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Vision Quest 2008 delivers message of hope
There were 600 attendees in Vancouver and Toronto for Vision Quest, on November 22nd and November 29th.  The sold-out conferences featured top retina scientists, presenting information on developing treatments and therapies to prevent, or cure, genetic forms of blindness.

Message from the President and CEO

It’s been an exciting year for vision research and for supporters of the Foundation Fighting Blindness.  There has been much to celebrate with recent research breakthroughs, an indication of how far we’ve come.  

Only 20 years ago, people with genetic forms of blindness were given the devastating message that nothing could be done.  Today, with half the gene mutations known, and viable treatments now in clinical trials, there is hope that cures are in sight. 

For decades we have been funding discoveries into the causes of retinal degenerative forms of blindness which have brought us to this critical juncture.  Today scientists are translating this knowledge into treatments to restore the gift of sight.

In this issue of the Vision Quest newsletter, we will review some of the promising treatments presented at this year’s Vision Quest conference.  

This year marks the first year that the conference was hosted in two cities: Toronto and Vancouver. We announced that anyone who becomes a monthly supporter before February 28th will receive a reserved seat at our Vision Quest conference in 2009 Vancouver or Toronto.  

You will still pay a modest Registration Fee, but as these events sell out quickly, you will guarantee your seat.  

Monthly giving provides ongoing funds to support multi-year research projects and vital education programs like Vision Quest.  At a time of economic uncertainty, we need your support to make certain that research and education continue! Please return the enclosed donation form or visit 

www.ffb.ca and be our newest monthly supporter! 

If a monthly gift isn’t possible at this time, please consider a single gift donation.  Every gift of support is a gift of sight.  Turn to pg. 10 for more ways to Put Your Hope into Action.
You will also read about other people putting their hope into action, through initiatives like IN/Sight: Dining in the Dark and the Scotiabank Waterfront Marathon, on pg. 14. 

We are also excited to announce a $3 million partnership between the FFB, our generous donors and the Canadian Institutes of Health Research to fund an ambitious five-year grant to develop innovative gene therapies for a number of retinal degenerative diseases.  Please see pg. 4 for more details.  

We hope you enjoy this first issue of 2009 filled with inspirational hope. Happy New Year!

Vision Quest 2008: Message of hope

Vision Quest 2008 featured guest speaker Dale Turner, the first Canadian to have some sight restored through a new gene therapy.  In Toronto, his parents and grandparents watched proudly as he spoke about the journey of his hope for a treatment now becoming a reality. He participated in Phase I of a clinical trial for gene therapy for patients with Leber’s congenital amaurosis caused by a defect in the RPE65 gene. Next summer he will participate in Phase II of the trial and will return to Vision Quest next fall to share his progress.

“This is an exciting time for the FFB because we are playing a strong role in translational research,” explains Sharon Colle.  “The Vision Quest conference is one example of how the FFB is committed to connecting patients with the latest information on the progress of cutting-edge research into viable treatments from the experts themselves.”  

Vision Quest is a patient conference 

created by the FFB, to fulfill an unmet need for public information around retinal research and to give hope to those affected by retinal diseases. 

Vision Quest Patient Information 

Vision Quest 2008 offered a wealth of information for those affected by retinitis pigmentosa and related retinal diseases.  Topics at the conference included: Clinical Trials, Retinal Degeneration Treatments, Genetic Testing and Gene Therapy Success.  

To download the Patient Information Booklet along with audio clips of the presentations please visit, www.ffb.ca, and click on Vision Quest 2008.  Or please call the Foundation at 1.800.461.3331 to have the Information Package mailed to you. 
$3 Million Towards Gene Therapy for Retinal Degenerative Diseases
The Foundation Fighting Blindness (FFB) is partnering with the Canadian Institutes of Health Research (CIHR) in a five-year grant to develop innovative gene therapies for a number of degenerative retinal diseases.

The funding commitment begins January 2009, spans a five year period and involves the University of British Columbia, Simon Fraser University, University of Toronto, McGill University and the University of Florida.

