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CYCLE FOR SIGHT EMPOWERING BLIND CYCLISTS AND BRINGING A COMMUNITY TOGETHER
Cycle for Sight, the Foundation’s newest fundraiser in support of vision research, is empowering those who are visually impaired and bringing together the cycling community to support a great cause! 

Read about one participant’s story on Pg. 2

MESSAGE FROM THE PRESIDENT AND CEO 
Because of you, our researchers are unlocking the clues towards our mission to save and restore sight to people living with vision loss. With every project we fund through your donations, with every research breakthrough, we uncover one more vital clue to understanding the complex process of how we see the world around us. 

The Foundation Fighting Blindness’ vision is for every child, every senior citizen, and people of all ages, to enjoy the gift of sight that many of us take for granted. In 2010, our research momentum is stronger than ever, which is why we need your ongoing support. 

In this newsletter, you’ll read about our newest partnership with CIHR, Canada’s federal health research funding agency. It’s for a new gene therapy project to prevent blindness due to retinal degeneration such as retinitis pigmentosa and macular degeneration. This reaffirms our commitment to you to fund only the most promising research led by world class scientists! 

In other FFB funded research news, Dr. Cayouette and his colleagues have discovered a new method for predicting – with up to 99 per cent accuracy – the fate of stem cells before they divide. The ability to predict the path a cell takes when it divides means researchers are one step closer to transforming these cells into the rods and cones, which are needed to process light in the eye, to restore sight to patients with retinitis pigmentosa and macular degeneration. 

As we bring you this latest newsletter, our Scientific Advisory Board (SAB) is reviewing new research applications. They will determine the most promising projects. But the decision of whether these projects will receive funds is in your hands. We need every single one of our supporters, including you, to help fund the next discovery. 

If you are receiving this newsletter, you are one of the FFB’s most loyal donors, dedicated to finding the causes, treatments and cures for blindness. That’s why we hope you will consider joining our ‘Commitment to a Cure’ campaign and become our newest monthly donor. Giving a monthly donation for as little as $10, provides stable, ongoing support to multi-year research projects. 

For more information please turn to the insert on pg. 7. If a monthly gift is not possible at this time there are many other ways you can support vision research. 

The FFB has several different events where you can help raise money for research and have fun with family 
and friends! 

We hope you enjoy news on our signature events across Canada: Cycle for Sight (pg. 3), Comic Vision (pg. 13), and Ride for Sight (pg. 14). On pg. 9, enjoy a lovely story about Gavin and his great-aunt Jean. We hope this issue makes you feel proud that your support is changing the face and future for people living with vision loss. 

With your continued support, 2010 will be another year of excellence in research! Thank you, you are truly making a difference. 

CYCLING FOR SIGHT 
By Michelle Spatazzo 

Six years ago, facing a prognosis of progressive vision loss due to retinitis pigmentosa (RP), I reluctantly handed over my driver’s license to the Ministry of Transportation. Giving up my car keys was a devastating blow to my personal independence. Suddenly, I was forced back to living those awkward teen years of having to rely on others and public transit to get around. 

In October 2009, I attended the Foundation Fighting Blindness’ Vision Quest Conference in Toronto. It was here that the keynote speaker, Erin George, shared her very similar story of how RP forced her off the road. Erin ended her address on a high note and talked about the importance of putting your frustrations into action. 

I was then inspired by learning that she had recently helped co-found a new cycling event to raise funds for eye research. Someone then told me that sometimes you just have to take a leap of faith and go for it! As I haven’t been on a bicycle in 13 years, it’s with great anticipation and excitement that I share the following news: on Saturday June 19, 2010, I will be part of a tandem bike duo in the Second Annual Cycle for Sight and setting off on a 140 km journey from Toronto to Collingwood in support of the Foundation Fighting Blindness. As a Cycle for Sight participant, I’m collecting pledges to help fund research aimed at restoring the gift of sight to people living with vision loss. I believe that one day there will be a cure for vision loss. 

This ride is my leap of faith and I’ve already begun putting all my frustrations into a training program! 

Cycle for Sight, our newest cycling fundraiser empowers those who are visually impaired, while bringing together the cycling community. 

For more information on Cycle for Sight, to register, donate, or volunteer, please visit www.cycleforsight.ca or call Jaime Alexanderson at 1-800-461-3331 ext. 230. 

Cycle for Sight takes place in: 

Toronto, ON (Saturday, June 19) 

Ottawa, ON (Sunday, June 27) 

Victoria, BC (Saturday, August 7) 
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FFB PARTNERS TO FUND AN INTERNATIONAL TEAM DEVELOPING GENE THERAPY FOR RETINAL BLINDNESS 
Leading vision researchers from Canada and the U.S. are embarking on a five-year, $1.4M collaborative project to develop a new gene therapy to prevent blindness due to retinal diseases. Canada’s largest private charity for vision research, the Foundation Fighting Blindness, is partnering with the Canadian Institutes of Health Research (CIHR) to fund the program. CIHR is Canada’s federal funding agency for health research.

