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Reaching Out is YOUR Newsletter

Since 1977, Reaching Out has been published to provide families with information, ideas 
and inspiration, from serious research news to light-hearted stories about those living with 
the syndrome. 

Feedback about Reaching Out’s articles is critical in ensuring the quarterly publication is 
valuable to those who read it. Foundation staff can’t improve or change the newsletter if it 
doesn’t know what its readers want.

Starting with this issue, there will be a short online survey for readers to provide feedback—
both good and bad.  It’s your opportunity to tell us if we missed anything in an article; what you liked and didn’t like; 
and what you want to read about in future issues.  Remember, Reaching Out is your newsletter, so it’s up to you to let 
us know what you want it to be. 

We look forward to your feedback. You can access this issue’s survey at http://bit.ly/2ndRO2015. Look for a new survey 
link after each issue. 
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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.

Be Prepared 
Tear out the CdLS Medical Alert Card on page 15 to be prepared 
in the event of a medical emergency. By handing this document to 
emergency medical technicians or emergency room personnel, you 
save critical time. Keep a copy in your home; give a copy to your 
child’s school or care facility; and keep a copy with your child (in a 
backpack or carrying case) . 
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Continued on page 14

By Antonie Kline, M.D., CdLS Foundation Medical 
Director

What is the point of genetic testing? Once you have received 
the results of genetic testing, what do you do with the 
information? How do you know if it will be helpful? What 
does it all mean? When you have a child with Cornelia 
de Lange Syndrome (CdLS), these are all questions to 
ponder, ideally with a geneticist or genetic counselor 
to help answer them. 

Genetic testing for a condition that is clinically diagnosed, like CdLS, can be 
helpful in a number of ways: clarification of diagnosis, further indication to obtain 
additional studies or additional testing, prenatal diagnosis for future children (to 
the couple, the individual or the siblings), and enrollment in the future clinical 
trials for treatments or medications. 

Testing is expensive, may not be covered by insurance, and can result in vague 
and unsatisfying answers, so you do not want to embark upon it without careful 
thought. Although we are not even close to the point of carrying out clinical trials 
in CdLS, we hope that eventually we will be. And to enroll anyone for clinical 
trials, a diagnostic “marker” will be needed.  

There are five known CdLS genes—NIPBL, SMC1A, SMC3, HDAC8 and 
RAD21—and different types of testing on those genes (e.g., sequencing, deletion/
duplication testing). It may be difficult to know if the correct test has been sent or 
if adequate testing has been completed. There are several companies that advertise 
testing for CdLS, but that testing may look for absence of the entire gene, which 
may be lethal before birth, and thus not even relevant. 

We have heard from multiple families with children with CdLS who have started 
the quest for diagnosis and have had difficulties, such as missing results, incorrect 
interpretation and faulty conclusions. That is the point at which meeting with a 
genetic professional can be helpful. In addition to facilitating the actual testing 
sample, the professional can track down results, explain them and clarify the 
implications. 

Overall, genetic testing can be mired in difficulties, so we would encourage all 
parents to seek genetic help prior to any sample being sent and, most importantly, 
upon receipt of results.

What is the point of genetic testing?  
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By Amy Kimball, M.S., Genetic 
Counselor, Greater Baltimore 
Medical Center; CdLS Foundation 
Clinical Advisory Board member

Most families see the role of the 
geneticist or genetics clinic as 
helping to make a diagnosis or 
facilitating genetic testing. But 
there is value in returning to the 

genetics clinic for a follow-up visit or even seeing the 
geneticist on a regular basis.

First, geneticists and genetic counselors are considered 
experts in genetic conditions, not only in making a 
diagnosis, but also interpreting genetic testing results and 
management of the condition. For example, while other 
medical specialists focus on their specific fields, geneticists 
and genetic counselors focus on the genetic syndrome as 
a whole and provide an overview, such as: Are all body 
systems being addressed? Are early intervention therapies 
appropriate? Is the family aware of specific recommendations 
or management guidelines at certain ages based on what we 
know about Cornelia de Lange Syndrome (CdLS)?  

Because of the expertise in the specific condition, the 
geneticist can provide anticipatory guidance regarding 
future concerns, referrals to appropriate subspecialists in 
the area who may have experience with CdLS, and discuss 
the benefits of a multidisciplinary clinic. 

Additionally, questions regarding genetic testing results 
can be addressed with the genetic counselor or geneticist 
at a follow-up visit. These questions include: What does 
this result mean? What are the chances of  having another 
child with CdLS? Should additional testing be performed if 
a result is negative?  

Our knowledge and understanding of the gene changes 
and genes involved in CdLS are rapidly growing. It is 
the geneticist or genetic counselor’s responsibility to 
re-investigate what we know about specific test results 
as researchers learn more about how gene changes cause 
CdLS. Therefore, questions about genetic testing results 

should be revisited periodically, ideally during a follow-up 
visit with a geneticist or genetic counselor.

In addition, geneticist or genetic counselor can assess 
how the family is doing overall and if they would benefit 
from support resources in the community. This may 
include facilitating contact with other local families or 
identifying ways in which the CdLS Foundation may be 
helpful, given the current issues faced by the family. The 
genetic counselor can address concerns about the chance 
of having a second affected child and share options for 
testing or monitoring any future pregnancies. This may 
also include questions about future pregnancies for other 
relatives, such as siblings.

Most importantly the geneticist is a resource and someone 
to ask the many questions that arise when caring for an 
individual with CdLS: What is typical? What should we 
expect? How should we address this issue? 

To find a clinical geneticist in your area, go to  
www.acmg.net, and search ‘find genetic services,’ or talk 
to your primary care physician.

We Already Have a CdLS 
Diagnosis…Why Follow Up 
With a Geneticist?

Management and Treatment 
Guideline Cards 
A hallmark service of the CdLS Foundation is its detailed 
materials for parents, professionals and the public. The 
treatment guideline cards highlight routine care for 
people with CdLS at different ages, including infancy, 
early and late childhood, adolescence, and adulthood. 
There is no charge.   Please contact Deirdre Summa at  
familysupport@CdLSusa.org or call 800.753.2357 to 
request your cards.
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Join the CdLS Registry
The CdLS Foundation has established a CdLS Registry at 
the Coordination of Rare Diseases at Sanford (CoRDS).
Patient registries are designed to collect, store and curate 
data on individuals to be used for a specified purpose. They 
can be tools to establish natural history studies, establish 
prevalence, and connect patients with researchers who 
study their conditions

The CdLS Registry at CoRDS houses basic contact and 
clinical information on any individual who chooses to 
enroll. Once enrolled, users receive a username/password 
and are able to update the registry online annually and 
choose to participate in approved research studies. Users 
have control over who can and cannot see the information.

To learn more or enroll, go to www.sanfordresearch.org/
cords/patientsfamilies.

