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Johns Hopkins at Green Spring Station is located at
the Baltimore Beltway and the Jones Falls
Expressway interchange.  Take exit 23 B off the
Baltimore Beltway and go north on Falls Road to
Green Spring Station at the intersection of Falls and
Joppa Roads.  From the City, drive north on the Jones
Falls Exp. (I-83N) to the Beltway (I-695) until the
Jones Falls Exp. becomes Falls Road (25). Go ½
mile on Falls and turn right at the 2nd traffic light
(Station Drive).  Continue to the 4- way stop sign.
The Johns Hopkins Pavilions I & II will be directly in
front of you.  Parking is  free and handicapped
parking is on the East side of Pavilion I and the South
and East sides of Pavilion II.  For those using public
transportation, the MTA’s M10 bus stops on the
campus of Green Spring Station.

Directions to the Wilmer Macular Degeneration
Support Group Meetings

Address service requested
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Look for our next issue in February 2005

No Doubt

“Never doubt that a small group of thoughtful
committed citizens can change the world; indeed it’s the
only thing that ever has.”  --Margaret Mead

A small group of thoughtful committed citizens...hmm?
Sounds like a partial description of study participants to me.
What’s left out? Let’s insert giving, brave, altruistic and
intrepid. These are the people who participate in studies
and clinical trials and over the course of my nursing career it
has been my honor and pleasure to know and care for many
of these selfless souls.

“. . . most patients when questioned,
will say that they are participating

to help others.”

When studies are designed, very often people are
included who are healthy; that is,  they are free of the
disease or condition being studied. Others may be in varying
stages of the disease. Some patients may be assigned to a
placebo, others to the  medication or therapeutic approach
being studied. Participants may be asked to sign up for a period
of time that may stretch from a few weeks to a decade or more.
Some studies may require annual visits while others  may call
for weekly visits. Participants keep logs, they fast, they have
blood drawn, they swallow horse pills, they put up with retinal
photography and they deal with city traffic and  parking issues
that defy description. And yet they keep coming. Did I say they
were gutsy? I should have.

Continued on page 2 . . .



September 29, 2004 “Risk factors for AMD: Can you change your chances?”
Wednesday Howard Ying, M.D.

Assistance Professor of Ophthalmology
The Johns Hopkins School of Medicine
Roundtable discussion with Wilmer Nurses

November 9, 2004 “Cataracts and AMD: Issues and concerns”
Tuesday Esen Akpek, M.D.

Assistance Professor of Ophthalmology
The Johns Hopkins School of Medicine
Roundtable discussion with Wilmer Nurses

December 6, 2004 “The latest in video magnification devices”
Monday Scott Holden

Electronic Magnification Rehabilitation Counselor
The Lions Vision Research and Rehabilitation Center at the
Johns Hopkins Wilmer Eye Institute
Roundtable discussion with Wilmer Nurses

AGENDA: 7:00 p.m. –  8:00 p.m. – Guest Speaker
8:00 p.m. –  9:00 p.m. – Small Group Discussions

LOCATION: Johns Hopkins at Green Spring Station
10753 Falls Road, Pavilion II, Room 125 A
Enter through the main doors, take the first left through
the coffee shop to the conference room. It is wheel

chair accessible.

DIRECTIONS:  I-695 to Exit 23B North, continue on Falls Road to
Green Spring Station at the intersection Falls and
Joppa Roads.  (see map on back cover of this issue)

FREE PARKING

Please call 410-614-6208 to reserve a seat and hear announcements.

THE WILMER MACULAR DEGENERATION CENTER
Support Group Meeting Schedule
Fall 2004
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No Doubt . . . continued from page 1

 Although these study participants may
benefit from the regular medical care and
consistent follow up that they receive, most
patients when questioned, will say that they
are participating to help others.  Everyday
we see patients  faithfully coming into the
clinic for their study visits, sometimes
traveling hundreds of miles. Some arrive in
wheelchairs, occasionally on stretchers.
Family members take vacation days to bring
them in.  When study patients die, family
members inform us and would like to know
if there are any study requirement left
unfulfilled. We grieve together.