The research team includes six scientists led by Dr. Catherine Tsilfidis, Senior Scientist at the Ottawa Hospital Research Institute and Associate Professor in the Faculty of Medicine at the University of Ottawa. 

“The goal of this project is to begin testing a new gene therapy in patients, who are losing their vision due to retinal disease, by the end of five years,” said Dr. Tsilfidis. “This is an ambitious goal, but we think it is achievable. Our results so far have been very encouraging and our team has the dedication and the experience to bring this into the clinic quickly.” 

The retina is the inner lining of the eye that is responsible for sensing light. Millions of people in North America suffer from diseases that involve the retina, such as retinitis pigmentosa, glaucoma, retinal ischemia and age-related macular degeneration. 

Although the causes of these diseases are different, they all end in the same way: with retinal cells dying through a process called apoptosis, which leads to blindness. 

Dr. Tsilfidis and her team have shown that a gene called XIAP can block this process and prevent retinal cell death. The gene can be delivered to the eye using a virus called Adeno-Associated Virus (AAV). 

This therapy has proven particularly promising in an experimental model of retinitis pigmentosa, a genetic condition and important cause of blindness in which a large portion of the outer layer of the retina is lost. XIAP gene therapy was able to protect the cells of this critical part of the eye from dying, resulting in significant preservation of vision. 

“Currently there is no therapy to prevent blindness from most retinal diseases, which is devastating news to more than one million Canadians losing their sight,” said Sharon Colle, President and CEO of the Foundation Fighting Blindness. “But the outlook for these families is changing to a more hopeful one thanks to groundbreaking research like this new project to save sight.” 

“I’ve always hoped to hold out long enough to walk my daughter down the aisle, instead of having her lead me down the aisle,” said David Kong of Ottawa who has retinitis pigmentosa. “Maybe no one else would tell the difference, but it wouldn’t feel the same. That’s what I hope for.” 

The new funding will allow Dr. Tsilfidis and her colleagues to further refine XIAP gene therapy and prepare for patient trials. Her colleagues include: Dr. Robert Korneluk (University of Ottawa), Dr. William Hauswirth (University of Florida), Dr. David Zacks (Kellogg Eye Center and the University of Michigan) and Drs. Stuart Coupland and Brian Leonard (both from the University of Ottawa Eye Institute at The Ottawa Hospital). Together, the team has extensive expertise in retinal surgery, retinal imaging and gene therapy clinical trials. 

Funding for this project through the Foundation Fighting Blindness is thanks to a generous donation from Scotiabank and private donors, Jean Boddy and Jim & Colleen Pallister. 
FFB RESEARCHER DISCOVERS WAY TO PREDICT THE FATE OF NEURAL PROGENITOR CELLS, ILLUMINATING THEIR POTENTIAL AS RODS AND CONES 
Researchers have found a way to predict the fate of neural progenitor cells, before they actually divide. Progenitor cells have the ability to become specific cells, like rods and cones, which are needed to process light in the eye. The ability to predict the path a cell takes when it divides means researchers are one step closer to transforming these cells into the rods and cones, needed to restore sight to patients with retinitis pigmentosa and macular degeneration. Their findings are published in the March issue of the scientific journal Nature Methods. 
FFB grantee, Dr. Michel Cayouette and his postdoctoral fellow Dr. Francisco Gomes, in collaboration with Drs. Badrinath Roysam and Andrew 

Cohen from the Rensselaer Polytechnic Institute (Troy, NY) hypothesized that neural progenitor cells that are slated to divide and become specific cells, like photoreceptors (rods and cones), are different from the neural progenitor cells that will divide to become more neural progenitor cells. 

These findings are significant because this method could help predict the development of retinal progenitor cells (RPCs), a type of neural progenitor cell, which are the forerunners of rods and cones. Turning RPCs into rods and cones involves two very different steps: one, to make the new photoreceptors that are needed for therapy, and the other, to make more RPCs so that the supply of rod and cone forerunners is not rapidly depleted. Until now, engineering these transformations in the laboratory has been unpredictable, because the RPCs that can follow one path or the other look very much alike. 

These findings will help researchers create a more efficient route to producing rods and cones for replacement therapy, and open the door to identification of novel genes that determine which path RPC divisions will take. 

Dr. Michel Cayouette is Director of the Cellular Neurobiology Research Unit at the Institut de recherches cliniques de Montréal (IRCM). His work is supported by grants from the Foundation Fighting Blindness and the Canadian Institutes of Health Research (CIHR). Dr. Cayouette is also a professor at the Université de Montréal. 