A Closer Look at Genetics 
Follow Up: Micah
We want to thank Sarah, Micah’s mother, for sharing 
Micah’s story.

We had taken Micah to a local geneticist due to concerns 
we had a few weeks after he was born. The local geneticist 
asked questions and examined Micah and told us, he “may” 
have CdLS. She recommended seeing if insurance would 
cover the genetic testing, which wouldn’t necessarily tell 
us whether he had CdLS or not, or see Dr. Antonie Kline, 
the CdLS Foundation’s Medical Director, in Baltimore. 
We opted to see Dr. Kline.

We have not visited a geneticist/genetic counselor every 
year, but we have seen them at events and/or been in 
contact with them via email more frequently. We consider 
Dr. Kline and Amy Kimball as Micah’s geneticist and 
genetic counselor.  We see them because they are CdLS 
experts and Baltimore is reasonably close to where we 
live. However, it is still an hour and a half away, so that 
is why we don’t have more regular visits. When we have 
had follow up questions, we’ve emailed or called and they 
have been great about getting back in touch with us. If it is 
something that requires more than a phone call or email, 
we’d schedule an appointment and see them.

It is so reassuring seeing specialists who have seen many 
individuals with CdLS. They can help us know whether 
Micah is on track for Micah. There is no comparing 
him to typical children or with children with different 
syndromes. If we are having a particular issue, they can 
help troubleshoot, recommend specialists, and/or help 
come up with a plan of action. In addition, they are up 
to date on the latest research and findings.

Participate in Research: Epilepsy 
Characteristics in CdLS
Researchers from Johns Hopkins University School of 
Medicine are recruiting individuals with CdLS for a study 
on epilepsy. They are looking for children/adults with a 
diagnosis of CdLS and epilepsy (defined as two or more 
lifetime seizures). The study involves completion of a short 
online survey and submission of certain medical records 
(copies of latest brain MRI, EEG, and neuropsychological 
testing, if available). 

The purpose is to better understand epilepsy within CdLS, 
anti-seizure medications that are helpful in CdLS, and 
factors that contribute to epilepsy severity.

The study is titled “Epilepsy Characteristics in Cornelia de 
Lange Syndrome.”  It is approved by the Johns Hopkins 
University School of Medicine IRB (NA_00093750). The 
Principal Investigator is Marco Grados, M.D., Associate 
Professor, Department of Psychiatry and Behavioral 
Sciences, Johns Hopkins University School of Medicine.

To participate, please contact Drs. Sid Srivastava (sid@
jhmi.edu) or Marco Grados, 443-287-2291; mjgrados@
jhmi.edu. 

This research study has been approved by the CdLS 
Foundation Research Committee. 
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Sarah Noon, M.S., Children’s 
Hospital of Philadelphia, CdLS 
Foundation Clinical Advisory 
Board member

The first gene known to be 
associated with Cornelia de 
Lange Syndrome (CdLS), 
NIPBL, was discovered in 
2004. Since then, four more 
genes have been identified: 

SMC1A, SMC3, HDAC8 and RAD21. Changes in 
these five genes are found in approximately 70 percent 
of individuals with CdLS, with mutations in NIPBL 
being identified in at least 65 percent of individuals, 
and the other genes being responsible, collectively, for 
about 5 percent. This leaves approximately 30 percent 
of individuals with CdLS in whom an identifiable 
underlying genetic etiology has not been found.  

Recently a few researchers have seen children with CdLS 
in whom a mutation was not identified in the blood, but 
was found in other tissue samples, such as cheek cells. 
This indicates that some individuals do not have the 
gene change in all of their cells, but rather in a subset of 
cells. This is called mosaicism.  It is unclear at this time 
what percent of individuals with CdLS have a mosaic 
mutation as the underlying cause. And evidence suggests 
there are likely additional genes to be found that cause 
CdLS when mutated.

Genetics 101

As a brief background on genetics, we all have around 
20,000 genes. We have two copies of each gene, with one 
set being inherited from our mothers and the other set 
from our fathers. A dominantly inherited condition, like 
CdLS, results from a change in only one copy of a set of 
genes. We say the change is “dominant” to the normal 
functioning other copy of the gene. This means that even 
though you have a copy of the gene that is functioning 
fine, the changed (or “mutated”) copy still has an effect 
on that individual – and hence is dominant.

Dominant changes can happen on the sex chromosomes 
(X and Y chromosomes) or on the non-sex chromosomes 

(called autosomes). Mutations in the NIPBL, SMC3, 
and RAD21 genes are associated with an autosomal 
dominant inheritance pattern. SMC1A and HDAC8 are 
associated with X-linked dominant inheritance pattern. 
Women have two copies of the X chromosome and men 
have one copy each of the X and Y chromosome. Since 
women have two X chromosomes, the risks for future 
pregnancies are determined by the carrier status of the 
mother—although in almost all cases of CdLS caused by 
an X-linked gene, they have been new changes and are 
not carried in the mother.

Genetic testing is performed most often through a blood 
test and the vast majority of mutations identified are de 
novo—meaning that the mutation occurred spontaneously 
in the egg or sperm that went to form that child. As 
mentioned above, if a mutation is not identified in the 
blood of an individual with CdLS, it is recommended that 
a different tissue be tested (cheek, saliva or skin biopsy) 
to rule out a mosaic mutation.

Germline Mosaicism

If both parents are clinically unaffected, then the risk 
to have additional children with CdLS is estimated to 
be approximately one percent. This is due to “germline 
mosaicism.” In germline mosaicism, the mutation in the 
gene that causes CdLS arose in a precursor cell that went 
on to form a group of eggs or sperm. In these rare cases, 
the change then exists in multiple sperm or eggs (but not 
in other tissues of the parents, so their blood testing will 
be negative and they will not have features of CdLS), but 
are at risk (as high as 50 percent) to have other children 
with CdLS.

In future pregnancies, serial ultrasound examinations 
may be performed to follow overall growth and the 
development of the heart, limbs, palate and other 
structures affected in individuals with CdLS. In some 
pregnancies, the maternal serum marker, PAPP-A, may be 
reduced and the fetal nuchal translucency (NT) may be 
increased, though these findings are not specific to CdLS.

If a mutation has been previously identified, prenatal 
diagnosis of future pregnancies can be performed by 
chorionic villus sampling (at 10-12 weeks gestation) or an 
amniocentesis (15-18 weeks gestation).  Preimplantation 
genetic diagnosis (PGD) is also available for families in 
which the causal mutation has been identified.  PGD is 
a procedure in which embryos are created outside of the 

Genetic Testing and  
Your Family
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We want to thank Kimberly, 
Claire’s mother, for sharing 
Claire’s story with us.

It took us 17 months and a 
roundabout way to receive a 
diagnosis. Claire presents more 
mildly and was misdiagnosed 
by two different genetic 
teams at major hospitals. 
We ended up 2,000 miles 
from home meeting with an 
endocrinologist specializing in 

a different syndrome who referred us to Dr. Ian Krantz 
at Children’s Hospital of Philadelphia (CHOP). Two 
days later, we were at CHOP, where she was clinically 
diagnosed with CdLS.

