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Director’s Message
A Reflection on Being Grateful

There is always something to be grateful for. Despite difficult and scary moments along our
journey, there are always happy surprises and triumphs.

P've read and heard so many of your stories of small joys and major triumphs: children taking
that first step; reaching the milestone of being potty-trained; the positive impact of teaching
tolerance and inclusion; beautiful young people attending prom for the first time; or watching
a child being in a state of pure delight over some little thing.

[ am grateful for the nearly 450 volunteers who support the CdLS Foundation in so many ways. Our Clinical Advisory
Board (CAB) answered over 475 of your questions in 2017 and nearly 2,300 in the last 4 years. Regional Coordinators
helped us welcome over 100 new families last year and 130 of you raised your hand to help provide emotional support
at difficult moments through our Connect-A-Family program. Under the leadership of the Research Committee
members, the Foundation has been able to grant over $260,000 towards gaining a better understanding of how the
genetic mutations associated with CdLS manifest into clinical characteristics. Additionally, the research grants have
explored potential options to improve the care and medical treatment of people with CdLS through treatment or
behavior modifications. The CdLS Foundation Board of Directors and some former board members recently traveled
to Connecticut to share their wisdom and expertise on how to advance the mission of the CdLS community forward.
You should all be proud that such a dedicated and passionate group of volunteers is giving their time, talent and treasure
to ensure the Foundation is viable into the future.

Another reason to be grateful is for the wonderful opportunity to gain a national TV audience to tell our story on PBS.
This was made possible through the generosity of donors like you. The individuals with CdLS, their families and the
Foundation will have the chance to share our journey with a national audience. The question I need your help answering
is “once they have finished watching the program — what do you want the people to think about?” Let me know your
opinion, check out our survey on www.facebook.com/CdLSFoundation/ and share what you want the public to know
about your journey of raising a child with CdLS.

I am looking forward to meeting as many of you as I can at conference.

DBree

Bonnie Royster
Executive Director
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What is On Our Minds

The Cornelia de Lange Syndrome (CdLS) Foundation is
never too far away and always on your mind. You might
have needed a question answered or helped another family
through a difficult time. There has always been a reason
that the Foundation has been part of your life, always on
your mind.

This year is no different. The Foundation is preparing for
the upcoming National Family Conference and Scientific
Symposium, which will be held June 27 to July 1 in
Minneapolis. We strongly encourage all to attend, as the benefits are fantastic.
The staff are ensuring that all details will be perfect.

Another important area that the Foundation focuses on every year is Awareness
Day, which is the second Saturday in May. The goal for Awareness Day is to
collectively increase knowledge about CdLS throughout the country. Most people
have not heard of it unless connected to a family member. The Foundation offers
many opportunities to share information through social media, as well as hosting
or joining an awareness activity in your local area.

When the Family Conference ends and Awareness Day is over, the Foundation
is still here, on your mind. We want you to know we have more to offer your
loved one — we have education that can help your immediate family, your child’s
health care providers, therapists, teachers and friends. The Foundation has
regional meetings and clinics. The support, engagement and empowerment is
endless — not only is the Foundation on your mind, but you are on our minds,
our collective minds. We will be here for your child and for you.

Join Team CdLS at the

Baltimore Running Festival
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Meet Rachel Busch: An Adult
Professional Living with CdLS

By the time Family Conference wraps up, 33 year-old
Rachel Busch has usually lost her voice.

As one of the less than 10 individuals who are part of the
Adults with CdLS Network, she was so busy talking to
people in the CdLS community about everything from
hitting puberty to driving a car that she often forgot to
come up for air. But for Rachel, the hoarse voice is worth
it: she enjoys being a walking inspiration.

Rachel is one of over 1,600 estimated adults 18 and over
(that we are in contact with) who are living with CdLS
in the United States. She considers herself “90 percent
independent.”

For many people in the CdLS community, particularly
parents with young children, Rachel believes she is an
emblem of strength and hope, reminding others not to live
in fear, but in faith that they too can find a meaningful life.

For those who don’t know her story, Rachel is a force
to be reckoned with. She is someone who has never let
CdLS stop her from reaching her dreams. Currently, she
is working on completing her fourth college degree. She
has a part-time job at a restaurant. She has a boyfriend and
parents she is very close to. She lives in her own apartment,
five miles away from her family, with a spotted pet turtle,
black cat and her best friend, Jennifer.

All of these accomplishments do not mean Rachel is
impervious to struggle. It’s how she chooses to handle
those struggles that have enabled her to overcome huge
barriers in her personal and professional life.
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Take college, she is planning to graduate in May 2019
and recently was growing increasingly frustrated when
her college’s liaison for people with disabilities told her
she would have to take online classes.

“What works best for me is having an individual plan
and I prefer for someone to be teaching the material to
me, rather than online. I have a note taker, I get longer
time on tests and have longer time on homework,” she
said. She noted that she had to carefully assert herself and
knock down red tape to make sure she was given what
she needs to succeed academically.

Someday, she hopes to figure out “what states offer the
best benefits to people with disabilities” and move there.

Once she graduates, Rachel aspires to be a marketing
manager. However she understands that much like college
she will need to find the right job fit first.“You find a job
that will work with your individual needs. It’s important
to make sure your boss knows those needs and see if they
can actually work with you. Some companies are very

flexible,” she said.

Her big goal: find a job that will provide health benefits so
that she no longer has to rely on Social Security. Rachel has
become a sort of human encyclopedia of her state’s Social
Security parameters, both from taking an Introduction to
Human Services class in college and practically “living in
the Social Security office every month this year.” Through
this experience, she learned that you can only make up to
$1,000 per month without losing your benefits.

