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The Chromosome 18 Registry & Research Society wrapped up a successful year in
2023 with several achievements to highlight. We enjoyed a wonderful conference in
Columbus, highlighted for me by a ‘spirited’ live auction at the Starfish Dinner and
Dance. We continued to offer strong programming to bring more attendance to
over 50 virtual events. Our network of regional and syndrome coordinators was
very active in supporting our membership and new families. We expanded the
board to include more members from the adjacent community (not parents), and
now have the largest board in our history. Our staff didn’t change and continues to
grow in experience, led by CEO Neale Parker with over 7 years of service as well as
Director of Operations Amelie Simons with 3 years. And we achieved >15% growth
in corporate giving as we continue to seek ways to diversify our funding sources.
However, donations from individuals and family fundraising events remain our
most significant source for funding our program services. Thank you to all who
bring your time, talent, and treasure to support our mission. 

LETTER FROM THE

PRESIDENT 

Dave Aldrup
P R E S I D E N T
*pictured far right
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2023 HIGHLIGHTS

J O I N E D  C H R O M O S O M E
1 8  

I N  2 0 2 3 *

22
Trisomy 18 

Families

9
Ring 18
Families

17
Tetrasomy 18p

Families

62
18q-

Families

30
18p-

Families

C O U N T R I E S  R E P R E S E N T E D
A M O N G  N E W  M E M B E R S

G R A N T  F U N D I N G
R E C E I V E D

T H A N K  Y O U  V I D E O S  S E N T  T O
R E G I S T R Y  D O N O R S  A N D
S U P P O R T E R S 261

$108,000

24

4558 C H R O M O S O M E  1 8  R E G I S T R Y
M E M B E R S  I N  T H E  U . S .

$659,412 T O T A L  F U N D I N G
C H R O M O S O M E  1 8
R E C E I V E D  I N  2 0 2 3
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*145 Total New Members that
joined the Registry in 2023

(including 3 new members with
no syndrome listed)

Help Chromosome 18 accomplish even more great things in
2024. Use the QR code to show your support!



NEW MEMBERSHIP

2023 New Members by Country

Attention chromosome 18
families!

We have quarterly New
Member Support virtual

meetings and regular parent
support groups scheduled
for you in 2024. Check out
our events page HERE to
see when the next call is

scheduled!
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2023 INCOME & EXPENSES 

At a Glance

2023 marked a fantastic financial year for
Chromosome 18. While our finances have remained
steady since 2020, they have surpassed their 2019
high. We were able to raise over $686,000 with an
additional $20,000 in in-kind donations. Thanks to
the incredible efforts of our members, grantors,
sponsors, and volunteers, income has remained
consistent over the past four years and hit the highest
revenue yet in over the last 5 years.

*Administrative costs include taxes, processing fees, insurance, and donor development costs. 

2 0 2 3  I N C O M E

O V E R  $ 6 8 6 , 0 0 0  R A I S E D

I N  2 0 2 3

5 - Y E A R  A N N U A L  I N C O M E  O V E R V I E W

IN 2023 OUR MEMBERS RAISED OVER

WITH REGIONAL FUNDRAISERS!
Thanks to our amazing members, regional family fundraisers accounted for
10% of our total income for 2023. These regional fundraisers hosted by our

members are a vital part in funding research and programming for our
families. Anyone can host a regional fundraiser! Just email us to get started at

office@chromosome18.org
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For 33 years, the Chromosome 18 Clinical Research Center (CRC) at UT Health San Antonio has been the only
institution in the world dedicated to the study of the chromosome 18 conditions. 

2023 saw many changes take place at the CRC. Annice Hill retired after serving as Project Manager for 13
years. Dr. John Gelfond, long-time collaborator, is getting more involved in his new role as Assistant Director
with his expertise in biostatistics and data analysis. We also welcomed three new staff members to the team:
Catherine McCarthy, Participant Coordinator; Brittany Antopia, Program Data Manager; 
and Aamuktha Pentala, Research Associate. 

