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Our Mission

The Cornelia de Lange
Syndrome Foundation is

a family support organiza-
tion that exists to ensure
carly and accurate diag-
nosis 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 in-
formed decisions through-

out their lifetimes.

_

HopPE AND INSPIRATION

Frank Mairano, a founding father of the CdLS Foundation, is my inspiration to take up
running again after many years (and two kids). He started by encouraging me to run with
him and others gathered at our National Conference this past summer. I received additional
inspiration in October at the Chicago Marathon, when I cheered on Frank and the 16 other
members of Team CdLS as they tackled the streets of Chicago with amazing motivation
and strength.

The spirit of Team CdLS was loud and clear. Many of the runners had connections to CdLS,
like Frank, who founded Team CdLS in 2000 and marked his seventh Chicago Marathon.
In his Team CdLS biography, Frank says:

My motivation is the memory of my daughter Lisa, and the thought that | am a ve
fortunate man. | have been given many opportunities in my life to do some pre
neat things, and this is one of them. | feel a real obligation to give back. Runn
for our kids with CdLS is a way for me to do that.

Jill Kaufman had no connection to CdLS until she joined the team in 2007. After receiving
a message of encouragement from the mother of a very sick baby boy with CdLS, Jill inked
his name—Jack—on her arm for race-day inspiration. Sadly, he passed away a month after
the marathon. Jill ran in honor of his memory this year. In her biography Jill says:

For at least a few hours, | hope to be the familyOs light with JackOs spirit guidil
way. lis year when | cross the "nish line, not only will Jack be on my mind, bu
in my heart as well. Each of us is a vital thread in another personOs tapestry.
lives are wo#en together for a reason. We need to care about each other and p
arms around each other. No one can do it alone.

Watching the runners’ perseverance and determination to cross the finish line—all for
people with CdLS—filled me with hope. And with that in mind, hope is what I want to
extend to the entire CdLS family during this holiday season.

Hope for the advancement of treatments for individuals with CdLS. Hope for continued
strength for all the families we serve. Hope for a healthy New Year for all.

Liana Garcia-Fresher, R.D., M.S.
Executive Director
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HAVE YOu AskeD THE DOCTOR LATELY?
By Antonie Kline, M.D., Foundation Medical Director

One of the best services that the CdLS Foundation pro-
vides is response to families’ and professionals’ queries
related to CdLS via the Ask the Doci@ttion of the Web
site, WWW.CdLSusa.or#lere, questions are posted, then
sent to members of the Clinical Advisory Board (CAB)
for an answer. When the answer is received, the person
who initiated the question is contacted with the informa-
tion, and many times the answer is archived on the Web
site for future use.

Families who do not have access to the Internet can call
in their question to a family service coordinator, who will
post it on their behalf. No question is insignificant. After
about 10 years of using this service, the family service coordinators have learned a great
deal about the syndrome and can often provide quick answers to many questions. New
questions arrive regularly, expanding the Foundation’s knowledge bank.

The CAB members answer the questions, but all inquiries are also sent to me to assure
that the correct professional receives and appropriately answers each question. Al CAB
members are trained and highly qualified (a list of specialties appears on this page).

Questions can be directed to an additional therapist, psychologist, or physician if needed.
The more specialized questions go to the specific specialist. Most questions are promptly
answered via email, but we generally allow the CAB member up to two weeks to provide
a response. Answers are well thought out and the advice is prudent. We appreciate all
the time contributed by the CAB members, who provide their expertise for free.

Ask the Doctigicries also provide specific professionals the opportunity to get advice
from their peers, which may generate new research related to CdLS. For example, a
physical therapist in Arkansas could ask about a specific hand splint or exercise that
might be of benefit to a patient with CdLS or could potentially harm the individual.
The answer might prompt a study on the types of management used on the hands.

The archived database in Ask the Docto been shared by international groups as well.

This is convenient for those living in countries in different time zones. If someone needs
continued on page 7

The CdLS Foundation has Access to Experts in the Following Fields:

Anesthesia Education Ophthalmology
Behavior & Child Family Medicine Orthopedics
Development Gastroenterology Otolaryngology
giglc(l)lg}rlnistry & Molecular- Genetic Counseling Pediatrics
Cardiolo Gynecology Physical Therapy
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Molecular Genetics Internal Medicine Psyc.hlatry
Clinical Generics s dober
Clinical Psychology Neurology o ccch-L:n g-yF di
Dentistry Nutrition ? s
Developmental Biology Occupational Therapy
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UNDERSTANDING SEIZURES

By Lynne M. Kerr, M.D.

Pediatric Neurologist, Shriners Hospital for Children, Salt
Lake City, and University of Utah Medical Center

Mother of Madelyn

Seizures are uncommon
in children; in fact, only
about three percent of
all children experience
them. However, the oc-
currence of seizures in
children with Corne-
lia de Lange Syndrome
(CdLS) is increased—for
unclear reasons—occur-
ring in approximately 15
percent of children with
the syndrome.

Although seizures are very frightening to the child and her
family, they do not usually cause harm. However, due to the
risk of accidental injury, children with seizures, or possible
seizures, should not be left unguarded in the bathtub or swim-
mingareas, and should avoid climbing in places where falling
might result in injury.

