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• THANK YOU – we are grateful for your
generous gifts in 2013
• SAVE THE DATE - Please join us for our
Greater Philadelphia SupportSightSM
seminars this summer

• We recently held our 12th MVRF Scientific
Conference in Atlanta
• We are excited to announce our new
partnership with Optelec

100% of every dollar you donate goes directly to research
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FROM OUR FOUNDERS

Spring 2014

Dear Friends,

After all of the crazy weather this winter on the
East Coast and elsewhere, we are certainly
happy that spring is finally here!

One theme we have been focusing on at MVRF
is the power of bringing people together.
Helen Keller once said, “Alone we can do so little;
together we can do so much.”

Our 12th MVRF Scientific Conference recently took place in Atlanta and brought together
top scientists from all over the world to share their important discoveries and learn from one
another. The conference provides a unique setting for collaborative conversations about
macular degeneration and other retina diseases, sparking new ideas to ultimately find a cure.

Science and research are at the heart of what we do. However, we are also deeply
committed to staying connected to the people for whom we are trying to find a cure for.
Our SupportSightSM seminars bring together those affected by this devastating disease
including family members, caregivers and patients with the healthcare professionals who
care for them. In the past year, we have touched thousands of people, sharing the latest
research findings, low vision techniques, treatment and prevention.
In this issue, we recognize the generosity of our 2013 donors. These individuals and
organizations have come together in the spirit of giving because they, like us, care about
the impact of macular degeneration on the people in their lives and believe a cure is on
the horizon.

We owe our continued success to our generous donors, world-renowned scientists and
our loyal MVRF community. We believe that together we will find a cure and that one
day, macular degeneration will be a thing of the past – because, believing is seeing.
Warmest Regards,

Karen and Herb Lotman
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FROM OUR ExECUTIVE DIRECTOR
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Dear MVRF Friends and Supporters,

We are confident. We are optimistic. We believe that a cure
for AMD and other retinal diseases will soon be found. We will
look back at how far we have come and what all of us – MVRF,
researchers, scientists, doctors, patients and donors – were able
to accomplish together.

As I reflect on my first year as Executive Director, I am amazed by how many people’s
lives are affected by AMD and how valuable our funding is for vision research.
Some highlights of my first year include:

➢ Magnitude of hopefulness: Every day we receive phone calls and emails from
people who have a story to tell about how devastating this disease is in their lives.
So many of the conversations end on a positive note – hopeful that MVRF will lead
the way to new discoveries in retinal diseases. People believe in us.

➢ Impacting thousands of people: Attending SupportSightSM seminars in Cleveland
and Phoenix gave me the privilege and opportunity to meet so many wonderful
people, like many of you! Hearing your stories and how macular degeneration has
impacted your lives and your families inspires me as the Executive Director to take
MVRF to the next level.

➢ Scientific breakthroughs: It has been an extraordinary experience working with
the MVRF grantees who have dedicated their entire lives to medical research to
find a cure for retinal diseases. Their commitment and passion for discovery fuels
our mission.
I know for certain that the future holds big, bold things for MVRF and we are happy
you are a part of it.

Dawn Prall George
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FACT OR FICTION:

Caution Is Recommended When Considering the
Implantable Miniature Telescope (IMT)

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

This is a fact. The Implantable Miniature
Telescope (IMT) from VisionCare Ophthalmic
Technologies (www.visioncareinc.net) was
developed as a low vision aide for patients
with advanced age-related macular
degeneration (AMD). To help identify those
patients who might qualify for the implant,
VisionCare has created a program called
CentraSight, which can be accessed online
(www.centrasight.com). The implant definitely
isn’t for everyone with advanced AMD. In fact,
I can’t say that I have found anyone in my
AMD practice who I thought would function
better with the implant compared with regular
cataract surgery and aggressive low-vision
training.

First, let’s identify those patients who might
benefit from the implant. The website does
an excellent job of identifying those patients
who should be considered. The most
important criteria include advanced AMD
(poor central vision), patients who are not
undergoing current treatments such as
injections, patients who can’t drive, and patients who have not had cataract surgery.
Previous cataract surgery excludes patients
from getting the implant because the implant
is placed in the same location in the eye as
the regular plastic replacement lens when
cataract surgery is performed. So why not
just exchange the plastic lens with the IMT?
That’s not a good idea given the potential
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risks associated with removal of the plastic
lens. Moreover, there’s a good chance the
IMT won’t have the support it needs within the
eye, and this structural support is necessary
for good positioning of the IMT and the best
possible vision.

Even if the patient qualifies based on these
criteria, there are several other issues that
need to be considered. The most important
issue is the fact that the eye that gets the IMT
loses all peripheral vision. For my patients,
this is a very big deal. Patients need to
appreciate that AMD is a chronic, progressive
disease. Even in the setting of advanced
disease, in which central vision has been
diminished, additional vision loss will continue
in AMD and the peripheral vision becomes a
precious commodity. Everyone with AMD
progresses at different rates and compensates for this vision loss differently. But, for
everyone with advanced AMD, central vision
loss is unavoidable and stressful, and as
central vision is lost, peripheral vision becomes
a precious resource that they rely on. Many
patients ask if the IMT can be removed if the
disease progresses to the point where the
magnified central vision is no longer useful.
While it’s possible to remove the implant, it is
not recommended due to the large incision
that is necessary, the potential damage to the
corneal epithelium, and the inability to insert
a normal plastic replacement lens.
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But, didn’t the clinical studies show that this
IMT was beneficial in patients with advanced
AMD? The answer is that the Food and Drug
Administration (FDA) approved the IMT as a
device. When it comes to devices, the FDA
does not require the same rigorous study
design that is required to show benefit as
when a drug gets approved. The studies
showed that the implant was safe; however,
picking your surgeon is crucial since there
was evidence that corneal damage could
occur at a higher rate than expected
compared with routine cataract surgery.
Damage can occur more frequently to the
corneal endothelium due to the size of the
IMT and the surgical manipulations needed
for implantation. This damage could result in
a greater likelihood of corneal swelling and
clouding, which may require the need for a
corneal transplant in the worst-case scenario.
At the very least, it’s fair to say that recovery
of best visual acuity after surgery takes longer
following the IMT surgery than after regular
cataract surgery. Moreover, compared with
the latest and most sophisticated cataract
surgical techniques using a femtosecond
laser, small incision, and minimal ultrasonic
power, which wasn’t available when the IMT
was studied, the risk of corneal damage with
a normal lens implant in minimal. But, most
importantly, the studies were not controlled
to show that the IMT was truly beneficial compared with patients who received standard
cataract surgery and the same prolonged,
intensive low vision training. While patients
receiving the implant, on average, performed
better after the implant, the unanswered
question is whether similar patients given the
same training with an external telescope or
some other low vision device after cataract
surgery would have done just as well or better.
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So what do I recommend for my patients? I
recommend regular cataract surgery when
needed, rigorous low vision training both before
and after surgery, and I encourage participation
in clinical trials to help develop better treatments
to stop or slow the disease so that they may
potentially benefit and future generations can
avoid the devastating vision loss from AMD.
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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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MEET THE NEWEST ADDITION TO THE MVRF TEAM!

