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SURVIVING THE STORM

The past year was filled with anxiety, new
struggles and challenges for many individuals
with Cornelia de Lange Syndrome (CdLS)

and their families. The global pandemic
changed the landscape of how we cared for our
community. However, through the storm, we
persevered, enabled by our longtime supporters.
We were able to channel your support and use
compassion, healing and hope when working
with families in need. The goal was to continue
to provide the best support services to our
families near and far, and let them know we
were just a phone call away.

Over the course of the pandemic, we adjusted
to a new norm and a way to provide the best
care for families. Although long standing events
and programs were changing, we were able

to remain true to our slogan of reaching out,
providing help, and giving hope.

We were able to provide a virtual Conference,
Sympositum, and clinic. With concerns over the
effects of COVID-19 on individuals with CdLS,
we hosted a live webinar with top medical
experts to ease parents’ worries. Although

we couldn’t meet in-person, we created new
events and ways to stay connected. The
Empowerment Team, a Foundation run group
of high functioning adults with CdLS, began
having monthly Zoom meetings to talk to one
another about different topics. Team CdLS
members created virtual fundraisers throughout
the country — an indication that the Foundation

mattered even in a time of unease.

We survived the storm because of you. Our
donors, Board Members, friends and volunteers
supported us when we really needed it. Your
generosity shows how important and powerful
our programs and services are. Your support
provides safety, healing and hope at a time when
so many of us are struggling.

Thank you for making our life-changing work
possible.

Sincerely,

g'mv‘c_

Bonnie Royster
Executive Director




was raised at the Amber
! Gaines Memorial Golf Classic

$116,505

was raised by Team CdLS for
individuals with CdLS and their
families
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questions were
answered

The Foundation had to pivot in 2020
and host its big events virtually. We
were very pleased with the turn out!

248 Conference
VIRTUAL

ATTENDEES! | 90 symposium
1 8 Virtual Clinic




(ORONE)

As human beings we each have a responsibility to
care for humanity. Expressing concern for others
brings inner strength and deep satisfaction. As social
animals, human beings need friendship, but friendship
doesn’t come from wealth and power, but from

showing compassion and concern for others.”

-Dalai Lama
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THANK YOU FOR YOUR SUPPORT

To All of Our Amazing Supporters,

This past year was clearly a challenging one

to navigate for our CdLSers, their families

and caregivers. We have seen executive orders
limit socialization, school services slowed by
restrictions and families kept apart from loved
ones; all while we tried to help slow the spread.

The team at the GdLS Foundation found
themselves adapting to all of these changes
with revised office schedules and cancelled

or reimagined events. The amazing part that
came of all of this was the support from valued
partners like you. Many stepped up in the

face of this pandemic and enabled the staff to
provide essential services to the families that
needed it most.

We were able to put on a virtual Conference,
have a virtual symposium to bring our research
team together, create more clinic opportunities
and reimagine fundraising. All of this was
possible due to your generosity. Without your
sponsorship dollars, the CdLS Foundation

would not have been able to maintain the level
of service to the community that they did in

2020.

The pandemic is still running its course and we
are planning every day how to use what we have
learned to make an even better support system
for those we serve. I hope I can count on you to
help continue that mission.

I speak for the entire board when I say your
contributions positively affect the lives of those
that need it most.

Thank you,

p

Mike Christie
President of the Board of Directors
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SUPPORT SERVICES THAT PROVIDE SAFETY, HEALING ANL

SUPPORTING INDIVIDUALS WITH CdLS AND THEIR FAMILIES THROUGH A PANDEMIC

The global pandemic changed the landscape for almost every family
connected to the Foundation. Around the country schools were
closing, in-person therapy services were being canceled and many
parents were being told they could not visit their child. With the not
knowing of what to do next, feelings of fear, anxiety and isolation
began to creep into the hearts and minds of the families. We knew
how important it would be to remain in contact with them and
provide important
resources, as well as

RESOURCES __ different activities to

FROM - care for their well-being

CdLS 4 b \ Throughout the year,
EXPERTS N/ ' the staff provided

MAT 0 g # personal outreach to

HELP

(N HOME THERAPIES many families across

the country through

phone calls, emails and social media messages. Staff spent extra time
listening to concerns and finding answers. They worked on creating
specialized content to educate families on what to do if in-person
therapies weren’t available, how to
work at home and help kids learn
virtually, and how to take a moment
and breathe. Staff was more dedicated
than ever to make sure individuals
with CdLS and families were heard
and not left behind. Even though we
couldn’t physically hold hands or offer
a shoulder to lean on, our hearts were
open to help heal the community.
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VIRTUAL NATIONAL FAMILY CONFERENCE
% ’ The 2020 National Family
/// f\' ! ! Conference and Scientific
2020 CdLS FOUNDATION & Educational Symposium
VIRTUAL CONFERENCE

were on track to be held in
Tulsa, OK. Due to the global
i pandemic the CdLS Foundation

had to quickly pivot.