RESEARCH GRANT COMPETITION: 
THE TIME IS NOW 
Our Scientific Advisory Board is reviewing FFB’s annual research applications right now. In May, they will determine the most promising projects. But the decision of whether these projects will receive funding is in your hands. We need every single one of our supporters, including you, to help fund the next discovery. This is where you play such a vital role with the FFB. Your support for 2010 will help fund critical research needed to allow researchers to continue their search for cures for all forms of blindness. 

You are a vital partner in our mission to preserve, protect and restore sight. Thank you for your continued support of vision research. Thanks to your support, we can continue to share groundbreaking eye research discoveries with you to show how your investment in vision research is taking us closer to saving and restoring sight. 

To support vision research, please call us at 1.800.461.3331; donate online at www.ffb.ca, or return the enclosed reply card with your gift towards sight. 

THANK YOU TO ALL FOR YOUR GENEROUS DONATIONS IN HONOUR OR IN MEMORY OF A LOVED ONE. 
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IN HONOUR GIVING: GREAT TRIBUTE TO THE ONE YOU LOVE 
When Gavin Morrison first heard his great-aunt, Jean Petitt, was making a gift to the Foundation in honour of him, he felt very grateful. Gavin was diagnosed with retinitis pigmentosa at the age of five, and has been losing his sight ever since. But Gavin is hopeful that vision research will uncover treatments and cures to save or restore his sight. 

He knows his great-aunt’s donations will bring him that much closer to a brighter future. Gavin’s great-aunt Jean is no stranger to vision loss either. Jean has macular degeneration and glaucoma and has very little sight left. Jean’s family is also affected by vision loss, her father as well as her brother and two sisters lost their sight too. Jean’s first donation to the FFB was in 1999. Since then, there has been incredible progress including the first ever Canadian to have some vision restored by a new experimental gene therapy in 2008. Jean has been giving yearly to the FFB, whether it’s through a stock donation or donations, she knows that continued support is what will ultimately help restore her great-nephew’s and others’ sight. Gavin is grateful for great-aunt Jean’s support and so is the FFB. Cures really are in sight. 

If you know someone affected by vision loss, please consider giving a gift In Honour of them. Giving In Honour not only show you care, but also helps fund critical research that paves the way for breakthroughs. Please visit www.ffb.ca or call 1.800.461.3331, ext. 221 and speak to Josie Koumandaros for more information about In Honour Giving. 

FINDING A CURE FOR BLINDNESS 
By Nadine Seed 

Our first son, Erick was born 6 years ago. Imagine our horror when his father and I were told that our 10 week old son could not see, and NEVER would. 
Our darling son was diagnosed with an incurable inherited retinal disorder called Leber congenital amaurosis. This is a condition that creates severe and early onset blindness in infants. 

Life as we dreamed would now be entirely different. Where we once envisioned our son playing hockey and admiring the colourful lights on the Christmas tree, we were now faced with the reality of pictureless Braille books and mobility lessons with a white cane. 

Our dream of a cure for our son’s blindness is within reach. Believe it or not, the biblical idea of curing the blind is NOT a far fetched impossibility. With sufficient funding to exceptional vision researchers, it can happen in my son’s lifetime. Scientists in Canada and the United States have been able to restore vision to a certain degree in a handful of patients in North America using an exciting and novel form of gene therapy. This result coming from a phase 1 safety trial! 

Other groups are studying retinal chip implants that create visual images in the brain; others are studying the effects of nutrition in the prevention of vision loss and potential vision restoration; and stem cell researchers are on the cusp of being able to create photoreceptors from a simple unspecified stem cell. 

It is my life’s dream to see the black cloak lifted off of the eyes of all blind individuals on earth. But it won’t happen without financial support. These researchers need funding badly. The FFB is an incredible national organization that has the same dream as mine, to support the incredible researchers in their selfless efforts to give the gift of sight to all. 

To read Nadine’s full story, please visit www.ffb.ca. 

Nadine’s story has been published in the April edition of Today’s Parent and received a $2,000 donation (courtesy of KRG Children’s Charitable Foundation) for the FFB. Nadine’s story could win an additional donation for the FFB at the end of the year! 

9TH ANNUAL “LIGHT THE DARKNESS” DINNER & DANCE RAISES $17,000 
On Saturday, February 13, 2010, 430 guests gathered at Paradise Banquet 

& Convention Centre in Toronto, ON for a magical evening. The 9th Annual Light the Darkness Dinner and Dance raised $17,000. Many thanks go to the sponsors who graciously donated items for the silent and live auction, raffle and door prizes. A special thanks goes out to all those who attended. The money raised will go to fund groundbreaking vision research through the Foundation Fighting Blindness, which funds research at hospitals and universities across Canada to find treatments and cures for eye diseases that cause blindness. This fundraiser was made possible by a dedicated committee who worked tirelessly to ensure its success. 

