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FROM OuR FOuNDERS

Fall/Winter 2013

Dear Friends,

The holiday season is upon us and the new year
is right around the corner. We would like to take
this time to acknowledge our progress and
accomplishments here at the Foundation:
• Awarded four new grants to scientists in Italy,
the Netherlands and the U.S. conducting
groundbreaking research in the field
• Held our first SupportSightSM seminar of the
new cycle in Cleveland with a record setting
330 people in attendance

• Successful first-ever golf outing, raising
$50,000+ in total

As we start to reflect on nearly two decades of leading-edge work, we acknowledge
the importance of an active dialogue with donors and friends like you, in order to raise
awareness about AMD and share important updates. Included in this issue is the year in
review (which can be found on page 13) highlighting our accomplishments as well as our
milestones as a Foundation. Without you, these accomplishments, pioneering research
and significant progress would not be possible.
We want to sincerely thank all of our supporters and the MVRF Community for their
untiring efforts as we forge ahead to find a cure.

The new year also represents a time to look ahead. The word that best describes our
work is optimism. We have seen our commitment bear fruit in incredible results. Our
scientists know that ongoing vision research will lead to even more new and dramatic
interventions in the treatment of macular degeneration.

The holiday season is a good time to reflect and give thanks. We cannot say it enough –
without you doing your part, this would not be possible. We want to wish everyone
a healthy holiday season and a Happy New Year. Let the new year bring new research,
new advancements and new pathways to a cure.
Warmest regards,

Karen and Herb Lotman
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FROM OuR ExECuTIVE DIRECTOR

Fall/Winter 2013

Dear MVRF Friends and Supporters,

The holiday season is a time of thanksgiving and celebration.

At MVRF, we are thankful every day to partner with an
outstanding team of MVRF-funded researchers from all over
the world. These individuals are passionate about their science
and committed to bringing novel and transformative treatments
for AMD to the millions of people, like many of you, who suffer
from this devastating disease.

We are thankful every day for our donors, like many of you, who believe in our
mission to find a cure for macular degeneration. We understand that there are
many worthy causes to give to and we are incredibly thankful that you choose to
give to us. Every donation is meaningful and every dollar you give goes directly
to fund the research.

We celebrate the significant discoveries and advancements made thus far. MVRF
will continue to lead the way to a future where macular degeneration no longer
exists. We are thankful and privileged to have each and every one of you with
us on this journey.
Wishing you every happiness this holiday season and throughout the coming year!

Dawn Prall George

JOIN THE TEAM! Check out our social media:
Macula Vision
Research Foundation

@MVRFoundation

Macula Vision Research Foundation

MVRFoundation

+ Macula Vision Research Foundation
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FACT OR FICTION:

The MAHALO Study represents a breakthrough therapy
for dry AMD

Philip J. Rosenfeld, M.D., Ph.D.
Professor of Ophthalmology
Bascom Palmer Eye Institute
university of Miami Miller School of Medicine
MVRF International Scientific Advisory Board Member

It may be fact or it may be fiction. Only time
will tell. Based on the presentation at the
American Society of Retina Specialists in
Toronto back in August, the phase 2 MAHALO study showed that a treatment could
slow the progression of geographic atrophy
(GA) in age-related macular degeneration
(AMD).1 Slowing the progression of GA, an
advanced form of AMD, has been the Holy
Grail for clinical researchers focusing on
treatments for dry AMD, and this is the first
time any treatment has been successful for
patients with GA. The drug used in the MAHALO study is known as Lampalizumab,
which blocks a particular protein known as
Factor D. Factor D is an essential component in the complement pathway, which is
part of our immune system. In the study,
Lampalizumab was injected into the eyes of
patients with dry AMD every month for 18
months.

What makes this presumed treatment success so remarkable is that it is the first time
a therapy has been developed that targets
a particular pathway that was identified
using genome-wide association studies.
These genomic studies were the direct result of the Human Genome Project, which
was a government-funded initiative that
successfully sequenced the entire DNA
contained within the human chromosomes.
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Once the entire DNA was sequenced, scientists could map different human diseases
to different areas of the chromosomes.
AMD was the first and strongest genetic association identified among the thousands of
human diseases mapped to the chromosomes. As a result of these studies, the
complement pathway was identified as a
possible cause of AMD. The MAHALO
study used a drug that targets Factor D,
which is an essential protein in the complement pathway. This is the first time that any
disease-causing pathway identified by
these genome-wide association studies has
been targeted by a drug and has been successful. Genentech is to be congratulated,
and once again, they may have revolutionized the treatment of AMD.

