Fall/Winter 2014

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

Please do not be confused by
organizations with similar names.
Macula Vision Research
Foundation (MVRF) devotes
100% of your donation to research.
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Dear Friends of MVRF,

During this time of year, our thoughts
turn gratefully to those who have helped
make our growth and progress possible.
We are so thankful for our supporters
and the entire MVRF community.
Because of you, we have made incredible
advancements in pioneering research and
have taken significant steps in moving our
mission forward.
Thank you for believing in us.

There is a difference between hoping for a
better world and believing you can create
one. As we look ahead to the new year, we are optimistic. We are confident that the
future holds a cure for macular degeneration and other retinal diseases. Herb and
I always believed that by staying focused on retinal disease and funding the best and
brightest researchers around the world a cure would be found. His spirit will always be
with us and will continue to drive us forward to that end.

Thank you for your support of MVRF and our legacy of groundbreaking research.
Please consider making a year-end gift, because we see a future where everyone can.

Wishing everyone a beautiful Holiday Season and a New Year of peace and happiness.
Warmest regards,

Karen Lotman
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Dear MVRF Friends and Supporters:

A few months ago, I had the privilege of attending a historic
convening of vision research funders in D.C. It was the first
time all of us came together in one setting to learn from one
another and share ideas about how we can work collaboratively
to advance the national vision research agenda that will
ultimately help save sight for millions of Americans.

The culmination of that meeting was the announcement of a new public opinion poll
which stated that vision loss is now the #1 health concern among the majority
of Americans (page 8). POW! It struck me like a lightning bolt from the sky! This is
profound. It immediately validated why MVRF’s mission is so incredibly important.
Not only does it validate our mission even more, but it reinforces how important it is
for everyone to know about MVRF and the work we are doing.
A few weeks later, a friend and consummate MVRF supporter sent me a handwritten
note, “…we all must be together to bring about a cure and it can only be done with
RESEARCH. It takes money and the millions of us affected with AMD can help.
We, who are visually impaired, can be a source of inspiration and look forward to a
brighter future. We can do this by funding RESEARCH that will benefit us now and
in the future.”

Another lightning bolt! With that collective energy there is no doubt we will accomplish
our goal to develop novel treatments and ultimately find a cure for AMD.
Wishing you a Healthy and Happy Holiday Season,
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

3

Macula Vision Research Foundation

Fall/Winter 2014

FACT OR FICTION:

Stem cell therapy is safe and might improve vision in patients
with age-related macular degeneration and Stargardt disease

Philip J. Rosenfeld, MD, PhD
Professor of Ophthalmology
Bascom Palmer Eye Institute
University of Miami Miller School of Medicine
MVRF International Scientific Advisory Board Member

Up until recently, I would have said this
wasn’t true. But, recent events suggest that
it might be true. In October, the journal
Lancet published on-line the first report of
stem cell safety with possible visual benefits in patients with age-related macular degeneration and Stargardt Disease. This
study was run by a company named Advanced Cell Technology and was performed
at the Jules Stein Eye Institute at UCLA,
The Wills Eye Hospital in Philadelphia, the
Bascom Palmer Eye Institute and I was the
principal investigator here in Miami, the
Massachusetts Eye and Ear infirmary in
Boston, and the Sorm Eye Institute at the
Medical University of South Carolina. In this
study, nine patients with AMD and nine patients with Stargardt disease had one eye
implanted with embryonic stem cells that
had been fully differentiated into a cell type
known as the retinal pigment epithelial cell.
These cells live under the retina, are known
to play an important role in the health of the
retina, and are one of the first cells to die
and cause vision loss in AMD and Stargardt
disease. We implanted different numbers
of these cells under the retina in patients
with advanced vision loss from these diseases. To get into this study, patients had
to have atrophy in the macula and these
cells were implanted adjacent to the atro-
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phy. Not only did the cells appear to thrive
in the back of the eye, but there was also
no evidence of rejection or significant inflammation. Most importantly, the cells appeared to survive under the retina with no
evidence of tumor formation. The most unexpected result was that patients started to
see better. At first, even the fellow un-operated eyes had better vision, but over time,
only the operated eye continued with the
improved vision. At first, I thought the vision
improvement was a placebo effect, but as
time passed, the improved vision was sustained in the operated eye. Could this be
real? I’m still skeptical and I look forward to
treating and following more patients. But,
over the course of a year, the treated eyes
saw better by an average of 14 letters (almost three lines), and this was associated
with an improvement in a quality-of-life
measurement.

