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Thank YOU for your support!

My little sister Meghan (left) is losing her vision to an eye disease called retinitis pigmentosa. Thanks to your support of The FFB, I have hope for a cure for my sister and all the people living with retinal diseases. It means so much to me and our whole family. We are counting on you to help find treatments and cures! Thanks so very much for supporting The FFB!

- Emily Vanderyt
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Eye Research: Look at how far we’ve come!

In the late 80’s and early 90’s, we knew a handful of genes responsible for causing retinitis pigmentosa (RP), and we knew nothing about what causes age-related macular degeneration (AMD).

Today, thanks to your generous support, about half of the gene mutations that cause, or increase risk of these retinal diseases, have now been identified!

These discoveries give me hope that we will see better treatments - and even cures - for certain types of retinal diseases within the next decade. And although 10 years seems a long way off , it really is just around the corner. In terms of research advancement, the progress we’re making is rapid – the world’s first human trials to cure childhood blindness are fi nally underway, and treatments for age-related macular degeneration are emerging rapidly.

I can also assure you that The Foundation Fighting Blindness won’t rest until we achieve our goals: to prevent the loss of sight, and to restore the gift of sight, to people living with genetic forms of blindness.

It’s why we exist. And we exist because of you! The Foundation Fighting Blindness (FFB) was founded by a small group of families intent on finding a cure for the disease robbing their children of sight. In little more than a generation, it has grown to become Canada’s leading private supporter of retina research. The FFB alone has contributed more than $16 million to groundbreaking eye research in universities and hospitals across Canada.

In fact, in 2007, donor support enabled us to fund a record $1.5 million in research grants. A complete list of these grants, and ongoing multi-year grants,  are featured on www.ffb.ca. That’s great news – our highest achievement yet. But in reality, it’s only enough to cover 40% of the amount requested in grant applications that come to us each year. With declining financial support from other sources, such as the Canadian Institutes for Health Research, the need for funding of research by The FFB becomes even more important.

Where we are going… We’re learning how genetic changes cause blindness, and now we must figure out how to combat these changes and keep the photoreceptor cells (the “rods” and “cones”) in our eyes alive.

For more than three decades, we’ve been funding discoveries into the causes of blindness. As a result, today we are at a critical juncture in vision research where we can use this knowledge to develop therapies and cures for the families that so desperately need them.

Until there are cures… we won’t stop. And we need you with us each step of the way!

On behalf of everyone at The FFB, I thank you for your continued support and we  look forward to an exciting 2008 in vision research!

P.S. It was great to meet all the families who attended the 2007 Vision Quest Conference in Calgary this past November. For those who could not attend, we’ve provided summaries of some of the most exciting research developments, in this newsletter and also on www.ffb.ca. Enjoy!
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FFB’s National Executive Director Appointed to Institute Advisory Board

The Foundation Fighting Blindness’ National Executive Director, Sharon Colle, has been invited to serve as a member of the Institute Advisory Board (IAB) of the Institute of Genetics (IG). The Institute is one of 13 that make up the Canadian Institutes of Health Research (CIHR), Canada’s major federal funding agency for health research.

The Governing Council of the Canadian Institutes of Health Research (CIHR) said: “The advice offered by IAB’s Scientific Directors is critical to the functioning of the Institutes. Therefore, members are chosen who reflect, to the greatest extent possible, the diversity and excellence of the international health research community and Canadian Society.”

Ms. Colle has the unique distinction of being the only member appointed who is not a member of the medical community, and is the only member representing the non-for-profit sector. She believes that her role on the IAB will have an immediate benefit in making vision research a priority for IG.

Typically, vision health is addressed under the umbrella of the Institute of Neuroscience and Mental Health and Addition (INMHA). However, it makes sense that vision health will be agenda priority of the Institute of Genetics as well.

“With the looming crisis in vision health with our aging population, it is vital we invest in vision research now to protect Canadians quality of life and to circumvent enormous health care costs associated with vision loss.”

“Vision health has always been on the agenda of the Institute of Genetics but now we are beginning to develop partnerships to fund vision research,” says Colle.
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FFB Welcomes New Board Members

The FFB is proud to have such a passionate and influential Board of Directors; who volunteer their time, expertise and resources to aid The FFB and families affected by blindness.

The Foundation is pleased to welcome four new board members.

• Joe Grech, EVP of TELUS Network Operations, TELUS, Vancouver, B.C.

• Janet Woodruff, VP of Corporate Services and CFO, BC Transmission Corp., Vancouver, B.C.