If your child is having a seizure, make sure she is on her side
in a safe place where she cannot fall or hit objects. Do not
attempt to put anything in her mouth. Keep track of how
long the seizure lasts. If it continues more than five minutes,
call 911 for help. If the seizure stops on its own but it’s your
child’s first seizure, safely take the child for evaluation at your
local emergency room.

The first question a medical professional considers is whether
the episode was in fact a seizure or some other kind of a spell.
In children with CdLS, reflux episodes causing arching may
look like seizures. Other spells that mimic seizures include

breath-holding, daydreaming and tics.

The next question the physician considers is the cause of the
seizure. It’s important to rule out acute malfunctioning of the
brain due to illnesses such as meningitis; metabolic distur-
bances, such as dehydration during a gastrointestinal illness;
or bleedinginto the brain from trauma. The initial evaluation
ofa child with a new seizure looks for acute changes that may
have caused the seizure and need to be immediately treated.
This procedure often includes laboratory tests and brain imag-

ing by CT or MRL

Assumingacute causes are ruled out, the next step is determin-

ing the type of seizure the child has had. Observers are asked to
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describe the seizure: where it started in the body and whether
it spread to other parts of the body or started all over the body
at the same time. This determines whether it’s a generalized
or partial seizure.

Some seizures are easy to recognize, such as grand mal or
generalized tonic clonic seizures. These are very dramatic.
Sometimes the child will bite her tongue or urinate during the
seizure. The child experiencing this kind of seizure will be very
sleepy and disoriented for a while afterwards. This is called the
postictal state and is not actually part of the seizure.

Petit mal or absence seizures are much more difficult to rec-
ognize. These may occur many times a day—sometimes as
many as 50 times—and last a few seconds with mild facial
movements, such as eye blinks. It does not leave the child
sleepy afterward. One way these seizures can be differentiated
from daydreamingis that they interrupt the child’s activity—
stopping her while talking, sipping from a glass or walking

across the room.

Sometimes seizures are partial seizures, affecting only one
part of the brain. These are notoriously difficult to diagnose,
as they may be motor, with one hand jerking, or sensory, with
the child experiencing a funny smell or flashing lights. These

sometimes turn into more typical, generalized seizures.

There are various types of seizures, and some tend to occur at
certain ages (e.g., absence seizures in childhood and juvenile
myoclonic epilepsy during adolescence). Some types don’t
require treatment, such as simple febrile seizures or a type
of seizure that runs in families and may occur only at night

(benign epilepsy of childhood with centrotemporal spikes).

If the physician feels that the episode represents a seizure, she
may perform an electroencephalogram (EEG), a non-painful
test involving the application of electrodes to the head to
record brain waves. EEGs are not performed unless there is a
strong clinical suspicion of a seizure disorder. It is performed
to guide treatment, not diagnose the seizure.

Since it’s often difficult to tell if a particular episode is a sei-
zure, family members may be asked to keep a record of the
events for a few weeks, and even videotape the activity they
are concerned about. A follow-up is then scheduled with the
neurologist.

It’s important that medication not be used until it’s clear that
the child is experiencing seizures. All seizure medicines may
have side effects and are not worth the risk of taking if not

needed.

If seizures are diagnosed, the physician often orders further
testing, including a brain MRI and possibly metabolic
testing—if not performed during the acute evaluation—to
determine the cause of the seizure.

wwwCdL8sa.org



While the type of seizure and age of the child guides the choice
of medication, convenience and expense for the family should
be considered. All seizure medications have potential side ef-
fects, including changes in mood, activity level and learning.
The newer antiepileptic drugs, such as Keppra and Topamax,
are less likely to have these effects than the older antiepileptic
drugs, such as Depakote, Tegretol, and especially Phenobarbi-
tal. However, some types of seizures may respond better to the
older medications. Every family should ensure that they have
been thoroughly informed regarding the benefits and risks of
the medicine being prescribed for their child.

The seizure type and underlying neurological problems
determines how long the child needs to be on medication.

Generalized seizures

Generally, it’s more difficult to be weaned off medication if
there are underlying neurologic problems. Even in typically
developing children, the physician waits two to four years after
the last seizure before weaning the medication.

Questions regarding the right medication and when to cease
medication should be discussed with the child’s neurologist.
It’s helpful to find a neurologist familiar with children with
CdLS when possible.

For more information on seizure disorders, visit
www.medhomeportal.org, www.epilepsyfoundation.org or
www.epilepsy.com.

Generalized seizures affect both sides of the brain from the beginning of the seizure. They produce loss of consciousness, either

briefly or for a longer period of time.

Type
Absence (petit

mal seizure)

Duration Symptoms

2 to 15 seconds

Post-seizure symptoms

4UBSF r &ZFT VUUFS JOAnesia for seizure events

Automatisms (such as lip smacking,

No confusion

picking at clothes, fumbling) if prolonged ~ Promptly resumes activity

Generalized 1 to 2 minutes $MPOJDJUZ KFSLJOH AmnBiZfolBRMMEedonsBOPTJIT
Tonic-Clonic (bluing of the lips, nail beds, face) Confusion
(grand mal) Deep sleep

Partial seizures

In partial seizures, the electrical disturbance is limited to a specific area of one side of the brain. Partial seizures are subdivided
into simple partial seizures (in which consciousness is retained) and complex partial seizures (in which consciousness is im-

paired or lost).
Type Duration Symptoms
Simple Partial 90 seconds No loss of consciousness.

