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Director’s Message

We are well into 2019. | hope our newsletter finds you bravely facing whatever
circumstances life happens to have in front of you. Victory belongs to those who
never give up. As stated so beautifully by one of our country’s founding fathers,
"Patience and perseverance have a magical effect before which difficulties disappear
and obstacles vanish.”

You Asked - We Listened. In response to the Reaching Out survey, we are addressing
topics that seem to resonate with many of you. You asked for features on how parents
cope with the challenges of raising a child with special needs. In this issue, you
will find a gripping account of a mom who lost her child. You asked for resources
to help navigate the journey; this issue provides insight on government benefits,
self-care tips and the IEP process. You wanted to meet the new families and we are
introducing them to you. In order to provide relevant content - Gifts That Count will
be featured in the green version. To go green, call the Foundation at 800.753.2357.

The team is working hard preparing a new webinar series featuring topics that
you identified as top concerns. Drs. Julia O'Connor and Marco Grados will discuss
behavior and medication. Dr. Sid Srivastava - a pediatric neurologist - will share his
insights into Neurogenetics. Series on gastroenterology (Gl), genetics and financial
planning for individuals with special needs are all in the works.

The 2020 Conference will be held in Tulsa, Oklahoma and we anticipate a Tulsa
takeover (#CdLSTakesOverTulsa)! The Local Conference Committee is forming. More
information will be shared as the planning unfolds.

We are here to support you in your efforts to be the best caregivers you can. We
hope our refreshed design of Reaching Out meets your needs. Thanks for being
there for each other and us.
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Medical Spotlight -

How to be Successful in Medically Transitioning Your
Child

There is an inevitability that everyone will age. One of the first signs of aging is a
change in our senses. Sight and hearing start to decline. Smell and taste seem less
distinct. Our ability to touch can be lessened due to numbness or a medical issue,
such as arthritis. These are the same changes that happen in individuals with CdLS.
Individuals with special needs rely upon these senses to fill in when limitations have
been present, and with aging, this can lead to increased difficulties.

When an individual with CdLS ages it is important to know that organ systems can
be affected. The Gl tract can be impacted, especially with long-term complications of
gastroesophageal reflux and abnormal bowel motility causing chronic constipation
and an increased risk for bowel obstruction. There is a risk for obesity. Bones become
less dense (osteoporosis) over time, compounded by lower testosterone or estrogen
that is seen in CdLS. In males the prostate enlarges earlier than expected and this
can lead to urination difficulties. Females tend to continue menstrual periods as in
unaffected females. Facial features seem to age quicker than the body, and often,
individuals with CdLS will look older than their unaffected peers. Kidneys, hormone-
producing organs, lungs and other Gl organs seem to continue as they have been.
In terms of the brain, thinking is not necessarily slower but people with CdLS seem
to get a little quieter, and in general prefer to be at home rather than out and about.

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

There is need for an adult physician to be caring for young adult with CdLS
transitioning into adult care. Classically, pediatric providers have maintained care
for children with special needs long into adulthood, but as the heart and blood
vessels, cholesterol, thyroid hormone and others develop adult-onset conditions,
appropriate medical care can be beyond their scope of knowledge. Itis best to start
the transition process long before it is needed. Identify adult providers in the area
who are familiar with individuals with special needs. Ask regional providers in your
area if there are some better known and excellent adult providers. Call the offices
and ask if the transition can be spread out over a longer period. Bring the CdLS
Foundation Adult Guidelines when meeting with the adult care providers. Make
sure both you and your child are comfortable with the new provider(s) and able to
ask questions. You can always call the Foundation at 800.753.2357 with questions.
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By Mary Anne Ehlert, CFP, Founder of Protected Tomorrows, Inc.

If you're a parent of a child with special needs, or a caregiver of an adult with a disability,
government benefits and legal options are often confusing. Here is a brief explanation of
government benefits that in the future your loved one may or may not be eligible for, but you

may want to investigate:

e SSI - Supplemental Security
Income. A Federal income
supplement program funded by
general tax revenues (not Social
Security taxes). Its purpose is to
help the aged, blind and disabled
who have little or no income. It
currently provides a maximum of
$750 per month to be used for
basic needs. It is generally for
people who have little or no work
history.

e SSDI - Social Security Disability
Insurance. A Federal cash benefit
that may be available if a person
is disabled. It pays benefits to the
individual and certain members of
the individual's family if you worked
long enough and paid Social
Security taxes.

* Medicare - A Federal health
insurance program for people 65
years of age or older. Individuals
receiving SSDI will be automatically
enrolled two years after receiving
SSDI payments. Medicare does not
cover everything, and it does not
pay the total cost for most services
or supplies that are covered.

e Medicaid - This program provides
medical assistance for certain
individuals and families with low
incomes and resources. Medicaid
eligibility is limited to individuals
who fall into specific categories.

Medicaid program requirements
are established by each state.
In addition to paying for some
medical services and prescriptions,
Medicaid may also pay for
residential facilities, workshops
and other programs.

It's important to evaluate your loved
one's entire picture and take a few
more things into consideration:

e Although you may be caring for a
child at this time, what do you see
for him/her in the future?

¢ In the case of planning for a child
with special needs, does your
existing health insurance remain
in effect when your child turns 21
andisnolongerafull time student?

e What assets are presently in his/
her name?

e |s there a possibility of the child
inheriting any money or assets?

Once you've answered these questions,
you can then look at what benefits he/
she may be eligible to receive and
how to best position his/her assets
and income.

Often parents/caregivers ask, is there
a way | can leave an inheritance to my
child or loved one with disabilities
without negatively impacting their
benefits? Yes. An individual may set

up a Special Needs Trust that will
permit this. The following are the most
common types of Special Needs Trusts:

Discretionary Supplemental Needs

Trust or 15.1 - A trust that can hold
cash, personal property, or real
property, or can be the beneficiary of
life insurance proceeds. Simply stated,
other people’s money or property that
they chose to contribute or leave to the
child with disabilities.

Discretionary Supplemental Care
Trust or d(4)A - A trust that can
hold cash, personal property or real
property thatis owned by the child with
disabilities. This can only be set up by
parents, grandparents, legal guardians
or the court.

***When thinking about trusts, it
is imperative that you speak with
an attorney who has extensive
experience and knowledge in Special
Needs Trusts. ***

Preparing for your loved one's future
can often times be confusing. The
important thing is to be patient and
do your homework so that you are
better prepared for the future.

