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Ride for Sight is a Family Affair: 
$1 million raised for FFB

Rosie McDougald is a tiny little girl who tackles life with great courage. And not just because she delights in revving up her grandfather’s Harley-Davidson prior to the Ride for Sight motorcycle fundraiser. The four-year old from Calgary has a rare genetic disorder known as Usher Syndrome, which means she was born deaf and is losing her vision. The good news is that thanks to research, Rosie now has the miracle of hearing compliments of a cochlear implant. But Rosie needs one more miracle to preserve and restore her sight.

“Rosie has to struggle so hard for things that are so easy for everyone else,” said her grandfather and motorcyclist, Jerry Kubic, who has been coming to the ride since Rosie was diagnosed when she was one. “Every tiny accomplishment is a hug accomplishment for Rosie. She has a very special place in my heart.”

Natasha McDougald, Rosie’s mother, said the ride means the world to her family because it shows that so many people care. “We are hoping for a breakthrough and we’re that much closer with the support of Ride for Sight and The Foundation Fighting Blindness.”

$1 Million Raised

Ride for Sight surpassed the one million dollar mark in 2007, making it the 7th consecutive year that our rider’s fundraising efforts have proven to be unstoppable!

From Central and Northwestern Ontario, to Newfoundland, Maritimes, Manitoba, Saskatchewan and Alberta, Ride for Sight 2007 is a huge success thanks to our many riders, supporters, volunteers & sponsors who continue to amaze us with their dedication and commitment to the cause.
Over the years, Ride for Sight, nationally, has raised in excess of 16 million dollars, making it the largest fundraising initiative for vision research in the world!
Suzuki FMX Team members, Justin Johanssen and Morgan Kaliszuk give long time supporter, Syd Collier the ‘thumbs up’ at the 2007 Central Ontario Ride for Sight.

Research breakthroughs…

It’s what our vision researchers work toward every day. It’s what thousands of Canadians coping with vision loss hope for. It’s what you help make possible with your thoughtful support for The Foundation Fighting Blindness. 

Thanks to your past support, there is cause for celebration – a new breakthrough announced this past June, which will make a difference in many young lives. It was published in the prominent, peer-reviewed journal, Nature Genetics.

Foundation Fighting Blindness researcher, Dr. Robert Koenekoop and his colleagues identified a new gene found to be responsible for Leber Congenital Amaurosis (LCA), a type of hereditary blindness which begins from birth or during the first few months of life. Currently, there is no treatment and no cure for LCA.

“This is about to change, however,” says Dr. Koenekoop. “Our discovery has major implications for improved screening. It also opens avenues for treatment of LCA.”

We are very proud of Dr. Koenekoop’s discovery and I know you must be too. After all, it’s your generosity that helps us fund research like this, directed to finding the causes, treatments and cures for retinal diseases. You give so many Canadians a reason to hope.

Researchers must have the funds to take what we’ve learned to the next level -- testing therapies in human clinical trials.

In this issue of the Vision Quest newsletter, you’ll get to read about some of the exciting developments in retinal research around the world. You’ll also read about exciting partnerships that The FFB is developing with government to increase overall funding to vision research in Canada.

The bi-annual Vision Quest Conference is back again this Fall – and for the first time it will be hosted in Calgary, Alberta. It’s a unique opportunity for those affected by eye diseases and their families to learn about cutting-edge research on retinal degenerative diseases, from leading doctors and scientists.

The “Making a difference” pages share stories of loyal FFB supporters, like you, contributing to vision research in their own unique way. The latest news on promoting overall eye health is also featured as a special supplement and last, but certainly not least – The Foundation Fighting Blindness is launching a holiday “Give the Gift of Sight” campaign, in which ALL donations to The FFB will be matched (up to a maximum of $70,000)! Please look at the flyer in the middle of the newsletter.