Post-seizure symptoms

4VEEFO KFSLJOH t 4FO ToPse@safpd-OPNFOB

Complex partiall to 2 minutes .BZ

IBWF BVSB

"VUPNBUJTNT t 60BXB S Mila t6 nfoGevétd 8é¢hinsibk O U

.BZ XBOEFS
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Credit: Epilepsy Foundation, www.epilepsyfoundation.org.

Arkansas Indiana
Carla and daughter Makayla Rebecca and Jose and
born August 1,2002 daughter Marisa

Florida born February 16, 2000

Johana and daughter Valeria
born August 23,2008

Amy and ]. Michael
and daughter Calleigh
born October 8, 2006

WELCOME NEW FAMILIES

Pennsyllania
Shasta and son Isaac
born October 22, 2007

Michigan
Porsha and daughter Paige
born June S, 2007

Ohio Texas
Crystal and Clay and Elizabeth and Gullermo
daughter Grace and daughter Maria

born September 13, 2008 born October 9, 2006

Possible transient weakness or loss
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lllinois
Deanna and Josh Louisiana Marcia and daughter Nneamaka Only new families who have given u
and daughter Josephina Tiara and son Kenyon born September 4, 2001 permission to print their infgrmation
born October 3, 2008 born July 28, 2008 are listed above.
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SEizures AND CdLS:
FAMILIES SHARE THEIR STORIES
By Deirdre Summa, M.S.W., Family Service Coordinator

Many individuals with CdLS are at risk for medical eomplitifficulty learning before the seizures were treated.
tions; therefore, preventative care is critical in identifyingrand.

treating potential problems. For example, regular visits E%
gastroenterologist, along with periodic testing, help iden
re$ux and other gastrointestinal problems. When CéLS is i
nosed, an echocardiogram is recommended to identify any

% improved significantly in the last two years. We have

a 1d¥a what the future will hold for little Miss Tami, but we
%%8}% she is finally in a much better place.”

a%l is also “so smiley and happy,” she says. “Her quality of

defects that need monitoring or surgery. And hearing evalkatioms: says that although watching her daughter have a

can identify issues that may a%ect communication.

But for families whose child experiences seizures, ther
preventative measures. Treatment o&en begins a&er a '

e

seizure was horrifying, she is thankful it occurred when it

did so a treatment plan could be implemented. She hopes
are no . g . .

thﬁ fharing her story will help other families identify seizures

i:g‘l seck help.

experience watching the child have a seizure. While seizures
It_?sg],emother of JohnMichael, age 13

are usually not harmful to the child, they are distressing

parents, who feel helpless during an episode.

Below are two familiesO accounts of their experiences

Zures.

Ramona, mother of Tami, age 23

“Tami had two grand mal seizures in June 2006,” says Ramona.
“We were lucky, in a way, that she was already in the hospital
with pancreatitis, so there was medical documentation of
the seizures.”

Ramona says that when she thinks back, her daughter had
been showing signs of seizures for a number of years, such
as bright lights hurting Tami’s eyes, loud sounds hurting her
head, and occasional head banging. What Ramona thought
was self-stimulatory behavior turned out to be signs of seizure
activity, later explained to her as petit mal seizures.

“[They] never were docu-
mented, so no one took me
at my word,” says Ramona.
“She never had an EEG (elec-
troencephalography) until
she experienced the grand
mal seizures at the hospital,
and then the abnormal brain
activity was revealed.”

As soon as Tami started med-
ication (Topamax) at the cor-
rect dosage, she no longer ex-
perienced seizures. “No more
bouncing in cars, no more
headaches, and she islearning
Tami so much, so fast,” Ramona
says, recalling how Tami had

REAGING QT

John Michael

“John Michael was five years old when he was diagnosed
with seizures,” says Lisa. “I had no idea that he was having
seizures. He stared, but I thought he was tired or just needed

a break.”

John Michael’s occupational therapist noticed the behavior
and brought it to Lisa’s attention. After a trip to the neurolo-
gist and some testing, it was confirmed that John Michael was
having petit mal seizures.

“I felt so bad that I didn’t see this, even when the doctor
explained that these types of seizures are hard to notice and
can be mistaken for something else,” Lisa says.

John Michael was put on Depakote. At the time, Lisa says her
son was a tiny boy having trouble gaining weight, but within
six months he was overweight. John Michael’s medication

wwwCdL8sa.org




has since changed to Lamictal. “He still is overweight, but
has grown into it,” says Lisa.

John Michael also has autism, and started taking Risperdal
to help with challenging behaviors. While it has helped, it
has brought more weight gain. “It’s a hard balance with these
medications,” Lisa says. “John Michael’s quality of life has
changed for the better, but managing his weight has now
become a struggle.” Despite the challenges of havinga child
with CdLS and autism, Lisa says she couldn’t picture her life
without John Michael. “He has brought so much joy and has
taught us what is really important. My son is not this label or
that diagnosis,” she says. “He is a young man who loves cook-
ing and books, has a great sense of humor, and is loved by his

family and community.”