Claire’s diagnosis was in April 2005, a year after the 
NIPBL gene was discovered. Dr. Krantz asked if he could 
include her in his study and obtained a blood sample. She 
tested negative for NIPBL, but since they had her sample 
in the lab, her sample was tested each time a new gene 
was discovered.  

I believe it was in the spring of 2010 that we received a 
phone call from CHOP saying they thought they had a 
gene match (it turned out to be HDAC8) for Claire and 
requested blood samples from my husband and I to see if 
the mutation was new to Claire, or inherited. It was new. 

Doctors obtained additional information from us at 
the CdLS Foundation National Family Conference that 
summer in Dallas, and in the fall, Dr. Matthew Deardorff 
from CHOP obtained a tissue sample from Claire while 
traveling for work in our home state of California.  

Fast forward to 2015 and you can often request genetic 
testing through insurance. More information about your 
child medically is usually a really good thing; it gives you 
a more complete picture. Sometimes people don’t want 
to know, but in this case, knowing opens up avenues for 
future treatment that might otherwise not be there. 

Continued on page 14

A Closer Look at Genetic 
Testing: Claire

body through in vitro fertilization (IVF) and one cell (in 
the first few stages of division) is biopsied to determine if 
the genetic change is present. Then, there is implantation 
into the mother’s uterus of embryos that do not carry the 
mutation.   

Second Generation CdLS

Rarely, a mildly affected individual with CdLS will have 
children, and in those instances the parent has a 50 
percent chance of passing on the affected gene (see below). 

For individuals with CdLS who are interested in having 
families of their own, the recurrence risk is largely 
dependent on the underlying gene change present in the 
individual. For those who have a mutation in the NIPBL, 
SMC3, or RAD21 gene there is a 50 percent chance to 
pass on the mutation to any child. Since we all have two 
copies of every gene, there is a 50 percent chance to pass 
on the copy of the gene with the mutation and a 50 
percent chance to pass on the copy of the gene without 
the mutation. 

If a child inherits a CdLS gene mutation from a parent, 
the child will inherit the same mutation as the parent and 
will be similarly affected. For those who have mutations in 
either of the X-linked genes, SMC1A or HDAC8, females 
have a 50 percent chance to pass the copy of their X with 
the mutation to their children, while males will pass 
on the copy of their X with the mutation to all of their 
daughters but none of their sons (who inherit the father’s 
Y chromosome and not the X chromosome). Unaffected 
siblings of individuals with CdLS are not at an increased 
risk to have children of their own with CdLS. 

Conclusion

For individuals interested in expanding their family or 
who are interested in pursuing prenatal genetic testing, 
it is recommended to meet with a geneticist or genetic 
counselor before pregnancy to discuss recurrence risk 
as well as the benefits, limitations, and possible uses of 
genetic testing for you and your family. 
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15 Ways to Support the 
Foundation in 2015

Want to help raise awareness 
and/or support the Cornelia 
de Lange Syndrome (CdLS) 
Foundation this year? The 
Foundation has come up with 
15 ways to do so. Take a look 

and pick out ways you can get involved, and we’ll help 
you along the way.

You could…

1. Educate 15 people about CdLS by sharing a CdLS 
bookmark or brochure (just call and we’ll send you 
some).

2. Ask a local organization or club to give you 15 minutes 
to do a presentation on CdLS at one of its meetings. 

3. Commit to a monthly gift of $15. 

4. Help the Foundation celebrate the 15th anniversary 
of Team CdLS by participating in an existing event or 
starting your own team to run in a local race.

5. Invite 15 friends to a CdLS Foundation event or 
gathering. If there’s not one near you, consider hosting 
one. 

6. Ask friends and relatives to donate $15 to the 
Foundation in lieu of a birthday or anniversary gift.

7. Volunteer 15 hours of your time with the Foundation, 
either at an event or virtually. 

8. Invite 15 friends to plant hope by participating in 
Cornelia’s Garden this spring. 

9. Coordinate a dress down day at work and ask at least 
15 people to participate.

10. Retweet a CdLS Tweet to 15 Twitter friends. (Find us 
on Twitter and Instagram @CdLSFoundation)

11. S e n d  t h e  C d L S  Aw a r e n e s s  v i d e o  l i n k  
(http://bit.ly/CdLSvid ) to 15 friends. 

12. Bring 15 bookmarks to your local library to leave at 
the front desk.

13. Invite 15 friends to “like” the CdLS Foundation 
Facebook page.  

14. Pick 15 days throughout the year and commit to 
raising awareness in different ways.

15. Ask community businesses you support (like a salon, 
coffee shop, boutique) to donate 15 percent of its 
proceeds to the Foundation for one day. 

Maybe you have your own ideas for getting involved this 
year. We’d love to work with you! Email Brenda Shepard 
(bshepard@CdLSusa.org) to get started on your plans to 
support the CdLS Foundation in 2015. 

Earlier this year, Chico’s of Sonoma, CA, held a special 
day in honor of Austin Staggs. The clothing store donated 
10 percent of its sales to the CdLS Foundation—more 
than $400. The Staggs were on hand to celebrate “Austin’s 
Day,” along with friends and family.

Austin’s grandmother, Barbara (pictured far right), her 
daughter Melissa (center), and grandson were on hand 
to celebrate, along with friends and family.

“The whole day was amazing. So many people came in to 
talk to us and buy clothes. We gave out lots of information 
on CdLS, and the sales girls who worked that day also 
donated their bonuses,” said Barbara.

Another grandmother, Linda (pictured far left), and great 
grandmother (pictured second from left) to Henry (not 
pictured), who has CdLS, traveled an hour and a half to 
attend the event. 

Austin’s Day
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Team CdLS celebrates  
15 Years 

The Foundation’s goal is to have 15 races around 
the country to celebrate the 15th anniversary of 
the program. Since our first runner at the Chicago 
Marathon in 2000, the team has raised over $1 million 
to provide program, services and support to families at 
no charge to families.

If you are interested in joining Team CdLS, you can run/
walk in an existing race in your community, start your 
own Team CdLS event, or join our established teams at 
races throughout the country. Visit http://cdlsusa.org/
events/team-cdls.htm for a schedule of runs. 

Biking, skiing, swimming, volleyball, and other sporting 
events are also welcome additions under the Team CdLS 
umbrella.

Cornelia de Lange Syndrome Foundation

15th ANNIVERSARY

Team 
CdLS

Thank You 2015  
Team CdLS Sponsors

Make this your year for a 5K
The Team CdLS 5K Club—in its second year—saw a lot 
of smiling faces crossing finish lines around the country 
in 2014 at races in Kentucky, Iowa, North Carolina, 
Minnesota and Connecticut. Raising over $3,000 for 
the Foundation.