Still determined to provide some sort of “normalcy” for individuals
with CdLS and their families, the staff began to research the best
options to host something online. Along with the support of the Board
of Directors and generous donors, we were able to host a two-day
virtual conference for families from around the world.

Families submitted photos, which were showcased during “Maddy’s
Ice Cream Social”. They were also able to interact with one another
through the chat feature and ask the presenters questions.

) HOPE DURING A YEAR OF UNCERTAINTY

The event provided an element of relief to many families who were
dealing with stress and a new unknown—how to care for a loved one
with special needs during a world-wide pandemic. There were over
240 attendees from over 10 different countries. The presenters also
hailed from over five

. . 49 EdLS Foundation
different countries and

.

QUESTION &
ANSWERS

provided wonderful
information and
resources which allowed
families to feel more
confident.




VIRTUAL SCIENTIFIC & EDUCATIONAL SYMPOSIUM
Also, in 2020,

virtual Symposium
was held in
October. Over 50

attendees were

9th Biennial CdLS Foundation Scientific

& Educational Virtual Symposium

al

each other to further knowledge and form collaborations. This event

present. It was a
unique way for
researchers and
‘ clinicians to share
their findings with

brought together new and seasoned researchers that presented current
as well as new information related to GdLS to broaden collective
knowledge.

Neither National Conference or Symposium would have been possible
without the support of the sponsors and donors who understand their
value.

The sponsors and donors who funded these events ensure every child
and adult with CdLS, as well as their family members are taken care
of and receive the assistance they need.

LIVE WEBINAR DISCUSSING COVID-19 AND UPDATES FROM FOUNDATION'S
MEDICAL DIRECTOR

When the pandemic
first popped up,
many parents

were concerned
about the impact

it would have on
their loved one
with CdLS. Our
Medical Director,
Dr. Antonie Kline,
stepped into action. She provided resources, as well as two statements
to help ecase anxiety and worry. She also welcomed open discussion

with families who needed more reassurance.

As the CALS community confronted the COVID-19 pandemic, Drs.
Antonie Kline and Soma Jyonouchi held a 30-minute webinar that
helped families during the public health crisis. Over 100 individuals
attended and many felt the information was extremely helpful and
eased their fears. One parent expressed, “Thank you for reaching out.
There are so many uncertainties and concerns and it helps to know

we are not alone.”




THE PATH FORWARD

A new publication entitled 7#e Path Forward was created in 2020.
Many parents had expressed their need for more information and
resources of how to transition their children to adulthood. This
special edition of Reaching Out initially went out to over 1,700
families who had a child who was 18 and over. The goal of the
publication is to inform parents/caregivers about the many issues they
must address to ensure that their loved one will lead a productive and
successful life.

Filled with stories from parents who share their experiences, triumphs
and insights they’ve gained from helping their children transition from
child to teen and teen to adult. The issue gave families an overview

of the challenges and opportunities to consider. It included useful
tools and resources that will help families plan for tomorrow. The
publication helped ease the burden of many families who were not
only helping their child transition, but dealing with the pandemic and
how to restructure their lives. One parent remarked “I was thankful
and felt connected to a community with similar challenges.”

WE LISTEN T YOO THE CET T0 INDEPENDENCE WORDS OF WishOn

"

A SPECIAL EDITION OF REACHING OUT FOR QUDER INDIVIDUALS WITH (dLS AND THEIR FAMILIES

The Path Forward

The first edition of The Path
Forward







Andrea was diagnosed with Cornelia de Lange Syndrome (GdLS) at
8-months-old. When her mother, Marie, searched onling for answers, she
found little information. She reached out to the CdLS Foundation which
turned out to be a life-changing experience. The caring social worker on
the other end of the line provided support and resources to help Marie
understand the syndrome and how to best care for Andrea.