------------
Sharon Colle
National Executive Director
Institute of Genetics commits to partnering with The FFB

Recently, the Institute of Genetics, of the CIHR (Canadian Institutes of Health Research) expressed excitement about The Foundation Fighting Blindness’ (FFB) strategic plan to support a series of research projects that have the potential to make significant advancements in finding a cure for blindness caused b
y retinal diseases. 
As a result, in June 2008, the IG will be launching a Request for Applications (RFA), entitled “From Genes to Proteins, Cells and Patients”, focused on translating gene discovery to medicine. The IG alone is committing $5 million over a period of five years to this initiative and welcomes partners such as The Foundation Fighting Blindness (FFB). The overall objective of the RFA is to foster research that follows gene discovery or protein discovery. 
The FFB hopes to provide matching funds and to partner with IG to enhance this strategic initiative. You can help support this partnership and accelerate vision research by donating generously to The Foundation Fighting Blindness.
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Foundation News
The Foundation Fighting Blindness - Canada is very pleased to announce that Dr. William K. Stell, Ph.D., M.D., has joined its staff part-time in the new position of Director, Research Programs. 
Dr. Stell will develop new strategic research initiatives and partnerships to accelerate the advancement and impact of Canadian and international retinal research. He will work closely with the Scientific Advisory Board of the Foundation Fighting Blindness and its Chair, Robert Molday, Ph.D. to increase awareness of the Foundation’s research excellence and identify complementary research opportunities. 
Bill has dual Canadian and American citizenship. He has degrees from Swarthmore College and The University of Chicago (Ph.D., M.D) and spent five years as Postdoctoral Fellow at the National Institutes of Health (Bethesda, MD). He was a faculty member at UCLA as Professor of Ophthalmology in the Jules Stein Eye Institute. He moved to the University of Calgary, Alberta as Professor, Head of the Department of Morphological Sciences, and Director of the Lions’ Sight Centre, in 1980. He is now Professor of Cell Biology and Anatomy and a member of the Hotchkiss Brain Institute at The Faculty of Medicine. His research specialty is retinal neurobiology and vision, especially as they apply to understanding and preventing myopia. His research has been supported by the National Institutes of Health (USA), Canadian Institutes for Health Research, and the Natural Sciences and Engineering Council of Canada, and he is the author or co-author of nearly 100 peer-reviewed publications. 
He was Chair of the Scientific Advisory Board of The Foundation Fighting Blindness - Canada from 1989 to 1995 and has supported the activities and aims of the Foundation ever since.
Dr. William K. Stell
Research Programs Director

Research News
Around the World: 
RP News
Promise of RP research
The diagnosis of RP has always been devastating, in part because nothing could be done about it. While this is still true today, the situation is changing rapidly and dramatically. Hundreds of specific RP-causing mutations have been identified in human patients, and many special strains of laboratory animals (“animal models”) have been developed that carry the same mutations. These animal models are useful, both for figuring out exactly how the mutations cause the particular form of RP and for testing possible therapies to counteract its effects. 
Many anti-RP therapies have been developed that show promise for counteracting the effects of disease-causing mutations and preventing, slowing or even reversing retinal degeneration. Some of these are: dietary restrictions and supplements, drug delivery through tiny intraocular slow-release capsules (Encapsulated Cell Therapy), gene therapy, and stem cell transplants. Electronic chips that can replace retinal function and restore useful vision, even after irreversible damage to the retina, are also being developed and tested. 
Gene therapy for LCA patients – A cure for children born blind is the goal of a human clinical trial for gene therapy to treat Leber congenital amaurosis (LCA), a family of conditions in which severe visual impairment is present at birth. The treatment, which in a laboratory test restored vision in more than 50 dogs with LCA, is being tested in children and adults with LCA caused by variations in the RPE65 gene. Clinical trials are in progress in London (UK), and another clinical trial will follow soon in Philadelphia.
Neuroprotective therapy for RP and AMD – Promising phase II (clinical) studies are underway of the delivery of a vision-preserving protein, called ciliary neurotrophic factor (CNTF), to the retinas of people affected by AMD and RP. In pre-clinical trials, CNTF was found to slow down retinal degeneration in mice. Living cells, engineered to produce CNTF, are encased in a tiny device that is inserted into the eye, where the protective factor is released continuously in the vicinity of the affected retina. Testing of this approach, known as ECT (Encapsulated Cell Therapy), is underway at 14 sites in the USA. 
“Recent advances our understanding of the genetic causes and molecular mechanisms underlying retinal degenerative diseases including RP and AMD now enable researchers to develop more treatments and cures for these complex diseases. The Foundation Fighting Blindness in Canada has contributed for more than 30 years to many discoveries that have led us to this exciting juncture in vision research.”
Dr. Bill Stell, Ph.D., M.D.
Director of Research Programs
The Foundation Fighting Blindness 
Around the World: 