Spring 2014

PATRICIA CHAMBERLIN

Annual Fund & SupportSightSM Program Manager
Pat@mvrf.org

Patricia recently joined the MVRF Team as the Annual
Fund & SupportSightSM Program Manager. She will be
focusing on grantmaking, enhancing the SupportSightSM
program and growing MVRF’s annual fund. Pat has
more than 20 years of experience in fund development
and program management and will put her technical and
communications skills to work facilitating these areas
within our organization. Because of her lifelong passion and training in the visual
arts, Pat is uniquely qualified and inspired to advocate for MVRF’s mission to find
a cure for macular degeneration and help “save sight” for generations to come.

Dawn Prall george
Executive Director
Dawn@mvrf.org

Nikki grossman
Marketing &
Communications
Coordinator
Nikki@mvrf.org

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

@MVRFoundation

Macula Vision Research Foundation

Lynn Rinaldi

Outreach & Education
Coordinator
Lynn@mvrf.org

MVRFoundation

+ Macula Vision Research Foundation
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SUPPORTSIgHTSM SEMINARS

Sharing the latest research, prevention, treatment and low vision
techniques for those living with age-related macular degeneration
March 2014: Arizona

Thank you to the more than 400 people
in sunny Arizona who attended our
SupportSightSM seminar at the East Valley
JCC in Chandler, AZ and our individualized
mini-sessions at the following Continuing
Care Retirement Communities (CCRC):
McDowell Village, Pueblo Norte Senior
Living Community, Vi at Silverstone, Vista
del Rio and Thunderbird Retirement Resort.
“The presentation was incredibly informative
and engaging… Representatives were
patient and thorough and answered
everyone’s questions plainly. I would
recommend this program to any senior
community.”

- Cassaundra Brooks
Enrichment Coordinator, Vista del Rio

Presenters included: Arizona Retina and
Vitreous Consultants, ViewFinder, Optelec
and Tucson Vision Rehab, LLC

NExT UP: June 2014
greater Philadelphia Region

If you or someone you know has macular
degeneration, we hope you will make
the time to attend one of these FREE
SupportSightSM seminars:

• Tuesday, June 24, 2014

Chemical Heritage Foundation
Old City, Philadelphia, PA
10 AM - 12 Noon

• Wednesday, June 25, 2014

Virtua
Barry Brown Education Center
Voorhees, NJ
1:30 - 3:30 PM

To register by June 20th, please contact
Pat, Annual Fund & SupportSightSM
Program Manager, at 1-866-462-2852,
pat@mvrf.org or visit www.mvrf.org.

If you reside at a CCRC that may be
interested in hosting a SupportSightSM
program, please contact Lynn Rinaldi,
Outreach & Education Coordinator at
Lynn@mvrf.org or 1.866.4MACULA.

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

8

The SupportSightSM program is provided through the generosity of our sponsors:
Genentech, a member of the Roche Group
Our friends at Optelec
The Rae S. Uber Trust, a BNY Mellon Mid-Atlantic Charitable Trust

Macula Vision Research Foundation

INTRODUCINg A NEW MVRF PARTNER IN
SERVINg THE LOW VISION COMMUNITy

Optelec is delighted to announce our
national partnership with the Macula
Vision Research Foundation (MVRF) to
further our mission in reaching the low
vision community impacted by macular
degeneration. With our U.S. headquarters
in Vista, California and distribution in more
than 75 different countries, Optelec is a
world leader in innovative and life-changing
assistive technology and adaptive aids for
the blind and visually impaired. This
unique collaboration centered around
MVRF’s SupportSightSM program, allows
us to spread awareness so that optical,
daily living aids, electronic video magnification, and speech solutions are readily
available for those coping with any stage
of vision loss.

We often encounter people who feel
defeated by their diagnosis and have been
told by their doctor that nothing more can
be done. We want you to know that you are
not alone! This partnership allows us to
connect directly with you, your communities
and organizations to discuss the latest
in AMD research, provide local support and
share types of low vision solutions that can
help maximize your remaining vision to its
fullest. Many people face the same diagnosis
and still enjoy their independence.
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The Optelec Team

Simple lifestyle changes like improved lighting
in your home, using a video magnifier
to enlarge small print, changing the color
contrast, or even scanning materials to read
aloud, are just a few examples of how our
products make everyday activities easier
for you.

Most optical aids or services may vary
based on your daily needs and intended
use, whether it’s reading the newspaper,
watching TV or looking at family photos.
Our trained and knowledgeable Authorized
Dealer Network can even come to your
home, support group or on-site facility and
offer a hands-on demonstration.

We are thrilled to be working with MVRF
to provide education and outreach and we
look forward to the upcoming SupportSightSM
seminars in Philadelphia and New Jersey.

