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Progress

This spring marks two years since I took the helm of the Foundation. Time has flown by and 
that can be attributed to how busy staff has been working to add, improve and increase services.  

We’re finalizing plans for a new CdLS clinic in the San Jose, CA, area. We’ve also launched 
a program to help families get to that clinic and existing ones in Baltimore and Philadelphia 
(see page 7). 

We’ve created a new awareness video, publications on education and transitioning to adulthood, 
and we’re putting the final touches on a booklet for parents who’ve lost a child with the 

syndrome. We’re increasingly utilizing technology, with online tools covering sensory issues, medical home models 
and, new this year, training for regional coordinators. Staff is also working on online learning resources for behavior 
and education. 

Most of the new programs and services mentioned above were initiated because you told us you wanted them. 

So, what would you like to see next?  

I’ve put together a Planning Committee to keep the Foundation headed in the right direction, and I want to 
share your thoughts with the members as we plan for the next three to five years. Share your ideas with me at  
director@CdLSusa.org or the Foundation’s Board President, Bob Boneberg, at President@CdLSusa.org  
(and don’t miss his message on page 12).
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Our Mission

The Cornelia de Lange Syndrome Foundation 
is a family support organization that exists 
to ensure early and accurate diagnosis of 

CdLS, promote research into the causes and 
manifestations of the syndrome, and help 

people with a diagnosis of CdLS, and others 
with similar characteristics, make informed 

decisions throughout their lives.
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By Antonie Kline, M.D., CdLS Foundation Medical 
Director

The Cornelia de Lange Syndrome Foundation binds all 
of us together. For many of you, when thinking about 
the Foundation, national conference comes to mind. 
Maybe it’s a phone call you’ve received from family 
service coordinators, or literature you’ve receive in the 
mail. Maybe it’s establishing contact with families in 
similar situations. In truth, the CdLS Foundation is 

much more than all of these: as Aristotle said, “the whole is greater than the 
sum of its parts.”  

One of the Foundation’s greatest functions is making contacts for, the families 
with professionals who are experts in the subject of CdLS. As you might recall, we 
have a Clinical Advisory Board (CAB) made up of 58 professionals representing 
35 specialties. Each member has become an expert in their field in terms of CdLS, 
and is very willing to answer questions through the Ask the Expert tool, and/or 
talk with your care providers.  

For professionals who contact us, they can be referred directly to the CAB 
member of that specialty and then relay the information back to you. As the 
medical director of the Foundation, I oversee all of the email communication 
to and from the professionals before it goes the families make sure that another 
area is not missed and that the information is accurate.

Other medically-related entities that we offer include confirming a diagnosis of 
CdLS and/or determining severity. Confirmation of diagnosis is done either by 
records and photos, or in person at a regional or national meeting. Using only 
photos can be more difficult, but we try to be as definitive as possible. 

You may see professionals off to a corner at a family gathering meeting one-on-
one with a family for a specific issue. At the national family conferences, there 
are formal consults with professionals offered during the course of the meeting. 
These can be extremely reassuring for families, and can also provide feedback 
for your local professionals.  

Finally, we have information across age groups. There is increasing information 
about prenatal aspects of CdLS. There are also CdLS-specific growth and 
developmental charts available to plot the progress of each child with CdLS. I’ve 
focused my research on aging and hold twice yearly aging clinics at my hospital 
at the Greater Baltimore Medical Center for families.

Thus, it is important to know the scope of what we can offer, not only for 
your immediate family, but also because there could be a way for you to 
help, participate and share with others in similar circumstances, and for you 
in the future as individuals get older. Familiarize yourself with our website,  
www.cdlsusa.org. There may be much more there than you realize.

For You, The Families
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By Alex V. Levin, MD, MHSc, 
FRCSC, Wills Eye Hospital, Thomas 
Jefferson University, CdLS Foundation 
Clinical Advisory Board Member

Nearsightedness (myopia) is not a 
disease. Rather, it is a description 
of the length of the eyeball, being 
longer than average. With glasses 
(or contact lenses) the rays of light 

coming into the eye can be bent to fit the longer eyeball, 
at which point, the eye should then be capable of sending 
a perfectly clear message to the brain. Nearsightedness is 
seen in almost 2/3 of children with Cornelia de Lange 
Syndrome (CdLS). So, why is it that some children with 
CdLS refuse to wear their glasses?

The first reason is that children with myopia, especially 
when only mildly or moderately nearsighted, are naturally 
“near-sighted.” In other words, they see closer objects 
better than those at a distance. Without their glasses, 
they have very clear vision at close range and therefore 
the glasses do not give them any particular benefit that 
they can appreciate. These children need no treatment 
for their nearsightedness and their vision will likely 
develop normally. Although their distance vision, which 
they rarely use in great detail, will remain blurred, they 
will see clearly enough to get around and live relatively 
normal visual lives. 

The other reason that children with CdLS often don’t 
wear glasses is their behavioral characteristics, which 
cause them to reject any types of manipulations on or 
around their face. In a prior study, we estimated that 
this was seen in 50 percent of patients. This overrides 
the benefit that they might have from seeing more 
clearly. These children, and those that are so severely  
nearsighted that even their near vision is subnormal, 
might benefit from having their nearsightedness 
corrected in ways other than glasses. Children with severe 
myopia (more than -5) may also have impaired vision 
development, meaning even if they start wearing glasses, 
their vision will never correct to normal.  

Some families have tried contact lenses with some success, 
although more often fail. Imagine how hard it would be 

to get contacts in and out. However, once in, contacts are 
difficult for the child to reject. Another option is refractive 
laser eye surgery, commonly referred to as LASIK. This 
would require general anesthesia. The procedure is still 
considered experimental (research based) for children in 
most medical facilities and requires special permissions 
and protocols. The procedure involves cutting the surface 
of the eyeball (cornea) to allow it to bend the light itself 
without the need for glasses or contact lenses to do so. 
Although the procedure does expose the child’s eye to a 
small incremental risk of complications, the benefits of 
seeing more clearly have been observed subjectively by the 
few parents of children with CdLS who have undergone 
this procedure. 

