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Robert Burnstine, M.D.
Tenotomy Procedure to Correct Nystagmus

C ongenital nystagmus 
(CN) is an eye con-
dition that causes 

rapid, uncontrollable eye 
movements that blur vision, 
sometimes to the point of 
legal blindness. When the 
condition presents at birth 
or infancy it is called Infan-
tile Nystagmus Syndrome 
(INS). INS is often a side 
effect of both aniridia and 
albinism. 
     In a person with CN or 
INS, the eyes are constantly 
shaking so that light is not 
able to focus on the fovea, 
the part of the eye respon-
sible for sharp central vision 
necessary for activities like 
reading, watching TV, and 
driving. Because the light 
bounces back and forth 
across the fovea, a clear 
image cannot form. CN and 
INS patients often find a 
unique position, called a 
null position, to hold their 
head that helps slow the 
rate of eye shake. 
     Most medical treatments 
for nystagmus have had 
limited success. But there is 
hope to be found. Some are 
finding it in Akron, Ohio.
     Akron is home to Ak-
ron Children’s Hospital, 
where Robert Burnstine, 
M.D., Director of Pediatric 
Ophthalmology, is perform-
ing an innovative hori-

zontal tenotomy surgery, 
or Dell’Osso procedure, on 
people with CN and INS.
     Dr. Louis F. Dell’Osso, 
Ph.D. of Biomedical Engi-
neering at the Veterans 
Affairs Medical Center in 
Cleveland pioneered the 
procedure. In 1979 Dr. 
Dell’Osso noticed an unex-
pected broadening in the 
vision of INS patients after 
the conventional Anderson-
Kestenbaum surgery, a 
procedure to shift the null 
point of CN an INS patients 
by severing the horizontal 
tendons and reattaching 
them in a new location. Dr. 
Dell’Osso hypothesized that 
simply severing the muscles 
was resetting the visual 
system and reattachment at 
the original position would 
achieve the broadening 
effect. 
     In 1998 his theory was 
proven correct in an experi-
mental surgery on a dog 

with INS, greatly reducing 
the dog’s nystagmus. Soon 
after, Dr. Burnstine per-
formed the first horizontal 
tenotomy on a person in 
1999. 
     Since then, Dr. Burnstine 
has performed about 200 
of the procedures with 
exciting results. He sees 
from minimal to 50% im-
provement in the straight 
ahead vision in most of his 
patients, with an average 

improvement of about 20%. 
In addition, almost every-
one experiences about 50% 
improvement in peripheral 
recognition. “That might 
not sound like much to you,” 
Dr. Burnstine says, “but that 
is HUGE in someone visually 
impaired. It changes lives.”
     And the news gets better. 
It is an outpatient proce-
dure that generally takes 
less than an hour. Patients 
are back to work in 24 to 
72 hours. No bridges have 

been burned for future 
procedures. If better treat-
ments emerge, patients 
who have had the Dell’Osso 
procedure will still be 
candidates. Better yet, the 
procedure is covered by 
insurance. Possibly the best 
news is that no one has 
been made worse by the 
procedure. 
     Dr. Burnstine is one of 
only about four doctors 
worldwide currently per-
forming the procedure. 
Approximately one in every 
3,000 people have CN or 
INS and while Dr. Burnstine 
is busily helping as many of 
them as possible, there is an 
urgent need to increase the 
number of doctors doing 
the surgery. Dr. Burnstine 
says, “There is so much 
misinformation out there. 
So many adults have been 
told their whole lives that 
there is nothing that can be 
done. There just isn’t a lot of 
publicity for the procedure.”
     Vision for Tomorrow 
hopes to help change that. 
You can find more informa-
tion on the Akron Children’s 
Hospital web site at 
www.akronchildrens.org. 
There is even a link to a 
video of Dr. Burnstine per-
forming the procedure live.  
Links to more information 
can be found on his clinic 
web site at www.akronped-
sandplastics.com. 
     See page 2 for personal 
stories of Dr. Burnstine’s 
patients.
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A s a parent of a visually 
impaired child, I of 

course want my daughter 
to have all of the tools, 
aides, technology and 
hopefully one day medi-
cine available to improve 
her vision.  I want these 
things because I think they 
will provide Tess an easier 
life and, most importantly, 
make her a happier child.  
However, I sometimes 
wonder whether this is, in 
fact, the case. Will those 
things truly make her 
happier?  

colored light show and 
listen to the crowd.  And as 
I have come to learn – al-
beit slowly and sometimes 
painfully – that is how Tess 
frequently prefers to enjoy 
certain things.....and that is 
all right.
     When Tess was born 
a clergyman said to me, 
“Don’t ever let your child 
mourn for something she 
never knew.”  I have come 
to appreciate how correct 
he was.