THE CHROMOSOME 18

CLINICAL RESEARCH CENTER

732
Participants enrolled 
in the research study

33
Years as the world leader in

chromosome 18 research

$240,000
Funding received from the

Registry in 2023

800+
People found the CRC

through Google

Elizabeth & Jannine Cody 
SA Light Award Reception

October 2023

Every day important research is taking place but last year the CRC received a
prestigious research grant from the National Institutes of Health (NIH) to enhance
the clinical database for the 150 participants who were selected to participate in the
Gabriella Miller Kids First Pediatric Research Program (GMFK). The GMFK program
provides whole genome sequencing for 150 chromosome 18 research participants
with structural birth defects. 

The Chromosome 18 Registry & Research Society is the primary funder of the CRC
and provided $240,000 in funding in 2023, a $40,000 increase from 2022. With your
support, we can continue to increase funding for the CRC and secure vital
chromosome 18 research into the future.
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The 2023 Chromosome 18 Family Conference was three fun-filled days of learning,
community, friendship, and dancing in Colmubus, OH. Conference Co-Chairs Matt &
Julie Miller brought us movie nights on the lawn, a meet-and-greet with zoo animals,

a dance performance, and a truly memborable summer experience. Conference is
the highlight of the year for our families and nothing compares to the experience of

being surrounded and supported by the chromosome 18 family.

2023 ANNUAL FAMILY

CONFERENCE

 Join us July 7th - 10th in Charlotte, NC for the 2024 Chromosome 18 Family Conference!
Registration is open; information available at chromosome18.org.
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19TH ANNUAL GOLF TOURNAMENT &

STARFISH SOIREE 

$76,500

$14,500

2023 was the 19th year for the Chromosome 18 Annual Golf Tournament, as well as the 2nd Annual Starfish Soiree.
The Soiree was a magical evening at Oak Hills Country Club with live music, cocktails, hors d’oeuvres, silent auction,
live auction, a wine pull, and much more. Thanks to Soirée Co-Chairs and Board Members Claudia Traa & Lisa
Gurwitz for organizing this incredible pink-themed evening. The weather was perfect the next day for the Golf
Tournament and memorial balloon release at the Quarry Golf Course in San Antonio with Valero as Title Sponsor.
The golfers had fun playing 18 holes with their family and friends cheering them on. The evening concluded with
refreshments and an awards ceremony with a beautiful view of the course.

Golfers

2024 celebrates the 20th year of the Chromosome 18
Golf Tournament. From the first day, the success of
the Tournament has been due in large part to the
Tournament Chairs: Jim & Claudia Traa. Their hard
work, dedication, engagement, and support over the
years have brought this event to the beloved annual
celebration it is today. Thank you Jim & Claudia!

Thank You Jim & Claudia Traa

O C T O B E R  5 - 6 ,  2 0 2 3

Click HERE for more information about the special 20th Anniversary of the Chromosome 18 Golf Tournament,
scheduled Sept. 27th, 2024 at the Silverhorn Golf Club.

Funds raised in silent
& live auction

Total funds raised
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Almost 300 runners, walkers, and members of the community came out to support the Starfish Dash 5K in 2023!
It was a beautiful spring morning with live music from the 323d Army Band, coffee, donuts, health testing, Sparky

& the local Fire Department, cosplayers, and so much more! We loved seeing our TX chromosome 18 families
running and walking in person on our 5K course at the UT Health campus while families around the country and
across the globe joined the virtual Dash and walked/ran in their hometowns. Join us for the 7th Annual Starfish

Dash on April 27, 2024, either in person or virtually! Click HERE to learn more!

2023 saw the return of the Power of 18 campaign, but with a new twist! This was the first year we did the 18-Day
Challenge as our way to show support and fundraise from Chromosome 18. From September 1st - 18th,

participants set their own challenge that incorporated the number 18 - one family did 18 jumping jacks every day
for 18 days, while someone else completed 18 acts of kindness in 18 days. The 18-Day Challenge will be back for

2024 and we can’t wait to see what amazing feats you’re going to accomplish in 18 days!

Want to join in the fun and see what virtual events are happening next? Check out our events page HERE.

The Starfish Dash 5K 
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REGIONAL

FAMILY

FUNDRAISERS

Interested in hosting an event in your area? We'd love to help you plan it! Reach out to
office@chromosome18.org. 
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I am so excited to be entering my second year with
Chromosome 18! Getting to know our families has been
absolutely amazing and brings so much joy into my work. Being
able to host virtual events, attend my first conference and learn
from our regional and syndrome coordinators, makes my job
not feel like a job at all. 

