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CFC International Announces  
New Executive Director
After a thorough search and extensive postings, CFC 
International is pleased to announce that the Board of 
Directors has hired a new Executive Director to replace 
founder Brenda Conger who will be retiring on July 1 at the 
Texas conference.
Gina Peattie holds a Master’s Degree in Public 
Administration with an emphasis on Non-profit Sector 
Management from California State University-Northridge 
and a BA in Sociology from Siena College. She brings 
proven leadership and management skills – as well 
as experience working in the rare disease field – to 
her new position of Executive Director. Gina’s most 
recent experience includes working at the Children’s 
Cardiomyopathy Foundation as the Manager of Patient 
Outreach & Support, overseeing all services for children 
diagnosed with cardiomyopathy and their families; as well 
as outreach and relationship building among the medical 
community. She has spent her career in the non-profit 
field and has extensive experience working with youth and 
families, providing counseling and support, developing 
programs and educational resources, training, managing 
volunteer programs, creating awareness initiatives and 
building collaborative partnerships at organizations such 
as the Girl Scouts of Northeastern NY, Santa Clarita Valley 
Youth Project, Valley Trauma Center and YWCA Bergen 
County Rape Crisis Center.
Gina lives in the Albany, New York area and spends her 
free time with her husband and two children. She is excited 
to get started and work with Brenda in preparation of the 
2017 conference and looks forward to meeting many CFC 
International members in June! Gina is honored to join 
the CFC International 
team and help to advance 
its mission. She can 
be reached at gina@
cfcsyndrome.org or  
573-207-5105.

Shown here with Gina 
is her daughter Emily, 

2; son Matthew, 5; and 
husband James

CFC International Welcomes New Board 
Members
Libby Airhart currently lives in Breaux Bridge, Louisiana with husband 

Jason, and 3 children – Ryker (9), Jackson (8), and Amelie 
(3.5). Amelie, born in July of 2013, was diagnosed at 
10 months old with CFC syndrome. Amelie also has a 
metabolic condition diagnosis. 
Libby is a graduate of the National Emergency Medical 
Services academy and is a certified Emergency Medical 
Technician (EMT), certified in Emergency dispatch, and is 
CPR certified. After 12 years in the medical profession, she 

is highly knowledgeable in the medical world. Libby is a huge advocate for 
the disabled. She is involved in many special needs organizations and has 
created her own local Facebook page for special needs families in her area. 
Libby is very passionate about CFC syndrome. She has entered Amelie into 
pageants around the state, basically to get the word out about her syndrome. 
Libby is willing to help educate as many people as possible about CFC. She 
stays in close touch with her local state families and cherishes those special 
times together with them. New to the board, she looks forward to working to 
the best of her ability to serve our families and the organization.

Tuesdi Dyer lives in St. Petersburg, Florida with her husband Brent, and 
two boys – Ellis (6) and Emmett (3), who was diagnosed 
with CFC Syndrome at 4 months old.
A native Texan, Tuesdi is a graduate of Texas A&M 
University. For the past 20 years, Tuesdi has dedicated 
her career to nonprofit leadership. Starting with a small 
symphony, her love of raising much needed resources for 
organizations that impact our lives has remained strong. 
Tuesdi has spent a total of 14 years as the Development 

Director of social service organizations and another two years as the Senior 
Market Director for a large national disease organization. From 2014-2015, 
she served as the President of the Junior League of St. Petersburg.
During her career, Tuesdi has had the opportunity to serve as a political 
campaign advisor on women and children’s issues, has been recognized as 
“Rising Star” by the Tampa Bay Times, and Young Professional of the Year 
by the St. Petersburg Chamber of Commerce. She is a graduate of the Tampa 
Bay Public Leadership Institute, the Eckerd College Leadership Development 
Institute, and is a Certified Fundraising Executive (CFRE). Tuesdi has 
also served on multiple Boards of Directors for organizations focused on 
education and child welfare.
Currently, Tuesdi is the Director of Strategic Solutions for the Nonprofit 
Leadership Center, where she works with mid-size nonprofit executives on 
coaching, capacity building, and training. She is a visiting instructor in the 
University of Tampa’s Nonprofit Management Graduate Certificate Program, 
and instructs more than 25 classes a year in the community on nonprofit 
fundraising, board development, and volunteer leadership.
As a board member of CFC International, Tuesdi is passionate about helping 
the organization grow and bring a new spotlight on the health-related 
complications our children endure.
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CFC International

Executive Director: Brenda Conger, Vestal, New York
President: Jennifer Iacobelli, St. James, New York
Vice President: Molly Santa Cruz, Arroyo Grande, California
Treasurer: Cara Borian, Sinking Springs, Pennsylvania
Secretary: Shelly Greenhaw, Edmond, Oklahoma

Board of Directors:
Libby Airhart, Breaux Bridge, Louisiana
Luba Djurdjinovic, Binghamton, New York
Tuesdi Dyer, St. Petersburg, Florida
Pilar Magoulas, Houston, Texas
Les Rogers, Roseburg, Oregon

CFC International
502 Delaware Ave.
Delmar, NY 12054 USA
(573) 207-5105 
E-mail: info@cfcsyndrome.org
Web page: http://www.cfcsyndrome.org

We offer information, support, newsletters, an address 
directory, brochure and Parent’s Guide. Our mission is to assist 
those whose lives are touched by CFC Syndrome and to improve 
lives through family support, research and education. The group 
is self-funded. Contributions are gratefully accepted and will help 
the next family to receive information about CFC Syndrome.