I found it surprising that the vision could increase when the cells were implanted along
the edge of atrophy since the best seeing
portion of the vision had already been destroyed by the atrophy caused by the disease. However, it could be that the
transplanted cells secrete factors that help
the remaining retina function better overall.
While this exciting research is the first to be
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published in a peer-reviewed journal, there
have been other preliminary reports suggesting that stem cell transplantation might
improve vision. In June, StemCells Inc. presented some interim results using their cells
in patients with AMD. These data were presented at the 12th annual meeting of the International Society for Stem Cell Research
(ISSCR) in Vancouver, Canada, and a
press release was issued. In their poster,
they reported on seven subjects who had
completed six months of follow-up. They reported some encouraging data with respect
to visual acuity improvement, improved
contrast sensitivity, and a possible slowing
of the disease. While preliminary, these results are encouraging.
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The Macula Vision Research Foundation (MVRF) is not a healthcare provider,
and nothing in this newsletter is intended as a substitute for professional
medical advice, diagnosis, or treatment. Seek the advice of your physician
or other qualified healthcare provider regarding any questions about your
medical condition, medical devices, or treatment options.
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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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In Memoriam ~ Eugene J. Devine Jr.

Gene Devine was an amazing man
who was dearly loved and respected
by his family as well as his extended
family, friends and associates. He was
proud to have served his country in
WWII and proud to be a Springfield
Firefighter for 32 years before he
retired and began his long and
fulfilling retirement of 31 years. For
approximately half of those 31 years,
the monthly dinners and tended bar
he lived with macular degeneration.
a few mornings a week in his later
years. Even after he was unable to
Like anything else he was faced with
drive, he still tended bar and enjoyed
in life, our Dad handled his diagnosis
being around the guys. We can only
of macular degeneration and the
imagine how difficult this was for
subsequent life challenges he faced
someone as engaged and independent
with acceptance and grace. A truly
as our Dad, but he never complained
spiritual man, he never complained
and continued to live a normal life
about what came before him.
surrounded by his supportive family
The reality of what life changes needed
and friends.
to occur were difficult, especially for a
man like our Dad who was very active; He was and always will be a true
source of inspiration to us. He touched
worked two jobs all our lives and was
so many lives with his great spirit and
involved in many activities. He was
love of life. The loving relationships
an avid golfer, bowler, bocce player
he had with his wife, daughters,
and loved to play cards with family
son-in-laws and grandchildren will
and friends (thankfully we had a few
always be a special gift he left to them.
of the JUMBO decks so he was able
to see the numbers on cards)! He was We are better people to have had him
in our lives.
President of the Springfield Municipal
Employees Credit Union for many
Because Joanne and her children had
years and remained an active board
been donating to MVRF for years in
member after stepping down as
honor of his birthday or Father’s Day,
President due to his sight restrictions. we felt MVRF was an obvious choice
He was also an active member of the
for memorial donations in his name.
Marconi Club for many years. There
We love and miss you Dad!
he associated with friends, played
Joanne, Maureen and Judy
bocce, worked setting up and serving
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New Public Opinion Poll Reveals a Significant Number of
Americans Rate Losing Eyesight as Having greatest Impact
on their Lives Compared to Other Conditions

Comprehensive attitudinal survey on eye health shows differences among groups;
underscores critical need for funding research5
Many Americans across racial and ethnic
groups describe losing eyesight as
potentially having the greatest impact on
their day‐to‐day life, more so than other
conditions including: loss of limb, memory,
hearing and speech. When asked which
disease or ailment is the worst that could
happen to them, blindness ranked first
among African‐Americans followed by
AIDS/HIV. Hispanics and Asians ranked
cancer first and blindness second, while
Alzheimer’s disease ranked first among
non-Hispanic whites followed by blindness.

When asked about various possible
consequences of vision loss, “quality of life”
ranked as the top concern by non‐Hispanic
whites and Asians while African‐
Americans and Hispanics ranked “loss of
independence” as number one. These and
other findings from a new national public
opinion poll commissioned by Research!America1 and the Alliance for Eye and
Vision Research (AEVR)2 point to various
perspectives among racial and ethnic
groups regarding eye and vision health.

“Every segment of the population has major
concerns about the impact of eye disorders
on quality of life,” said Mary Woolley,
president and CEO of Research!America.
“Individuals realize the importance of good
eye health in maintaining productive lives
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and fear its loss. But the reality is that
advances in the prevention and treatment
of eye disorders will not be possible without
stronger investments in research.”

National support of research that focuses
on improving the prevention and treatment
of eye and vision disorders is considered
a priority among a strong majority of
respondents. When told that the federal
government spends on average $2.10 per
person each year on such research, half
of African‐Americans and Hispanics say
this is not enough followed by non‐
Hispanic whites and Asians. About half
of all groups believe that non‐governmental sectors – industry, patient groups
and philanthropies – should also increase
funding for eye and vision research.