AMD News 
Although there is still no known cure for AMD, recent studies are bringing hope for a cure. Several treatments for the wet form of AMD are now available that slow the progression of the disease and in some cases actually improve vision. Some studies also suggest that nutritional, immunosuppressive, and neuroprotective therapies may be beneficial in slowing AMD (as well as RP).
New drug available for wet AMD
Recently, Health Canada approved the drug, Lucentis* (ranibizumab) for the treatment of neovascular (wet) age-related macular degeneration (AMD), following a Health Canada Priority Review. The drug is injected into the eye, where it binds VEGF-A. This is a protein that causes the formation of new blood vessels under the macula, leading to disease progression and central vision loss; binding by an agent such as Lucentis keeps VEGF-A from doing this. Data from clinical trials have shown that on this therapy more than 90% of patients maintain their vision and that 40% had significant improvement in vision. The treatment has also been recognized by the Ontario Drug Benefit Plan, which has granted Lucentis* a rapid review under its new system to speed reimbursement decisions for important new medicines. 
Nutritional therapies slow progression - A major clinical study (AREDS-1) reported that a combination of dietary anti-oxidant compounds and the mineral, zinc, effectively slowed the progression of some forms of AMD. Another recent study reported that mice immunized with docosahexanoic acid (DHA), a fatty acid that’s abundant in rod and cone photoreceptors and RPE (retinal pigmented epithelium) cells, develop signs and symptoms very similar to those of “dry” AMD. This not only supports the idea that “dry” AMD is an autoimmune disease promoted by oxidative stress, but also opens up AMD to the kind of experimentation in animal models that has been so productive in understanding and developing therapies for RP.
Progress in gene identification - Recently there have been significant advances in identifying the genetic factors that increase one’s susceptibility to AMD. For example, specific mutations in Complement Factor H and related components of immune responses have been implicated as risk factors for developing the dry form of AMD. Mutations in a number of other genes have also been identified that increase one’s risk of developing AMD. Whenever a specific gene or biological mechanism is identified as a cause of a disease, scientists are challenged to find ways to combat the disease through treatments that affect that gene or mechanism. We can expect that it will not take long for these new discoveries to lead to new therapies for AMD.
Q & A – Your Question Answered
Q. My mother has retinitis pigmentosa. I was browsing through www.ffb.ca and watched the “Breakthrough by FFB researcher: CTV National News, 2 mins.” (posted on October 21, 2006). They mentioned in the video that there are supposed to be some clinical trials for retinitis pigmentosa. Could you give us some details on that? How and whom should we contact if we would like to go for clinical trials?
A. There are currently at least three types of human clinical treatment trials for RP in North America. Gene replacement trials have started in Philadelphia for LCA, neurotrophic survival factors have entered phase II, and the retinal chip (camera) is in phase I. Phase I and phase II trials are important to test for safety, efficacy and dosages in humans with RP.
Entry criteria, eligibility, etc. are determined by the trial leaders in collaboration with local ophthalmologists and clinical scientists who know the diseases. They also know who is eligible for what trial. Patients can ask their ophthalmologists, and should follow the progress of each trial on the web. Recruitment for the trial goes through the ophthalmologist and the trial coordinators and patients don’t have to call the trial coordinators. All RP patients should see an ophthalmologist and have their DNA tested, so that when the treatments come to the main stream practice in a few years, all RP patients will be genotyped and known to the coordinating physicians.
Answered by: 

Dr. Robert Koenekoop, M.D., Ph.D., Montreal Children’s Hospital and McGill University Health Centre

Vision Quest Conference
Vision Quest ‘07 Calgary
RP Conference – a cure is in sight

The Vision Quest Conference 2007 offers a unique opportunity to learn about cutting-edge research on retinal degenerative diseases, from leading doctors and scientists. It will offer interactive seminars, informative exhibits, and enriching networking opportunities. This conference is for those affected with retinal degenerative diseases, their families and friends, and vision care professionals.
Chair - Dr. Bill Stell, Ph.D., M.D.
University of Calgary

Faculty of Medicine Health Sciences Building

Opening Ceremonies begins at 8:30 a.m. Sessions run until 3:30 p.m. with breaks for luncheon and refreshments. 
Saturday, November 17, 2007
Program focuses on retinitis pigmentosa and related retinal diseases.

REGISTRATION IS LIMITED.
PLEASE CALL TO REGISTER at 1.800.461.3331 or register online at www.ffb.ca.