CFC International and any associated parties will not be 
held responsible for any actions readers take based on their 
interpretation of published or disseminated materials. Please 
review medical treatments and decisions with your own physician.

Medical Advisory Board

Bruce Gelb, M.D.
Icahn School of Medicine, Mount Sinai, NY
Maria Ines Kavamura, M.D. 
Universidade Federal de Sao Paulo ~ Brazil 
Jacqueline Noonan, M.D.
Retired Pediatric Cardiologist, University of Kentucky, KY
Mary Ella Pierpont, M.D.
University of Minnesota, Minneapolis, MN
Katherine Rauen, M.D.
University of California – Davis, Davis, CA
Amy Roberts, M.D.
Children’s Hospital, Boston, MA
Suma Shankar, M.D.
Emory University, Atlanta, GA
David Stevenson, M.D.
Stanford University, Stanford, CA

Message from the 

Executive Director
After eighteen years of serving at 
the helm of CFC International, 
(originally CFC Family Network) 
my time is soon coming to an end. 
I will still be connected to all of you 
through our private Facebook site 
as well as participating at future 
conferences as a family member. 

I am so pleased with the Board’s 
commitment to bring on our new 

Executive Director while I am still working so we can 
provide a smooth transition. I am equally pleased already 
with Gina’s savvy technology skills and this will be a 
tremendous asset that was needed. I encourage any of you 
with talents and a desire to serve to please reach out to Gina 
and our Board of Directors and offer your talents! This is 
exactly how we got this organization off the ground back 
in 1999! We really can’t do it without the teamwork of so 
many volunteers to support the part-time position of the 
Executive Director. 

At some point, we have all struggled to find a reason and 
make sense of why our family, out of the whole world, 
ended up with a baby born with CFC Syndrome. Even 
more devastating is the realization as to why some of these 
“special” children live and some die. I truly believe that it is 
through these challenges in life that others often perceive as 
terrible circumstances, that we have been forced to change 
and develop compassion for others. I have seen the growth 
of compassion in our own family through having Clifford. 
After his rough December with ten days of hospitalization, 
he thanked me for staying with him in the hospital. Both 
Cliff and I took 12-hour shifts for ten straight days but 
never thought twice of what needed to be done. To be 
thanked for this totally caught me by surprise. I now must 
give thanks to each and every one of you who have touched 
our lives. Without Clifford we would never have met all 
of our CFC family and caring doctors. For this my life has 
been blessed and I hope all of you have found a lifeline here 
in CFC land with others who know exactly what you are 
going through. My mantra has always been to tell others 
that you will never walk this road alone.

Brenda Conger
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It is very important to note: the Early Bird registration rate expires at midnight on April 30, 2017 Eastern Time. It will then 
automatically change to the regular rate. Registration must be complete, which includes payment, before the rate expires to 
take advantage of the reduced early bird rate. Here are the deadlines: 
April 30, 2017 Midnight Eastern Time ..........Early Bird Rate Expires May 25, 2017 ................ Deadline to Register for 2017 Conference

— LOCATION HIGHLIGHTS —
The Marriott Sugar Land Town Square is just 19 miles southwest of downtown Houston, where contemporary comfort and classic Texas charm 
converge. This beautiful hotel is located in the heart of the vibrant new Sugar Land Town Square, surrounded by fabulous dining and delightful 
shopping venues all within walking distance. All year long, visitors can enjoy premier festivals and events on the Town Square Plaza. Families 
can enjoy outside dining, shopping and entertainment in an atmosphere of bustling main street, centered around a fountain monument of 
Stephen F. Austin emerging from the Brazos River, the very river that gave life to Sugar Land. Sugar Land is less than 30 minutes from some 
of the best attractions in the Greater Houston area. The Greater Houston Convention & Visitors Bureau is a great resource for these attractions 
and more!  www.visithoustontexas.com.

9th CFC International Family Conference
June 28 – July 1, 2017

Marriott Sugar Land Town Square
16090 City Walk, Sugar Land, Texas, USA

1-281-275-8400

Conference Registration Now Open!
http://www.rsvpbook.com/CFC2017Conference

CONFERENCE HOTEL INFORMATION

The 9th CFC International Family 
Conference will be held at the Marriott 
Sugar Land Town Square hotel. CFC 
International negotiated a rate of $119/
night with tax of 13% for a regular guest 
room in our reserved block with 2 double 
beds or 1 king bed. Reservations MUST 
be guaranteed with a major credit card. 

You can find the link to book your hotel 
room reservation on our website: 
http://cfcsyndrome.org/news-events/
conference/
Book your group rate for CFC 
INTERNATIONAL FAMILY CONFERENCE

You may also call the Sugar Land Marriott 
at: 1-800-228-9290. When you call, be 
sure to mention that you are with CFC 
International. 

No room reservations at the discounted 
rate will be taken after June 1, 2017.

All New Day of Caring Events thanks 
to a grant from Global Genes. Come join 
the fun! 
The “Day of Caring” schedule will include 
a number of activities for children, their 
siblings, their parents and grandparents, 
including: “Stress to Strength” class, 
yoga, chair massages, a grandparents’ 
social and other activities to help families 
connect with each other in a relaxed and 
fun atmosphere.