Vince and Rosa Lombardi are the founders of this incredible event, which has raised close to $100,000 for vision research since it began. The Foundation would like to thank the Lombardi family and their organizing committee for their drive and passion over the years. 

Don’t forget to mark your calendars on Saturday, February 12, for the 2011 “Light the Darkness” Dinner & Dance, marking its 10th year! For more information call the FFB, 1.800.461.3331, ext. 224 or visit www.ffb.ca. 

COMIC VISION: LAST CALL 
After a decade of success with its signature comedy fundraiser, 

Comic Vision, held in five cities across Canada, is expanding with “Comic Vision: Last Call”. The event will feature comedians, a live auction and dance party geared at the twenty-something crowd. The volunteer committee is made of young, motivated members who want to help further FFB’s mission to fund vision research. Comic Vision Last Call is being presented by Bell and will be held at the historic Steam Whistle Brewery in Toronto, ON on Thursday, July 8th, 2010. 

For more information, call Jamie King at 1.800.461.3331, ext. 224. Tickets go on sale on May 3rd, 2010 and can be purchased online at www.comicvision.ca. Doors open at 7:00 PM. 

COMIC VISION NATIONAL TOUR

Comic Vision 2010 took place in five cities across Canada: 

London, ON (Tuesday, April 27) 

Oakville, ON (Wednesday, April 28) 

Toronto, ON (Thursday, April 29) 

Calgary, AB (Wednesday, May 5) 

Vancouver, BC (Thursday, May 6) 

If you missed out on this year’s Comic Vision and would like to receive an invite for Comic Vision 2011 or to make a donation please visit: www.comicvision.ca or call Jamie King at 1.800.461.3331, ext. 224. 

RIDE FOR SIGHT 2010 
Ride for Sight, the longest running motorcycle charity fundraiser in Canada in support of the Foundation Fighting Blindness is hosting seven events this year across Canada.

New Locations:  

Central Ontario - June 25-27 - Mosport International Raceway 

Raise a minimum of $75 and you’ll automatically receive a weekend wristband that entitles you to all of the non-stop weekend fun; Bike Games, Show n’ Shine, FMX Stunt Shows, Huge Marketplace, Free Camping, and a live evening performance by Trooper on Saturday night! 

On Saturday, June 26, 2010, gather at the official Ride for Sight Parade Kick Off Site at Woodbine Racetrack to register for the parade going toMosport International Raceway. Collect your fundraising award and enjoy a free pancake breakfast. 

Alberta - June 11-13 - Stoney Nakoda Resort & Casino 

A perfect destination for anyone wishing to enjoy a weekend getaway with breathtaking scenery and loads of activities to enjoy. The property offers beautiful roads for riding, scenic camping grounds, a pool,waterslides and all the traditional Ride for Sight favourites including the Canadian Chaos Freestyle Stunt Team. Just fundraise a minimum of $50 to be a part of all the excitement! 

Ride for Sight and Legendary Canadian Rock band Chilliwack want to Fly At Night with you for a special live performance at Stoney Nakoda Resort & Casino...Chilliwack will be rockin’ at Ride for Sight and you could be there! 

Also check out the Ride taking place in: 

Maritimes 

June 4-6 - Fox Mountain Camping Park 

Newfoundland & Labrador 

June 25-27 - Grander Community Centre 

Manitoba 

July 9-11 - Medicine Lane Ranch 

Northwestern Ontario 

June 25-27 - Ojibway Provincial Park 

Saskatchewan 

June 26 - Western Development Museum 

To find out how to register, volunteer, or donate to Ride for Sight please, call 1-800-461-3331 or visit www.rideforsight.com. 

SAVE THE DATE VISION QUEST 2010 

This year Vision Quest 2010 will host a half-day Youth Conference in Toronto, ON, on Saturday, October 23, 2010. 

The conference will bring together youth to discuss various topics of interest. Further details coming soon! We are collecting feedback from parents and youth to help us better understand your needs when planning youth programs. To have your say, please visit www.ffb.ca and click on 

Vision Quest Conference, or call 1-800-461-3331 ext. 225. 

Vision Quest 2010 will also host an RP and AMD conference in Calgary (Saturday, October 2, 2010) and Ottawa (Saturday, October 16, 2010). 

To receive conference updates please sign-up for e-news today! 

Visit www.ffb.ca. 

------------------------------------------------------------------------

Vision Quest

Thank You For Your Support! 

Vision Quest is published by The Foundation Fighting Blindness to inform readers of research directed to finding the causes, treatments and cures of retinitis pigmentosa, macular and related retinal diseases, as well as providing Foundation news. 