Joining the Team CdLS 5K Club makes running 
or walking a 5K easy and fun. We’ll help you find a 
race near you, or work with you to reach the finish 
line of a race of your choosing. Email TeamCdLS@

CdLSusa.org or call 800-753-2357 to 
learn more.

10 years of “One 
Love, One Heart”
For 10 years, the Pomfret family 
of Decatur, GA, has hosted the 
One Love, One Heart 5K Walk/
Run in honor of their daughter, 
Maya, and all individuals with 
CdLS. The 5K, held this past 
December, raised $11,325 to 
benefit the CdLS Foundation—
bringing the 10-year total to 
more than $158,000.

Thank you to Team Shelby, who ran a 5K and raised over $2,000 
for the CdLS Foundation this year.
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Mailbag
– Josie –

Josephina Mae was born 
in October of 2008 in 
Springfield, IL. She weighed 
in at 2 lbs. 1.3oz. and 13.5 
inches long, and spent 34 
days in the NICU. Since 
Josie wasn’t one of the 
NICU’s “sicker” babies, they 
let her go home at 3 lbs. 
3.3oz, and she proudly hasn’t 
spent a night back in the 
hospital since that day. 

I was at about four months into my pregnancy when I 
was told something was not right. I had an amniocentesis 
done and everything surprisingly came back fine. The 
doctors knew something wasn’t right but had to wait until 
she was born to really know what condition she had and 
what was next. It was two days after her birth we received 
the diagnosis of CdLS. 

CdLS to me is just her medical condition. It does not 
define her abilities in life. To me it’s just an easy way 
to explain why she is small and why she has her arm 
differences. Josie has mild hearing loss, for which she 
has hearing aids, but they haven’t been worn in forever 
because she pulls them out now. She also has AFO braces 
for walking. 

Josie has completed two years of preschool and is currently 
in Kindergarten, where she has made numerous friends 
and memories. I’m sure that if she was verbal she would 
tell me all about her days. Thankfully her wonderful 
teachers and friends tell me when they see me, and they 
capture those special moments through pictures. 

My beautiful daughter Josephina Mae is a blessing. She 
makes everyone she meets smile. She is and always will 
be my little toughie. She has proved without a doubt that 
she can survive and succeed in this world. We may have 
a different lifestyle than most, but it’s ours, and just the 
path that God wanted us to have. 

Deanna 
Falls City, NE

Super Siblings: Kendal and 
Aaron

Share your Mailbag or 
Super Sibling Story!

 
Send your story and photo to 

bshepard@CdLSusa.org.

Kendal is a junior in high school and sister to Aaron, 
who is 35 and has CdLS.  Kendal shared her experiences 
volunteering at CdLS National Family Conferences.

I’ve attended eight conferences and volunteered at four. I 
have a special place in my heart for kids with CdLS, and 
I love working with kids in general, so I started working 
in childcare at conferences as soon as I was old enough. 

This most recent conference, I also volunteered with 
doctor consultations, where a lot more needed to be done, 
and it was very busy—signing people in, taking them to 
the doctors, running errands. I also got to go into the 
consults with my parents and talk about my brother. I 
liked hearing information straight from the doctor. 

I’ve made many connections at conferences. There’s 
a sibling of an individual with CdLS who I see at 
conferences and have built a friendship with over the 
years. We’re the same age and have known each other for 
six years. This past December, we got to travel to see one 
another and hang out together.

At last year’s conference, I was working with a little boy 
and found out it was his family’s first time attending. 
They live two hours away from where I live in Florida, 
so my family connected with them. Being able to share 
my experiences with my brother with them was awesome. 
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In lieu of gifts…

Logo Usage
2015 CALENDAR

April 24-25
Board of Directors Meeting

Windsor Locks, CT
 

April 25
Faith Hope Charity Bowl for 

Kennedi
Lexington, KY

May 2
Southeast Region Family 

Gathering
Randleman, NC

May 18 
23rd Annual CdLS Charity 

Golf Tournament 
Ipswich, MA 

June 13
Brew & BBQ for CdLS

Bloomfield, CT

August 24
27th Annual Golf 

Tournament for CdLS 
Sunset Hills, MO

September 9-12 
CdLS World Conference 

Lisbon, Portugal

September 20
Saratoga Palio

Saratoga Springs, NY

October 11 
2015 Bank of America 

Chicago Marathon 
Chicago, IL

October 17
Baltimore Running Festival

Baltimore, MD

October 23-24
Board of Directors Meeting

Orlando, FL 

November 1 
2015 TCS New York City 

Marathon
New York, NY

Alyssa’s 30th birthday raised $1,670 for the CdLS 
Foundation. You too can ask friends and relatives to 
donate to the CdLS Foundation in lieu of a birthday or 
anniversary gift, and the CdLS Foundation can supply 
customized donation cards for your celebration. By 
suggesting the option to donate “in lieu of gifts,” you 
support the many services the CdLS Foundation provides 
for families around the country, at no cost to them. Call 
800.753.2357 for information.

The CdLS Foundation logo is unique 
and memorable. Guidelines are in 
place to help maintain consistency 
and coherence in communicating 
the CdLS Foundation’s identity and 
personality to all audiences. The use 

of our logo represents an endorsement by the CdLS 
Foundation in the eyes of our families and supporters 
and is one of the reasons there are specific criteria for use.  

Approval of any design incorporating the CdLS 
Foundation logo is required. 

We are here to work with you. If you are interested 
in using our logo for awareness or fundraising efforts 
benefiting the CdLS Foundation, contact Brenda Shepard 
at bshepard@CdLSusa.org, or call the Foundation office 
at 800.753.2357 to discuss your efforts. 

Plant hope today! Email Nicole Dalto at  
nicole@CdLSusa.org or call 800.753.2357 to get started.
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Now Accepting Nominations for 
2015 de Lange Society

The CdLS Foundation is accepting 
nominations for the third class of the 
de Lange Society. Members bring 
creative vision, innovative ideas, 
vital assistance and leadership to the 
Foundation. Their contributions 
enhance the quality of service and 

programs offered to individuals with the syndrome and 
their families.

The following criteria provide guidelines and qualities 
that the CdLS Foundation believes exemplify a strong 
sense of volunteerism:

•	Demonstrates exceptional leadership, creativity, 
vision, and commitment to the CdLS Foundation.

•	Has made significant overall contributions to the 
Foundation over a minimum of 20 consecutive years.

•	 Is recognized by his or her peers as contributing 
above and beyond standard performance.

•	Advocates and advances the Foundation’s mission 
and goals.

•	Promotes positive character traits, such as caring, 
citizenship, fairness, respect, responsibility, and 
trustworthiness.

•	Exemplary performance in response to an important 
organizational need.

•	 Inspires others by providing guidance, teamwork, 
diversity, integrity, and innovation as they strive for 
excellence.