John Michael recently had his annual EEG, and it showed he
still has petit mal seizures, much to his family’s disappoint-
ment.

Seizures canOt be predicted. Knowing what to do in the
your child does have a seizure can help with some of the ¢
and anxiety parents undoubtedly experience following a se
A neurologist can recommend medications and treatment
are very e%ective and right for your child.

le CdLS Foundation thanks Lisa and Ramona for sharing
their experiences with the community.

Have You Asked the Doctor Latelyfihued from page 3

aquestion answered at 2 a.m. EST, they can receive an immedi-
ate answer, assuming the question is stored. For example, if a

pediatrician in Australia had a child with CdLS in her office

and she wanted to know about immunizations, the Ask the

Doctofeature would answer her questions instantly.

All families should be aware of this important asset and en-
courage their doctors, therapists, and other involved profes-
sionals to use Ask the Doctor

February 7
For the Love of It
CdLS Awareness SK Run/Walk
Medlock Park
Decatur, GA

Check our Events Calendar at www.CdLSusa.
org/calendar.shtml or call 1-800-753-2357 for the

most current information.

&Our Deepest Syn@hy

Angelo Gayhart Jennifer Miller Andy Riles Daniel Krimpenfort Richard Wright
June 2, 1975 - January 18, 1990 - March 14, 1964 - September 6, 1980 — April 11,1984 -
July 7,2008 September 11, 2008 September 19, 2008 October 7,2008 August 27,2007
Son of Evelyn Gayhart Daughter of Brother and Son of Mary and grandson of
20227 15 Mile Road Ann Miller brother-in-law Jim Krimpenfort Mary Wright
Clinton Township, 5916 Pine Creck Dr. of Stan and Shana Riles 6028 La Grange Lane
MI 48035 St. Augustine, 1633 Old Bay Cincinnati, OH 45239
FL 32092 Springs Rd.

Laurel, MS 39440-2169

1-800-753-2357
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1)

2)

3)

AWARENESS Quiz
How much do you know about CdLS and the Foundation?

What percentage of in€li
viduals with CdLS have
missing limbs and/or limb
dilerences?

a) 10%

b) 25%

c) 50%

What name is the other, less5)

commonly used, name for
CdLS?

a) Smith-de Lange

b) Koontz-de Lange

c) Brachmann-de Lange

How many CdLS genes
have scientists found?
(Bonus: can you name
them?)

a1l

b) 3

c) 5

4) WhatOs the recurrence

rate of CdLS for parents
who have had a child with
CdLS?

a) 1%

b) 5%

c) 12%

In what year was the CdLS
Foundation formed?

a) 1972

b) 1981

c) 1990

What is the occurrence rate 10) How many individuals with

of CdLS?

a) 1in 10,000 live births
b) 1 in 35,000 lives births
c) 1in 50,000 lives births

Where and when was the
prst CdLS Foundation con
ference?

a) Indianapolis, 1985

b) San Francisco, 1989
c) Boston, 1992

8) What percentage of individ
uals with CdLS experience
ref3ux?

a) 25%
b) 70%
c) 90%

9) What year was the brst issug
of the newsletter Reaching
Out published?

a) 1977
b) 1982
c) 1991

CdLS does the Foundation
serve?

a) 750

b) 2,500

c) 5,750

q(01 ®(6 2(8 ®(L
t(9 q(s ®(F CONWSPpue
VIOIS “T4dIN 9(¢ 2(z q (1
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AWARENESS AROUND THE COUNTRY

Awareness Coordinators were busy spreading the word about
CdLS at events across the country. Sonya (mom of Deion)
from Massachusetts set up a table at the JFK Federal Building
in Boston for a workplace giving fair. Shari (mom of Ryan)
from Connecticut staffed a booth at the workplace giving fair
of Mohegan Sun, one of the biggest casinos in the world. Also
in Connecticut, Felicia (mom of Rayver)ad an awareness
booth for two days at a health and wellness festival attended by
more than 22,000 people. For the seventh year, Michelle (mom
of Andrew)of Alabama had a CdLS booth at the Greater Gulf
State Fair for 10 days, and Sandy (mom of Lenfrom Texas
handed out materials at her local health fair.

Sonya

REAGING QT
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—Tim—
Hello,
My name is Tim. I'm 35 years |

old, and I have a mild case of
CdLS. I'm single, living with
my parents, unemployed but
volunteering at a senior center.
I’'m also a Massachusetts CdLS
Awareness Coordinator.

I’'m looking to reach out to [oth-
ers with] mild cases of CdLS
so that we can have a place to .
share our stories, and have an i
opportunity to meet others like

us. I was thinking that we could be pen pals online or by mail
to start. [I] Just think we can be great hope and inspiration
to other families. If interested please contact the Foundation
for my email and/or mailing address.

Tim

Massachusetts

—JEssicA—
Dear Reaching Out Editor,

Here is a photo of Jessica,
11, playingice hockey with
the Rocky Mountain Ren-
egades Special Needs team.
It was the most exciting
thing she has ever done!
After years of watching all
her brothers get dressed up
in their uniforms for their
various games, she now
wears her own pads and
uniform.

