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Greetings to our CFC Family from North 
Dakota 

Ashton for us is a miracle. But more than a miracle he has 
always surprised us, even from the day I found out we were 
pregnant. We had already given birth to one healthy 
daughter- then four years old. I was told around 19 weeks that 
I was measuring bigger and had an emergency ultrasound 
which determined I had extra fluid surrounding my baby. I 
had eight ultrasounds throughout the pregnancy and many 
visits with genetics only to be told he’s probably ‘normal’ 
because Ashton’s dad and I are young and there are no other 
symptoms. We felt relieved but I was always worried in the 
back of my mind.  

Ashton is born: It was a cold rainy January morning. I got 
up to go to the dentist for a cleaning when I felt very funny- 
cramping and in pain. Not thinking I was in labor since it was 
six weeks before I was due, I carried on with my day. After a 
few hours I quickly realized I needed to go to the hospital and 
that I was indeed in labor. When I arrived I was already six 
cm dilated and scared out of my mind. Was my baby okay? 
Why am I in labor so early? Ashton was upside down and 
backwards as the doctor jokingly stated. I was whisked away 
to an emergency C-section. (one was already planned for 
February)  
 

At 1:16 p.m 
Ashton arrived, 7 lbs 
2 oz, and in perfect 
health. I recovered 
while Ashton slept 
on his daddy. That 
night while chatting 
with a nurse and 
getting checked out, 
Ashton suddenly 
turned blue and was 

quickly picked up and patted by the nurse. It scared us all so 
much and he was taken to the NICU for the next 24 hours for 
observation and blood tests. Nothing came of the tests and we 
went home six days later with a feeling of uncertainty.  
 

The next four years were spent at appointment after 
appointment, scan after scan, and meeting with therapists 

weekly trying to find out what was ‘wrong’ with Ashton. He 
had severe reflux and couldn’t keep food down for very long 
and at one year old weighed just 15 pounds. Every test came 
back normal and it was starting to frustrate us. Finally in 
March of 2008, my mother in law was watching a medical 
program and saw this little boy. She quickly grabbed the 
phone and told us to put it on- he’s Ashton! We watched 
intently how this little boy looked and acted JUST like our 
son. In disbelief I was convinced he had Costello syndrome. 
The next day the blood test was ordered and we applied for 
funding to pay for his blood to be sent away. We thought this 
whole heartbreak would finally have an answer and we could 
move on. We were wrong. When the test came back negative 
I was so upset. I really believed this was it.       After reading 
on the website there were two other similar syndromes I then 
knew he had to be tested for CFC also. But, after the 
geneticist telling us that the CFC test would come back 
negative and we were wasting our time, we had little hope. 
We patiently waited then finally on March 27th, 2008, a 
phone call- POSITIVE for CFC. Finally an answer and more 
than an answer- hope. He WILL be okay and we can now 
move forward. 
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Message from the President 
 
In late August the weather in upstate New York changes to 
delightfully cool mornings and humid free daytime temperatures in 
the 70’s. For so many years I have said that I would love to enjoy this 
wonderful season but I always am busy with the start of my school 
year. Well, this fall I finally get my wish since I retired from the 
Binghamton City School District after 34 straight years of service. It 
was such a rewarding career that I have truly enjoyed.  I started right 
out of college at age 22 and set up the very first middle school 
Resource Room for learning disabled students. I also had an 
elementary school Resource Room. I split my time between the two 
schools and worked hard at night to set up lessons and design bulletin 
boards in my classrooms. I saw our school district go through many 
changes as they evolved to Inclusion classes and then I supported 
staff in 5th grade by “pushing in” assistance for my students. After 
Clifford was born in 1993, I found myself at a very low point with 
my job. I kept feeling that the students I served were so blessed with 
many skills that my own child would never have. I found it hard to 
work with special education students all day and then come home to 
a very challenged baby at night. I made a challenging career move in 
2004 when I accepted a job transfer to the high school as an 
Instructional Support teacher to coordinate and act on referrals made 
prior to Committee on Special Education. By that time I was also 
fully into setting up all the CFC data and files for future research so 
this new job that allowed me to conduct “detective” work on the 
referred student’s history was a perfect match for me. Within two 
years the job collapsed so I again took on a new position as Work-
Study and Transition Coordinator for our Binghamton High School 
special education students. I loved every minute of my career with 
the Binghamton School District and learned so much from my 
students, parents and colleagues. The one thing I hoped that I passed 
on to staff in my school district is that until they have walked in 
other’s shoes, they have not fully understood other’s challenges. This 
fall I will fully enjoy the beautiful colorful leaves and can slow down 
a bit as I enjoy my first year of retirement.  
 