Marie was also connected with a local family in California. This service
called Connect with a Family provides relief and a local support system to
families who have recently received a diagnosis. When Marie met with the
family, she was able to talk about similar experiences and situations which
helped her feel less isolated. She also attended her first Family Gathering
where she met other families in her region with children on the entire
spectrum. At first, she did not know how she would react or feel, however,
learning from other families, seeing adults with CdLS in attendance and
the range of abilities made the journey ahead easier.

When Andrea experienced malrotation, which required multiple surgeries,
Marie relied again on the support from the CdLS Foundation. She was
given the tools to advocate for Andrea and herself. Even today, when there
is a disagreement with a doctor, Marie has skills that she received from her
many conversations with staff to self-advocate and ensure her daughter
gets the best care she deserves.

“The CdLS Foundation is a God given blessing for anyone who has a child

with CdLS. To have medical information on a rare syndrome before

or during an emergency is essential. Knowing resources are available
online or through a phone call is amazing,” stated Marie. “I tell parents
who I interact with to look up and read the resources on the website,
you never know if it might help you in the future.”

Andrea is now
29-years-old; her
parents were told she
would not live past

- ‘

e

the age of five—

=

support and medical
services provided by
the CdLS Foundation

offer a continuum

«

of care for the entire
family affected by
CdLS.

Your generosity allows these life-saving programs to help families across
the country each day and brings awareness to many individuals who are
undiagnosed and looking for answers.

11



A GUIDING LIGHT AND TRUSTED FRIEND

12

Norman (Norm) has been a fixture at the
CdLS Foundation for over 30 years. He has
volunteered his time, talent and treasure to
strengthen the Foundation in many ways.
“Norm is unabashedly himself! He brims with
wit, charm and incredible tenacity,” Bonnie
Royster, Executive Director, stated about Norm
being an inspiration. “I'm continually inspired
by his willingness to learn and his unparalleled
support of those living with CdLS.”

Norm first became involved with the CdLS
Foundation in 1989, when his granddaughter,
Alison, was diagnosed with CdLS; she later
passed away in 1994 but Norm remained
connected. He became heavily involved in one
of the Foundation’s premiere fundraising events,
the New England Golf Tournament in 1992.
Since then, Norm has been a driving force

of raising funds and awareness for the CdLS
Foundation.




Norm attended his first family gathering in
1990. He served as the Conference Planning
Committee chair from 1993 to 2006, he then
handed the reigns to fellow committee member,
Angie Young. However, he continued to be the
co-chair until 2020. During the 2020 virtual
Conference, Norm announced his volunteer
retirement which led to many tears from families
and staff alike.

In 2008, Norm was awarded the Sue Anthony
Award, the Foundation’s highest award, named
after our founder and originator of Reaching

Out (the Foundation’s family publication),

which represents innovation, commitment,
integrity and enduring contribution to families
of individuals living with CdLS. He was also
inducted into the de Lange Society for the many
decades the he has contributed creative vision,
innovative ideas and vital assistance to improve
the quality of services and programs available
to people with CdLS and their families. In
February of 2020, Norm was awarded the Rare
Impact Award from NORD, which honors

his years of service as a pioneer, mentor and
advocate.

Deirdre Summa, Family Service Manager,
believes, “His dedication, compassion, loyalty
and generosity are just a few ways to describe

Norm’s presence within the Foundation. I so
admire his passion to educate others about
CdLS and his unwavering support to individuals
with CdLS and their families.”

Norm’s passion to be connected to the
Foundation is truly inspiring. His willingness to
volunteer countless hours for New England Golf
and Conference over the years will never be
forgotten. He is the heart of our mission and an
important part of the Foundation’s history.

Above left to right: Norm and

Brian O'Keefe at the New
England Golf Tournament.

From left to right: Angie
Young, Bonnie Royster,

and Norm Winnerman at
the 2018 CdLS Foundation
National Family Conference.
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SUPPORTING THE COMMUNITY
THROUGH ART

Francesca Scognamiglio has been a presence at the CdLS Foundation
for ten years. She is the Graphic Designer and Web Master who creates
the publications, awareness materials, direct mail, as well as the branded
imagery that can be found throughout the CdLS community.