When Rachel turned 19, she accomplished yet another
feat: she got her driver’s license.“It was terrifying. I told
my parents nonstop I didn’t want to have a driver’s license,
but now I've realized that it’s ok and I just drive where I

www.CdLSusa.org



feel comfortable. I don’t drive long distances, or in a big
city with more than two lanes or I get overwhelmed,”
she said, stressing that knowing her limits is key to her
driving success.

“With all the disabilities I have, I have high anxiety and
frustration. Physically, some days I feel great, some days
I don’t. Some days I feel like I don’t want to do anything,
but I just push myself to do it. I do live with a lot of
issues health-wise, sinus, upper respiratory, hearing and
lung issues. I have choking problems, some days I can’t
eat food and certain days I can. I get migraine headaches.
I also feel like I'm starting to have orthopedic issues in
my knees and joints. I don’t know if that’s normal aging
or CdLS or what. 'm struggling with that, and I have
balance issues,” she said, adding that the frigid Michigan
winter isn’t helping.

“I probably have every specialist you can think of. You
tell me the body part, I will tell you the doctor,” Rachel
added with a laugh, mentioning she often thinks of herself
as a “guinea pig’.

Rachel believes individuals with CdLS have high pain

tolerances.

“Just today I was cooking soup and I burned myself. Two

hours later it hurt and I had no idea what happened,”
she recalled.

Mentally, on a day-to-day basis, Rachel’s moods fluctuate.
Some days, she’s positive, while other days she’s “doing
screaming matches with people.” The key, again, is being
mindful and recognizing that sometimes she needs to
remove herself from situations and take a walk or talk to
someone in order to calm down. Rachel also makes sure
she sees a therapist on a regular basis and recommends

adults with CdLS do the same.

One of Rachel’s future goals: to join the Board of Directors
at the CdLS Foundation.

“My favorite saying is go with the flow and don’t stress
yourself out,” she said, reminding herself, once again, that
she must balance her ambition with the ever-important
task of self-care.

1.800.753.2357

CdLS Empowerment Team

The Empowerment Team creates a setting where adults
with CdLS can come together as a group to support
and empower one another in their communities. The
team encourages members to socialize, and develop
relationships across the country through a variety of
opportunities.

Interested in joining the CALS Empowerment Team?
For further information, please contact Whitney Rinaldi
at familyservices@CdLSusa.org or call 800.753.2357.

WELCOME NEW FAMILIES

Georgia Tennessee
Toria and son Armani, born Molly and Duane and
December 9, 2017 daughter Ariella born

June 16, 2015

Iowa
Samantha and Michael and Wisconsin
son Joel, born April 9, 2015 Michelle and Andrew
and daughter Brynn born

Michigan
Kristin and Joe and son
Connor, born May 4, 2017

February 21, 2012

Wisconsin
Karla and Scott and son
Tennessee Jaxon born May 14, 2009
Desma and George
and son Zee, born

September 21, 2017
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Research Grant Recipient
Anupriya Razdan

Anupriya Razdan is a second
year fellow in child psychology
at Johns Hopkins University.
She predominantly sees children
under 18 with development
. disabilities such as autism, as well
as, complex neurological and
psychiatric presentations.

This June, at the Eighth Biennial CdLS Scientific
Symposium in Minneapolis, Anupriya will present her
findings from a pilot clinical trial focused on advancing
therapeutic options for repetitive and self-injurious
behaviors in individuals with CdLS. This presentation
marks the first time in Anupriyas career that she will
unveil research specifically pertaining to CdLS.

“My first training as a fellow was with a patient with
CdLS. That's when I was first exposed to the self-injurious
behaviors. I've been reading and building my knowledge
base ever since then. My attending doctor also has a
long-standing history of working with patients with both
CdLS and OCD disorders,” she noted.

Anupriya’s study focused on examining self-injurious
behaviors, like head banging and scratching, and
determining if using a “very benign” over the counter
treatment that has been used effectively in small studies
with autism, could also work for people with CdLS.

“We're hoping to use it in CdLS and self-injurious
behaviors to see if it’s helpful or not. The whole idea is to
inspire bigger and larger scale trials in the field. We don't
have a specific treatment available for these behaviors,
there is a lot of trial and error, so our hope is that we can
find a new novel treatment that will be useful,” she added.

Anupriya noted that she is eager to attend her first CdLS
Foundation Conference and Symposium this June. She
is looking forward to meeting new people, including
families and other experts in the field who can continue
to expand her knowledge base.

REACHING OUT
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United Healthcare Children’s
Foundation

As we get closer to Family Conference, it’s a timely
occasion to think carefully about the various resources
that are available to help defray medical costs for our
loved ones with CdLS. Whether it’s defraying costs to
attend a medical conference or needed therapy, we have
an idea that may help.

The United Healthcare Children’s Foundation (UHCCF)
is a nonprofit public charity that strives to enhance
either the clinical condition or quality of life of children
who have health care needs not fully covered by their
commercial health benefit plan.

e

UnitedHealthcare /'
Children’'s Foundation

Since 2007, UHCCEF has awarded more than 14,000
medical grants valued at over $35 million to children
and their families across the United States. These medical
grants can help families pay for children’s medical expenses
not covered, or not fully covered, by any commercial
health insurance plan and state insurance or Medicaid
can be secondary. Qualifying families can receive up
to $5,000 per grant ($10,000 lifetime) to help pay for
medical services and equipment that includes physical,
occupational and speech therapy, counseling services,
surgeries, prescriptions, wheelchairs, orthotics, eyeglasses,
and hearing aids.