Knowledge about specific eye disorders
was uneven among populations. More than
half of all groups have heard of cataracts
and glaucoma but fewer were aware of
age‐related macular degeneration (AMD)
and diabetic eye disease. As for causes of
eye disorders, a majority of all respondents
believe that excessive sunlight or
ultraviolet radiation is a risk factor for eye
disease along with ethnic heritage. Chronic
exposure of eyes to sunlight can cause
cataracts and macular degeneration as well
as eye irritation.

Macula Vision Research Foundation
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Looking ahead, many respondents believe
health care costs from eye disorders will
increase by the year 2050. A June 2014
report by Prevent Blindness estimates
that the total cost of vision disorders is
expected to reach $717 billion in 2050
compared to the current annual cost of
$145 billion3.

The poll, conducted by Zogby Analytics in August
2014 and supported by a grant from Research to
Prevent Blindness (RPB)4, is a rigorous attitudinal
survey among non‐Hispanic whites and minority
populations about eye health and research. The
margin of error for the sample sizes range from
+/‐3.2 to +/‐5.8 percentage points. To view the poll,
visit:www.researchamerica.org/uploads/
AEVRRApoll.pdf.

Minority groups are often at a higher risk for
vision impairment and blindness due to
higher rates of certain eye conditions such as
glaucoma, cataract and diabetic retinopathy.

More than half of Asians, Hispanics and
non‐Hispanic whites and a plurality of
African‐Americans agree that obesity is
also associated with greater risk for eye
disease, and 62% of Hispanics, 60% of
Asians, 54% of non‐Hispanic whites and
48% of African‐Americans agree smoking
is a risk factor. Research has shown the
risks of AMD, diabetic retinopathy, cataract
and glaucoma increase with obesity‐related
systemic diseases such as diabetes or a
high body mass index (BMI), abdominal
circumference or waist‐hip ratio. Smoking
also increases the risk of AMD,
cataracts, glaucoma, diabetic retinopathy and chronic dry eye.

“AEVR thanks Research to Prevent Blindness
for supporting this poll, which builds upon the
first‐ever attitudinal survey it conducted fifty years
ago in 1965 and updated in 1976 and 1988,” said
James Jorkasky, executive director of AEVR.
“Although vision loss remains top‐of‐mind, we must
continue to educate and advocate for research,
especially due to an increasing at‐risk aging
population, vision disorders resulting from chronic
diseases, and the disproportionate incidence of
eye disease in growing minority populations.”
Sources
1. www.researchamerica.org
2. www.eyeresearch.org
3. http://preventblindness.org/cost‐vision‐
problems‐reach‐717‐billion‐2050
4. www.rpbusa.org
5. Full press release: http://www.eyersearch.
org/pdf/Poll_press_release.pdf

Have you considered naming the
Macula Vision Research Foundation
in your will?
Contact Dawn Prall George, Executive
Director, at 1-866-4MACULA
or dawn@mvrf.org to learn more.
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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 Herbert 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.

Founders
Karen & Herbert Lotman

Founding Scientific Director
Marvin L. Sears, MD

Board of Directors
Shelly Lotman-Fisher
George Ginader
Jeffrey Lotman
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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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

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

Macula Vision Research Foundation
Our MVRF Team

Dawn Prall George
Executive Director

Deborah-Jo Essrog
Director of Development

Nikki Grossman
Marketing & Communications Coordinator
Lynn Rinaldi
SupportSightSM Program Manager

Academic & Institutional Partners
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We are excited to introduce
Deborah-Jo Essrog who
has recently joined the
MVRF Team as Director of
Development. With 23 years
of experience in Finance and
Development, Deborah-Jo is
a strong leader in strategically
creating and expanding
campaigns. She brings
energy and enthusiasm to
MVRF to broaden awareness
and investment in finding the
cure for AMD.

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

• Brought together a group of worldrenowned vision scientists and medical
researchers to dialogue and share ideas
about emerging concepts, techniques
and treatments for AMD for our 12th
Scientific Conference in Atlanta

Financial Report

Fall/Winter 2014

For year ended September 30, 2013
• Total income in the past fiscal year $ 1,753,270
• Total program expenses
$ 956,523
• Total fund raising expenses*
$ 208,053
• Total administrative expenses* $ 200,593
• End of year assets
$ (231,213)
• IRS form 990
**

• Convened five SupportSightSM seminars
and expanded programing to include
senior living communities all over the
country

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

• Created the Harold and Betty Brewer
Research Endowment Fund

2014-2015 Grant Recipients:
Kazuko Nishikura, PhD
The Wistar Institute
Philadelphia, PA
Name of Study: Involvement of RNA Editing
and RNA Interference in AMD Pathogenesis

• Announced new strategic partnership
with Optelec U.S.