However, there was a sense of uneasiness
when the MAHALO results were presented
because many of the details were missing.
The study used some unusual statistical
manipulations to show that the treatment
worked. They powered the study for a prespecified level of significance using a Pvalue less than 0.2, rather than the more
rigorous level of 0.05 used in most studies.
A P-value of 0.2 means that there is a oneout-of-5 probability that the treatment effect
could be explained by chance alone, which
is a substantially lower bar compared to the
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usual P-value of 0.05 or a probability of
one-out-of-20. In addition, we are always a
little wary when the outcome data are presented in a “modified intent-to-treat” (mITT),
which only looks at a subset of patients.
Often times, this strategy is used to exclude
patients who may not have done as well
with the treatment. As a result, a selection
bias could creep into the outcomes. We are
also concerned by the use of a strategy
known as last-observation-carried-forward
(LOCF) for a progressive disease like GA.
When patients drop out of a study before
the endpoint at 18 months, it does not seem
reasonable to carry forward data collected
on them at six and twelve months and report these results as if they finished the
study at 18 months. LOCF was probably
used because of the high drop-out rate,
which was over 25% in the treatment arms
compared with about 17% in the sham
arms. Most likely, the high drop-out rate
was the result of monthly injections into the
eyes of patients and these patients did not
see an immediate benefit from the treatment. Remember, this treatment did not
improve vision, but slowed down the disease. As a result, patients may have left
the study rather than undergo these
monthly injections. Perhaps patients will
be more likely to stick with injections now
that the preliminary results are positive.

Fall/Winter 2013

whether the results can be believed. Moreover, the most interesting outcome from the
presentation was the mystery subgroup that
appeared to be responsible for the entire
treatment effect. Genentech reported that
57% of their subjects had an “exploratory
biomarker” that increased the treatment effect from a 20.4% reduction in growth rate
to a 44% reduction in growth rate. In effect,
only those patients with the specific biomarker showed any treatment benefit while
the other patients showed no benefit at all.
Genentech has not revealed the identity of
this biomarker.

Even with all these caveats in mind, we
cannot help but hope that Lampalizumab
will be a remarkable breakthrough therapy
for those AMD patients with GA and the particular biomarker. We are sure patients will
accept and tolerate monthly intravitreal injections if the growth rate of GA can be reduced by 44%. We are also sure
Genentech will be working on alternative
delivery systems so that patients will not
have to be injected every month. Now that
Genentech has provided the first proof-ofconcept study showing that it is possible to
slow the progression of GA, the future is
suddenly brighter for our patients with AMD.

Further concerns about the results focused
on the way the Genentech biostatisticians
massaged the data to show a slowing of
disease progression. They did not show
the actual data, but instead, showed a
mathematical model that was fitted to the
data. As researchers, we always want to 1. http://www.roche.com/investors/ir_
see the real data to judge for ourselves
update/inv-update-2013-08-27.htm
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SOLuTION ON BACK COVER

Fill in the blank squares so that each row, each column and each 3-by-3 block
contain all of the digits 1 through 9. If you use logic you can solve the puzzle
without guesswork.
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Thank you, Cleveland!
2013-2014 SuPPORTSIGHTSM SEMINARS

Fall/Winter 2013

In October, we hosted our first SupportSightSM
seminar of the 2013-2014 season in Cleveland, Ohio. With 330 people in attendance, it
was a huge success! The seminar was an opportunity for patients, individuals, families and
caregivers to learn about the latest advancements in research, treatment and prevention
of AMD and other retinal-related diseases.
Speakers included:

• Diane Weiss, RN, BSN, Retina
Associates of Cleveland, on the
aging eye and latest research for
macular degeneration

• Trina Nitzsche, Ophthalmic
Photographer, Retina Associates of
Cleveland, on ophthalmic imaging and
what it shows your doctor

• Lawrence Singerman, MD, FACS,
Retina Associates of Cleveland, on the
importance of and the advances in the
early detection of the progression of dry
macular degeneration to wet
• Debbie Kogler, LDO, Magnifiers and
More, on gadgets and gizmos for the
visually impaired person

Debbie Kogler,
Magnifiers
and More
and Stephan
Terwolbeck,
Optelec

Seminar
Attendees

Videos of the presentations are
available on our YouTube channel:
www.youtube.com/user/MVRFoundation.

SupportSightSM seminars are FREE and
held in cities across the U.S. We invite
you to join us at our next seminar which
will be held in Phoenix, Arizona.
upcoming SupportSightSM Seminars:

Phoenix, AZ (February 2014)
Atlanta, GA (March 2014)
Austin, Tx (Late Spring 2014)
Philadelphia, PA (Summer 2014)

Please visit www.MVRF.org or call
1.866.4MACULA for more information.
Sponsored by

7
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MACuLAR DEGENERATION

I am not blind – I just can’t see.
That’s the fate befallen me.