To be eligible for a grant, children must be 16 years of
age or younger. Families must meet certain economic
guides, reside in the United States and have a commercial
health insurance plan. Grants are available for medical
expenses families have incurred 60 days prior to the date
of application, as well as for ongoing and future medical
needs. There is no application deadline. Parents or legal
guardians may apply for a grant at: https://www.uhccf.
org/apply-for-a-grant/.

www.CdLSusa.org



Team CdLS

The Team CdLS events for 2018 kicked off on Sunday,
March 18" with a team of 10 individuals who raised funds
and awareness. They also diligently trained for the United
Airlines New York City Half Marathon.

Participants of Team CdLS were fortunate to receive
guaranteed entry into the half marathon due to the
Foundation’s partnership with the New York Road
Runner’s Charity Partner program. Each year the CdLS
Foundation submits an application for runners to receive
guaranteed entry and has been successful in doing so due
to the dedication of the runners and their commitment
to continuously surpass the fundraising minimum set
forth by the Charity Partner program. The March event
was goaled to have five runners on the course, and raise
$5,000. The demand to join Team CdLS NYC Half was
high and the Foundation was able to secure additional

entries, making a team of 10 and raising approximately
$17,000.

% participated in the race with
Team CdLS since 2016, and
shares, “My family is fortunate
that our son is surrounded by
family, friends, teachers and
therapists who all help him
reach the milestones he has. Some children with CdLS
and their families are not as fortunate, so fundraising helps
me and the CdLS Foundation change the lives of others.”

This year’s team was the largest the Foundation had on
the course, and consisted of Joann B. (mom to Stelios);
Ashley F and Christine C. (mother and aunt, respectively,
to Lindsey); Sydney L. and Jeremy D. (sister and friend,

1.800.753.2357

respectively to Frankie); Isabel T. and Buck S. (sister
and cousin, respectively, to Sofia); and Lulu T. and
Lauren S. sister and cousin, respectively, to Sofia) who
participated as Phantom Runners and assisted in the
overall fundraising efforts.

If you or someone you know

Cornelia de Lange Syndrome Foundation

Te AT is interested in participating
CdLS in a Team CdLS sponsored
event or participating in a race

" independently, contact Kristi

Larson at events@CdLSusa.org.

2018 CALENDAR

May 21 October 7
New England 2018 Bank of America
Golf Tournament Chicago Marathon
Ipswich Country Club Chicago, IL
Ipswich, MA October 8
Missouri Golf Tournament
June 2 Tapawingo National
Southwest Region Golf Course
Family Gathering Sunset Hills, MO

Salt Lake City, UT

October 20
June 27-28 Baltimore Running Festival
8th National CdLS Scientific Baltimore, MD
& Educational Symposium

Minneapolis, MN

June 28 - July 1
2018 CdLS National

Family Conference

November 3
Muldidisciplinary Clinic for
Adolescents and Adults
Baltimore, MD

Minneapolis, MN November 4
TCS New York
October 6 City Marathon
Midwest Region New York, NY
Family Gathering
Denver, CO
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Welcome Aboard

CdLS Foundation Board Members generously volunteer
their time and talents to identify new ways we can improve
the lives of people living with CdLS and their loved ones.
We are pleased to introduce you to three members who
have joined us in 2018.

Jennifer Gerton, Ph.D.

\ Jennifer is a member of The
American Society for Biochemistry
and Molecular Biology (ASBMB),
which awarded her a 2014 Center
y. for CdLS Excellence Award. She is a
N yeast geneticist and scientist who has
P, worked on structural maintenance
* of chromosomal proteins. She has
often wondered how she could utilize her expertise
to make a difference and contribute to the medical
community’s understanding of how specific mutations
cause disease. Jennifer’s first Family Conference was
in 2010, an experience that further motivated her as a
scientist dedicated to understanding how to impact CdLS.
She hopes that she can make her hometown of Kansas
City a place where CdLS is quickly recognized without
parents wondering for years. At the June Symposium
in Minneapolis, Jennifer will be presenting her research
regarding how CdLS mutation affects the development
of the placenta.

Mike Christie

Mike Christie is Director of Pharmacy
and Retail Operations at Walgreens
and lives in Massachusetts. His
youngest daughter Taryn is 10 years-
| old and was diagnosed with CdLS.
Having gone through a long journey
to eventually find Taryn’s diagnosis,
Mike is eager to help others in the
CdLS community by raising awareness and funds.
Already, he has helped raise significant donations from
Walgreens, and is a key driver of awareness building events
including New England Golf Tournament and hosting
brew and barbeques, which are a personal favorite for
Mike as he is often known as the “grill master.” Mike

is eager to attend the upcoming Family Conference in
Minneapolis this June, it will be his third conference.

REACHING OUT

Arthur Lander

Arthur D. Lander, M.D., Ph.D,
is the Donald Bren Professor of
Developmental and Cell Biology.
He holds joint appointments in
the Departments of Biomedical
Engineering, and Logic & Philosophy
of Science. He serves on the editorial
board of BMC Biology, a member of
the American Society for Clinical Investigation, a fellow
of the American Association for the Advancement of
Science, and a member of the Science Board of the Santa
Fe Institute. He holds visiting professor appointments
at National Taiwan University and the University of

Tsukuba (Japan).

He also had a child with CdLS, who passed away as an
infant. Ever since than Arthur has devoted a substantial
amount of time to researching CdLS. Through the
Foundation, he was able to connect with other scientists
and families. Arthur feels that as a Board Member he will
be able to give back by keeping families more informed
and finding ways to bring more scientists and clinicians
into the research side.