There have been many awesome
advances in medicine. There are geniuses in
laboratories, operating rooms and examining
rooms who everyday enable people to live
longer and enjoy a better quality of life than
ever before.  But you don’t have to be a
genius to help make medical history and
prevent blindness in people who are yet
unborn. That’s what study participants do.
Did I say they are heroes? I should have.
They are.

--Kitty Sackett, R.N., C.N.P.

Do you have macular degeneration?
Do you have a living brother or

sister who also has macular
degeneration?

If your answer is yes to both of
these questions, we are looking for
you!  The Wilmer Macular
Degeneration Center is conducting a
study aimed at increasing our
understanding of the causes of
macular degeneration.  We are
searching for mutations (mistakes) in
genes that contribute to these
conditions.  A small blood sample and
a photograph of the back of the eye
are all that is needed from each
participant.

If you would like to learn more
about the study, please contact the
coordinator of the study:

Betsy Campochiaro, R.N.,
M.S.N., Maumenee 207
600 N. Wolfe Street
Baltimore, MD 21287
Voice: 410-614-6208
E-mail: bcampo@jhmi.edu

Genetic Study of
Macular Degenerations



MACFACTS
Vol 6,  Issue 2

Page 3Page 14

Cooking
It is still possible to make your favorite

dish or prepare your special holiday meal.
How?  A few simple changes in your kitchen
may make a difference:
� Use a Velcro dot to indicate the most

frequently used oven temperature.  The same
can be done for the microwave.
� Discover color-coded measuring spoons,
tactile measuring cups, talking kitchen scales
� Use direct lighting over your cooking area
� Use high color contrast items for preparing
your dish, such as dark cutting board with light
colored foods (i.e. onions), dark utensils with
light colored counter tops.
� Store kitchen items consistently in the
same place so you can find them the next
time.
� Write your recipes in large bold print.
� Use large print cook books
� When in a rush, buy from a good bakery,
but don’t tell!

Gift giving
How to please everyone and still keep

your sanity?  Use the computer and/or
telephone as much as possible.

� Order on the computer and let the
company deliver!
� Adopt your grandchild or the neighborhood
kid to be your elf on the computer.
� Give gift cards from shopping malls or
credit card companies.  Teenagers love this!

Continued on page 4 . . .
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The Holidays Are Coming!

Yes--get ready-- we have Rosh
Hashanah, Yom Kippur, Halloween,
Thanksgiving, Ramadan, Hanukkah,
Christmas and of course the ever present
birthday party!  Often times, normally sighted
individuals are overcome with feelings of
anxiety and stress in anticipation of the
holiday season.  Add the burden of low vision
and one may just need some help and
advice.  This laundry list of suggestions may
help you do things a bit differently, but the
single most important way to make it through
this holiday season is to see and appreciate
all the people in your life that will help you in a
minute, if . . .  you just ask!

Socializing
Holidays are times for enjoying friends

and family.  You’ll have more fun if you:

� Smile, relax and enjoy your company!
� Be positive, outgoing and use humor to
lighten awkward moments.
� Introduce yourself to others; tell people
you have macular degeneration and this
condition makes it difficult to distinguish
faces.  Educate your family and friends about
AMD so they do not feel uncomfortable with
you.  Don’t let them misinterpret your actions!
� Interact with children by playing with large
numbered cards and other games suited to
low vision.  Children will be proud to read to
you, or to describe pictures in the family
photo album.  You may be surprised to hear
the family story from a different perspective.

Tape Review

Macular Degeneration:
The Inside Story
Dan Roberts, Director 2001, MD Support

So often, when a patient receives the
diagnosis of macular degeneration he is
stunned.  Information will be given,
treatment may be recommended as
indicated and reassurance will undoubtedly
be offered. Regardless of the best efforts  of
the ophthalmologist the patient may  leave
the office with unanswered questions,
questions that haven’t yet occurred to the
patient or that he was afraid to ask. He may
wonder  “ Will I go blind?” or “Should I sell
my house?” or “Can I overuse my eyes and
wear them out?” He then goes home to his
family and friends who immediately have
questions of their own. He may search
through the brochures and pamphlets that
he picked up in the waiting room and may
begin to search the internet. But there is
another alternative.