As a graduate from Ringling College of Art and Design, Francesca can
find the beauty in everything around her. When working on a piece, the
chance to tell a story with more than words is something that Francesca

enjoys. When a parent finds out their child has a diagnosis of a rare

ia

¢ Lange iy 4

genetic disorder and they receive materials with
comforting colors and images, that is something
that makes Francesca excited to do her job.

Francesca enjoys working with her co-workers
because they are making a difference in the lives
of people living with CdLS. Although, much

of her work is done behind the scenes, she

looks forward to seeing it come to life at events.
“I really enjoy seeing my work come to life at
the events we hold for families. Seeing families
smile or tearing up because of something I put
together based on their stories is very fulfilling.”

Her skill-set and knowledge of many of the
families allows her to create material that speaks
to the CGdLS community. “I am a part of a
bigger picture. I contribute to the success of the
families and individuals with CdLS, even if it is

in a small way.”

Image on left: Francesca,
Maddi and her brother Miles,
and Justyna celebrating CdLS
Awareness Day.

Image above: Francesca and
Team CdLS at the TD Five Boro
Bike Tour.
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JIM KESTING

Impacting the Lives of Individuals with
CdLS throughout the Nation

Over 30 years ago, Jim Kesting, learned about CdLS from his business
partner Doug Gaines. Doug and his wife, Barbara’s, daughter, Amber, was
born with CdLS. It was then that Jim knew he needed to do something;
With his passion for change, Jim began hosting annual golf tournaments.

“Learning about the degrees of severity these children are born with along
with the joy that they bring to their families, my goal has been to help
families cope with all of the unknowns that they will face,” Jim explained.
“The CdLS Foundation is the best resource for those needs, and they need
the monetary support for that to happen.”

Jim Kesting and his wife,
Joyce at the Amber Gaines
Memorial Golf Classic.




For three-decades, Jim has put together tournaments that touch the
hearts of every attendee. Sadly, in 2020 Amber passed away and the
golf tournament was renamed the Amber Gaines Memorial Golf
Classic. The year also brought along a global pandemic, which caused
many in-person events to be cancelled, however, the Amber Gaines
Memorial Golf Classic, continued on.

The golf event that Jim started so many years ago is now one of

the Foundation’s largest annual fundraisers, raising approximately
$775,000 since its inception. Now it is time for Jim to pass the torch to
his son, Bryan, who is equally passionate about the CdLS Foundation

13 .my goal has been to help

families cope with all of the

and the families.

In 2020, the Amber Gaines Memorial Golf Classic raised over
$72,000 to sustain and enhance our programs.

Thank you for your years of support and dedication, Jim. The CdLS

u nknOWn S that they Will faCe .” Foun-jajon 1s stronger for the time, talent and treasure you have
provided.

- Jim Kesting

17
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INCOME

Individual Donations 41,305
Corporations/Company Donations 24,450
Foundations/Grants 47,244
Major Donors 280,435
Direct Mail 49,915
Gifts that Count —
Memorial/Celebration 62,847
Special Events/
Third Party Fundraising 295,935
Federated Campaigns 56,665
Bequest/ Clubs & 2,028
Organizations
Nat’l Conference & Symposium 18,773
SMC1A Research 3,000
PPP Loan Grant 122,197
Total Operating Revenue 1,004,794
Investment Net Income 278,513

EXPENSES
Program Services
Outreach and Awareness 208,851
Research 153
Family Support Program 368,291
Public Information and Education 195,609
Total Program Services 772,904
Support Services
Management and General 85,215
Fundraising 95,226
Total Support Service 180,441
Total Expenses 953,345
Net Assets, Beg of Year 2,430,453
Surplus/Deficit from Operations 329,962
Total Net Assets 2,760,415

Total Revenue

1,283,307

&




Family Support Program

Outreach and Awareness

Fundraising

Management and General




As difficult as 2020 was due to the pandemic’s affects and

the halt on most of the CdLS Foundation’s special event
fundraisers, our donors and sponsors sustained the organization
in so many ways. It is due to the generosity and thoughtfulness
of these supporters that the Foundation did not miss a step in
continuing to offer the kind of support and resources that our
families and the medical community have come to rely upon.
The next few pages in this report are dedicated to those who
dug deep and gave in ways that truly touched our hearts. We

are forever grateful to them.