If you know someone who you feel meets this criteria, 
visit bit.ly/2015deLange to nominate them for a spot in 
the 2015 de Lange Society.

To view a list of the class of 2013 and 2014, go to http://
cdlsusa.org/getinvolved/delange.htm.

Volunteer With Us
A core component of the Foundation is its volunteers. 
Parents, relatives and friends around the country give 
their time and energy to help improve the lives of people 
with CdLS. Awareness and Regional Coordinators are 
two types of our core volunteers.  

Awareness Coordinator Program

Awareness Coordinators (ACs) are volunteers who raise 
awareness about CdLS through community activities/
events, outreach to professionals, and contact with the 
media. ACs are passionate about increasing awareness of 
the syndrome and are asked to:

•	promote awareness in their communities and 
support others who are interested in planning a 
CdLS presentation or an event;

•	be available to media working on news features about 
CdLS; and 

•	provide the Foundation with updates on awareness 
activities for inclusion in the Foundation’s newsletter 
and Web site. 

Regional Coordinator Program

Regional Coordinators (RCs) are parents or caregivers 
of individuals who have CdLS. The program assures 
that families are provided with the emotional support 
and essential information needed when caring for an 
individual with CdLS. By providing one-to-one contact 
and matching families who have experienced similar 
issues, the stress and isolation an individual family may 
feel will be reduced. RCs are asked to:

•	write, telephone or meet in-person newly referred 
families;

•	maintain a network of existing families in their areas 
and match families by area and/or similarities;

•	 refer families to known community resources; and 

•	host or support regional gatherings

If you’re interested in becoming an RC, contact Deirdre 
Summa at familysupport@CdLSusa.org or 800.753.2357. 
If you would like to become an AC, contact Brenda 
Shepard at bshepard@CdLSusa.org or 312-912-7198.
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Board Corner
Bob Boneberg Esq., President, Board of Directors 

As I begin my sixth and last 
year of service on the CdLS 
Foundation Board of Directors 
(the past two as president), I 
am reflecting once again on 
the balance that the CdLS 
Foundation must try to find 
in three points in time: today, 
tomorrow and beyond.

When I think of today, I focus 
on the Foundation’s annual operational activities. Every 
day the Foundation opens it doors and engages in all the 
programs and activities that are described in Reaching Out 
and on the website, including working with the hundreds 
of families that contact the Foundation every year.  From 
the board’s perspective, we try to ensure that each year 
the Foundation has the funds and staff to engage in its 
activities and, further, that the Foundation provides its 
services in an effective and efficient manner. 

“Tomorrow” may best be thought of as the next three years 
that encompass the periods of the Foundation’s strategic 
plans. As the perspective shifts from the immediacy of 
today, the questions for the board change also. What 
change in emphasis in programs should we make?  How 
do we find the correct balance among, for example, family 
support, regional clinics, professional awareness, and 
research? What are the implications for our budget and 
staff if we change our programs? How has our fundraising 
changed over time and how should we raise money to 
ensure that we can provide the programs that our friends 
and supporters want us to provide?

Lastly, I think about the long-term future for the 
Foundation. Where should the Foundation be in 10 or 20 
years? Should we have the same mix of programs? Should 
some programs and activities be phased out? Are there new 
things that we should be doing? The extended long-term 
is where dreams and visions are tempered with our history 
and experience, so that we can begin to develop those 
long-range plans that make the best sense for everyone. 

If you think that there is a better way for the Foundation 
to operate, or have thoughts on the future, please let me 
know by emailing President@CdLSusa.org. 

WELCOME NEW FAMILIES
California 

Sophia and John and  
daughter Brooke,  

born July 19, 1998
 

Adriana and Javier and 
daughter Maileni,  

born January 31, 2013

Colorado  
Bonnie and Seth and daughter 

Emma, born July 29, 2014

Florida 
Cristiana and daughter, born 

November 25, 2010

Nebraska 
Sarah and son Tripp, born 

September 22, 2014

New Jersey 
Coretta and son Keyshawn, 

born July 9, 1986

Texas  
Cheryl and daughter Baylee, 

born October 2, 2007
 

Aly and Tyler and son Samuel, 
born October 10, 2013

Virginia 
 Rebekah and Antonio and son 

Jeriah, born April 22, 2014

Washington 
 Brenna and daughter Aelycia, 

born July 2, 2014

Wisconsin 
Tanya and son Anthony,  

born August 1, 1999

Se buscan coordinadores 
bilingües voluntarios
Una de nuestras metas para el año 2015 es la provisión de 
mejores recursos y apoyo para las familias hispanohablantes 
que se ponen en contacto con nosotros. Si usted es bilingüe 
en español e inglés, podrá ser un recurso fundamental 
para esas familias en todo el país. Si desea obtener más 
información sobre cómo convertirse en Coordinador 
hispanohablante voluntario para la Fundación SCdL, 
póngase en contacto con Deirdre Summa enviando un 
correo electrónico a familysupport@CdLSusa.org. 



14REACHING OUT www.CdLSusa.org

It’s really useful to know what gene change your child has. 
As researchers gather larger subsets in each gene, it will 
improve the quality of information about what your child 
may be like, what complications might come up, and also 
give you specific information on how to treat your child’s 
medical, emotional and academic needs. Anything you 
can do to tailor treatments to enhance the quality of life 
for your child, in my opinion, is a huge advantage. 

Not all of our questions were answered by testing, but 
knowing does explain some differences we see with Claire. 
Something that affects Claire may not be common to all 
people with CdLS, but it may be common to those with 
the HDAC8 change.

Knowing that it happened at conception also helps the 
“what could I have done differently?” question in the 
back of my mind. It releases me from any guilt because 
it’s the way my daughter was created. It let’s me take a 
deep breath and give my child the best life I can.

A Closer Look at Genetic 
Testing: Claire’s Story cont.

What is the point of genetic 
testing? cont.
Testing is available at the following locations: 

Children’s Hospital of Philadelphia 
The CHOP research lab will soon have screening 
available for the five known CdLS genes. The research 
team also has a particular interest in individuals who 
have a diagnosis of CdLS but have had negative testing 
for the five genes.

Sarah Noon, M.S., (215) 590‐4248;  
noons@email.chop.edu. 

University of Chicago Genetic Services Laboratories 
Clinical lab providing testing for all five known genes.
(888) UC-GENES; ctan@bsd.uchicago.edu.

Courtagen 
Commercial lab providing testing for all five known 
CdLS genes as part of their neurodevelopment disorder 
panel. Financial assistance is available to qualified 
families. 877.395.7608; www.courtagen.com.

GeneDx 
Commercial lab testing for NIPBL and SMC1A. 301-
519-2100;  www.genedx.com. 

