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Dear Friends of MVRF,

Twenty years ago this year, Herb and
I started the Macula Vision Research
Foundation (MVRF) to help millions
of people who were gradually losing
their precious vision due to macular
degeneration. At the time, the doctors
knew very little about what caused
macular degeneration and how to
treat patients with this devastating eye
disease. It was surprising to us that there
was limited knowledge about what causes
macular degeneration and limited interest in supporting the research to find out.
We knew we had to change all that and we did!

In the two decades since our founding, our steadfast commitment to vision research
has led to discoveries on the most promising frontiers. MVRF-funded research has led
to a better understanding of what causes macular degeneration and now doctors have
more ways to help patients. This has all happened because of you – our loyal and
generous donors and supporters – thank you!
We hope you will stay with us on this critical path as we remain hopeful that the next
twenty years will hold the key to accomplishing our goal of saving sight for millions.
Wishing you a fun and safe summer,
Karen Lotman
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Dear MVRF Friends and Supporters,

A little more than twenty years ago, starting the Macula Vision
Research Foundation (MVRF) was a new idea talked about
amongst a few people namely, Karen and Herb Lotman, who were
gravely concerned about a little known serious eye condition that
was causing blindness. From a medical research perspective, very
little was known about this horrific eye disease that was robbing
otherwise healthy people of their vision and forcing them to lose
their independence. The quest for treatments and ultimately a cure, seemed daunting.
Daunting for sure, but that did not stop our Co-Founders from forging ahead.

Who knew that for individuals and families whose loved ones were losing their precious
sight due to macular degeneration MVRF was the solution they had been looking for?!

Every day, I talk with people who need us. Many of these special conversations include a
“thank you for doing what you do and I am so happy I found your group…” I hear this from
people who have been with us from the start and from those who just found out about us.

The full story of who we are unfolds as you read the pages ahead. It is the story about the
scientists who move the needle forward at a fast pace of discovery and the people whose
stories we share. The help and hope we can give to patients and how important it is to make
MVRF your top priority of charities you give to.
Happy 20th Anniversary Macula Vision Research Foundation!
Dawn Prall george

P.S. Thank you to all of our generous MVRF supporters – you are not just contributing to the potential
for a cure that will restore the gift of sightto millions – you are helping to make it happen!
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gustavo Aguirre, vmD, PhD, fArvo
University of Pennsylvania
School of veterinary medicine
2017 Arvo Proctor medal recipient

From day one, MVRF has been committed to award funding to the best of the best and
with no ties to any one institution, our research dollars are directed to the most promising
ideas. We have stayed true to this in the twenty years since our founding, and we will
continue to do so as we move closer and closer to a cure.

In this spirit, we congratulate Dr. Gustavo “Gus” Aguirre, an MVRF-grantee and this year’s Proctor
Medal Recipient1, for his exceptional contributions to the ophthalmology and visual science
fields. His most recent work demonstrates that gene therapy can successfully arrest advanced
photoreceptor and vision loss, significantly expanding the therapeutic window to late stages of
disease. MVRF is proud and honored to have provided funding in support of this research project.
We wish Dr. Aguirre and his team success on their path to more groundbreaking discoveries.
A Summary of Dr. Aguirre’s Award
winning work

included Barbara Zangerl, Andras M.
Komaromy, Simone Iwabe and William A.
Beltran. The Penn team worked with University
of Florida investigators Vincent A. Chiodo,
Sanford L. Boye and William W. Hauswirth.
They reported their findings in the journal
PLOS ONE.

Vitelliform macular dystrophy, also known as
Best disease, is one of a group of vision robbing conditions called bestrophinopathies
that affect children and young adults. Caused
by inherited mutations in the BEST1 gene,
these diseases cause severe declines in “Step one in designing a gene therapy for
central vision as patients age.
these conditions is to make sure that we can
With a new study, University of Pennsylvania target the cells that are affected,” Aguirre
researchers report “encouraging” findings said. “That’s what our study has done.”
that mark the first clear step in developing a Aguirre’s lab has previously designed
gene therapy that could prevent vision loss successful therapeutics for other forms of
or even restore vision in individuals suffering blindness that strike both dogs and humans,
including retinitis pigmentosa, Leber
from these conditions.
congenital amaurosis and achromatopsia.
The research, conducted in dogs, which can
naturally develop a disease similar to Best The “dog version” of Best disease is called
disease, was led by Karina E. Guziewicz and canine multifocal retinopathy (CMR), and
Gustavo D. Aguirre of Penn’s School of shares many of the hallmarks of the human
Veterinary Medicine. Penn Vet collaborators condition. Knowing that Best disease and
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CMR, like these other vision problems, is a
heritable condition attributable to mutations
in a single gene, the Penn Vet researchers
sought to deliver a healthy copy of the
BEST1 gene to a portion of retina to substitute
for the malfunctioning copy.
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“It was a serendipitous finding, because
when we looked at the retina in sections it
looked perfectly normal,” Aguirre said. “But
when we looked at these green cells we
found that all the cones were dead. If this
therapy were given to the entire retina, it
As in previous work in Aguirre’s lab, the could have significant implications for vision
scientists performed this delivery using a impairment, the ability to see colors and
vector—a harmless virus genetically function in bright light.”
modified to carry specific genetic material. The result raises questions about the potenThe cargo included either the human or tial usefulness of rAAV2/1 in future therapies.
canine version of BEST1.
“One of the goals of our study was to comThe researchers injected the vector beneath
18 retinas in 12 dogs, all of which either had
normal copies of BEST1 or had one normal
copy and one mutated copy. To make sure the
injected gene was going to the correct
location in the retina, they tagged the vector
with green fluorescent protein, which would
“light up” where the healthy gene was
introduced. They tested two different vectors,
called rAAV2/1 and rAAV2/2, both of which are
under consideration for use in human clinical
trials for other types of vision related gene
therapy.