The team was made up of

kids with varying degrees of disabilities and ages from 5 to 25.
Each player had a volunteer coach to assist him or her putting
on equipment and teaching him or her how to skate on the
ice and maneuver the puck. Her team was coached by some
of the coaches and players from Brigham Young University
and Utah Valley University.

Some of the high school teams agreed to play a game against
our awesome kids. It was truly an incredible experience to

1-800-753-2357

be a part of. If you have ever watched a typical hockey game
you know how rough it can get. There was a night our team
was invited to attend a Utah Grizzlies hockey game and
while watching these grown men play, Jessica innocently said,
“Mom, they are cheating.” She just didn’t think it was right to
push, shove, and knock each other up against the walls.

If you want more information, contact Mike Holmes, Presi-
dent of Rocky Mountain Renegades at mholmes@nwregula-
tors.com. He is taking this program for kids with disabilities
nationally and is willing to help others get connected.

Kelly, Jessica’s mom

Texas

—FLETCHER-

Hi everyone,

I just wanted to give you a quick Fletcher
update. The biggest thing in our lives
right now is Fletcher is going to start
the Mt. Washington Feeding Program
in Baltimore. The program will run 6-8
weeks, Monday thru Friday. During our

stay, Fletcher and I will stay at the Ronald M
McDonald House and come home on the '
weekends. We are so very excited that this

has finally become a reality.

We took Fletcher to Fenwick Island and Ocean City for va-
cation. We had a lovely place to stay, thanks to the “Believe
in Tomorrow” program through the Children’s House at
[Johns] Hopkins. Fletcher enjoyed playing in the sand and
strolling on the boardwalk, and we all enjoyed being lazy for
a few days. It was a nice break, and even nicer knowing our
family would be split up for some time.

Fletcher continues to get stronger every day, and is approach-
ing his second birthday. Fletcher is most definitely all boy, he
loves being dirty and he is getting into everything now. He
is still doing his commando man crawl, and is now pulling
himself up on small objects like the footstool. He is amazing
in his walker, goes wherever and whenever he wants.

Please keep Fletcher in your thoughts for success with the
program. It is going to be a lot of work for him and we don’t
want him to get discouraged and regress.

Julie, Fletcher’s mom

Maryland

NovemBERCcEMBRZD08



GoING THE DistANCE FOR Kips witH CdLS

T

Team CdLS

Marathon running is a sport that requires much patience.
Members of Team CdLS learned that as they spent weeks
training for the Chicago Marathon, which was held on Sun-
day, October 12. Completion of the marathon was a major
accomplishment that put participants in an elite group.

Training intensified four weeks prior to the event, with run-
ners stretching their bodies and minds beyond normal limits
to complete the 26.2-mile course. Total weekly mile runs
ranged from 38 miles for the novice runner to 69 miles for
the veteran marathoner. Physical endurance was challenged as
Team CdLS focused on its purpose to complete the marathon
to raise awareness and funds for children with CdLS.

This year, Team CdLS approached the starting line after
raising more than $70,000: a truly ambitious goal for 17 run-
ners. The support from their friends and family was evident,
strengthening their determination to go the distance for

children with CdLS.

W’

“They all did an amazingjob on marathon day and I feel proud
and honored to have been part of such a wonderful group,”
said Beth Smisloff, co-captain of Team CdLS and mom to
Will. “Thanks for all of your incredible fundraising efforts
that have brought us past our goal already!”

An overwhelming response was also received from parents,
grandparents, relatives, and friends of children with CdLS,
who showed their support for Team CdLS by runninga phan-
tom marathon on that day. Although our “runners in spirit”
never laced their running shoes or stretched a muscle, their
collaborative efforts raised more than $25,000 in support of
Team CdLS by asking others to sponsor their phantom run.

“The program provided an easy, efficient way for me to make
others aware of CdLS and ask for donations in support of
my ‘phantom run’ to benefit children with CdLS,” explained
Christine Anagnostis, relative of Caitlin. “As a busy mother
who works, it gave me the tools that I needed to be able to
ask for help from my friends.”

2008 Team CdLSMembers
Jane Champion — OR James Hanson — IL Paul Meulemans — W1 Beth Smisloff - NY
i Dl — N7 Lauren Jezuit — IL Marc Needlman - IL Andy Welborn - OH
Matt Deardorff — PA Jill Kaufman - FL Penelope Prior — IL Jill Wine - MN
David “D.B” Fowler - MA Susan Leone - NY Kate Shaw - IL
Ava Frank - MA Frank Mairano - CT Patrick Shaw — IL
REACEING QT wwwCdL8sa.org



—

Anne Suttmann, mom to Sarah, agreed. “I have wanted to

start something myself, but lacked the time to look into it. Thank you TeamCdLS Sponsors
This was a way to raise funds without having to organize a

fundraiser.” The CdLS Foundation extends our sincere appreciation
This lighthearted event attracted over 80 people in the CdLS to this year’s team sponsors:

community (see page 12 for alist of participants) who experi- Lou Malnati’s Pizzeria Reflexite Americas
enced the satisfaction of making a real difference in the lives ,

of children with CdLS. As Lou Ann Modler, mom to Dean, Anchor Insurance Santorius Sports

said, “Thank you to the Team that hit the pavement and gave ColoradoGiftCrafters.com Spatters, Inc

us the incentive to talk to those around us to raise awareness

and dollars!”