Fall/Winter 2013

by Myra Jacobs

“It’s ARMD,” from my chart he read. “But you will never be blind, my dear,” he said.
AR stands for age-related. That’s an insult in disguise.
It doesn’t matter what MD means but it must pertain to eyes.
My eyes play unkind tricks on me; more than you’d suppose,
I cannot see your smiling face ‘til we are almost nose to nose.
I can see lint on the carpet but not on the towel in the bath,
I can see a cricket in the kitchen, but not a coyote cross my path.
I can’t tell a quail from a dove if they are twenty feet away,
But then I find the birds don’t mind as I toss some food their way.
I can get the key in the lock, but I can’t see the handle on the door,
If I can’t get in and try again, I’ll find it easier than before.
I can’t read teaspoon, tablespoon or even half a cup,
Perhaps that’s why my recipe sometimes hits a slump.
I can’t see the board for Scrabble, so I had to give it up,
I find it’s best not to pour my coffee ‘til the cup is right side up.
I cannot read a sentence because the letters aren’t all there,
And my checkbook is hard to balance when the numbers all look square.
These are some things I find as I cope with this disease,
People say, “but you don’t look blind,” and I will tell you why with ease…
I sit right back and take those shots which sometimes make me cry,
And hope someday the doc will say, “It’s looking better every day.”

I am not blind, I just can’t see.

“Your eyes will always be closer to your soul than to any other
part of your body except the heart.”
– Sorin Cerin, Wisdom Collection: The Book of Wisdom

Have you considered naming the Macula Vision Research Foundation
in your estate planning?
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Contact Dawn Prall George, Executive Director, at 1-866-4MACULA
or dawn@mvrf.org if you would like to learn more.
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A Memorial to Our Dad
Albert Wardwell
6-18-1920 ~ 6-5-2013

Our dad was the tenth child of eleven children. His older brother, Arthur,
had Down syndrome and went totally blind at sixteen. When Dad first
experienced his loss of eyesight he related to his brothers’ handicap often.
Dad was diagnosed with age-related macular degeneration (AMD) in
his seventies and was legally blind the last nine years of his life. He used
a talking wrist watch daily to help him when he woke in the middle of
the night.

When his AMD turned wet, he went through eight intravitreal Lucentis
injections but the results were not favorable. He accepted not being able
to read which he loved so much and turned to listening to music, especially
Big Band era. He sang all the lyrics which made us smile. He also could
sing the Navy Seabees anthem.
Dad’s attitude was stellar and he could master a crossword puzzle by
proxy. He prayed a cure for macular degeneration would be found so he
could see all the faces of our growing family.
Thank you for the work you’ve been doing to fight blindness.

- The Wardwells

In Honor or Memory of a Loved One

MVRF is proud to acknowledge those in whose memory or honor we have received
donations of $1,000 or more. This is a meaningful way to memorialize the passing of a
loved one or celebrate the birthday or anniversary of someone close to you while having a
lasting impact. Our MVRF supporters are special to us and we are honored to recognize
them. If you have any questions or want to recognize a loved one, please contact
Amy L. Singer, Director of Development, at 1-866-462-2852.
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2012-2013: A YEAR IN REVIEW

Fall/Winter 2013

MACuLA VISION RESEARCH FOuNDATION ANNuAL REPORT

Mission

The Macula Vision Research Foundation (MVRF) is a 501 (c)(3) organization dedicated to
finding a cure for macular degeneration and other retinal diseases. To reach this goal, MVRF
funds groundbreaking research projects conducted by the world’s top scientists with the
hope of improving the lives of millions of people affected by visual impairment. What makes
MVRF unique is that 100% of every dollar donated goes directly to research. All administrative and fundraising expenses are underwritten by the Karen and Herb Lotman Foundation,
allowing MVRF to allocate all donations towards finding a cure. Along with funding research,
MVRF also provides education and outreach to those with visual impairments through our
SupportSightSM seminars and newsletter.

Our MVRF Team

Dawn Prall George
Executive Director

Amy L. Singer
Director of Development
Yvonne Connolly
Manager, Foundation
Operations

Board of Directors

Herbert Lotman
Karen Lotman
Shelly Fisher
Jeffrey Lotman
George Ginader
Robert S. Molday, PhD
Colin J. Barnstable, DPhil
Dean Bok, PhD
William W. Hauswirth, PhD
Roderick R. McInnes, MD, PhD
Philip J. Rosenfeld, MD, PhD
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Nikki Grossman
Marketing & Communications
Coordinator

Lynn Rinaldi
Outreach & Education Coordinator

International Scientific Advisory Board

Robert S. Molday, PhD,
Chairman
Director, Center for Macular Research
University of British Columbia, Vancouver, BC
Colin J. Barnstable, DPhil
Professor and Chair, Department of
Neural and Behavioral Sciences
Pennsylvania State University College
of Medicine, Hershey, PA

Dean Bok, PhD
Distinguished Professor of Neurobiology
Dolly Green Professor of Ophthalmology
University of California, Los Angeles
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International Scientific Advisory Board

Fall/Winter 2013

William W. Hauswirth, PhD
Professor, Department of Molecular Genetics
Rybaczki-Bullard Professor, Department of Ophthalmology
College of Medicine, University of Florida, Gainesville, FL

Roderick R. McInnes, MD, PhD
Director, Lady Davis Research Institute, Jewish General Hospital
McGill University, Montréal, Quebec
Philip J. Rosenfeld, MD, PhD
Professor of Ophthalmology, Bascom Palmer Eye Institute
University of Miami Miller School of Medicine, Miami, FL