pare the two vectors,” Guziewicz said. “We
now see that the rAAV2/2 vector is the clear
candidate for gene therapy, and can let other
researchers know that rAAV2/1 needs further
evaluation if it is going to be considered.”

Both the human and canine versions of
BEST1 behaved the same way, offering
encouragement that such an approach could
translate to humans.

Though Best disease is relatively uncommon,
affecting approximately one in 10,000
people, the approaches being refined to treat
it by Aguirre and Guziewicz team could [still]
Injecting the vector under the retina, the be extended to other macular diseases.
researchers then tracked expression of the
protein up to six months. They found that “Some of the hallmarks of disease are
expression peaked four to six weeks after shared,” said Guziewicz “If this works, we
injection, and remained stable for six months could apply our platform to benefit other
— a sign that the therapy would be lasting. types of macular degeneration that affects
the retinal pigment epithelial cells.”
The researchers were surprised, however, to
see that dogs that received injections from “Our preliminary work leaves us feeling very
2
vector rAAV2/1 had some “funny green cells,” optimistic,” Aguirre said.
according to Aguirre. When they investigated 1ARVO is the largest and most respected eye and vision
further, they found what appeared to be damage research organization in the world. Their membership
to cone cells, which give color vision and central includes 12,000+ researchers from over 75 countries.
2
visual acuity, as a result of the treatment.
Excerpt taken from the Penn News Press Release
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impact Philanthropy:
investing in new treatments and a Cure

Over the last twenty years, MVRF has funded 185 grants totaling
more than $22 million in retina-specific research.

Because of MVRF’s considerable research investment of charitable, private dollars
along with the pool of public research dollars through the National Institutes of
Health (NIH), the underlying causes of Age-related Macular Degeneration (AMD)
are becoming understood. Emerging effective treatments and new gene discoveries
are happening in labs all over the world as the best scientific researchers in the
world hone in on discoveries that will lead to conquering AMD.

invoLvement of rnA eDiting AnD rnA
interferenCe in AmD PAthogeneSiS
Kazuko nishikura, PhD
Professor
gene expression and regulation Program
the wistar institute

There are two forms of AMD, wet and dry,
which are classified based on the presence
or absence of blood vessels that disruptively
invade the retina, respectively. Recent
advancements in understanding wet AMD
have led to several FDA-approved therapies.
in contrast, there are no approved
treatments for dry AmD.
With funding from MVRF, we are focused
on an emerging idea for dry AMD: the
reduction in expression of Dicer, a critical
enzyme involved in RNA interference
(RNAi), and the accumulation of Alu RNA,
are major causes of dry AMD. RNAi is a
naturally occurring process that leads
to the “silencing” of genes. Alu RNA is
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transcribed from retrotransposons,
reminiscent of ancient viruses that invaded
and spread over the human genome. Alu
RNA accumulation triggers programmed
cell death of retinal pigment epithelium (RPE)
cells, revealing a previously unexplored
abnormality that underlies the molecular
pathogenesis of AMD. Yet why this
happens is completely unknown.
In our lab, we plan to test this new
hypothesis. If true, understanding at least
one of the mechanisms that underlies
retinal cell death that leads to AMD will
be exposed, this would cause a global
paradigm shift in preventing and
treating AMD.
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SingLe CeLL SeqUenCing of retinAL CeLLS

Dwight Stambolian, mD, PhD
Associate Professor
Department of ophthalmology and human genetics
University of Pennsylvania

Advances in our understanding of AMD
have been limited due to inadequate
animal models and lack of postmortem
human eye tissue. Some of the next
advances in our understanding of AMD
will require building upon the information
provided by recent genetic studies on
DNA published by us and others by
characterizing RNA in normal and AMD
human eyes. Our previous work on RNA
has found significant differences between

the macula and non-macula regions of the
retina suggesting that these differences
could provide insight on why AMD is limited
to the macula region. To understand how
these differences affect cell behavior we
propose to focus on characterizing the
RNA genome of retinal cells in AMD and
normal eyes. Our results could lead to
new cell-specific therapeutic targets and
stimulate research linking genes to
cellular pathology.