There will be a webinar in the fall to
help parents understand this topic.
Check the Foundations werbsite to
find out more.



Twenty-two-year-old Quinton Korbe
is the youngest of five children. He
was born on March 5, 1997 with
typical physical features of individuals
with CdLS. He had five heart
problems, feeding difficulties and
was documented as “failure to thrive”.
When he was born, his parents were
told Quinton probably had CdLS, and
it was later confirmed by Dr. Laird
Jackson and Dr. Sechin Cho.

Quinton has severe developmental
and cognitive delays. He is incontinent,
has severe hearing loss, cannot feed
himself and is non-verbal. Quinton had
his cleft palate repaired at age three
and a feeding tube put in at age six.
He has had 15 surgeries ranging from
many dental surgeries, hydroceles,
throat dilatations, Tympanostomy (ear)
tubes, etc.

Having severe cognitive delays
Quinton is living life the best he can.
At times, he hurts himself when he is
in pain. Quinton needs total care. He
has a very hard time getting settled and
does not sleep well.

Simone, Quinton’s mother, thinks the
most important tool the family has

used is faith. They have seen miracle
after miracle with Quinton. They have
learned patience, try to keep a positive
attitude and take it one day at a time.
Family and friends have also been an
important tool going through life with
Quinton. Simone believes that one
must ask for help when it is needed
and if there is a question, ask the
CdLS Foundation and always bring up
concerns to their doctor.

Transitioning Quinton has been easy;
he was homeschooled and still lives
with his parents. They are trying to
obtain a limited license in the state
of Kansas to be paid providers for
Quinton, as this would allow them the
funding to hire caregivers, help with
additional daily costs and ensure that
his care and quality of life remain as
high when they are deceased.

Quinton is socialized through outside
activities and family vacations. They
travel in their motor home during
vacations since Quinton has a hard time
adjusting to staying in a hotel. He also
went through puberty late. Suddenly,
he got hair on his legs and began
sweating more, which caused a shiftin
what type of clothing he was wearing.

The major hindrance to Quinton’s
transition was his constant dental issues
with surgeries for the past 10 years.
He would bite his wrist, bang his head
on walls or run around in severe pain,
at the age of 20, almost all his teeth
were removed. It was very painful, but
it has made things better. Another
issue was a lack of consistency in his
schedule. His parents didn't know
how long he would be with them, so a
steady routine wasn't established. He
is quite persistent with letting others
know exactly what he wants and when
he wants it. Aside from his struggles,
Quinton is a happy and very healthy
small adult.

When Simone was asked what she
wanted the public to know about
Quinton, she responded, “Please don't
ignore or turn away from Quinton. At
least look at him and smile...accept
Quinton and others with differences.
Be patient with individuals with CdLS
because it is a tough syndrome and
always think of how difficult it IS to
THEM.”



By: Jane Leonard-Hathaway

As the 25th anniversary of the death of
my daughter, Natalie, approached this
past November, my eldest daughter
Katie suggested that | write about the
ever-changing look of my grief and
what, if anything, | would have done
differently.

My first experience with grief was
as a child right after the death of my
Grandfather. During a family visit |
overheard my Grandmother crying
over the factthat no one cared enough
to take her anywhere and that she was
always alone. My mother objected
by reminding Grandma that people
did offer to get her out of the house,
but that she never wanted to leave.
| understood that my Grandma was
sad, which made me sad, and as a
young child | came to the conclusion
that when people are really sad they
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just do not make any sense. The
incident eventually faded from my
memory, and the grief that | felt for my
Grandmother’s sake loosened its grip.

Our fifth child, Natalie, was born in
June of 1988. At 12 days old Natalie
was diagnosed with CdLS and we
were advised to prepare for her
death due to “failure to thrive.” My
husband and | were devastated and the
thought of losing our child completely
overshadowed the CdLS diagnosis. |
found it impossible to make sense of
a grief that came before the loss had
occurred. Over the course of the next
four weeks all | could do was hold my
daughter, feed my daughter, and all
she could do was sleep. At the end
of that month Natalie began to gain
weight, wake more often and respond
to her surroundings. The crisis had

Natalie playing
with her dolls.

passed and the sorrow of almost losing
my daughter faded from my memory
and the grief that | felt loosened its
grip. Natalie continued to thrive, but
her petite, doll-like features took some
people by surprise. She never learned
to walk independently, so it became
the norm for all of us to carry her and
that created a bond that was both
physical and spiritual. Over the next
five years Natalie grew and reached the
size of a two-year-old and the maturity
of a one-year-old. As an infant she
received home-based therapies and
eventually preschool services. The help
that we received, plus the support and
information from the CdLS newsletter,
Reaching Out, was amazing. Life was
good and life made sense.

That sense was shattered on November
8, 1993, when Natalie unexpectedly

v.CdlSusa.org



died of flu-like symptoms. | found myself and my family
entering a realm that was frightening and impossible
to navigate. My grief morphed into many faces, and
sometimes so rapidly that at times it was difficult to breathe.
Weeks after Natalie died, | found myself standing in a
checkout line, fighting back tears and the urge to shout to
everyone in the store to stop what they were doing, and by
a show of hands declare themselves if they had ever lost a
child. I needed to know that | was not alone. | did not yell
in publicthat day, instead, | gripped the shopping cart until
the agonizing moment passed, and my grief became quiet.
It was like drowning. Many people imagine a drowning
victim as flailing their arms and calling for help, but it often
times is a very quiet event, which is why someone can
drown in a crowded pool surrounded by people who are
completely unaware. During that time, none of the adults
in my life, seemed aware of my anguish and turmoil, and
if they were, they never spoke of it. My husband and |
seemed incapable of sharing our grief with each other.
We only knew that we were both in a tremendous amount
of pain because each of us understood how much we had
loved Natalie.

| knew how much my children
loved Natalie and how much
they had to be hurting, but
beyond the everyday routine
of nurturing them, | know |
failed to help them with their
own grief. There was a stillness
that descended on our family
that was frequently interrupted
by our 2-year-old daughter,
Olivia, asking for her sister. |
would console her until she
fell asleep in my arms. Grief
spares no one. |t was piercing
moments like that when | felt my sorrow becoming
irrational. My grief became frantic and | was desperate to
calm myself. Winter had come which only contributed to
new feelings of isolation. Evenings were the most difficult
time for me. Afterthe dishes were cleaned, children bathed
and homework done, we would gather in the living room.
It was then that | found myself counting the heads of my
children and willing the number to be seven, but it was
always six. It finally drove me out of the house, and | fled
into the darkness of night.