CdLS Registry: Enroll Today!

There are so many questions that accompany a diagnosis
of CdLS. Questions you have are probably the same as
many other families across the country, and world. To
get answers, medical professionals rely on information
from families to guide their hypotheses and research.
This is why the CdLS Foundation has established a CdLS
Registry at the Coordination of Rare Diseases at Sanford
(CoRDS).

CoRDS Registn

Coordination of
Rare Diseases at Sanford

—

You can help researchers progress forward into determining
more about the causes and manifestations of CdLS. For
those of you interested in participating in this registry,
visit htep://bit.ly/CdLSReg to begin the process.

www.CdLSusa.org



A Closer look at Mike Christie

Mike Christie, who you read about on the previous page,

is a new CdLS Foundation Board Member. Below he
talks about what it is like to be the father to Taryn, his
10-year-old daughter who was born with CdLS.

Can you explain what life is generally like for Taryn
living with CdLS?

Taryn is mildly affected, which means she has no limb
differences, but does have a dislocated left elbow. The
cognitive aspect is a challenge. She is a master of deflection,
so if you ask her a question about something that she’s
read, she’ll talk for 15 minutes straight, but won’t answer
the question. It’s also one of the things that endears her to
every adult she’s ever met. She has expressive speech down
pat, that’s her thing. We see fine motor delays, it’s hard for
her to write. Something is going on gastrointestinally. She
never has the feeling that she has to go to the bathroom.
Taryn is on medications for ADHD and when it wears
off you can totally tell, she’s combative and what we call
hangry. The medications manage it pretty well.

What are the most important tools you've learned that
have helped you navigate Taryn’s educational path?

Make sure that you're going to the meetings regularly and
listen to what the teachers have to say because they are
with our kids every day. They really have our kids best
interests in mind. They will guide you along with what is
in the parameters of the Individual Education Plan(IEP).
Partnering with teachers makes us successful.

1.800.753.2357
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Has your family found anything in particular that has
helped with Taryn’s learning?

ABC Mouse and her iPad have helped with expressive
language and spelling. She’s a really good speller. Math
apps have also helped her a great deal, she’s getting better
and better at math because of those. She can work my
iPad better than I can and her YouTube search ability is
off the charts.

How does Taryn interact with other children at her
school?

Taryn has been in school in Ohio, New Hampshire and
now Massachusetts. When we move, one of the major
factors of where we live is how the special education
system is rated and works. Getting into a school
system with a highly rated special education program is
imperative. Her IEP is extensive and is always being edited
every time we have a meeting. She has a typical classroom
experience, but she’s taken out of class for services like
speech. Because everybody is 9 or 10 and she’s still in a
pull up, sometimes kids can be unkind. However, there
are some kids who defend her like this one boy, Tristan,
who’s a good friend to her.

What kinds of activities do you enjoy in your free time?

I played baseball through college, which paid for half of
college. I love getting a chance to play for charity events.
In my role at Walgreens and with my CdLS afhiliation
I played in the 25th anniversary of New England Golf
Tournament. I really like barbequing, that’s my favorite.
If I ever had a second career I'd probably try to start a
barbeque restaurant. Lately, I've mentored many leaders
in the retail industry, which is very fulfilling when you
can kind of guide someone who’s moving in their career.

What inspired you to join The Foundation?

For a three year period of Taryn’s life, we couldnt find
a diagnosis. We heard so many times “failure to thrive”,
but there was so little awareness of CdLS. If a friend
hadn’t seen a Perez Hilton fashion update online where
someone happened to have a child with CdLS, we never
would have known. The thing that drives me to want to
be on the CdLS Foundation Board and New England
Golf Tournament is to want to help raise awareness for
people across the United States.

Second Quarter 2018



Super Siblings: Maya & Dani

My name is Maya
Okialda-Carter, and I
am 19 years old. I work
for Seattle Children’s
Hospital as a Certified
Medical Assistant. I live
with my parents, and my
| younger sister, Danika,
who was born April
| 5%, 2008. It was truly a
blessing when we found

out Danika was on the way; my mother was considered
infertile. When Danika was still in utero, the doctors told
us that Danika would most likely have abnormality. She
was diagnosed with CdLS at 8 months old.

Danika started out like most children with CdLS; small
and quiet. Born prematurely, at 4lb 30z, she had around
30% hearing, had tubes implanted, which helped improve
her hearing tremendously. She also struggled with GERD
(acid reflux) and had feeding issues early on. But now,
many years later, she eats whatever she can get her hands
on! She loves birthday cake and chicken (but not together,
of course).

We also never thought she was going to walk, and we
were partially right. Because one day, she didn’t get up
and walk. She ran. Ever since then, she hasn’t stopped
moving and exploring.

While going through the motions and figuring out what
CdLS meant for our family, we were struck with another
medical experience that would change our lives again. In
2011, my mother was diagnosed with advanced thyroid
cancer. She was treated and in remission later that same
year, but we all struggled a lot with the reality of cancer
and it’s toll it had on my mother. This time of our lives,
was when [ stepped in and became “Mommy Maya”.
I cared for Danika as much as possible. When I wasn't
at school, I was babysitting and tending to her needs. I
sacrificed a lot of time with friends but do not regret any
days I decided to spend with my sister instead.

One thing I love most about my sister is her energy and
cleverness. Most kids her age love to color or draw, but
Danika really loves to write. She will write words, big or
small, whether she understands what they say or not. She
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somehow always gets her point across: “Maya Danika
Sleep You Room”, usually means “sleepover time!” and
how can I say no to that?