Recently I reviewed a videotape about
age-related macular degeneration (AMD)

which could prove to be very useful to the
newly diagnosed patient with AMD. In this
very warm and friendly production the
viewer is introduced to three patients who
have macular degeneration and have
suffered varying degrees of visual loss.
The different stages of AMD are explained
and the types of visual loss are
demonstrated. Current treatment strategies
are briefly explained. The members of the
group are shown enjoying coffee together
and supporting each other.  The message
is clear--macular degeneration is a serious
problem but life can and does  go on.

This is the type of patient teaching
aide that is both informative and
reassuring. I would recommend this tape
for inclusion in an ophthalmologist’s office
lending library. Patients could borrow the
tape, review it several times with family
members and friends and thereby be better
prepared with any questions when they
next see their eye doctor.  This tool is a
very effective physician extender in our
busy world.

--Kitty Scakett, R.N., C.N. P.
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� Gift certificates from movie theatres,
restaurants
� Use gift bags instead of wrapping.
� Tell your family history into a tape recorder;
and have it be your gift for posterity.
� Don’t forget to make your wish list known
to your loved ones. Some items to include
may be: low vision software for your
computer; magnifying mirrors; talking
watches; scales; thermometers, etc.; large
numbered telephones and TV remotes;
pocket size tape recorders; or favorite music
CDs.

Decorating
Keep safety in mind while sprucing up

your home for the holidays.  Follow these
precautions to ensure a healthy holiday
season:

� Avoid low lights, including candles.  They
may provide an attractive ambiance but they
may predispose to accidents.
� Avoid excess clutter; streamline your
collection of holiday ornaments, Remember,
quality not quantity.
� Find clearly visible locations for special
mementos, away from walkways.
� Use high contrast table settings
� Mark the edge of steps with contrasting
tape
� Decorate with friends and family, make it a
time for sharing fun and memories

Travel
Don’t be afraid to travel!  Prepare

wisely and go with confidence!

� Inform airlines that you have low
vision and may need escorts to airport
gates.
� Lightweight binoculars can be useful
for viewing gate numbers and flight
information.
� Pre-board to give you more time.
� Pack clothes that are of the same
color family for easy matching.
� Identify your luggage with a colorful
band and a large print ID tag.
� Carry medications with you along with
a complete written list of your medication
schedule.

Changing your living habits can be
challenging and difficult at best.  But with
practice, perseverance, support and a
positive attitude, it can be accomplished.
These qualities often have more to do
with good outcomes and future
adjustment and happiness than any other
type of intervention for AMD.  While
medical breakthroughs are on the horizon
that may reduce visual impairment from
AMD, take every opportunity to live your
life to its fullest now despite your vision
loss.

Happy holidays!

--Betsy Campochiaro, R.N., M.S.N.

Holidays . . . continued from page 3

MedlinePlus
Would you like to find authoritative

and accurate health information?  Medline
Plus is a web page of the National Library
of Medicine that has extensive information
on over 650 diseases and conditions.  This
page contains a link for low vision users so
that access to interactive tutorials and
popular senior health topics is user friendly.
The fonts are larger, contrast is high and
there is the option to listen to content being
read.  The web address is http://
www.nlm.nih.gov/medlineplus.  Click on the
icon for NIH Senior Health or to go directly
to the low vision page, go to http://
www.nlm.nih.gov/medlineplus/
lowvision.html

Maryland Arts Access
Enjoy museum visits, stage

performances including opera and plays
and the wide array of cultural activities in
Baltimore and the surrounding area with
audio description service from Maryland
Arts Access (MAAI).  This non-profit
organization was founded in 1993 to make
the arts more accessible to visually
impaired individuals. To discover what is
available call 410-625-4245, email:
mdarts7@bcpl.net or visit http://
www.mdtap.org/cpcontent/
maai.html?print=yes

Resource Tips
Low vision products

Many low vision patients request
sources of products to make every day tasks
easier.  Items such as talking watches,
talking clocks, talking cooking gadgets,
magnifiers, large print books and much,
much more can be found at Independent
Living Aids, Inc, telephone: 800-537-2118 or
via their website:
http://www.independentliving.com/home.asp

Another source is MaxiAids. For
further information regarding MaxiAids, call
800-522-6294 or go to http://
www.maxiaids.com on-line.  Call for a free
catalog or log onto the web site and order
from there!