Unlike some other conditions associated with 
developmental delay and nearsightedness, the cornea 
surface of the eye in CdLS has no significant inherent 
abnormalities and therefore may be considered “safer” 
for the laser procedure. The one exception might be that 
children with CdLS sometimes do suffer from severe 
swelling or inflamation of the eyelids (blepharitis) and 
these children may not be able to have the laser procedure 
unless the blepharitis is treated.

Individuals with severe nearsightedness have very long 
eyeballs, and this can also cause the inner lining of the 
eye (retina) to become stretched. This can lead to retinal 
detachment, which although rare, can cause blindness. 
LASIK surgery does not prevent the risk of retinal 
detachment as it does not alter the length of the eye. 
Careful, sequential, detailed eye examination, even if 
requiring anesthesia, might be considered in children 
with very severe nearsightedness (for example, more than 
-10) to screen for tiny breaks or tears in the retina which, 
if identified, can be lasered shut (different kind of laser, 
not research based) to prevent retinal detachment. Retinal 
detachment in CdLS can also be a result of self injury. 
Children who have a propensity for self injury may also 
be poor candidates for laser refractive eye surgery.

We still don’t know all the answers about the indications, 
risks and benefits of laser eye surgery in children with 
developmental delays and nearsightedness. Discuss 
the options with your eye doctor if your child is very 
nearsighted, and refusing to wear eyeglasses or contact 
lenses.

Nearsightedness, LASIK and 
CdLS
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A Closer Look at Eye 
Treatment: Michael’s Story
We want to thank Michael’s mother, Carol, for sharing 
Michael’s story with us.

Michael was diagnosed with severe myopia in his right 
eye. He was prescribed corrective lenses when he was 
about 10 years old (1981) by our ophthalmologist. In 
1989 he suffered a detached retina in his right eye. He 
had surgery, which was unsuccessful. The retina had been 
detached for quite some time resulting in the optic nerve 
being shredded. He is totally blind in his right eye.

Michael(shown below) had a retinal tear in his left eye 
and underwent emergency surgery repairing the tear. 
The lens was removed and he required a tarsoraphy 
(permanent suturing) of the eyelid to alleviate dryness. 
Michael requires an annual check of his retina under 
general anesthesia. 

Most recently, his retina has been fine, with no issues.    
He hasn’t had any recent surgeries. He did however go 
to Philadelphia to see Dr. Alex Levin to have an exam to 
check the retina under general anesthesia. He did fine. 
Our advice to other parents or caregivers is that if they 
feel there could be a visual issue, get the retinas checked.  
Ideally, they should be checked every 6-12 months for 
retinal changes.

A Closer Look at Eye 
Treatment: Sydnee’s Story
We want to thank Sydnee’s mother, Teala, for sharing Sydnee’s 
story with us.

Sydnee was diagnosed with High Bilateral Myopia and 
Secondary Isoametropic Amblyopia in November of 
2010. Her prescription was OD -11.75 and OS -15.00 
(Dilation) OD -13.50 and OS -15.50.

Her recommended treatment was Photorefractive 
Keratectomy (PRK) Surgery. The surgery went great. I 
noticed a difference in Sydnee’s vision immediately: her 
vision increased to -1.00 myopia in both eyes (OU).

Her recovery was minimal and there were no complications. 
Sydnee used eye drops four times a day for six months, 
and also had to take 500mg of vitamin C each day during 
the six month recovery period.

Sydnee also had to have splints on her arms during the 
recovery period so she wouldn’t reach for her eyes and 
disturb her recovery. 

She went in for a follow up six months after surgery, one 
year after surgery and has gone annually for three years.

I would highly recommend any parent to consider the 
surgery. It was priceless for me to watch Sydnee notice 
raindrops on the window for the first time. Correcting 
Sydnee’s vision has increased her development and her 
ability to learn.

Opthamology consultations will be available for those 
attending the upcoming CdLS National Family Conference.
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By Cheri S. Carrico, Ph.D., CCC‐
SLP, Elmhurst College, CdLS 
Foundation Clinical Advisory 
Board Member 

Many people  wi th  CdLS 
experience feeding issues at 
some point in their l ives. 
Health concerns, anatomic and 
physiologic differences, and 
sensory issues can impact the 

ability and desire to eat. A history of tube feeding; 
gastroesophageal reflux disease (GERD); esophagitis; 
low muscle tone in and around the mouth; a small jaw 
(micrognathia); a high, arched palate (roof of the mouth); 
a cleft palate; side effects of medications; food allergies; 
oral defensiveness; and aspiration of food or liquids can 
make oral feeding challenging and undesirable for an 
affected individual. 

Among individuals with CdLS, oral feeding challenges 
can include food aversions; eating limited varieties of 
food; consuming small amounts of food during meals; 
taking very tiny bites; eating very slowly; spitting food 
out; being a messy or picky eater; and even refusing to 
eat. On occasion, however, some individuals may “stuff” 
food in their mouths and food may collect at the roof of 
the mouth. Symptoms of oral feeding difficulties include 
choking, coughing, gagging, vomiting, a “gargly” sounding 
voice after feeding, aspiration (food or liquid enters the 
lungs, which can lead to pneumonia), and food aversions. 