Friends of MVRF

Visit www.Optelec.com, email info@optelec.com or call 800.826.4200
to learn more about our life-changing products.
Make sure you mention MVRF to receive a FREE Low Vision Kit!
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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 Herb Lotman Foundation
Dr. Renata Sarno
VISIONARIES $500,000 +
Mrs. Betty Brewer
Estate of Lina Siwinna

FEARLESS FUNDERS $250,000 +
Edith C. Blum Foundation, Inc.
Scot and Shelly Fisher
Annabelle Fishman and the
Fishman Family Foundation
Genentech, A Member of the Roche Group
PARTNERS IN RESEARCH
$100,000 +
Anonymous
Albert B. Millett Memorial Fund
Lucille and Harry Bahm
Beach Family Fund
Joe and Mary Fenkel
Bob and Penny Fox
Michael W. and Lynn C. Haley
Helen D. Groome Beatty Trust
Cammy and Terry Larsen
Jeff and Thérèse Lotman
Martha W. Rogers Charitable Trust
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Alan and Jill Miller
Karyn and Charles Murray
The Rae S. Uber Trust, a BNY Mellon
Mid-Atlantic Charitable Trust
Sara J. Risch
Ann Sickles and The Sickles Charitable Fund
Ed Snider
Wheeler Family Charitable Foundation

SAVINg SIgHT $50,000 +
Anonymous
Irma Blumenthal
Ira Brind and Stacey Spector
Ellen and Ron Caplan,
Philadelphia Management
Catt Family Foundation
Judi and Bruce Goodman
Melva and Mel Herrin
Robert B. Kern
Paul Kramer & Selma and the
Raymond Kramer Foundation
Doris E. Lackman Trust
Joanne and Edward E. Miller, Sr.
John W. Rich, Sr.
Roxanna and E. Lorraine Schlimm
Paul D. and Janet C. Schrage Charitable Fund
Sidewater Family Foundation
Charles and Nancy Valluzzo

Macula Vision Research Foundation

PIONEERS FOR A CURE $25,000 +
Anonymous
Donna Calvert and Family
Ellen and Win Churchill
Coca-Cola Company
Mr. and Mrs. Brent R. Granger
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
Andrew and Lillian A. Posey Foundation
Marcia and Ron Rubin
Sarah Risch
Charles and Mildred Schnurmacher
Foundation, Inc.
Harriet and Larry Weiss

AMBASSADORS $10,000 +
Anonymous (7)
Arthur T. Cantwell Charitable Foundation
Morris and Florence Bender Foundation
Irene Bondy
BNY Mellon Community Partnership
Cagle’s Inc.
Cantalupo Family
Janice 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.
Joe and Mary Fenkel
Fidelity Charitable Gift Fund
John and Mary Franklin Foundation
Lois and P. Richard Frieder
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GFPT Public Company Limited
Willis Gillett
Eleanore and George Ginader
Lindsay Goldberg
Thomas J. Gravina
Eileen Leary
Nancy and Rudy Lee
Leon L. Levy & Associates
Robert and Teresa Lindsay Family Foundation
Lucius N. Littauer Foundation
Lucian “Mac” McElroy
Mark McGunagle
Scott J. Mason and Lynne N. Mason
Marilyn and Charles S. Mechem, Jr. Fund of
Greater Cincinnati
Mary Meehan
George A. Metz and Elinor H. Metz
Joel A. Montgomery
Nancy A. and Jerome L. Myers, MD
NSM Insurance Group
Michael A. Peterson Foundation
Pelino and Budenz Families
RAF Foundation
Mr. and Mrs. Carl E. Ring, Jr.
Rocky Mountain Express Corporation
Roberta and Ernest Scheller, Jr. Family Foundation
The Scholler Foundation
Gerald B. Shreiber Foundation
Dr. Arlyne Taub Shockman
Space Tech and Research Foundation
The Donald B. and Dorothy L. Stabler Foundation
Waste Management & Processors
The Honorable Marilyn Ware Charitable Fund
Marlene Weinberg
Joan Wheeler
Wheeler Brothers Inc.

We thank you.

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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THANK yOU TO OUR 2013 DONORS
$250,000 +
Mrs. Betty Brewer
Karen and Herb Lotman
Dr. Renata Sarno

$249,999-$100,000
Edith C. Blum Foundation

$99,999-$50,000
Genentech
Doris E. Lackman Trust in
memory of Doris E. Lackman

$25,000-$99,999
PMC Property Group, Inc
Shelly and Scot Fisher

$24,999-$10,000
Anonymous (2)
Lucille and Harry Bahm
Irma Blumenthal
BNY Mellon Community
Partnership
Arthur T. Cantwell Charitable
Foundation
Bob and Penny Fox in honor of
Karen and Herb Lotman
John and Mary Franklin
Foundation
Judi and Bruce Goodman
Selma and Raymond Kramer
Foundation
Cammy and Terry Larsen
Alan and Jill Miller
Eleanor and Howard Morgan
Karyn and Charles Murray in
honor of Julia Fisher and
Jared Farbman
Andrew and Lillian A. Posey
Foundation
Charles and Mildred
Schnurmacher Foundation
Donald B. and Dorothy L.
Stabler Foundation
Charles and Nancy Valluzzo
Wheeler Family Charitable
Foundation
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$9,999-$5,000
Catt Family Foundation
David Cutler Group
Dorothy Magen
William P. Goldman & Brothers
Foundation in memory of
Sidney Kraines
Michael W. and Lynn C. Haley
Lucius N. Littauer Foundation
Joanne and Edward E. Miller Sr.
Jerome L. Myers and Nancy A.
Myers
Pelino and Budenz Families in
honor of Herb Lotman, and in
honor of Julia Fisher and
Jared Farbman
Philadelphia Fountain Society
Michael and Courtney Rabena
in honor of Herb Lotman
Paul D. and Janet C. Schrage
Charitable Fund
Gerald B. Shreiber Foundation
Sickles Charitable Fund