Academic & Institutional Partners

The Johns Hopkins University
The University of Alabama at Birmingham
Beckman Vision Center
Tufts University School of Medicine
Casey Eye Institute
UCL Institute of Child Health (London)
Columbia University
University of Arizona
Duke University Medical Center
University of California, Santa Barbara
Eccles Institute of Human Genetics
University of California, Berkeley
Hadassah Hebrew University
University of Florida
Medical Center
University of Iowa
Harvard Medical School
University of Iowa Hospitals and Clinics
Harvard University
University of Kentucky
Institute of Human Genetics
University of North Dakota
Johns Hopkins University School of Medicine
University of Pennsylvania
Jules Stein Eye Center
University of Pennsylvania School of
Jules Stein Eye Institute, UCLA
Veterinary Medicine
Medical University Vienna
University of Southampton (UK)
Moran Eye Center
University of Utah
Neural Stem Cell Institute, Rensselaer, NY
University of Washington School of Medicine
Neuroscience Institute, Pisa, Italy
University of Wisconsin-Madison
Radboud University, Nijmegen,
W.K. Kellogg Eye Center
The Netherlands
Washington University School of Medicine
Scheie Eye Institute
Weill Medical College of Cornell University
St. Jude Children’s Research Hospital
Western General Hospital, Edinburgh
The Cleveland Clinic
Wilmer Eye Institute
The Jackson Laboratory
Yale University School of Medicine
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Currently Funded Grants

2013-2014 Grant Recipients:
Frans P. M. Cremers, PhD
Nijmegen Medical Center,
Radboud University
The Netherlands
Name of Study: Transcriptome Analysis
of iPSC-Derived Retinal Cells of Patients
with Inherited Retinal Dystrophies
Roxana Radu, MD
Jules Stein Eye Institute, UCLA
Los Angeles, California
Name of Study: Gene-Therapy to
Prevent Visual Loss in Macular
Degenerations by Increasing Expression
of Complement Negative-Regulatory
Proteins in the RPE
Enrica Strettoi, PhD
Institute of Neuroscience,
Italian National Research Council
Pisa, Italy
Name of Study: Sphingolipid Ceramide
Signaling In Retinal Degeneration:
In Vivo Targeting

Sally Temple, PhD
Neural Stem Cell Institute,
Regenerative Research Foundation
Rensselaer, New York
Name of Study: Reprogramming the
Human Retinal Pigment Epithelial Stem
Cells (RPESCs) into Photoreceptor Cells

100% of every dollar you give
goes directly to research.
All expenses are paid by the
Karen and Herb Lotman Foundation
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Fall/Winter 2013

2nd & 3rd Year Grant Recipients:
Samuel Jacobson, MD, PhD and
William Hauswirth, PhD
Scheie Eye Institute, University of Florida
Name of Study: Treatments for Inherited
Macular Degenerations, Specifically Blue
Cone Monochromacy

Anneke den Hollander, PhD
Radboud Univ. Nijmegen Medical Center,
Department of Ophthalmology
Name of Study: Genetic and
Immunological Causes of Central
Serous Retinopathy

Gustavo Aguirre, VMD, PhD
University of Pennsylvania School
of Veterinary Medicine
Name of Study: Gene Replacement
Therapy in Bestrophin 1 Model:
Implications for Recessive and
Dominant Human BEST1-Disorders

Wolfgang Drexler, PhD
Medical University Vienna
Name of Study: Comprehensive
Choroidal and Cellular Resolution
Retinal OCT of Macular Degenerations

Sheila Nirenberg, PhD
Weill Medical College of Cornell University
Name of Study: A Retinal Prosthetic
for the Treatment of Advanced Stage
Macular Degeneration: A Device with
the Potential to Restore Normal or
Near-normal Vision
Austin Roorda, PhD
University of California, Berkeley
Name of Study: Improved Structure/
Function Measures in dry-AMD
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Celebrity Ambassadors

Buzz Aldrin
Edward Asner
Angela Bassett
Shari Belafonte
Richard Dreyfuss
Hector Elizondo
David James Elliott
Brad Garrett
Hal Holbrook
Penny Marshall
Dennis Quaid
The Reverend
Dr. Della Reese Lett
Nancy Sinatra
Cheryl Tiegs
Hunter Tylo
Al Unser, Jr.
Christopher Walken

These stars
are shining light
on our important
mission.

