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FROM OUR CO-FOUNDER

Dear Friends of MVRF,
There’s not a day that goes by that
I’m not talking with someone about
macular degeneration. Because
one American becomes blind
every 11 minutes (the largest
proportion of these due to AMD),
there can never be too many
conversations about this
devastating disease. The more
information we share and the more
awareness we raise, the more
people will understand how
important it is to find a cure.
Thanks to MVRF-funded research, significant advancements have been made
in understanding the causes of age-related macular degeneration (AMD) and
other retinal degenerative diseases. We remain steadfast in our commitment
to fund the best and brightest scientists in the field. With your support, our
researchers are optimistic that treatments and cures for AMD and other retina
diseases will be developed in the not too distant future that will save sight for
millions of people.
Warmest regards,
Karen Lotman
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FROM OUR EXECUTIVE DIRECTOR
Dear MVRF Friends and Supporters,
Recently, a new acquaintance asked me what I do. I paused
longer than usual and replied, “I listen to people’s stories.”
They delight, teach, inspire, and motivate me. They help me
understand. Their stories have power. Their personal stories go
far beyond their life-altering struggles and daily challenges with
losing their precious vision due to age-related macular
degeneration (AMD).
People told me stories as the MVRF Team traversed across the great state of Alabama
in a black van. People living in retirement communities told me stories in sunny Arizona
in a red van with the air conditioning blasting (as you will read about on pages 12 and
13). Stories are all around us. Stories connect us, move us, make us feel alive, and
inspire us.
Every single story includes at least one moment of truth – that “Aha” critical moment
when the story conveys a message. The resounding universal message I hear over
and over again from people is that MVRF must stay on the path to find a cure for AMD
and restore precious sight for the millions of people who need it – our mission is urgent
and our mission is critical. This is the fuel that keeps MVRF and the scientists,
clinicians, funding partners and donors forging ahead together to find new treatments
and a cure for this blinding disease.
Stories are an important way to reach out to other people and emotionally connect
especially about vision loss.
Go ahead, tell your story. Tell everyone your story and then tell ours.

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

@MVRFoundation

Macula Vision Research Foundation

MVRFoundation

+ Macula Vision Research Foundation
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MVRF Research Update
By Robert S. Molday, PhD
Director, Center for Macular Research,
University of British Columbia, Vancouver, BC
Chairman, MVRF International Scientific Advisory Board

Significant advancements have been made
in understanding the underlying causes of
age-related macular degeneration (AMD)
and early onset inherited retinal degenerative diseases. AMD is a leading cause of
vision loss in people over the age of 50
affecting over 50 million people worldwide.
It is caused by the interplay of genetic,
environmental and lifestyle risk factors. An
international effort has led to the identification of the most common genetic variants
that contribute to one’s risk of developing
AMD. These variants have been broadly
associated with ocular inflammation and
oxidative stress that can cause the destruction of retinal pigment epithelial (RPE) cells
in the central (macula) region of the retina
and as a consequence the death of photoreceptor cells and the loss in vision.
A number of studies have focused on
developing RPE cells and photoreceptor
cells from stem cells for retinal transplantation. Although still early in its development,
several clinical trials have been initiated
to determine if transplantation of stem cell
derived RPE cells is safe and can restore
vision or at least slow or prevent further
vision loss in individuals with AMD and
Stargardt disease, an early onset inherited
macular degeneration. Transplantation
of photoreceptors is a more challenging

4

problem, but steady progress is being
made in developing appropriate cells for
transplantation into animal models for
retinal diseases.
In another area of study supported by
MVRF, scientists are using gene therapy to
restore vision in individuals with inherited
retinal degenerative diseases. Earlier
studies have shown that viral-mediated
delivery of the RPE65 gene to individuals
with a severe retinal degenerative disease
known as Lebers Congenital Amaurosis
(LCA) is safe and partially restores vision.
Gene therapy has also been successfully
used to restore vision and sustain photoreceptor cell survival in animal models for a
number of inherited retinal degenerative
diseases. These pioneering studies have
now led to the initiation of new gene
therapy clinical trials for a number of
genetic eye diseases.
In another important area of study,
researchers have developed a technology
known as Crispr/Cas9 that has the power
of editing existing genes. This method
is now widely used to edit genes in cells
grown in culture. As the technology
matures, it has the potential of correcting
defective genes in RPE and photoreceptors of animal models and eventually
humans with known retinal diseases.
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The application of drug-based therapy
is also under intense investigation as
treatment for retinal diseases. Ranibizumab
(trade name Lucentis) and bevacizumab
(trade name Avastin), two related
compounds that blocks the growth of
abnormal blood vessels in the macula,
have been shown to slow vision loss and,
in some cases, improve visual acuity in
individuals with wet AMD. A number of new
drugs are now being developed to further
improve the outcome of individuals with wet
and dry AMD. Pharmaceutical agents are
also being developed that target specific
biochemical pathways associated with
retinal degenerative diseases. Drug therapy
may be particularly useful in combination
with other types of therapy including stem
cell and gene therapy.
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developing new and improved instruments
to image the retina. In one example,
adaptive optics, which has been widely
used in astronomy to correct for optical
distortions, is now being improved to
image individual rod and cone photoreceptors at high resolution. Such instruments
are important for monitoring disease
progression and evaluating the effect of
therapeutic interventions on photoreceptor
cells.