All gifts to the Foundation are greatly appreciated, and there
are multiple ways to give to the CGdLS Foundation. Some of
those ways help us to plan for the future of the organization,
while others help us to sustain our day-to-day operations, as
we know we can count on those funds on a regular basis. As a

result we wish to show special recognition to the following:

As our most distinguished donors, the members of our
Visionaries Circle have made generous donations totaling more
than $100,000 for the year. Their incredible commitment to
the CdLS Foundation has had an impact not only on the day
to day operations of the Foundation, but also has given us the
opportunity to plan for the future success of the organization in
serving our families. We owe a debt of gratitude to these very
special donors, who are the CdLS Foundation’s Visionaries:

Wendy Miller, Esq. and Andrew Miller

These forward-thinking donors have made a bequest or other
planned gift to support the CdLS Foundation’s future, leaving
a legacy for generations to come. We are extremely grateful for
our CdLS Foundation Legacy Leaders:

Gayle McCue (deceased) and Steve McCue




> SUSTAINERS CIRCLE—RECURRING GIFTS ¢

These thoughtful donors make a big impact by contributing a set amount either weekly or monthly, helping

to sustain the CdLS Foundation with gifts that we know we can count on regularly. Some donate online by

selecting the “recurring” option, while others donate through direct deposit from their paychecks, or simply

send in payment. For information on becoming part of our Sustainers Circle contact the Foundation.

Joyce Bell

Bonita Boxell

Marilyn & Vito Carcioppolo
Kamisha & Robert Coleman
Mary & Glen DeHaven

Beth Dixon, J.D. & Glen Dixon
Nancy & David Drach
Janice & Eric Duff

Megan & Russell Dahl, Ph.D.
Livia & David Harvey

Karen & Andrew Huang
Barb & Shreve Johnessee

Farrah Kennedy & Timothy Peterson

Lynne Kerr, M.D. & Hunter Jackson, Ph.D.

Ann Murray Johnson
Penelope M. Keating
Dorothy & Gregg Laumann
Jeff Linsk

Michelle & Timothy Luce
Janis & Joe Mamayek

Tracey Maquire

Lynnette & Dean Miller
Hien Nguyen & Weber Hoen

Padmini Renduchintala &

Praveen Bhagavatula

Beth & Mark Smisloff

Julia & Peter Swanson

Katerina Terhune, LCSW, Ph.D,
& Jon Terhune

Nicole & Phillip Tiongson
Jan & Les Tryba

Debi & Darl VanderMeulen
Sibyl Wyatt

Angela & Tim Young
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ll Our Major Donors

Thank you to our generous donors. You helped us serve nearly 1000 families and 70 medical

and educational professionals in 2020.

Legacy Leaders (Planned Giving) Champions ($5,000—$9,999) Kimberly and Trevor Ingold
Gayle McCue (deceased) and Steve McCue Catherine E. Caron R. Franklin Kern, ITI
Mary Ann and Pat Fechan Antonie Kline, M.D. and
Visionaries Circle (100,000+) Barbara and Doug Gaines Doug K. Clemens, D.M.D.
Wendy Miller, Esq. and Andrew Miller Dianne and Richard Haaland Connie and Robert Knapp
Joan and David Hanisco Ruth E. Lee
Heroes Club ($20,000—$99,999) Joyce and Jim Kesting Charles Lepinski
Nancy Kear-Johnson and Eric Johnson Beth and Mark Smisloff* Amy Long
Lynne Kerr, M.D. and Hunter Jackson, Ph.D.* Lisa Lupo-Marter and Roscoe Marter
Julie and Frank Mairano Advocates ($2,000—$4,999) John Murison
Clara and Rob Rodriguez Lisa and Thomas Alicata Thomas L. O'Brien, C.PA.
Seth and Samantha Barnes Josh Pate
CdLS Leaders ($10,000—$19,999) Maryanne and Doug Busch Michael and Ruth Pryor
Susan and David Fowler Kellie and Mike Feehan Francesca and Karl Rissland
Julie and Roy Gonella John E. Fisher James Ruebsam
Denise and Frank Teixeira Amy and Don Franco Joy Sexton
Kathryn and Peter Wagner Lesa and Jeff Giberson Jessica Tavasti and Brett Davis
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Advocates continued

R Michael Throne

Kenneth Wolfgram

Angela and Tim Young*

Supporters ($1,000—$1,999)
Donna Allen

Karen Aschenbrenner and
Robert Boneberg, Esq.

