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Vision Quest 2009 connects patients and their families to researchers

Over 750 people attended Vision Quest 2009, which featured top eye researchers presenting information on developing treatments to prevent or treat genetic forms of blindness.

Message from the President and CEO

As we wrap up another successful year, this issue will take a look at what made 2009 special. This year marked the fi rst time the Vision Quest Conference was held in three Canadian cities in a single year. While the conferences delivered the latest information on vision research, they also connected families living with vision loss and enabled them to share stories of encouragement and hope. For a recap on this year’s conference please turn to pg. 4. Also, please visit www.ffb.ca to listen to audio presentations from all three conferences. The Vision Quest Conferences also highlighted the FFB Patient Registry, the first and only national registry created to capture medical information of patients with retinal dystrophies. One of the benefits of the registry is to inform patients when clinical trials are relevant to them.

We encourage all patients to please visit www.ffb.ca and click on ‘Resources’ for more information on the FFB Patient Registry and learn how to enroll.
The Foundation is also proud to have awarded funding to five new operating grants, and two new partnership grants this year. This is in addition to its current funding commitments from previous years. To read how your support has helped these research champions make breakthroughs in vision research, please turn to pg. 5. For a complete list of all FFB funded research, current and past, please visit www.ffb.ca, ‘Research’.

Despite having funded almost $1.4 million of quality research grants this past year, this was only 31% of the research project proposals we received.  We need to fund even more next year, because each new project could be another discovery to bring us closer to a treatment or cure. To save or restore sight to you or your loved ones, we must continue to support vision research because miracles are beginning to unfold!

Research grants are determined based on donations received from the previous year. That means, to fund more promising research next year, we must do as much as we can to champion research by December 31st. Please consider making a gift before December 31st and show your support of vision research. For your convenience, we’ve enclosed a business reply envelope in the newsletter to send your special gift.
It has also been an exciting year for special events in support of the FFB, which raised much needed funds and awareness of our mission to restore the gift of sight. Thank you to everyone who participated, fundraised and volunteered their time to make our events successful.  Read more about Comic Vision, Ride for Sight and our newest event, Cycle for Sight on pgs. 11 - 15. We hope you will get involved in one of these events next year! 

Turn to pgs. 7 - 10, Making a Difference, to read more inspiring stories of how individuals found unique ways of putting their hope into action to support vision research. One story focuses on three-time Stanley Cup champion, Ken Daneyko, and professional figure skater Jodeyne Higgins, who got us involved in a new reality show, CBC’s Battle of the Blades. They earned $25,000 for vision research and several weeks of national publicity through CBC, and by you reaching out to family, friends and colleagues. Thank you for all your support throughout this awareness and fundraising campaign.

On behalf of the Foundation Fighting Blindness, I wish you and your loved ones a happy holiday season and New Year!

Sharon Colle

President and CEO

Welcome our new Board and S.A.B Members

The FFB is proud to have such a passionate and influential Board of Directors from across Canada, including those who are living with, or have family members living with vision loss. The FFB is indebted to its Board of Directors who volunteer their time, expertise and resources to aid the FFB and families living with eye disease.

Please welcome:

Jane Humphreys, Toronto, ON

Dagmar Jamieson, Calgary, AB

Hugh Munro, Principal,

H. Munro & Associates, Toronto, ON

Raymond Stein, M.D., Ph.D., Medical

Director, Bochner Eye Institute, Toronto, ON

Our Scientific Advisory Board (S.A.B) is made up of top Canadian eye researchers who volunteer their time and expertise to make sure the most promising research is selected for funding. 
Please welcome our new members:

Rod Bremner, Ph.D., Toronto, ON

Robert Gendron, Ph.D., St. John’s, NL

Ordan Lehmann, M.D., Ph.D., Edmonton, AB

Valerie Wallace, Ph.D., Ottawa, ON

(Newly appointed Chair)

For their full biographies, visit www.ffb.ca, ‘About the FFB’, ‘Scientific Advisory Board.’