Registration Fees:

Early Bird – Registration and payment 
must be submitted online by April 30, 2017

6 years and under Free 
7-12 years old              $55 
13 years and older       $120 
Person with CFC          Free

Regular Registration – Registration and 
payment submitted May 1, 2017 and later

6 years and under        Free 
7-12 years old             $85 
13 years and older      $180 
Person with CFC          Free

Childcare & CFC Lounge:

We have hired Corporate Kids Events, Inc. 
to staff our childcare program. They are 
insured and have professional staff who are 
trained to work with special needs children. 
https://conferencechildcare.com

CFC Lounge

CFC individuals 16 and older  
$20 per person for 2 days

Childcare

Ages 1-12 for siblings    
$45 per child for 2 days

Ages 1-15 for CFC children  
$45 per child for 2 days 

CFC Childcare room is for ages 1-15

Sibling Childcare is for ages 1-12 

CFC Lounge is for CFC individuals  
age 16 and up

REGISTRATION FOR ATTENDING THE FAMILY CONFERENCE
http://www.rsvpbook.com/CFC2017Conference

2017 Fundraising Incentive for Families
Thank you to our CFC International families and friends who supported our conference 
fundraising incentive program. Through everyone’s efforts we are able to offer a special 
incentive. CFC International families helped to raise more than $25,000 collectively towards 
our conference! Therefore, all CFC families attending the conference will receive 1 free early 
bird registration (up to 1 adult, up to 1 sibling)!  You must register within the Early Bird 
period to receive the incentive. 
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Donations
Donations in Honor of:
DANNY ADAMOWICZ 
Colby Adamowicz
Danny Adamowicz
Marcia and Dan J Conny
Kathleen A Dean
Susan B Lilley
Gale Hewitt
Brett Lancaster
Patricia LeBarron

AMELIE AIRHART
Patty Benoit
Charlotte Blanchard
Cara and Peter Borian
Claire Duplechain
Marguerite Fontenot
Michelle and Kenneth Smith

MEGAN ANKENY
Gerald Madison

EMERALD A BACKUS
Gregory R Backus

ARTHUR BILGIN
Marina and Ataman Bilgin

HENRY BOSCHERT
Dale and Crystal Andersen
Andrea Boschert
Kim D Fassett
Renee M Parks

LEAH BORIAN
Paul Borian
Peter and Cara Borian
Kris Creveling
Lynn Corey
Leslie S Dunnuck
The Fortunato’s
Christopher Grady
Maureen P Holtz
Terri Keller
Sallie C Kingham
Kathryn Levy
Jennifer MacKaron
Daniel G Miller
Grant and Robin Miller and Family
James Murnane
Christy L Olanin
Steven Pollard
Walter and Maura Ritchie
Stephanie Rotenberg
Sue and Mike Russo
Debbie and Jaime Vasquez
Susana Womack

KATE BROCKWELL
Matt and Laura Brockwell 
William Lewis
Nicole Stroud
Michael Sutphin

HAILEY CHAPMAN
Beth and Chad Chapman

AVERY CLARKE
Tommy R Allison
Lisa Beene
Abbey Browning

Kelly Colby
Linda Cooper
Reggie Ford
Darla Lopez
Felicia M Luera
Mary Polcyn
Andrew Ramirez
Mandy Ryan
Karen L St Andrie
Kathy M Tracy
Sherry M Wheatley

CLIFFORD CONGER
Kevin and Lila Acker
Holly and Bruce Birnbach
Jean Campbell
Brenda and Cliff Conger
Luba Djurdjinovic
Daniel and Karen Gates
Linda Griffin
Elizabeth and Robert Kaufman
Wayne and Darla Kunsman
Nina Nesky
Genie Stevenson

EMMETT DYER
Kristi Aussner
LeeAnn Backer
Angie Beckham
Crystal Roderick Bell
Emily Benham Connors
Faith Bennett
Tammy Boldt
Laura Boone
Damon and Amanda Burris
Bryan Brannon
Pattie Daggett
Karmen Davis
Anita Duenas
Kristen Dye
Candace Dyer
Tuesdi and Brent Dyer
Tommy and Mary Dyer 
Trudy E Howe
Debbie Fenter
Chloe Firebaugh
Lisa M Fisher
Adrienne Forkois
Erika Garcille
Keith Gray
Dorothy Guy
Abbie Hahn
Stacey Hamm
Steve Hamm
Amy and Kelly Hampton
Amy L Harcar
Lynn Heckler
Onita Hill
Treena Hoaglan
Greg and Mollie Holden
Melanie Humlicek
Niles S Illich
Ellen Jacobson
Summer Jensen
Brynne Johnson
Terry M Jones
Karli Kennell

Jeff and Rebecca King
Kathryn Kislak
Carey Kleinmetz
Lindsey Lamb
Angela Leiner
Shannon Mahaffey 
Carl and Donna Mainguth
Beth Mantooth
Susan McMullen
Robin Melcher-Hillis
Ashley Nall
Ellen Nastir
Tracy Negoshian
Samantha Nevins
David Phillips
Amy Quigley
Rebecca Raj
Franco, Ashley, and Evan Ripple
Dave and Dian Russell
Hilary Sosa
Melissa Starling
Tirrah and John Switzer
Michelle Todd
Cheryl and Paul Touchton
Stephanie Tsales
Stephanie M Vranich
Tiffany Webb
Laurel Westmoreland
Audrey Wood