Marios Assiotis

Roberta and Jack Berman
Sara and Michael Boechman
Joyce and Wilson Brown

Anne Calof, Ph.D. and
Arthur Lander, M.D., Ph.D.

Joseph Coughlin

Asia Dela Cruz

Doug Eisenhart

Elizabeth and Andrew Feranchak
Mary Ann and Charles Fitzpatrick

Ava Frank and David Molzan
Joanne and Stephen Gersuk
Richard Haaland, Ph.D.
Mary and John Haynos
Prithvi and Gurudeep Kamat
Barbara and David Kliewer
Sara and Rodney Lair
Dianne Lessa*

Karen and Patrick Lyons
Kenneth Mautz

Kate and Stephen McCurdy
Melissa and Don Nielsen
Keiko and Daniel Nishiyama

Sue Peterson

Elizabeth Poplawski, M.D. and Kevin

Poplawski
Elizabeth and Joseph Roda
Ken Schrautemeier

Crystal and Jerry Smith

Nancy Spinner, Ph.D., FACMG and
Ian Krantz, M.D.

Jill and Andrew Stefanovich
Derik and Julie Stenerson
Kathleen and Shyam Suchdeo
Richard Thomas

John Tidwell

Sara and Shalom Vaday
Elizabeth Wagner

Maria and JJ Watkins

Lynn and David Wells

John Whittle

Chris Zuehlsdorf

* Indicates recurring donor

If you would like to learn more about Planned
Giving, Recurring or Employer Matching Gifts,
please contact Annette Scheidecker, Director of
Development at ascheidecker@cdlsusa.org or
call the CdLS Foundation at 1.800.753.2357.
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Our Major Sponsors

Whether they are supporting one of our special events, providing grant funding or matching employee

donations, we are very grateful for our incredible business and organization sponsors who partner along with

us in our important mission to serve our families by their generous giving.

PLATINUM ($30,000+)

Gerome Technologies, Inc.

GOLD ($10,000 - $29,999)

American Legion Child Welfare
Foundation, Inc.

Microsoft Matching Gifts Program

SILVER ($5,000—$%$9,999)

Guild Mortgage

Leonard Group, LLC

Madison County Wood Products Fredericktown
Pallet Logistics Management, Inc.

State Farm Companies Foundation

24,

BRONZE ($2,000—$4,999)
AmazonSmile Foundation

CRH Transportation, Inc.

McPhee Foundation

Mid Continent Steel & Wire Corporation
Swisher International, Inc.

UHY Advisors MO, Inc.

UTC Acrospace Systems

Walgreens Family of Companies

William and Alice Mortensen Foundation

PURPLE ($1,000 - $1,999)
Ambassador Enterprises LLC
Arkansas Analytical Inc.

Charitable Adult Rides & Services, Inc

Hewlett Packard Enterprise

John Deere Foundation

JP Morgan Chase Foundation

Kiwanis Club of Hampton Midtown

Natera

North Texas Diecast Collectors Club
Oswego Oil Service Corp.

People's United Bank

Prada Family LLC

Staggs Construction, Inc.

Swinford Realty, LLC

Tag Truck Enterprises of Missouri, LLC
The Harry E. Goldfarb Family Foundation Inc
United Way Alliance of the Mid-Ohio Valley
WILsquare Capital




Thank you for helping
individuals and families
affected by CdLS.



Our Dedicated Team

FOUNDATION STAFF

Executive Director

Bonnie Royster

Medical Director

Antonie Kline, M.D.
Famaly Service Manager
Deirdre Summa, L.M.S.W.
Fanualy Service Coordinator
Whitney Rinaldi, B.S.W.
Development Director

Annette Scheidecker
Development Assistant
Vanessa Hatten

LEvents Coordinator

Sherry Waitsman
Communications Manager
Gabrielle Nadeau

Graphic Designer/Web Master
Francesca Scognamiglio
Bookkeeper/ Office Manager
Bonnie Kraft

Chief Financial & Operations Director
Slivia Goldman
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BOARD OF DIRECTORS

President

Mike Christie, Massachusetts

Vice President

Mike Feehan, Pennsylvania
Katherina Terhune, Ph.D, LCSW,
Kentucky

Treasurer

Eric Johnson, Connecticut
Drrectors

Yvonne Alston, Connecticut
Mary Anne Ehlert, Illinois
Jennifer Gerton, Ph.D., Missouri
Nicholas Jackson,].D., Utah