She also really enjoys dancing and singing to songs she
doesn’t know all the words to. Nothing stops her from
feeling the beat or singing her heart out. She is just like any
other kid her age; lively, kind of obnoxious, but special.

[ chose to work in
the medical field with
pediatrics and enjoy
working with children
with special needs. I
decided to commemorate
these medical experiences
with my family in a tattoo.
I designed it myself, and
the idea stems from the
Unilome, a traditional
Buddhist tattoo. The
tattoo is meant to symbolize the path to enlightenment
and happiness, and I took the idea and switched it up.
I wanted the CdLS logo to be the main shining jewel,
sitting at the top, while the ribbon represents my mother’s
cancer battle. The olive branches symbolize new life, and
new beginnings, which God certainly has given to us. The
cascading heart beat monitor line simply demonstrates
that we face struggles, but life goes on.

It has been an honor to learn more about CdLS and to
be a sibling of a child with CdLS. I can’t wait to continue
supporting this community and all it offers to families
across the nation.

Share your Mailbag or
Super Sibling Story!
Send your story and photo to

outreach@CdLSusa.org.

www.CdLSusa.org



Mailbag - Carter Larson

Carter Larson’s 7th grade Language Arts project was to
read a social issues book that left a resounding impact
on his life. His teacher asked Carter and his classmates
to write reflections throughout the process about how he
could relate to the story. Carter choose “Wonder”by R. J.
Palacio and found that Auggie’s story was one that had
very special meaning to him.

He writes below:

“This story called “Wonder”
is important to me and I
can relate to it because my
~ mom works for the CdLS
- Foundation. CdLS is a rare
syndrome where babies are

born sometimes looking very
different than everyone else.

. The kids may be deaf, not talk
or can’t walk. Some of the kids
may have eyelids that look

closed or have missing limbs.
People sometimes look away from them because they
may look different like Auggie. But what people see on
the outside is not what they are on the inside. The kids
with CdLS are kind, can be very funny and are looking
for people to like them.”

Did you know?

The CdLS Foundation has Medical Specialty Cards.
These cards provide valuable care information in the
following specialties: behavior, cardiology, dentistry,
development, gastroenterology, gynecology,
neurology, ophthalmology, orthopaedic,
and otolaryngology.

Contact Lynn Audette at families@CdLSusa.org
to request your own Medical Specialty Card(s),
which you can also share with your child’s care

team members. To the right you'll see an example

of the behavior card.

1.800.753.2357
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REACHING OUT. PROVIDING HELP. GIVING HOPE.

Behavior

e Autistic-like symptoms and autism may be
present.

® Behavioral assessment if issues arise, including
ADHD, self-injurious behavior, aggression.

® Be aware that individuals with CdLS may
develop anxiety and depression.

® Self-injurious behavior may be related to an
untreated medical condition, the most common
being gastric reflux. The frequency with which
unsuspected reflux has proven the basis for
behavioral change has led us to strongly
recommend that every person with the diagnosis
of CdLS be given an evaluation for
gastroesophageal reflux disease (GERD) which
may include pH probe/impedance study, nuclear
medicine scan and/or endoscopy.

® |t is important that individuals with CdLS be
evaluated and followed at some regular interval
for gastroesophageal reflux (GER). Unexplained
pain/discomfort or acting out may be due to an
underlying medical condition. Management and
treatment guidelines are available
www.cdlsusa.org

® Ensure that the family has the CdLS Medical
Alert Card, available from the CdLS Foundation
Web site, which would be helpful in an
emergency situation (e.g. risk for volvulus).

Support organization information
should be given to the family
whenever a diagnosis is made:
The CdLS Foundation
1-800-753-2357
www.CdLSusa.org.

Q,
Cut this out and share with your child’s doctor.
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Donations from 01/1/18 - 03/31/18