• Ken Kirk, VP Business Development,  KPMG, Toronto, ON

• Rahn Dodick, VP of Corporate Restructuring, Ernst & Young Inc., Toronto, ON

Already, our new board members have had an immediate impact on The FFB. Ken Kirk has brought KPMG on as a new Encore Sponsor and Rexall as an opening act sponsor of Comic Vision; and Joe Grech is working to secure donations from TELUS, which is again the presenting sponsor. Both Joe and Janet attended the recent Vision Quest Conference in Calgary.

Janet said, “It was clear to see what a difference FFB makes in people’s lives. I found myself thinking of all of the hope and possibilities, while understanding the very personal, daily struggles that so many individuals and families face. The personal interaction was most meaningful.”

Joe and Janet hope to make a difference through their contacts in Western Canada. Rahn Dodick is also seamlessly moving into the role of Treasurer as Nancy MacKellar retires after ten years.
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Vision Quest 2007: Conference Update

More than 200 people gathered for the Vision Quest 2007 Conference, hosted for the first time in Calgary. The sold-out conference featured top retina scientists, presenting the latest information on developing treatments and therapies to prevent, or cure, genetic forms of blindness such as retinitis pigmentosa.

The conference was attended by those affected by RP, and their families and friends. It provided a unique opportunity for attendees to ask researchers questions, as well as to meet other ‘RP families’ and share resources. The experts were equally pleased to meet the people who attended; those who motivate them to conduct vital eye research. Eye care professionals also attended as the Vision Quest Conference was an accredited program by the Royal College of Physicians and Surgeons of Canada and The Alberta College of Optometrists.

The conference was Chaired by Dr. William K. Stell, an eye researcher at the University of Calgary and Director of Research Programs for The Foundation Fighting Blindness. Dr. Stell, also known as “Dr. Bill” by his colleagues and friends, delivered a message of hope:

“Research is progressing rapidly in the areas of gene therapy, stem cell research and encapsulated cell technology,” said Dr. Stell. “Some types of blindness could be prevented, and some vision could be restored to the blind, within 5, 10 or 15 years.”

Dr. Stell was joined by top Canadian retinal experts who spoke on a variety of research topics. The Foundation Fighting Blindness would like to 

thank the entire panel of experts, which included:

Bill Stell, Ph.D., M.D. - What is RP and why do research?

Samuel Weiss, Ph.D. – Neural Stem Cells

Carol Schuurmans, Ph.D. – Stem Cell Therapy

Torben Bech-Hansen, Ph.D. – Genetic Testing

Paul Schnetkamp, Ph.D. – Gene Therapy

Glen Prusky, Ph.D. – Cell Transplant Therapy

Naweed Syed, Ph.D. – Electronic Prostheses

Patrick Wyse, Ph.D., M.D., FRCS(C) – What Can Doctors Do?

Dr. Ian MacDonald, M.D, BSC  – Coping with RP

For those who did not attend the conference, you can visit www.ffb.ca, under “Patient Resources” to obtain a copy of each speakers’ presentation. 

The Foundation Fighting Blindness would also like to thank the dedicated volunteers from the University of Calgary who helped make Vision Quest 2007 a great success! 
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The Scientific Think Tank, Calgary

In conjunction to this conference The Foundation also held a “Scientific Think Tank” with key Canadian scientists to identify Canadian retina research priorities over the next three years.  The overall goal was to come away with ideas, projects and a plan of action that would springboard a research effort to find the causes and cures of childhood blindness, and macular degeneration. Stay tuned for more updates in the Vision Quest newsletter. 

The FFB is thankful to the scientists whom attended, which included:

William K. Stell, Ph.D., M.D. 

David Daniel Eisenstat, M.D., M.A., FRCP

Donald J. Zack, M.D. 

Elise Héon, M.D., FRCS(C)

Ian MacDonald, M.D., Ph.D. 

Michael A. Walter, Ph.D.

Paul Schnetkamp, Ph.D. 

Robert Chow, Ph.D. 

Robert L. Gendron, Ph.D. 

Robert Koenekoop, M.D., Ph.D.

Robert S. Molday, M.D., Ph.D.

Torben Bech-Hansen, Ph.D. 

Valerie Wallace, Ph.D. 
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Vision Quest 2007 in Calgary made the front page news of the Calgary Sun! Featured in the photo is: Natasha McDougald and her four-year old daughter, Rosie, who has Usher syndrome, a type of retinitis pigmentosa (RP).  Natasha was the luncheon keynote speaker for the conference and shared her family’s personal struggle with RP and her message of hope. The FFB thanks Natasha, her husband, Campbell, and daughters, Rosie and Katie, for attending Vision Quest 2007 and for helping raise awareness of eye diseases and the need for research.
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Vitamin Supplements for RP and AMD?