CLARA EDWARDS
Richard and Carol Borkowski

ALEC FARMER
Doug and Toni Farmer
Harman and Beulah Farmer
Kelly Vance

CONNIE FIGARO
Helen T Norris

MCKENNA GARCIA
Michelle and Kenneth Smith

LUCAS GREENE
Lacy Antrobus
Stacey Ayers
Dave Cook
Melissa Cooley
Megan Earlina Alverson
Shelby Freeman
Colby Hurd
Nancy J Tabor
Veronica Lamb
Angela M Laws
Laura and Clark Morgan
Dannette P Parker
Tammy Pacholl
Beth Steffey
Deborah Thompson-Smith
Traci Wheat
Cody Wine

BRYCE GOEDEL
Danny McCauley
Christine Sentz

KINLEY GREENHAW
Nikki Arnold
Greg and Bethany Bonetti

Joyce F Broiles-Hill
Joe Chappell
Andrea Christenson
Jen Cleckler
Laura Frankenfield
Shelly and Coby Greenhaw
Paige and Lenny Henderson
Kelly Lane
Nicole Malcolmson
Shane, Angie and Macey Mashburn
Holly McHargue
Joni Menard 
Lesley and Roger Miller
Joy Milligan
Dana Hildebrand Moseley
Vickie D Nation
Anna Shaffer
Gene A Shore
Scott Skarda
Rodney J Sloan
Andrew Torres
Willco Homes, LLC
Kent and Shari Williams
Sharesa Williams

CELISE GUYEAR
Brandi Gripka
Kasee Zaerr

BRETT AND LUKE HANSON
Lori and Greg Hanson
Scott and Jody Sprouls

DANIEL HESS
Amy and Steve Hess

NOLA IACOBELLI 
Joe Bevilacqua
Tracey Borrow
Trish Calo-Flanagan
Gina Iacobelli Catania
Jacquelyn Cerasuolo
Jim Citera
Kelly Correia
Ryan Davidson
Joanne Fedchin
Stephen Frizzola
Janice Gardner
Jennifer Goodman
Catherine Hojnowski
Allison Howe
Christopher Iacobelli
Darin Iacobelli
Michael Jaklitsch
Stephanie W Ketchum
Michael Krugman
Elizabeth Leo
Ellen Mary McNally
Susan Morrissey
Marie Murphy
Sal and Margaret Ann Napolitano
Kelly Robertson
William Rodgers
Linda M Stacy
Debra L Stahl
Laura D Trusler
Thomas Zona
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CFC International is grateful to its supporters for their generosity.  
We extend our deepest thanks to the contributors listed below for their kind donations.

WYATT KREJCE
Laura Campbell
Jessica Edwards
Megan Garcia
Holly and Dan Gilbert
Bob Heiss
Kelly Hoihjelle
Stephen M Voth
Amanda R Nolden

RACHEL ANN KUTZLER
David and Mary Kutzler

LINDSAY LEVENHAGEN
Jim Rafferty

OWEN LILLY
Emily Drobek
Jean Drobek
Kelly Drobek
Jill A Grasso
Katie Nabywaniec
Melissa Newell
Kevin R Skelly
Debra Raeff
Donna Salim
Laura J Walthew
Lorne and Kellie Watson
Brian Zimmer

MAYA MALYUK 
Alexandre Boitsov
Alexander Fikhman
Sasha Glazunova
Melissa K Kennedy
Olga and Alexander Malyuk
Slava Martyn
Sergiy Martynenko
Anton Zamolotskikh

MADISON MARTINEZ 
Melissa Belmontes
Roger Belmontes

CHRIS MILLER
Carol Ann Duffield

STELA MOLINAR
Steven Barnhart
Stacey Leach
Mark and Margo Oberly
Shawn Reynolds
Gabriela Valles

LAHNON MOORE
CRAFCO Inc

MANDY MURCH
Lisa Banen
Michelle and Kenneth Smith

MADISON MURPHY
Paul O Cheuvront
Debra Murphy
Karl H Reder
Jeff C Schillig

LILINOE NEWBY 
Yolanda A.K. Baker
Gerri M Castro
L B Fejeran
Patricia Medina

Jeanette Norris
Jeannie Nieves
Natasha N Romero
Paula M Wargo
Linda M Whipple

FERNANDO AND IMELDA 
PLACIDO

Nan Boyd
Angela Oliver
Michelle and Kenneth Smith

DAKOTA A RHODES
Charmel Gilbert

VALENTINO RIOS
Veronica Alaimo
Vir C

GLORIA ROGERS
Peggy Allen
Spencer Prokop
Jean Rogers
Charlotte Stiles

MAX ROSENBAUM
Lauren Berryhill and George 

Rosenbaum
David Gleason
Linas Grigaliunas
Nancy Hofmann
Herrin Hopper
Gillian M Jeter
E.D. Kaufman
Laura Kelley
Al and Ginger Kuemmerlin
Joellen Perry
Nikolett McKie
Kristi R MunLeeuw
Charles Parlapanides
Joellen Perry
Claudio Picentino
Sarah Ray
Shannon Rauh
Betsy Rosenbaum
Bob Rosenbaum
Elizabeth Rosenbaum
Janice A Rosenbaum
Joseph G Rosenbaum
Paul Willenberg