Directors

Lawrence Cohen

Derek George

Karl Graham

Bruce Herscovici

Elise Héon, M.D., FRCSC

Jane Humphreys

Malcolm Hunter

Dagmar Jamieson

Peter Kertes, M.D.

Garry Lee

Hugh Munro

Lorna Rosenstein

Raymond Stein, M.D., FRSC

Valerie Wallace, Ph.D.

Sharon M. Colle, ex-officio

Executive Committee

& Officers

Donna Green, Chair

Ken Kirk, Vice Chair

Rahn Dodick, Treasurer

Andrew Burke, Secretary

Wade Oosterman, Officer

Catherine Tillmann, Officer

Joe Grech, Officer

Scientific Advisory Board

Valerie Wallace, Ph.D., Chair

Rod Bremner, Ph.D.

Robert L. Gendron, Ph.D.

Ordan Lehmann, M.D., Ph.D.

Donald J. Zack, M.D.

Vision Quest 2009

Thanks to the commitment of our expert speakers, volunteers and 750 patients and their families, Vision Quest 2009 offered another great year of sharing information, resources and hope!

Vision Quest 2009 took place in Toronto (Oct. 3), Vancouver (Oct. 24), and Edmonton (Nov. 7). Vision Quest is a unique conference which delivers information to attendees about the latest developments in eye research, directly from Canada’s top researchers and doctors.

This year’s conference covered topics such as being an advocate for your eye health, nutritional therapies, and emerging treatments for retinal dystrophies. Audio versions of each presentation are now online, please visit www.ffb.ca and click on ‘Vision Quest’ to listen.
A special thanks goes to our proud sponsor, CIBC. We would also like to thank TELUS for generously donating the venue in Vancouver, and the University of Alberta for donating the venue in Edmonton.

In addition, to research information, this year the conference featured an inspirational keynote speaker in each city to offer hope and encouragement to everyone living with vision loss. Erin George delivered a powerful and emotionally charged message of encouragement to everyone in Toronto “to take their passion, frustration, their anger and put it into action.” In Vancouver, Heather Challmie encouraged patients “to maintain a sense of positivity and a sense of humour as a crucial way to help cope with vision loss.” And Norma Bastidas reminded people in Edmonton that she is a regular mom who chose to take on an extraordinary journey (more on pg. 7), and that each person can choose their own unique way to make a difference.

Thanks to everyone who was part of Vision Quest 2009! Visit www.ffb.ca and click on “Vision Quest” to listen to audio files of each conference.

FFB Research Grants Making A Difference

Each year, the FFB provides critical funding to vision researchers championing new breakthrough discoveries. This year, through your donations, the FFB was able to fund five new operating grants to Canada’s most prominent retina scientists. Here are just a few of the examples of how your donations are making a difference:

Dr. Catherine Tsilfidis is testing a new gene therapy to prevent retinal degeneration. Soon, she will move this therapy from the research laboratory to the clinic. This is vital research, which will help those trying to save any remaining vision. But we need more new funding to take this project to its completion over the next three years.

Dr. Gilbert Bernier and his research team have taken a giant step in the fight against diseases related to brain aging. They’ve recently identified a gene that controls the normal and pathological aging of neurons in the central nervous system. This knowledge could one day help scientists slow the aging of the brain and prevent diseases, such as age-related macular degeneration (AMD).

Dr. Michel Cayouette and his research team recently discovered Ikaros, a gene expressed in early retinal progenitor cells. By helping to understand the mechanisms of stem cell development scientists can develop safe and efficient cell replacement therapies for photoreceptors lost through degeneration. This will be done through genetically engineered mice and through gene expression-profiling with gene “chips”. The aim is ultimately to prevent the loss of photoreceptors as well as to restore sight that is lost.

Dr. Gautam Awatramani was part of a team that partially restored vision in animals that were otherwise completely blind from inherited retinal degeneration (Lagali et al., 2008). This breakthrough revealed the importance of reprogramming surviving, non-photoreceptive retinal neurons to be light-responsive. The goal of his latest FFB funded research is to test and design strategies to restore vision in people already blind from retinal degeneration.