The five research teams involved will provide various specialized skills required for the success in this research project. The project will be led by Dr. Robert Molday, a cell biologist from the University of British Columbia. The team’s other experts in gene therapy are Dr. Jim Hu from the University of Toronto, and Dr. Bill Hauswirth from the University of Florida. Dr. Marinko Sarunic of Simon Fraser University will be responsible for the retinal imaging component of the project.  As the team’s clinician-scientist, Dr. Robert Koenekoop will oversee the visual function testing and the gene analyses, first in animals and then in humans with a variety of retinal degenerations.

This is a great milestone in the FFB’s 34 year history. It’s the first time that the CIHR is partnering with a health charity on a grant to develop therapies for degenerative eye diseases.

The strategy 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.

“The application of gene therapy for three retinal degenerative diseases

will be investigated: Stargardt macular dystrophy, Leber congenital amaurosis (LCA), and retinitis pigmentosa,” Dr.  Robert Molday explains. “The recent success in gene therapy for RPE65 has been highly conclusive for LCA; we believe that we can learn from this and advance even more quickly this time.” 
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RESEARCH 

Discovery in neural stem cell development 

A research team at the Institut de recherché cliniques de Montreal (IRCM), funded by the Foundation Fighting Blindness - Canada and the Canadian Institutes of Health Research (CIHR), discovered a novel mechanism that regulates how neural stem cells of the retina generate the appropriate cell type at the right time during normal development. These findings, published October 9th in the renowned journal Neuron, could influence the development of future cell replacement therapies for genetic eye diseases that cause blindness.

“By studying the retina of a mouse in which the Ikaros gene was inactivated, we found that the generation of early-born retinal cell types was impaired, whereas the generation of the late-born retinal cell types was not affected,” explained Dr. Michel Cayouette who led the study. Overall, these results indicate that the expression of Ikaros in retinal stem cells is both necessary and sufficient to confer the competence to generate early-born retinal neurons.

The identification of adult retinal stem cells in recent years has opened up the possibility that such cells could one day be used to replace damaged or lost cells in various retinal diseases such as glaucoma, macular degeneration or retinitis pigmentosa. For such approaches to be effective, however, it is crucial that stem cells generate only the appropriate cell type for a particular condition. This study suggests that it may be possible to manipulate the competence of retinal stem cells so that they only generate retinal cells associated to a particular temporal stage. “For example,” added Dr. Cayouette, “inactivating Ikaros could favor the production of later-born neurons such as photoreceptors, which are lost progressively in retinal degenerative diseases.” Future studies will be required to assess the usefulness of this approach for potential cell replacement therapies.

Genetic Testing and the Patient Registry 

There are many benefits to genetic testing.  Genetic testing can help find what genes are involved in an individual’s retinal disease, confirm diagnosis and determine whether there are any “known” gene defects; this is vital information to know which therapies may be of benefit to which patients in the future.  

That’s why, The Foundation Fighting Blindness through generous funding from CIBC created the only national Patient Registry for those with retinal degenerations.  The purpose of the Registry is to capture patients’ information to better understand the natural history of retinal dystrophies, standardize clinical assessment, and most importantly identify patients who could be eligible for clinical trials and/or other therapeutic opportunities that may become available in the near future.  

For more information on how to enroll in the Patient Registry please visit, 

www.ffb.ca, Patient Resources – Patient Registry. If you are a patient at the 
Hospital for Sick Children, please ensure that you have signed and returned the form to them. You can also download a Registry Consent Form at www.ffb.ca.  

Present and Future Treatments for Retinal Degenerative Diseases
Following is a synopsis of the promising areas for future therapy.

There are three major possible treatments where the patient has viable photoreceptor cells in their retina.  Without photoreceptors, these will not work.  They are:   

1)  Gene Replacement Therapy
Gene replacement therapy is the replacement of a defective (mutant) gene in a cell such as a photoreceptor neuron by a normal version of the gene. The replacement gene is transported into the target cell by a vehicle that is called a “vector”. Vectors are modified viruses that have altered such that they cannot replicate but they can effectively penetrate a target cell to deliver the gene cargo. In this way, the normal gene acts as a blueprint within the cell to allow it to synthesize a normal protein gene product and restore the lost function. 

