
Congenital X-linked retinoschisis is a
leading cause of legal blindness in full-term
infants in developed countries.  It is inherited
through an unaffected mother and generally
affects young boys.  Its severity varies 
and until recently has been thought to be
composed of only two types.  We  have
now identified and outlined four types of
retinoschisis by using both clinical testing
and optical coherent tomography testing,
which gives a cross sectional picture of
the retina.  It shows the basic disease
process, which is a splitting of the retina
into multiple layers.  

As part of a special ROPARD research
effort, two categories of congenital X-linked
retinoschisis patients are being studied
and two separate types of therapies are
being sought.  

One program targets the elimination of
congenital X-linked retinoschisis from fam-
ilies. The obligate carrier mother’s good 
X chromosome is blended with the
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father’s X or Y chromosome by invitro 
fertilization.  The mother then carries 
the unaffected child to term. 

The second program involves the 
population of patients who are already
affected by congenital X-linked
retinoschisis.  These patients are being
studied in an attempt to re-establish 
a connection between the split retinal 
layers.  This study is looking at the 
content and structure of the schisis 
cavity in hopes of creating a new protein
that can connect the two layers and 
perhaps establish vision in these areas 
of the retina that have been unable to
function due to the splitting of the 
retinal layers. 

Both of these studies are being pursued
by support from the ROPARD Association.
We are hopeful that they will allow vision
for already affected children and eliminate
the concern of congenital X-linked
retinoschisis from families in the future.

Meet the Van Houtens

n Ben and Amy with their babies in June.

In a ten-day period in January 2004, the
Van Houten sextuplets were born in
Grand Rapids, Michigan.  John arrived
January 7, followed on January 16 by 
his brothers Gerrit, Nolan, Peyton, and
sister, Samantha.  Finally, four hours later
on January 17, a second sister, Kennedy
was born.  All were 3 1/2 months prema-
ture.  Nolan was the heaviest at 2lb. 1oz.;
Gerrit was 1lb., 11oz.; John 1lb., 8oz.;
Sammy 1lb., 7oz.; Kennedy 1lb., 5oz. and
Peyton 1lb., 4oz. 

I was lucky enough to visit with the family
in November.

Five of the children required corrective
eye surgery which was not available ten
years ago.  Nolan was the exception and
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Gerrit, John, Kennedy, Peyton, and Samantha required
laser surgery.  John also had a vitrectomy and removal
of the lens in his right eye.  Now he wears a contact
lens in that eye.  The surgeries were performed by 
Dr. Trese in Royal Oak and Dr. Droste in Grand Rapids.
All the babies are responding well since their surgeries.  
Twenty years ago, five of these children would have
been visually impaired.  Today, because of pediatric 
retinal research, all will have functional vision.

After many stressful months, Amy and Ben brought
home the last of the six babies to Hamilton, Michigan.
Today, with the help of friends from their church and
Amy’s mother, Sandy Reimink, the children, now 
10 months old, are thriving in a loving and stimulating
home.  Run like clockwork that would put the military 
to shame, the children are fed, bathed, nursed, played
with, exercised, cuddled, and cared for.  A schedule is
kept on the kitchen counter—a binder with sections 
for each child—so all the caregivers know what needs
to be done each day.  And of course there are the other
chores, laundry, cleaning up, preparing formula, and
food.  Amy and her helpers manage with a remarkable
aplomb.  In addition to all of the appointments that the

babies must keep, a physical therapist comes to the
house once a week to supervise the physical develop-
ment of the babies.  

A relaxed atmosphere reigns in the home.  Although
they are not identical, the children are all good-natured,
curious, and talkative.  They wake each morning after
twelve hours of sleep in cheerful happy moods.  Their
day begins at 7 am with their first feeding—three
babies eat four times a day and three eat five times a
day.  Gerrit and John have had eating problems, but
with creative care, they too are thriving.  Surprisingly,
John weighs the most at 20 pounds.  

They’re all sweet, they’re all individuals.  Amy and 
Ben have been presented with an enormous challenge
and are meeting it with serenity and good humor.  

Like many parents who visit ROPARD’s Children’s 
Low Vision Resource Center, Dawn Peifer, mother of
three-year old Kimmie Drudge, knew of no resources in
her home state of Virginia.  Dawn was highly motivated
to correct the situation.