CLiniCAL triALS of Severe Cone PhotoreCePtor
DiSeASeS: A noveL moBiLity PerformAnCe oUtCome
Samuel g. Jacobson, mD, PhD
Director, Center for hereditary retinal Degenerations
Director, retinal function Department
Scheie eye institute, University of Pennsylvania

We have entered an era in which treatment
of previously incurable and untreatable
retinal degenerations has become a realistic
goal. Now we need quantitative and accurate
techniques to assess ‘real-life’ efficacy in
clinical trials. Specifically, there has been
progress in understanding and planning
treatments for cone-specific retinal diseases
that begin in childhood and involve the
macula profoundly. There is thus a need to
devise and implement a ‘cone mobility

performance task’ and this is the goal of
this proposal.

We have already tested the hypothesis at
the basis of the devising and using of a ‘cone
mobility performance task’ and we proved
the feasibility of this idea in a subset of
patients and in normal subjects. Now, we
will further develop the concept, build the
course and determine inter-visit variability
in order to use it as an assay in clinical trials
of treatment.
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Linking patients, caregivers and families affected by AMD and other diseases
of the retina with the most up-to-date information and knowledge

Spring/Summer 2017:
east Coast

mvrf is grateful for all of the hard work
and collaborative energy making the
east Coast tour a resounding success!
The MVRF team traveled along
Richard Brilliant, OD FAAO
the East Coast presenting
Georgia
Crozier, OD, MS
SupportSightSM educational
Moore Eye Institute
seminars in eight different locations.
Chuck Cohen, C TECH
The planning and implementation
involved numerous local, community- Charlie Collins, CPSC, VFO
International Inspirational Speaker
based low vision, healthcare and
aging services providers. Patients,
Scott Holden, Vision Support Systems
family members and caregivers
Thomas L. McCarville
gathered to learn more about AMD,
E.A.R.S. for Eyes Program
the latest research findings and low
Susan Olivo and Dianna Kelly-Naghizadeh
vision techniques. Healthcare and
Reader’s Digest Partners for Sight Foundation
social services professionals
Michael Parker, Vis-Ability Inc.
provided practical and useful
insights and information about
John Poth, Sage Vision Technologies Inc.
local resources which participants
Alison Schonfeld, OTR
could take with them and share
Consultant to VisionCare Inc.
with others.
Janet Weinstein, Lighthouse Guild NYC
The Ambassador of Scarsdale
Atria Rye Brook
“Although i have a retinal
Delran, NJ Township Council
specialist, i felt that
Dunwoody Village
[the doctor] explained
Five Star Premier Residence of Yonkers
my disease and the
reasons behind the
Heron Point of Chestertown
treatments and helped
Medford Leas Retirement Community
me get a much better
The Ossining Lions Club
understanding of what
was happening"
The Ossining Public Library
Westchester Department of Senior
– mary, living with wet AmD
Programs and Services
Attended new york Seminar
The White Plains Lions Club
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elvina wilson – A Spotlight on an mvrf Champion

She traveled more than 50 miles to attend a SupportSightSM seminar in Delaware. The event
was so worthwhile that she immediately called Lynn at MVRF and worked with us to singlehandedly lead the effort to bring the SupportSightSM Program to Delran, NJ and share the
knowledge she had learned. On June 20th, a lovely summer evening, 100 people from the
community joined MVRF, Elvina and her family to learn more about living with AMD. The house
was packed and the tears were flowing. Elvina’s hard work and passion came to fruition!
“It was incredibly powerful to be able to stand back as
MVRF and all of the presenters were there to help others.
I had been working with you [Lynn] for months and then
you blew in the door, set everything up and then put on
an amazing presentation. I was very proud of MVRF.”
We recently had the privilege to sit down with Elvina and here’s what she had to say...

mvrf: Describe what the experience
was like for you.

elvina: I was in a total afterglow when the
event was finished. I was delighted that
the people buzzing around me were all
happy to have been a part of the event.

mvrf: Since you know first-hand what
it takes to plan and execute a SupportSightSm seminar, what impact do you
think you’ve now made on those who
went to the event?