Jon Ballis

these things too strongly 
onto Tess simply because 
I, as a 40 year old adult, 
would want them if I were 
in her shoes?  At the circus 
I encouraged her (or an-
noyed her as she might 
describe!) to use a mon-
ocular so that she could 
see what was happening.  
I clearly would want to 
use a magnifying device 
in that setting if I were 
visually impaired.  Looking 
back, I think Tess might 
simply have preferred to 
listen to her brother and 
sister describe what was 
happening, watch the 

     It is a debate I often 
have in my mind.  Am I 
simply giving parental 
“guidance” under the 

theory that I “must know 
better” than a 7-year-old 
little girl as to what visual 
aids and tools she should 
use – or am I “pushing” 

Jon and Tess

Dear Friends:

You can make a 
difference in the lives 
of those with visual 

impairments!

e can do it 
together, and 

you can call the shots 
in our “Committed 
Contributor” pro-
gram. Tell us what 
aspect of visual 
impairment interests 
you and 85% of the 
funds raised through 
your efforts will go 
directly to your low 
vision cause. We will 
help promote your 
fund raiser via our 
web site and news-
letter. Team with us 
today and together, 
we can make a differ-
ence! Give us a call at 
847-877-9077.

W

Board Members The Vision for Tomorrow Foundation seeks to empower 
people with low vision to have the confidence and ability 
to achieve their dreams.

Our Mission

Our goal is to provide funding for research initiatives, to 
support and create educational resources and to gener-
ate public awareness regarding conditions causing visual 
impairment, with a focus on genetic disorders causing low 
vision at birth. Additionally, we aspire to be recognized as 
the “go-to” source of information for those seeking to learn 
more about these conditions.

Our Vision
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Faces of Hope

f you want to know how Dr. 
Burnstine is changing lives, 
just ask Patrick Beaugrand 

and Becky Guidry. Patrick is an 
18 year old with CN who says 
he heard things like “deal with 

it” and “there is nothing you 
can do” his whole life. Not only 
was his vision poor, but he felt 
socially uncomfortable too. 
Since having the procedure he 
says, “I can do things I never 
thought I could before, I view 
myself as normal for once in 
my life and am a very happy 
teen looking forward to col-
lege.” Becky was also told there 
was no hope but at 45 years 
old, she is now driving for the 
first time in her life. “There are 

Patrick Beaugrand
no words to express how free 
I feel to have gained this inde-
pendence,” she said. “This has 
totally changed my life!”
     *For more personal stories like 
these, please visit our web site!

Becky Guidry in her car
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Living with Aniridia

Ray of Sunshine: Raina Dawn Willie

My husband Ray 
and I happily 
planned for our 

third child. Already the 
parents of two daughters, 
Cassandra and Madeline, 
we fully anticipated an-
other girl. We even had her 
named – Raina Dawn, after 
both of us. We anticipated 
the sleepless nights. We 
were prepared for the extra 
laundry and the colic. What 
we weren’t prepared for was 
the diagnosis of aniridia.
     When Raina was born 
no one at the hospital 
suspected anything was 
amiss, but even then I knew 
something was not right. 
My baby never opened her 
eyes. Everyone told me to 
be happy 
that I was 
blessed 
with a 
sleepy 
third child 
but my 
instincts 
told me to 
question 
it. After the 
second visit to our pedia-
trician within two weeks 
of being home the doctor 
really examined her eyes 
and quickly referred us to 
an ophthalmologist. We saw 
not one but two ophthal-
mologists in the next three 
days. I was hoping for a 
mistake. The ophthalmolo-
gist diagnosed Raina with 
aniridia and explained the 
condition to us. He immedi-

ately scheduled an ap-
pointment with a glaucoma 
specialist. “Glaucoma?” I 
thought. “My 80-year-old 
grandmother has glau-
coma. How can my baby 
have it?” This was 
the first day that I 
felt truly helpless 
for my new baby. 
I was her mother 
but I couldn’t fix 
this problem. 
     The next 
couple of months 
were a whirl-
wind of research, 
doctor appoint-
ments, genetics, 
blood tests, kidney scans 
and waiting for test results. 
I was up at night wonder-

ing if it was just 
aniridia, or if 
it was WAGR. I 
wondered if her 
kidneys were 
okay and I ago-
nized over what 
I had done dur-
ing this preg-
nancy to cause 
her condition. 