2) Pharmaceutical Therapy

Pharmaceutical therapy can be defined as neuron-survival agents or neurotrophic agents that can be used when photoreceptors are damaged but some yet survive. Many of these agents have been identified and have been shown to be effective in prolonging the life of photoreceptor cells or even improving function in retinal dystrophies (RD) animal models. An example of this treatment is a neurotrophic factor (CNTF) supplied to the retina using a tiny capsule implanted within the eye to slow photoreceptor degeneration. 

3) Nutritional Therapy
Various nutrition strategies are being developed based on the fact that severe oxidative damage occurs in the RD retina. Antioxidants can markedly slow photoreceptor cell death in these RD animal models. Based on these findings, a clinical trial is in place in Spain using a special group of antioxidants (“RetinaComplex”). Results from this trial are not yet available but after one year of progress, the unofficial reports are favorable.  For more information, please visit www.retinacomplex.com. 

Treatments for very few or no photoreceptor cells that remain alive include:  

1) Donor Photoreceptor Cell and Stem Cell Transplantation
A possibility for replacing photoreceptor cells when all or most of them are dead is transplanting new, donor photoreceptors into the retina. Unfortunately, much research has shown only marginal success. A clinical trial for this is in place but few good results have been obtained. 

On the other hand, stem cell transplantation offers great hope for future treatment of both RP and AMD. Several investigators are now conducting research on defining the conditions that will grow stem cell and direct them to differentiate into mature, functioning retinal photoreceptor cells. This effort though has far to go before it is shown to be effective and safe for human trials.

2) Retinal Electronic Prosthesis
In cases where all photoreceptors are dead, the Retinal Electrical Prosthesis could “electronically” take their place and restore functional vision. With this device, a small external camera sends a visual image to a tiny electronic implant (called an electronic array) tacked to the surface of the retina within the eye. This array stimulates underlying retinal cells according to the external visual image it received. The cells that receive the stimulus begin processing the electronic signal and pass it down the optic nerve to the brain for final synthesis as a visual image. Results on different prosthesis designs from several groups around the world are encouraging. 

For more detailed explanations of the above treatments please visit, 

www.ffb.ca, Patient Resources. 

Research Granted Fast Tracking for RP and Dry AMD 

In September 2008 the U.S. Food and Drug Administration (FDA) has granted Fast Track designations (to expedite the review of a treatment) for NT-501 for the treatment of visual loss in two indications: retinitis pigmentosa (RP) and the dry form of age-related macular degeneration (dry AMD). NT-501 is an intraocular cell containing polymer implants designed to provide continuous, long-term release of the therapeutic protein Ciliary Neurotrophic Factor (CNTF) directly into the back of the eye by means of the company’s proprietary Encapsulated Cell Technology. CNTF, a well established neurotrophic factor, rescues dying retinal photoreceptors and protects them from degeneration.

Neurotech remains confident that they will be announcing top line results from Phase II/III studies in RP and Phase II study in dry AMD by early 2009.

MAKING A DIFFERENCE 
Vision Quest 2008 brought out many people wanting to make a difference and help further vision research.   Michael Ovens of Toronto, who has RP, was doing his part by promoting Cycle for Sight in support of the FFB. 

Michael, an avid cyclist, was recruiting other cyclists to sign up and raise money for vision research.  Already 40 people have joined Cycle for Sight including those that are visually impaired who will ride by tandem.     

Cycle for Sight takes place Saturday, 

June 20, 2009. One hundred cyclists will take a 120 km journey from Toronto to Collingwood, located on Georgian Bay. The journey is estimated to take approximately 5 to 6 hours.  

In Collingwood, cyclists will enjoy festivities along with participants of Ride for Sight, the FFB’s motorcycle charity.  Activities will take place throughout the streets of Collingwood, including the harbourfront and will end with an exclusive concert for fundraisers.  The minimum fundraising requirement is $500 per person.  

If you have a friend who is an avid cyclist or know of someone who is impacted by vision loss, please invite them to sign up!

For more information on how you can join please visit www.cycleforsight.ca, 

or contact Michael Ovens at Michael.Ovens@rogers.com or 647.866.5600.