The focus is on probing and repairing circuits during retinal degeneration; which will help researchers to better understand bipolar cells (neurons that transmit signals from rods and cones) and what is the most effective way to make them respond.

Dr. Robert Koenekoop and his team will identify new genes and mutations responsible for Leber congenital amaurosis (LCA), the most severe retinal dystrophy and the most common cause of inherited childhood blindness. Identifying new genes for LCA will help identify new gene therapies for more patients. For more examples of how your support of FFB-funded research is leading the way to prevent, treat, and ultimately cure eye diseases that cause blindness, please visit www.ffb.ca, ‘Research’.

Although we funded $1.4M of quality research grants this past year, this was only a fraction of the research project proposals we received. Research grants are determined based on donations received from the previous year. That means to fund more promising research next year, we must do as much as we can to champion research by December 31st. Please consider giving to vision research and pave the way to a brighter future!
LCA Gene Therapy Update

In 2008, doctors at the University of Pennsylvania and the University of Florida conducted the first gene therapy human trials on Leber congenital amaurosis (LCA) patients with great success. A year later, this experimental treatment continues to show benefit and in some cases even improving eye sight for some of the patients. 

The trial tested a handful of patients with various degrees of vision loss due to a gene mutation in the RPE65 gene. These patients underwent a procedure in which surgeons injected their eyes with millions of copies of non-defected RPE65. 

One patient was Canadian, Dale Turner, who only had about 10% of his vision remaining prior to his participation in this trial. Post-surgery Dale said his sight improved and he was overwhelmed by seeing the bright blue sky.

Now, a year later, doctors in one of the studies report in the New England Journal of Medicine that the vision of the three volunteers has not deteriorated. There have been no adverse immune responses in the eye or in the body.

Researchers will continue to follow the patients over the next several years to monitor safety and efficiency of the treatment. For additional information about LCA, visit www.nei.nih.gov/lca.  For more information about this specific trial, please visit www.clinicaltrials.gov.  
FFB/CIHR Gene Therapy Partnership

The recent success in gene therapy for RPE65 for LCA is helping to pave the way for other gene therapy research. The FFB funded researchers will apply knowledge in gene therapy to treat other forms of retinal dystrophies, such as retinitis pigmenotsa (RP), Stargardt’s disease, cone-rod dystrophy, and Leber congenital amaurosis (LCA).

This five year partnership is funded by the FFB and Canada’s health research funding agency (CIHR) and is being led by Dr. Robert Molday, a cell biologist from the University of British Columbia.

The project’s aim is to replace the defective gene with a “new healthy gene” in specific animal models for retinal degenerative diseases with the aim of slowing photoreceptor loss and partially restoring vision. Success in these animal models would lead to future human clinical trials. For more information, please visit www.ffb.ca and click on ‘Research’.

Norma Bastidas: Calgary Mom on a Mission

In January 2009, Norma became the second person in history to run seven of the planet’s most unforgiving environments on seven separate continents in one year. Her journey, known as the 777 Run for Sight, took her through the thick jungles of Brazil and the driest deserts in the world. She leveraged her incredible journey to help raise money for the Foundation Fighting Blindness and to raise awareness of her son’s battle with vision loss.

Norma not only made history through her journey, but she also presented the FFB with a cheque for $45,360 at the Vision Quest 2009 Conference in Edmonton. This money will be leveraged to further the Foundation’s mission to restore vision to Canadians living with blindness. Two years ago, Norma’s eldest son Karl, now 13, was diagnosed with cone rod dystrophy, a progressive eye condition with no cure. Norma found Karl’s diagnosis to be an emotionally draining experience. To relieve the stress, Norma began to run – and never stopped.

Norma sees the ultra-marathon experience as a metaphor for the incredible trials faced every day by the visually impaired. “Ultras are tough physically and emotionally,” admits Norma, “but the challenge is only temporary. After I finish an ultra, my life goes back to normal. But people with visual impairments have to keep overcoming huge challenges every day of their lives.” 

She believes her work will show both her children that we can all have a positive impact on other people’s lives and change the world around them.