Gifts that Count -
In Honor/Celebration

Aaron Bailey
Mary and David Caisley

Abigail Busk
Jennifer and James Busk

Adam Jackson
Sara and Rodney Lair

Adam T. Miller
Jennifer and James Blakeslee

Aiden S. Meyer
Mary L. Jenkins

Alyssa M. Delgado
Gricelda Contreras

Amanda Drexler
Susan and Charles Drexler

Amber N. Gaines

Barbara and Doug Gaines
Elizabeth and Donald Doherty
Joyce and Jim Kesting

Andrea Brennan

Axemen of Ohio Professional
Firefighters Motorcycle Club

Andrew Patitucci
Barbara Patitucci

Nancy Tossona
Robert Fisher

Anna M. Harris

Marlene and Wesley Harris

Annie Beaumont

Charyn and Jeff Beaumont
Karin Morgan

Rita Deck

Sharon and Frederick Birill

Antonie Kline
Patricia McNally

Aryanna N. Gage
Sally Griffith

Aubrey Garigen
Jackie Biddle

REACHING OUT

Audrey Barton
Donna and David Viland

Austin J. Staggs
Barbara and Sam Cimino
Larry Kozlowski

Ayla Mauldin
Rana Tenorio

Benjamin Davis
Dena and Jonathan Davis

Benjamin R. Fisher
Terry and Jim Weinberger

Beth Krouse
Raymond Krouse

Blade Klatt
Joan and Elmer Geissler

Bonnie Nolan
Joyce Margarce

Brady Kelton
Mary and Mark Kelton

Breanna L. Mosier

Ellen Dinkins

Kathleen and Carleton Walker
Patricia Englar

Robert Connell

Russ Perkins

Scott Dennett

Selma and Leonard Jones
Brendan Rees

Ann Rees

Bria Norman
Kit and Byron Norman

Brian J. Drach
Nancy and David Drach
Marjorie Drach

Brianne N. Prada
Karen and Larry Prada

Brittany Reifer
David Mann

Brynnlee Beekman

Bonita Boxell

Mary and Glen Dehaven
Wiladene and Robert Heaston

Caitlin Igoe
Christine Gill and Frank Semcer
Nina and Jeffrey Kellogg

Caleb A. Wherry
Donald W. Wood

Caleb Huang

Ching-Shu Jing Fang
and Jack Huang

Camden Robbins
Catherine Belcher

Candice Coker

Shirley and James Coker

Carl Bentson

Karen Koeppe

Carlee E. Nash
Peggy and John Peeler

Caroline Keehner

Jan Hogan

Charles Newcomb

Amy Moyer and
Henry Newcomb

Joyce Newcomb

Chase J. Duff
April and Jesse Duff

Claire Ingold
Sally and Stanley Bell

Connor M. Feehan
Kellie and Mike Feehan

Conrad Clemens
The Mennonite Foundation, Inc

Cora Grazier
Abigail Clark
Amy Hinton

Beth Yohe

Brady Bolin
Carrie Vallar
Lauren Burgoyne
Mandy Floyd
Max Masnick
Nestor Tejada
Sarah and Jim Grazier

Daniel Lopez

Alicia and Joshua Rodriguez
Isabel Lopez
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David B. Fowler
Rachel Rose

David S. Leonard
Lisa and Stephen Leonard

Deanna M. Schiller
Mary Ann and William Schiller

Debi Kirby
Patricia Englar
Scott Dennett

Devin Miller
Judith and Louis Schairer
Lynnette and Dean Miller

Devonne Wilson
Georgia and James Riley

Diane Friedman
Penny and Jerry Sugarman

Douglas R. Canning
Maria and Maury Paslick
Mary and Patrick Canning

Dylan K. Fuller
Gail and William Baxley

Eileen Swart
Lorrie and Michael Patenaude

Elizabeth A. Bernhardt
Connie and Casey Kazmierowicz
Ramona and Randal Bernhardt

Ellie Spear
Lynne and Robert Spear

Emma Pietrafesa
Deborah and Karl Chen

Emmalee N. Ellis

Betty Johnson

David Ellis

Margaret Eliel

Phyllis and Robert Heyer
Robyn Heyer

Sarah Park

Susan Heyer

Eric M. Loftus
Annie Fetzer

Eric Solomonson
Gordon Gnasdoskey

Gabriel Kipnees
Helane and Robert Kipnees
Molly Sulds

Gabriel Sloan
Linda and Don Ziglar

Gary P. Melchiano
Jacalyn and Gary Melchiano

Gordon Suggs
Thelma Suggs

Grant Hutton
Dorothy Maki-Green

Gracie Fry

Donna and Sean Confer
Linda Fry

Rebecca and Michael Hoog

Halston Dorow
Anonymous

Hannah Boehman
Sara and Michael Boehman

Harley A. Butler
Mary Jane Fenske

Hayes Ganno
Carol Wilhelm

Henry P. McKenna
Linda and Michael McKenna

Hope L. Martin
Pat Martin

Issac Dalzell

Randolph Southern Jr. Sr.
High School

Jacob Cook
Jane and James Cook

Jake A. Marcus

Best Lawns, Inc.

Jenna Koscielniak
Tracey Viola and Kevin Liddiard

Jeremy T. Picazio
Ellen and Victor Smith

Jessica L. Smith

Helene and Vincent Lupo

www.CdLSusa.org



John D. Barnes
Valerie Barnes

John Stone

Melissa and Jack Doebley

Johnny Burchett
Faye and Sam Burchett

Jonathan Swanson
Christopher Graunstadt
Julia and Peter Swanson
Robert J. Soltess