Adult - $65

Child 17 and under - $30

Registration Fee includes luncheon.

This program is CME accredited for ophthalmologists and optometrists.

For more information, visit www.ffb.ca.
Events

HypnoVision 2008
Third Party Fundraiser for The FFB

Thursday, January 24, 2008, 7 – 11 p.m.

Calgary Golf and Country Club

For more information, please call Dagmar Jamieson at 403-229-9753 or visit www.ffb.ca.

Comic Vision 2008
The best comedy fundraiser of the year is back again in 2008 with 5 great events!

London, ON – April 29

Oakville, ON – April 30

Toronto, ON – May 1

Calgary, AB – May 7

Vancouver, BC – May 8

*Dates subject to change

Age-Related Macular Degeneration Education Seminar
FFB in partership with Halton-Healthcare

Tuesday, November 6th, 7-9 p.m.

(6:30 p.m. FFB display & refreshments)

Oakville-Trafalgar Memorial Hospital, Auditorium

Dr. Brad Kates, Eye Physician & Surgeon Haltong Healthcare
Making a Difference
Family fighting AMD

Marcelle Roy has been supporting The FFB for the past six years because of her own battle with age-related macular degeneration (AMD). But when the London, Ontario resident learned that her daughter had AMD as well, the hereditary aspect of this unforgiving disease really hit home.
She then learned of the Revenue Canada incentive to donate stock as a win – win situation. Donating stock eliminates capital gains tax and provides the donor with a tax deductible receipt for the full market value of the securities. Check out stock chart below. Conversely, if she simply sold her investments, she must pay the capital gains tax of 50 per cent on the appreciated amount, which just sends the government more of her money. 

Marcelle’s gracious stock donation of $26,000 has greatly accelerated research for curing inherited retinal diseases. She is hopeful about the promise of research, especially for her daughter, as new therapies are being tested in human trials for both the wet and dry form of AMD. 

Holding BCE Shares? 
Consider donating a gift or stock to The FFB and avoid paying tax on the capital gain.

Donate Stock and Save Taxes
Assumes


Sell Stock

Stock Donation
45% Tax Rate

& Give Cash

As of May 2, 2006
Market Value


$10,000

$10,000
Cost Basis


$2,000

$2,000
Capital Gain Realized
$8,000

$8,000
Tax Payable on Gain
$3,600

$0
Net Gift to Charity

$6,400

$10,000
Tax Credit on Donation
$2,880

$4,500
For more information please call your stock broker or Paul Moore CFREDirector of Development (416) 360-4200 ext. 26 or email: pmoore@ffb.ca 
Making a Difference
The Rebekah Assembly launches year-long project to raise money for The FFB

Having family and friends who are affected by eye diseases is a big reason why Dorothy Lawrence wants to help fund vision research. Her father suffered from age-related macular degeneration (AMD), glaucoma and cataracts. 
“Towards the end, my father was unable to recognize the faces of his only two grandsons,” said Dorothy. “He could only tell that they were young people from listening to their actions and voices, rather than what he could see.”
Dorothy learned of The FFB through a family member because two of her cousins are affected by retinitis pigmentosa, a degenerative eye disease that strikes during childhood, for which there is no cure. 
Since then, Dorothy has familiarized herself with The Foundation and the vital role it plays in funding research and giving hope to people affected by blindness and their families and friends.
“Eye disease affects the psychological well being of a patient,” said Dorothy. “It takes away their independence. Often the patient is unable to live alone and the “sandwich” generation is looking after their own children as well as doing elder care.”
As current president of the Rebekah Assembly, Dorothy has rallied the group to fundraise all year long for The FFB, the largest non-government contributor to vision research in Canada. The group’s goal is to raise money by holding grass-roots fundraising events. For example, recently, the group sold out a day tour to Stratford for dinner and a theatre production – the day raised more than $500.
“It is my wish to be able to make a significant donation to The FFB to assist the doctors in continuing their research to find preventions and cures for eye diseases that cause blindness,” said Dorothy.
The mandate of the Rebekah Assembly is to relieve the distressed and sick, assist those mourning the loss of a loved one and educate youth through loans and scholarships from their Educational Foundation.
______________