In infancy, children with CdLS may exhibit difficulty 
sucking or coordinating sucking, swallowing and 
breathing. Some difficulties may not be observed until 
infants are a few months old, when anatomical changes in 
the mouth and neck, as well as shifts in body positioning 
during feeding, may make it difficult to control food to 
swallow it safely. During early infancy, the tongue fills 
the mouth and the cheeks have sucking pads. These offer 
stability during feeding. In addition, the epiglottis protects 
the airway. With this type of anatomy, it is easier to control 
liquids in the mouth, and babies can swallow and breathe 
at the same time, reducing the likelihood of choking. 

During infancy, babies begin to lose liquids from the sides 
of their mouths as the natural body position moves from 
a primarily flexed position (elbows and knees bent) to a 
more extended position (arms and legs straighter). The 
muscle tone of infants in the flexed position helps them 
to keep from losing liquids from the sides of their mouths. 
As they moved to a more extended position, some loss of 
liquids from the sides of the mouth may occur. 

Around 3 to 4 months of age, the neck grows, and the 
epiglottis no longer is in the same position as it was  
earlier in infancy, so it loses its protective function. Infants 
who previously did not choke during feeding may start  
to do so at this time because of the changes in their  
bodies and the need to coordinate feeding and swallowing 
with breathing. 

Around 4 to 6 months of age, when the mouth is 
growing, infants’ tongues and cheeks have to learn to 
better control food in the mouth because the sucking 
pads are diminishing and there is greater space in the 
mouth as the jaw bones grow, preparing for more solid 
food consistencies. Additional challenges may become 
present as children move from liquid to solid foods, and 
their mouths have to learn to manage food that is thicker 
or needs to be chewed. Children also have to learn to 
manage multiple consistencies in food, such as yogurt 
with fruit chunks and the small, soft pieces of vegetables, 
rice, and pasta in baby food.

If a child has low muscle tone in and around the mouth, 
this can impact feeding because there may be a lack of 
strength to bite and chew foods. In addition, because of 
the extra effort associated with biting and chewing, the 
child may fatigue easily and not want to continue feeding. 
When a micrognathia is present, the chin is in a retracted 
(pulled back) position and the tongue is further back 
in the mouth. When the tongue is in a more retracted 
position, the infant’s ability to breathe during feeding can 
be affected, particularly if the infant is fed in a reclining 
position, where gravity naturally pulls the tongue toward 
the back of the mouth. This position could potentially 
block the airway. When micrognathia is present, the 
relationship between the upper and lower jaw is shifted. 
Because the lower gums and teeth are in a compromised 
position, biting and chewing can be more challenging.

Dr. Carrico will be providing individual consultations for 
families at the upcoming CdLS National Family Conference.

Feeding Issues in Individuals 
with CdLS: What Should We Be 
Considering? 
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A Closer Look at Feeding 
Options: Anna’s Story
We want to thank Anna’s 
mother, Susannah, for 
sharing Anna’s  s tor y  
with us.

One of the feeding 
difficulties Anna has is 
that she resists feeding 
by mouth. At birth she 
experienced a large reflux 
issue and couldn’t keep 
much down, and was in 
a lot of pain. She started 
refusing feedings. The 
decision was made around two months old to give her 
a gastronomy tube (or G-Tube). She is now completely 
tube fed.

We had a feeding consultation with Dr. Carrico, who 
suggested that we introduce puréed baby food little by 
little. We keep trying and most importantly have learned 
not to give up.

We’re still working on it. Anna tolerates some things better 
than others, but she is still solely tube fed. Dr. Carrico’s 
advice was encouraging. We’re still trying puréed foods, 
making small progress. She seems to like carrots and ice 
cream the best!

WELCOME NEW FAMILIES
Georgia 

Jillian and Darius and son Zion, 
born November 3, 2009

Illinois  
Chaitali and Alkesh and son  

Nihaar, born October 22, 2013

Iowa
Alli and Matt and son Jameson, 

born May 3, 2013

New Hampshire
Jocelyn and Jennifer and daughter 

Julianna, born January 6, 2013

New York
Joy and Ernest and son Apollo, 

born August 12, 2013

Ohio
Kristen and Derek and daughter 

Nicole, born August 1, 2011

Oklahoma 
Sarah and Derek and son Noah, 

born August 20, 2013

Texas
Sarah and Brandon and daughter 

Kinsley, born April 12, 2011

Foundation to help families get 
to CdLS clinics
Up to $250 in support is available to families attending 
one of two CdLS clinics. The funding, which is reimbursed 
after the trip, is available to up to three families per month 
attending the Center for CdLS and Related Diagnoses at 
Children’s Hospital of Philadelphia and for up to eight 
families per clinic at the twice-yearly Multidisciplinary 
Clinic for Adolescents and Adults at Greater Baltimore 
Medical Center.

The funds will cover travel and lodging expenses. It is only 
available once per family.

If you are attending either of the clinics and would like 
to apply for support, call 800.753.2357 to speak with a 
family service coordinator.

The funding is made possible by a grant from the Alice 
and William Mortensen Foundation and a gift from 
Gerome Technologies.  

Sueña, Explora, y Descubra 
con nosotros
Únase con nosotros para la Conferencia Nacional de la 
Familia de la Fundación de Síndrome de Cornelia de 
Lange (SCdL), el 26 hasta 29 de junio 2014, en Costa 
Mesa , CA. La tema de la conferencia este año –Sueña. 
Explora. Descubra- se inspira en nuestra ciudad anfitriona.

La conferencia tendrá lugar en el hotel Hilton del 
Condado de Orange/Costa Mesa, a sólo 10 minutos del 
aeropuerto del condado de Orange (SNA) ya 45 minutos 
del aeropuerto internacional de Los Ángeles (LAX). Todas 
las habitaciones están equipadas con un refrigerador. 
Hay un servicio de transporte gratuito desde y hacia 
el aeropuerto del condado de Orange. Las atracciones 
cercanas incluyen Disneyland y Seaworld.