$4,999-$1,000
Anonymous (7)
Joseph Alexander Foundation
America's Charities
Jean and Duane Bojack
Leon Borchers
Mr. and Mrs. Richard Brandes
Cantalupo Family
Louis N. Cassett Foundation
Janice Coats in memory of
Hector Coats
Norman S. Cohen in memory of
John Pelino
Suzanne and Norman Cohn
in honor of Karen and Herb
Lotman
I. Michael and Debra Coslov
Phil and Betsy Culberson
Dash & Love, Inc.
Kathryn and Robert Earley
Annabelle Fishman
Lois and P. Richard Frieder
in honor of Karen and Herb
Lotman
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Eleanore and George Ginader in
honor of Julia Fisher and
Jared Farbman
GlaxoSmithKline Foundation
Max Goldenberg Foundation
Mr. and Mrs. Brent R. Granger
Grossman/Pressman Family
L. Harvey Hewit Fund
Hope Paige Designs
Chandler and Pat Horton
Independence Blue Cross
Isdaner & Company, LLC
Stephen and Dorothy Izzi in
honor of Karen and Herb Lotman
Francine and Steve Katz
James and Nadeen Kobs
Charitable Trust
Michael J. Korngut in honor of
Herb Lotman, in memory of
Richard Korngut
Elaine and Manny Landau
Philanthropic Fund in honor
of Dr. David Fischer
Leon L. Levy & Associates, Inc.
Judy Lewis in memory of Albert
B. Wardwell, Sr.
Liebowitz Foundation
Mr. and Mrs. John Lohr in honor
of Dee Lohr
Jeff and Thérèse Lotman in
honor of Julia Fisher and
Jared Farbman
McElroy Family Trust
Mark McGunagle
George R. McNeal in memory of
Pauline W. McNeal
Samuel P. Mandell Foundation
Scott J. Mason and Lynne N.
Mason
Mary Meehan
Morgan Stanley
Randy Myer in honor of Karen
and Herb Lotman
Mrs. Ida Newman
Nan Norton
Dina and Leonard Pavel
Connie and Irvin Pund Foundation
Diann and Martin Quinlan
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Mr. and Mrs. Carl Ring, Jr.
Ronald and Marcia Rubin
Charitable Foundation
Seymore and Helen Ann Rubin
Foundation
Mrs. Lois Sachs
Walt and Janet Schuchmann in
memory of Ruth Schuchmann
Mr. Jack Seidman
Joseph Sekellick
Sheba Foundation
Dr. Arlyne Taub Shockman
Cloyce Edward Smith
Richard Smolowe/Space Tech
and Research Foundation in
memory of Greta Woodrew
Smolowe
Joan and Bernard Spain
Stein/Bellet Foundation in honor
of Amy Singer
Maxwell Strawbridge Charitable
Trust
Marlene Weinberg in honor
of Julia Fisher and Jared
Farbman
Mr. and Mrs. Ken Williams
Marian and Norman Wolgin

$999-$500
Anonymous (3)
Pete and Jan Albert Family
Foundation
Tom and Sherri Albrecht
Linda and Al Angello
Barrett Family Foundation in
memory of Orvis Barrett
Julian A. and Lois G. Brodsky
Denny and Mary Alice Byrne
COFCO
Richard East
Stella and Gordon Fink in
memory of Elaine Wiener
Jack and Pauline Freeman
Foundation, Inc.
Philip C. Friday Jr.
Dawn Prall George
Brian and Marilyn Grant
Greg Heinzinger and Kerstin
Pfann
Hoechst Foundation

Samuel and Rebecca Kardon
Foundation
Mr. and Mrs. J. Kevin Kilbane
Dr. and Mrs. Scott Lampert in
honor of Dr. Alexander
Brucker
Nancy and Rudy Lee in honor
of Julia Fisher and Jared
Farbman
Margelle and Shelly Liss
Bruce and Margaret Mainwaring
Morley and Jean Melden
David J. Millstein
Monarch Travel Services, Inc.
Angela Mosinskis in memory of
Vladas Sulaitis
New Millennium Charitable
Foundation
The Olszewski Family
Charitable Fund
PNC Bank
Gene Rainbott
Norman C. Ray Trust
Barbara Rocks
The Michael and Patricia Scully
Family Foundation
SevOne, Inc. in memory of
Anna Conners
John Sills
Gilbert and Lucille Tucker
John and Martha Ward
Amy A. Fox and Daniel H.
Wheeler
Dorothy and Chet Wilson in
honor of Karen and Herb
Lotman
$499-$250
Anonymous (2)
Lynn Angstadt in honor of Julia
Fisher and Jared Farbman
Mr. and Mrs. John Bowdoin
Lea S. Bramnick in honor of
many special people
Chevron Humankind Matching
Gift Program
John F. and Adrienne E. Conway
Mr. and Mrs. John Durante
in honor of Karen and Herb
Lotman