Highlights & Accomplishments

Fall/Winter 2013

• Hired a new Executive Director
• Implemented a new 3-year strategic plan
- Improved communications strategy for web, proposals
and social media
- Executed a new social marketing strategy and
increased Facebook fans by 15%
- Launched a newly designed website, www.MVRF.org
• Convened the 11th Scientific Conference in Chicago, IL
on October 18-21, 2012
- 23 world-renowned vision scientists discussed recent
progress in therapeutic strategies for treatment of
macular degeneration and related inherited blinding
diseases
• Increased grant cycle funding amount by 25% to
$100,000/year for 3 years
• Awarded 4 new grants
• Distributed 3 SupportSightNewsSM publications with
improved content and increased readership by 10% total circulation of 25,000
• Partnered with The Middle Atlantic Blind Golf Association
for their 2013 Invitational Golf Tournament which raised
more than $50,000 in total

Financial Report

Looking Forward…

* paid by the Karen & Herb Lotman Foundation
** (please visit www.mvrf.org to view)

Upcoming SupportSightSM
Seminars (dates TBD):
• Phoenix, Arizona - February 2014
• Atlanta, Georgia - March 2014
• Austin, Texas - Late Spring 2014
• Philadelphia Area - Summer 2014

For year ended September 30, 2012
• Total income in the past fiscal year $3.8 MM
• Total program expenses
$3.1 MM
• Total fund raising expenses*
$ 221,607
• Total administrative expenses* $ 224,568
• End of year assets
$ (156,888)
• IRS form 990
**

Our 12th Scientific Conference
will be held on March 21-23, 2014
in Atlanta, Georgia
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LEADERSHIP GIFTS

Fall/Winter 2013

Cumulative Gifts of $10,000 and Above

With pride and gratitude, we acknowledge our leadership donors who have made gifts of
$10,000 or more to the Macula Vision Research Foundation.

Their generosity supports our commitment to funding scientific research and enhances
the impact of our important work in fighting blindness and saving sight. This list includes
both current annual donors and cumulative major gifts since 1998. This listing is updated
quarterly.
FOuNDERS $1,000,000 +
Karen and Herb Lotman Foundation

VISIONARIES $500,000 +
Estate of Lina Siwinna
Dr. Renata Sarno

FEARLESS FuNDERS $250,000 +
Scot and Shelly Fisher
Annabelle Fishman and the
Fishman Family Foundation

PARTNERS IN RESEARCH
$100,000 +
Anonymous
Albert B. Millett Memorial Fund
Lucille and Harry Bahm
Beach Family Fund
Edith C. Blum Foundation, Inc.
Joe and Mary Fenkel
Bob and Penny Fox
Genentech, A Member of the Roche Group
Michael W. and Lynn C. Haley
Helen D. Groome Beatty Trust
Cammy and Terry Larsen
Jeff and Thérèse Lotman
Martha W. Rogers Charitable Trust
Alan and Jill Miller
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Karyn and Charles Murray
Rae S. Uber Trust
Sara J. Risch
in memory of Marjorie S. Peters
Ed Snider
Wheeler Family Charitable Foundation

SAVING SIGHT $50,000 +
Anonymous
Irma Blumenthal
in memory of Robert Blumenthal
Ira Brind and Stacey Spector
Catt Family Foundation
Ellen and Robert Caplan,
Philadelphia Management
Melva and Mel Herrin
Robert B. Kern
Paul Kramer & Selma and
Raymond Kramer Foundation
Doris E. Lackman Trust
Joanne and Edward E. Miller, Sr.
John W. Rich, Sr.
Roxanna and E. Lorraine Schlimm
Jan and Paul Schrage
Sickles Charitable Fund
The Sidewater Family Foundation
Charles and Nancy Valluzzo
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PIONEERS FOR A CuRE $25,000 +
Anonymous
Andrew and Lillian A. Posey Foundation
Donna Calvert and Family
Ellen and Win Churchill
Coca-Cola Company
Judi and Bruce Goodman
Francine and Steve Katz
The Laurel Foundation
The Liebowitz Foundation
Nicholas V. Martell
Mellon Financial Corporation
Eleanor and Howard Morgan
Peter G. Peterson Foundation
Philadelphia Fountain Society
Marcia and Ron Rubin
Sarah Risch
Harriet and Larry Weiss
AMBASSADORS $10,000 +
Anonymous5
Irene Bondy
Cagle’s Inc.
Cantalupo Family
Janice Coats
in memory of Hector Coats
Susan and George Cohon
The Cooper Family Foundation
David A. Coquillard
Rena Rowan Damone and Vic Damone
Estate of Erna Beyer
Estate of Sophia Levin
Eyetech Pharmaceuticals, Inc.
Fidelity Charitable Gift Fund
Lois and P. Richard Frieder
GFPT Public Company Limited
Willis Gillett

Fall/Winter 2013

Mr. and Mrs. Brent R. Granger
Thomas J. Gravina
John and Mary Franklin Foundation
Eileen Leary
Nancy and Rudy Lee
Leon L. Levy & Associates
Lindsay Goldberg
Robert and Teresa Lindsay Family Foundation
Lucian “Mac” McElroy
Mark McGunagle
Marilyn and Charles S. Mechem, Jr. Fund of
the Greater Cincinnati Foundation
George A. Metz and Elinor H. Metz
Joel A. Montgomery
Jerome L. Myers and Nancy A. Myers
NSM Insurance Group
Michael A. Peterson Foundation
Mr. and Mrs. Carl E. Ring, Jr.
Rocky Mountain Express Corporation
Roberta and Ernest Scheller, Jr. Family
Foundation
Charles and Mildred Schnurmacher
Foundation, Inc.
The Scholler Foundation
Dr. Arlyne Taub Shockman
Space Tech and Research Foundation
The Donald B. and Dorothy L. Stabler
Foundation
The Honorable Marilyn Ware
Marlene Weinberg

We thank you.