Para hacer reservaciones de hotel: 
Teléfono: 714.513.3448 
Online : www.hilton.com 
Código de grupo (Group Code): CDLSF

Fecha límite de reserva: La tarifa con descuento termina el 
26 de mayo, o tan pronto como la cuadra de la habitación 
se llena (el bloque de habitaciones agotó en 2012)  .
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Three Siblings. One Race. One 
Reason
K a r y n  Be a u m o n t  o f 
Palatine, IL (pictured right), 
trained hard in preparation 
for the Bank of America 
Chicago Marathon this past 
October. She was joining 
her brother, Jeff Beaumont 
of Mount Prospect, IL, 
in his seventh Chicago 
race and sister,  Katie 
Beaumont of Chicago, IL 
(pictured far right), in her 
second marathon. 

While training at different paces for the Chicago 
Marathon, these siblings were all running for the same 
reason. Karyn, Katie and Jeff Beaumont, ran in honor 
of Jeff’s 11-year-old daughter, Annie, who was born with 
CdLS and who was the 2013 Team CdLS Ambassador. 

Jeff and his wife, Charyn, adopted Annie and her twin 
sister Danielle, (who does not have CdLS) after the girls 

came to them as foster 
children at age three.

“I love that Annie has a 
very unassuming nature 
and is  fr iendly with 
everyone, and for the most 
part this is reciprocated,” 
says Jeff. “She’ll go up to 
complete strangers and sit 

on their lap, and she is usually greeted with a warm hug 
when she does that.”

“I like to go running or walking with Annie. She must 
find it very peaceful; she’ll sit calmly and take in her 
surroundings the whole time we’re out,” says Jeff. “She 
also loves the pool. She’s so excited to be in the water 
splashing around.”

Katie agreed with Annie’s love of water, explaining her 
recent babysitting experience. “I found Annie fully 
dressed in the empty bathtub, playing,” said Katie. “So I 
got in too. With our clothes on, it probably looked strange 
to the rubber duckies, but Annie and I didn’t mind!”

When Karyn found 
herself struggling during 
her marathon training, 
she looked to her niece 
for motivation.

“There are times when 
every minute of training 
is hard,” says Karyn. 
“When Annie joined our 
family, she was not able 
to walk. She worked so 

hard that first year and I think about all the pain and 
hard work she put in. I try and have that motivate me.”

Karyn, who has worked in special education for nine 
years, hopes that all families who are affected by CdLS 
find love and support in the Foundation.  

“I’m doing nothing compared to parents and siblings out 
there who celebrate their children with CdLS every day. 
Keep on working. Keep on loving. Keep on being you. 
When rough patches get a little too rough, I want others 
to know we will always be here, as a CdLS family.”

Thank you to our 2014 Team CdLS Sponsors
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Mailbag
– Caitlin & Carol’s Story –

Let Your Story Inspire Many

An inspirational story 
impacts lives. One of 
the most powerful 
ways you can help the 
Foundation, is simply 
by spreading the word 
and sharing your 
CdLS experiences 
with everyone back 

home. Your story may touch one life, or the lives of many.

One of the most common questions asked following a 
presentation about CdLS at a local club or organization 
is, “What more can we do to help?”

If you, a family member or a friend belong to a club 
or an organization, reach out to them. Many clubs and 
organizations in your community welcome and encourage 
speakers to attend their weekly or monthly meetings. They 
take advantage of the opportunity to educate and inform 
their members of different interest groups, even a little 
known syndrome like CdLS.

We’ll provide you with a customized power point 
presentation to reference while you speak, CdLS 
brochures for all attendees, and promotional items to 
distribute to your audience. It’s that easy.

How should you start? 
Contact a local club or 
o rgan i za t ion  in  your 
community and share your 
story.

Call 800.753.2357 or email 
cduggan@CdLSusa.org 
with any questions, or to 
get started. 

It is an honor and privilege to 
share our story, Caitlin, as you 
have touched my heart in ways 
I never imagined possible. 

I received a call from the 
school’s special needs office in 
the beginning of September 
2013. I was asked if I would be interested in the nursing 
job of transporting you. I was intrigued. 

At first, I was consumed with your g-tubes feeds, since that 
was supposed to be my main nursing focus. Observing 
for seizures was also very important, along with keeping 
your hands occupied so you didn’t pull out your g-tube 
or bite on your fingers. 

I wish others could have seen the day I gave you an 
acoustic guitar, as you have a passion for anything musical. 
Other favorites are a rock and roll battery operated guitar, 
plastic hand clappers, and anything that plays music. One 
day I gave you bells on a plastic ribbon and you loved to 
hear the jingle. 

Many days, I can only wonder what you’re thinking when 
you laugh out loud, making me laugh with you. Every day 
after school, I read about your day and try to reinforce 
what you are learning, especially sign language. When I 
try to sign “hi,” you are more interested in the shadows 
my hand makes. Now, I make different hand puppets, 
since you love to watch.

“Life is not measured by the number of breaths we take 
but by the moments that take our breath away.” Caitlin, 
you took my breath away, as you returned a sign I had 
been teaching you for the past couple days. The sign was 
blowing kisses and today you blew five kisses at me. I will 
never forget your first sign and am very hopeful it will 
not be your last.

Miss Carol, Caitlin’s aide, Massachusetts

Share your Mailbag or 
Super Sibling Story! 