Spring 2014

Jane Ellington in memory of
Merry Key Ellington
Faris, Sillivent and Clayton
Families in memory of Jack
Cornelius
Mark Gernerd
William and Melinda Lunsford
Luxury Suite Alternative LLC
Carolyn McLaurin in memory of
Myrt McLaurin
Pamela Baker MacLellan
Magnifers & More, LLC
Salli and Stephen Mickelberg
in honor of Karen and Herb
Lotman
Wallace and Lin Migura
Richard L. Morgan
Joe Mori
Sara Plehn
Betsy Rawls in honor of Herb
Lotman
Carolyn Richards
Bill and Denise Roberson
Donald and Sylvia Robinson
Family Foundation
Judy and Richard Rosenbleeth
Dr. and Mrs. Matthew Schure
Cornelia H. Seidel
Joseph C. Senn in honor of
Cecilia Flynn
Hilda and Gene Sharf in honor
of many special people
Carl Steele
Linda and Donald Stewart
Dan and Alison Thompson
Mr. and Mrs. Paul Thompson in
honor of Julia Fisher and
Jared Farbman
Mary and Irving Tyler
Waner Enterprises, Inc. in
memory of Orvis Barrett
Michele S. and Jack D. Wuerstle
$249-$100
Anonymous (14)
A.J. Alexander in memory of
Helen Ciolkevich
Jacqueline Shepperd Arp
Norman W. Barclay
Coleman D. Barnett Jr.
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Dean Bok, PhD
Bryn Mawr Trust
Sheila and Edward Chacker
Philanthropic Fund
Karen Coleman in honor of
Phyllis Barker
Nelda Barton
Peggy Bernhard
Dr. and Mrs. C. Miller Biddle
Phoebe Thorne Birmingham
Mr. and Mrs. Anthony Boures in
memory of Anna Conners
Mr. and Mrs. Nelson Bowen
Trapnell Bowen
Ann and John Boyer
Edwin Bozian
Michael Bramnick and Susan
Weintraub
Martin Brennan
Bryn Mawr Trust
Callihan Family in memory of
Marie Schaefer
James and Constance Carino
in honor of Karen and Herb
Lotman
Don Casto
Barry and Sharon Chamberlin
Mr. and Mrs. Gary L. Clawson
Constance Clinefelter
Edward M. Coffman
Donna H. Cohen
Coleman and Jocek Families in
memory of Orvis Barrett
Jo Ann and Barry Collier
Jane K. Colten
Mike and Tina Corcoran in
honor of Juila Fisher and
Jared Farbman, in honor of
Karen and Herb Lotman
Peg Crosley
Mr. and Mrs. Roger J. Curran
in memory of Carmine
DeCrescente
DeTar Hospital in memory of
Sizemore
Ms. Lalitha Devi in memory of
Elaine Dalzell
Mr. and Mrs. Ed Delate
Joanne Devine in honor of
Eugene Devine
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Mr. and Mrs. V.E. Diseroad
The Walt Disney Company
Foundation
Bernard Dougherty
Sharon M. Dovick in honor of
Joanne Devine
Sylvia Dunkelman in honor of
Jackie Acorn
Barbara G. Ebright
Dalila and Eric Eckstein in honor
of Dawn Prall George
Earl Ekas
Eleanor B. Epstein
Mr. Carmen Ferro
Wayne Fickel
Margaret and Craig Fink in
honor of Emilia Cray
Felicia Fink in memory of Elaine
Weiner
Dr. and Mrs. Leonard Finkelstein
Stephen J. Finnegan
Philomene L. Fischione
Alan and Frances Flashner
Martha Fluhart in memory of
Walter Barlow
Caroline E. Foster
Mrs. Joy Frayer
Miss Grace C. Ferrill
The Frawley Company in honor
of Herb Lotman
Mr. and Mrs. K.R. Garr in
memory of Ed Reese
Dr. and Mrs. Stephen Garza
Bill and Jean Gaynor
Mr. and Mrs. Ted Gold
Ron and Jan Gray
Elijiah Gray in honor of Dawn
Prall George
Jeanette Scott Gillison
Sally and Leonard Grossman
First Giving
William Glaze
Richard T. Goalwin
Vivienne Goss
Helen Grygiel
John Guiling
Kurt W. Gunderson in memory of
Signe Rasmussen Gunderson
William Hall
Elaine and Frank Hagerty
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Mr. and Mrs. C. Edward Hoppes
Marvin and Diane Horowitz
Mr. and Mrs. John Horton
Dale and JoAnn Huffman
Louise Hemmingsen
David Heward
Sandy Hicks
Agnes S. Hite
Richard A. Hudson
IBM Employee Services Center
Myra Jacobs
Blanche Johnson in memory of
Norman Johnson
Karen K. Johnson
Leda H. Jomeruck
Ted and Jenny Jurczyk
Leanna and Lawrence Katsoff
Katherine Keefe and Nick
Slagis in honor of Dawn Prall
George
Dorothy Keller
Donald J. Kester
Helen Ketcham in memory of
Norma Kraps
Steve and DeAnna Kinney
Kistler Tiffany Benefits
Malcolm and Meredith Knapp
Mr. and Mrs. Larry Koehler in
memory of Orvis Barrett
Annette Kravitz
Carl F. and Helen S. Landeck
Dr. and Mrs. Matthew LaVail
Harriet and Herbert Levine
Alfred and Patsy Lewin
Seh Seh Lin
Arline Jolles Lotman
Samuel and Marcia Lundy
Rita McCafferty
James I. McMahon in memory
of Orvis Barrett
Mr. and Mrs. Craig McPherson
in memory of Jack Cornelius
Shai Mahfud
Jeff and Maria Marcel in memory
of Jack Cornelius
Evelyn and Russ Marker
Lorrayne Mathews
Francis I. and Shirley M. Maurer
in honor of Shirley Maurer
Eleanor P. Merrick
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Ed and Lynn Metzger
John D. Meyer
Thomas S. Meyers in memory
of Edith Meyer
Doug Milbrand in honor of
Robert Milbrand, in memory of
Mae Milbrand
Robert Milbrand
Eugene Minor
John W. Mohler
Brigitta Mottes
Joan Mullins
Dennis and Norma Jane Murphy
Theresa and John Myers
George Ohlendorf
Marcha Loe Ollason in memory
of Thomas Loe
Overbrook School for the Blind
Rufus M. Overlander, III
John and Susan Parker in honor
of Ellen C. Parker
David and Barb Partington
Beverly Perry
Edward and Kay Philipps
Mary Pillard
Dr. and Mrs. Monte Poen
Alan Poole
Mr. and Mrs. Seymour S.
Preston III
Anne Pritchett
Beatrice J. Rasiwala
Mr. and Mrs. William L.
Rasmussen
George Rayl
John A. Richards
Rita’s Water Ice- Malvern
Hugo and Kathy Ritzenthaler
Leonard Rokaw in honor of the
Talansky grandchildren