When she returned to Virginia, Dawn and her husband
John Drudge, sought to raise awareness of the needs 
of children with retinopathy of prematurity (ROP).  Dawn
created a support organization in Virginia for the families
of children with ROP.  In 2003, Child’s Hope for Sight
(CHS) was formed to help those families and the 
professionals working with them.  In the meantime, 
by putting the ROPARD logo on his racing car, John
brought ROPARD into the spotlight.

As Dawn began to meet and network with other families,
she soon realized that there was a great need for support,
networking, and information for families with children
suffering from all types of visual impairment.  She 
broadened CHS’s focus, incorporated, and eventually
became the President of the Virginia Chapter of the
National Association for Parents of Children with 
Visual Impairment (NAPVI).

CHS has continued to grow.  It has also created a 
website to disseminate much needed information 
and can be found at www.childshopeforsight.com. 

Meet the Van Houtens continued from page one
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SkiHi Hosts Golf Tournament
in Weatherford, Texas

Our Parents Reach 
Out to Each Other

Since its formation in 1999, Parent Advocates for
Visually Impaired Children (PAVIC), has promoted social
awareness of the needs of visually impaired children in
the Philippines.  PAVIC is a support group consisting of
parents of children who are blind or have low vision.
From just a dozen founding parents, PAVIC now has
more than 150 members.  By making the public more
aware of their children, the group hopes to create a
friendlier society for all visually impaired children.

In August 2004, the month long White Cane Day
Celebration presented a wonderful opportunity for
PAVIC.  August 1 is “White Cane Safety Day” and 
PAVIC hosted the celebration. It was attended by 
more than 100 visually impaired children and at least
600 in the audience.  The celebration included an arts
and crafts exhibit made by visually impaired children;
Technobridges, showing how modern technology helps
the blind to a more independent life; and an exhibit
showing the early intervention program. 

Events for the children include visits to a fire station 
and an airport.  Ideas keep coming.  So much has been
accomplished and so much has to be done.  Parents 
can move mountains if they try hard enough!

In the Philippines, Parents
Can Move Mountains

ROPARD Receives Generous
Contribution to Aid in
Retinoschisis Research

ROPARD is pleased to
acknowledge a contribu-
tion in the sum of $50,000
from Mr. Oscar Boonshoft.  

This money will be used to
find a cure for the most 
common form of juvenile
macular degeneration,
known as congenital X-
linked retinoschisis.  With
this seed money, ROPARD
will begin the long process
which is targeted to find a

cure for this genetic visual impairment.

ROPARD and the families affected by congenital X-linked
retinoschisis appreciate this generous contribution.

n Oscar Boonshoft

2005 ROPARD Golf Outing

The 5th annual ROPARD golf outing will be held on 
May 21, 2005, at the Antrim Dells Golf Course in
Atwood, MI.  For any questions about the outing, 
please contact Ken Bushway at 231-824-6273.
Reservation forms and directions can be obtained on
ROPARD’s website, www.ropard.org. 

On October 11, 2004, SkiHi Enterprises, Ltd., a
mechanical contracting firm located in Ft. Worth, Texas,
held their Second Annual Benefit Golf Tournament 
benefiting Cook Children’s Medical Center located in 
Ft. Worth, Texas and ROPARD.  The tournament was
held at Canyon West Golf Club in Weatherford, Texas.
Due to the generous involvement of over 50 tournament
sponsors for the 2004 tournament, SkiHi was able to
donate in excess of $25,000 to each of these very
deserving institutions. 

Mr. Richard Skipper, co-founder, President, and CEO 
of SkiHi, is credited with the idea of hosting this annual
event in an effort to repay these two institutions, which
were instrumental in the survival of his first granddaughter,
Kelsi, born July 17, 1999.  Kelsi was born prematurely
and continues to visit Dr. Trese on a regular basis to
improve her eyesight. 

SkiHi wishes to thank all of those generous sponsors and
volunteers who donated both time and money for this
tournament.  We look forward to hosting this event for
years to come.

Attention: All Budding Artists
Now is the time to sharpen up your creativity and your
pencil or crayons and design next year’s holiday card.
Put it on paper and submit it ROPARD, PO Box 250425,
Franklin, MI 48025 with a biography and photo of the
artist.  Submission date is March 31, 2005.  A panel of
judges will decide on the next card.  Who knows, next
year, your creation may be conveying holiday greetings
around the world!

n Richard Skipper presents a check on behalf of the Skipper
family.

n Children supported by PAVIC.
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