Got clinic? 
Don’t miss out on the opportunity to meet with specialists from a range of medical 

disciplines. The current schedule for CdLS Clinics is as follows:

•	 The CdLS Clinic at Santa Clara 
Valley Medical Center (San Jose, CA) 
August 10, 2015 
Insurance authorization required.

•	 Multidisciplinary Clinic for 
Adolescents and Adults at Greater 
Baltimore Medical Center Clinic 
(ages 12 and up) 
November 7, 2015

The CdLS Foundation offers one-time travel reimbursement up to $250 to assist families with travel.

For more information on CdLS clinics, contact Deirdre at familysupport@CdLSusa.org or 800-753-2357.

•	 Center for CdLS and Related 
Diagnoses at Children’s Hospital of 
Philadelphia 
Meets once monthly. 
Insurance authorization required.



MEDICAL ALERT CARD 
Name: ____________________________ has  
Cornelia de Lange Syndrome (CdLS) 

Updated ___/___/___ 

Life Threatening Conditions 

 GI problems: bowel obstruction, volvulus, reflux leading to  
aspiration pneumonia 

 Swallowing difficulties/choking 
 Small airway (anesthesia risk) 
 Seizures 
 Cardiac problems 

Other Notable Characteristics 

 Speech and hearing problems (may not be able to 
understand/respond to questions) 

 Neurological, behavioral problems 
 Slow growth and small stature 
 Developmental delays 

--------------------------------------fold here------------------------------------ 

CdLS Foundation: 800.753.2357       

Medical Conditions Associated with CdLS 
Check all that exist 

 
( ) Behavior Issues: ( ) Anxiety ( ) Aggression 
( ) Self-injurious ( ) Hyperactivity 
( ) Bowel Obstruction: ( ) Surgery: date(s)__________ 
( ) Cleft Palate 
( ) Small Airway (may require pediatric size tube) 
( ) Constipation: ( ) Occasional ( ) Often 
( ) Dental: ( ) Many Cavities ( ) Crowding 
( ) Developmental Delays: ( ) Mild ( ) Mod ( ) Severe 
( ) Ear Infections (frequent): ( ) Tubes 
( ) Genitalia Abnormality: ( ) Hypospadias ( ) Micropenis 
( ) Feeding: Prone to Choking ( ) NPO 
( ) Feeding Tube 
( ) Food Intolerance: ( ) Lactose ( ) Gluten 
Other________________ Special Diet _____________ 
( ) Fundoplication Surgery: date(s)___________________ 
 

Personal Details 

Blood Type:  ____ Age: ____ Sex: ____DOB: _________ 

Address: ______________________________________ 

Phone(s): _____________________________________ 

  Emergency/Medical Contacts 

Name: ______________________Relation: __________ 

Ph# 1:__________________ Ph#2__________________ 

Address: ______________________________________ 

Name: ______________________Relation: __________ 

Ph# 1:__________________ Ph#2__________________ 

Address: ______________________________________ 

 

--------------------------------------fold here----------------------------------- 

 ( ) Gastroesophageal Reflux: ( ) Mild ( ) Severe 
( ) Hearing Loss: ( ) Wears Aides 
( ) Heart Defect: Type(s)___________________________ 
( ) Hip Problem(s): Type(s)_________________________ 
( ) Malrotation: ( ) Surgery: date(s)_________________ 
( ) Pain Tolerance (unusually high) 
( ) Pneumonia: date(s)_____________________________ 
( ) Ptosis: ( ) Surgery: date(s) ______________________ 
( ) Renal Disorder: Type(s)_________________________ 
( ) Seizures: ( ) Frequent ( ) Rare ( ) On Meds 
( ) Sinus: ( ) Infections ( ) Polyp(s) 
( ) Tear Duct Frequently Clogged 
( ) Upper Limb Differences 
( ) Vision Impaired: ( ) Glasses ( ) Contacts 
( ) Other (not necessarily related to CdLS):___________ 
______________________________________________ 

Doctor: _________________ Ph#: ________________ 

Specialty:_____________________________________ 

Doctor: _________________ Ph#: ________________ 

Specialty:_____________________________________ 

Doctor: _________________ Ph#: ________________ 

Specialty:_____________________________________ 

Ins. Co. _______________________________________ 

Policy: ________________________________________ 

Medicaid #_______________Medicare # _____________ 

Allergies 

( ) Antibiotics: ( ) Penicillin ( ) Sulfa ( ) Tetracycline 
     ( ) Other _____________________________________ 
( ) Pain Meds/Anesthesia: ( ) Codeine ( ) Demerol 
( ) Lidocane ( ) Morphine ( ) Novocaine 
     ( ) Other _____________________________________ 

( ) Environmental _________________________________ 
( ) Insect Stings __________________________________ 
( ) Foods _______________________________________ 
( ) Latex ( ) X-Ray Dyes  
( ) No known allergies 

Medications 

Medication       Dosage       Frequency               Reason 
_____________________________________________________
_____________________________________________________
_____________________________________________________
_____________________________________________________ 
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2015 National CdLS Awareness Day - May 9
Each year, parents, volunteers and friends request official Awareness Day proclamations from governors and 

local leaders; hang awareness fliers in public places; make presentations to civic groups or health workers; write 
their local newspapers; and much more.

 For information, social media graphics and ideas for CdLS Awareness Day, visit  
http://www.cdlsusa.org/what-we-do/awareness-day.htm

Don’t forget to wear 
purple for CdLS!
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Gifts that Count -
In Honor/Celebration

Brandt Anderson
Joe Shull

Nicholas Arroyo
Barbara and Alex Kalb

Francie Barber
Mary Micallef

Stelianos Bardis
Emily and Andrew Kirshenbaum

Jack Barnes
Valerie Barnes

Annie Beaumont
Rita Deck

Carl Bentson
Karen Koeppe

Alex Boneberg
Kate Glenn

Alexandra Boteler
Ruth DeBelo

Susan Brown
Karen and Tony Spivey

Harley Butler
Mary J. Fenske

Stephen Campi
Cathy and Dom Campi

Douglas Canning
Cathie Canning

Joseph Cattabiani
Nancy Cattabiani

CdLS Foundation Staff
Heather and Dan Hitchler
Joanne and Stephen Gersuk
Lynnette and Dean Miller
Margaret and Stephen Gladson
Mary Opitz and Brian Luyt
Michael Linehan and Misty Shuff
Molly and Garth Black
Nicole Turman
Sandra and Walter Turner
Tamara and Andy Selinger