These research projects funded by MVRF
have greatly contributed to our understanding of retinal diseases. Translation of this
knowledge into promising therapeutic
interventions is proceeding at an ever
increasing rate. With continued funding,
there is optimism that treatments and
cures for AMD and other diseases will be
Finally, in another area of MVRF-support- developed in the not too distant future that
ed investigation, research teams are will benefit affected individuals.
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ISTITUTO DI NEUROSCIENZE
Pisa Padova Milano Cagliari

ISTITUTO DI NEUROSCIENZE

Dear Ms. George,

Pisa Padova Milano Cagliari

To.MsDawnPrallGeorge,
ExecutiveDirector
I would like to express my deep appreciation to the Macula Vision Research Foundation for
MaculaVisionResearchFoundation
supporting our research project entitled “Sphingolipid ceramide signaling in retinal degeneration:
OneTowerBridge
in vivo targeting.”
100FrontStreet,Suite300
WestConshohocken,PA19428Ͳ2894
My laboratory at the Neuroscience Institute of the Italian National Research Council, in Pisa,

Italy, is entirely dedicated to the study of mammalian retinal organization and pathological

conditions, with an emphasis on Retinitis Pigmentosa (RP). After many years of research
DearMsGeorge,

dedicated to understanding the regressive processes affecting retinal neurons downstream to
I would like to photoreceptors
express my deep appreciation
the Macula
Vision Research
Foundation
for
degenerating
in RP, weto
became
interested
in developing
experimental
strategies
supporting our research project entitled “Sphingolipid ceramide signaling in retinal degeneration:  in
to slow down the progression of this severe disease, which inevitably leads to blindness (except
vivotargeting”.
for
who
benefit from
a gene
approach).
Indeed,
RP
might be caused by
Mythose
laboratory
at can
the Neuroscience
Institute
of thetherapy
Italian National
Research
Council, in
Pisa,
different mutations in a large variety of genes; hence, mutation‐independent approaches to cure
Italy,isentirelydedicatedtothestudyofmammalianretinalorganizationandpathologicalconditions,
withanemphasisonRetinitisPigmentosa(RP).Aftermanyyearsofresearchdedicatedtounderstand
RP, or to slow it down, are actively searched for.
the regressive processes affecting retinal neurons downstream to degenerating photoreceptors in RP,
The
goal ofinour
team isexperimental
to test a noninvasive
treatment
based
on eye
we became
interested
developing
strategies to slow
down the
progression
ofdrop
this administrations of
nanoparticles
carryingleads
a drug
which inhibits
thethose
biosynthesis
of ceramide,
a powerful messenger
severe
disease, which inevitably
to blindness
except for
who can benefit
from a gene
therapyapproach.Indeed,RPmightbecausedbydifferentmutationsinalargevarietyofgenes;hence,
shown to mediate cell death in a number of cells and organs and implicated in neurological
mutationͲindependentapproachestocureRP,ortoslowitdown,areactivelysearchedfor.
diseases. We will test it on multiple animal models of RP. Our team, which includes scientists
GoalofourteamistotestonmultipleanimalmodelsofRPanoninvasivetreatmentbasedon
from
the University of Pisa, Milan and a biotech, has been working on this treatment now for five
eyedropadministrationsofnanoparticlescarryingadrugwhichinhibitsthebiosynthesisofceramide,a
years,
demonstrating
efficacy
in slowing
down
vision
loss in
mouse
powerful
messenger
shown to mediate
cell death
in a number
of cells
and organs
andone
implicated
in mutant mimicking
autosomal
recessive
nowscientists
wish from
to complete
theofnecessary
steps
to translate the
neurological
diseases.
Our team, RP.
whichWe
includes
the University
Pisa, Milan and
a
biotech,hasbeenworkingonthistreatmentfornow5years,demonstratingefficacyinslowingdown
treatment to patients. The contribution of MVRF is absolutely critical to extend the studies to other
visionmutants,
loss in onesupporting
mouse mutant
mimicking
We now wish
to complete
the
the
notion autosomal
that this recessive
therapyRP.
is indeed
mutation
independent
and interferes
necessarystepstotranslatethetreatmenttopatients:thecontributionofMFRVisabsolutelycriticalto
with a cell death step which is shared by more pathways leading to photoreceptor loss, possibly
extend the studies to other mutants, supporting the notion that this therapy is indeed mutationͲ
acting and
alsointerferes
in macular
independent
with degeneration.
a cell death step which is shared by more pathways leading to
photoreceptorloss,possiblyactingalsoinmaculardegeneration.
I would like to highlight how important is for my laboratory, my team and for myself, a foreign
Iwouldliketohighlighthowimportantisformylaboratory,myteamandformyself,aforeign
investigator,
to receive the financial support provided by MVRF. It is especially appreciated as
investigator, to receive the financial support provided by MVRF, especially appreciated as funding for
funding for science is presently very hard to obtain. I feel honored and increasingly motivated to
scienceispresentlyveryhardtoobtain.Ifeelhonoredandincreasinglymotivatedtobepartofalarge
be part
of a large
share
goalofofeye
accelerating
community
of scientists
whocommunity
share the goalof
ofscientists
acceleratingwho
translation
ofthe
the cure
disease for translation of the
patientsallovertheworld.
cure of eye disease for patients all over the world.