APRIL RUE
Michelle and Kenneth Smith

AUBRIE SCUTERO
Chanin Griffin
Harris and Carinda Katz
Randy and Jennifer Lee
Steve and Lora Sapp
Dana and Vito Scutero
Mr and Mrs James Wichlei

CADE SILZER- GOSICK
Janice Silzer

MAKAYLA MESSER
Dona Bryant
Nancy Dinkins
Vanessa Janis
Jill Maschino
Robyn Neice

ELLYSON L STRABLE
Kathleen Hurst

GRAY TALLEY
Rodney and Sandra Gullo

RAFAELA SAENZ TAYLOR
Vicky Taylor

TEAM BINK
Heather Bensel
Carolyn Best
Jane Shelton

ASHLEY THOMPSON
Robert and Judith Thompson

AMARA MARIE TOBBY
Flora and Ted Tobby

LOGAN VANARTSDALEN
Caroline Brown
Tara Carroll
Kathy Gebert
Anna M Grieff
Kristin Angel Lesanti
Eleanor M Miller
Pam Mccartney
Barbara McCree
April Paladino
Joshua Reichard
Brian Wiseman

DREW VENNING
Richard M Young
Christine Venning

JACKSON WADDELL
Gail Shackel

DANIEL WARNER
Lori Ann Elzerman
Frannie Bailey
Jason Byrne
John Carter
Jane Ellen Elzerman
Mitzi Ellison
Steve Fitzpatrick 
Christopher A Kaminski
Elena Kornet
Dave Lehr
Danielle Leu
Andrew Luttenberger
Steven Millis
Kate Munson
Alesha Paulsen
Sue Reynolds
Troy Stevenson
Millis Transfer Millis
Dan and Karen Van Houzen
Elyse Van Houzen
Edgar Whitworth
Sidney Wilson

In Memory of:
AVA GREENBURG 
Mary O’Neill

OWEN THOMAS BURKE 
Julie Ann Brisbin

CORY CRAIG CHAPMAN
Carrie Christen
Trudi R Holt

MARY RUTH DEGAST
Ann George
Hugh and Beth Oslin

AMY GISELE DRAPEAU
Jennifer Roma
Andrew and Wendy Woodworth

DONALD RICHARD FRYE SR 
Carrie Blanton
Caren Galit
Charles A Rowe, Jr
Tracie Samillano
Mr and Mrs James Wichlei

MRS SHARON HENDRIX
Dana Pedersen

ELIZABETH ANN PASCHALL
Bob and Becky Politzer

STEPHANIE KOHLER 
SCHOLARSHIP FUND

Anonymous
Anatoliy Belaygorod
Glenn Brady
Ruth Catloth
Joseph Howard
Mitchell Kohler
Yuanjin Liu
Davina Ramasamy
Larry Rubin
Helen J Schmit
Atilio Zardetto

General Donations
Rodolfo Bosenberg
Jesse L Brown
Tania Busse
Michael Farrell
Cate Franklyn
Global Genes
Monique Herbert
Dennis Hodgin
Renee Khatami
Pilar Magoulas
Gina Peattie
Ruth Anne Stokes
Laura D Trusler
Susan Weston
Gina Zanoni

Thank You!
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Bryce (Ohio) and Sable

Clifford (New York) with Rossi

Zoe (Florida) with Payton

Trevor (New Hampshire) with Robbie 

Chantal (Canada) bike riding 

with Bo & Trinity

Maeve (Holland) with Kai Noah (Minnesota) riding with Shorty

Wyatt (Minnesota) sleeping with Khloe, who is on watch!
Lucian (New Zealand) with 
best buddy Otto
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Henry (North Dakota) and Lilly

Jared (Utah) with Kitty

Christian (Maryland) sharing 
some lounge time with Dutch

Alex (Ireland) cuddles with Jessie Cora (Texas) with Peppin

Nash (Texas) with pet rat

Henry (North Dakota) 

with faithful therapy 

horse Jo Jo

Madison (Florida) and 
Murphy the parrot

Jackson (Illinois) meets a lobster 
for the first time! 

Zak (United Kingdom) and Lola

Daniel (Illinois) with Quincy
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Amy Gisele Drapeau was born January 11, 2001, 
and received her angel wings December 31, 2016 at ten minutes to 
midnight, just in time to join the New Year’s celebration in heaven. 

Amy’s life would seem too short by many, but those who were 
touched by her understood that the quality of our life far exceeds 
the quantity of time in which we live. Amy possessed great strength, 
determination and the ability to overcome incredible odds. With 
support and encouragement, Amy lived her life to the fullest! She 
found much enjoyment while outdoors in nature – whether it was 
downhill sit-skiing, swimming in the pool, paddling, or laying in 
the grass on a warm sunny day… not a flower was safe! She loved 
to listen to music, especially live guitar, and look at her books…
although she was pretty hard on them! She loved constant activity 
and often looked forward to draping herself over or climbing on top 
of anyone who was privileged enough to catch her eye. She loved 
going to school and to the many clubs and camps that welcomed her 
with loving arms. 