Drs. Héon, Koenekoop, Levin & MacDonald, with editing by Dr. Stell

Age-related macular degeneration (AMD)

The Age-Related Eye Disease Study (AREDS), reported in the October 2001 issue of Archives of Ophthalmology, found that the antioxidant vitamins A, C, E, beta-carotene and the minerals zinc as zinc oxide, and copper as cupric oxide, help to slow the progression of AMD. The AREDS formulation is available in drug stores, but since the high doses of vitamins and minerals may have serious side effects, it is essential to consult your doctor first before taking them. 

Other studies have suggested that 

two carotenoids, lutein and zeaxanthin, may also be beneficial. However, 

some authorities believe that with a good balanced diet, including sufficient fresh fruits and vegetables, supplements are unnecessary. Clearly, further research is needed. 

For further information, see: an accessible summary on Wikipedia: http://en.wikipedia.org/wiki/Age-Related_Eye_Disease_Study, and the US National Eye Institute website: http://www.nei.nih.gov/amd/summary.asp

Retinitis Pigmentosa (RP)

The AREDS was concerned only with AMD, and not with RP or inherited (juvenile) forms of macular degeneration.

However, vitamin A is protective in some mouse models of RP, and Berson and others found that vitamin A may slow the progression of human RP, particularly in patients with autosomal dominant mutations in the rhodopsin gene. We recommend vitamin A palmitate by mouth, 15,000 IU/day for adults (over 18 years old) with rhodopsin mutations. This is a high dose, but it’s safe as long as liver function is normal; patients should have liver function tests by their primary physician before starting and yearly thereafter. CAUTIONS: Children with RP, and patients with Stargardt, choroideremia, cone-rod dystrophy, other retinal/macular dystrophies, or RP caused by mutations in other genes (especially ABCA4), SHOULD NOT TAKE Vitamin A, because of possible toxicity or lack of evidence. Women of child-bearing age must not become pregnant during Vitamin A treatment, as it can cause birth defects.
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Stem Cell and Cell Transplantation Therapies for Retinal Degeneration: Update

Part 1: Preserving Vision

Drs. Stell, Ian MacDonald & Trevor McGill 

Retinal degenerations, such as retinitis pigmentosa (RP) and age-related macular degeneration (AMD), cry out for therapies. Potential treatments can either preserve (halting degeneration before vision loss, delaying its onset or slowing its progression) or restore (replacing visual function after it has been lost). Transplanting healthy cells of various kinds into the diseased eye is one of the most promising strategies for both kinds of treatment. (So is gene therapy; but that’s a subject for another time). This article summarizes progress in transplantation designed to preserve useful vision in RP and AMD patients

Degeneration of rod and cone photoreceptors in RP and AMD involves long, complicated, and mostly unknown steps that make the cells deteriorate and die. Experiments in animal models of RP have shown that degeneration can be slowed by injecting proteins called “survival factors”, one of which is CNTF (ciliary neuronotropic factor – you see why we abbreviate it!), directly into the eye. Frequent injections into the eye are not practical for human therapy, but several researchers, including Canadians supported by The FFB (Dr. Glen Prusky and Trevor McGill, University of Lethbridge), have been able to prevent degeneration in laboratory animals by a single intraocular injection of living cells; these cells make CNTF or other survival factors and secrete them into the retina continuously for a long time.

This approach has been refined by implanting CNTF-secreting cells in a thin-walled capsule, which lets CNTF diffuse into the eye and diffuse widely to the affected retina [Neurotech Encapsulated Cell Technology (ECT)]. This device is already being tested clinically; for further details, see: http://www.clinicaltrials.gov/ct2/show/NCT00447993?term=retinitis+pigmentosa&rank=2

Prospects are good that this approach will be widely available in the not too distant future.
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Stem Cell and Cell Transplantation Therapies for Retinal Degeneration – An Update