elvina: I wanted to be able to extend
to others all the information that I had
received over the years. A lot of people
don’t know that anything is out there to
help them. I wanted to be able to spread
that information in the hopes that if it
helps just one, if one person gets it, the
whole thing was worthwhile.

mvrf: what advice can you give to
those who attended the event and to
any and all others living with AmD?

elvina: You have to be your own advocate,
which means more than just going to your
doctor. Make sure you do go to the doctor
with questions, but make sure you reach
out to other organizations that can help
you. MVRF brings the information, the
doctors and the companies with low vision
tools. We had this event for a reason.
They provide additional information to
make your life better and help you cope
with what’s happening. These organizations
help us deal with our fear, and any
organization that can help me cope better
with it, puts me in a better place. That was
why I was so adamant about bringing you
[MVRF] to the people in my community.
continued next page
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mvrf: now that your hard work and
dedication has come to fruition: what
does the future hold for you?

elvina: When I received my diagnosis I asked
myself. What are you going to do? I gave
myself a choice, and I decided to pick myself
up, dust myself off and live my life. I figured
out what my disabilities are, admitted it to
myself and dealt with it. Now, I’ve turned into
quite a big mouth for people struggling with
AMD in order to point them in the right
direction of helpful information. I considered
it my honor to bring you all in and I felt like
you represented me and my personal struggle
and that was what I wanted to bring to the
Township. I know there are others out there
struggling with this as well. Because of that,
I want to continue to include MVRF in my
community because your organization can
keep assisting the members of my beloved
community who are still struggling with AMD.

the SupportSightSm Program is provided at no charge
through the generosity of our sponsors:
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mvrf’S PLAnneD
giving ProgrAm

We
Will
Our We Will program was created to
enable individuals to include MVRF in
their estate planning. You can choose to
make a gift to MVRF that would provide
you with life income or, make a bequest.

As with any gift to MVRF, 100% of your
planned gift goes directly to fund the
research.

more people have named mvrf in their
will than ever before!

Please consider naming us in your will
and joining this special MVRF community
whose altruism and financial astuteness
will help us to save sight for millions of
people for future generations to come!

We encourage you to consult an attorney
MVRF encourages the following planned
for estate planning purposes or an
giving opportunities:
accounting professional for advice on
what may work best for you in order to
• Life income gifts – Charitable Gift
Annuities, Charitable Remainder Annuity accomplish your personal financial and
charitable goals.
Trusts, Charitable Remainder Unitrusts
If you would like more information and to
and Charitable Lead Trusts1.
speak with us about the We Will program,
• gifts of Life insurance – A donor can
please contact Dawn Prall George,
designate MVRF as the beneficiary of
executive director, at 1-866-462-2852
an existing life insurance policy.

• Bequests – provisions in your will to
MVRF. The ultimate gift.

Annuity rates set as per the American
Council on Gift Annuities.

1
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A granddaughter’s tribute to her grandfather
By Carly totten

Throughout September, my Poppy’s heart steadily declined. Though that may have
been what caused him to leave us on September 30, 2016 at 95, I watched him fight
his own battle with age-related macular degeneration (AMD) for over 15 years. It was a
humbling thing to bear witness to, to say the least. He would often say he knew I was
there but he couldn’t see my face. He frequently cocked his head or turned his body to
allow anything and everything to fall inside his peripheral vision rather than his center
of vision – the very thing AMD was taking from him.
Poppy played tennis until his mid 80’s when he ultimately decided the joy the game
brought him was hindered by the fact that he could no longer see the tennis ball. In
2015, when we lost my Nana, he started to say he wanted to stop playing bridge with
his friends, one of his biggest social outlets, because he was having trouble seeing
even the larger cards his group purchased just for him. Poppy’s social life had always
been busier than mine, and I watched it shrink for years due to AMD.

I also watched him struggle to read and watch TV. In order to do either, he would turn
to a special pair of glasses or a machine similar to an overhead projector given to him
by the local Association for the Blind. Both helped, but they never acted as a cure; they
couldn’t. A specialist monitored Poppy’s AMD progression. In order to do so, Poppy
endured bright photos and needles placed into his eyes. He loved his doctor, but he
hated the appointments because they left him in pain with his eyes closed for the rest
of the day.

These things became a way of life for him, but he slowly needed more and more help.
Admitting he needed help and asking for it always led to him saying he was a “pain”.

There could never have been more false statement. The only way to describe Poppy
is to say he was magic. One of my life’s greatest honors was being his granddaughter,
which is why I would jump at the chance to be his date to anything from lunch and
gardening to dinner and an opera.
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Poppy’s AMD caused me to always be the designated driver, and he would make me
question the severity of his AMD whenever he was a passenger in my car. “You could
have gone, love” was a frequent phrase he used to say as my cautiousness prevented
me from wanting to turn when I didn’t feel I had enough time. These statements made
me laugh, and they’re one of the things I miss most about him.

