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InVision
Vision Quest 2011 is in Sight! 

It’s just around the corner now – the FFB’s annual educational conference series, where patients and their families can connect with the scientists and researchers striving to find treatments and cures for retinal diseases. 

This year, Vision Quest is bringing cutting-edge eye research news from coast to coast, taking place in Halifax on October 22nd, Toronto on October 29th and Vancouver on 

November 5th. 

An excellent line-up of professionals, spokespeople and FFB members will be speaking at each conference. Andrew Burke began his involvement with the FFB in the early 1990s and has been a member of the FFB Board and executive committee for three years. On Saturday, October 22nd, Andrew will be speaking at the inaugural Halifax Vision Quest conference about living with a retinal disease. His commitment to the Foundation stems from personal experience, having been diagnosed with retinitis pigmentosa over 30 years ago. 

Andrew got involved with the Vision Quest conference to give something back to the group that advocates for a cure for his condition, and to share some of his own experiences with other people affected with retinal disease. Having previously attended a Vision Quest conference in Toronto, he is enthusiastic about Vision Quest coming to Halifax, stating “it is a great opportunity for patients in the Atlantic provinces and their families to get first-hand information on the latest news in research, and to connect directly with medical experts who work hard to find better treatments for retinal disease.”

As an invested member of the FFB, he believes that Vision Quest presents a unique perspective for patients and their families, but also gives the Foundation the opportunity to connect with those individuals whose lives it strives to change for the better.

Kevin Gregory-Evans is the 2011 Chair of the Vancouver conference, Saturday, November 5th, and is looking forward to meeting eye disease patients. He says, “Seeing their enthusiasm for new research is very inspiring.” Kevin also notes that Vision Quest is important to “keeping patients and other interested groups updated on a number of quite significant scientific advances that have recently occurred in the field. This includes information on diagnostic tests and clinical services for retinitis pigmentosa patients and emerging new therapies for macular degeneration. Such information sharing is extremely important and valuable for people living with retinal blindness.” 

This year, the FFB is determined to make Vision Quest more accessible than ever. The 

Toronto conference on Saturday, October 29th, will be web-casted live across Canada, so those of you who are unable to make it, won’t miss out on the valuable information. Web-cast details will be posted at www.ffb.caa few days before the conference. 

For more information and to register for Vision Quest, please visit www.ffb.ca or call 1-800-461-3331 ext 0.

LETTER FROM THE PRESIDENT AND CEO 

The Power of One

In this issue of InVision, you will read inspiring stories about our donors and researchers, which exemplify the impact that one person or family can make to the lives of others. Big and small, every contribution counts. 

Here are just a few extraordinary people I would like to highlight: Mike and Nadine Seed are the paragon fundraisers. In 2010, they created “Drive for Sight,” an annual event that combines Mike’s passion for exotic cars with the couple’s dedication to finding a cure for their son Erick, who is affected with Leber congential amaurosis. In this short time, Drive for Sight has raised more than $115,000 towards Dr. Robert Konenkoop’s research, including $25,000 from presenting sponsor, Cash Store Financial. 

Last year, Evan Reichert was diagnosed with retinitis pigmentosa. Evan and his wife, 

Kim, worry about how they will provide for their young family as he loses his sight. Kim was moved to act, not only for their family, but for all families affected by vision loss. 

In the Reichert’s small Alberta community, Turner Valley, Kim organized a Dinner in the Dark and raised $6,225 for the FFB.

It is also generous donations such as the annual disbursement from the Robert 

I. and Margaret J. Clague Memorial Fund, a permanent endowment created from a bequest to the Winnipeg Foundation, and a multi-year commitment from the Krembil Foundation, which strengthen my belief that every person and every dollar counts to further our cause.

I look forward to meeting many of you at the Vision Quest conferences. I believe you will be inspired by the ground-breaking science and personal stories you will learn. 

With our collective commitment and passion, we will find the treatments, and ultimately the cures, for degenerative retinal diseases. One person can make a difference. Together we can change the world.

Sincerely,

Sharon Colle

President & CEO

RESEARCH

Newly Funded Research Focuses on Treatment

On July 1st, the Foundation Fighting Blindness began funding five new research projects at Canadian universities and hospitals. The projects were chosen after a thorough evaluation by our expert Scientific Advisory Board (SAB). 

“There is more emphasis on treatment this year, and many of these projects are based on studies funded previously by the FFB,” says Dr. Bill Stell, FFB Director of Research Programs. “It is very gratifying to see the impact your donations are having on retinal research in Canada.” 