• Participated in a high profile panel
discussion on philanthropy and research
at the Partnering for Cures annual
conference
• Attended the first-ever, invitation-only
convening of vision research funders
hosted by Research to Prevent
Blindness (RPB) in D.C.
• Launched MVRF mobile app

As of this year, MVRF
has granted more than
$20 million to vision
research around the world.
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Currently Funded grants

Rachael Pearson, PhD
UCL Institute of Ophthalmology
London
Name of Study: Retinal Repair Using
Embryonic Stem Cell Derived Photoreceptors:
Defining the Window of Transplantation
Competence

SriniVas R. Sadda, MD
Doheny Image Reading Center
Doheny Eye Institute
David Geffen School of Medicine
UCLA
Name of Study: Multimodal Image Analysis
in Age-Related Macular Degeneration

Nadia Waheed, MD, MPH
Tufts Medical Center
Boston, MA
Name of Study: Ocular Blood Flow Changes
in Exudative Macular Degeneration

Macula Vision Research Foundation

2nd & 3rd Year Grant Recipients:
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

Fall/Winter 2014

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

Roxana Radu, MD
Jules Stein Eye Institute, UCLA
Eyal Banin, MD, PhD, Samuel Jacobson,
Los Angeles, California
MD, PhD and William Hauswirth, PhD
Name of Study: Gene-Therapy to Prevent
Hadassah-Hebrew University Medical Center Visual Loss in Macular Degenerations by
Increasing Expression of Complement
Jerusalem, Israel
Name of Study: Developing Treatment for Negative-Regulatory Proteins in the RPE
CNGA3 Achromatopsia
Austin Roorda, PhD
Frans P. M. Cremers, PhD
University of California, Berkeley
Nijmegen Medical Center, Radboud Univ. Name of Study: Improved Structure/
Function Measures in dry-AMD
The Netherlands
Name of Study: Transcriptome Analysis
Enrica Strettoi, PhD
of iPSC-Derived Retinal Cells of Patients
Institute of Neuroscience,
with Inherited Retinal Dystrophies
Italian National Research Council
Wolfgang Drexler, PhD
Pisa, Italy
Medical University Vienna
Name of Study: Sphingolipid Ceramide
Signaling In Retinal Degeneration:
Name of Study: Comprehensive
Choroidal and Cellular Resolution
In Vivo Targeting
Retinal OCT of Macular Degenerations
Sally Temple, PhD
Anneke den Hollander, PhD
Neural Stem Cell Institute,
Radboud Univ. Nijmegen Medical Center, Regenerative Research Foundation
Rensselaer, New York
Department of Ophthalmology
Name of Study: Reprogramming the
Name of Study: Genetic and
Human Retinal Pigment Epithelial Stem
Immunological Causes of Central
Cells (RPESCs) into Photoreceptor Cells
Serous Retinopathy
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

100% of every dollar you give
goes directly to research.
All expenses are paid by the
Karen and Herbert Lotman Foundation.
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LEADERSHIP gIFTS
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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 Herbert Lotman Foundation
Dr. Renata Sarno

VISIONARIES $500,000 +
The Harold and Betty Brewer Research Fund
Estate of Lina Siwinna

FEARLESS FUNDERS $250,000 +
Edith C. Blum Foundation, Inc.
Shelly and Scot Fisher
Annabelle Fishman and the
Fishman Family Foundation
Genentech, A Member of the Roche Group

PARTNERS IN RESEARCH
$100,000 +
Anonymous (1)
Lucille and Harry Bahm
Beach Family Fund
Joe and Mary Fenkel
Bob and Penny Fox
Helen D. Groome Beatty Trust
Michael W. and Lynn C. Haley
Cammy and Terry Larsen
Jeff and Thérèse Lotman
Alan and Jill Miller
Albert B. Millett Memorial Fund
Karyn and Charles Murray
Sara J. Risch
Martha W. Rogers Charitable Trust
Ann Sickles and The Sickles Charitable Fund
Ed Snider

14

Rae S. Uber Trust, a BNY Mellon Mid-Atlantic
Charitable Trust
Estate of Beverly Wahnish
Wheeler Family Charitable Foundation