Sincerelyyours,

Sincerely yours,


EnricaStrettoi,PhD
Enrica Strettoi, PhD
SeniorInvestigator,CNRNeuroscienceInstitute
Senior Investigator, CNR Neuroscience
Pisa,ITALY


Pisa, ITALY

6

Institute

Istituto di Neuroscienze del CNR, Sede di Pisa – Area della Ricerca di Pisa – Via Giuseppe Moruzzi, 1 – 56100 PISA (ITALY)
P. IVA 02118311006 enrica.strettoi@in.cnr.it – Tel.: +39 050 3153213 Fax +39 050 3153212
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Thanks to you, we exceeded our goal -Our Believing is Seeing 20/20 Campaign was a huge
success!

When we launched this campaign last year
in recognition of AMD and Low Vision
Awareness Month, people all across the
country rallied together. Their donations,
along with the match, totaled more than
$20,000 in 28 days!
Because of generous donors like you, this
year we raised even more money for
cutting-edge research to find a cure for
macular degeneration. 178 donors
contributed to our Believing is Seeing
20/20 Campaign during the month of
February totaling $15,592. The funds were

matched by an MVRF Champion Donor,
doubling the impact of every gift for a grand
total of $31,184! As always, every dollar
raised goes directly to fund the research.
As we go to print, in honor of Healthy
Vision Month in May, the second phase of
the Believing is Seeing 20/20 Campaign is
about to be launched. Our goal is to raise
a grand total of $40,000 during our 2016
Believing is Seeing 20/20 Campaign,
including the dollar for dollar match. The
more money we can raise together, the
more research we will fund to find a cure.

Thank you to everyone who supported the campaign - you are not just
contributing to the potential for a cure that will restore the gift of sight to
millions - you are helping to make it happen!
Here’s to you!
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Blink, Blink and Open Wide:

The Role of Retinal Imaging in Treating Eye Disease
Joseph Carroll, PhD
Richard O. Schultz, MD / Ruth Works Professor in Ophthalmology
Co-Director, Advanced Ocular Imaging Program
Department of Ophthalmology & Visual Sciences
Medical College of Wisconsin
Berenice Abbott, an American photographer, once said, “Photography helps people
to see.” This couldn't be any truer than in
Ophthalmology. As those of you who have
been to the eye doctor know, an average
visit often involves sitting in front of numerous machines with flashing lights snapping
photos of the inside of your eye. While these
photos help the doctor get a glimpse at what
is going on inside of your eye, recent advances in retinal imaging may actually help you
see better.
The human retina is a uniquely accessible
tissue. In fact, conventional fundus (the part
of the eyeball opposite the pupil) imaging
has been around since the late 19th century
and remains a gold-standard approach to
the detection and diagnosis of retinal disease. However, due to imperfections in the
front of our eyes, these images are limited
in their resolution. And, if the time changes
are visible in these photos, significant
damage has already occurred. Thus, the
sensitivity of these images to detect disease
at an early stage or to track changes over
time (perhaps in response to a treatment),
is limited.
Adaptive optics is a technique originally
developed to help astronomers to see more
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clearly into space. In the mid-1990’s, it was
adaptive to the field of retinal imaging. By
correcting for the eye’s optical imperfection,
adaptive optics-equipped cameras allow for
visualization of the retina with single-cell
resolution. Therefore, long before defects
can be seen in a fundus photograph, adaptive optics can be used to resolve the earliest
stages of disease. One area where these
images show particular promise is gene
therapy for cone-based diseases (such as
congenital achromatopsia). As gene therapy aims to deliver a functional gene to the
cone photoreceptor cells in the retina, it is
of course critical that the retina contain sufficient numbers of these cells to target. In
achromatopsia, adaptive optics imaging
has shown that while patients have pretty
much the same visual deficit, they can have
dramatically different numbers of remnant
cones. Thus, the “therapeutic potential” is
variable, and it may soon be possible to
determine exactly which patients stand to
benefit the most from gene therapy.
While adaptive optics imaging is restricted
to the research environment, another
technique (optical coherence tomography,
OCT) has revolutionized clinical imaging.
OCT is like ultrasound, except it uses light
to provide depth information about the
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tissue of interest. OCT has applications in
dentistry, dermatology, and even gastroenterology – but it is the eye where it has
had the biggest impact. In contrast to the
two-dimensional fundus image, OCT
enables clear visualization of the various
layers of the retina through a three-dimensional volumetric view of the retina.
Functionally, it’s like using a low-powered
microscope, but without having to take
the retina out of the eye! This allows
doctors to see things such as fluid and to
determine exactly which layer of the
retina is affected – this is especially
important in diseases like diabetic
retinopathy. In addition, it is possible to
carefully monitor the thickness of specific
retinal layers – for example the ganglion
cell layer, which is important in diseases
like glaucoma. These features can assist
with diagnosis as well as monitoring
disease progression or even response to
treatment.
Perhaps the most exciting advancement
is in the area of imaging the retinal blood
vessels. The previous method required
the injection of a fluorescent dye (which
is not without side effects) that makes
your vessels “glow” when imaged with a
special kind of fundus camera. Recently,
a modification in the way in which OCT
images are processed allows the retinal
vasculature to be imaged completely
non-invasively. It works by taking
multiple OCT scans at a single retinal
location over a short period of time, and
then analyzing the scans to see what
has changed. In theory, the only thing
changing in this time frame is blood flow
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within the vessels – thus this technique
highlights the vasculature without the
need of the fluorescent dye. Additional
scan sets are acquired at different retinal
locations, analyzed, and then integrated
to provide a three-dimensional view of
the entire retinal vasculature. This may
be useful in detecting early vascular
changes in diseases like age-related
macular degeneration (AMD) or diabetic
retinopathy. In addition, in patients
receiving VEGF injections for AMD,
this kind of imaging may be useful in
monitoring the therapeutic response
to help determine the frequency of
injections or if a different drug is needed
altogether.
Investment and development in research
areas like engineering, computer science,
and image analysis and processing has
yielded important advances in ophthalmology. When paired with advances
in therapeutics (gene therapy, stem
cells, retinal prosthetics, pharmaceutical
therapy), retinal imaging is a powerful tool
in our efforts to eradicate blindness. The
utility of imaging for guiding therapies is
exciting, however, more work remains
to be done and requires validation of the
newer imaging tools, development of
automated analysis tools, and patients
willing to participate in clinical trials
involving new imaging tools.
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Statins and AMD: Recent Research