Julie Champion
Gael and William Hoysgaard
Winifred Connor

Vivian Comeau
Tracey Maguire

Marie Malloy
Mary Levis

Delaney DeMaria
Vincent Berardini

Ajit Dhillon
Puneet and Yuvraj Dhillon

Rachel Dillman
Carol and Harold Stahlhut

Becky Dittmer
Darleen and Elmer Dittmer

Donald Doherty
Moneta Group

Dr. Jim Herron
Dr. Herron’s Staff

Meghan Eddy
Jim Kenney

Mary Fiori
Carolyn and Ted Williams

Christine Fishel
Angela and Wayne Wrolstad

Benjamin Fisher
Alyssa and Charles Singer
Eugene Dozmati

Logan Fowler
Jane Arai
Mary and John Cavalieri

Lindsay Franco
Melanie Horn
Alda Houchin

Diane Friedman
Andrea and Marc Needlman
Ellen Braverman and  
   Robert Fishel

Michael Friedman
Andrea and Marc Needlman
Howard Braverman
Margaret Sliwa
Natalie and Roger Zellner

Gracie Fry
Linda Chatham
Linda and Bruce Fry

Aubrey Garigen
Louanne and John Strauss

Princess Hawkins
Angela and Tim Young

Cassidy Hegarty
Gale and William Wood

Gretchen Heinrich
Ellen and Daniel Smock

Peyton Howland
Marsha Corley

Caitlin Igoe
Nina and Jeffrey Kellogg

Adam Jackson
Sara and Rodney Lair

Barb and Shreve Johnessee
Penelope and James Pomfret

Maggie Johnson
Jennifer and Glenn Johnson

Alan Kaplan
Diane Miller
Eleanor Peters

Brenden Keating
Patricia and George Zirm
Scott Zirm

Tara Kimmel
Brook and Carey Sipe

Daniel Kliewer
Hazel and John Kliewer

Elyse Kourides
David Tharp

Kaitlyn Kuepferle
David Eberle

Hope Kurth
Nathelle and Richard Togni

Christopher Langolf
Mary and Lee Langolf

David Leonard
Susan Flaming

Lauren Lewin
Jacqueline Lewin

Mason Linehan
Michael Linehan and Misty Shuff

Jared Linsk
Robert Linsk

Eric Loftus
Annie Fetzer

Katie Luyt
Mary Opitz and Brian Luyt

Tyler Macy
Benjamin Macy
Mary Ann and Raemon Polk

Angie Maglione
Yadira and Jose Maglione

Trinity Malone
Nancy Malone
Sandra McCalla

Jake A. Marcus
Carrie and Scott Radomsky

Reagan Marvici
Cheri and Gerald Mattes

Henry McKenna
Stephanie and Benino McKenna

Nicole Miller
Barbara Moquin
Eric Miller
Joanne and Lawrence Gerstle
Susan and Allen Terhune

Samuel Miller
Sarah and David Swartz
Susan and Michael Brown

Sara Mitchell
Kim and David Mitchell

Hannah Moore
Kay and Bert Moore

Joel Needlman
Andrea and Marc Needlman

Mikayla Needlman
Rona Bezman
David Kahn
Daniel Kaplan

Taylor Nelson
Jane and Stephen Nelson
Steven Street

Emmie Oros
Charlene and  
   Norman Francom

Emma Pietrafesa
Lisa Whetstone

Alyssa Pletl
Amy Appler-Saccia
Ann and Dennis Scire
Beverly Lauton
Brenda Majka
Catherine and Jaroslaw  
   Wojtowycz
Clara Dempsey
Craig Anken
Darla Stocking
Dorothy and William Sutton
Gail and Francis Manfredo
Gary Thaler
Janet Adamczyk
Jared and Nina Pletl
Jennie Diperna
John and Patricia Pletl
Kathleen Pletl
Korynne Mahoney
Linda Norton
Lisa and Ronald Midura
Lori Coleman
Lucy and Robert Brodowski
Mary and James Halliday
Mary DiPerna
Melissa and Ronald Clark
Ms. Donna M. Pletl
Paul and Roxanne Irizarry
Paul Daniels
Stephen and Barbara Gondek
Thomas Sutton
Tracy and Scott Jubis
Wendy and Daniel Woodward

Maya Pomfret
Jackie and John Kurelja
Richard Pomfret

Donations from 12/01/2014-03/06/2015



18REACHING OUT www.CdLSusa.org

Ann Rees
Helen Thompson

Brittany Reifer
David Mann

Siena Renteria
Francie Barber and  
   Craig Cheney

Riley Rissland
Anne and Wesley Johnson

Brody Rocco
Dorothy and Lynn Dixon

Kenneth Rowe
Jerry Peterson and Mary  
   Kaye Peterson
Susie and Michael Hinchcliffe

Marissa Salas
Miriam and Adolfo Salas

Tripp Seite
Melanie Fulton

Brenda Shull
Fran and Wayne Shull

Joe Shull
Fran and Wayne Shull

Gabriel Sloan
Margaret and Scott Sloan

Will Smisloff
Lorrie and Michael Patenaude
Elaine and Thomas Whalen

Jessica Smith
Lisa and Roscoe Marter

Austin Staggs
Chico’s of Sonoma
Eva Hawkins-Herrerias
Kimberly and Mason Knechtle
Tracy Dutton

Jonathan Swanson
Elizabeth Cruz
Judith and Ross Soltess
Theodore Weidenbach

Sofia Teixeira
Andrew Roth
Valerie and John Schlapp

Dustin Tolar
Mary Ann Wesley

Emily Turner
Sandra and Walter Turner

Ethan Walters
Penelope Keating
Roberta and John Phin

Tyler Weissman
Jacquelyn and Frederic Vezina
Lucy Kraatz
NKY/Cincinnati Buffalo Bills  
   Backers

Kerry Welborn
Marilynn Welborn

Elaine Whalen
Grace Smisloff
Kathyrn Whalen
Lorrie and Michael Patenaude
Tera Patenaude
Tim Whalen

Caleb Wherry
Kathy and Andy Wood

Jeffrey Woodall
Tracey Woodall

Kathryn Woodruff
Elizabeth and Andrew 
Feranchak

Jameson Zagar
Grace Petersen

Joy Zerbarini
Jean and James Crowley

In Memory 

Doug Allen
Callie Haug
Ehlers & Associates, CPAS, LLC
Frances McClellan
Glenda Lavergne
Tiger Well Service Incorporated
Tina Trahan

Michael Austin
Aimee Rowe
Angela and Tim Young
Board & staff of the  
   CdLS Foundation
Carol and Jim Austin
Kathy Rowe

Linda and Gerald Detzel
Shirley Pultz
Wendy and Steven Tait

Jacob Bernstein
Myrna Kaplan

Jack Brigham
Jack Brigham

Jane Churchman
Elizabethann and Richard Bittner
Erin Elman
Joan S. Pulley

Christine Currey
Lynne Kerr and Hunter Jackson

Elizabeth Donovan
Christina and Herbert Donovan
Melissa and Paul Long

James Fenske
Mrs. Mary J. Fenske

Julissa Fiol
Board & staff of the  
   CdLS Foundation
Maria Serfass
Pattie and Eugene Harley
Richard Fry