Since 1997, MVRF has awarded $18.8 million in grants to fund visionary
research and is committed to funding the best and brightest
researchers in the world who have the most potential for success.
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Our 2013-2014 Grant Recipients:
A Closer Look

Fall/Winter 2013

This year, we awarded four new grants to scientists in Italy, the Netherlands and
the U.S., conducting groundbreaking research in the field. We asked our new
grantees to answer a few questions about their work and the future of macular
degeneration. Here’s what they said…
Frans P.M. Cremers, PhD
Professor at Radboud University’s
Nijmegen Medical Center, Netherlands

What is the goal of your research?
In the last 20 years, my
team has identified a large
number of novel genetic
defects responsible for inherited retinal diseases.
Our genetic material consists of about 22,000 genes located on 23
pairs of chromosomes. Genes consist of
two different parts: some parts form a blueprint for the proteins that are synthesized in
each cell that are the basic structures of all
tissues and organs. Other parts of genes do
not encode proteins but determine how
much protein is made and when it is made.
Thus far, the defects we identified were all
located in the 'blueprint' parts of the respective genes. In several families with inherited
retinal diseases, including many with Stargardt disease, we were unable to find all the
genetic defects in the 'blueprint' parts of
genes. In the MVRF funded research, we
will focus our search on the other parts of
the genes, which requires the development
of novel technologies.
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using one word, please describe what
the future looks like for a cure for macular degeneration:
‘Challenging’

Roxana Radu, MD
Researcher at the
Jules Stein Eye Institute, LA

What is the goal of your research?
My study is entitled,
“Gene-therapy to Prevent
Visual Loss in Macular Degenerations by Increasing
Expression of Complement
Negative-Regulatory Proteins in the RPE.” Photoreceptors (lightdetecting cells) in the central part of
the retina are vulnerable to death in a group
of diseases called macular degenerations.
An important site of pathology in these diseases is the retinal pigment epithelium
(RPE), a layer of cells adjacent to the photoreceptors. The RPE plays an important
role in the ocular immune response by
expressing complement regulatory proteins, which prevent visual loss due to
chronic local inflammation.
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In this proposal, we will develop a genebased therapy to reduce the ocular inflammation with the goal of promoting healthier
RPE and survival of photoreceptors.

Fall/Winter 2013

Sally Temple, PhD
Scientific director and Co-Founder of the
Regenerative Research Foundation’s
Neural Stem Cell Institute, NY

using one word, please describe what What is the goal of your research?
the future looks like for a cure for macuOnce the light-sensitive
lar degeneration:
cells or ‘photoreceptors’ located in the retina at the
‘Promising’
back of our eyes are lost,
for example due to damage or diseases like macuEnrica Strettoi, PhD
lar degeneration, they are lost forever.
Senior investigator at the Italian
Unlike the skin, which wound-heals by itNational Research Council’s Institute
self, the retina does not normally regenerof Neuroscience, Italy
ate. In other animals, such as salamanders,
if photoreceptors are lost they can be reWhat is the goal of your research?
In retinal diseases where placed by a nearby tissue called the retinal
photoreceptors degener- pigment epithelium. My colleagues at the
ate, cells are instructed to Neural Stem Cell Institute and I recently disdie out by executing com- covered a stem cell in the adult human retiplex programs triggered by nal pigment epithelium that can divide to
molecules known as death make thousands of new cells. The goal of
messengers. We plan to inhibit the forma- our project is to determine how to use these
tion of retinal ceramide, a powerful initiator proliferative stem cells as a starting point to
of the death cascade, to prolong the lifetime make new photoreceptor cells. If we can do
of photoreceptors and therefore expand the this, then it opens up new routes to regentime window of useful vision and independ- erate lost photoreceptors in the future, and
ultimately to preserve or restore vision.
ent life.

using one word, please describe what using one word, please describe what
the future looks like for a cure for macu- the future looks like for a cure for macular degeneration:
lar degeneration:
‘Accelerating’
‘Promising’
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THE ARTIST WITH NO EYES

In 1953, I was born blind
in Istanbul, Turkey. I
was born blind, but I
was also born with a
great deal of curiousity. I was forever
asking what things
were and sometimes, I
would try etching on
walls, trying to duplicate what I felt. Finally, my father gave me
pieces of wood or cardboard and a nail and
I would try to imitate what I touched. As I
was drawing an object, I would first ask
what it was, where it was used, how it sat,
what colors it could be...endless questions
to try to satisfy the curiousity that couldn’t
be quenched through seeing.

Fall/Winter 2013

by Esref Armagan

red and brown,
I was able to reach
for a pencil – and
later paint without
thinking. That order
hasn’t changed in
50 years!