Do Statins Impact Age-Related Macular Degeneration (AMD)?
Statins (cholesterol-lowering medications)
have been hypothesized to be potentially
protective in AMD as they reduce LDL
(low-density lipoprotein) and have anti-inflammatory properties. A recent phase
I/II clinical trial conducted by researchers
at Massachusetts Eye and Ear/Harvard
Medical School and the University of
Crete found evidence that treatment
with high-dose atorvastatin (the generic
name of the statin Lipitor) is associated
with regression of lipid deposits and
improvement in visual acuity.1 However,
this study only collected results from a
sample size of 23 patients which is unfortunately too small of a sample size to
draw valid clinical conclusions. Also, the
findings reference a “subset" of patients
which could be problematic since typically
if enough subsets are made, generally
something can be found.
Looking at the bigger picture, larger studies
have conflicting results. The AREDS
Study 2 Report Number 9 did not show
a protective effect from statins. Of the
3,791 participants, approximately half were
statin users, and there was no evidence of
benefit from statins in terms of AMD stage.2
A Cochrane review also reported lack of

conclusive evidence that statins may slow
progression of AMD.3 However, another meta-analysis suggested a protective effect for
early AMD and neovascular AMD but not
for geographic atrophy.4
The study conducted by researchers at
Massachusetts Eye and Ear/Harvard
Medical School and the University of Crete
did use a higher dose of statins, but a
larger randomized trial is needed to draw
definitive conclusions. With the current
evidence available, many physicians
believe it is premature to start prescribing
statins for AMD treatment. Experts tell
us that more data is needed, however,
focusing on a low cholesterol healthy diet
is always a good idea!
Although significant conclusive findings
have not been made from this study, the
results are encouraging and represent
how critical it is to continue research into
novel treatments. These types of studies
continue to expand our knowledge and
understanding of how existing drugs and
treatments may lead to new discoveries
which will benefit the millions of people
currently suffering with macular degeneration.

References
1. Vavvas, et al. Regression of some high-risk features of age-related macular degeneration (AMD) in patients receiving intensive statin
treatment. Published online February 09, 2016 http://dx.doi.org/10.1016/j.ebiom.2016.01.033 2. Al-Holou SN, et al. The association of
statin use with age-related macular degeneration progression: the age-related eye disease study 2 report number 9. Ophthalmology 2015
Oct 1. pii: S0161-6420(15)00884. 3. Gehlbach P, Li T, Hatef E. Statins for age-related macular degeneration. Cochrane Database Syst
Rev. 2012 Mar 14;3:CD006927. doi: 10.1002/14651858.CD006927.pub3. Review. Update in: Cochrane Database Syst Rev.
2015;2:CD006927. PubMed PMID: 22419318; PubMed Central PMCID: PMC3804324. 4. Le Ma, et al. The association between statin
use and risk of age-related macular degeneration. Scientific Reports 5, Article number: 18280 (2015) doi:10.1038/srep18280
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MVRF is Keeping an Eye on Clinical Trials
This is a very exciting time in medical
research! Researchers all over the
world are hot on the trail of discoveries
that we hope will lead to new
treatments and ultimately a cure for
age-related macular degeneration
(AMD).
Clinical trials are at the heart of moving
this critical AMD research forward.
There are promising investigational therapies and strategies currently available that
need to be tested in clinical trials to offer hope to patients. For example, one study
underway is focused on an oral treatment for AMD.
As part of MVRF’s SupportSight℠ Program, our signature patient outreach and
education program, we provide resources to help you learn more and connect directly
with clinical trials.