Jim Kesting, Missouri

Arthur Lander, M.D., Ph.D, California
Emily Turner, Alabama

Paul Villani, Connecticut

Tricia Wise, Connecticut

Angie Young, Florida

CLINICAL ADVISORY BOARD

Dale Dorsett, Ph.D., Biochemistry &
Molecular Biology

Jennifer Gerton, Ph.D., Biochemistry &
Molecular Biology

Marco Grados, M.D., M.PH., Child Psychiatry
Tan Krantz, M.D., Clinical Genetics

Matthew Deardorff, M.D, Ph.D.,
Clinical Genetics

Yves Lacassie, M.D., Clinical Genetics
Antonie Kline, M.D., Clinical Genetics
Trevor Hoffman, M.D., Ph.D., Clinical Genetics

Arthur Lander, M.D., Ph.D.,
Developmental Biology

Joseph McCleery, Ph.D.,,
Developmental Neuroscientist

Alena Egense, MGC, C.G.C, Genetic Counselor
Amy Kimball, M.S.,; Genetic Counselor

Linda Manwaring, M.S., C.G.C.,
Genetic Counselor

Sarah Raible, M.S., Genetic Counselor




Natalie Blagowidow, M.D.,
Gynecology, Genetics

Michele Lambert, M.D., Hematologist
Soma Jyonouchi, M.D., Immunology

Clair Francomano, M.D.,
Internal Medicine, Genetics

Soma Das, Ph.D., FACMG, Molecular Genetics
Anne Calof, Ph.D., Neurodevelopmental Biology

Kari Cunningham-Rosvik, APRN,
Nurse Practitioner

Ronald Berger, M.D., Ophthalmology

Aaron Zuckerberg, M.D.,,
Pediatric Anesthesia, PICU

Jeff Rockow, M.D., Pediatric Cardiology
Douglas Clemens, D.M.D., Pediatric Dentistry
Richard Mungo, D.D.S., Pediatric Dentistry
Rochelle Lindemeyer, D.D.S., Pediatric Dentistry
Joni Rampolla, L.D., Pediatric Dietetics

Loretta Gore-Harvey, R.D., L.D.N.,
Pediatric Dietetics

Carol Potter, M.D., Pediatric Gastroenterology

Kathleen Loomes, M.D.,
Pediatric Gastroenterology

Lynette Gillis, M.D., Pediatric Gastroenterology
Michael Asike, M.D., Pediatric Gastroenterology

Kristin Baranano, M.D., Pediatric Neurology
Lynne Kerr, M.D., Pediatric Neurology
Siddharth Srivastava, M.D., Pediatric Neurology
Alex Levin, M.D., Pediatric Ophthalmology

Christianne Schoedel, M.D.,
Pediatric Ophthalmology

Susan Schloff, M.D., Pediatric Ophthalmology

Claire Shannon, M.D.,
Pediatric Orthopedic Surgery

Stacey Ishman, M.D., Pediatric Otolaryngology
Katherine Farr, D.PT., Physical Therapy

Dorothy K. Grange, MD, Professor of
Pediatrics, Genetics and Genomic Medicine

Mark Kliewer, M.D., Radiology
Richard Haaland, Ph.D., Research

Cheri Carrico, Ph.D., CCC-SLP,
Speech-Language-Feeding

Patti Caudill, M..S., CCC-SLP;
Speech-Language-Feeding

Nancy Mathis, M.S., CCC-SLP,
Speech-Language Pathology

Ming-Hsien Wang, M.D., Urology

PROFESSIONAL
DEVELOPMENT COMMITTEE

Geir Rosvik, M.Ed.,
Adaptive Physical Education

Julia O’Connor, Ph.D., Clinical Psychology
Mary Pipan, M.D., Developmental Pediatrician

Denise Williams, MS,
Early Childhood Education

Urbi Ghosh, Ph.D., Education
Rachel Hueston, Education

Mary Beth Bruder, Ph.D,,
Educational Psychology

Ingrid Barone, R.N., Nursing

Katherina Terhune, Ph.D., LCSW,
Mental Health

Christine Ackermann, M.S., O. T,
Occupational Therapy

Joann Fleckenstein, M.S., O. T,
Occupational Therapy

Amy Metrena, M.S.P'T., Physical Therapy
Mary Levis N.C.S.P, School Psychology
Shelly Champion, M.Ed., Special Education
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