SAVINg SIgHT $50,000 +
Anonymous (5)
Irma Blumenthal
Ira Brind and Stacey Spector
Ellen and Ronald Caplan, Philadelphia
Management
Catt Family Foundation
Crossroads Shopping Plaza, Inc.
Judi and Bruce Goodman
Melva and Mel Herrin
Francine and Steve Katz
Robert B. Kern
Paul Kramer & Selma and Raymond Kramer
Foundation
Doris E. Lackman Trust
McLean Packaging Corporation
Eleanor and Howard Morgan
Roxanna and E. Lorraine Schlimm
Paul D. and Janet C. Schrage Charitable Fund
Sidewater Family Foundation, Inc.
Charles and Nancy Valluzzo
PIONEERS FOR A CURE $25,000 +
Anonymous (2)
Donna Calvert and Family
Ellen and Win Churchill
Coca-Cola Company
Mr. and Mrs. Brent R. Granger

Macula Vision Research Foundation

Laurel Foundation
Leon L. Levy & Associates, Inc.
The Liebowitz Foundation
Nicholas V. Martell
Mellon Financial Corporation
Peter G. Peterson Foundation
Andrew and Lillian A. Posey Foundation
Philadelphia Fountain Society
Marcia and Ron Rubin
Charles and Mildred Schnurmacher
Foundation, Inc.
Harriet and Larry Weiss

AMBASSADORS $10,000 +
Anonymous (8)
Morris & Florence Bender Foundation
Estate of Erna Beyer
BNY Mellon Community Partnership
Irene Bondy
Cagle's Inc.
Cantalupo Family
Arthur T. Cantwell Charitable Foundation
Janice Coats
Susan and George Cohon
Cooper Family Foundation
David A. Coquillard
Rena Rowan Damone and Vic Damone
Barbara DeCastro and Skip McNeal
Eyetech Pharmaceuticals, Inc.
Fidelity Charitable Gift Fund
John and Mary Franklin Foundation
Lois and P. Richard Frieder
GFPT Public Company Limited
Willis M. Gillett
Eleanore and George Ginader
Ginader Jones & Co. LLP
William P. Goldman and Brothers Foundation
Thomas J. Gravina
Eileen Leary
Nancy and Rudy Lee
Estate of Sophia Levin
Lindsay Goldberg
Robert and Teresa Lindsay Family Foundation
Lucian “Mac” McElroy

Fall/Winter 2014

Lucius N. Littauer Foundation
McDonald's Corporation
McElroy Family Fund
Mark McGunagle
Samuel P. Mandell Foundation
Lynne N. Mason and Scott J. Mason
Marilyn and Charles S. Mechem, Jr. Fund of
the Greater Cincinnati Foundation
Mary Meehan
George A. Metz and Elinor H. Metz
Joel A. Montgomery
Nancy A. Myers and Jerome L. Myers
NSM Insurance Group
Optelec U.S.
Pelino and Budenz Families
Penn Emblem Company
Michael A. Peterson Foundation
Mr. and Mrs. Michael Rabena
RAF Foundation
Mr. and Mrs. Carl Ring, Jr.
Rocky Mountain Express Corporation
Roberta and Ernest Scheller, Jr.
Family Foundation
Scholler Foundation
Dr. Arlyne Taub Shockman
Gerald B. Shreiber Foundation
Space Tech and Research Foundation
Donald B. and Dorothy L. Stabler Foundation
The Honorable Marilyn Ware Charitable Fund
Waste Management & Processors, Inc
Marlene Weinberg
Joan Wheeler
Wheeler Brothers, Inc.

We thank you.
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SupportSightSM Seminars
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Providing the latest research, prevention, treatment and low vision techniques
for those living with age-related macular degeneration

September 2014: Lehigh Valley
On September 26, 2014, we held a
SupportSightSM seminar in Pennsylvania’s
Lehigh Valley in collaboration with the Center
for Vision Loss. Thank you to everyone who
attended. We had more than 200 participants
with us! We also visited three retirement
communities for individual mini sessions.
Program Included:
• MVRF Executive Director Dawn Prall George
• Ophthalmologist Mitchell S. Fineman, MD,
MidAtlantic Retina Attending Surgeon,
Wills Eye Hospital
• Center for Vision Loss Executive Director
Douglas A. Yingling
• Low Vision Physician Anthony J.
Silvetti, OD, Center for Vision Loss
• International Inspirational Speaker
Charlie Collins
• Occupational Therapist Debra A.
Sokol-McKay, MS, OTR, CDE, SCLV,
CLVT, CVRT
• Clinical Nutritionist Debbie Cooper, RD, LDN
• Sage Vision Technology

December 2014: Florida
This month we headed to sunny Florida for
SupportSightSM seminars in Naples and
Palm Beach Gardens. These seminars
were especially wonderful because we had
one of our MVRF International Scientific
Advisory Board members with us, Philip J.
Rosenfeld, MD, PhD.