Bookshare.org
Bookshare.org is an online service that

enables people with visual impairments to
legally share scanned books.  This service
works by making many books available on
the internet which can be downloaded to
your computer and read with large print or
by a voice reading software.  An annual fee
is charged to the member to belong to this
community.  Bookshare.org has been in
operation since February, 2002, and was
created by Benetech (formerly Arkenstone).
For more information go to
www.bookshare.org
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Research Update

AMD Genetics Study update

Although we are making important
advances in understanding the

genetics of age-related macular
degeneration (AMD), identifying the causes
of AMD continues to be complex and
challenging.  AMD is thought to be caused
by several different genes within a person
and different genes among different people.
In addition, the disease is thought to be
caused by a variety of environmental
factors that interact with the genes
involved.  These interactions are still poorly
understood.  However, with genetic studies
that involve many people with follow-up for
many years, we hope to discover ways of
diagnosing the condition earlier than we
can now, identify treatments that are more
effective than the ones available now, and
ultimately develop ways to prevent AMD.

The complex, multi-factorial genetic
components of conditions like AMD are
best studied in families that have more than
one living individual affected by AMD,
including pairs of brothers and sisters that
both have this condition.  The Wilmer Eye
Institute embarked on the AMD Genetics
Study in 1999, with the goal of finding
genes that may contribute to the
development of AMD.  This study is long-
term, contains many phases of study, and
may require years before new ideas for
treatment can be tested.

The first stage of this study is

MACFACTS
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enrollment  of individuals who have been
accurately diagnosed with AMD, which may
include an early stage when only drusen
(yellow spots) are noted on the retina or the
later stages when vision is affected.  Most
often, Wilmer physicians refer AMD patients
who have a strong family history of AMD or

continued on page 6 . . .

“ . . . identifying the causes of AMD con-
tinues to be complex

and challenging.”

have an affected brother or sister with the
same condition to a genetic study
coordinator.  A family history is obtained and
a blood sample is taken by the study
coordinator.  Brothers or sisters are
contacted by the study coordinator with
permission from the patient with AMD to offer
them the opportunity to participate in this
study.  Families are often located throughout
the country and are enrolled via telephone.
Shipment of forms, blood samples, and
pictures of the retina of brothers or sisters
are arranged by the study coordinator.

The second phase of the study is the
purification and analysis of the DNA obtained
from the donated blood sample.  The DNA is
examined for specific findings in the patients’
genes, and then these findings are
compared to similarly matched individuals
without AMD.  This phase was begun in
2003 and is ongoing.

The AMD Genetics Study requires

to have a 25% lower risk of mortality over a
six year period compared to AREDS
participants whose medicine did not contain
zinc.  To put it another way, 10.7% of
AREDS participants who took zinc died
during the followup phase of the clinical trial
compared to 13.9% of the AREDS
participants who were  not taking  zinc.  How
zinc might  be beneficial in prolonging
longevity is unknown. It is thought that  that
the immune response decreases with age
and that zinc may bolster the immune
system.  Further studies are recommended
to determine  if this observation of reduced
mortality can be confirmed. Until such time,
it is likely premature to conclude that high
dose zinc should be recommended to
promote longevity.

--Kitty Sackett, R.N., C.N.P.

AREDS Zinc Update . . . continued from
page 11
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The first group of patients have completed
enrollment and have been treated with the
first dose of the drug.  More than 50% of
the patients have been enrolled in the
second group and have been treated with
the second higher dose of the drug.  When
this second group is filled, recruitment and
enrollment will be open for the final group,
which will be treated with the highest dose
of the drug.  Those patients, who have
received the intravenous infusion, have
tolerated it well.

The Wilmer Eye Institute was the first
center to launch the VEGF-Trap trial.
Since February 2004, three other eye
centers in the United States have joined
the trial: the Cullen Eye Institute at the
Baylor College of Medicine (Houston,
Texas), the New York Eye and Ear
Infirmary (New York, New York), and the
Bascom Palmer Eye Institute at the
University of Miami (Miami, Florida).