Norma is thankful for all her sponsors and supporters’ generosity, including Brett Wilson who hosted a backyard garden party to bring attention to the fundraiser and the cause.

In 2010, Norma is planning the 771Climb for Sight, 7 summits, 7 continents, 1 record. She will climb the 7 highest peaks on 7 continents, including Everest, in one year - making her the fastest female to ascend all 7, on top of running a marathon just before each climb.

The Foundation wants to thank Norma for creating the 777 Run for Sight and choosing the FFB to be one of its beneficiaries. We are deeply grateful that true visionaries, like Norma, have helped further our Vision - to restore the gift of sight to those living with blindness. The FFB will direct the funds from the 777 Run for Sight to the most promising vision research at prominent hospitals and universities with the intent on finding treatments and cures for all forms of degenerative eye disease.

Please visit www.ffb.ca to “Donate Now” and make a donation In Honour of Norma’s 771 Climb for Sight and support vision research today! Or call the Foundation at 1-800-461-3331.
Three-time Stanley Cup Champion Ken Daneyko and professional figure skater Jodeyne Higgins donate $25,000 to vision research

If you had a chance to catch an episode of CBC’s Battle of the Blades this fall, you already know that Ken Daneyko and Jodeyne Higgins selected the Foundation Fighting Blindness (FFB) as their charity of choice.

Many FFB supporters became fans of this three-time Stanley Cup champion and professional figure skater, as they competed in an ice dancing competition to raise money and awareness for the FFB. With heartfelt thanks to everyone, especially Ken and Jodeyne, the FFB has received a generous donation of $25,000 to support vision research!
Thanks again for your support of Ken and Jodeyne and for their tireless efforts throughout this journey. You can make a gift to vision research “In Honour” of Ken and Jodeyne or another special champion in your life, by using the business reply envelope enclosed or online at www.ffb.ca, Donate Now.

“We’re proud of Jodeyne and Ken for bringing great recognition to a great cause. Congrats to Jodeyne and Ken for making us proud!”

- Joan and Bill Milroy, London, ON

In Honour Giving: A Great Way to Celebrate Someone You Care About

Jim Dinsmore was not looking for sympathy when he asked friends and family to support vision research. He was looking to make a difference. And he did. Long-time friend, Neil Smith donated $500 in his honour.

After attending the Vision Quest 2009 Conference in Toronto, Jim felt motivated by the latest vision research breakthroughs shared by researchers. He went home that day determined to spread the word about the funding need for vision research to his friends and family.

He wrote: “I am not writing this looking for sympathy or help of any kind with the exception of help for vision research; so if you have funds to donate to a cause, I ask you to seriously think about this one. I fully realize today there are a lot of sad stories out there and I have said and continue to say I have been very lucky but if there is a chance I could get my driver’s license back, I want to pursue it.”

Jim, like more than one million Canadians living with vision loss, is hoping for a treatment or cure to restore his sight. This year, the Vision Quest conference reported on research from around the world, such as the electronic prosthesis, encapsulated cell technology, gene therapy, and stem cell therapy. But these breakthroughs can’t happen without your financial support for research that is bringing us closer to cures!

Giving “In Honour” of a loved one is a great way to not only show you care but also to give to a cause that is close to your family or friend’s heart. By helping fund critical research you are helping pave the way for treatment breakthroughs that can help those waiting for the gift of sight that many others take for granted.

Now 65, Jim was first diagnosed with retinitis pigmentosa (RP) 25 years ago.

Despite his progressive vision loss, he keeps himself busy with six huge gardens and is currently renovating his house while he spends time with his grandchildren. Despite some bad times in the past, Jim says his great sense of humour has helped him get through a lot of it.

If you know someone affected by vision loss, please consider giving a gift In Honour of them. Please visit www.ffb.ca or call 1.800.461.3331 for more information about In Honour Giving.

Cycle for Sight

By Erin George

Training, determination and camaraderie propelled 50 cyclists 140 km from Toronto to Collingwood, ON on June 20, 2009 to raise $84,000 for the Foundation Fighting Blindness (FFB).