Send your story and photo to 
bshepard@CdLSusa.org.
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Dress Down for CdLS
2014 CALENDAR

April 4
Thank You Reception 

St. Louis, MO

 April 5
Board of Directors Meeting 

St. Louis, MO

April 12
Multidisciplinary Clinic for 

Adolescents and Adults
Greater Baltimore  
Medical Center
Baltimore, MD

April 19
Kennedi’s Bowl 
Lexington, KY

May 10 
National Awareness Day 

May 10 
Northeast Foundation  
Sponsored Gathering 

Mt. Kisko, NY

May 19
22nd Annual CdLS Charity 

Golf Tournament 
Ipswich, MA

June 22 
Merrell Down & Dirty 

National Mud Run 
Hartford, CT

June 25-26 
CdLS Scientific & 

Educational Symposia
Costa Mesa, CA

June 26-29 
CdLS Foundation National 

Family Conference
Costa Mesa, CA

June 29 
de Lange Society Induction

Costa Mesa, CA 

September 15 
26th Annual CdLS Charity 

Golf Tournament 
St Louis, MO

September 27
Northeast Foundation 

Sponsored Family Gathering 
Whitinsville, MA

October 18 
Southeast Foundation 

Sponsored Family Gathering 
Sweetwater, TN

At the CdLS Foundation office, the first 
Wednesday of each month is dress down 
day. Staff each give $5—which adds up 
to $540 annually. We figured, if we’re 
on board, you might be too!

Join us to make Dress Down Day a weekly, monthly or 
even an annual event to help raise funds and awareness 
for the CdLS Foundation.

Here’s what to do:

1. Get the okay from your employer.

2. Visit http://www.cdlsusa.org/events/dress-down.
htm to request a CdLS Dress Down Day kit, which 
includes fliers to circulate and stickers for each 
participant.

3. Set the donation amount per participant, then select 
your Dress Down Day.

4. Complete the submission form after your event 
and mail it to the CdLS Foundation along with the 
money you collected.

Your workplace is awarded a certificate acknowledging 
your efforts and the Foundation’s gratitude. If you 
have any questions, call 800.753.2357 or email  
cduggan@CdLSusa.org.

There is still time to register for 2014 CdLS Foundation National Family 
Conference in Costa Mesa, CA. Join us as we dream, explore and discover at this 
special Foundation event. The registration deadline is May 26. Visit  
http://www.cdlsusa.org/what-we-do/biennial-cdls-conference.htm and reserve 
your spot.

Don’t Miss the Boat!
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Donor Profile: Caring for 
Charlie All Year Long 

Betty spends her time shuttling 
between the west and east coasts. 
With nine grandchildren, this 
“professional” grandmother 
wants to be there for all the 
special moments in their lives, 
especially with her two-year-
old grandson, Charlie, who was 
born with CdLS. That’s why  
Bet ty,  a  suppor te r  o f  the 

Foundation, needed the convenience that becoming a 
monthly donor offers.  

Betty’s priority is focusing on her grandson, and secondly 
on the fact that he has CdLS. During her visits with 
Charlie and his family, she celebrates each bite of food, 
each moment of eye contact, each sound, and step 
of Charlie’s. She relies on the Foundation’s quarterly 
newsletter, Reaching Out, to learn about medical and 
genetic issues that may relate to him. Her monthly gift 
provides the CdLS Foundation an ongoing, reliable 
source of funding to ensure services, like this publication, 
continue.  

Just like Betty, the CdLS Foundation knows what it means 
to be there.  

To learn more about the Foundation’s monthly giving 
program, contact Gail at gspeers@CdLSusa.org or call 
800.753.2357. With monthly giving, it doesn’t matter 
when you start. It matters that you care.

On the Cover
“Lindsay is 31 years old and has lived in a group home 
with four female residents for the past eight years. On 
weekdays she attends a community based day program 
that emphasizes behavior management. We bring 
Lindsay home on the weekends, and she loves music 
and enjoys sessions with a music therapist.”

 “A recent trip to Disneyland served as a metaphor for 
all of us who share our lives with CdLS.  Lindsay has 
enjoyed her past visits to Disneyland, but as we rode the 
escalator from the parking lot to the Disneyland shuttle 
bus, Lindsay was suddenly very apprehensive.”

“Lindsay only agreed that day to riding the Autopia cars, 
and slowly drifting through ‘It’s a Small World.’  At one 
point, suggesting even the gentlest of rides, she blurted 
out, “I don’t want a go to Disneyland!” That was a speech 
for Lindsay. This day was hers, not ours.  We opted for 
a nice burrito lunch, and later enjoyed ice cream and 
posed for pictures with Goofy.  The cover photo captures 
Lindsay smiling on Main Street USA, just before leaving. 
We asked Lindsay if she enjoyed her day at Disneyland. 
She nodded affirmatively.”  

“For most, $92 per person entry tickets for two slow 
rides and an ‘I don’t want a go to Disneyland!’ would 
spell disappointment.  For us, a burrito, an ice cream, a 
big smile and an acknowledgement from Lindsay of a 
good day was all we needed.  It’s a small world after all.”

We thank Don and Amy for sharing Lindsay’s photo with 
the rest of the CdLS Foundation family.

To: ________________From:_________________  □       Skiff   □      Sloop   □          Schooner

To: ________________From:_________________  □       Skiff   □      Sloop   □          Schooner

To: ________________From:_________________  □       Skiff   □      Sloop   □          Schooner

To: ________________From:_________________  □       Skiff   □      Sloop   □          Schooner

Select a boat to be displayed at the  Foundation’s National Family Conference:

              $25.00            $50.00              $100.00 
        Skiff (Small)         Sloop (Medium)              Schooner (Large) 

Charge my gift to:    VISA     MC      AMEX
Card #:   ___________________________________
Expiration: ________   Security Code: ___________
Print name on card: __________________________
Signature: __________________________________
Email address(es): ___________________________

(Please indicate how you wish the name to appear on the boat)

Enclosed is my check for $                          
You may also dedicate your boat online at www.CdLSusa.org 
or by contacting us at 800.753.2357.

Harbor of Hope
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Meet the Board: Dennis 
Drislane

Dennis Drislane is the 
newest member to join 
the CdLS Foundation’s 
Board  o f  Di rec to r s . 
Dennis currently serves as 
Chairman of BelHealth’s 
Operating Committee. 
He also sits on the Boards 
o f  n u m e r o u s  o t h e r 
companies. 