If you have any questions regarding
this VEGF-Trap study, please contact the
coordinators for the study, Gulnar Hafiz or
Elizabeth Van Anden at (410) 502-0768.

--Quan Dong Nguyen, M.D.
--Peter A. Campochiaro, M.D.

Principal Investigators for VEGF-Trap
Clinical Trial

Continued on page 12 . . .

AREDS Zinc Update

The Age-Related Eye Disease Study
(AREDS) is a multicenter clinical trial and
natural history study funded by the National
Eye Institute. This study was designed to
evaluate whether high doses of vitamins,
minerals or a combination of vitamins and
minerals could prevent or slow the
progression of cataracts and/or age-related
macular degeneration (AMD).  Although the
clinical trial has been completed participants
will continue to be followed in the natural
history portion until late in 2005.  Readers
may recall from a previous issue of
MacFacts that AREDS found that
participants at certain stages of AMD could
potentially benefit from the use of an AREDS
-like supplement which includes high doses
of beta-carotene, vitamins E, C, and Zinc.
Within the study, select participants with
specific levels of age-related macular
degeneration when they entered the study
had a 25% reduction in progression of their
AMD when using the AREDS micronutrient
supplements.

The data collected during this very
important landmark study continues to be
analyzed.  Recently in the May issue of the
Archives of Ophthalmology  AREDS
researchers reported  an intriguing finding.
The analysis revealed that participants who
were randomly assigned to study
medications that included zinc  were found

large numbers of willing participants, which
can take years to enroll.  We greatly
appreciate the time and effort of those
individuals who are participating in the study.
The Wilmer study is actively recruiting
families and will continue for several more
years until our goal of 2000 individuals and
500 pairs of sisters/brothers are enrolled in

Research Update: AMD Genetics Study . .
. continued from page 5

“ . . . the Wilmer AMD Genetics Study is
the beginning of a coordinated endeavor

that we hope will add
to the foundation of genetic information

and understanding of
macular degeneration.”

the study.  We currently have 850 individuals
and 300 pairs of sisters/brothers in the study,
but many more participants are needed.

Future phases of the study will include
the development of animal models of AMD
with the use of the identified human genes
that are associated with the disease
process.  Experimental treatments can then
be tested on the animal models until a
treatment is found to interrupt or prevent the
disease. If a treatment is found to be
successful in an animal model, then human
studies can be done, first looking at safety

and side effects, then determining if the
treatment has the same effect on humans
as it did in the animal model. These stages
can take several years to complete.  As we
hope this information makes clear, the
Wilmer AMD Genetics Study is the
beginning of a coordinated endeavor that
we hope will add to the foundation of
genetic information and understanding of
macular degeneration, which we hope will
eventually aid future generations with AMD.

A large number of Wilmer scientists
and clinicians are working together in the
AMD study, with Dr. Don Zack as the
principal investigator.  The study team has
been further strengthened by the recent
addition of Dr. Nicholas Katsanis, an
internationally known molecular geneticist.

Special thanks go to The Foundation
Fighting Blindness for their generous
support of the study and to the patients,
their brothers and sisters, and their doctors
for volunteering time and effort for this
study.

For further information on how to
participate in, or help support, the study,
please call or email the study coordinator,
Betsy Campochiaro, at 410-614-6209 or
bcampo@jhmi.edu or ask your eye doctor.

--Betsy Campochiaro, R.N., M.S.N.
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Research Update
PC-based Vision Test Validation (VTV)
Study

The Lions Vision Center at the Wilmer
Eye Institute is seeking volunteers who

wish to participate in research to develop
methods to measure and monitor vision in the
home environment.  In recent years, personal
computers (PCs) have become quite flexible
and powerful, and both the image quality on the
screen and the ease of operation have made it
feasible to start testing vision using PCs in the
laboratory.  In a new study we want to take this
one step further by developing and testing ways
to measure vision on PC screens in patients’
homes and offices.  Such tests would not
replace the vision test in a clinic or laboratory,
but they would make it possible to measure
vision much more frequently without the burden
of additional visits to a research center.