| quickly came to discover a peace outdoors, even in the
brutal cold. | could cry in solitude, free of the worry that
| felt when my children saw me cry. | could walk for miles
and it was enough to help me sleep. When that was no
longer enough of a challenge, | began running. In no
time | was averaging nine miles every other night. For the
next decade | relied on running as a coping mechanism.
| can honestly say that those runs saved my life. They

1.800.753.2357
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were a tremendous help, but over the years | have come
to recognize that what would have been an even greater
help was grief counseling. At the time of Natalie's death,
| had never heard of grief counseling. | have to assume
that no one in my family or circle of friends had heard of
it either, because it was never mentioned. | do believe
that it would have helped my whole family, especially our
children, who not only had to cope with their own sorrow,
but who were also attempting to process my sorrow. |
wanted to remain composed in front of my children, it just
was not always possible, and one episode stands out in
my memory and probably in their memories as well. It all
started in the kitchen.

Natalie enjoyed being in the kitchen whenever | was
cooking. She could crawl and she knew her way around
the first floor of our house. Natalie would pull herself up
and hold onto the counter with herfingertips and keep me
company while | prepared meals. She enjoyed food and |
was in the habit of letting her taste everything that| made.
Her absence in the kitchen was very difficult for me, but
one night, without warning, | found it to be unbearable.
The simple task of making sloppy
joes became overwhelming, and
| flung the frying pan across the
kitchen, sending meat and sauce
everywhere. | ran, wailing, to my
bedroom, leaving the children to
fend for themselves that night.
My eldest daughter, Katie, who
was only 12 years old, cleaned
up the mess and helped her
siblings find something to eat.
The next day our eight year old
daughter, Emily, came to me with
a message that she had drawn
on a large sheet of construction
paper. In her 3rd grade hand she had written BETTER
DAY TOMORROW along with a smiley face. | clung to that
hopeful message, and | still have that drawing.

That picture, along with mementos and keepsakes from
all my children sits in a large treasure chest in the living
room. | have three granddaughters whose middle names
are in honor of their Aunt Natalie. Several of my children
have been involved in fundraising and awareness efforts
forthe Foundation. My eldest daughter currently serves on
the Board of Directors. | have wept at the love my children
will always feel for their sister. | have wept remembering
the profound grief we all endured after her death, but
mercifully, profound grief is temporary, and eventually,
it will loosen its grip. There came a time when | realized
that | could awaken in the morning, feeling calm, and that
| was no longer being tormented by irrational thoughts,
fear, and frenetic activity.

Continued on page 13
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Fueled by the momentum of the start of the event
fundraising season, the CdLS Foundation celebrated record-
setting fundraising and milestone events.

The fall event season kicked off with 17 Team CdLS Bank
of America Chicago Marathon runners toeing the line. The
charity partner program goal was to raise $30,000. The
team crushed it with a record-breaking $104,000! This is the
highestamount a single event has raised for the Foundation.

In St. Louis, golfers and volunteers celebrated the 30th
Anniversary CdLS Foundation Charity Golf Tournament.
This fundraiser was created by Board Member, Jim Kesting,
to honor his friends’, Doug and Barbara, daughter, Amber.
It has transpired into an event that raised nearly $700,000
since its inception to support the programs and services
provided by the CdLS Foundation.

Over 55 runners and walkers participated in the Baltimore
Running Festival and raised over $16,000! The extraordinary
attendance and fundraising was largely led by the dedication
of Dr. Tonie Kline, Tasha H., Sarah B. and Rachel T.

Team CdLS events wrapped up in November at the New
York City Marathon. The dynamic team represented
returning team member Anna S. who runs in honor of her

8 R ING OUT

\ﬂ '\

£
\r‘nv('()u nm\”n\( HELP. GIVING H

CdL!
rds in

b~

reaks
icago

>

twin sister, Jessica; first time marathon runner, Katie G.
who was honoring sister, Emma. Tabitha M. was honoring
friend, Luke L. and the Team CdLS running coach and dad
of Mikayla N., Marc.

Team CdLS not only broke a fundraising record in one event,
but also broke the record for the number of participants in
a year with 120 runners.

Throughout the fall and winter season, several events were
hosted by members of the CdLS community including Brew
and BBQ in Georgia hosted by Fran Rissland; Walk for Will
and Hope in Michigan hosted by the Kurth Family; One Love,
One Heart in Georgia hosted by the Pomfret Family; and an
annual wine tasting in New Jersey hosted by Connie Kelly
and the Carr Family.

The remarkable achievement for the 2018 events and
fundraising season is a testament to the dedication of
volunteers and supporters who are ensuring that individuals
with CdLS, their families and support systems have the
resources needed to make informed medical, educational
and therapeutic decisions.
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FOUNDATION FUNDING IN 2018

There were many ways the Foundation was funded in 2018.
However the largest support came from you - our CdLS
Community. Your contributions truly allow us to be there
for you.

Individual Donations
12%

Special Events Major Donors
50% 29%

GRANT FUNDING UPDATE ,

Outside Organizations
8%

We received $7,800 from the generous William and Alice
Mortensen Foundation to support the printing of Reaching
Out during 2019. THANK YOU!

The Rotary Club of Avon-Canton kindly funded $800 to
professionally translate and print eight educational articles,
which will be distributed to our Spanish speaking families
and made available on our website.