Also at the conference, Yvonne Felix displayed her interactive art exhibit, “Translation”, to demonstrate what it’s like to see art through the eyes of someone who is visually impaired.  Yvonne has 3% of her vision due to Stargardt disease. She generously donated all proceeds from greeting cards of her artwork for purchase at Vision Quest 2008. In 2009 she is launching an awareness and fundraising campaign through the sale of her cards in which proceeds will continue to go to the FFB.  To purchase a piece of meaningful art, please call Yvonne at 905.512.2809 or email ybecca@yahoo.com; to view samples of Yvonne’s cards please visit:www.geocities.com/ybecca/ffbcards

Research inspires hope 
Vision Quest 2008 showed people that eye research does work and inspired these people that cures are insight:  

“I wanted to express to the entire FFB staff that I was truly impressed with this weekend’s conference.  The information was so valuable and all the speakers were excellent.  As one who attends many conferences, I was truly impressed with the professionalism and attention to every aspect of detail.  Congratulations on a job well done.  Looking forward to next year’s meeting,” Dr. Ana Juricic.
“We would like to double our monthly givings (see what the conference can inspire!).  I hope that the conference inspired many more to give as we know that research is critical for finding the answers and changing lives,” Joan & Bill Milroy.

“I just attended my first Vision Quest Conference on Saturday. I was overwhelmed at the quality of the event, and the invaluable and hopeful information I learned there. I will do everything in my power to support the work of the FFB. 

Thank you for the work you do,”

Linda Weber.
Put Your HOPE into ACTION!

The Foundation Fighting Blindness’ greatest strength is our supporters. 

Because of you, treatments and cures for blindness are in sight. But there is much more work to do! 

Why not check off some great ways you can put your hope into ACTION this New Year! Please take a moment to fill this out, then call FFB to get started, 1.800.461.3331.

Fundraise with your local community & service groups
Some examples are to work with Rotary, Lions, and other clubs to put on bake sales, garage sales, raffles or barbecues.  

Create your own fundraising event
Organize a dinner, dance, or golf tournament. It’s a great way to spend time with friends and support a great cause! 

Volunteer at, or attend, an FFB event

The FFB’s annual fundraisers, Comic Vision and Ride for Sight, are always looking for volunteers. Check out www.comicvision.ca and 
www.rideforsight.com for dates. 

Request a gift “In Honour” 
Instead of a traditional holiday or birthday gift, why not ask friends and 

family to donate to the FFB “In Honour” of you. For a donor card please call the Foundation at 1-800-461-3331.

Approach your employer for support
Ask if the FFB can benefit from any charitable activities, particularly during the holiday season. Don’t forget to ask the Human Resource Department about its policy on matching your charitable gift.

Be a fundraiser for Ride for Sight, a motorcycle charity in support 
of the FFB
Don’t ride a motorcycle?  Show your support by sponsoring a rider or fundraise as a virtual rider.  Visit: www.rideforsight.com for more info.

Become a monthly donor

As little as $5 a month can help to ensure research continues until cures for everyone affected by retinal diseases are found. Visit:  www.ffb.ca  for more info.

A memorial gift 
A thoughtful way to remember a loved one is to make a donation in their memory. For a memorial card please contact the Foundation at 1-800-461-3331.
Raise Awareness – Spread the word 
Tell a friend today about The Foundation Fighting Blindness and our mission to find the causes, treatments and cures for retinal diseases.

Here are some examples of people putting their hope into action!

Michael Ovens is an avid runner, who collects pledges for the FFB, every time he enters a marathon.

Molly Burke celebrated her 14th birthday and raised money for the FFB by asking her friends & family to donate in her honour.

Dagmar Jamieson, who has Stargardt’s, created and organized Hypnovision and Dining in the Dark. Dagmar also helps raise awareness of eye diseases and has been featured in the Calgary Herald.

Vince & Rosa Lombardi host an annual Light the Darkness dinner dance in support of the FFB.  They celebrate their 8th year in 2009! 

Meghan who has RP collects pledges, each year as a virtual rider through Ride for Sight 
(www.rideforsight.com).  

Dorothy Lawrence, past president of The Rebekah’s Assembly, chose FFB as the recipient of their service group fundraising initiatives in 2007/2008.  They raised thousands of dollars through simple community fundraisers.

Check out www.ffb.ca, click Newsroom, and Making a Difference for more stories of people putting their hope into action!