We believe the fastest way to a cure is to get everyone involved.

You may ask yourself, “What are the benefits of participating in a clinical trial?”
A few potential benefits for you to consider include:
•
•
•
•

Potential access to the latest investigational treatments
Opportunity to receive additional care and attention from clinical trial staff
Assisting in the drug approval process
Helping yourself and others
Want to get involved?
Let us help you. There may be a clinical trial near you!
Please call us at 1-866-4MACULA or email Lynn Rinaldi, SupportSightSM
program manager, at Lynn@mvrf.org to learn more.

Participation in ALL clinical trials is voluntary. Most clinical trials are sponsored by the federallyfunded National Institutes of Health (NIH) or pharmaceutical and biotechnology companies.
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SupportSight℠ Program

Linking patients, caregivers and families affected by diseases of the retina with
the most up-to-date information and knowledge

March 2016: Alabama
March 7th through March 10th, we held SupportSight℠ seminars in Huntsville,
Birmingham, Montgomery, and Mobile in partnership with our friends at The EyeSight
Foundation of Alabama, the International Retinal Research Foundation, and the
Alabama Vision Coalition. Thank you to everyone who participated!

Program Included:

• MVRF Executive Director: Dawn Prall
George
• The University of Alabama at Birmingham:
• MVRF-Funded Scientist and Eminent
Retina Scholar: Christine Curcio, PhD,
FARVO
• Retina Specialist: David Neely, MD
• Professor and Vice Chair for Research
Administration in the Department of
Ophthalmology: Cynthia Owsley, PhD,
MSPH
• Optometrist: Dawn DeCarlo, OD, MS,
MSPH
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• Director, Psychological &
Neuropsychology Clinical Research
Services: Laura Dreer, PhD
• Low Vision Specialist: Robin Deacy,
OTR/L, SCLV
• Alabama Eye Bank Chief Technical
Officer: Kyle Mavin
• International Inspirational Speaker: Charlie
Collins, CPSC, Optelec, US
• Community Services for Vision
Rehabilitation Medical Director: Joe
Fontenot, MD, CLVT
• Retina Specialist: H. Christopher Semple,
MD, Premier Medical Group
• Mons International Low Vision Technology

Macula Vision Research Foundation
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April 2016: Arizona
We then headed to sunny Arizona April 18th through 20th for more successful
SupportSightSM seminars in Tucson and Sun City. Thank you to everyone who
attended and a special thank you to Villa Hermosa, The Colonnade, and Royal Oaks
Retirement Community for hosting us!

Program Included:
• MVRF Executive Director: Dawn Prall
George
• Retina Specialist: Shabari Seetharam,
MD, Arizona Retina and Vitreous
Consultants
• Richard R. Ober, MD, Clinical Professor,
Department of Ophthalmology, University
of Arizona
• Lynne P. Noon, OD, FAAO, Diplomate in
Low Vision Rehabilitation, ViewFinder

• International Inspirational Speaker:
Charlie Collins, CPSC
• Optelec US Low Vision Technology and
Products
Don’t miss out on the info! Videos of
our SupportSight℠ seminars are
available on our YouTube channel:
youtube.com/user/MVRFoundation
and our website www.mvrf.org.

If you or someone you know has macular degeneration,
we hope to see you at one of our upcoming seminars:

Mid-Atlantic Region, Summer 2016

Seminars are open to the public and are FREE of charge.
The SupportSight℠ Program is provided through the generosity of our sponsors:
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There is Life After Vision Loss
By Joe Fontenot, MD, CLVT, Medical Director,
Community Services for Vision Rehabilitation (CSVR)