You may be a candidate to participate if
you are currently under the care of an eye
doctor for stable Macular Degeneration (either
wet or dry), diabetic retinopathy, optic
neuropathy, or glaucoma.  Your best corrected
visual acuity must be between 20/70 and 20/
400 in at least one eye, and you must be at
least 18 years of age.

The primary qualifications for volunteers
for the Vision Test Validation (VTV) study are as
follows: 1) be computer literate; 2) have access
to a PC with Internet connection either at home
or at work that can be used for vision testing;
always on the same weekday at the same time;
and 3) have the ability to come to our center for
four vision testing sessions.  If you do not have a

home or office PC, you may come to our center to
perform the vision tests during regular weekly
scheduled sessions. These PC-based tests are
self-administered.  They measure visual
performance under precisely specified conditions,
and will assist future studies in determining
improvement, maintenance, or degradation of
vision over extended time periods.

The VTV study duration will be 18 weeks.
It involves one initial lab-based vision testing
session and PC test orientation training at the
Lions Vision Center, 3 additional Center visits for
lab-based vision testing at 6 week intervals, and
18 PC-based home test sessions conducted
once a week, always on the same weekday at the
same time.  For the four Center visits, each will
take approximately 3 hours, and we provide a
parking coupon and reimburse an honorarium of
$5 per hour.  You will also be paid $5 for each
weekly PC testing session.  There are no costs
involved in joining this study and the software and
special test materials for the PC tests will be
provided at no cost to you.  The home-based PC
tests take approximately 1 hour. We will instruct
you how to install and use them, and how to
submit the results via the Internet.  The tests will
have no direct benefit to your vision or the
condition of your eyes, but they may help to
maximize the benefits of any future treatment for
diseases of the eye.  This study is being
sponsored by the Foundation Fighting Blindness.

If you are interested in participating as a
volunteer in the VTV study or if you have any
questions, please call Dr. Ava Bittner, study
coordinator, or Dr. Gislin Dagnelie, principal
investigator, at the Lions Vision Center at 410-
614-4822.

Research Update

Progress of the new trap for wet AMD

The February 2004 Issue of
MacFacts described a clinical

research trial to investigate the effects of
VEGF-Trap, an experimental drug for wet
AMD.  VEGF (vascular endothelial growth
factor) is a major cause of abnormal blood
vessel growth and leakiness that occurs in
wet AMD.  The Trap is an agent that
prevents VEGF from stimulating leakage

from blood vessels and the growth of new
vessels so there are reasons to think that
VEGF-Trap may help.

This study is a phase one trial, which
means it is testing safety and it will also
assess for possible benefits for patients with
“wet” age related macular degeneration,
although it is too small a study to determine
that for sure.   The study is placebo-
controlled and double-masked, which means
that patients and doctors do not know who is
getting the drug.  For every one patient who
receives placebo, a harmless substance that
looks like the real drug, three patients
receive VEGF-Trap.  At the end of the first

“Your retina doctor may recommend this
study if there are no approved treatments

that can
help your condition . . .”

part of the trial (about 3 months), patients
who received placebo will be eligible to
receive VEGF-Trap.  So all patients who
enter the trial are able to receive VEGF-
Trap.  Patients receive the drug by infusion
into a blood vessel in the arm.  This
approach allows for treatment of both eyes
at one time.

Your retina doctor may recommend
this study if there are no approved
treatments that may help your condition,
and he/she can determine if you are
eligible.  Some of the requirements for
entry include the presence of abnormal
blood vessels beneath the retina, and
visual acuity of 20/40 or worse.  There are
other criteria that must be considered by
your retinal specialist.  A screening exam is
done for those patients who are referred to
the study.  If all the criteria are met during
this exam, the study is explained in detail
and patients are given the opportunity to
make an informed decision as to whether
participation is desirable.  It is unlikely that
this treatment could help patients who have
had wet macular degeneration for a long
time (for example a year or more), which
usually results in irreversible scarring.  It
will not help patients with the dry type of
macular degeneration, because there are
no abnormal blood vessels in this type for
the drug to act upon.

The trial began in February of 2004
and is progressing very well.  It is designed
to have 3 groups of patients with wet AMD.
Each group will be tested with one of three
progressively higher doses of VEGF Trap.
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cognitive neuropsychologist at Johns
Hopkins University, and members of his
laboratory.

