. Community surveys help us represent what matters to patients when therapies are evaluated.
Audience Q&A: Living Fully with Vision Loss
Stuart Matan-Lithwick: When someone is diagnosed, do clinicians also discuss what they can still accomplish, including education, work and daily life with accommodations, rather than focusing only on future loss?
Dr. Gareth Mercer: That is an important point. Physicians can focus heavily on treating disease and may not adequately communicate how full a life can be with vision loss. Receiving the diagnosis can involve real grief, which should not be minimized, but there is also enormous potential. Peer networks and community organizations help people see what others have achieved and discover ways forward.
Stuart Matan-Lithwick: When I was diagnosed, being told “You’re going to be okay” and connected to community support made a lasting difference.
Dr. Lia Huo: My father’s experience of vision loss also taught me the importance of balancing a realistic discussion of challenges with hope, creativity, practical support and respect for what people can continue to do. Lived experience also helps shape research priorities.
Audience Q&A: OCU400 and Gene-Agnostic Research
Audience member: What is known about OCU400 and the research taking place in Canada?
Dr. Gareth Mercer: OCU400 is an investigational gene therapy being studied in retinitis pigmentosa. Unlike a gene-specific replacement treatment, it aims to support remaining photoreceptors through the NR2E3 gene, potentially helping people with different genetic causes of RP. There have been Canadian trial sites, although I cannot confirm their current recruitment status. Earlier results have been promising enough to advance research, but trials may include a sham-treatment group, benefits are not guaranteed, and other therapies have failed despite encouraging early results. Cautious optimism is appropriate.
Part Two: Lived Experience — Introductions
Introductions
Morgan Ineson: We have heard the medical perspective on IRDs. Now Robin Skeates, Stuart Matan-Lithwick and Jennifer McKellar will share experiences of diagnosis, adaptation and support. Jennifer joins us as a family member and care partner.
Robin Skeates: I was initially diagnosed with RP around age 25 in the late 1980s, after reporting trouble seeing at night. The ophthalmologist told me some people plateau while others go blind, without much explanation. Years later, genetic testing established that I have Usher syndrome type 2A and connected my vision condition with the hearing loss I was born with. At the time of my first diagnosis, there was much less information available.
Jennifer McKellar: My daughter, now 25, has Stargardt disease. She was first misdiagnosed, and it took a long time to get an accurate diagnosis. Genetic testing eventually confirmed the condition, and I believe it was an important part of the process.
Stuart Matan-Lithwick: I learned I had RP in 2000 while I was a graduate student at the University of Toronto. The optometrist told me I was going blind and asked for my driver’s licence, without offering meaningful support. I felt lost. A researcher I knew told me I would be okay and connected me with Fighting Blindness Canada, CNIB and others. At first, I responded by learning everything academically so I could avoid the emotional impact. Community became essential to how I adapted.
Receiving a Diagnosis and Finding Support
Morgan Ineson: Jennifer, what did your daughter’s diagnosis mean for your family? Robin, what kinds of support were useful to you?
Jennifer McKellar: It was devastating for both of us, especially because my daughter was so young. We struggled to talk about vision loss and what it meant. Through the low-vision clinic at the University of Waterloo, we found a counsellor who helped us process the grief associated with losing vision and the continuing changes. Acceptance took time, but counselling helped our whole family. It is possible to build a good life with the condition.
Robin Skeates: In some ways, not understanding exactly what lay ahead allowed me to continue pursuing things I wanted to do, including going back to school. Over time, connecting with BALANCE for Blind Adults, Fighting Blindness Canada and people with other IRDs became increasingly valuable. Advocacy work introduced me to international patient communities, clinical trials and the pace of research. I have also been involved in disability advisory and mentorship work. We have far more information and awareness now than we did decades ago.
Tools, Technology, and Everyday Adaptations
Morgan Ineson: Which tools, technologies or adaptations have had the greatest effect on your everyday life?
Stuart Matan-Lithwick: BALANCE for Blind Adults and CNIB have helped me learn assistive technology, including Apple’s VoiceOver and other accessibility features. My basic white cane is one of my most important tools. Accessible pedestrian signals are useful too. Just as important is changing how I view my vision loss: with appropriate accommodations and the support of others, I can do things I once assumed were impossible. Meeting other blind people who ski and participate in sports has challenged my expectations.
Robin Skeates: My technology has changed as my vision has changed. I began with computer magnification, high-contrast settings and larger displays. As a water resources engineer with the Ontario government, I also helped advocate for accessible elevators with braille, raised numbers and voice announcements. Today, I use VoiceOver on my iPhone and JAWS with Fusion on my work computer. I have very little remaining light perception. Going outdoors alone using a cane is still a major challenge I am working toward, despite everything else I have learned to do.
Family, Friends, and Support Networks
Morgan Ineson: How have family, friends and other people supported you, and how do you balance help with independence?
Jennifer McKellar: I have learned to listen to my daughter and follow her lead rather than push before she is ready. She describes me as one of her most helpful adaptations. Our family helps with transportation, which is particularly important because we live in a small town and she does not have a driver’s licence. She has started her own business and is considering whether a bioptic driving assessment may be appropriate. My role is to help while respecting her choices and her pace of acceptance.
Stuart Matan-Lithwick: People who have experienced vision loss have been my greatest source of practical understanding. I can ask how they handled a challenge and decide what works for me. My daughter is also incredibly supportive and wants to guide me, but I am mindful that she deserves to have her own childhood without feeling responsible for caring for me.
Robin Skeates: My partner, family and a small circle of close friends are tremendously supportive. They help with transportation and make sure I can participate in activities and outings. My adult children also know how to guide me. Having people who include me rather than make assumptions about my limits makes an enormous difference.
Advice for the Newly Diagnosed
Morgan Ineson: What advice would you give to someone newly diagnosed with an inherited retinal disease, or to their family?
Jennifer McKellar: Someone told us early on that there would be good days and bad days, but the good days would far outweigh the bad. That has stayed with us. We take things one day at a time, because our circumstances and emotions can change.
Robin Skeates: Do not limit your dreams. My younger brother has the same condition, but it has affected his vision differently. Had I known at 25 exactly where my eyesight would be now, I might never have pursued an engineering degree. Yet I did, and I have had a fulfilling career. Reach out to family, friends and organizations, and do not decide too early what you cannot accomplish.
Stuart Matan-Lithwick: You do not have to go through vision loss alone. Connect with community as early and as fully as possible, ask for help and be willing to accept it. Learning to understand your vision loss as part of your experience can help you adapt. The journey is challenging, but support and accessibility can open possibilities.

Audience Q&A: Building a More Accessible World
Morgan Ineson: If you could change one thing about the world for people living with vision loss, what would it be?
Stuart Matan-Lithwick: The barriers created by how society is designed are often more disabling than vision loss itself. I would create a world where workplaces, communities and systems adapt to people as they are, allowing everyone to participate, contribute and thrive.
Closing Remarks and Resources
Morgan Ineson: Thank you to our panelists and everyone who joined us. Please complete the event survey, on paper or digitally, and contact the Fighting Blindness Canada Health Information Line at healthinfo@fightingblindness.ca with further questions. You can also visit fightingblindness.ca for upcoming education events, webinar recordings and our newsletter. Our team and volunteers are available to help attendees as they leave.



1
Charitable Registration Number: 119129369 RR0001
890 Yonge Street, 12th Floor, Toronto, Ontario, M4W 3P4
1-800-461-3331 · info@fightingblindness.ca · fightingblindness.ca
image1.emf