Lily Rose in honor of Dr. John
Sachs
Dr. and Mrs. Scott E. Rosenthal
David and Ruth Rowe
Mr. and Mrs. Pat Ruscio in
memory of Anna Conners
Wendy Sabin and Jack Zaraya
Mr. and Mrs. George W. Samson
SAP Matching Gift Program
Barbara and Howard Sarrett
Arlene Schade and friends in
memory of Helen Ciolkevich
Scheie Eye Institute
Karl W. Schwab
Ann and Richard Schwarz in
honor of Julia Fisher and
Jared Farbman
Ida C. Scott
Robert L. Seay
Dolores and William Seiberlich
Harriet Severenko
Genevieve Shuler
Mr. and Mrs. R. Jay Sigel
Howard and Anne Simonoff
Amy L. Singer
Dorothy A. Smith
Jan and Jim Smith in honor of
Lois Cloughley
Ruth and Alan P. Smith
Dolores and John Snodgrass
Oscar and Barbara Spicer
Mr. and Mrs. Dennis Staley
Rosemary and Jere Stambaugh
Peggy C. Stanley
Mr. and Mrs. Edward Steidle II
in memory of Anna Conners
David and Ruth Steinman in
honor of Dawn Prall George
Mr. and Mrs. John G.
Stevenson, Jr. in memory of
Orvis Barrett
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Carolyn Stevenson in memory
of Orvis Barrett
Ruth Stroble
E. Ann Sullivan
Helen A. Swedenborg
Ruth M. Switzer
Ms. Mary C. Szczepanski
Shelley and Matthew Tager
Dorothy Taylor
Hans and Nelly Thalheimer
Linda and Dexter Thede
James and Elizabeth Tutelman
Matt Tutelman in honor of Dawn
Prall George
Anthony Vellner
Michael Verghies
Emily Vincent
Mr. and Mrs. Frank Waldron in
memory of Orvis Barrett
Herman Waltemate
Warrington Twp. Lions Club
in memory of Carmine
DeCrescente
Felix and Suzanne Wehrli in
honor of Dawn Prall George
Brian Weiss
Doris Weiss
Jeanette M. Welsh in honor of
Ray Hardy Welsh
Mr. and Mrs. Roger Weltman
Larman Wilson
Richard Wisniewski
Elaine Wolf
Marcia and Dennis Wolk
Tom and Susan Wood
Mr. and Mrs. Joseph Wynne in
memory of Shirley Holker
Henry V. Zaremba
Donald Zibble in memory of
Orvis Barrett

If we have misspelled or omitted your name, please accept our sincere apologies
and let us know so we may correct our records. We make every effort to list your
name according to your personal preference. Due to space considerations, we
recognize donors who give $100 or more. However, we are truly grateful for every
donation and we thank all of our MVRF supporters for helping in every way.
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In Memoriam ~ Marvin Micklin

Marvin Micklin may have had age-related macular degeneration
(AMD), but that did not define him. He was a husband, a
father, a friend and a volunteer. Or, as his wife Ann would
say, he was just “a super guy.”

Marvin was also a devoted donor to the Macula Vision
Research Foundation (MVRF). Every week for six years, Marvin sent $10 to
MVRF. Even as his health diminished, his loyalty was unwavering. From his
first gift to his last, he gave more than $3,000, helping us fund research to
cure the disease that had become a part of his life.

Like most people suffering from AMD, Marvin was diagnosed later in life. To
help slow the disease’s progression, Marvin received ocular shots regularly.
During this time, he also attended MVRF SupportSightSM meetings to help him
adjust to the loss of vision he was experiencing. Though Marvin was affected
by AMD, he never stopped doing the activities he loved, such as volunteering.

Marvin started volunteering at the suggestion of a friend. After his first day,
he quickly became a dedicated member of the Franklin Institute family. He
even began recruiting friends, some of whom continue to volunteer to this day.
Thanks to his involvement, his wife said he was always coming home with
interesting stories and was constantly meeting new people. He was kind,
generous and loved by everyone fortunate enough to meet him.
For years Marvin donated his time at the Franklin Institute in Philadelphia,
Pennsylvania and the Ronald McDonald House. At the Franklin Institute,
he was always eager and willing to take on any job that needed to be done.
For Marvin, he wasn’t concerned about the difficulty of the task; he cared
more about making people happy.

MVRF would like to extend our deepest gratitude to the Micklin family and
our sincere promise that we will continue to search for a cure with the same
devotion and enthusiasm that Marvin had.
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
Pat Chamberlin at pat@mvrf.org or 1-866-462-2852.
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MAKINg A DIFFERENCE
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Anand Swaroop, Ph.D.
Senior Investigator and Chief
Neurobiology-Neurodegeneration & Repair Laboratory
National Eye Institute
2001 MVRF grant Recipient

I remember my first MVRF meeting in
November 2000. I was one of the first MVRF
grantees that was involved in research on “the
genetics of AMD.” After more than a decade,
MVRF still has the same passion for supporting excellence with great vision and foresight.

A chance encounter with Dr. Marvin Sears at
the 1998 ARVO got me an invitation to submit
a proposal for MVRF research awards. I was
at the University of Michigan Kellogg Eye Center then and had just initiated plans for genetic
studies of AMD with support from my Chair Dr.
Paul Lichter and my colleague and collaborator Dr. Paul Sieving. Only a few researchers
at that time were thinking of genetics being important in AMD pathogenesis. We had some
ideas, but it would have been hard to apply to
NIH as I was new to the field and had no preliminary data. Thankfully, I received a threeyear award from MVRF starting in March
1999, and this was renewed for three additional years. MVRF support was crucial in
launching our AMD genetic studies and providing legitimacy to our ideas and efforts. In
collaboration with my clinical colleagues, we
collected blood samples from individuals with
(and without) AMD, permitting us to perform
genetic analysis at the whole genome level.
Over the years, we reported genetic linkage
and association results, including the discovery of complement factor H variants. MVRF
grants were critical for our early AMD genetic
studies that eventually formed the basis of

broader investigations and support from the
National Eye Institute. Now in the intramural
program at NEI, we have expanded collaborations with Dr. Emily Chew and collaborators
worldwide, leading to the identification of 20
different genes that are associated with AMD
risk. More recent studies, involving almost
50,000 individuals from researchers worldwide, are expected to identify numerous additional genes and risk variants in the near
future. New insights from genetics have begun
to provide clues about the biological pathways
that are critical for developing AMD phenotypes. The translation of genetics to the clinic
is already emerging with possibilities for better
diagnosis and design of treatment paradigms.