Amy spent her life teaching lessons of acceptance, patience and 
finding the good in everyone. She taught us all to think outside the 
box and was a constant rule breaker. She taught everyone to live in 
the moment. Her beautiful smile was the visible expression of the 
pure innocence and joy that radiated from within. She was able to 
brighten your day instantly with the simplest wave… definitely the 
queen of the household! 

We thank you, Amy, for the countless cuddles and even the messes 
and struggles. For showing us that with great effort comes great 
reward, and the privilege of having you in our family was the 
greatest reward of all.

Loved Forever, 
Joey, Leanne, older siblings Evan, Hayley and Cameron 
Nova Scotia, Canada

Gone from our sight, but never from our memories

Lillian was an extraordinary child who 
had a sweet and gentle spirit that lit up the room. She loved music, 
Mexican food, singing, and children’s choir was her favorite part of 
Wednesday night church. She also loved playing with her friends, 
of which she had many. She expressed her love by giving sweet 
hugs that always warmed the recipient’s heart. Her friends and 
family were supremely blessed by being part of her life. She found 
happiness in everything – especially vacations with her parents and 
friends to Chicago, Seattle, the beach, zoo, parades, and mountains.

Lillian was put here by the Lord to show us His grace, love, and 
joyful spirit. When she prayed for you by name in her nightly 
prayers, you were humbled and honored to be recognized by a soul 
so pure of heart. As Jesus said in Matthew 5:8, “Blessed are the pure 
in heart for they will see God.”  Lillian lived with the Lord every day 
and He allowed us to see His glory through knowing her. We rejoice 
in reunion with God in Heaven where she is now wrapped in his 
warm embrace. 

A family, a church, and an entire community of friends will be 
better people, more loving, more gracious, and understanding 
of limitations and 
contributions of 
people with special 
needs because Lillian 
Hux walked hand in 
hand among us.

It was undeniably 
evident that she 
adored her Mom and 
Dad, they shared a 
very close and loving 
relationship. All were 
enriched by Lillian’s 
beautiful life and the 
wonderful impact 
she had on everyone 
blessed to be her 
friend.

Lillian Hux
April 22, 2014-March 13, 2017

…On my 
way to 
where 

the air is 
sweet” 

– Sesame Street
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On the evening of June 22, 2016  
a beautiful and sacred spirit of love and joy entered into our lives. 
From the moment we held her we knew she was a unique and 
special angel. We knew she needed a name that would be fit for 
an angel. ARIANNA JOY – Arianna meaning holy and Joy for 
happiness that she would bring to our lives.
Arianna, a baby handicapped by a 
genetic defect, had so many elements 
to help keep her alive. Though it took 
time to find this defect, we made the 
choice to move forward in the various 
surgeries to keep her alive and thrive. 
For we knew her time was not yet.
Words were whispered in her ear of 
strength, beauty, encouragement and 
a gift to inspire those she would meet. 
Songs of positive vibrations, relaxations and lullabies were hummed 
and played to her often.
We remember Arianna in her helplessness and pain, yes – but also 
remember her in her moments of infant delight, to recall her first 
smile and her growing response to the people around her.
We mourn for the loss of love growing into tomorrow, deepening 
and maturing through joy and conflict; to mourn the empty space 
in a home that has been prepared so that she might take her place 
among family; to mourn for the opportunities Arianna will not have 
to smell a flower, to play in the snow or feel the gentle water upon 
her body.
Our tears of sadness for the loss of this life cut short before it could 
blossom forth in fullness, mingled with tears of sadness for the loss 
of hope not realized with sadness of loss, we come also in gratitude, 
thankful for the gifts of love and humanity that Arianna gave to 
all who were touched by her valiant struggle; thankful for the 
difference she made in the lives of so many who invested their skills 
and their hearts in the effort to keep her with us, thankful for the 
power of love that issued from her very being.
Through the tears of memory of loss and of gratitude we grow 
through an ending into a beginning – to let go of Arianna and, with 
memories and treasures gathered up for the journey, gain strength 
for moving through the days ahead.
It was clear to us that we had a short time with such a beautiful 
bundle of Joy. Though she had to depend on machines for help to 
breathe the breath of live, and medicine to help in her beats, she was 
born with stardust in her hair, a holy and precious gift. She was our 
little angel, a unique gift. She had a way about her to draw a crowd 
or put a smile on your face. But if she didn’t like what was going 
on she would let you know! But no degree of physical brokenness 
diminished the devotion her “team” of doctors, nurses and family 
had for her. 
Arianna’s short life is a story of love and strength, a story of courage, 
a story of faith, a story of hope, and a story to teach.
She knew pain in her little body that most of us experience in an 
ordinary lifetime. It took most of her energy just to stay alive. Yet 
she could respond to the loving eyes of her mother, father, family 