Everyone crossed the finish line on October 12 feeling eu- Want to speak to Team CdLS members about
phoric, knowing their hard work means that countless families running opportunities in your area? Contact Gail Speers at
coping with CdLS will be helped. events@CdLSusa.org or 800-753-2357.

D.B. Fowler

Needlman family

1-800-753-2357 11 NovemBiEkceEmBD08



Team CdLSPhantom Runners

(and a few photos of the children they ran in honor of)

Christine and Jason Anagnostis — NJ
Tammy and David Baird - KY

Joann and Michael Bardis - NY

Marilyn and Richard Barthel - NY

Theta Mu Chapter - Beta Sigma Phi - NC
Ceylone Boothe and Lorenzo Grooms — NJ
Kinisha Britton — AL

Tifany Brown - CO

Felicia Brown-Coleman
and Lemont Coleman — CT

Danielle Burton — WA
Tracey Cloyd and Christopher Siverly - MN
Miriam Collom - MN
Gloria and Tom Costello - NY
Maryann Dayton — PA
Diane and William Dobbins — FL
Nancy and David S. Drach - MN
David Eickholt — MI
Kate Eslick - CO
Kathy and Russell A. Fields - NV
Stephanie and Glenn Flood — LA
Liana and Michael J. Fresher - CT
Glorianna Gibbon — NJ
Julie and Darron Giles — KS
Patricia and Samuel E. Gill - NY
Lori and Scott Griffin - CT
Felipe and Kimberly Gutierrez - UT
Yolanda Hazel - NJ
Susan and Kent Heger - UT
Georgia Ann Hodina - CA
Dana Jacobs - CA

Melody Johnson
and Richard Rivera - NM

Theresa Joyner-Lewis and Tommie Lewis— NY
Angela Kasey - VA
Kerry and Floyd Kearl — ID

LuAnne Kines
and Calvin Thompson — AZ

Melissa and Jerry W. Koelling - OH
Connie Koscielniak - NY

Kris and Chad Kratovil — SD

Teresa and Jimmy Lee — AL

pean

Susan and Timothy Carney — FL
Lori and Craig Lindamood — OH
Gina and Devin Lorsson - NC
Pam and John C. Matheson - MD
Leslie and Daniel M. Mchney — MI

REAGING QT

Sue Miller - NE

Louise E. Miller — WI

Mindy and Jeffrey C. Miller - FL
Dawn Minett-Rodriguez — TX
Marge Misamore — OH

Roxanne Moreno — TX

Jennifer and Joshua Morris - OH
Lou Ann and Ted Modler — KY
Roberta Murphy - MA

Suzanne and John Musial - GA
Phyllis and Joel G. Needlman - IL
Tracie Norris - OH

Janette and Bill Peracchio - CT
Dawn and Rolfe Rauscher - NY
Susan Reeves — LA

Patricia and John W. Rhodes - NY
Rachelle and Shawn Riedmiller - NE
Jennifer and Michael Robinson — AL
Jeanetta Robinson and Dennis Weaver — KY
Wendy and David Schiller - MO

Jackie and Jason Schreder - MN

Kathleen and Robert Shaw — IA

Jennifer and Brent Skelonc — MI

Staci Slater-White — NE

Margaret and Scott A. Sloan - NC

Julie and Derik Stenerson — WA

Margi Stern — CA

Anne and Mike Suttmann — IN

Deborah Thompson — SC

Dr. Geoffrey and Mrs. Haydee Thompson — IL
Pauline Turbide - ME

Betzaida Velez - PR

Donna and David V. Viland - MN
Jacqueline Weaver - OH

Mary Ann and Clyde Wesley — LA

Lucretia and Brett Wherry — IL

Caitlin

12 wwwCdL8sa.org



ReMemBER THE CALS FouNDATION IN YOUR WILL

Many donors over the years have expressed their wish that the
CdLS Foundation be there for children with CdLS and their
families for as long as needed. One way to give in support of
future Foundation services is to make a bequest to the CdLS
Foundation in your will.

If you are interested in supporting the CdLS Foundation
with a bequest, you may use this sample bequest language
to make an unrestricted gift (a gift to be used where need is
greatest):

1-800-753-2357

13

| give to !e Cornelia de Lange Syndrome Foundation, Inc..
non-pro"t Massachusetts corporation with its principal o(ce
Avon, Connecticut (Federal Tax I.D. #06-1057497); the su
of $ * for its general purposes.

* Rather than leaving a speci’c sum, you can include lang
that refers to a percentage of your estate or a description
property you wish to give.

If you would like sample language to suit another type of
gift or contingency, please call the office (800-753-2357) or
email Darrell Cookman (giving@CdLSusa.org) to arrange
for language you prefer.