One of my biggest
pleasures in life is
to explain the work
I do and how I do
it. Through the
years, my techniques have changed. My
latest method is to create an outline of what
my picture will be (after first planning it
totally in my mind) using a thick thread.
I have also used an air-drying clay, but the
thread is my favorite. I use acrylic paints
As time progressed, it was obvious that I because they dry quickly.
had a special talent and, with my father’s Besides being featured on Discovery
help, I added to my knowledge. I learned Channel’s, The Real Superhumans, I have
the importance of shading, perspective and been featured in a Volvo internet ad.
color. So many things I was told seemed You can find these videos and other audio
logical to me and by putting my colors in a and video programs on my website:
set order: white, black, blue, green, yellow, www.esrefarmagan.com.

I have been called a genius because of
my ability to understand space and
depiction. Now, you can decide for yourself
if this is accurate or not. One thing I do
know is that many of the visually impaired
get a great deal of pleasure out of
drawing, sketching and creating. I love to
discern the joy of a person when s/he
realizes that it is possible to get satisfaction
out of art.
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LOW VISION COOKING TIPS

Fall/Winter 2013

Living with macular degeneration should not stop you from doing the things that
you love. For those who love to cook, keep these helpful tips in mind. With a little
patience and practice, you will be whipping up dishes in no time!
Safety Tips:

• Wear short sleeves while working near a stove

• Set a timer to remind you to turn off the oven or stove

• Use a peeler instead of a knife to peel fruits and vegetables
• Cut food on contrasting colored surfaces

• Install extra lighting in your kitchen to increase visibility

• Wrap pot and pan handles with colored tape so they are easier to see
• Always turn the stove off before removing pots and pans
• Use long oven mitts that reach to the elbow

• Use scissors instead of knives when possible

Cooking Tips:

• Re-write frequently used recipes in large bold print or use a tape recorder to
record them, a handheld magnifier can also help you read ingredients

• When pouring liquid into a container, hold your finger over the edge of the container
to alert you when it is almost full
• Hold a glass measuring cup in front of a dark background when pouring light
colored ingredients

• Use bright paint or markers to mark the controls on your oven, microwave and stove
• Always keep your ingredients in the same places in your cabinets, freezer and
fridge so that they are easier to locate
• Store ingredients in different sized containers

• Use your other senses such as touching, smelling and hearing. Listen for the
water boiling, touch a slice of bread to confirm the jelly is evenly spread, smell the
cookies to know if they are done.
• Measure spices in a separate bowl so that if you pour too much, the whole dish
is not comprised
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CREATING A V.I.P. TOOL BOx
Understanding your eye condition and trying to explain it to loved ones can be very
difficult. For example, how do you explain
that you cannot read the newspaper print,
yet you can see the dime that is lying on the
floor? Learning to cope with macular degeneration requires adaptation by learning
to use new skills and tools as well as ways
to understand your condition.

Fall/Winter 2013

by Deborah M. Kogler, L.D.O.
Magnifiers and More

The skill of patience is often the most difficult for V.I.Ps. Typically, the impatience
comes from within because you remember
how you used to do a particular task (reading, writing, etc.) with such ease but now
that you are a V.I.P. you have to do things
differently and slower. However, with practice and perseverance, these tasks will become a little easier each day.

The first important skill is to appreciate Here are some tips to help you better
that you are a V.I.P. – yes, you are a very adapt to your changing vision:
important person, but you are also a
Visually Impaired Person! Patience, perse- • Changing the type of lighting that you use
can make a big difference. Using "day
verance and special low vision tools are imlight" natural light bulbs or LED lights
portant to effectively cope with being a V.I.P.
positioned directly on the task at hand can
Common V.I.P. Complaints
improve vision
• Print needs to be larger and bolder
• Increasing contrast on reading materials,
• Need more light to see (it is easier
clothing, counter tops and walls can make
to read near a window)
life easier as well
• Too much sunlight can cause
• Using identification markers such as
vision to be worse
tactile bump dots can help you find or feel
• Need more contrast (this box is a
the correct button to push on a microwave
good example of contrast)
• Using a lighted magnifier or video
• Eyes become more fatigued
magnifier will help to make the print
• Trouble writing, seem to write
bolder and larger. Video magnifiers will
uphill/downhill
also allow you to change the contrast
• Can’t recognize facial features
and brightness, allowing for a more
comfortable reading experience.
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Fall/Winter 2013

Is someone you love a V.I.P.? Putting Together
a “V.I.P. Tool Box” is a great gift for the holidays!

Create a “V.I.P. Tool Box” filled with items to
help with everyday tasks.