Sight-saving Transplants

Dr. Derek van der Kooy is one of the new grant recipients. In 2004, with the support of FFB donors, he and his colleagues were the first ever to identify viable adult human retinal stem cells - a potential source of sight-saving transplants - in the adult human eye.

“Currently, we can restore some vision to blind mice,” says Dr. van der Kooy, “but most transplanted cells still perish.” However, this may soon change.

Thanks to a generous donation from the Krembil Foundation, Dr. van der Kooy will test a new way to help transplanted cells thrive.

“We’ll evaluate a new biodegradable gel created by Dr. Molly Shiochet as part of her effort to make spinal injuries repairable,” says Dr. van der Kooy. “We believe the gel will aid transplant survival by spreading the cells out across the retina and holding them in place and by providing nutrients until they grow connections with existing cells. Improved cell survival would bring human treatments closer.”

A second stem cell project has also had its funding renewed. Dr. Vincent Tropepe will now be able to continue his innovative work on the zebrafish retina and its capacity for self-repair, as described in our Summer 2011 newsletter. 

Slowing Photoreceptor Death

While stem cells may one day restore vision by replacing lost photoreceptors, other newly funded scientists hope to make this unnecessary by preventing photoreceptor death. Dr. Rod Bremner studies proteins that regulate the development of retinal cells. With previous FFB funds, he has shown that the activity of these proteins in the retina is increased in animal models of retinitis pigmentosa. Dr. Bremner will use the new funds to test the possibility that drugs that inhibit the action of these proteins will prolong photoreceptor survival.

Dr. Catherine Tsilfidis also seeks ways to slow photoreceptor death. The XIAP gene therapy developed by her team is designed to prevent the body’s usual process of pruning damaged cells. This process is called apoptosis. In a high-profile project funded by the FFB and the CIHR, she is testing a gene therapy to prevent apoptosis and protect vision cells. The team has already had success in animals and hopes to be ready for human trials within five years. A one-year supplement to the funding of this project will allow her to do additional pre-clinical testing, smoothing the way to human trials. 

Omega-3 Fatty Acids and AMD

Vitamins already play an important role in the treatment of AMD. Antioxidant vitamins are routinely recommended to slow the progress of dry age-related macular degeneration. Early research by Dr. Mike Sapieha suggests that certain metabolites (breakdown products) of omega-3 fatty acids might also help to reverse wet AMD. A one-year FFB grant will help Dr. Sapieha to plan and begin experiments to demonstrate that this non-invasive and inexpensive therapy could help control wet AMD. 

“Dr. Sapieha is an outstanding young scientist with some wonderful ideas,” says Dr. Stell. “This is the first time the FFB has funded him, but I think that he and his research program have a bright future. Funding young scientists helps ensure future progress in retinal degeneration research.” To learn more about Dr. Sapieha read the Meet our Researchers.

2011 FFB Research Fund Recipients

· Cell Cycle Regulators in the Birth and Survival of Retinal Neurons, Dr. Rod Bremner: $325,600 over three years

· Genetic/Molecular Studies of Neurogenesis and Regeneration in the Zebrafish Retina, Dr. Vince Tropepe: $204,800 over three years

· Moving XIAP Therapy towards Clinical Use, Dr. Catherine Tsilfidis: $58,200 for one year

· Specification and Transplantation of Adult Retinal Stem Cell Progeny, Dr. Derek van der Kooy: $300,000 over three years (This grant is made possible with the support of the Krembil Foundation.)
· Therapeutic Modulation of -3-Polyunsaturated Fatty Acid Metabolism for Neovascular AMD, Dr. Przemyslaw (Mike) Sapieha: $35,000 for one year

RESEARCH
Meet Our Researchers

Name: Dr. Przemyslaw (Mike) Sapieha

Education: PhD, University of Montreal; post-doctoral fellowships from McGill and Harvard 

Currently: Assistant Professor at the University of Montreal & Maisonneuve-Rosemont Hospital Research Centre

Dr. Mike Sapieha is receiving his first grant from the FFB this year. This remarkable young scientist completed his post-doctoral training at Harvard in 2010 and has already been awarded a Canada Research Chair in Retinal Cell Biology. He studies the blood vessels that support the inner-neurons and photoreceptors of the retina. His newly funded research explores the role that omega-3 fatty acids might have in treating wet age-related macular degeneration (AMD) as well as the mechanisms by which they work.