Program Included:
• MVRF Executive Director Dawn Prall George
• Professor of Ophthamology and MVRF
International Scientific Advisory Board
Member Philip J. Rosenfeld, MD, PhD,
Bascom Palmer Eye Institute, University
of Miami Miller School of Medicine
• International Inspirational Speaker
Charlie Collins
• Xcovery Vision Co-Founder, VP Business
Development: Teri Swift
• Innovative Vision Systems, Inc.
• Magnifying Selections, Inc.

Video of seminars is available
on our YouTube channel:
youtube.com/user/MVRFoundation

NExT UP: Spring 2015 Austin, Texas

Seminars are open to the public and are FREE of charge.
The SupportSightSM program is provided through the generosity of our sponsors:
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THE SKY IS THE LIMIT

My diagnosis of Stargardt macular degeneration came as a
surprise back in 1985. I
was only 24 years old
and otherwise healthy.
Several years later in
1992 I could no longer
drive. My central vision was gone, I had very
poor depth perception and was partially colorblind. At first I mourned my loss of independence with anger and frustration. After
months of soul searching, it became very apparent that I had to adapt my attitude to my
new situation. I was tired of being told what I
was unable to do and had to focus solely on
what I was capable of. Once I fully embraced
this concept, my passion for art flourished.

I am a self-taught artist that uses oils on
canvas. I use anything from brushes, fingers
and paper towels to putty, knives and Q-tips.
These utensils create different textures and
detail my sight is unable to detect. Contrast
and boldness are my signature.

Fall/Winter 2014

by Albert Schmiege
Blind guy Studios - blindguystudios.com

I have my color wheel memorized, however,
many times I wind up with a purple tree. To
me these are happy accidents. The canvas
is placed on my lap as I paint. I have great
overhead lighting in my studio. I paint in
quadrants as I only have peripheral vision to
work with. Inspiration comes from many
places such as music and imagination. If I
can visualize it in my head, I can transfer it
onto canvas.

My first show was at The Memorial
Union Galleries in Madison, Wisconsin in
2006. That led to numerous newspaper
articles and television interviews. You can
view many of these on my website
blindguystudios.com. I currently do several
shows a year
for the visually
impaired
from
Wisconsin
to
Chicago to California to New
York. I also do
many commissioned pieces. What’s next? The sky is
the limit. Feel free to contact me at
albertschmiege@gmail.com.
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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HIT BUT NOT DOWN

In my small high school making the varsity
team was more an obligation than an
achievement. There were few boys and if
you were barely big enough to survive, you
played. My coach taught me what to do
when faced with 250 pounds of an aggressive and quick opponent. I learned to keep
my eyes down the field at the goal where I
wanted to go not at the big guy coming at
me. If all I can see is the big guy coming at
me, the hit would be harder and more likely
to knock me down and out of the game.

Several researchers discovered that without low vision rehabilitation, between 10 to
30 percent of people with macular degeneration develop clinical depression. Hit by
vision loss, some people find that once effortless routines, hobbies, regular chores
and activities that have kept a person going
for years, become difficult if not impossible.
Sadness, anger and lack of initiative are
symptoms of clinical depression and it is
clinical depression not vision loss that
keeps people down. Dr. Barry Rovner, a
geriatric psychiatrist from Jefferson University and Dr. Robin Casten, a researcher,
along with a team from Wills Eye Institute,
Johns Hopkins University and Dartmouth
University, recently published research that
found a way for people with macular degeneration to avoid this fall into clinical depression. In the most recent study, a treatment
they called “behavior activation” was found,
by far, the most effective of the other interventions available. A therapist using “behavior activation” first explores with each
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by Stephen g. Whittaker, PhD, OTR/L, CLVT
MossRehab in Elkins Park

person, their recent
past to determine the
activities, roles and routines that brought them
the most satisfaction.
Then, using whatever
means are necessary,
the therapist helps the
patient to recover these activities once
again. These activities might be cooking a
meal, needlepoint, playing bridge, golfing,
shopping, playing computer games or returning to some sort of meaningful work. By
looking down the field toward these goals,
these activities allow people to “take the hit”
of vision loss from macular degeneration
and keep on going.

Another term for “behavioral activation therapy” is “occupational therapy,” an approach
which has been around for over 100 years
and is used in psychiatric and medical rehabilitation to treat a variety of disabling diseases such as stroke, spinal cord injury,
multiple sclerosis and even schizophrenia
and psychosis. In the Rovner and Casten
study previously mentioned, treatment was
provided by occupational therapists. Optometrists evaluated vision and provided
devices that compensated for vision loss in
both the treatment and control groups; but
the group also receiving occupational therapy performed better. This approach represents an emerging standard of practice
and cannot be found everywhere but can
be provided by many professionals in the
field, not just by occupational therapists.