“Through my friendship 
with a parent of a young adult with CdLS, I came to 
understand how challenging it can be not only for 
individuals with CdLS, but also their families,” said 
Drislane. “I look forward to helping educate people about 
CdLS, understanding that increased awareness means a 
better opportunity to find individuals who may not have 
received a diagnosis.”

Dennis received his master of science in business 
administration, management information science, and his 
bachelor of science in business administration, computer 
information science, from California State University in 
Sacramento.

“I’ve become interested in genetics and how the genome 
impacts human health. I understand that the better we 
understand cell structure, the more potential there can 
be for therapies and treatments.”  

Dennis lives in Newport Beach, CA, with his wife, two 
teenage daughters and their dog.

Board Corner
Bob Boneberg, President, Board of Directors 

It is my privilege to serve 
as president of the CdLS 
Foundation’s Board of 
Directors. The board 
is made up of folks 
from across the country 
who are united by their 
interest in ensuring that 
the Foundation thrives 
as it meets the needs of 
our community not only 
today, but in the future. 

Our 18 board members 
come from many backgrounds and have had many 
experiences that help them be effective board members. 
Many of us, like me, are the parent of a person with 
CdLS. We also are graced by the insights of board member 
Maegan Lowrey, who herself has been diagnosed with 
CdLS.

Foremost among our thoughts is: How can the 
Foundation be improved? As Marie highlighted in 
her Director’s message, we’re always seeking ideas, 
suggestions, and comments. We hope that you will 
share any insights or ask any questions by writing me at  
President@CdLSusa.org or in care of the Foundation.

I look forward to seeing many of you at the family 
conference this June.

Registration for the Sixth National Cornelia de Lange Syndrome  
Scientific & Educational Symposia is now open. 

Symposia will take place on June 25 & 26 in Costa Mesa, CA. The event brings together physicians in various 
clinical disciplines, scientific researchers, teachers, and allied health professionals. CMEs and CEUs are available 
for attendees. We encourage families to share this information with their healthcare professionals and educators. 

Visit http://www.cdlsusa.org/professional-education/cdls-symposia.htm for more information or to register.
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Our Deepest Sympathy
Tara Maureen Joyce

October 29, 1978 – November 17, 2013
Daughter of Patricia and Gerard Joyce

9214 Ridge Blvd Apt 6D
Brooklyn, NY 11209-6212

The date of Tara’s passing was printed 
incorrectly in the First Quarter 2014 issue of 

Reaching Out. 
The information provided above is correct. 

Alex Copeland
August 3, 1982 – January 4, 2014

Daughter of Marlene and Ron Copeland
911 E. Moore Ave
Searcy, AR 72143

Donations from 12/1/2013-2/26/2014

Gifts that Count -
In Honor/Celebration
Abigail Busk

Stacy Phelps

Abigail Jensen

Ann Troolines

Adam Jackson

Sara and Rodney Lair

Adrienne Galanek

Christopher Cichorek

Alex Boneberg

Kate Glenn

Alexandra Boteler

Doris and Elliott Flood

Karen Meyers

Ruth DeBelo

Andrew Patitucci

Nancy Tossona

Barbara Fisher

Ann Rees

Helen Thompson

In honor Anna Shook and in memory of  
   Chuck Shook

American Legion Post 24

Anita Johnson

Carolyn and Carroll Garrison

Dianne Wallace

Faith Kennedy

Frances Watkins

Hattiesburg Clinic

Jennifer and Aaron Boucher

Judy and Albert Gray

Julianne King

June and Paul Pybas

Katie McClendon

Laura Bishop

Leslie and Gregory Merritt

Linda Ward

Linda’s Supper Club Friends

Lucinda Fay S. Johnson

Nancy Hargrove

Oliver Hopkins

Patsy and Gary Johnson

Paula Landry

Reagan Hrom

Sabrina and Stephen Brewer

The Living Trust

Annie Beaumont

Jones Lange Lasalle Americas

Sharon and Frederick Brill

Benjamin Fisher

Eugene Dozmati

Bianca Pradlik

Kristin and Anthony Pradlik

Blade Klatt

Joan and Elmer Geissler

Brady Kelton

Audy Neal

Brandt Anderson

Fran and Wayne Shull

Breeze Davis

The Kathleen Warble Foundation

Brenden Keating

Karin Csolty

Brianne Prada

Karen and Larry Prada

Brittany Reifer

Carolyn and David Mann

Caitlin Igoe

Christine Gill

Melvin S. Cutler Charitable Foundation

Patricia L. Gill

Caitlynn Jacobsen

George Jacobsen

Christian Thomas

Jacqueline Hudson

Theodora and Thomas Hudson

Christopher J. Carioscia

Celeste and James Kuta

Colin Bell

Stephanie Johnston

Colm Toman

Darleen Haugen

Ellen and Henry Kolb

Colt Highberger

Beverly Hall

Connor Feehan

Joyce and Samuel Nolt

Daniel Kliewer

Ruth Stevens

Dena Engelhardt

Darrell Cookman

Devin Miller

Lynnette and Dean Miller

Regina Carrier

Devon Webster

Judith and Donald Schroeder

Diane Friedman

Andrea and Marc Needlman

Sandra and Stuart Kaufman

Doug Clemens and in memory of Mary

Stephanie and Richard Gold

Joanne Kennard

Douglas Canning

Denise and Clifton Peasley

Mary and Patrick Canning

Dylan Fuller

Gail and William Baxley

Elaine Whalen

Beth and Mark Smisloff

Lorrie and Michael Patenaude

Elizabeth Bruen

Michelle Levister

Ellie Spear

Vicki and John Durre

Lynne Spear

Emma Thompson

Valve Solutions, LLC

Emmie Oros

Charlene and Norman Francom

Eric Falls

Barbara Falls

Eric Johnson

Elizabeth and James Johnson

Eric Loftus

Annie Fetzer

Ethan Walters

Penelope Keating

Frank Horwitz

Diane and Michael Friedman

Gabriel Sloan

Linda and Don Ziglar

Gary Melchiano

Jacalyn and Gary Melchiano

Grant Hutton

Dorothy Maki

Gracie Fry

Linda Chatham

Hannah Moore

Kay and Bert Moore

Harley Butler

Mary Fenske

Hope Kurth and in memory of Will

Carla Vollmer

Sheila and Joseph Howse
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Jack Bretthauer