CALENDAR

W EVAE:]
Northeast Region
Family Gathering
Maplewood, NJ

May 20

New England Charity
Golf Tournament
lpswich, MA

August 17
Missouri Family
Gathering

Rocky Mount, MO

October 13

2019 Bank of America
Chicago Marathon
Chicago, IL

October 19
2019 Baltimore
Running Festival
Baltimore, MD

November 2

Multidisciplinary Clinic

for Adolescents and

Adults
Baltimore, MD

November 3

TCS New York City
Marathon

New York, NY



Inspiring Individuals
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Jordan Fischer

My name is Jordan Fischer.|am 21 years old and was diagnosed

with CdLS when | was born.

llive in Long Island in New York State. | am writing so you can
see how | am doing. My big news is that | got my diploma
from high school on June 24, 2018.

| liked high school, but I like my life now better. | am lucky
because | work two great jobs. During the week | assist in
the billing department of a radiology business. | have a
mentor named Patti. She is really nice. My favorite part is
seeing my coworkers, but sometimes | don't like doing the
same thing over and over.

| also work on Saturdays at a burger place where | clean
tables and deliver food to tables. | have worked there for
two years and | know all the rules and always complete my
work assignments.

| have an awesome group of friends. Some of them I've
known since preschool, but some of them | met this past
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year at a social group. When we can’t hang out we text each
other. We are always there for each other.

| keep busy. | go to the gym in my town to make sure | stay
strong and in shape. On Wednesdays | volunteer at the local
animal shelter. | clean the cages and help feed the cats.

| worked very hard to graduate high school and learn my
jobs. Even if something takes longer | can still learn it. | think
it is important that everyone tries to reach their goals.






On the Cover

Whitman is 23 years old and an avid New England
sports fan. He lives with his parents and younger sister.
Whitman attends a day program for community-based
services and supported employment - he's diligent at his
tasks and a hard worker.

In his spare time, he loves the freedom his bicycle offers
and rides his loop through the neighborhood making
all his social stops along the way. Whitman rides both a
mountain and recumbent bike. He loves playing basketball
with his buddies, he has played on the same unified Special
Olympics team for the past 10 years. He enjoys riding
around on his ATV in Maine. Whitman is manipulating the
technology of his iPad to work for him from the years spent
on various augmentative devices.

Since Conference last June, Whitman has maintained
contact with folks he met. He enjoys Facetiming with a
young man from across the country so they can watch
the same basketball game; he also will send a few text
messages and 'like’ different things on Facebook.

12 REACHING OUT
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A ‘bike before a joy ride.. :

“We thank Conference for making
the contact and technology for
maintaining the connection for our
non-verbal young man!! We really

are one big CdLS family.”
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Better Day Tomorrow
continued...

Perhaps it was a calm that was born from sheer fatigue,
because profound grief is exhausting. Whatever the cause,
| welcomed it. The sensation of drowning was over and |
felt myself slowly emerging from a grief that was lonely.

| did not choose to remain alone in my sorrow. | simply did
not know to whom | could turn for help. As universal as
grief is to the human condition, it is also unique and
intimate to each individual. There are people who
understand this and respond to the call of helping others
during times of profound loss. At the time of Natalie's
death, if | had it to do again, | would have entrusted my
grief to a professional counselor. | would encourage any
parent who has lost a child to seek professional services,
whether it be counseling, support groups, or family services
from the CdLS Foundation.

Losing a child is the most devastating passage parents will
experience in their lifetime, but we do not have to endure
italone. We can support, love, and learn from one another,
and eventually, tomorrow will be a better day.

1.800.753.2357

Facing
Challenges

Facing The
Challenges in

Spanish

Facing the Challenges translated in
Spanish is available by request! Families
within the United States can contact
familyservice@CdLSusa.org to request
their copy of the newly translated
publication.

Families living outside the United States
can contact familyservice@CdLSusa.org
to request their digital copy of the newly
translated publication. Please provide
your updated contact information when
submitting your request by email.




- Helpful Hints

SELF-CARE TIPS

Being the parent of a child with a disability carries with
it unique responsibilities. It requires an extra dose of
emotional resilience, perseverance and resourcefulness.
Invisible obstacles can be all the more agonizing when they
are unacknowledged. The Global Partnership for Education
notes, “children with disabilities remain the most excluded
group [when it comes to educational opportunities],
discriminated not only because of their disability but also
because of lack of understanding and knowledge about its
causes, implications, and stigma.” More and more parents
are becoming burntout. Itis so important to keep yourself
healthy as well as keeping your child healthy. Self-care is
becoming a priority in many peoples lives.

Here are some key ways for you to make it important in
your life:

Get support

Spend time with friends and family
Seek and take advantage of respite care services
Meditate

Eat healthy

Get a massage or go to a spa

Get enough exercise

Say no to extra responsibilities
Give yourself quiet time

Put the devices down

Spend time outdoors

Tips from www.scanva.org and www.goodtherapy.org

Easterseals offers respite services that allow both
caregivers and individuals with CdLS to relax and recharge.
Their respite services are offered nationwide and designed
to give caregivers a much needed break from the stress of
caregiving. Visit their website to find services in your area:
www.easterseals.com/explore-resources/for-caregivers/
respite-care.html
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IEP PROCESS

The formation of an individualized program involves six
steps:

Pre-referral: Prior to developing an IEP, the school will
implement various interventions depending on the kind
of problem a child is exhibiting.

Referral: Parents or school professional(s) may request an
evaluation to determine if a child has a disability. Parents
must consent to an evaluation. This evaluation must be
completed within a reasonable time after consent is
provided.

Identification and Eligibility: A group of qualified
professionals and the parents look at the child’s evaluation
results. Together they decide if the child has a disability as
defined by IDEA. If parents disagree with the evaluation,
they have the right to take their child for an Independent
Educational Evaluation (IEE) and ask the school to pay for it.

Development of an IEP: The |IEP team gathers to talk
about the child’s needs and write the IEP. Parents and
the student (when appropriate) are part of the team. If a
different group decides the child’s placement, the parents
must be part of that group as well.

Implementation of the IEP: The school makes sure that
the child’s IEP is being carried out as written. Parents are
given a copy of the IEP. Each of the child’s teachers and
service providers has access to the IEP and knows his/her
specific responsibilities for carrying it out.

Reviews and reevaluation: The child’s |EP is reviewed
by the IEP team annually, or more often if the parents or
school asks for a review. If necessary, the IEP is revised.

The CdLS Foundation’s Professional Development
Committee can review your child’s IEP free of
charge. Please contact Family Services at
800.753.2357 or familyservice@CdLSusa.org for
more information.