Macula Vision Research Foundation
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This is how, as a consumer of services, Insist that the goal of treatment is for you to
you can get this newest treatment perform these activities. Do not purchase
for yourself:
any devices until you are satisfied that they
• Stay active. Don’t wait until you cannot work for what you want to do.

do something to seek low vision
rehabilitation services. If an activity such as
reading books or needlework becomes
difficult and not as enjoyable- then act. The
earlier you seek treatment, the easier and
more effective the treatments will be.

• When you find low vision rehabilitation
services in your area, ask if an optometrist
(sometimes an ophthalmologist) works with
a rehabilitation therapist as a team. The
Veterans Administration (VA) provides low
vision service teams as well. Sometimes
they work in the same service, sometimes
in different services; either way they should
work together.

• Learning to use new devices and
strategies often requires practice and
several sessions of instruction. Treatment
for milder vision loss often only involves one
or two sessions.

• Some low vision services may only
involve optical devices such as magnifiers,
strong reading glasses and a few electronic
magnification devices. These devices are
usually necessary but a low vision
rehabilitation service must be willing to offer
more. The approach found in the Rovner
and Castin study considers any approach
that works, not just visual devices. For
example, a person can enjoy a book by
listening, cook using touch and smell as
well as vision, or watch TV by just sitting
closer to the television. A myriad of
electronic devices exist for many activities
as well.

• The rehabilitation therapist should have
certification as a low vision therapist,
orientation and mobility specialist or vision
rehabilitation therapist.
Occupational
therapists
should
have
additional
certification and training in one of these A person with macular degeneration whose
areas.
goal is just “to see better” is looking at the
• Most medical insurers, Medicaid, and problem (the big guy ready to hit) and is
Medicare will pay for the services of more likely to get knocked down and out.
occupational therapists and optometrists. A person whose goal is to “do something”
Other rehabilitation professionals often despite the vision loss is looking “down the
work for the state, private agencies or the field” for the solution and will be the one to
reach the goal.
VA who pay for their services.
• Bring samples of things you want to see
in order to continue treasured activities
such as correspondence, a book, magazine
or newspaper, a sewing project or game.
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IT TAKES A TEAM

Fall/Winter 2014

We are often asked, “Why do I need so
many eye doctors?” and “Who do I go see
and for what?” These eye care professionals
each provide different aspects of care for
good eye health and vision.

Ophthalmologist: An ophthalmologist is

Services may include:
• Diagnosis and treatment of retina and
vitreous diseases
• Retinal detachment surgery
• Macular translocation
• Treat severe eye trauma

specialize in the function of the eye, eye
disorders and detection of eye disease.
They provide regular vision care, prescribe
eyeglasses and contacts and are trained
to examine patients for visual defects,
diagnose eye conditions and provide some
types of treatment. Optometrists attend
optometry school to earn their Doctor of
Optometry degree and will have the initials
“O.D.” after their name.

a physician who is trained to provide the full
spectrum of eye care. They are all about
the “health” of the eyes. They specialize in
the medical and surgical care of the
eyes and the diagnosis, treatment and
Retina Specialist: Retina specialists are prevention of eye disease. Ophthalmologists
physicians who have specialized in ophthal- attend medical school and will have the
mology and then have sub-specialized in initials “M.D.” or “D.O.” after their name.
diseases and surgery of the vitreous body Services may include:
of the eye and the retina. Retina specialists • Eye exams
focus on diseases in the back of the eye • Medical eye care
such as macular degeneration, diabetic dis- • Surgical eye care
ease and retinal detachment. They are • Plastic surgery
highly trained and must complete medical ......................................................................
school and specialized training as an
ophthalmologist and then receive additional Optometrist: Optometrists are medical
vitreoretinal training.
professionals but not physicians. They

Services may include:
• Eye exams
• Prescribe and fit eyeglasses and contact
lenses
• Provide low vision aids and vision therapy
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Low Vision Specialist: A Low Vision

Specialist is an optometrist or ophthalmologist
who has special training in low vision. They
determine whether special low vision
optical devices, better lighting, large print
reading materials, or other types of training,
such as vision rehabilitation services, can
help a person with low vision to use his or
her functional vision more effectively.
Services may include:
• Conduct a functional eye examination to
determine a person’s vision impairment
affects his or her daily living
• Prescribe special devices such as
magnifiers or high-intensity lamps to help
you make the best use of the vision
you have

‘Tis the Season

of Giving

Looking for a gift for
yourself or a loved one?