Diane Bretthauer

Jake Marcus

Carrie and Scott Radomsky

Joan and Joseph Pulio

Jameson Zagar

Gina Rowedder

J.T. Picazio

Kelly and Douglas Henke

Jesse Sosa

Mary Caggiano

Jessica Smith

Lisa and Roscoe Marter

Jim and Joyce Kesting

Nancy and Thomas Bowers

Jack Barnes

Valerie Barnes

Joel Needlman

Andrea and Marc Needlman

Jonathan Swanson

Beryl Weidenbach

Elizabeth Cruz

Julia and Peter Swanson

Robert Soltess

Josie Schreder

Judith and David Bezenek

Julie Champion

Andrew and Lori MacLeod

Winifred Connor

Kaitlyn Kuepferle

David Eberle

Kamren Dennis

Miranda Cook

Katie Luyt

Robbin and Bruce Bailey

Katherine Engwell

Helen and Darrel Engwell

Kathryn Woodruff

Elizabeth and Andrew  
   Feranchak

Kenneth Rowe

Mary Kaye and Jerry Peterson

Lauren Lewin

Lisa and Mike Lewin

Lindsay Franco

Alda Houchin

Joanne and Jim Franco

Logan Fowler

Jane Arai

Mary and John Cavalieri

Lucas Hoen

Mary Page Michel

Maegan Lowrey

Joan Puller and Thomas Orrell

Marco Chavez

Stephen Smith

Marissa Salas

Miriam and Adolfo Salas

Mary Fiori

Carolyn and Ted Williams

Mason Gilbert

Sherry Smith

Mason Linehan

Hunt Alternatives Fund

Margaret and Jack Shuff

Matthew Chevrette

Laurence Maloney

Lori and Michael Chevrette

Norman and Patricia Chevrette

Maya Pomfret

Christine Cason

Jackie and John Kurelja

Jerri and Paul Smith

Nedra and Matthew Adelizzi

Ronni and Stewart Nagel

Michael Friedman

Ellen Braverman and Robert  
   Fishel

Lois Braverman

Margaret Sliwa

Natalie and Roger Zellner

Michael Viola

Suzanne and Bernie Demski

Michaela Farej

Cheryl Harris

Mikayla Needlman

Kathy Hervatin

Margaret Sliwa

Natalie and Roger Zellner

Rona Dezman

Stacey Simmons

Vito Cappielo

Molly Wagner

Kathleen Browne

Nathan Santos

Robert Reynolds

Nicholas Arroyo

Barbara and Alex Kalb

Nicole Miller

Sharon Flynn

Susan and Allen Terhune

Olivia Hoogland

Luwayne and Edward Snow

Paige Olson

Dawn and Steve Olson

Patricia Gill

Jean Fournier

MaryAnne and Stephen Igoe

Payson Rouse

Kelly Milstead

Payton McDonald

Karen and Bill McDonald

Rachel Dillman

Carol and Harold Stahlhut

Riley Rissland

Anne and Wesley Johnson

Samuel Miller

Linda and Andrew Kaplan

Sarah and David Swartz

Samuel Diehl

Karen and Jeff Diehl

Samuel Petrella

Ann-Marie and Al Dirschberger

Geraldine and Joseph Kennedy

Lida Petrella

Napier & Sons, Inc.

Tom Frauenheim

Sandra Kaufman

Diane and Michael Friedman

Sarah Suttmann

Mary Roelker

Tammy and Scott Hersberger

The Columbus Foundation

Savannah Fernandez

Vickie and Lee Musgrove

Shelley Jensen

Gary and Mary Ann Bartels

Sofia Teixeira

Andrew Roth

Mulkerrin Family

Tanaya Molzan

Beth and Edward Welch

Taryn Christie

Bonnie Nolan

Teagan Young

Evan Fike

Laura Eastman

Trinity Malone

Kathryn and Peter Masotto

Tristen Black

Ginger Black

Troy Wilson

Mark Meier

Tyler Macy

Linda and John Bruins

Tyler Weissman

Frederic and Jacquelyn Vezina

Lucy Kraatz

Valerie Lessa

Dianne and Charles Lessa

Vito Cappiello

Beth Kon

Diane and Michael Friedman

Will Smisloff

Deanna and James Smisloff

Lorrie and Michael Patenaude

Winifred Connor

Layne and Bill Benedict

Zack Vaday

Ora and Alan Kriegstein

In Memory
Alex Copeland

Barbara and Regis Koontz 
Board and Staff of CdLS  
   Foundation

Connie and Garry Jines

Connie and Scott Kelton

Donna and Ralph Crenshaw

Iva Jines

Kaye Baber

Luann and Jim Webster

Luanna and Bill Fielder

Mary Opitz and Brian Luyt

Molly and Garth Black

Alison Wells

Barb and Norm Winnerman

Allison Tryba

Jan and Les Tryba

Karen and Harry Fischer

Tori Stephens

Veronica and Ernest Tryba

Amber Johnson

Ana Colditz

Amy Wilson

Deborah and Ronald Wilson

Ann Galanek

Kristin and Anthony Pradlik

Audrey Sherga

Patricia Joyce

Brenda Heltne

Tracie and Gregory Maloney

Jean and Dennis Eich 

Brian Leung

Allison and Sid Leung

Camille Rodriguez

Clara and Rob Rodriguez

Charles Parker

Carol Parker
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Claudia Tiongson