Our Deepest Sympathy

Justin Michael Roesler Mia Mannino
December 16, 1993 - February 15,2018 August 10, 1989 - December 26,2018
Son of Janette and Michael Roesler Daughter of Pauline and Tanino Mannino
123 Pine Hollow Lane 36421 Payne St
Huntsville, TX 77320 Clinton Township, Ml 48035
Jimmy Goodbreak Molly Wagner
July 3,2003 - May 16,2018 April 12,1988 - February 22, 2019
Son of Trish Earl Daughter of Kathryn and Peter Wagner
1209 Lincoln St. 335 Clay Hill Rd
Eldorado, IL 62930 Cape Neddick, ME 03902

Roland “Rodie” Owen
February 2, 1974 - October 29,2018
Son of Melissa and Roland Owen
14080 Gregg Neck Rd
Galena, MD 21635

wemember: hold on to hope, test when youte weamy,

3 Tak et
Whpeels™

bk time to grieve, andbleb yous heant mend.”

-Excerpt from “When Angels Take Flight: the Loss of a Loved One with Cornelia de Lange Syndrome”

If you would like to speak with Foundation staff or connect with other
families who have lost a child with CdLS, please call 800.753.2357.




Donations from 9/1/18 - 3/27/19

In Honor/
Celebration

Brandt Anderson
Fran and Wayne Shull

Alex Boneberg
Kate Glenn

Luca Borgia
Clarisse F. D’Adamo

Samuel Brasgalla
Sherri Besch

Andrea Brennan

Axemen of Ohio Professional
Firefighters Motorcycle Club

Austin Cadena
Maria Bobadilla

Maria Guerrero

Anne Cahn

Barbara and Norm
Winnerman

Douglas Canning
Mary and Patrick Canning

Robert Carter
Cheryl Carter

Julie Champion
Winifred Connor

Shannon and Thomas
Noonan

Shaylin Cubeta
Alice Hoke

Benjamin Davis

Dena and Jonathan Davis

Rebecca Davis
Cheryl and Ran Davis

Amy and Phil Dean

Lois and Daniel Lawler

Alyssa Delgado

Gricelda Contreras

Delaney DeMaria

Vincent A. Berardini
Rachel Dillman

Karen and Ron Ehmer
Carol and Harold Stahlhut
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Halston Dorow

Diane Quinn

Sounida Douangpraseuth

Laura and Bruce Monahan

Will Elcano

Nichole Elcano

Ryan Elphingstone

Susan and William
Elphingstone

Eric Falls

Barbara Falls

Michael Friedman
Lois Braverman

Howard Braverman

Lindsey Fernandez

James Arps Memorial Fund

Mary Fiori
Carolyn and Ted Williams

Logan Fowler

Jane Arai

Mary and John Cavalieri
Sarah and Douglas Fleming
Betsy and James Wilson

Sydney and Emory Wishon

Lindsay Franco
Susan and Scott Coleridge

Joanne and Jim Franco

Diane Friedman

Ellen Braverman and
Robert Fishel

Howard Braverman
Lois Braverman

Penny and Jerry Sugarman

Benny Fromhartz

Anonymous

Diane Fromhartz

Anonymous

Gracie Fry

Linda Chatham

Donna and Sean Confer
Leslie and Mills Polatty

Dylan Fuller
Gail and William Baxley

Barbara Ann and Duane
Fuller

Aryanna Gage
Sally Griffith

Aubrey Garigen
Michael Garigen
Christine Raduluff
Whitney Wilson

Bozena Geraghty

Margaret and Ray Persico

Emma Giberson

Doris Cappabianca
Lesa and Jeff Giberson
Ann C. Mandel

Debra Richman
Trachtenberg

Carl Salonen

Katie Giberson

Lesa and Jeff Giberson

Charles Gladson

Donna Ascher

Julie and Roy Gonella

Carole Lee

Cora Grazier

Kenneth Wolfgram

Kolten Griffin
Jack’s Place LLC
Belinda Waller

Caroline Habersham

Carolyn Mann

Raymond Halverson

Jean F. Halverson

Katherine Harvey

Linda and David
Hendrickson

Tammy Hersberger

South Madison Community
Foundation

Colt Highberger
Anonymous

Beverly and Guy Tharp

Mary Hodina
Georgia A. Hodina

Sydney Hoffman

Carol Hoffman

Olivia Hoogland

Michael Hedberg

Beverly and Richard Krause
Walter Marks

Peyton Howland

Rosalind and Allan
Alexander

Florence and Edison
Jackson

Amanda McDaniel

Grant Hutton
Dorothy Maki-Green

Caitlin Igoe
Nina and Jeffrey Kellogg

Adam Jackson

Sara and Rodney Lair

Joy Jensen
Mary Ann and Gary Bartels
Shelley and Roy Jensen

Laurie Johnson
Whitney Wilson

Katie Kavouras

Patricia and John Kavouras

Brenden Keating
Teresa and Michael Keating
Kathleen and Andres Pagan

Patricia and George Zirm

Tara Kimmel

Kathy and Tom Kimmel

Samantha Kirshner

Patty and Vince Buccilli

Blade Klatt

Joan and Elmer Geissler

Daniel Kliewer

Kathleen Rulka and
Brian Ewert

Jenna Koscielniak

Tracey Viola and
Kevin Liddiard

Hope Kurth
Nathelle and Richard Togni

Jacqueline LaMarca

Lisa Rajakovich

David Leonard
Lisa and Stephen Leonard

Frank Leone
Edna Zambo

Mason Linehan

Jennifer Hogberg

Howard Locke

Angela and Darrel Locke

Sam Luce

Michelle and Timothy Luce

Katherine Luyt
Nancy Gorski
Lynette LePiane

Luke Lyons
Mildred V. Wischnowsky

Tyler Macy

Anonymous (2)

Barbara and Timothy Macy
Dorothy and Charles McAfee
Rogene and Richard Moss
Charlene and David Moss

Frank Mairano

Darrell Cookman

Trinity Malone

Nancy Malone

Tracey Maloney

Carolyn Mann

Jake Marcus
Best Lawns, Inc.