Robert Fisher
Judy and Joel Fisher

Michael Gonella
Andrea Miller
Patricia and Aldon Daniels

Edward Harms
Karen and Bill McDonald

Brenda Heltne
Jean and Dennis Eich

Greta Holz
Ann and Jason Straight

Liddy Horsey
Karen Manning and Thom 
Horsey
Mary and Robert Geis
Mary Manning
Patricia Horsey
Vicki and Brad Haneberg

Matthew Huss
Jeff Byars

Emily Johnson
A. Johnson
Elizabeth and James Johnson
Lynda and Jay Steller

Alan Kaplan
Adam Bookbinder
Adeline and Edward Davidson
Allan and Judy Drachman
Arlene and Jerome Hulak
Arlene and Lawrence Bornstein
Barbara and Bernard Wolsky
Barbara and Evans Carter
Beth and Robert Martin
Bette and Daniel Shoreman
Bobbi and Stephen Paris
Carol and Edward Kantner
Carole Seigel
Charlene Levin
Charles Krattenmaker, Jr.
David Pemstein
Deborah and Ron Joseph  
   De Witt
Dr. and Mrs. Richard Slater
Dr. Laurence Miller and  
   Anne Miller
Eileen Greenberg
Elizabeth and Bertram Snyder
Elizabeth and Mark Burnett
Elizabeth and Richard  
   Gaberman
Ellie and Barry Sneirson
Emeri Handler
Frances and David Lubin
Fredda and Leonard Broverman
George and Ellen Citron
Gerald Dinerman
Gloria Goldman
Gloria Zakon
Gordon and Marjorie Densmore
Hannah Koltuv
Harry Kushnir
Henrietta and Fred Shmase
Ida Bershad and Edward Snow
Jane Schulman
Jean and Glenn Kessler
John and Claire Mannheim
Judith and Burton Faberman
Judith and Joel Robbins
Keith and Susan Muntyan
Leonard and Brenda Swartz
Linda Elman
Lois and Lawrence Waldman
Lucille Killoh
Marcia and Roger Davis
Marilyn and Alan Robbins
Marilyn and Arthur Breen
Martin and Patti Benowitz
Mr. Alan M. Lustig

Mr. and Mrs. Richard L. Seegel
Myra and Gerome Gold
Myrna and Leon Omansky
Nan Kline
Nancy and Harold Benjamin
Norma Osit
Philip and Bobbie Boyle
Phyllis Sneirson
Ron and Lynn Cieslak
Ronnie and Ronald Nadel
Rosalyn and Sanford Levy
Sandi and Lou Holzman
Sandra and Edward Tucker
Sharman and Larry Rosen
Sheila and Irwin Heller
Sherman Smith
Shirley and Nathan Krasnigor
Sophie Marks
Stephen Bonder
Stuart and Sandra Rosenberg
Susan and Aaron Bikofsky
Susan and James Grossman
Susan and Michael Brown
Susan Bonder
Susan Pollack

Rachel McCoige
Mr. and Mrs. Chad McCoige

Diane Mignogna
Angela and Wayne Wrolstad

Ronald Morrone
Beth and Paul Patitucci
Michael and Jane Patitucci

Jessica  Murphy
Roberta Murphy

Rose Niemczak
Jonathon Niemczak

Delores Osborne
Mildred Emrich
Miriam and John Siner
RMMS

Annie Parr
Clarissa and John Sweeney

Rachel Penedos
Sheila Penedos

Sara Peracchio
Priscilla and Michael Heimer
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Our Deepest Sympathy

Michael (Mikey) Austin 
November 30, 1974 – December 27, 2014

Son of Judith Stilwell
25501 Trost Blvd # 7-55

Bonita Springs, FL 34135-6422

Julissa Sherri Raquel Fiol
June 5, 2007 – January 6, 2015

Grandchild of Margaret and Roger Scruggs
810 Chopping Rd
Mineral, VA 23117

Nikki A. Rauscher
March 1, 1996 – February 2, 2015

Daughter of Dawn and Rolfe Rauscher
1198 Mt Hope Ave

Oneida, NY 13421-7036

Addison Hood Weatherly 
November 15, 2012- October 3, 2014 

Daughter of Michaela Hood 
1502 Brush St 

Bridgeport, TX 76426

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.

302 West Main Street #100
Avon, CT 06001-3681
800.753.2357 • www.CdLSusa.org

Megan L. Ramsey
Christopher Collins
Melody and Arthur Wilt
Stephanie Wolkin

Nikki Rauscher
Beth and Mark Smisloff
Board & staff of the  
   CdLS Foundation
Grace Smisloff
Luanna and William Fielder

Eric Sagritalo
Erlinda and Gualberto Sagritalo

Sarah  Schow
Cheryl Schow

Donald Schroeder
April and Kevin Clark
Emily and Rocky Shinpaugh
Lynnette and Dean Miller

Stephen Swerling
Craig Williams
Geraldine and Robert Kastner

Marie and Kerry Bartels
William Follett

Kourtenay Tharp
Ellen and Nelson Tharp

Claudia Tiongson
Dolores and Robert Schoen
Juliet and Eastman Tiu

Allison Tryba
Jan and Les Tryba

Addison Hood Weatherly
Board & staff of the  
   CdLS Foundation

Alison Wells
Barbara and Norm Winnerman

Janice Zampino
Angela and Wayne Wrolstad

Matthew Zipp
Amy and John Zipp

On the Cover
Jayden is 11 years old and 
in the sixth grade. He is 
in a Life Skills classroom 
and is doing awesome 
thanks to his wonderful 
teacher. Jayden was the 
manager for his school 
basketball team and loved 
helping out and being 
part of the team. He also 
played in the last game 
of the season. He was 

so nervous, but he got through it with the help of his 
teammates and coach. I know it’s a moment he will 
never forget.

In his free time, he loves playing on his Xbox 360, 
watching the San Antonio Spurs and listening to hip-
hop music. Jayden is very set in his ways and must follow 
the same routine every day. He is very funny, smart and 
curious, and he has everyone wrapped around his little 
finger because of his charisma. He is a great role model 
to his little brother Tristan, who is his best friend. They 
have a bond that can never be broken.

Jayden amazes our entire family each and every day. 
Sometimes he needs a gentle push, but he always gets 
through it with a smile. As his mother, I am beyond 
blessed to have him as my son. 
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There’s a lot of “small” talk when it comes to Cornelia de Lange Syndrome (CdLS): small stature, small 
head size, small hands and feet… We’re here to tell you though, that people with CdLS may be small, 
but they are mighty. Many face big medical and physical challenges with equally big courage. The 
CdLS Foundation is on their team, ready to jump into action when needed. But we can’t do it alone.

BE MIGHTY 
You can make your donation to the CdLS Foundation mightier by committing to monthly giving. That’s 
because a small monthly donation equals a big gift over time—for example, just $25 per month is $300 
annually.

Contact Kelly Brown at kbrown@CdLSusa.org, or call 800.753.2357 to get started.