In 1988, I was a busy
cardiologist in Mobile,
Alabama, doing procedures such as heart
catheterizations, stress
tests, interpreting echocardiograms and electrocardiograms. At age
50, I was in a stable and
successful practice. In my spare time, I
played tennis, fished, hunted and was an
avid windsurfer. As far as I knew I was in
excellent health. I had a happy marriage
and four children. My daily concerns were
mostly maintaining the pace of such a busy
life.
Then one day while looking out over the
sea, I noticed that the horizon seemed to
have distortion in the center, with a small
table rising up out of the sea. Other things
seemed twisted or bent as well. The quality
of movies seemed to have deteriorated,
with loss of focus and clarity.
Despite noticing these changes, I went
several months before seeing my eye
doctor. When I finally did, he said there was
a problem and referred me to a retina specialist. After many tests, I was told that I
was legally blind in one eye. I did not expect
to hear this and later discovered that it is
not uncommon for people to go totally blind
in one eye without being aware of any
change in their vision. My retina specialist
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then referred me to the Wilmer Eye Institute
at Johns Hopkins in Maryland.
I met Dr. Stuart Fine, head of the retina
department at Wilmer at the time. He told
me I had angoid streaking and retinal
bleeding. He diagnosed the underlying
problem as pseudoexanthoma elasticum
(PXE), a recessive genetic problem,
without any treatment options. He advised
me to consider a different occupation and
recommended that I talk with someone who
had the same problem. “I’ll have my secretary give you the phone number of a guy
named Spike,” he said. “Give him a call.”
Spike turned out to be Francis Carlsen,
PhD, a Professor of Biophysics at Johns
Hopkins, who also had PXE. Spike was a
great help to me. We had several long
phone conversations. He advised me to
join low vision support groups, attend low
vision clinics, obtain electronic magnifiers,
CCTVs and other aids.
I followed Spike’s recommendations and
went to several low vision clinics, attended
national meetings and joined organizations
that support individuals with low vision.
While I was still able to read, I searched the
medical literature for articles about how to
cope with vision loss.
With what I learned and the aids I obtained,
along with the support of my partners,
family and friends, I was able to continue

Macula Vision Research Foundation
practicing cardiology on a limited, but full
time basis, for another 15 years. I had to
stop some of my recreational activities
such as tennis and hunting, but found that
I could still enjoy others like windsurfing
and fishing. I substituted Talking Books for
recreational reading.
Out of necessity, I became more interested
in low vision rehabilitation and attended a
course at the Lighthouse in New York and
became a Certified Low Vision Therapist
(CLVT).
In 2006, with the help of several occupational therapists, I opened Community
Services for Vision Rehabilitation (CSVR),
a non-profit community-based organization dedicated to helping those with low
vision and blindness. Our mission is to
provide accessible, modern, comprehensive, compassionate and multidisciplinary
care to those with vision loss or blindness.
Over the years, the practice has expanded
and we now have an optometrist, Dr. Cheri
Glause working with us as well as multiple
locations in Alabama and Mississippi.
What have I learned through this
experience over more than 25 years?
• There is still life after vision loss
• While you might have to cut back on
some things, you can emphasize others
• Much help is available to you, you just
need to look for it
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What advice, as both a practicing
clinician and a person with vision loss,
would I give to those who are
developing vision loss?

• See an eye doctor immediately if you
develop changes in vision

• Seek out and attend a low vision

rehabilitation clinic, even if it means
traveling a bit

• Find an individual or support group with
problems similar to your own

• Learn about all the resources and

training available to help you do the
things you need or want to do

Although losing all or part of your vision is
not ideal, it does teach you to appreciate
the other gifts and capabilities you have. It
teaches you the importance of planning
and patience. You will also meet people
you would not have otherwise met. It never
ceases to amaze me how kind and willing
to help people are when they find out I
don’t see well. There is much help, knowledge, technology and assistance out
there. Seek and you shall find!
Joe Fontenot, MD, CLVT
Medical Director,
Community Services for Vision
Rehabilitation (CSVR)
600 Bel Air Blvd, Suite 110
Mobile, AL 36606
Phone: 251-476-4744
E-Mail: visionrehab@bellsouth.net
www.csvrlowvison.org
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11 Tips to Help Maintain Independence
Despite Visual Impairment

by Lynne P. Noon, OD, FAAO, Diplomate in Low Vision Rehabilitation
ViewFinder, Phoenix, AZ

1. Make what you want to see larger –
there are 3 types of magnification

• Relative distance magnification –

object is brought closer to the eye (i.e.
sit closer to the television)
• Relative size magnification – object is
made larger (i.e. large print books,
large print checks, large print
keyboard)
• Angular magnification – object is not
changed in position or size, but an
optical system is placed between the
object and the eye making the object
appear larger (i.e. hand magnifier,
telescope, electronic magnification)

2. Increase task illumination

• Use gooseneck lamps, flashlights and
illuminated magnifiers
• Use task lamps and daylight bulbs
• Bring lighting within one foot of print
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3. Decrease glare – glare can further
reduce vision and cause eye fatigue
• Decrease glare from lighting, windows
and the sun
• Using amber or yellow tints 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 (i.e.
a white coffee mug offers more contrast
to the dark coffee)

• Do not use heavily decorated plates

as food becomes difficult to identify
• Do not use clear glasses or dishes as
they become invisible

Macula Vision Research Foundation
5. Make sure you are using the
correct magnification product and
product power for the task – not all
magnifiers are the same

• Using the wrong power magnifier will
result in failure
• Have your eye doctor prescribe the
correct magnifier, eyeglasses or
telescope for reading or for a
specific task

Spring/Summer 2016
8. Learn to use your eyes more
efficiently – learn to use a more
peripheral part of the retina to see
more clearly. This is called “preferred
retinal locus.”
9. Substitute ears for eyes

• Get books and magazines on tape

for free from the Talking Book library
• Use talking watches, clocks,
calcultors, scales, glucometers and
computer software
10. Be your own advocate