Carrie and Scott Radomsky

Zachary Markowitz
Susan and Arthur Markowitz

Natalie McClain

Kathleen and Kenneth
McClain

Edmund McCurdy

Anonymous

Payton McDonald
Karen and Bill McDonald

Henry McKenna
Linda and Michael McKenna

Leah Michaud
Susan Michaud

Nicole Miller

Joanne and Lawrence
Gerstle

www.CdlLSusa.org



Eric J. Miller

Susan and Allen Terhune

Wendy and Andrew Miller

Betsy and Loren Caswell

Devin Miller

Christine and Bruce Schairer

Tanaya M. Molzan
Steven and Nancy White

Marckis Mountz
Whitney Wilson

Christian M. Musumeci
Anonymous

Joanne and Franklin Morgan

Carlee E. Nash
Robin and Erick Nash

Marc NeedIman

Daniel Kaplan

Mikayla Needlman
Reva and Harold Dreebin
David Kahn

Frances and Irving Wein

Ashleigh O'Brien

Janis and Joe Mamayek

Niko Papadopoulos
Debra Laliberty

Andrew Patitucci
Elizabeth D’Angelo
Robert Fisher

David and Joan Hanisco
Nancy Tossona

Mary Tossona

Betty B. Peracchio

Nancy and Daniel Boisvert

Eleanor Peterson
Whitney Wilson

Jeremy T. Picazio
Ellen and Victor Smith

Jack Pollard
Lisa and Stanley Avery

Julie and Steve Gorczynski

Maya Pomfret

Nedra and Matthew Adelizzi
Roberta Adelizzi

ATL Computer Support, LLC

O

1.

NN 7¢ IIET
300.753.2357

~

A-C Service & Repair, Inc
Jane and Brian Bercher
Felicia Bianchi

Bowser Center for Advanced
Dentistry

Lauren and Howard
Chamblin

Dennis Cheek

CPR-Now, The First
Response Team

Pat Crider

Jacqueline and James
Curley

Janice and Eric Duff

Leslie Ehrhart

Dorothy and Vance Eppley
Donna Fallon

Katherine and Ralph Felter
Darleen and Eugene Fritz
Lisa and Paul Grothouse
Richard Haaland, Ph.D.
Dianne and Richard Haaland
Casie and David Hughes
Joan and Harry Hutchins

Stephanie and Raymond
Janssen

Kimberly Jenkins
Barb and Shreve Johnessee

Ashley and Christopher
Johnessee

Deborah and Galen Kessler
Deborah and David Leisure
Susan and Jay Lilien
Kathleen Lorelli

Magic Carpet Pre-School
Amanda Miolen

Dianne Olmstead

Outpost Showroom

Kathaleen and Robert
Patierno

Louise and Edward Pierce
Richard and Okju Pomfret
George Pomfret

Jennifer and James Pomfret

Penelope and James
Pomfret

Jane and Timothy Rojahn
O. Jerald Sanders

Skip Lehmann &
Associates, LLC

Jerri and Paul Smith

Mary and David Stewart
Beverly and Gregory Thayer
Lisa Westberry

Alyssa Westmoreland
Madeline White

WMS Partners

York Endodontics P.C.
Vincent Pulice

Angela and Sam Pulice

Haven Ray

Whitney Wilson

Elizabeth Reed
United Methodist Women

Ann Rees

Helen Thompson

Brittany Reifer

Carolyn Mann

Siena Renteria

Craig Cheney and Francie
Barber

Mary Micallef

Nathan Riley

Doreen and James Riley

Riley Rissland

Marilyn and Vito
Carcioppolo

Gina Grote
Anne and Wesley Johnson

William and Kathleen
Nearpass

Rosann Rissland

Camden Robbins

Catherine Belcher

Olivia Roberts

Sandra Jordan

Fran Rosypal

Mary Tossona

Payson Rouse
Whitney Wilson

Kenneth Rowe

Anonymous

Anjuli Roy
Urbi Ghosh and Hemant Roy

Alexa Royster

Morrisette Royster

Daniel Ruiz

Charlene Ruiz

Maria Sanchez

Anonymous

Gabrielle Schacherer
Whitney Wilson

Matthew Schrum

Brenda and Robert Joseph

Jaxon Schweickhardt

Linda and Joe Holdman

Aaron Shapiro and
Sonia Robles

Andrea and Marc Needlman

Sarah Siegel
Patricia and Robert Julius

William Smisloff
Laurie and Michael Nelson
Mark Whalen

Jessica Smith
Helene and Vincent Lupo

Lisa Lupo-Marter and
Roscoe Marter

Jesse Sosa

Mary Caggiano

Toby Spivey
Whitney Wilson

Austin Staggs

Kimberly and Mason
Knechtle

Karl Stenerson
Eleanor and Richard Allen

Emily Sullivan

Patrick and Susan Sullivan

Sarah Suttmann
Katherine Heile

Ellen and Thomas Heile

Briley Svee
Whitney Wilson

Jonathan Swanson

Betsy Cruz

Phoebe Taylor

Susanne and Darren Taylor

Sofia Teixeira
Christine Kay
Andrew Roth
John and Valerie Schlapp

Erica Templer

Jeffrey Templer

Carol and John Templer

Wilder Thompson
Patricia and Stephen Kanipe

Cassandra Thompson

Maxine and Hugh Maness

Rosa and Eufemio Rodriguez

Kathy and Gene Van Buren

Susan and Raymond Carlton

Peter Wagner

Anonymous

Jessica Ward

Patricia and LLoyd Boyden

Jacob Weber

Keiko and Daniel Nishiyama

Devon Webster

Luann and Jim Webster

Charlotte Weiss

Harriet Weiss

Tyler Weissman
Buffalo Bills Backers

Jacquelyn and Frederic
Vezina

Caleb Wherry
Kathy and Andy Wood

James Whitlatch

Penny Ketchem

In Memory

Joshua Ackles
Laurie Churchman

Barry and Julie Pugh

Kelsi Ahlfield
Whitney Wilson

Aiden Bard
Anita and Art Block

Shirley Barrientos

Boston Sword & Tuna, Inc.
Tammy Barrett

Katherine Brownell

Karen Davies

Phyllis and Victor Delgado
Patricia and John Gallo
Elizabeth Januskiewicz
Elizabeth and Robert Mason
Marni Nicholas

North Providence Collison
Center, Inc.

Rhode Island Funeral
Directors Association

Barbara Taylor

Tucker Quinn Funeral Home
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Ryan Barthel
Marilyn Barthel
Donna and Richard Mifsud

Andrew Bay
Fay George
Mary Soller
Pikes Peak ‘N’ Gineers

Alex Black
Paula and Donald Stewart

Jack Brigham
Jack and Patty Brigham

Sean Brisbane

Nancy and Mike Brisbane

Mark Burkholder

Jane and James Burkholder

Robert Capenegro, Jr.