Since Poppy’s AMD diagnosis, I have found myself closing or placing my hand over
one of my eyes to try to see what it felt like to be him; to feel what he felt to not be able
to see every shape and sight in clear, vivid color. I’m convinced it’s not something one
can simulate. But, I can run.

On April 1, 2017, the day before what would have been Poppy’s 96th birthday, I ran the
Cooper River Bridge Run in Charleston, SC to honor him. My goal was to raise $1,000
for the Macula Vision Research Foundation, and I am proud to have exceeded that
goal and make $1,005. My Poppy may have endured years of sight loss, but I want
others to always see each other and everything around them.
During training and on race day, I personally donated $5 for every mile I ran. It gave
me joy and purpose to know I was running for a cause and a beloved person in my life
much larger than myself. Running to, over, and back down a bridge and through the
streets of Mount Pleasant and Charleston felt like I was attempting to cross Everest at
times, but I kept saying, “For Poppy…run for Poppy.” I could even imagine him saying,
“Run, love!” in his wonderful English accent.

As I crossed the finish line and waited for my mom to do the same (she walked the
course without training – a feat!), I hope Poppy looked down and said, “Gladys,
they’ve done it!” to my Nana. He was so humble and never
understood why he was adored by so many. But one look
into his blue eyes, even during the long stretch when I knew
they didn’t feel like the eyes he had always known as AMD
took its course, would steal your heart. For nearly 28
glorious years, he stole mine. To know and love my Nana
and Poppy was to experience adoration, grace, and
devotion on the grandest scale. So, I ran for them and for
sight. And, I’ll continue...
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 info@mvrf.org.
We look forward to hearing from you.
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guide to Living with vision impairment
“It is always good to understand the problem, but we believe
it is more important to find the solution.”
Dawn Prall George, MVRF Executive Director

We created this guide to be a resource for patients, families and caregivers. The
information was contributed by highly respected, experienced professionals in the low
vision field. The devices mentioned are accessible and generally available through
larger manufacturers, dealers, and eye care professionals.
Life is driven by accomplishing tasks, whether they be leisurely, like reading the
gardening magazine you love, or purposeful, like balancing your checkbook. No matter
where you are on the vision impairment spectrum, newly-diagnosed with macular
degeneration or living with the advanced stages, this guide will help start you on a
journey to more independence and freedom.

1. make what you want to see larger
There are 3 types of magnification:

a. Relative Distance Magnification –
object brought closer to the eye.
Example: sit closer to the TV
b. Relative Size Magnification – object
made larger. Example: large print
books, large print checks, larger TV
c. Angular Magnification – object not
changed in position or size, but an
optical system is placed between the
object and the eye making the object
appear larger. Example: hand magnifier,
telescope, electronic magnification
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PortABLe mAgnifierS - Useful for
reading outside of the home – shopping,
dining out, thermostat and microwave
controls – not the best product for
reading a book or newspaper.
Price range: $50-$250, for non-digital,
$300-$1,400, for digital

This category begins with small handhelds
and increases to more extensive digital
magnifiers with large screens. This is a
good place to start for someone needing a
small amount of magnification. The digital
magnifiers are a relatively new category,
and offer many options. They are a good
next step after the smaller fixed magnifiers
and can provide a wide range of options;
adjustable magnification, different foreground
and background color combinations, line
markers, and the ability to download to a
larger monitor or a computer.

Macula Vision Research Foundation

2. increase task illumination

a. Use gooseneck lamps, flashlights and
illuminated magnifiers
b. Use task lamps and daylight bulbs
c. Bring lighting within one foot of the print
you are reading

3. Decrease glare

a. Decrease glare from lighting, windows
and the sun
b. Use amber or yellow tints to cut glare
and enhance contrast

4. enhance contrast between what
you want to see and its surroundings
Most people with visual impairment see
better if objects are black and white.
Example: you can see black coffee in a
white coffee mug.
a. Do not use heavily decorated plates
b. Do not use clear glasses or dishes –
it’s hard to see them!

CCtvS or viDeo mAgnifierS ideal for Basic Daily Living – reading
the mail, bills, newspapers, magazines,
books and writing checks

Price range: $2,000-$4,000

These devices have been around since 1970
and remain the easiest and most popular
devices for basic reading. All of these devices
utilize a large video monitor with a moveable
reading surface. They have automatic focus
and are offered in color and in black and
white. Because of the larger screen size
and widely adjustable magnification, they
are ideal for basic daily living.