or the caring touches received from her army of hospital attendants 
with a smile, a gurgle or her own silent laughter, she could also let 
out a good angry belt when she’d had enough of being a pin cushion. 
As parents, family and friends loved Arianna into this would with 
prayer, she responded with remarkable strength and courage.
So there were many who got acquainted with this little angel, who 
lost their hearts to her, who will remember her not only for whom 
she was in her syndrome but for what she taught and gave to us 
all. For those who never got the opportunity to meet our angel in 
person whom also lost their hearts to her will be comforted by her 
spirit and the stories that will be told of her strength and personality.
Daily we are touched by the rhythms of life and death, yet now we 
are out of rhythm, for birth and death have seized too closely in 
the same moment. In sadness for the hopes that are not realized for 
Arianna, we seek peace and hope; encouraged by the gifts that she 
brought to our lives to teach and lead us on a new path. 
Though each of us are on different paths in life… each path 
will teach, but it is up to us to choose what we will do with that 
experience. Listen to the spirit and make the shift for God only gives 
us what we can handle. Love the laughter, listen to the sounds for 
one day they will be gone and all we have are the memories. 
Stumped by words, for her departure was sudden. Yet our little angel 
knew what was to come and prepared us in so many small ways. 
Her fight for life has ended but her spirit lives on in us and what we 
choose to do is up to us. For Arianna will rest in relief from pain 
and suffering.
Our family is forever thankful to the CFC International family. 
Thank you for your support, questions and knowledge that are 
needed for these little ones and their families. Thank you for 
reaching out to us even though it was a short time of getting to 
know you all we are blessed to have you as our extended family. 
Thank you to our community for the gifts, meals, gift cards, 
cleaning, wood chopping, baby sitting, and house cleaning; helping 
with the never ending paper work at the Town, the list goes on… It 
takes a tremendous amount of time and love of many who reached 
out to us and we are proud to be a part it. Thank you to ALL!
The Stoker Family 
Victor, Montana

6/22/16 - 2/6/17

Gone from our touch, but never our hearts…
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We are the Borian family from Sinking Spring, 
Pennsylvania. Our family consists of myself, my husband Peter, and 
our three kids. Colleen is 17 and a senior in high school; Kieran 
is 15 and a freshman; and Leah, who is affected by CFC BRAF 
mutation, is 7 and in 2nd grade. 
Our journey with CFC began in May 2009 when Leah was born. My 
pregnancy had been relatively uneventful. I had been very tired and 
felt much sicker than my two previous pregnancies, but I was quite a 
bit older now and my doctor chalked it up to having a 7- and 9-year-
old at home with very busy schedules. The only thing that was a 
little puzzling was that I was measuring very large and had excess 
amniotic fluid. I was scheduled for a C-section about a week before 
my due date, which proved to be a wise decision as Leah’s umbilical 
cord was very short. Leah was born on May 4, 2009 and weighed 
9 lbs., 3 oz.! (My son was 9 lbs. 13 oz., so this wasn’t anything too 
alarming). Leah’s Apgar score was excellent and she seemed to be 
a healthy, typical baby. We did notice that one of Leah’s eyes was 
a little droopy, she had no eyebrows, and her nipples were widely 
spaced. When the pediatrician came to do an assessment, he heard a 
slight heart murmur. In addition, I pointed out my observations so 
chromosome testing was recommended. Nothing else seemed out 
of the ordinary until our second night in the hospital. My friend, 
who was a post-partum nurse at the time, asked if she could bring 
Leah to the nursery overnight so I could get some sleep. Imagine 
my surprise when she rushed into my room at 6:15 am with a NICU 
doctor to let me know Leah had been taken to the NICU after she 
had turned blue and had a possible seizure.
Leah spent 10 days in the NICU as she was having trouble 
keeping her blood oxygen levels stable and was having periods 
of intermittent hypoxia. She was by far the largest baby that the 
NICU had ever seen! After a barrage of testing and no answers, 
she was discharged on caffeine and an apnea monitor. The doctors 
suspected that even though she was not a preemie that her brain 
and respiratory system were immature and she needed the caffeine 
to stimulate her brain and lungs to remind them to breathe. We 
were also given instructions to follow up with cardiology, neurology 
and ophthalmology as the testing in the hospital did not give us any 
definitive answers. Before discharge we learned that the chromo-
some testing came back normal, which was a relief at the time.
Thus, began our many doctors’ visits! At our first pediatrician 
appointment after discharge the doctor noticed that Leah’s tone 
was a bit low so he referred us to Early Intervention so that Leah 
could begin therapy. By the time she was two months old, Leah 
was already starting occupational therapy even though we had no 
diagnosis. Leah had a brain MRI at one month which although 
was not “normal,” it did not give us any answers. Our neurologist 
ordered FISH genetic testing, and when these results came back 
at four months old there were still no answers. The cardiologist 
diagnosed Leah with pulmonary stenosis and slight hypertrophic 
cardiomyopathy. He suggested that we see genetics when he heard 
that the FISH testing was normal. He did not tell us at the time, but 
through some research of my own, I was able to figure out that he 
suspected Noonan’s syndrome. 