V.I.P. Tool Box contents:
• Positional lighting – includes “daylight”
natural light bulbs or LED lights
• Glare control glasses – Glare sensitivity
is more prominent in V.I.P.s. Using glare
control glasses with a yellow tint helps
reduce glare but allows more light into
the eye
• Sunglasses with a polarized lens
• Bold lined paper, a 20/20 pen and
writing guides
• Large print checks and check registers
• Tactile bump dots – use on phone,
microwave, remote controls, etc...
• Magnifiers with an LED light source
• Video magnifiers with adjustable
magnification, contrast and larger
screen size.
• V.I.P. identification bracelet – alerts
others that you are visually impaired
in an emergency

The V.I.P. Tool Box will help you or a
loved one adapt to living with macular
degeneration. Consult with your eye doctor
or low vision specialist for more information.

LOW VISION VENDOR:
Magnifiers & More

Low Vision & Blindness Products
www.magnifiersandmore.net
440-946-3363
A portion of all sales
is donated to MVRF
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HOW I LIVE WITH LOW VISION

Fall/Winter 2013

by Jerry Rosenberg

I was diagnosed with macular degeneration • A visual rehabilitation course which
at the age of 40, some 43 years ago and I
teaches people with macular degeneration
have been legally blind for the last 18 years.
how to use peripheral vision with more
accuracy and provides low vision tips
I was a window dresser, display director
such as: using a black magic marker and
and store designer, eventually ending up in
black lined paper, using colored toothpaste
sales in the store fixture business. I manon a white brush, and colored soap in a
aged to get through the day’s work until rewhite tiled shower, using solid color plates
tirement at age 65. I was still driving, even
under my food and contrasting place mats,
though I should not have been, and didn’t
rugs or cutting boards -simple things to
give that up until I could no longer see the
make life easier to handle
median in the center of the road.

So how do I get through the day with
20/400 in my left eye and 20/200 in my
right eye? With a little help from my
friends. My friends are:
• My wife, of course, who drives, or the
use of our Disability Ride Program
• My optics, designed by a low vision
optometrist, combining telescopes
with regular and magnifying lenses

• A computer with ZoomText, and a
CCTV to read mail, research papers,
notices, medicine labels, etc.
• A large button phone and my talking
cell phone

• A hand held electronic magnifier for
shopping, reading menus, getting phone
numbers, etc.
• Audio books from the talking book
library and a once a month audio
book club

In addition, I found ways to cope and keep
busy in order to live a healthy, fulfilling life.
I started a macular degeneration support
group in Boynton Beach, Florida which has
been very successful over the past 16
years. Having had an avocation as an actor
and singer, I also started a theater group
and developed an act to perform at local
senior residences and nursing homes.
Learning scripts and lyrics was a little difficult, but with my reading machine, large
fonts and recording devices, I worked it out.
I find that volunteerism is a great way to
help ensure a longer, healthier life. Helping
others keeps you busy so that you don’t
dwell on your own problems. Stay active in
your community, your church or synagogue,
political action group, library, etc... Use that
still functioning mind and whatever talents
to help others. Remember…It is better to
light a candle, than to curse the darkness.

MVRF welcomes your submissions to SupportSightNewsSM.
If you have an article, personal experience or tip that you think would benefit our
readers, please submit your materials to Nikki Grossman, marketing & communications
coordinator, at Nikki@mvrf.org. We look forward to hearing from you.
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RECIPE FOR GOOD EYE HEALTH

Fall/Winter 2013

Pumpkin-Banana Smoothie
Makes 1 serving

Ingredients:
• 1 banana (fresh or frozen)
• 1/2 cup yogurt, nonfat, vanilla (regular or Greek)
• 1/2 cup milk, fat-free
• 1/2 cup pumpkin, puree, 100% pure
• 1 1/2 teaspoon maple syrup, pure
• 1/4 teaspoon cinnamon, ground
• 3-5 ice cubes

Directions:
Place all of the ingredients in a blender and purée until smooth and frothy.

Contains calcium, beta carotene, and a dose of potassium and magnesium
for good eye health. Start the new year off right with this eye healthy smoothie.
Enjoy!

Thanks to www.joybauer.com for this great eye healthy recipe.

‘Tis the Season of Giving

Finding a cure for retinal blindness is the best gift of all.
Please consider making a donation to the
Macula Vision Research Foundation.
All donations are tax deductible as allowed by law.
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Macula Vision
Research Foundation
One Tower Bridge
100 Front Street, Suite 300
W. Conshohocken, PA
19428-2894
WWW.MVRF.ORG
1.866.4MACuLA
(1.866.462.2852)

100% of every dollar
you donate goes
directly to research

Answers for Sudoku puzzle from p. 6

NO ONE DOES WHAT THE MACuLA
VISION RESEARCH FOuNDATION DOES
We applaud anyone who is helping to fund
and find a possible cure for AMD. But we don‘t
want any confusion between their work and
ours. To be clear, MVRF is the only foundation
raising money to fund world-class research on
AMD exclusively, and the only foundation
devoting 100% of donated dollars to that
end… nearly $20 million to date. We’ve
made incredible progress. And we’re confident
that we’re close to a cure. As you support AMD
research, maximize your donation and support
the Macula Vision Research Foundation.
Thank you for choosing us!
SupportSightSM program funded by