Q: Why do you study the eye?

A: I first became interested in the eye as a model for the brain, as a way to study how damaged neurons could be repaired. With time, I became fascinated by the cellular intricacies of the eye itself. I realized that there was an enormous potential to answer fundamental questions about human biology by studying the eye - and at the same time, that the answers to these questions could have immediate benefits for people with eye disease.

Q: What fuels your passion for vision research?

A: Studying the blood vessels of the eye is exciting because many significant advances are now being made in this field. I am inspired by the firm belief that we are adding to this collective knowledge and that our work has the potential to improve patient care. At a more basic level, we enjoy trying to figure out why the eye works and how, in certain cases, it breaks down.

Q: What research are you pursuing at your lab?

A: Our lab’s focus is to understand the causes and mechanisms of ocular vaso-proliferative diseases. This includes diabetic retinopathy, retinopathy of prematurity and wet AMD, diseases that are the most common causes of vision loss in the industrialized world. In each of these conditions, the pathology is due, in part, to blood vessels growing in an uncontrolled way.

Our lab tackles these diseases by studying angiogenesis (vessel growth) and the factors that regulate it. First, we investigate neuro-vascular crosstalk (how neurons communicate with and control the blood vessels that feed them). Second, we study how certain fatty acids such as derivatives of omega-3 lipids have an inherent ability to stall pathological vessel growth.

THE SCIENCE OF YOUR LIFE

I’m Seeing Things!

Seeing things that aren’t there doesn’t mean you’re crazy! Up to 40% of people with severe vision loss due to AMD have hallucinations, as do people with other blinding diseases.

Research tells us that the condition, called Charles Bonnet syndrome, is like the phantom limb syndrome experienced by amputees.

People see many things. Faces, patterns and animals are all common. The images are clear, although faces may be distorted. Charles Bonnet visions won’t talk to you, and they are usually repetitive, rarely involving familiar people. 

Images appear periodically and can persist for years, although they often decline in frequency after about 18 months. People with Charles Bonnet syndrome know that the images are not real, but 60% say that they are afraid to be thought mad or senile if they tell their doctors.

Is this happening to you? If so, tell your doctor so that unsuspected and treatable neurological problems can be ruled out. Then, relax – you are not alone.

Science Classroom: Genes and Proteins

In discussing vision research, we frequently talk about two basic parts of living cells: genes and proteins. 

Genes are the blueprint for everything that happens in our cells. Proteins are the cell’s workers. Each gene contains the instructions for making a specific protein. With thousands of genes, our bodies can make thousands of proteins. 

Proteins make things happen. Just as assembly line workers each perform a different action, proteins work together to accomplish their tasks. It requires dozens of different proteins for a photoreceptor to respond to light, and dozens more to process each of the nutrients that keep a photoreceptor cell healthy.

When a gene mutation occurs, one protein is made incorrectly. Sometimes the protein isn’t made at all; sometimes it acts abnormally. This is how retinal disease occurs. Different mutations disrupt different cellular production lines. With one worker missing (or doing its own thing), the affected production line works poorly and may even cause damage. 

Some gene therapies aim to fix the instructions so that the correct worker is made. However, if we understand the production line, other treatment options emerge. For example, if the line provides a vital nutrient to the cell, adding something to the “conveyer belt,” or giving the end product to the cell could solve the problem. Some research focuses on sending in “molecular chaperones” to stop a misbehaving worker from disrupting the line. With your donations, Canadian scientists are working on all of these possibilities to stop blindness.

SIGHT SAVERS

Do you wish more people knew about the FFB? 

Do you wish more people supported vision research?

So does the Foundation Fighting Blindness! We created an easy-to-use online tool to help you ask your friends, family and colleagues to support our mission to fund sight-saving eye research! Become a superhero to the FFB - become a Sight Saver! It’s as simple as visiting www.ffb.ca and creating a personal fundraising page.

Your fundraising page can be used to:

• Honour or commemorate a loved one affected by an eye disease

• Request donations to the FFB in lieu of birthday or holiday gifts

• Create an event 

• Tell your friends, family and colleagues why becoming a Sight Saver is important to you 

You and your supporters can help give the super power of sight! If you need help creating your Sight Saver page, call us at 1-800-461-3331!