This year, I am looking forward to Conference in Charlotte, NC
and getting to see you all again online and in person. 

Thank you for making me feel so welcome and being able to
help where I can. The Chromosome 18 community is like no
other!  

Contact Jessica at programs@chromosome18.org for more
information about resources!

PROGRAM & EVENTS COORDINATOR

-Jessica Sabourin 
Program & Events

Coordinator
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We are excited to annouce that  our website is undergoing a 
major redesign, including a brand new “Just Diagnosed” section.
The new site will launch spring 2024, stay tuned!

View all membership benefits & resources here.

Chromosome 18 members have
access to our closed Facebook pages
to connect with other families.
Check out the Facebook pages here. 

S O C I A L  M E D I A  

As part of Chromosome 18
membership, you have the
opportunity to connect with
volunteer Regional & Syndrome
Coordinators. Find your coordinator
here.

S Y N D R O M E  &  R E G I O N A L
C O O R D I N A T O R S

Released in 2016, the Physician's Management Guides were
updated and expanded in 2020. They summarize over 33
years of research and can be shared directly with your
physician or specialist. Find them here.

C H R O M O S O M E  1 8  C L I N I C A L  R E S E A R C H
C E N T E R  P H Y S I C I A N  M A N A G E M E N T  G U I D E S

MEMBER RESOURCES

2024 PREVIEW - WEBSITE REDESIGN
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Do you live in Europe?
Visit Chromosome 18
Europe's website for
more information.

CHROMOSOME 18 AUSTRALASIA

CHROMOSOME 18 CANADA

Visit Chromosome 18 Australasia's Facebook page for more information.

In 2023, Chromosome 18 Australasia continued to support individuals and their families to connect and share
information. Many of our self-advocates participate in community activities as they endeavour to lead healthy
and productive lives. Our committee held several gatherings across the region whilst some of our members
preferred to meet at online International events. It was great to see enthusiastic members at all events. We
thank all the volunteers who have assisted with organising activities and are extremely grateful to those who
are able to support our ongoing fundraising activities.
The committee is looking forward to 2024 and encourages families to join in and connect with other
Chromosome 18 families at our activities. 

In 2023, Canadian C18 families celebrated and said a big thank you
to Shelley Hunt. Shelley was the main face of our Canadian group
for over 25 years and we are so grateful for all of the support she
has given everyone, from social events to C18 knowledge to butter
tarts! In February, the Haney family hosted a wine pairing
fundraiser to kick off the year!  It was a great time with delicious
food and wine for a great cause! To kick off summer, we gathered
at Jeff and Natalie Banton's for a BBQ with our U.S. friends, the
Parkers. It was a great evening of food, friends and badminton!  In
August, we had our annual Ontario BBQ in Oakville where we had
over 8 families gather. We are so lucky to have a group of families
that are so close that we can watch our kids grow together. In
November, Susan Douglas arranged a C18 moms getaway in Prince
Edward County. There is nothing better than unwinding and
enjoying the scenery with your second family! To close out the year
we hosted the Canada hour on World Chromosome 18 Day, and had
a great time connecting with families from across the country. 

In 2025, we look forward to hosting the conference in July – get
your passports ready! 

Visit Chromosome 18 Canada's Facebook page to stay up to date on future events
and for more information15  ANNUAL REPORT 2023
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David Garza
Accounts Supervisor

2023 Work-Study Students & Interns

Jessica Sanders
Program & Events

Coordinator

Amelie Simons
Director of Operations

Neale Parker
CEO

 Johnny Martinez
 Grants Assistant

Danielle Arreguin
Marketing &

Grants Assistant

 Alejandra Gerlach
 Grants Assistant

Gabriella Cancino
IT/Web Development

Assistant

Kiran Esani
Conference Special
Projects Assistant

Yonnell Esprit
Accounts Assistant

Karina Fernandez
Social Media &

Marketing Assitant

Adriana Pena
 Grants Assistant

Daniel Ramirez
IT/Web Development

Assistant

Isabella Villena
  Development Assistant

Jerry Stendebach
Accounts Assistant

M E E T  T H E  T E A M

CHROMOSOME 18 OFFICE

Chromosome 18 Staff

Chromosome 18 partners with numerous high schools, colleges, and City of San Antonio programs to create
internship and work-study roles within our organization. These roles help us expand our organizational capacity