We know that the visual cortex is the
portion of the brain that receives visual
messages from the retina, and then
transmits these messages to other portions
of the brain.  A lot of the visual cortex is
involved with central vision.  Each area of
the cortex receives input from a specific
part of the retina.  This can be viewed as a
map of stimulation on the brain from the
retina.

It used to be thought that once a
person reaches adulthood, the brain
connections don’t change, but this is no
longer thought to be true.  For example, it
is known that if a person’s arm is
amputated, touching certain other parts of
the body may make the person feel
something in the arm that is no longer
present (called a phantom limb).  This
happens because the part of the brain that
used to get signals from the arm is now
being used to get signals from other parts
of the body.  Does this also happen in the
visual cortex of the brain when there is a
blind area in the central vision?  Does the
cortex that corresponded to the blind spot
now remain without any stimulation?  Or
does nearby retinal areas begin to transmit
signals to the cortex that used to serve the
center?

In order to explore these questions,

functional MRI imaging of the brain is done
on study volunteers.  In a standard MRI
machine, different visual patterns are
projected for the participant to look at,
while simultaneously, measuring the
amount of oxygen consumed in each part
of the cortex.  We can determine which
retinal area is stimulating each area of the
cortex.  We already know the location of
the blind spots in the retina from testing
that we do, and we are trying to learn
whether adjacent seeing retina uses the
parts of the brain that were used initially by
the center of vision.  Our hypothesis is that
those patients who are able to establish a
PRL and use it effectively are those whose
brains have adapted by having the PRL
use the area of cortex that once connected
to the center of the vision.

We are recruiting patients to
participate in this study.  It involves a total of
about four hours at Hopkins, in one or two
sessions.  We do a thorough eye
examination, map out the blind spot in your
central vision, and then do MRI imaging.
There are no injections of any type of
contrast material.  For more information
about this study and whether you would be
eligible, please contact Ms. Carol Applegate
at 410 614-1141.  This study is being funded
by the National Eye Institute.

--Janet S. Sunness, M.D.
Principal Investigator

Research Update

How does the brain respond to a central
blind spot in the vision?
The fMRI-AMD Study

Patients with age-related macular
degeneration (AMD) often have blind

spots (called scotomas) in the center of their
vision.  While their side vision generally
remains normal, they lose the ability to see
fine detail, which results in difficulties with
reading, recognizing faces, and similar
tasks.  In order to make maximum use of the
vision remaining, it is important to learn how
best to use the remaining seeing retina near
the center.  People must learn to move the
blind spot out of the way of what they want
to see, for example by looking above or to
the right of the object of interest, so that
what they want to see then falls on a seeing
area of retina.  Then, they may need more

magnification, but they will be able to see
the object of interest.  If they let what they
want to see continue to fall on the blind
area, no matter how much magnification
they use, they will not be able to see it.

In addition to learning to move
the blind spot out of the way, it has been
found that the people who cope the best with

“What happens to the brain that may
account for the ability to use a PRL?”

their central blind spot are those who are
able to establish what we call a PRL—
preferred retinal locus for fixation.  This
means that the patient, often
unconsciously, adopts a certain retinal
location, generally very close to the blind
area, that he/she uses as the new center
of vision.  When the patient wants to see
an object, he/she automatically looks so
that the object falls on this new retinal
center, the PRL.  This allows the patient to
focus in on the desired object, and avoids
the scanning and moving every which way
that some patients require to find what they
want to see.  With the PRL, the patient will
still need more magnification in order to
see, but they can locate the object of
interest fairly quickly and can make the
best use of their vision this way.  In our
study of people with central blind spots
from AMD in both eyes, we found that
about 20% of patients actually had an
improvement in the vision in their worse
eye when they were able to use a PRL
effectively.

What is not understood is why some
patients are able to use a PRL effectively,
while other patients, with the same size
central blind spot, have to keep moving
their eyes and head in an unproductive
manner and thus have less ability to
perform visual tasks.  What happens in the
brain that may account for the ability to use
a PRL?

This issue is being investigated in a
new study taking place at Wilmer in
collaboration with Dr. Steven Yantis, a