Dorothy Lawrence
Eye Health Month
More to a healthy diet than meets the eye
Health Canada recommends eating a nutritious, well-balanced diet because it is one of the best ways to protect and promote good overall health. Your eyes have special nutritional needs to help keep them healthy and ward off disease, such as age-related macular degeneration (AMD). AMD is the leading cause of blindness in people over age 50. It is an age-related degenerative disease of the macula, a small area at the centre of your retina allowing you to see details directly in front of you such as words on a page, images on a television, or someone’s face. By damaging the macula, AMD can take away central vision, sometimes to the point of being unable to drive or read. 
Currently more than 2.1 million Canadians over age 50 are suffering from varying degrees of vision loss from AMD with 78,000 more diagnosed each year. Since there is no cure for AMD, it makes sense to focus on keeping our eyes as healthy as possible and managing the risks associated with the disease. 
A balanced diet is an important part of keeping your eyes healthy. Specific antioxidant vitamins have been shown to help reduce the risk of developing AMD. Eating enough of the right foods, especially the fruits and vegetables that provide these antioxidants, can be difficult. 
The Canada Food Guide recommends that adults over age 50 eat seven servings of fruits and vegetables per day. However, many Canadians in that age group do not eat the recommended daily allowance. This means that their diet does not provide the levels of antioxidants necessary to reduce the risk of developing AMD. Canadians at risk of developing AMD should be proactive about their daily antioxidant vitamin and mineral consumption. 
“Currently, many Canadians are not getting what they need through diet alone,” says Retinal Specialist, Dr. Sohel Somani. “Those struggling to get the necessary antioxidants in their daily diets should consider taking an ocular vitamin such as Vitalux Healthy Eyes which is specially formulated for adults over age 50 to reduce the risk of developing AMD and promote overall health. Maintaining adequate daily intake of antioxidant vitamins and minerals, in combination with regular eye doctor visits are two important steps to take to keep your eyes healthy.”
For more information, visit: 
www.vitaluxhealthyeyes.ca. 

Information is provided by Novartis Ophthalmics. 
TMVitalux Healthy Eyes is a trademark.
Comic Vision
Comic Vision, an evening of comedy to fight blindness raises over $385,000 for FFB
Comic Vision, presented by TELUS, was back by popular demand with four great evenings of comedy on April 23rd, 24th, 25th and 26th in London, Oakville, Toronto and its newest location Vancouver. All four events were held at bigger venues this year to accommodate Comic Vision’s continuous increase in popularity and sell-out crowds. 
“Share the laughter and see the hope” is the message that rings true every year at Comic Vision. Over the course of the four nights, 1,800 people attended Comic Vision and contributed over $385,000 for vision research – 65 per cent more money than last year!
Co-chairs Nancy Browne and Carmela Capone in Toronto, Gabrielle McMillan and Susan Techner in Oakville, Peter and Wendy McDonald in London, and Janet Gosney in Vancouver were instrumental in leading four dedicated teams of “Visionary Volunteers” who once again were truly responsible for making Comic Vision a tremendous success. Each team introduced new corporate sponsors to the event and secured wonderful food and prize donations. The Foundation Fighting Blindness is deeply grateful to all the Visionary Volunteers for their commitment to Comic Vision.
Dedicated and talented volunteers are the key ingredient in Comic Vision’s recipe for success. “Comic Vision has always been about friends helping friends”, says Ann Morrison, National Event & Marketing Manager for Comic Vision at The Foundation Fighting Blindness. “That’s how the event started and that is why it has continued to grow”. Comic Vision originated when Ann’s son Gavin was diagnosed with a degenerative eye disease called retinitis pigmentosa (RP) at the age of five.
“The great thing about Comic Vision is that it sells itself – once someone comes to the event, they’re hooked”, says comedian Meg Soper, co-founder and close friend of Ann Morrison. Many people who attended Comic Vision this year have been coming ever since it started. They always comment on how much Gavin and the event has grown since its humble beginnings in 1999. They also love to be reminded that Comic Vision raised $7,800 in its first year and now has raised a total of over $912,000 for vision research. People feel good knowing that they are having a great time with their friends while raising money for an important cause.
Once again there was no shortage of laughter this year at Comic Vision. The line-up of comedians kept the audience in stitches for the entire evening. In addition to Meg Soper, the comedians included Debra DiGiovanni, Jim McNally and the headliner Dave Hemstad. 

If your company is interested in sponsoring Comic Vision, please contact Ann Morrison at 416-360-4200.
A special thanks to all the attendees and sponsors.