while giving young adults in San Antonio the opportunity to learn about the operations of a “small but mighty”
nonprofit organization. Through these programs, we host young adults from our city as work-study students and
interns and provide them with real-world, hands-on experience in the nonprofit sector. We hope to both inspire

students to work or volunteer for a nonprofit after graduation, as well as encourage them to remain in San
Antonio and invest in our growing community. We want to thank all our wonderful interns and work-study

students who helped us accomplish great things in 2023!  

Click here to learn more about the student experience at Chromosome 18.

C H R O M O S O M E  1 8  W O R K - S T U D Y  &  I N T E R N S H I P  P R O G R A M S
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WELCOME THE NEW 

CLINICAL RESEARCH CENTER STAFF

Jeff Borello
Director of Technology

Stacey Gallardo
Director of Social Media

Gene Johnson
Director of Data

We are incredibly grateful to our amazing Volunteer Directors who donate their time and expertise to
support Chromosome 18. In 2023, our Directors helped us with grants, social media, our member database
management, and updating our website. They are an invaluable resource and bring their skills to help us
raise awareness and reach more new families every year.

2024 MAJOR EVENTS

Val Shepard
Director of Grants

CHROMOSOME 18 VOLUNTEER DIRECTORS

April 27, 2024 - The Starfish Dash 5K Run/Walk & Health Fair at UT Health San Antonio

July 7-10, 2024 - The 29th Annual Chromosome 18 Family Conference in Charlotte, NC

September 6-8 - TX Starfish Camp at Morgan’s Wonderland Camp (more details to come) in San Antonio, TX

September 27, 2024 - The 20th Annual Chromosome 18 Golf Tournament, Silverhorn Golf Club, San Antonio, TX                   

December 1, 2024 - World Chromosome 18 Day (virtual and free!)

December 2024 - Phantom Tea & Phantom Wine and End Of Year Giving
          
Check out our event page on our website here for our monthly virtual events, as well as various other Chromosome 18
fundraisers happening around the country in 2024!

This year, the Chromosome 18 Clinical Research Center (CRC)
welcomed three new staff members: (from left to right) Aamuktha
Pentala, Brittany Antopia, and Catherine McCarthy. Cathrine is
the new Participant Coordinator and will be the first point of
contact for families at the CRC. Brittany is the Program Data
Manager who will oversee the management of the research study
data, and Aamuktha Pentala is the Research Associate. Welcome
to the team!
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2023 LEADERSHIP TEAM

Anama Family
Rebecca Teague
Kevin and Jennifer Borges
Allison & Jeremy Linman
Open
Carrie Connolly
Mike Fudala
Open
Bea Powell
Jessica Robold

Great Plains
Northeast
Rocky Mountain
Southeast
Texas Area
Great Lakes
Mid-Atlantic
Northwest
South Central
Southwest

REGIONAL COORDINATORS

Dave Aldrup
Jannine Cody
Liz Woodfield
Claudia Traa
John Drymala
Brad Sheppard

President
Founder
Vice President for Member Relations
Vice President for Development
Treasurer
Secretary

BOARD OFFICERS

Cristi Cain
Nichole McVicker
Jude Wolpert
Carmen Tyce
Camilla Downs

Tetrasomy 18p
18q-
Trisomy 18
Ring 18
18p-

SYNDROME COORDINATORS

Bonnie McKerracher
Tracey Healy
Shelley Hunt
Christine Mutena
Dalton Vilela
Nancy Chavez

Europe
Australia
Canada
Africa
Brazil
Mexico

EX-OFFICIO MEMBERS

Kendall Powell
Camille Hammond
Open

Sibling Coordinator
Bereavement Coordinator
Self-Advocate Coordinator

ADDITIONAL COORDINATORS

Not sure what region you're in? Click here for more information!

Tony Haney 
Meredith Moore
Brad Jensen Sheppard
Kristy Holder
Keri Lamont
Ashley George 
Elizabeth Shaffer

Director at Large
Director at Large
Director at Large
Director at Large
Director at Large
Director at Large
Director at Large

DIRECTORS AT LARGE
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THANK YOU TO OUR DONORS!