Can You Still Make a Difference By Donating Stock?

During December 2008, giving through stock donations remained popular among many. We spoke to each one of these donors and learned that they gave for a variety of reasons, ranging from: “I will continue to give to The FFB because it is among my most important causes “, “not all of my stock values decreased that much”, to “despite the downturn these shares have greatly increased in value, and saving a taxable gain at any time is a bonus”, and “I will still have enough income so I’m happy to share a small percentage to fight blindness.”  The FFB recommends you seek financial advice to see if you have room to support vision research. Please make it your priority to advance research, especially since cures really are in sight. New donations received by April 30, 2009 will allow FFB to give more new research grants this year. 

For more information please call FFB at 1-800-461-3331 or visit www.ffb.ca, and click on You Can Help, because you can!

EVENTS 
Highly Anticipated, Dining in the Dark, a Great Success! 

On October 2nd, the highly anticipated event, IN/Sight: Dining in the Dark raised just under $100,000 in support of the FFB. Approximately 200 patrons attended this event held at the prestigious Hotel Arts in Calgary, Alberta. In addition to raising money for research, it also raised awareness of eye diseases that cause blindness and was featured in the Calgary Herald. This unique event was made possible through the passion and efforts of volunteer Chair, Dagmar Jamieson, and her dedicated volunteer team.

Patrons dined “in the dark”, by eating with a blindfold on. All other senses were heightened to savour the smell and taste of their food prepared by the exceptional Chef Duncan Ly. Guests also enjoyed wine pairing by critic Geoff Last of Bin 905. The event also featured the premier of the play “Fade to Light”, a poetic meditation on the nature of vision, written and directed by Eugene Stickland.

A special thanks goes out to all the sponsors and patrons that made this event possible. Without your support, cures wouldn’t be in sight.

Racing to find Cures for Blindness

On Sunday, September 28, Team Run for Sight participated in the annual Scotiabank Toronto Waterfront Marathon raising $8,000 in support of the Foundation Fighting Blindness.

Nearly a dozen Team Run for Sight members proudly wore the FFB name on their marathon bib to help raise awareness of the cause, to find treatments and cures for retinal diseases that cause blindness.

One team member went the extra mile by running the marathon blindfolded. Mike Ovens, an avid runner who has retinitis pigmentosa (RP), a degenerative eye disease said it was a great experience.

Running with Ovens were teammates: Liberal MPP Mike Colle, Renee Farrell, Clinton Gaudry, Graham Gerrell, Eric Hughes, Elizabeth Hurdman, Ron Krueger, Eric Mann, and Phillip Williams. 

Congratulations to Team Run For Sight! Thank you for helping us get closer to cures for blindness.

Comic Vision 2009 – Share the laughter and see the hope

The best comedy fundraiser of the year is back again in 2009 with 5 great events across Canada!  

For more information, please visit, www.comicvision.ca or call Jamie King toll free at 1-800-461-3331 ext. 24.  

London - Tuesday, April 21, 2009

Oakville - Wednesday, April 22, 2009

Toronto - Thursday, April 23, 2009

Calgary - Wednesday, April 29, 2009

Vancouver - Thursday, April 30, 2009

Ride For Sight 2009

Show your support for Ride for Sight, Canada’s longest running motorcycle charity, in support of the FFB by sponsoring a rider or fundraising as a “virtual rider”. 

Visit:  www.rideforsight.com for more info.

Ride for Sight 2009:

Maritimes Ride
June 5-7, Aylesford, NS,

Fox Mountain Camping Park

Northwest Territories Ride
June 5-7, Inuvik to Rock River, NWT

Alberta Ride
June 12-14, Olds, AB, 

Agricultural Centre Fairgrounds

Central Ontario Ride
June 19-21, Collingwood, ON, 

Collingwood Waterfront

Northwestern Ontario Ride
June 19-21, Longlac, ON, 

Riverview Campground 

Newfoundland & Labrador Ride
June 26 - 28, Gander, NL, 

Gander Community Centre

Saskatchewan Ride
June 27, Moose Jaw, SK,

Western Development Museum 

Manitoba Ride
July 4, Treherne, MB

Creekside Hideaway Motel