Spring/Summer 2017

fLex-Arm viDeo mAgnifierS - Useful
for knitting, crocheting, hobbies & crafts

Price range: $1,800-$2,800

The flex-arm systems are similar to CCTVs
but are more compact. The camera is located
above the monitor on a flexible arm that
can be moved into different positions. Best
if used for reading, viewing something
across the room, or self-viewing tasks. They
do not have internal lighting or an X-Y Table.

5. make sure you are using the
right product with the correct
magnifying power for the task –
not all magnifiers are the same

a. Using the wrong magnifying power
will not help you
b. Have your eye doctor prescribe the
correct magnifier, eyeglasses or telescope
for reading or for a specific task

6. Learn to use your magnification
products correctly
This takes practice and patience!

7. Low vision glasses or products
are often task specific
It’s important to realize you may need
more than one low vision aid to
accomplish all tasks.
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weArABLe gLASSeS - good for
reading documents and, in some
cases, product recognition

Price range: $2,500-$10,000

Wearable Glasses is a new category of
devices that is at the forefront of development.
They look like regular glasses, but have
video screens on the inside that will focus
on a document or newspaper in your
hand. In some cases, they can scan that
document and read it back to you.
Currently, there are three manufacturers
of these products. Two companies make
glasses with video screens and these
models are priced higher. One company
makes a device that is audio only and
has facial recognition as well as product
recognition.

8. Learn to use your eyes more
efficiently

Learn to use the peripheral part of the
retina. You can learn to move your body
into positions where it is easier to use
your peripheral vision.

9. Substitute “ears for eyes”

a. Enjoy audio books and magazines
b. Use talking watches, clocks,
calculators, scales, glucometers and
computer software
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AUDio DeviCeS - ideal for reading
printed material and books aloud
Price range: $1,700-$4,000

For people with severe AMD or other eye
conditions, sometimes magnification will
not be effective. In these cases, an audio
device that can scan and read your printed
documents may be your best option.
Since their invention, these products have
become smaller, faster, and less costly.
They will not read handwriting, but they
will read most printed material and also
read in different languages and voices.
They can be used for a flat, whole printed
page as well as a book turned sideways.

Several manufacturers have combined the
CCTV with the audio component to allow
for magnification, scanning and reading.
The flex-arm version of this, combines
magnification, scanning & reading, distance
and self-viewing all in the same product.

ComPUter-reLAteD DeviCeS –
ideal for using with your computer your email and facebook
Price range: $1,800-$3,000

These small cameras attach to a computer
to view documents, both near and far, as
well as capture these documents and read
them back to you in an audio voice. Some
products can read at a distance with audio
capability. There are also computer
magnification programs such as ZoomText,
Magic and JAWS that will help make your
PC easier to read. The camera devices
are perfect for small spaces.

Macula Vision Research Foundation

10. Be your own Advocate

a. Tell friends and family you are visually
impaired and ask that they introduce
themselves when approaching you. “Hi
Alice, it’s Millie. Are you ready for dinner?”
b. Ask for large print menus at restaurants
c. Use large print checks from your bank
d. Become familiar with community
resources such as low vision support
groups, transportation services, aging
services and recreational programs

Do not become dependent
on others!

Purchase low vision aids and learn to do
things differently in order to become more
independent. YOU CAN DO IT!
I want to take the next step towards
independence, but how do I procure
these products?

First and foremost, get a Low Vision
Evaluation from a qualified Low Vision
Optometrist or Low Vision Ophthalmologist.
This specific examination includes a
demonstration of numerous devices to
determine which device would be best
for both your eye condition and task.

If and when you decide to buy a device,
only deal with proven manufacturers and
make sure to ask about their Return
Policy; trade-in program for older devices;
and their service and support or training.
It also makes sense to ask about any
used equipment available, but keep in
mind in this case a warranty is very important.
These policies are very important when
buying higher priced devices.
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Product Purchases:

1. have specific tasks in mind

2. get a proper evaluation from a low
vision specialist

3. never buy anything on the internet

4. find a local professional who
specializes in low vision devices
5. make sure to take your time with
the procurement of any device
we are happy to help you!

Contact Lynn Rinaldi, SupportSightSM
Program Manager, at LYNN@mvrf.org
or by phone at 1-866-462-2852.
Contributors

Charlie Collins, CPSC
Director of Professional Sales, VFO
Founder and CEO of CCI
Author & International Motivational Speaker
Cheshire, CT
Lynne P. Noon, OD, FAAO
Diplomate in Low Vision Rehabilitation
ViewFinder
Sun City, AZ
John Poth, President
SAGE Vision Technology, Inc.
West Chester, PA

Longstanding SupportSightSM partner with
MVRF. VFO dealers offer product education
and demonstrations
at all SupportSightSM
seminars at no cost.