$1,000 to $2,500:
Doug and Julie Masterson
Farm Credit Mid-America
Denise and Tom Parker
Mary and Mark Placey
Puttie Potts
Suzanne Powers
Christine Puckett
Kathryn Ranselben
Brian and Wendy Rathjen
Kayvan Romaezi
David and Valerie Shepard
Alamo Sign Solutions
Lorna Stevenson
Joseph and Theresa Verstreater
Sergio and Alice Viroslav
Chad and Patricia Watson
Brian and Jennifer Wessman
Joel and Candice Wolf

$1,000 to $2,500:

$500 to $1,000:
Jennifer Adams
Lockport Animal Hospital
Zakary Bates
Nancy and Brent Beason
Susan Bentivenga
Arlene Biocic
Andrew and Rachel Bond
Matthew Bouzakis
Joe Brennan
Tim Brunn
Jennifer Bushnell
Cristi Cain
Bryan Cook
Jere Corven
Wendy R. Crawford Fund
Katrina Delaney
Carol Ann and Wayne Edwards
Amber Ennis
Bettina Finn
Raul and Sandy Flores
Melissa Garza
Andrew Gipe
Cathy Gorrell
Lisa Hand
Minire Hasi-Zogaj

Alycia Alongi
Asel & Associates
Natalie Banton
Cooper Cares
Scott Carlson
Samuel Carmack
Bailey and Liam Carmack
Paul and Kerry Castella
New Moon Charitable Fund
Keith and Helena Christiansen
Thomas Codd
Antoinette Cox
Allison Dale
John Drymala
Turner Family
Armanino Foundation
Jay and Susie Goldberg
Max and Maggie Grant
Barbara Grossman
Liz and Seth Grossman
Kevin Hamblin
Amanda Healey
H-E-B
Jodi Hight and Hight Real Estate
Cheryl Hilgenbrink
Eleanor Claire Hilliard
Jared Kennedy
Sean Kiehne
Patricia Lacey
Nicole and Todd Leslie
Mary Lollis
Scott Lollis
Wayne and Deborah MacMasters
Clean Scapes, LLC - Marcy 
     Nichols

many great things this year. We are so grateful to you! Please note, this list reflects only direct donations from
individuals or corporations. We endeavor to ensure that all donors are recognized for their support. However,
if you notice your name is missing or another discrepancy in our list, please contact our office at
office@chromosome18.org.

$10,000 and Up:

$2,500 to $5,000:

$5,000 to $10,000:

$500 to $1,000:
Greg and Juliette Hitchan
Donald and Carla Hughes
Laurie and Gene Johnson
Erica and John Keating
Ben Keefer
Nathaniel Kelly
David Lewis and Jack Kelly
River and Amber Koblick
Keri and James Lamont
Karen Lane
Shauna Lapoint
Brian Leivo
Mr. and Mrs. Robert Leonard
Susan Leone
John and Nina Lewis
Eric Miles
Matt and Julie Miller
Andrew and Shannon Mueck
Sheila Newcomb
Kevin O'Kelley
Eagle Print
Rosemarie Quinlan
Tracy Rivest-Keeney
Sandy Rocka
Michael Rush
Karma Sawyer
Christopher and Kristin 
     Schneider
Christopher Scott
Jaron Sheppard
TopNotch Silkscreening
Eli Skarsten
Deborah Stevens
Sheila Stone
Lewis and Dee Noonberg - 
     The Noonberg Family Fund
Yvonne Tritto Lisella
Wheeling University 
     Volleyball Team
Steven and Kim Welborn
Lewis and Susan Wiens
Carol Zaletsky

Heartland Bank
Chuck and Loren Campbell
The Larry and Juana Carter Charitable 
     Fund
Fiesta San Antonio Commission
Paul, Laura, and Morgan DeMars
Christine and Jon DeMars-Victorsen
GlaxoSmithKline
Tony and Valerie Haney
Robbie Mendez
Jacqueline and Alexander Mo
Meredith and Kent Moore
Special People in Need Foundation