Becoming a Sight Saver may give you the motivation you need to achieve a personal goal and fundraise for the FFB. Matthew D’Oliveira is a Sight Saver and a superhero for vision research. Matthew was inspired to run the Mississauga Marathon on May 15, 2011, by the courage and strength of his aunt Bernice, who is affected with retinitis pigmentosa. In his first marathon, he not only posted a great time of three hours and 52 minutes, but also raised $2055 for the FFB. Matthew explains, “I ran the marathon in Bernice’s honour. Bernice has always been a cool aunt and an inspiration to me and my family. She carried me through the race!” 

EVENTS

Ride for Sight 
We did it! Ride for Sight, the longest running motorcycle charity in Canada, raised nearly $900,000 this year. Thousands of motorcyclists participated in regions across Canada, from Alberta to the Maritimes, Central Ontario and Newfoundland & Labrador. Much more than just a charity ride, the event has become a family tradition for many of our participants. 
Katie Vanderyt, mom of Meghan Vanderyt, a 16-year-old with retinitis pigmentosa, says, “The Ride has become very important to our family. We have met so many wonderful people over the years. As a mom, watching strangers raise money for vision research is incredible.”

Thank you to all our participants, volunteers and sponsors. See you next year!

Coordinators Wanted: Help make Ride for Sight even better next year. Make a difference by becoming a Coordinator in your community. Please contact Diem at dluong@ffb.ca or call 1-800-461-3331 ext 231 for more information.

Thank you to our National Sponsors!
EVENTS

Take a Bow, Last Call Supporters!

Armed with the message of inspiration, hope and - most importantly - laughter, Comic Vision: Last Call was a resounding sensation in its second year, adding another $45,000 to the Comic Vision funds - totalling more than $1Million! 

For more information about becoming a distinguished sponsor for the 2012 national tour, please contact Arlene at awillis@ffb.ca, or visit www.comicvision.ca to read how you can dedicate your skills to the 2012 event.

Cycle for Sight
Congratulations to the courageous cyclists who participated in the Toronto and Ottawa rides! This year we raised more than $200,000. 

For more information on Cycle for Sight 2012, or to be a part of the volunteer team, please contact Jaime at 1-800-461-3331 or info@cycleforsight.ca.

Save the date: Cycle for Sight 2012, in Ottawa, June 3 and Toronto, June 23. Online registration opens in October, but be sure to check www.cycleforsight.ca for updates.

MAKING A DIFFERENCE

Gifts of Securities are a Smart Way to Give

Jane Collins and her son James are proud annual donors to the Foundation Fighting Blindness because they want to improve the lives of those affected by retinal diseases. Jane explains “James and I hope that he may one day get some relief from his disease through research, and that our donations to the FFB will help to make that happen.”

Jane and James’ personal journey with retinal disease was not straight forward. James was not diagnosed with retinitis pigmentosa (RP) until he was 35 years old, although they now recognize he had developed the symptoms of night blindness and colour blindness before his teens. When the Collins relocated their farm, 

James decided not to join them because he preferred life in the city. Before moving, 

Jane and James visited his healthcare providers for a full physical; however the doctors didn’t detect James’ eye disease. When James’ housemates noticed his deteriorating vision, he visited an ophthalmologist who diagnosed him with RP.

“Through regular visits to the ophthalmologist, and the FFB’s Vision Quest conferences and newsletters, we keep up-to-date with research developments,” says Jane. “We feel good about our support of the FFB because it is making a difference.”

Jane and James give annually to the FFB in various ways, including the Gifts of Securities. Their FFB donations are maximized because Gifts of Securities are exempt from capital gains tax. Gift of Securities are a tax-smart way for donors to help the FFB fund important innovative vision research. 

To find out how you and the FFB benefit by giving the Gift of Securities, please contact Ann Morrison at amorrison@ffb.ca or call 416-360-4200 ext 232 or speak to your financial advisor for more details. 
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InVision
Thank You for Making a Difference!

Your donation to the Foundation Fighting Blindness funds sight-saving research.

InVision is our commitment to share the impact of your support. Be a part 

of the search for causes, treatments and cures of retinitis pigmentosa, macular 

degeneration and related retinal diseases.

View InVision online and sign-up for Vision Research 

e-news at www.ffb.ca.

Stay connected with the FFB and join the conversation. Follow us on 

Twitter @ffbcanada and Facebook at “The Foundation Fighting 

Blindness Canada.”

The Foundation Fighting Blindness

890 Yonge Street, 12th floor

Toronto, ON M4W 3P4

Call: 1.800.461.3331 or email: info@ffb.ca
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