Part 2: Restoring Vision

Drs. Carol Schuurmans & Bill Stell

Transplanting healthy cells into the diseased eye with the goal of replacing lost photoreceptors or retinal pigment epithelium (RPE) cells is also a promising strategy for restoring vision. But where can one get such replacement cells, which must be young and healthy? One answer is stem cells – which have the potential to transform into any kind of specialized cell, including photoreceptors or RPE cells. This is not a trivial task; first you have to get stem cells from somewhere (cells from skin or cornea may provide a renewable supply); then you have to make them become the kind of cell you want; and finally you have to get them to go the right part of the eye and make the right neural connections, so that they will send visual signals to other retinal cells. Despite these difficulties, major advances are being made almost daily, and scientists supported by The FFB and the Canadian Stem Cell Network (Drs. Valerie Wallace and May Griffith, Ottawa; Derek van der Kooy and Vince Tropepe, Toronto; and Carol Schuurmans, Calgary) are leading the way. As a result, we now know some of the chemical signals and genetic controls that can turn stem cells into functioning photoreceptors, in the test tube, cells that can then be inserted into the retinas of mice with RP. The adult retina itself has also been found to contain stem cells – which might be turned into photoreceptors, find their way to the right place in the retina, and restore vision without having to inject foreign cells into the eye. Dr. N.D. Radtke at the University of Louisville (KY, USA) is conducting Phase II clinical trials on retinal transplantation for RP and AMD; for further information, go to: http://www.clinicaltrials.gov/ct2/show/NCT00345917?term=Retinitis+pigmentosa&rank=5
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FFB Research

Tackling challenges in stem cell research

One of the biggest challenges facing stem cell research and cell replacement therapies is to create a cell and make sure that it develops as a normal retinal cell would. If it does not develop normally, there is the risk of uncontrolled cell spread, which could lead to tumours. Tackling this challenge is the focus of Dr. Michel Cayouette’s work, funded by The Foundation Fighting Blindness at the Institut de recherches cliniques de Montreal (IRCM).

Dr. Cayouette has identified 

mechanisms that control how cells are produced during normal retinal development.  He plans to test whether such mechanisms can be modified in stem cells to safely regenerate the retinas of mice with retinal degenerations. This is an important step before testing cell replacement therapies in humans. The finding will help bring researchers closer to developing effective cell replacement therapies for patients with retinal degenerative diseases such as 

RP and AMD. 

Discovering causes of inherited retinal degeneration

Dr. Orson Moritz at the University of British Columbia has identified a way to prevent retinal degeneration in animals caused by the P23H mutation in rhodopsin.  Rhodopsin is a pigment that is essential for the function of the rod photoreceptors of the retina, and the P23H mutation causes RP in some human patients.  Retinal degeneration in some, but not all, animals carrying this mutation can be completely prevented by protecting the animals from light. The same effect maybe present in humans but to a lesser extent.  By understanding why darkness produces a beneficial change to the retina, Dr. Moritz and his team will try to produce a similar effect under normal light conditions.  This opens the door to new therapies for RP. This finding was published in The Journal of Neuroscience, August 22, 2007. 

Project: Mechanisms of secondary cone degeneration in Retinitis Pigmentosa 

Dr. Moritz and his team have also developed a frog model of inherited retinal degeneration, in which rod cell death can be initiated at any time. This animal acts as an excellent model of how cell death occurs in RP, a disease in which rod function (responsible for peripheral and night vision) is lost over time. This system will be used to examine the effects of rod cell death on the remaining cells of the retina, which will help us to better understand the progression of retinitis pigmentosa, and bring researchers closer to identifying therapies to benefit RP patients.
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Thank you for helping Give the Gift of Sight

Partner in the fight against blindness: Novartis Ophthalmics

Have you been to your ophthalmologist’s office lately? If so, you may have seen The Foundation Fighting Blindness (FFB) Give the Gift of Sight poster. The poster is part of a campaign to raise awareness of The Foundation Fighting Blindness and its mission to fund outstanding Canadian retinal research. The campaign, was supported by Novartis Ophthalmics. The poster was distributed to 900 ophthalmologist offices across Canada.

The Give the Give of Sight pamphlet accompanied the poster in ophthalmologist offices. It also featured a detective: looking for clues to stop blindness - which supports the The Foundation Fighting Blindness. In addition, the pamphlet was distributed with 200,000 issues of CARP News, a 50-plus lifestyle magazine, in January. And of course, we shared this news with you, our loyal donors, this past November and you responded very generously, even sharing the news with your families and friends!

Give the Gift of Sight: a great success!

Thanks to the generosity of those who donated to The FFB, upon learning of the Give Gift of Sight campaign, we received an influx of generous donations. To top that off, Novartis Ophthalmics has given a matching gift to further Canadian retinal research to help families affected by blindness. In total the campaign has generated $140,000 to quality vision research!