NovemBERCEMBZD08



Gifts That Count
In Memory

GwenAbrahamson
Diane & Michael Friedman

Harold C. Arff, Jr

Margaret & Alphonse De Fillippo

Mary Stasolla DeNofio
Tina & James Koehler, Jr
Angela & Harry Monaco
Irene & Michael Palma
Jackie & Ron Ravena
Whilma & Gino Turchi

Tom Brough
Bobbie Brough
Howard Sommers Towing, Inc.

DeeAnn Fazier
Dottie & Gregg Laumann

Frederick C. Gath Jr.
Lynne & George Tessier
Angelo Gayhart
Board & Staff of the
CdLS Foundation

lan Gibbon

Gloriana Gibbon

Jane Sherman

Michael Gonella
Donna & Norman Gleit
Anne & John Gonella
Dolores Moynihan

Joanne & Michael Romanelli, Jr.

Phil Schneider

Beth & Mark Smisloff
Francesca Symmes

Shauna & Daniel Valenzuela

Gabriel Gress

Samuel Freeman

Tim & Jessica Gress

Doris Large

Vickie Mickey

Yolanda Snavely

Statod Enterprises, Inc.
Joy Wiles & Kenneth Reed
Elizabeth & Lon Wilson

Allan Grossman
Arleigh Grossman

Liddy Horsey on

her 11th Birthday
Mary & Robert Geis, Jr.
Melissa & Stephen Gentile
Karen & Thom Horsey
John Manning

Mary Grace Manning

Jiaw Yin Huang
Lorna & Chung—Liang Tang

Emily Johnson
Elizabeth & James Johnson

Sally KaitzOs Mother
Myrna & Alan Kaplan

Daniel Krimpenfort
Board & Staff of the
CdLS Foundation

Will Kurth
Patricia & David Feighan

Lisa Mairano
Beth & Mark Smisloff

Emily Masone
Joanne & Jino Masone
Laura & Matt Masone

JosephC. McCluskey
Linda Burrough

Mr. & Mrs. David Leach
Lydia Mick

Mr. & Mrs. Richard Pelkowski
Lynn & Bob Schrum

Mr. & Mrs. Robert Springer
Mr. & Mrs. Frank Zelkowski

Rachel McCoige
Rhonda McCoige

Jennifer Miller
Board & Staff of the
CdLS Foundation

Ruth Nowak

Jean Ann & Robert Brennan

Sara Peracchio

Rina & John Bigotto
Lillian Boisvert

Shirley & Ron Edmondson
Paul Hollingsworth

Kathy & John Morgan
Amelia Varca

Mary Rose Psaris

_

Ways to Give

Givingideas that donors have used to help children with
CdLS during the holidays and throughout the year:

Cafepress.com/CdLSshoponlineB®y a shirt, a mug
or something else at our online shop and we receive a
portion of your purchase. Check out new offerings.

CdLSMags.com Buy, renew or extend your existing
magazine subscriptions for up to 85% off newsstand
prices on more than 650 popular magazines. This site
donates 40% of your purchase directly to us.

GivingExpress Program Bmerican Express Card-
members earn points for every dollar they donate to the

CdLS Foundation with their card.

GoodSearch.comIlike Google only they give money
to help children with CdLS. Use this site like any search
engine — it’s powered by Yahoo! — and earn money for
the CdLS Foundation each time you do.

iGive.com BOne of the original online charity malls,
iGive arranges for a percentage of your purchases at
stores like Staples and Old Navy to be given to the CdLS
Foundation.

Zazzle.com/baysmom3@istomize your stamps with
your child’s photo and a percentage benefits the CALS

Foundation.

LindseyRekoski Emory Suckel

Gayle & Shai Vaday Tammy & Jay Schaab

Andy Riles KourtenayTharp

Board & Staff of the Patricia & Gerard Joyce
CEL_S Foundation Allison Tryba

Christine & Jim Fargason Virginia & Richard De Rose
Hortman, Harlow, ) ]

Martindale, Bassi, Richard Wright

Robinson & McDaniel, PLLC

Board & Staff of the

Shelly & John Champion Lou Ann & Paul Cotten CdLS Foundation

Wyn Connor

Mary Raucci

Patricia Walden

WISHLIST

Update office phone system...............cccccvvveeeee. $15,000 Send a family to ClINIC........cvvveeeiiiiiiiee e, $1,100
Print and mail one issue Beaching Out............... $6,500 Postage for 100 New Family packets...................... $500
Buy 8 licenses for Microsoft Office 2007.............. $2,500 Upgrade battery backup for network...................... $250
Add server to office computer network................. $1,500 Replace laser printer ink cartridge..........cccceevvvveeee. $150

REAGING QT
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Gifts That Count
In Celebration

Audrey Barton
Bev Condit
Betty & Eldon Hermunslie

Colin Andrew BellOs
5th Birthday
Cheryl & James La Roe

Jackie &Chuck Chamberlain
Betty & Martin Lees

JessicaCrandall
Kelly & Joe Fadely

BenHsher
Eugene Dozmati

LoganFowler
Kyle Blackmon

Manny GarciaOs Birthday
Katherine Gatje
Claudia Molina

Bozena GeraghtyOs
18th Birthday

Anna & Paul Darmanin, Jr.