I personally owe a ton of gratitude to MVRF
and its Founders. They have made a huge
difference in AMD research. Also making a
difference are thousands of patients, family
members and others with their precious
contributions. Every day I remember my father
who was diagnosed with wet AMD in one eye
and dry in the other. Though some treatments
helped with the wet form, he was more concerned about the vision loss than his heart disease in the last years of life. We have come a
long way, but more remains to be done. I know
we all can contribute and make a difference
by advocating for biomedical research for debilitating eye diseases. I remind myself of the
promise and the hope that one day (in the near
future) our research will make a difference!
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12th MVRF Scientific Conference
Atlanta, gA – Intercontinental Hotel
March 20-23, 2014
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A Snapshot

The words powerful, intense and inspiring
summarize the 12th MVRF Scientific
Conference. It was a very special weekend
where science and discovery meets
collaboration and camaraderie. By invitation only, MVRF brought together 23 top vision
and medical researchers from around the world to dialogue and share ideas in a safe,
private, yet free-flowing, setting. Because of this format, the meeting represents a unique
opportunity within the vision research community to advance the basic science and biology of AMD and other retina-related diseases.
Throughout the conference the scientists presented their latest research findings relative
to AMD and other retina diseases. They discussed numerous approaches such as gene
therapy, stem cell approaches, cell transplants, ocular imaging and drug therapy. Also
discussed were a wide range of new scientific discoveries, knowledge, data acquisition,
technological advancements and current and emerging treatments to prevent or slow
vision loss.
All participants acknowledged the leadership role that MVRF has played and continues
to play in advancing the knowledge of the retina, macular degeneration and related retinal
degenerative diseases by funding cutting-edge research projects.
Below, is a brief summary of topics that were discussed by the experts in the field:

• Progress in macular degeneration

• Research on retinal degenerative diseases

• The role of mitochondria in disease

• Emerging concepts, techniques and treatments in AMD

The next MVRF Scientific Conference will be in the fall of 2015.
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IF ONLy EyE COULD…
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by Deborah M. Kogler, L.D.O.
Magnifiers & More
www.magnifiersandmore.net

How many times have you said: “If only I could ____ again”? I am confident that you have
said this more than once and have a number of words to use in that blank. If only I had
a dime for every time I heard a visually impaired person say those words, I could fund
MVRF for a year! Maybe you cannot do everything like you used to, but there is an
abundant selection of “gadgets” to help you with the vision you have left. The number
one gadget to consider is proper lighting. Using the proper lighting stimulates the retina
and helps to increase vision. Fluorescent lighting typically causes a considerable amount
of glare and reflection, a chief complaint for the visually impaired. LED and full daylight
spectrum lighting are the best lighting sources for a visually impaired person. There are
also numerous adaptive living aids that are available to help ease the stress and strain
of dealing with diminished vision.

If Only I Could

Answer

See to Dial the Phone

Large Button Phone

Read my Mail/Newspaper

See my Address Book

Watch TV

Desktop Electronic Magnifier

Large Print Address Book

Telescopic glasses

See/Find the Remote

Large Print Remote

Read What I Wrote

20/20 Pen

Read Price Tags/Labels

Portable Electronic Magnifier

Remember, not just one device is going to serve all your needs. Just like shoes;
you need more than just one pair to meet the needs of your activities!
Next Issue: Learn more about the Reading Machine!
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WORKINg TOgETHER TO HELP My MOTHER LIVE
(SUCCESSFULLy) WITH MACULAR DEgENERATION

Spring 2014

by Joan Biddle

My mother is 95 and has lived with agerelated macular degeneration (AMD) for
15 years. Five years ago, she came to
live with me and my family. Since then,
we have worked together to develop
many solutions and ways to make living
with low vision easier.

on her side tables to keep things from
falling off. We use bottles of water with
bold labels (instead of easily tipped
glasses of water). My mother also enjoys
books on tape provided free by the
National Library Service for the Blind.
Magnifiers of all kinds and sizes are
useful to have throughout the house and
Most of the early difficulties were straight wrapping the handles with bright tape
forward. She needed big button, cordless makes them easier to find.
phones and a large magnifying reader
machine. Most importantly, she decided In social situations with friends and family,
early on that she needed to give up it has been important for me and my mom
driving and developed a team of drivers to remind others that she can’t see their
with compensation, even for close friends. faces clearly when they approach. Most
have learned to immediately identify
Entertainment and Leisure
themselves and even great grandchildren
Television (especially baseball games) is have adapted to that practice!
important to my mother. With the use of a
bigger TV screen, special TV viewing Personal Care and grooming
glasses and a large format remote control Plain bedspreads keep belongings from
(most cable providers provide these free getting lost in the bedroom as do standup
on request or they can be found inexpen- storage holders for eye glasses. Flashsively in retail stores) she is able to view lights with easy to access buttons, night
the games that she loves so much. We lights and touch light lamps all make it
find that taping off access to unnecessary safer to move around at night. Night lights
buttons on the remote, using plastic and touch light lamps are essential and
“bumpers” (from hardware stores) to mark small, lightweight LED varieties are easy
key controls and securing battery to store and find under pillows. Toothcompartments with tape all help to avoid paste tubes with flip up caps, colored
errors.
toothpaste and bright colored cups make
grooming easier. Clear plastic shower
It is important to keep chair-side resources curtains allow more light in and orange
readily available (food, drinks, phone, tape on steps into showers or tubs and
tissues, etc.). At first this was challenging, sturdy grab bars are also important.
but then we learned to place large trays
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Medical Care Management
There are numerous types of pill boxes
and medication distribution systems
available. We have found that using these
systems, with my assistance, is much
easier and safer than taking pills from a
variety of bottles. My mother taught me
early on the importance of labeling every
pill bottle with a unique bold letter, both
on the top and side.