Josie Schreder
Pat and James Kuta

Joy Jensen
Shelley and Roy Jensen

Julie Champion
Winifred Connor
Shannon and Thomas Noonan

Katherine E. Luyt
Lynette and Clifford LePiane

Katie Giberson
Lesa and Jeff Giberson

Katie Kavouras

Keri and Todd Kavouras
Nancy Finck

Patricia and John Kavouras
Sierra Wallace

Kelly M. Noyes
Brian Noyes

Kenneth J. Rowe
Susie and Michael Hinchcliffe

Kole Beaman
Doneta Vrska

Kolten K. Griffin
Belinda and John Waller

Laura Ginter
Marie and William Ginter

Laura J. DaCol
David DaCol

Laura N. Dupuis
Jill Dupuis

1.800.753.2357

Lauren A. Catts
Kathy and Erwin Catts

Lauren M. Lewin

Jacqueline Lewin

Leonard Furman
Jasmin Furman

Lillian M. Choong
Lil and Lonnie Williams

Lindsay Franco
Joanne and Jim Franco
Melanie Horn

Susan and Scott Coleridge

Lindsey Fernandez
Ashley and Michael Fernandez

Logan Fowler

Emory and Sydney Wishon
Jane Arai

Mary and John Cavalieri

Lori A. Etlicher
Barbara and Paul Etlicher

Luca Borgia
Jamie landolo

Luca C. Barone
Eva and Vincent Siefert

Madalyn B. Gilchrist
Kim and Doug Perkerson

Manuel J. Garcia
Laura Garcia

Marci L. Fisher
John E. Fisher

Marckis Mountz
Jana and Kenny Mountz
Marianne Kennedy

Maria D. Sanchez
Juanita and Guillermo Sanchez

Mason Gilbert
Sherry Smith

Mason King
Bethany O Photography

Matthew Carbaugh
Fr. Michael Johnston

Maura Angel
Freddie Ward

Meaghan O’Keefe

Martha-Jane and
Richard Moreland

Colleen O’Keefe

Michael Cataline

Anonymous

Michaela A. Farej
Debbi and James Losch
Janet and Gerald Rice

Mika Hallenbeck
Jill and Peter Hallenbeck

Mikayla Neediman
Daniel Kaplan

Ellen Braverman and
Robert Fishel

Frances and Irving Wein
Julie D. Goldstein

Suzanne Cotugno

Molly Wagner
Brenda Whitney
Kathleen Browne

Moriah Grace Harrington
Ann Supa

Nicholas Arroyo
Barbara and Alex Kalb

Nicole A. Miller

Eric J. Miller

Sharon Flynn

Shauna and Ron Dahl
Susan and Allen Terhune

Nicole Lane
Darlene Davis

Olivia Hoogland
Walter Marks

Olivia Roberts
The Tiny Social Club

Pamela Strait
Elizabeth Strait

Paula Bertrand
John Bertrand
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Payton G. McDonald
Karen and Bill McDonald

Peter J. Condon
Jillian and Daniel Condon

Peyton Howland
Keith Jackson

Peyton McKean
Kathy and Tim McKean

Phoebe Taylor
Susanne and Darren Taylor

Rachel Dillman
Karen and Ron Ehmer

Riley A. Rissland
Anne and Wesley Johnson
Francesca and Karl Rissland

William Nearpass

Robert W. Carter
Cheryl and James Carter

Ryan D. Rockers
Michelle and Bernard Rockers

Ryan S. Elphingstone
Susan and William Elphingstone

Samuel Brasgalla
Sherri Besch

Samuel D. Miller
Elizabeth and Mark Burnett
Sarah and David Swartz

Susan and Michael Brown

Sarah Siegel
Jodi Warren
Mary Siegel

Siena M. Renteria

Francie Barber and
Craig Cheney

Richard Barber

Sofia Teixeira
Andrew Roth
Denise and Eusebio Teixeira

Stephen J. Gersuk
Elizabeth and Kevin Poplawski

Sydney Hoffman
Debi Marks
Mandolin and Martin Hoffman

Tara C. Pace
Tarina and Kevin Pace

Taryn Christie
Elizabeth and James Lynch

Taylor Nelson
Steven Street

Tayvion M. Joyner
Theresa Joyner-Lewis

Thomas Russo
Christine Lyons
Lynnette and Dean Miller

Thomas Scruggs
Lisa Ratliff

Trinity Malone
Nancy Malone

Tristen Black
Ginger McClellan-Swope

Tyler Weissman

Buffalo Bills Backers
Jacquelyn and Frederic Vezina
Lucy Kraatz

Vanessa Madrid
Carlos and Anna Madrid

Vincent Pulice
Lewis Pulice

Whitman T. Mamayek
Janis and Joe Mamayek

William E. Smisloff
Lorrie and Michael Patenaude

Shawn Chatterton

Zachary Markowitz

Susan and Arthur Markowitz
In Memory

Adam Hasecke
Linda and Frederick Hasecke

Adele Bryden
Mary Ellen and Ewen Bryden
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Alan Kaplan
Linda and Andrew Kaplan

Alison M. Wells
Barbara and Norm Winnerman

Allison Tryba

Jan and Les Tryba

Jane and Paul Shebeneck
Miriam and John Braun
Susan and Lyle Tryba
Veronica and Ernest Tryba

Andrew C. Whisenhunt
Christy and Doug Whisenhunt

Andrew J. Schwalbe
Karen and Jon Schwalbe

Annie Parr

Clarissa and John Sweeney

Brenda J. Heltne

Tracie and Gregory Maloney

Brooklynn Lesher
Board & Staff of the
CdLS Foundation

Catharine Wagner
Lorrie and Michael Patenaude

Charles J. Parker
Carol and Charles Parker

Christopher J. Dugosh
Melanie and Richard Dugosh

Claudia R. Tiongson
Catherine and Jesus Zermeno

Corvohn Coleman
Norma James

Danielle M. Ivener
Anonymous
Rosalie and Kirk Ivener

David Lindholm
George R. Lindholm, M.D.

DeAngelo Young
Aren Bazzocco

Board & Staff of the
CdLS Foundation

Faye and Charles Chamberlain
Jackie and Chuck Chamberlain

REACHING OUT

Diana Smith
Sandra Smith

Dylan Markworth
Julie Peters

Eddie Saylors
George and Naomi Faigen
Robin Waibel

Eileen Swart
Shawn Chatterton

Elaine Whalen
Anonymous

Ann Pautler

Beth Sanders

Betty Clements

Brian Reilly

Catherine and Derik Roy
Cheryl and Dave Clark
Christopher Hailand
Edward Banovic

Elaine Herrick

Gregg Frank

Holly O’Hern

Janet Ladd

Julie and Judith Farrell
Kathleen and Michael Yates
Kathleen and William Ennis
Kathlyn Denner

Laurie and Michael Nelson
Lester Stuzin

Lynnette and Dean Miller
Marisa Gladstone

Mary Ellen Heidorn
Noreen McClements
Rayco of Schnectady, Inc
Rose and Daniel Nelson
Ryan Halpin