Joan and William Weiant

Layla Carr

Susan Antczak

Linda and Mark Bateman
Jeffrey Betz

Roberta Bishop-Boriss

Mary and Lawrence Brodsky
Diane and Walter Brunetti
Carol Collins

CK Pilates LLC

Penelope and Francis Davish
Eco Chic Blossoms

Joanne Eyler

Barbara Fishbein

Robin and Frank Gatto
Richard Gerber

Kim and John Glassey

Glen Oaks Health & Spine
Center, LLC

Stefanie and Timothy Green
Judith and William Gruhler
Linda Guntner

Cathy and John Hanlon
Nancy Hannum
Christopher Howard
Shirley Howard

Marcie Juczak

Aimee Kirsch

Barbara LaRosa

Anna and James Llewellyn
Suzanne Long

Terrie Lucas

Margaret and James
Ludgate

Eileen and George Marinakis
Patricia McCaffrey

Marian McGee
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Thomas Melchionni
Rosemary Mirenda

Lindsay and William Morris
Joanne and Wayne Newell
O.C. Sports LLC

Teresa and James O'Connor
Julie Palmieri

Bernadette Phillips

Kathleen and Pietro Pittaluga

Marianne and
Anthony Previti

Kathleen and Hamilton Rink
Ellen and Eugene Sager
Helen and William Scull
Patricia and Leonard Smith
Heidi and Mark Sray

Mary Ellen Terrels

Tammy and Thomas
Thornton

Debra Tower

Alexis and Erik Van Horn
Dana and James Walz
Daniel Walz

Susan and Burton Wilkins
Paula Wintz

Dolores and Gary Wohler
Mark Yoa

John Cataline, Jr.
Anonymous

Nancy Allen

Marlene Anastasi

Rita Antinellii

Ellen and Joseph Armitage
Stephanie Baldwin
Rosemary Balistreri

Mary Ann Bender

Elizabeth and Richard
Brooke

Mary Anne and James
Calabrese

Laurel and Edward Callahan
Joseph and Mary Carnovale
Margaret and Richard Cass
Mr. David Cataline

Carol and John Cataline
Maura and Frank Cook
John and Nila D’Agostino

Carol and Raymond
DeRuyter

Necia and Robert Dinan

Finger Lakes Football
Association

Gerald & Joanne Haers
Mary Hanna

Joann Harrison

Wanda and Stephen High
Donna and Thomas Holtby
Mary Heusler

Sandra Jordan

Kirt & Sheila Lieder

Teresa Malone

Lynnette and Dean Miller
Patricia and Greg Notebaert
Mrs. Mary Opitz

Carole and Eugene Perry
LuAnn Picciano

Betty Pirozzi

Elizabeth and Kevin
Poplawski

Judith and Robert Rennyson
Jean and John Schibley

Misty Shuff and Michael
Linehan

Mrs. Carol Spina

Florence Stajura

Deirdre and Joseph Summa
Anne and Mike Suttmann
Mary Tossona

Kathryn and Dominick
Vedora

Barbara and Norm
Winnerman

Angela and Tim Young

Lisa A. Chuilli
Elizabeth Strait

Milo Clauson
Nicole Britt
Julie and Harry Smith

Elizabeth Donovan

Melissa and Paul Long

Steve and Joy Doran
Constance De Veer
Maribeth and Casey Lartz

Devon Downs
Anonymous
Whitney Wilson

Austin Erdman

Pamela and Gary Erdman

Tony Fargnoli
Joann and Al Scappaticci

Genevieve Fiorente

Carol and Josef Neu

Elizabeth Frederick
Piper Jaffray

Danette and W. Randall
Frederick

Samuel Gill

Donald Brown

Joanne Corliss

Diamond Electrical Supply
MaryAnne and Stephen Igoe

Maryann Igoe
Nina and Jeffrey Kellogg
Danielle Kellogg

Marilyn and William
Lonergan

Mary Jane and Frank Semcer

Diane and Bruce Van Vliet

Michael Gonella
Aldon and Patricia Daniels
Donna and Norman Gleit

Susan and Raymond
Molinari

Katherine Orlin
Philip Schneider

Jimmy Goodbreak

Board & Staff of the
CdLS Foundation

Zachary Graber

Jenelle Graber

Amy Felice

Carol and John Cataline

Reverend Alfred C. Hart
Monica Cox

Ronald and Jimmie Crockett

Adam Hasecke

Martha and Larry Robertson

Skyler Hauck
Synneva and Terry Meldahl

Amy Haynes

Roxanne Sandles

Brenda Heltne
Jean and Dennis Eich

Tracie and Gregory Maloney

Conrad Hersberger
Barbara and Larry Hall

Ken Highberger

Susan and Fred Bender
Jennifer and Wynn Bergman
Pat and Bill Chapman

Carla and Marty Highberger
Kathy and Shane Highberger

Lake-Osgood Courtesy
Account

Velda Seachord

Suzanne Swanson
Beverly and Guy Tharp
Barbara and Boyd Ward
Sarah and Jeffrey Whalen

Mary Horsey

Mary and Robert Geis
Vicki and Brad Haneberg
Mary Manning

Jill and Andrew Stefanovich

Bonnie Horth
Brenda and Daniel Bylbie
Cynthia Elvin

Gernatt Asphalt Products,
Inc.

Jean and Donald Kamats
Jeanne Keller

Jennifer Kohn

Jessica and Scott Kohn
Linda and Timothy Mentley

Diana and Tom Palcic

Danielle Ivener

Rosalie and Kirk Ivener

Anya Janoski
Beth Stern and Robert Popp

Emily Johnson

Elizabeth and James
Johnson

A. Murray Johnson
Nancy S. Kear

Tara Joyce

Patricia Joyce

Mary Ellen Kelly

Ann and James Chleapas

Daniel Krimpenfort

Mary and Jim Krimpenfort

Will Kurth
Janet and Don Wolf

Charles and Patsy Larance
Brenda and Jeff Early
Laura and Reggie Holzer
Eileen Larance

Connie Mahaffey

Jo Ann Meyer
Minnesota Limited
Michelle Oakley

Alicia Price-Bowling
Matthew Wieczorek
Martha Young

JoAnn Zwerneman

Nathan Larsen

Reta and Merwin Larsen

Brian Leung

Allison and Sid Leung
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Brian Luyt
Anonymous