17

Macula Vision Research Foundation

Spring/Summer 2017

viSionCAre grAnteD fDA APProvAL to initiAte
CLiniCAL StUDy of the teLeSCoPe imPLAnt in
PoSt-CAtArACt PAtientS

Telescope Implant for End-Stage Macular Degeneration is Already FDA Approved
and Available to Patients 65 Years and Older Who Have Not Had Cataract Surgery
Until now, CentraSight®, sponsored by
VisionCare, Inc. was only available to
patients 65 and over who have not had
cataract surgery, a common procedure for
seniors experiencing some vision loss. A
new clinical trial launched in 2017 will
evaluate the safety and effectiveness of the
device for patients with End-Stage agerelated macular degeneration, who have
already had a cataract removed from the
eye that will be implanted. In the study, the
intraocular lens will be exchanged for the
Implantable Miniature Telescope (by Dr.
Isaac Lipshitz). If the trial is successful, it
could potentially expand the eligibility
for the procedure to many more with
End-Stage AMD.
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Under current indications, the telescope
implant is shown to improve vision and
quality of life in appropriate patients who
have End-Stage AMD, the most advanced
form of AMD, in which individuals have lost
central vision in both eyes. People living
with End-Stage age-related macular
degeneration find it difficult or impossible to
recognize faces, read, watch TV or
complete tasks requiring detailed vision.
The condition is also associated with
increased stress and depression as vision
diminishes. It is the only FDA-approved
medical device for End-Stage AMD and is
Medicare eligible.

The tiny telescope – about the size of a pea
– works like a telephoto lens of a camera.
Once implanted inside the eye, it magnifies
images onto the healthy areas of the lightsensing retina to help improve central
(straight-ahead) vision.

The CentraSight treatment program has
been developed to help patients see the
things that are important to them, regain
independence, and re-engage in everyday
activities. The CentraSight team is made up
of highly qualified professionals who have
been specially trained in the CentraSight
program to help patients follow the necessary steps for proper diagnosis, surgical
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evaluation, and post-operative care. The
specially trained team includes a retina
specialist, corneal surgeon, low vision
optometrist, and a low vision occupational
therapist. The occupational therapist works
with the patient post-operatively over
several visits to teach them how to use
his/her new vision.
About end-Stage AmD

More than 15 million Americans are
affected by some form of macular
degeneration, and approximately 2 million
Americans have advanced forms of AMD
with associated vision loss. The number of
Americans
afflicted
with
macular
degeneration is expected to double with the
rapid aging of the U.S. population. The
telescope implant has been demonstrated
in earlier clinical trials and in commercial
use to improve quality of life for those with
central vision loss in both eyes. It also may
help patients in social settings as it may
allow them to recognize faces and see the
facial expressions of family and friends.
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Information Booklet available at www.
CentraSight.com and will be evaluated with
each patient who might be a candidate for
this study.

“We developed the telescope implant to
help older adults with severely impaired
central vision live more independently and
improve their vision. Hundreds of patients
have experienced the CentraSight treatment
program and learned to use their new,
improved vision, effectively. We hope the
results of this study will allow us to offer the
telescope implant to an even broader
population of patients who are currently
excluded simply because they had a routine
eye surgery in the past. We’re looking forward
to advancing this study and analyzing
the results.”
Blake Michaels, President & CEO
VisionCare, Inc.

Patients and physicians can find more
information about the IMT and related
The telescope implant is not a cure for treatment program by calling Lynn Rinaldi,
End-Stage AMD. As with any medical SupportSightSM Program Manager, at 1-866intervention, potential risks and complications 462-2852 or CentraSight at 1-855-550-1041.
exist with the telescope implant. Possible
side effects include decreased vision or 1Bennion, AE, Shaw, RL, Gibson, JM “What do we
vision impairing corneal swelling. The risks know about the experience of age related macular
degeneration? A systematic review and metaand benefits associated with the telescope synthesis of qualitative research?” Social Science
implant are discussed in the Patient & Medicine. 75 (2012) 976-985.
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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In Memoriam ~ Kenneth C. Briars

Kenneth C. Briars, age 93, passed away peacefully on
November 19, 2016 surrounded by his children Diane
Briars (James Staszewski), Nancy (Mark) Weksler, James
Briars (Sandra Halick), and Joyce (Kelly) Browning. He
was the loving and beloved husband of Marica J. (Geyer)
Briars for 54 wonderful years; proud grandfather of Daniel
and Aaron Weksler; brother of Eugene (Annette) Briars and brother-in-law of
Margot (William) Briars. He was predeceased by brothers Leroy, Alvin and
William.
Ken was born and raised in Chicago, graduating from Lane Technical High
School in 1941. He served proudly as a Navy aviation mechanic in World
War II. He had a long career as a pipefitter, retiring from the Metropolitan
Sanitary District in 1990. A long-time resident of Park Ridge, a Chicago
suburb, Ken was an active member of both the Park Ridge and Maine
Township Senior Centers and the Des Plaines Elks Lodge No. 1526. He was
an avid bowler, a superb ballroom dancing partner for Marcia, and a lifelong
fan of both the Chicago Bears and Chicago Cubs—and was overjoyed when
the Cubs broke the “Billy Goat Curse” and won the 2016 World Series! His
smile and upbeat attitude will be remembered always. He is missed deeply
by his family and many friends.