Stephanie and John Funiciello
Stephen Samascott
Thomas J. Whalen

Toni MacDonald-Fein
Yvonne Frank

Elizabeth C. Donovan

Melissa and Paul Long

Elizabeth E. Pina
Norma James

Ella Grace Musial
Eric Bell

Elsie Peters
Helen Miller

Emilie Schuetzler
Carol and Josef Neu

Emily K. Johnson
A. Murray Johnson
Elizabeth and James Johnson

Nancy Kear-dohnson and
Eric Johnson

Sharing Emily’s Love

Eric Sagritalo
Erlinda and Gualberto Sagritalo

Ethan Walters
Candace and Shane Kelly
Penelope Keating

Alex Black
Molly and Garth Black

Gerard Joyce
Patricia Joyce

Gerhardt Schattner
Susan and Lyle Tryba
Veronica and Ernest Tryba

Hannah Brashears
Jessa Brashears

Jack Brigham
Jack and Patty Brigham

James J. Fenske
Mary Jane Fenske

James Shugrue
Myrna Kaplan

Jane Reid
Betty Reid

Jason D. Shufelt
Sharon Shufelt

Jeffrey Woodall

Board & Staff of the
CdLS Foundation

Janna Ramsey
Ladies Bible Class

Mary and Lee Putman

Jenna Kraemer
Sandra and Clyde Lapish

Jessica D. Doherty

Board & Staff of the
CdLS Foundation

Heather Doherty
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Jennifer and Stephen Brown
Shaner’s Printing, Inc.
Sheri Sharer

Jindi H. Van Buren
Laura and Ronald Van Buren

Joan Boehly
Jane Johnston

Joy Michel

Carol and Josef Neu

Julia R. Wickness

Barbara and David Wickness

Kamren L. Dennis
Kamisha and Robert Coleman

Kerry Myrthel

Willing Workers of
Paradise Valley

Kourtenay Tharp
Leslie and Bruce Tharp

Lindsey Rekoski
Karen and David Rekoski

Leilani Elizabeth Mills

Board & Staff of the
CdLS Foundation

Lisa M. Mairano

Janet and Paul Upham

Lois M. Olson
Dawn and Steve Olson

Maribeth Markowski
Judith Markowski

Liddy Horsey

Karen Manning and
Thom Horsey

Mary and Robert Geis

Matthew Huss
Libby and Jon Huss

Michael Gonella
Katherine Orlin

Wendy Carson and
Michael Lindsey

Natalie S. Nikzad
Marion Leonard

Nathan Larsen
Barbara and Jim Albright

Norma James

Noah Salazar
Norma James
Paula J. Hauffe
Anonymous
Georgia Hauffe

Peter Zeoli
Carol and John Cataline

Renee Santia
Zelma Ono

Robert Busteed
Joan Busteed

Ryan M. Barthel
Marilyn and Richard Barthel

Sam DiOrio
Maura Pannavaia

Stephanie Valentino
Nancy Valentino

Tammy T. Thompson
Trina Montemayor

Trevol Reddick

Board & Staff of the
CdLS Foundation

Tony Laureano
Brandi Raposo
Drew Annable

Sarah Grubb

Vicki Fisher
John E. Fisher

www.CdLSusa.org



Our Deepest Sympathy

Leilani Elizabeth Mills Jeffrey Woodall Brooklynn Lesher
July 22,1999 - December 28, 2017 April 27, 1987 - January 8, 2018 September 12, 1997 - January 31, 2018
Daughter of Jerry and Marie Joseph Mills Son of Dawn and Gary Woodall Daughter of Kim and Ken Lesher
20302 Regency Run 1034 Oakhall Drive 101 Marcur Lane
Garden Ridge, TX 78266 Mount Juliet, TN 37122 Monaca, PA 15061
Trevol Reddick DeAngelo Young Jessica Doherty
June 30, 1996 - January 8, 2018 September 13, 1992 - January 13, 2018 January 20, 1983 - January 31, 2018

Son of Janice Gist Son of Jackie and Chuck Chamberlain Daughter of Regina Doherty
262 Sherman Ave And Nephew of Debbi Davis 3621 Dawn Ridage Cover

New Haven, CT 06511 1015 Lotz Way Bartlett, TN 38135
Suisan, CA 94585

3':'51 ) CdLS F Ollndation [l Please charge $ to my credit card

Cornelia de Lange Syndrome Foundation, Inc.

[] Once '] Monthly for months
302 West Main Street #100 -
Avon, CT 06001-3681 Charge my gift to: [] VISA [IMC [JAMEX
800.753.2357 * www.CdLSusa.org
Card #:
Yes, I want to help the CdLS Foundation Expiration: Security Code:
Dream Bigger! .
Print name on card:
) . ) Signature:
Enclosed is my tax-deductible gift of: .
Mailing address:
[ Other $ [1$500 [1$250 [J$100 [1$50 [ $40
[J I have included the CdLS Foundation in Email address:

my will or trust.

Donate online at www.CdLSusa.org.

One hundred percent of your contribution is tax deductible.

1.800.753.2357 15 Second Quarter 2018
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In Cornelia’s Garden, wildflowers bloom
and there 1s hope.

e e

Imagine a garden of wildflowers representing
the hope that the CdLS Foundation provides
children with CdLS. You can help spread that
hope by requesting a Cornelia’s Garden kit from
the Foundation. The kit includes seed packets and
fundraising materials to be distributed to friends
and family so that they can plant a wildflower
garden and make a gift in honor of your loved
one. All those who participate will be rewarded
by the beauty of the flowers and knowing they
helped a child with CdLS grow and bloom.

Plant hope today! Email Kristi Larson at
events@CdLSusa.org or call 800.753.2357 to get started.