Electronic and Talking Devices
Talking watches and clocks of every
shape and size have been critical to my
mother’s daily life. We always have many
“time-talkers” around so that when they
stop working (or worse, give the wrong
time) there are always others to use!

Eating and Cooking
Adding peas, parsley, chopped vegetables,
etc. to rice, mashed potatoes and
other white food makes them more
identifiable. I also make sure that meat,
poultry and seafood has some sauce or
browning on it. Before eating, I always tell
my mom what is on her plate by pointing
to each item.

Spring 2014
Coordinating a knife and fork is a visual
challenge so I cut food that may be
difficult into more manageable pieces.
Using clear drinking glasses still remains
a challenge but adding lime slices to the
water or using colored straws helps.
When we plan to go out to eat, I get the
menu from the restaurant’s website to
read to my mother before leaving home
as reading menus out loud in restaurants
is often difficult.

While living with AMD or any disability
is challenging, my mother and I have
found there are many ways to minimize
obstacles when we work together.

My family supports the Macula Vision
Research Foundation, not only because
of the important research they fund, but
also because their publications and staff
have been so useful to our family as
we have faced the challenges of living
happily and successfully with AMD.

“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?
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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My JOURNEy WITH STARgARDT DISEASE
by Michell (Missy) Moody Richmond

My journey to a diagnosis of Stargardt
disease is not a typical one. Most people are
diagnosed around age 6-19. It was 2008 and
I was 35 with 20/20 corrected vision. Today, I
land in the 20/300-20/400 range.

Stargardt disease is a form of juvenile macular
degeneration that affects approximately 1 in
10,000 individuals. Most people diagnosed
with Stargardt’s keep their peripheral vision,
however, I’ve already lost most of mine. I’ll
never forget the day I looked in the mirror and
realized I couldn’t see my own face anymore.
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I work to spread
awareness
for
blinding diseases.
These groups have
become a support
system for me.
They’re the people
that know how I
really feel because
they are feeling it
too. Through these
groups, I met a wonderful friend who sent me
a YouTube video she used to teach herself
how to use a cane. From that one video and
talking among my groups, I was able to teach
myself how to use a cane in no time. I received my first cane free from the National
Foundation for the Blind. They allow a free
cane for anyone who needs it.

I like to describe my vision like looking into a
circus fun house mirror. Lines are never
straight. I experience lots of floaters in the
form of dots, rings or lines and I frequently
experience flashes and streaks of light.
I have migraines because my eyes are
constantly changing, so my brain strains to
I always say, “There is ABILITY in disABILITY.”
keep my vision as “normal” as possible.
I’ve always wanted to be a writer and I plan
My entire life has been affected. I was a on learning Braille. I hope to someday
registered dental hygienist for more than 15 implement improvements to the Disability
years when I was diagnosed and I had to Laws for Blindness and work to change the
retire my license. I also had to give up my prejudices in the disabled community. I
driver’s license which was the hardest thing depend on my other senses a lot more now.
to this day. I have to rely on my busy sister to Music has become a big passion of mine and
take me anywhere I go.
I can hear notes now that I never heard before.
I’m an independent person and I’ve made it I can smell a thunderstorm from miles away.
a priority to look at things as challenges I have to say that I do grieve the loss of the
instead of obstacles. I began connecting on- “normal” life I led, but this new blind life is a
line with other people who have Stargardt’s, journey. Stargardt disease took my life from
using Facebook groups and Twitter and me, however, it also gave me a new one.

22

Feel free to email me at mlrichmond@hotmail.com
or follow me on Twitter @StargardtEyes for more information about Facebook
support groups or the YouTube video that taught me how to use a cane.
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RECIPE FOR gOOD EyE HEALTH

Spring 2014

Cheese & Spinach Stuffed Portobello
Makes 4 servings

Contains calcium, vitamin E, beta carotene,
potassium, lutein and zeaxanthin for good eye health.

Ingredients:
• 4 large portobello mushroom caps
• 1/4 teaspoon salt
• 1/4 teaspoon freshly ground pepper, divided
• 1 cup part-skim ricotta cheese
• 1 cup finely chopped fresh spinach
• 1/2 cup finely shredded Parmesan cheese, divided
• 2 tablespoons finely chopped kalamata olives
• 1/2 teaspoon Italian seasoning
• 3/4 cup prepared marinara sauce

Directions:
1. Preheat oven to 450°F. Coat a rimmed baking sheet with cooking spray.
2. Place mushroom caps, gill-side up, on the prepared pan. Sprinkle with salt and
1/8 teaspoon pepper. Roast until tender, 20 to 25 minutes.
3. Meanwhile, mash ricotta, spinach, 1/4 cup Parmesan, olives, Italian seasoning and
the remaining 1/8 teaspoon pepper in a medium bowl. Place marinara sauce in a
small bowl, cover and microwave on high until hot, 30 seconds to 1 1/2 minutes.
4. When the mushrooms are tender, carefully pour out any liquid accumulated in the
caps. Return the caps to the pan gill-side up. Spread 1 tablespoon marinara into
each cap; cover the remaining sauce to keep warm. Mound a generous 1/3 cup
ricotta filling into each cap and sprinkle with the remaining 1/4 cup Parmesan.
Bake until hot, about 10 minutes. Serve with the remaining marinara sauce.

Enjoy! Thanks to www.eatingwell.com for this great eye healthy recipe.

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 health provider regarding any questions about your
medical condition, medical devices, or treatment options.
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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