We’ve made that easy!
Visit our website www.mvrf.og
for low vision gift packages.

Optician: Opticians are not eye doctors

and cannot give eye exams. They assists
ophthalmologists and optometrists and are
trained to fulfill prescriptions from the eye
doctor, supply, prepare and dispense optical
appliances such as eye glasses, contact
lenses and low vision devices. Opticians
receive a technical degree or certificate.
Services may include:
• Evaluate lens prescriptions
• Provide, adjust and repair glasses,
frames and contact lenses
• Take facial measurements
......................................................................

A Team Effort

Successful eye health and good vision is a
collaboration between you and your healthcare providers. Often, a person living with
low vision will benefit from more than one
of the professionals described above. Be
sure to get an eye exam at least once a
year and consult the appropriate doctor if
you see a change in your vision.
Sources:
www.visionaware.org
www.webmd.com
www.medicinenet.com
www.asrs.org
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by Jim Hindman
Founder of Jiffy Lube International

“You’re going blind, and there’s nothing you sufferers. An imcan do about it.”
plantable miniature
With those words I set out on a nearly two telescope—the same
decade long search for something that device I had years
would save my vision from the deteriorating prior been kept from
effects of age-related macular degeneration getting—had just been
approved by the FDA
(AMD).
and was now available
Diagnosed with AMD at age 57, I initially to the general public.
ignored the diagnosis. For years I went
about normal life, giving little thought to the I was approved for the device, and
future prospect of blindness. After all, my in December of 2012, I became the first
patient at Wilmer Eye Institute to receive
vision remained stable for years.
the IMT™.
One day, however, when viewing the
Amsler Grid I received so many years The size of a pea, the IMT, which is
before, I realized I could ignore the AMD no implanted into only one eye, reflects larger
longer. The straight lines were suddenly images onto the retina, making it possible
wavy and soon after the entire grid became for AMD sufferers to once again see central
images lost because of the disease.
a jumbled mess.
Frantic searches for available treatments It has been two years since the surgery
led me to visit physicians in New York who and I have found a new purpose in life—
were organizing a study to determine the educating people about AMD.
possible benefits of an implantable oracular My new book, Was blind, but now I see,
telescope for AMD sufferers. Unfortunately, chronicles my journey from orphan to selfthe doctors rejected me for the study.
made millionaire by age 35, and most
importantly, my fight against macular
I didn’t give up hope, though.
degeneration. 100% of net proceeds from
Research expeditions across the country the sale of the book will go to my new
led me down one false path after another. mission: education, rehabilitation, and
It seemed blindness was my inevitable research in the field of age-related macular
future. But I was never one to lie down in degeneration.
the face of adversity. So, I pressed on.
Was blind, but now I see will be available
I received an encouraging call from a friend for pre-order on Amazon.com in hardcover,
one day who had read an article about a Kindle, and Audible versions.
new treatment for macular degeneration
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The telescope implant is not for everyone.
You should talk to your doctor to determine if the telescope implant is right for you.
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RECIPE FOR gOOD EYE HEALTH
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Sweet Potato & Orange Pepper Soup
Makes 2 servings (side dish)

Contains vitamin C, vitamin E, beta-carotene and fiber for good eye health.

Ingredients:
• 2 tbsp olive oil or canola oil
• ½ large onion, chopped
• 2 celery stalks, chopped
• 2 carrots, peeled and chopped
• 4 sweet potatoes, peeled and chopped
• 2 orange peppers, chopped
• ¾ cup white wine
• 1 orange peeled and chopped
• 2 tbsp fresh ginger or 2 tsp ginger powder
• 4 cups low sodium vegetable or chicken stock
• ½ cup whole-wheat croutons
• ¼ cup chopped fresh parsley

Directions:
1. Sauté onion, celery and carrot in 2 tbsp canola or olive oil on med-high heat for 3-5
minutes, or until the onion is translucent.
2. Add sweet potatoes, orange peppers, white wine, orange and ginger. Cook for 3-5
minutes, stirring.
3. Add stock. Bring to a boil and then simmer on med-low heat for 30-40 minutes or
until potatoes are tender and cooked through.
4. Remove from heat. Puree in a blender, food processor or using a hand blender.
Add more stock or water as necessary to achieve your desired thickness.
5. Return to low heat for 2-3 minutes to reheat.
6. Garnish with whole-wheat croutons and chopped parsley.
Tip: Chop raw baby spinach and place at the bottom of the bowl. Add hot soup. Let sit
for a couple of minutes to soften spinach.
Enjoy!

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