• Tell friends you are visually impaired

6. Learn to use your magnification
products correctly – this takes
practice and patience!
7. Low vision glasses or products are
often task specific – you may need
more than one low vision aid to
accomplish all tasks

and ask that they introduce
themselves
• Ask for large print menus
• Get large print checks from your
bank
• Become familiar with community
resources such as support groups,
transportation services and aging
services

11. Do not become dependent on
others – learn to use low vision aids
and learn to do things differently in
order to become more independent

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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CONFRONTING VISION LOSS WITH COLLECTIVE ACTION

MVRF Co-sponsors a Convening of Vision Research Funders in Washington DC
Entitled: Vision Research Funding Partnership III: Bigger Strides, Better Outcomes

Vision research funders, like MVRF, are
facing an urgent challenge. The growing
aging population means huge increases
in the prevalence of age-related macular
degeneration (AMD). MVRF and other
vision research funders (there are not
many of us around!) have a collective
commitment to deliver on the promise
of sight-saving breakthroughs that will
ultimately result in preventing blindness
and restore sight to millions of Americans.
On April 5, 2016, MVRF was honored
to co-sponsor a convening of this group
involving 25 private and public organizations. The mission of this group is to explore
ways in which we might combine resources,

MVRF Executive Director, Dawn
Prall George, comments to the group
about retina research priorities
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experience and information. Our Executive
Director, Dawn Prall George, served as a
moderator and presenter for a session on
participant collaboration.
The meeting format was interactive
and covered topics concerning funding
partnerships and ongoing challenges
with insufficient federal funding for eye
research, accelerating innovation and an
update from Dr. Paul Sieving, director of
the National Eye Institute. As a leader in
the field, MVRF is dedicated to blazing
new trails and building effective collaborations with our peers that will accelerate
solutions for vision loss.

National Eye Institute Director, Paul
Sieving, MD, PhD, presents an
update on the NEI’s Bold Audacious
Goals

Macula Vision Research Foundation
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Front row, left to right: Aaron Lee, MD, University of Washington School of Medicine; Alan Morse, JD,
PhD, Lighthouse Guild; Malvina Eydelman, MD, FDA; Stephanie Lederman, American Federation for Aging;
Susan Olivo, Reader's Digest Partners for Sight Foundation; Elaine Richman, PhD, Richman Associates, LLC;
Tom Brunner, Glaucoma Research Foundation; Brian F. Hofland, PhD, Research to Prevent Blindness; Paul
Sieving, MD, PhD, National Eye Institute; (starting behind Dr. Sieving) Steve Becker, PhD, National Eye
Institute; Mark Petrash, PhD, ARVO Foundation; Torrey DeKeyser and Shirley Hamilton, Eyesight Foundation
of Alabama; Jinan Saadine, MD, MPH, Centers for Disease Control and Prevention; Kathleen Rydar, That Man
May See, Inc.
Back row, left to right: Anne Hultgren, PhD, Arnold and Mabel Beckman Foundation; Phillip Albano,
Lions Clubs International; Iris Rush, ARVO; Michael Crair, PhD, E. Matilda Ziegler Foundation for the Blind;
James Jorkasky, National Alliance for Eye and Vision Research; Guy Eakin, PhD, BrightFocus Foundation;
Brian Mansfield, PhD, Foundation Fighting Blindness; William L. Rich, III, MD, FACS, American Academy of
Ophthalmology; Bill Howell, Medical Technology Enterprise Consortium (MTEC); Jeff Todd, Prevent Blindness;
Frank Martin, PhD, JDRF; Matthew Levine, Research to Prevent Blindness; David Wilson, MD, Heed
Ophthalmic Foundation; Dawn Prall George, Macula Vision Research Foundation
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.
Thank you again for your continued interest and support.
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Tribute Giving:

A Thoughtful and Meaningful Way to Show How Much You Care
Because macular degeneration is genetic and affects so many individuals and families
around the world, we get numerous inquiries about making MVRF the beneficiary of
memorial or honorary gifts.
“My father, a life-long Pennsylvania resident and macular degeneration
patient for many years, recently passed away. Dad was a very practical and
frugal, hard-working man, and was not impressed with bouquets of flowers
that wither and die in a few days. So to honor his memory we asked family
and friends to do something more lasting and meaningful, and proposed
donations to MVRF in lieu of flowers for his funeral.”
-MVRF Donor
Tribute gifts are 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. Here is some helpful information:

• Although not necessary, please consider

notifying us so that we may inform you of all
donations we recieve
• Include verbiage such as “In lieu of flowers or
gifts, the family requests donations be made
to The Macula Vision Research Foundation,
100 Front St, Suite 300, W. Conshohocken,
PA 19428. www.mvrf.org

•

We will also send you giving envelopes to
make it easier for people to mail in donations as requested
• Gifts made to MVRF are 100% tax deductible and 100% of every donation
goes directly to the research
Tribute gifts have a significant impact on our fundraising every year and we are grateful
to families who select us as the charity of choice.
MVRF is proud to acknowledge those in whose memory or honor we have
received donations of $1,000 or more in our SupportSightNEWSSM. To do a
tribute page, please contact: Nikki Grossman, director of development, at
Nikki@mvrf.org or 1-866-462-2852.
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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.