During this time, Leah was doing very well. We got rid of the apnea 
monitor after about two months and she was nursing normally 
and growing. I did notice that she was not grasping for toys and 
meeting her milestones, but no one seemed too concerned when 
I mentioned these things. We met with genetics when Leah was 
six months old. They talked to us about Noonan’s Syndrome and 
we agreed to the testing. Imagine our surprise when we got a call 
from genetics six weeks later and they told us that Leah had a BRAF 
mutation and was diagnosed with CFC syndrome. 
The news was devastating and not at all what I had suspected. 
The genetics team scheduled an appointment with us but in the 
meantime sent me a lot of information via email. This information 
included a brochure on CFC International and I immediately 
checked out the website and registered Leah. After receiving 
such devastating news, it was wonderful to get a call from Brenda 
Conger. Brenda talked to me on the phone for an hour. We talked 
about Leah, and Brenda shared her story with me about how CFC 
International was started. It was wonderful to connect with the 
Listserv and read the messages from other families that were in a 
similar situation. I cannot imagine if I had to navigate the world of 
CFC on my own!
Just as I was coming to grips with our diagnosis, at nine months 
old Leah began to regress a little in her skills. She was not babbling 
as much and something seemed a little off. She also went from a 
relatively happy baby to a miserable one. She was crying constantly! 
To make a long story short, about two weeks later Leah was 
diagnosed with Infantile Spasms. This was another even more 
devastating diagnosis. We tried a variety of medications and were 
unable to stop the spasms until the neurologist decided ACTH was 
our last hope. The neurologist had previously avoided it as she was 
concerned it would exasperate Leah’s hypertrophic cardiomyopathy. 
The ACTH was a wonder drug for Leah. Within 48 hours the 
spasms were gone. However, about 10 days later I noticed that 
she was breathing rapidly. We discovered that the neurologist was 
correct in her worries and her hypertrophic cardiomyopathy had 
become much worse. We tapered Leah off the ACTH in six weeks 
and fortunately she has not had any seizures since she was 13 
months old. 
We continued with the frequent doctors’ appointments. We were 
seeing cardiology, neurology, developmental pediatrics, ENT, 
ophthalmology, gastroenterology… just to name a few. Leah also 
had weekly OT, ST, and PT. I continued to follow CFC International 
on the Listserv and it was even easier to keep up as Facebook 
became more popular and the CFC Parents page became more 
active. We even took advantage of meeting some fellow CFC 
families when we visited our family in Houston and in Ireland! 
It has been wonderful to meet families in person as we have a 
connection that is one-of-a-kind. When Brenda put out a call for a 
volunteer to help with thank you letters in February 2012, I saw that 
as my opportunity to become more involved. In 2013, when CFC 
International held a conference in Orlando, we were excited to get 
to meet more families in person and our older kids were thrilled to 
meet other kids like Leah!

Life with Leah
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I started doing the thank you letters in 2012 and in early 2015 
Brenda asked me if I was interested in a board position. I was 
reluctant at first as I was not sure what would be required of me, 
but decided that I wanted to continue to help CFC International 
as much as I could. We attended the 2015 conference in Seattle 
and this time only Pete and I attended. It was a totally different 
experience without our kids and I regretted not bringing Leah as 
she is very social and would have had a great time with all the CFC 
kids. I also attended my first CFC International Board meeting at 
this conference.
Our life with Leah has settled into a familiar routine now that she 
is seven. Doctor’s appointments are not as frequent but mostly on 
an annual basis. Leah still has moderate pulmonary stenosis and 
moderate hypertrophic cardiomyopathy, which has been stable for 
the last few years. Leah is in second grade and is in a mainstream 
school in a multiple disability classroom. She spends her time split 
between the typical class and her MDS class. We also continue with 
weekly ST, OT and PT. She has a moderate intellectual delay and is 
nonverbal; sign language is her primary means of communication. 
Leah also has a very short attention span and no safety awareness so 
she needs constant supervision. She is a ball of energy and started 

walking at 2½. She is a “motor machine” and loves to climb and 
jump even though she is constantly falling. She was also recently 
diagnosed with Autism. She is very social and makes friends 
wherever she goes. Everywhere we go in our community people 
know Leah…  
We call her the mayor!
It has been my privilege to be on the CFC International Board for 
the past two years. It has been exciting to work on setting up and 
using our new donor database. It has also been a pleasure to spend 
time with others who have a passion for the CFC community. I 
also treasure the friendships that I have made being part of this 
journey. In fact, my husband recently had the opportunity to meet 
up with Brenda and Cliff Conger at Greek Peak Ski Resort for a 
day of skiing! Leah also loves to FaceTime her friend Gray Talley 
in Texas. I encourage anyone and everyone to become involved in 
any way they can. CFC International is our organization and the 
more involvement from our community the better. I look forward to 
connecting with old friends and meeting new ones in Sugar Land, 
TX at the 2017 Conference in June! 
Cara Borian 
Sinking Springs, PA
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CFC International
Cardio-Facio-Cutaneous Syndrome RETURN SERVICE REQUESTED

502 Delaware Ave.
Delmar, NY 12054

Would you like to contribute to CFC International?

Enclosed please find a check in the amount of  $____________________________

Gift in Honor of      ___________________________________________

Gift in Memory of     ___________________________________________

Please make checks payable to CFC International and mail to the address above. 

We are a 501(c) 3 organization. Donations are tax deductible to the fullest extent of the law.

Name:  ____________________________________________________________________________

Address:  ____________________________________________________________________________

City:   ___________________________________   State:  ____________   Zip:__________________

Phone:  ______________________________ Email:   _____________________________________

Our vision is a world in which no one will be isolated from appropriate diagnosis and treatment.

Save Paper and Save a Tree
CFC International supports going green 
and would like you to consider signing 
up for electronic newsletters instead 
of paper copies. If interested, please 
contact us at info@cfcsyndrome.org. 
Please provide your full name and email 
address. If you have had a change of 
address or email, please update us with 
this information as well.  Thank you!