Corinna and Shea Barber

Dawn D. Stutheit

Genentech

Julie Thompson

Juliet and Eastman Tiu

MaryBeth Von Holle

Nora Gehrmann

Rhonda Herring

Robert Price

Sara Speck

Vacaville Christian Schools

Daniel Eriksson

JoAnn and Eric Eriksson

Doris Miller

Cory and Laura Shipman

Lisa and Jerry Whiteley

Margaret Miller

Margaret Toole

Mary Dugosh

Melanie and Richard Dugosh

Sherry White

Wallace and Albina Miller

William and Linda Hodges

Elijah Varner

Jason Inlow

Elizabeth Donovan

Melissa and Paul Long

Emily Johnson

Elizabeth and James Johnson

A.M. Johnson

Emily Marston

Gayle and Samuel Marston

Frank Colosi

Robyn Rothman

G. Alex Black

Caitlin Lewis

Juli Baumgarner

Gregory Solis

Elaine Hawkins

Harry Simonsen

Jean Houser

Hayley N. Turbyfill

Carol Zeliff

James McKinley

Ronald McKinley

James Fenske

Mary Fenske

Jason Brockstein

Heidi and Bruce Brockstein

Jean Parsons

Carol and Juergen Gustowarow

Jennifer Rebenack

Bobbie Ann and Floyd Coody

Michelle Rebenack

John Viola Sr

Salvatore and Margaret  
   Napolitano

Joshua Ackles

Antonie Kline and Doug  
   Clemens

Barbara and Norm Winnerman

Bryant Baker

Mary Levis

Michele Churchman

Molly and Garth Black

Katarina Stratton

Briana and Andy Stratton

Kimberly Welborn

Andrew Welborn

Marilynn Welborn

Lanny Smith

Sherry Smith

Leah Lund

Michelle and Kevin Lund

Leo Linert

Betty Wojnowski

Carl and Elsie Gogola

Carol Chamales

Christine Schumacher

Dan and Gin Miller

Dolores McGarry

Gladys McGrath

Jerry and Irene Warsaw

Joan McGrath

Lynn Knox

Margie and Carl Bernhardt

Patricia and Matt Bales

Patricia O’Brien

Ramona and Randal Bernhardt

Rita Kuziemka

Rita Linert

Roland and Renee Barnes

Sharon Gogola

Silvia Wisnoiwicz

Stephanie Miszkowski

Ursula and George Moravcik

Leonard Jackson

Larry and Karen Prada

Lisa Mairano

Lynn and Michael McIntosh

Maureen and Paul Schuler

Liddy Horsey

Mary Manning

Patricia Horsey and Thom  
   Manning

Vicki and Brad Haneberg

Matthew Huss

Jeff Byars

Michelle Rees

Helen Thompson

Nancy Cataline

Barbara Erwin

Lucy Taras

Rachel McCoige

Chad McCoige

Rose White

Shirley Lubowich

Ryan Payne

Myra and Timothy Payne

Tami and Scott Cooper

Richard Patterson  and child

Aya Bleicher-Nugent and 
Thomas Nugent

Sara Peracchio

Betty B Peracchio

Chester L. Heckler

Linda Heckler

Sean Brisbane

Nancy and Mike Brisbane

Sherry Millar

Richard Smith

Diablo Vista Chorus

Stephan Knapp

Connie and Robert Knapp

Stephanie Valentino

Nancy Valentino

Tara Joyce

Board and Staff of CdLS  
   Foundation

Denis Joyce

Donna Joyce

Janice Petrie

Karen and Ron Sherga

Patricia and Gerard Joyce

Stephanie Kearns

Thomas Jeambon

Judy McClain

Tristan Raap

Adrienne Butvinik

Ann A. Sargent

Barbara Cestaro

Board and Staff of CdLS  
   Foundation

Carol Freeman

Christine M. Gentile

Dara Breitkopf

Henry Weslowski

IBEW Local 503

Jen and Matt Weslowski

Jennifer Carter

Linda Miller

Lisa Emanuele

Lisa Sweeney

Loretta Bonney

Mary Opitz and Brian Luyt

Mary Radivoy

MaryBeth Sicina

Mr. Edwin J. Ortiz

MVCS CSEA Loacal 836

Patti Lynn Decker

Paula Weslowski

Pilar Rocha

Rebecca Layman

Robert Slevin

Scott and Monique Holowach

Stefanie Bonfanti

Steve Miller

Suzanne Raap

Tracy Lombardo

Wanda Price

Stuart Price

Yes, I want to help people with CdLS.

Enclosed is my tax-deductible gift of:
‪ Other $                  ‪ $500     ‪ $250     
‪ $100     ‪ $50       ‪ $35
‪ I have included the CdLS Foundation in 
    my will or trust .

‪ Please Charge $ _________ to my credit card
    ‪ Once ‪ Monthly for ________months 
Charge my gift to:   ‪ VISA   ‪ MC    ‪ AMEX
Card #:   ___________________________________
Expiration: ________   Security Code: ___________
Print name on card: __________________________
Signature: __________________________________
Email address(es): ___________________________

Donate online at www .CdLSusa .org .
One hundred percent of your contribution is tax deductible.
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Ideas to spread awareness for CdLS:
•	 Share your family’s story with the Foundation 

at bshepard@CdLSusa.org so we can distribute 
them throughout the year

•	 Share our new awareness video or a CdLS 
presentation to educate your friends and 
community

•	Request a customizable CdLS Awareness Day 
proclamation from the CdLS Foundation