7

8
9
1
3 9 5
1 4
6
9 8 3 2

2
7
9 5

7 1
2
6
2
8 4 1 9
2
6 5
3 7 1
7
8
3

WWW.MVRF.ORG

© 2013 KrazyDad.com
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In Memoriam: Walter and Tomasina Fontanella

Walter Fontanella, 83, and the love of his
life, Tomasina Fontanella, 85, died ten days
apart after a happy 58-year marriage. The
couple lived in Havertown, PA for many
years.
Walter had long been ill with cancer when
he passed away January 16, 2016 at Vitas
Hospice at Jefferson Methodist Hospital.
Tomasina died unexpectedly in her sleep on
January 6, 2016 at her home in Haverford,
Pennsylvania.
A piping designer, Walter designed nuclear
power plants for 20 years. He worked for
the DuPont Co., started his own business,
and finally designed high-rise buildings for
A.T. Chadwick Co. in Bensalem, PA before
retiring in 2007. Walter played classical
guitar and was an accomplished singer
of Italian songs, a political activist, and a
lover of fine food. He was always eager to
help his family and friends. An optimist,
he believed anything was possible. His
Old World charm was contagious, and
his gentle nature, sparkling green eyes,
and engaging smile immediately put new
acquaintances at ease.
Tomasina, known as "Tommy" to family
and friends, was born in Philadelphia, PA.
After raising two children, she returned to
school and earned a bachelor's degree at
the University of Pennsylvania.
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An accomplished artist, she studied at the
Barnes Foundation and under the master
watercolorist Domenic DiStefano. She was
a signature member of the Philadelphia
Water Color Society and the American
Watercolor Society in New York. Tommy
was passionate about her art, and her
paintings reflected her vibrant, colorful
personality. Although petite in stature,
she had a larger-than-life personality and
loved to tell funny stories about her many
adventures. She was an avid reader, loved
to learn, and greatly appreciated the arts
and music.

Tommy was diagnosed with macular
degeneration in her early fifties. She had
the dry (atrophic) type and later in her
eighties developed the wet (neovascular)
type. There is a strong family history of
macular degeneration in her family- her
mother and two sisters were also afflicted
with the disease. Although the disease left
her quite impaired, particularly in her later
years, she was very active and continued
to paint throughout her seventies. She was
an inspiration and hero to all who knew
her.
Tommy & Walter’s family felt that donations
to MVRF would be the best way to honor
their mother and father’s memory and help
find a cure for future generations.
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RECIPE FOR GOOD EYE HEALTH
Turkey and Mango Orange Pepper Boats
Makes 2 lunch-sized servings

Ingredients:
• 1 boneless, skinless turkey breast or 2
boneless, skinless chicken breasts, cut
into bite sized pieces (170g or 6 oz)
• 1 tbsp canola oil or olive oil
• 1 cup shelled edamame or frozen peas,
thawed
• 2 green onions, chopped
• 1 mango, peeled and sliced
• ¼ cup chopped cashews
• ¼ cup fresh parsley, chopped
• 4 orange peppers, seeds removed, cut
in quarters
• Salt & pepper

Dressing:
• 3 tbsp canola oil
• 1 tbsp rice vinegar
• 1 tsp low sodium soy sauce
• 1 tsp lime juice
• Dash hot sauce
• Dash sesame oil
• Pepper to taste

Directions:
1. Heat oil in a sauté pan. Cook turkey or chicken breast on med-high heat until
cooked through. Season with salt and pepper. Remove from heat.
2. Bring frozen, shelled edamame to a boil. Remove from heat as soon as edamame
floats to the top of the water. Drain and Cool.
3. Mix edamame, green onion, mango, cashews and parsley in a bowl. Add cooked
turkey and mix ingredients together (this mixture can be made the day before and
stored in the refrigerator).
4. Mix all dressing ingredients together in a small bowl or jar. Add to the turkey
mixture.
5. Spoon into pepper halves and top with chopped cashews.
Tip: Enjoy cold or at room temperature.

Enjoy! Thanks to www.eyefoods.com for this eye healthy recipe.
MVRF welcomes your submission to SupportSightNews℠. 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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AN EFFORT TO BE ECONOMICAL
& ENVIRONMENTALLY FRIENDLY
Answers for Sudoku puzzle from p. 21

2
6
5
1

8

7

3

9

1

4

9

8

4 6
3 2 5
8 7 3
9 5 2
4 6 1
7

3 1 5 4 6
5 4 2 8 7 1
8 7 6 9 2 3
3 2 7 4 6 5
1 9 5 3 8 2
6 8 4 1 9 7
2 1 9 6 5 4
4 6 3 7 1 8
7 5 8 2 3 9
9

We are happy to be able to provide this
newsletter FREE of charge thanks to
our generous sponsors. If you do not
wish to receive further issues, we kindly
ask that you please contact our office
with your name, address, and phone
number so that we may remove you
from our list or please pass it along to
someone who needs it!
SupportSightSM program generously funded by