“The first annual Cycle for Sight was a triumph of the heart, an enormous financial success and a logistical masterpiece,” says Sharon Colle, President and CEO of the FFB.

Cyclists participated in spinning classes and weekend training rides to prepare for the journey. Out of 50 registered cyclists, 19 were people with vision loss and 20 rode tandem bikes. We each tapped into our communities to make this empowering event a success. Speaking with our friends, family, co-workers, classmates and neighbours about vision loss; we provided a concrete way for them to express support by riding, volunteering, and donating.

Whether you have been affected by vision loss, or just want a fun cycling challenge, please register now for Cycle for Sight (Sat., June 19th, 2010) at www.cycleforsight.ca or call Cycle for Sight at 416.360.4200 ext. 30 to register over the phone.

Thanks to Our Supporters for Another Successful Year!

In 2009, Comic Vision’s successful fundraising tour visited five cities across Canada and not only raised awareness of genetic eye diseases in each community, it raised more than $618,000 for vision research.

Unquestionably, this success is attributed to all our truly wonderful sponsors, suppliers, donors and attendees who made this year its most successful yet.

In addition to entertaining 2,400 supporters with a hilarious night of comedy, the message conveyed at the five events was “Blindness isn’t funny, but laughing can help find treatments and cures.”

Comic Vision 2009 featured top Canadian headlining comedians Mike MacDonald, Simon Rakoff, Meg Soper, Allison Smyth, Terry McGurrin, Brad Muise, Peter Kelamis & Colleen Brow.

In the past ten years since its inception, Comic Vision has attracted audiences across the country (Vancouver, BC; Calgary, AB; Toronto, London & Oakville, ON) and raised over $2.14 million for the FFB and vision research. 

Dedicated and talented volunteers have been a key component to Comic Vision’s success over the years. If you are interested in getting involved, please contact Jamie King (jking@ffb.ca) for more information on how you can help make a difference.

Please visit www.comicvision.ca for more information on how you can purchase your tickets to Comic Vision 2010!
Save the Dates! 
Comic Vision 2010

London, ON

Tuesday, April 27th, 2010 – The Carousel Room, Western Fair

Oakville, ON

Wednesday, April 28th, 2010 – Le Dome

Toronto, ON

Thursday, April 29th, 2010 – Kool Haus

Calgary, AB

Wednesday, May 5th, 2010 – Hotel Arts

Vancouver, BC

Thursday, May 6th, 2010 – River Rock Casino Resort

Tickets for Comic Vision 2010 go on sale Monday, February 1st and can be purchased at www.comicvision.ca. 
Ride for Sight 2010

Ride for Sight happens in eight regions across Canada: Central Ontario, Alberta, Newfoundland & Labrador, Manitoba, Maritimes, Northwestern Ontario, Northwest Territories, and Saskatchewan. Ride for Sight is proud to announce that our new home for the 2010 Ride for Sight in Central Ontario is Mosport International Raceway June 25 - 27, 2010.

Visit www.rideforsight.com for all dates and locations.

Ride for Sight raises over $1 million for the 9th consecutive year!

Ride for Sight events held across Canada raised awareness for retinal degenerative diseases in each community - and more than $1 million for vision research.
In 2009, the Foundation Fighting Blindness will commit the most money ever, in a single year to vision research, thanks in part to the tremendous fundraising efforts from all Ride for Sight participants.

Thanks to our truly wonderful sponsors, volunteers, donors and riders who made this year so successful. We thank you for your continued support and look forward to bringing you the biggest and best party of the summer!

For more information on the Central Ontario Ride and for other rides taking place across Canada, please visit www.rideforsight.com.  
Ride for Sight would like to thank all our wonderful national sponsors.
_________________________________________________________

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.

To contact the Foundation call 1-800-461-3331 or email: info@ffb.ca

Share your comments about FFB’s Vision Quest Newsletter.

Visit our web site www.ffb.ca 
The Foundation Fighting Blindness

890 Yonge St., 12th Floor

Toronto, ON M4W 3P4
Thank You For Your Support!