Boys of 88
Dave and Tam Aldrup
Jeff, Kathy, Hannah Borello and Borello
     Family
Elizabeth Cody
Jeff and Carol Connor Cohen
S & L Marx Foundation
Michael and Cierra Fudala
Stacey Gallardo
Dr. Daniel Hale
St. Luke's Lutheran Health Ministries
Jesse and Jan Poggio
Brad and Debra Sheppard
Peter Sullivan and Snow Family Trust
Blue Ivy Partners - Tim Ogden
Claudia and Jim Traa
Judith and William Wolpert

Liz Woodfield and Bill Carlucci
Cowden Charitable Foundation
Jannine Cody
Neale Parker and Cynthia Parsons
Gordon Hartman Family Foundation
Mays Family Foundation
Peg and Ben Flowe
Valero Energy Foundation
Kristy Holder
Botello Lumber Company
Grand Fitness Mgmt, LLC
Jersey Mike's Subs
Dan Shea and Stephanie Stokes

For the overwhelming support you showed us in 2023. It is
because of our donors with their direct gifts and families with their
tireless fundraising efforts, that we were able to accomplish so 

$2,500 to $5,000:
Estee and Brian Nelson
Dean and Jennifer Oltmanns
Jessica and Ryan Robold
Tom and Angie Schilly
Elizabeth Shaffer
Kelly and John Tremonte
UT Health
Jessica Verhulst-Biocic
Walmart
Kathleen Wessman
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Chromosome 18 Champions

T H A N K  Y O U  T O  O U R  F O U N D I N G  M E M B E R S

Monthly recurring donations are consistent gifts that help Chromosome 18 plan for long-term success. This
list only reflects individuals who give directly to Chromosome 18. We endeavor to ensure that everyone is
recognized for their support. However, if you notice that your name is missing from the list, please contact
our office at office@chromosome18.org so we may thank you properly!

T H A N K  Y O U  T O  O U R  M O N T H L Y  D O N O R S

River & Amber Koblick
Patricia Lacey
Meredith Moore
Elizabeth Shaffer
David Shepard
Michael & Karen Todd

The benefits of a planned gift to Chromosome 18 are immeasurable by enabling you to support Chromosome
18 and strengthen our mission. Being a member of the Legacy Society gives you the opportunity to belong to a
select group of like-minded people who are committed to support the needs of our families. 

Interested in joining Chromosome 18's Legacy Society? Learn more here.

David Aldrup
Zakary Bates
Jon Bennett
Andrew Bond
Jannine Cody
Kristen Earl

Legacy Society

Workplace Giving Champions

Jannine Cody
Jeff & Kathy Borello
Terri Lutton
Charles Wirick

Mike Fudala
Dan & Pat Schmick
Rosemary Woodfield
Lorie Stevenson

Timothy Egedus
Michelle Faidengold
Michael Fudala
Kathleen Glascock
Dalton Guthrie
Nathaniel Kelly

T H A N K  Y O U  T O  T H O S E  W H O  C O N T R I B U T E  T O  C H R O M O S O M E  1 8
T H R O U G H  E M P L O Y E R  M A T C H I N G  P R O G R A M S

Alycia Alongi
Ashley Engelbach
Eileen Finlay
Raul & Sandy Flores
Nishant Gandhi
Amanda Healey
Joe Higgins

John Hoekstra
Laurie & Gene 
   Johnson
Peter Kniesel
Brian Leivo
Nina Lewis
Heather Maher

Robbie Mendez
Margaret Odem
Dean & Jennifer 
   Oltmanns
Christine Puckett
Mackenzie Reed
Sandy Rocka

Thomas Schilly
Christopher Schneider
Deborah Stevens
Daniel Thiel
Yvonne Tritto-Lisella
Joseph Verstreater
Joel Wolf

Workplace matching gifts are a great way to double your impact when you give to Chromosome 18. Interested in
workplace giving? Ask your employer if they participate or have a matching donation program! 

This list only reflects individuals who give directly through their employers to Chromosome 18. We endeavor to
ensure that everyone is recognized for their support. However, if you notice that your name is missing from the
list, please contact our office at office@chromosome18.org so we may thank you properly!

Liz Woodfield
Carolyn Zaletsky
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THANK YOU FOR 

A WONDERFUL YEAR!
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