Molly and Garth Black
Kim Bolos

Bowerman, Bowden, Ford,
Clulo & Luyt

Mary Dula

Joanne and Stephen Gersuk
Pamela Griffitts

Richard Haaland, Ph.D.
Kristine Hinshaw

Kathy and David Lanciault
Lynette and Clifford LePiane
Debbie and Terry McCrerey
Alice Micca

Wendy and Andrew Miller
Lynnette and Dean Miller
Mary Opitz

Judith and William Opitz
Mr. Bernie Rieser

John Saggese

Deirdre and Joseph Summa

Barbara and Norm
Winnerman

Angela and Tim Young

Lisa Mairano
Elizabeth McGurr

Deborah and Jeffrey
Schneider

Mia Mannino

Board & Staff of the
CdLS Foundation

Dylan Markworth
Jane Splittgerber

Rachel McCoige
Sara Bowling-Wood

Michele McDonald
Karna and Mark O'Herron

Kathleen and Donald
McDowell

Jim McGruder

Jackie and David Borcyk
Janet and Mark Bowers
Pamela and Donald Dennis
Teresa and Kevin Hruska
Denise and Patrick Kenney
Cheryl Koziol

Carolyn and Dennis Robison
Gina and Michael Sequenzia
Suzanne and Marty Shuder
Donna and Gilbert Wittland
Michelle Woods

Shelia &Thomas Zimmerman
Ella G. Musial

Elaine and John Fuerst

Lily Molett
Joanne and Stephen Gersuk
Sharon McCallister

Gabrielle Myers
Steven Arena
Christopher Bonney
Tammy Brewer

Tina Burton

Jack Edmisten

Lori and Tom Finney
Kevin P. Hamilton
Joe Lackie

David Lamansky
Kim Lamansky

The Price Family

Kory and Mary Myers

Anne Suitor

Kerry and Robert Myrthel

Willing Workers of Paradise
Valley

Phyllis Needlman
Anonymous

Lois Braverman
Howard Braverman

Ellen Braverman and Robert
Fishel

Scott Marovitz

Michael Neu

Anna Neu

Charles Newcomb
Joyce Newcomb

Henry Newcomb and Amy
Moyer

Natalie Nikzad

Marion Leonard

Roland Owen

Board & Staff of the
CdLS Foundation

Annie Parr

Clarissa and John Sweeney

Ryan Payne
Scott and Tami Cooper

Myra and Timothy Payne

Rachel Penedos
Ms. Sheila Steele

Sara Peracchio
Priscilla and Michael Heimer

Barbara and Regis Koontz

Carol Phillips

Viola Peters

Jean Houser

Declan Presmyk
Whitney Wilson

Megan Ramsey

Diana Ramsey and Phil
Gartlan

Angela Ray
Elizabeth Strait

Camille Rodriguez

Clara and Rob Rodriguez

Lisa Roesen

Dana and Larry Patish

Justin Roesler

Board & Staff of the
CdLS Foundation

Jimmy Rogers

Robbye Lewis

Eric Sagritalo

Erlinda and Gualberto
Sagritalo

Keel Salmons

Sue Salmons

Mary Ann Schiller

Frances and Joseph Barth
Patricia Behlmann

Helen and James Brewer
Joyce and Jon Davis
Sharon Forsythe

Barbara Gianino

Loretta and Joseph Gregory
Norbert Jansen

Pamela and Thomas Kriska
Lisa Krodinger

Mary Lee and John O'Neal
Rick Tiek

Gay Tompkins

Al and Martha Van Leuven

Nancy Scibelli
Ellen and Anthony Scibelli

Lyle Septon
Veronica Tryba

Steven Shaffer
Linda and Larry May

Jason Shufelt
Sharon Shufelt

Stephanie Smith
Crystal and Jerry Smith

Faith Sorge

Alice Micca

Rose Quilty

Ellen Braverman and
Robert Fishel

Hilary Stokes
Linda and Joel Stokes

Katarina Stratton

Briana and Andy Stratton

Karen Stublaski

Veronica Tryba

Tammy Thompson

Trina Montemayor

Claudia Tiongson

Dolores and Robert Schoen

Maria Tracy
Sheila and Kelly Tracy

Allison Tryba
Anonymous
Marcia and Tom Kiepczynski

Jan and Les Tryba

Ernest Tryba
Jan and Les Tryba

Allison Tryba
Jan and Les Tryba

Stephanie Valentino

Nancy Valentino

Jindi Van Buren
Jodi and Padraic Smith

Emery Vinson
Whitney Wilson

Catharine Wagner
Harriett Smith

Molly Wagner
Anonymous

Lorraine and Francis
Arsenault

Valerie Barnes

Christine Beauvais

Elaine and Gary Blake
Mary Jane Blanchette

Board & Staff of the
CdLS Foundation

Ann and James Chleapas
Mary and Steve Chrisos
Jane Clough

Phyllis and Kenneth Elden
Colleen and Andrew Furlong
Robert Geneseo

Julie Hayes

Rosanne Hughes

Kirstin Jensen

Mary Levis

Lynnette and Dean Miller
Andrea and Marc Needlman
Carol and Bruce Nelson
Mary and Arthur Newcombe
Elizabeth Newcombe

Pam and Gary Nickless
Anne Oshields

Linda and Kevin Sagendorf
The Smisloff Family

Beverly and Howard
Strachan

Lynn and David Wells
Brenda Whitney

Barbara and Norm
Winnerman

Aislinn Walsh
Mary Stasko

Ethan Walters
Penelope Keating

Candace and Shane Kelly

Alison Wells

Barbara and Norm
Winnerman

Julia Wickness
Barbara and David Wickness

Jeffrey Woodall

Mary and Lee Putman

Elijah Woodworth
Patricia Smith

DeAngelo Young

Jackie and Chuck
Chamberlain

Adam Chamberlain
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2019 CdLS Foundation Webinar Series

The CdLS Foundation is proud to present the first annual

webinar series featuring talks from medical and educational
professionals. The hour long sessions will cover topics including
Gl, genetictesting, behavior and fundraising. Each webinar will
feature a professional and be hosted by the CdLS Foundation’s
Family Services staff. The webinar series is free of charge. For

more information or to register visit, www.cdlsusa.org/calendar.