Ava & Nicholas DelGuidice

John Fitzpatrick

Teresa & Richard Jacobs

Jessica GuevaraQOs Birthday
Crystol Wilsey

Monica & Richard

HaalandOs Wedding
Dianne & Richard Haaland

Lucas Hoen

Hien Nguyen & Weber Hoen
Caitlin Igoe

Tina & Jason Anagnostis
Jennifer Jeffrey

Northland Career Center practical
nursing class of 2008

Tara JoyceOs 30th Birthday

Pat & Gerry Joyce

Myrna & Alan KaplanOs 45th
Wedding Anniversary

Burnett Family
Judith & Joel Robbins

Brenden KeatingOs
11th Birthday
Karin Csolty

HannahAshley Kimball
Deborah & Max Kimball, Sr.

Jared Linsk 6th Birthday

Dina & Jim Garber

Nicole Miller

]Ody & Eric Miller

Diane & Irwin MillerOs 55th
Wedding Anniversary

Myrna & Alan Kaplan

Shirley & Kriss Krasnigor

Wendy MillerOs 40th Birthday

Linda & Andrew Kaplan

Colin Drake Morris

Thomas Cassevah

Mikayla NeedimanOs
3rd Birthday
Cathy, Brian, Adam & Lillie Kase

Alice PerkinOs Birthday
Ann & David Perkins

Gregory Peronne

Pat & Ed ulloOs 50th Wedding
Anniversary

Martha-Jane & Richard Moreland

Teddi & Brian O’Keefe

SarahAnn Quttmann
Deborah Heile

Wendy Drobnyk JonathanSwvanson

JT Picazio Kellie Maletta

Kathy & Joseph Mascaro ClaudiaTiongsonOs 7th Birthday
Jack Pollard Amy Pagsolingan

Sarah Mirza & the Zogsports League

Hlen Shortillo
David Kozmycz

Will SmisloffOs 17th Birthday
Laurie & Michael Nelson

Eileen & Mike Swart

Elaine & Tom Whalen

Harry SoroskyOs 90th Birthday
Maxine & Mike Topper

Karl SenersonOs 10th Birthday
Sheila & John Ackland
Eleanor & Richard Allen

Nina & Tom DeFratis
Georgene & Robert Farmer
Lucia Lucarelli

Heather & Bill MacKenney, 11l
The Smiths

Donna & Richard Stenerson
Julie & Derik Stenerson
Mavis & Ed Tulloch

Ethan WalterOsAbsolute
WonderfulnessO

Penelope Keating

Daniel Warren Beginning
Kindergarten

Linda & Larry Everson

KimWelborn

Kate & Pat Shaw

DeAngelo YoungOs
16th Birthday

Faye & Charles Chamberlain

Betty & Martin Lees

Help Us Go Green

Help the Foundation save money and “go green” by
receiving your issue of Reaching Out electronically.

Each time Reaching Out is published, you'll receive

an email with a link to the latest issue. The Foundation

saves printing and mailing costs and the environment
benefits as well. To receive Reaching Out electronically,
contact Barbara at info@CdLSusa.org or 800-753-
2357 and let her know you're “going green.”

Cornelia de Lange Syndrome Foundation -302 West Main Street, #100, Avon, Connecticut, USA 06001

Enclosed is my tax-deductible gift of:! other $

Name

Street

|

|

|

|

| :
| City
I ! Use my gift to save the lives of children

: like Lily.

|

|

|

|

|

|

I Please send me information about the

Lighthouse Giving Society.
! Thave included the CdLS Foundation in my

will or trust. [

To give on line: www.CdLSusa.org

I
I

I $750 ! $500 ! $100 ! $50 ! $35 e
- < |
E-mail N |
i‘%%:: 5‘ 2 |
State _____ Postal Code <P |
Charge my giftto: ! VISA! MC ! AMEX |
Card # I
Expiration: CCV# (3-4 digit code): :
Print name on card: |
Signature: |
I
I
I

To give stock or plan an estate gift, contact Darrell Cookman at giving@CdLSusa.org or 800-223-8355

1-800-753-2357
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Cornelia de Lange Syndrome Foundation, Inc.
302 West Main Street, #100
Avon, Connecticut, USA 06001

Return Service Requested

NON-PROFIT
U.S. POSTAGH
PAID
HARTFORD, CT
PERMIT NO. 751

THE STORIES STAY WITH YOU.

Whether they are told in person, over the phone, or repeated in |
stories of children with CdLS and the people who care for them
at your heart and donOt let go. —

Many stories begin with common themes: grief, fear and frustrati ?

"‘7 \
Thanks to CdLS Foundation services and the donors who make \/\J
possible, many of these same stories eventually speak to the p
of faith, determination and community.
No one can guarantee a happy ending. But, by providing o T
information, referrals and network of support that families neeHave you seen my sleeping
together we can give them the chance to write the rest of their storface in your mailbox?
the way that they want.

Join us in celebrating the stories of all children with CdLS. If LilyOs
story (mailed at the beginning of November) or another childOs
experience inspires you, please return the envelope included in this
issue with your gift. If you would like a copy of LilyOs story, call (800-
223-8355) or emailgiving@CdLSusa.ofgthe Foundation ofbce.