I questioned everything 
I had done. Could it have 
been when I helped paint? 
Did I eat something that 
hurt her?
     At six weeks old she 
needed an exam under 
anesthesia (EUA). This was 
the second time I felt help-
less. I had to kiss her and 
leave her in a cold operat-
ing room while they put 
her to sleep. I hated every 

moment waiting in the hos-
pital that day. Nothing was 
as wonderful as walking 
into recovery and hearing 
her screaming in hunger 
because she had not eaten 

since the night before.
     After four months I told 
Ray that we could not both 
keep taking off work for 
every doctor appointment. 
The first time I went alone 
to what I thought would be 
a standard ophthalmolo-
gist visit, the doctor told 
me that we need to classify 
her as legally blind. The 
ride home was a blur as the 
words “legally blind” echoed 
in my head.  
     In Raina’s four years she 
has been seen by at least 
five ophthalmologists. I 
kept taking her to different 
doctors hoping for a differ-
ent outcome. After telling 
Ray that I did not like Raina’s 
doctor, he suggested that 
it was not the doctor I did 
not like but what the doctor 
was telling me. He sug-
gested that he take her to 
the next visit. 

     Last fall I let go of con-
trol and stayed home while 
Ray and Raina went to New 
York City by themselves 
for a checkup. When Ray 
and Raina showed up at 
my office midday, my heart 
dropped. Ray is not the 
pop-in-on-mommy-at-work 
kind of guy. The news: Raina 
needed cataract surgery. 
This was yet another hope-
less moment for me. I 
knew that it was a standard 
surgery – except this was my 
three-year-old daughter.
     Raina had two surgeries 
that fall and winter. She now 
has a strong lens in each of 
her eyes so her glasses do 
not need to be as strong. 
Most of Raina’s days have 
been filled with ordinary 
childhood milestones, joys, 
and triumphs. Her sisters re-
mind her of her glasses. She 
is stubborn and will not wear 
a hat. She always tries to go 
outside without sunglasses. 
Her corrective glasses are 
forever lost, broken, dirty, 
or crooked. I have to remind 
myself it is not me this is 
happening to – this is Raina’s 
diagnosis and the battle she 
will fight for the rest of her 
life. But as her mother I must 
battle with her. Someone 
once repeated the old quote 
to me “into every life a little 
rain must fall.” I hate that 
quote. Raina is not my rainy 
day. She is my sunshine.

	 - Dawn Willie

The Willie Family

Raina Dawn Willie



OPTIC Program at the Cincinnati Eye Institute

Vision for Tomorrow 
is proud to sponsor 
Dr. Edward Holland, 

director of the OPTIC 
Program at the Cincinnati 
Eye Institute (CEI) and the 
specialized work his team 
is doing for all condi-
tions and disorders of the 
cornea. 
    Specifically, the OPTIC 
Program (Ophthalmic 
PatienT Immunosuppres-
sion Clinic) is designed to 
handle the complicated 
processes involved in lim-
bal stem cell transplants. 
Patients with limbal stem 
cell deficiency – whether 
due to congenital ab-
normalities like aniridia, 
inflammatory conditions 
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outpatient, all patients 
require meticulous 
evaluation to determine 
suitability for immuno-
suppression, extensive 
education about the 
process, and comprehen-
sive follow-up care. The 
OPTIC Program employs 
teamwork to ensure that 
patients receive the best 
care possible through 
each stage. The pro-
gram is so exceptional 
that Dr. Holland and his 
team have been asked to 
facilitate the establish-
ment of OPTIC programs 
at several other institu-
tions both in the U.S. and 
internationally. Way to go 
Dr. Holland and team!

a healthy ocular surface.
     Susan Winter, RN and 
OPTIC Coordinator for Dr. 
Holland tells VFT that the 
amount of vision restored 
depends on the best cor-
rected vision the patient 
achieved before the 
transplant surgery. Many 
of their patients have ob-
tained 20/20 or 20/30 vi-
sion post transplant. The 
OPTIC Program can boast 
a post operative success 
rate of 90% in patients 
that comply fully with the 
post operative care.
     The transplants require 
systemic immunosup-
pression to prevent rejec-
tion of the donor cells. 
Though the procedure is 

like Stevens-Johnson Syn-
drome, or traumatic injury 
– all face painful and 
vision impairing damage 

to the cornea. Stem cell 
transplants from a cadav-
er, a living related donor, 
a healthy fellow eye, or 
from a combination of 
these sources can restore 

Dr. Edward Holland

Thanks to 
Spex 
for a great 
event!