Ken was diagnosed with macular degeneration in both eyes in 2006,
ultimately losing the sight in his right eye. Due to ongoing treatment, Ken
was able to retain vision in his left eye, and continue to engage in all his
favorite activities. In tribute to Ken, the Briars family requested those wishing
to memorialize him do so with a contribution to the Macula Vision Research
Foundation (MVRF) to further its research into prevention and eventual cure
of macular degeneration and other eye diseases. The Briars family is very
appreciative of the overwhelming number of gifts given in Ken’s memory to MVRF.
in honor or memory of a Loved one
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MVRF is proud to acknowledge those in whose memory or honor we have
received donations of $1,000 or more in our SupportSightNEWSSM.
If you would like to recognize a loved one in our next issue, please contact
Dawn Prall George, executive director, at 1-866-462-2852 or dawn@mvrf.org.

SUDoKU

Macula Vision Research Foundation
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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.

www.mvrf.org
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How giving to MVRF monthly can impact the progress
of research and provide the support to find a cure
without breaking the bank

The Visionaries, is a new and robust monthly giving
program that not only builds a strong MVRF community
of engaged and invested donors, but also creates a reliable
and steady stream of revenue that will allow MVRF to
continue to fuel groundbreaking vision research and
scientific discovery all over the world conducted by the
best and brightest researchers.

The concept of recurring gifts is simple: donors commit to a
donation amount that is paid regularly — most often monthly,
bi-monthly or quarterly. Recurring gifts are safe and reliable.
We make it convenient and easy for donors to participate.
When signing up to be a member of The Visionaries giving
club, you give MVRF permission to automatically charge
your credit card every month for a set amount. To join, call
or email us today at dawn@mvrf.org or 866.462.2852 and
demonstrate your personal commitment with regular,
ongoing gifts so you can give more a little at a time.

JOIN THE CLUB. MAKE AN IMPACT. SAVE SIGHT. WELL DONE.

A hUge thAnK yoU to the mvrf CommUnity

The Spring 2017 Believing is Seeing 20/20 Campaign was a huge
success! 146 donors contributed to the campaign for a total of
$20,626. Our anonymous MVRF Champion Donor dollar for dollar
match brought the total to $41,252. Thanks to the generosity of our
MVRF family this was our most successful campaign to date.
no one DoeS whAt the mACULA viSion reSeArCh foUnDAtion DoeS
Please do not be confused by organizations with similar names. The Macula
Vision Research Foundation (MVRF) devotes 100% of your donation to research.
That guarantee will always be included in our appeals and communications.
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Thank you again for your continued interest and support.

Macula Vision Research Foundation

reCiPe for gooD eye heALth

easy Peasy Sautéed
Spinach with Pine nuts
& golden raisins

ingredients:
• 2 teaspoons extra-virgin olive oil
• 2 tablespoons golden raisins
• 1 tablespoon pine nuts
• 2 cloves garlic, minced
• 1 10-ounce bag fresh spinach
• Grated Parmesan cheese optional

Serves 2

This recipe is filled with four eye healthy
ingredients. Packed with vitamin C,
beta-carotene, lutein and zeaxanthin!
Vitamin C helps maintain connective
tissue found in the cornea. Beta-carotene
protects mucus membranes essential in
the eye. Lutein and zeaxanthin are
antioxidants that protect your eyes from
blue light damage of the retina. These
ingredients combined make spinach the
power food that will protect your eyes
this summer!

Directions:
1. Heat oil in a large nonstick skillet over
medium-high heat.
2. Add raisins, pine nuts and garlic;
cook, stirring, until fragrant, about
30 seconds.
3. Add spinach and cook, stirring, until
just wilted, about 2 minutes.
4. Remove from heat.
5. Stir in vinegar and salt.
6. Serve sprinkled with Parmesan and
pepper.

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

Join the teAm! Check out our social media
macula vision
research foundation
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@mvrfoundation

macula vision research foundation

mvrfoundation

+ macula vision research foundation
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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)

SupportSightSm Program
is generously funded by
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