The Foundation Fighting Blindness is grateful to Novartis Ophthalmics for funding the Give the Gift of Sight awareness and fundraising campaign. And of course, to the generous individuals who donated through this campaign! This will help ensure research continues to prevent vision loss, and to restore the gift of sight to those affected by blindness.
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Giving the Gift of Stock: a win-win

When the news arrived late last year that BCE was becoming privatized, share holders were told they needed to sell their shares. They were offered $42.75 per common share, an approximately 40% premium over the average trading price of BCE common shares in the first quarter of 2007. This meant that they were looking a great capital gain – and therefore, a large capital gain tax! 

Fortunately, Revenue’s Canada incentive to donate stock eliminates capital gains tax and provides the donor with a tax deductible receipt for the full market value of the securities. Please see stock chart below. Alternatively, by simply selling the stock, the shareholder would have to pay the capital gains tax  - which means sending the government 50 per cent of the appreciated amount.

Because of this great new way to donate, $400,000 worth of stock was donated by the end of last year to The FFB. These donations immediately had an impact on accelerating research to find treatments and cures for retinal diseases that cause blindness. 

Holding BCE Shares?

Shareholders still have the opportunity to donate BCE stock before the end of spring 2008, when the deal is expected to close. It’s as simple as picking up the phone and calling your broker to donate your stock. You can strengthen the fight against blindness and eliminate capital gains tax at the same time. There could not be a better incentive to give. What are you waiting for? Please call today.

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

Commitment to a Cure: 10 years and running

Richard Henson and his wife, Patrice, are part of the “Commitment to a Cure”, 

a group of thoughtful people who donate monthly. The Calgary, AB couple have been doing it for more than 10 years! They see the value in investing monthly because their contributions add up to affordable, dependable funding that allows The FFB to better plan for the future. Most importantly, giving monthly is an easy and cost-effective way to support research throughout the year. 

Richard truly values his sight because he’s watched 15 family members lose their sight to RP and AMD. The Hensons and The Foundation Fighting Blindness share a common vision that cures are in sight.

If you would like to be a part of the “Commitment to a Cure” group, please send a cheque marked “void” in the business reply envelope in this newsletter and indicate on the reply form that you would like to donate monthly. Or go to www.ffb.ca to sign up on The FFB’s secure Monthly Donation form. Research must continue until effective treatments and cures are found!
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Upcoming Events

7th Annual Light the Darkness 

Saturday, February 23, 2008, 6 p.m.

Toronto, ON

For more information, contact Vince and Rosa Lombardi at 416.633.7417.

9th Annual Achilles St. Patrick’s Day 5K Run/Walk Presented by Scotiabank Group

Donate pledges to The Foundation Fighting Blindness

Sunday, March 16, 2008, 10:15 a.m.

Toronto, ON

For more information, visit www.achillescanada.ca or call 416-485-6451.

13th Annual Forever Yonge Run 

Thursday, May 22 - Friday May 23, 2008

Toronto, ON

For information contact Josie Koumandaros at 416-360-4200 or by e-mail at jkoumandaros@ffb.ca.

Comic Vision 2008 – Share the laughter and see the hope

The best comedy fundraiser of the year is back again in 2008 with 5 great events!  For more information, please visit www.comicvision.ca or call Ann Morrison at 1-800-461-3331 or 416-360-4200.  

London, ON

Tuesday, April 29, 2008 - The Carousel Room – Western Fair

Oakville, ON

Wednesday, April 30, 2008 

– OE Conference & Banquet Centre

Toronto, ON

Thursday, May 1, 2008 – Koolhaus

Calgary, AB

Thursday, May 7, 2008 

– The Laugh Shop, Blackfoot Inn

Vancouver, BC

Thursday, May 8, 2008 

– Italian Cultural Centre
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Ride For Sight 2008

Sponsor a motorcyclist who is fundraising for The FFB through Ride for Sight.  Or register online to be a “virtual rider” like 13 year old Meghan Vanderyt, who has already raised $1,448 online for the Central Ontario Ride.  

Ride for Sight 2008:

Maritimes Ride

June 6-8, Fort Lawrence, Nova Scotia

Gateway Parklands RV & Trailer Park

Northwest Territories Ride

June 6-8, Yukon, Inuvik to Rock River

Alberta Ride

June 13-15, Olds, Alberta, Olds Fairgrounds

Central Ontario Ride

June 20-22, Trenton, Ontario, Centennial Park 

Northwestern Ontario Ride

June 20-22, Longlac, Ontario, Riverview Campground 

Newfoundland & Labrador Ride

June 27-29, Gander, Newfoundland, Gander Community Centre