Our CFC Registry is currently under revision to put forth a simpler 
version. We will post a message on our official Facebook site and on 
our private family listserv once the new version is available. If you 
have not sent in the Registry we hope you will consider doing this 
once the new version is posted. The Registry is required if you wish 
to take advantage of the free medical consults at our upcoming 
Orlando conference in 2013.  
 
Wishing all of our family members a pleasant start to a new school 
year!  I look forward to meeting many of you next summer in 
Orlando, Florida. 
 
Brenda Conger  
E-mail: bconger@cfcsyndrome.org 

CFC International 
 

Executive Director & President: 
Brenda Conger, Vestal, New York 
Vice President & Family Liaison:  
Molly Santa Cruz, Arroyo Grande, California 
Secretary: Pilar Magoulas, Houston, Texas 
 
Board of Directors: 
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Amy Hess, Glen Ellyn, Illinois 
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(607) 772-9666 (Evenings and weekends) 
E-mail: bconger@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 
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Children’s Hospital of Eastern Ontario ~ Canada 
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Universidade Federal de Sao Paulo ~ Brazil  
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Duke University Eye Center, Durham, NC 
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Donations 
 
 
 
 
 
 
 

Donations in honor of: 
 

Hailey Chapman 
Kimberly Guadagni 
Mauryna May 
Felicia Donato 
Letitia Scozzo 
Clara Ruth Edwards 
Richard & Carol Borkowski 
Natalie Hayek 
George & Agnes Hayek 
Lindsay Levenhagen 
Tom & Laurie Levenhagen 
Sarah Lindgren 
Patrick & Lisa Lindgren 
Sophie MacArthur 
Renee Khatami 
Mandy Murch 
First Lutheran Church 
Armaan Rangnekar 
Dilip Rangnekar 
United Technologies 
Emily Santa Cruz 
Sandy Knotts 
Jared Stowell 
Paul & Liliana Suciu 
Ellyson Strable 
James Collins & the 59th Medical Operations 
Amara Tobby 
Beverly VanDyke 
Jackson Waddell 
Gail Shackel 
Meg Young 

Wilburn & Jaunell Riddell 
 
In memory of: 
 
Tom Knotts 
Nick Cirone 
Robert & Janet Marsalek 
Velma Marsalek 
Rob & Kayla Stein 
Lorraine Vidal 
Daniel Talley 
Anonymous 
Judith Bland 
Eva Jo Booker 
Cara & Peter Borian 
Chris & Susie Cone 
Michael Cone 
Sheryl Conrad 
Edward Duvall 
Gail Eldridge 
Beth Ferguson 
Philip & Constance Fisher 
Eric & Laura Hartness 
Mr. & Mrs. Bo Herrin 
John Knox Jr. 
Gary Loveless 
Ron & Amanda Royston 
Morgan Stanley Smith Barney Gift Inc. 
Sherri Stewart 
Pat Stone 
Janel Tedesco 
Vince & Olivia Wall 
Elizabeth Westover 

Tri-C Resources, LLC 
Ash & Lisa Yoder and family 
 
General Donations: 
 
Wesley Bricker 
Matthew Brockwell 
Chad Chapman 
Randal Davis 
Flying J Management Giving Committee 
Charmel Gilbert 
David Hasstedt 
Susan Hopkins 
Eillen Huang 
Michael Lucero 
Karen Madarasz 
Kenneth Martin 
Mountview Alternative School, Toronto 
Lane Oltmanns 
Pasquale Serpe 
Nicole Stroud 
Tomkins Corporation Foundation 
Tyco Matching Gifts Program 
Tyco PAC Charitable Match 
United Way of Central & Northeastern 
Connecticut 
United Way of Metro Atlanta 
Lieba Weingarden 
Pich Wongkraisritong 

 

  
 

CFC Family attends Caudwell 
Children’s Diamond Butterfly Ball 

 
On May 31, 2012 the Robinson family attended the 

Caudwell Children Diamond Butterfly Ball, in Battersea 
London, to represent the charity as one of the families.  
Among the guests were Duchess of York - Sarah Ferguson, 
Princess Beatrice, Rod Stewart and Penny Lancaster, David 
Furnish, Sir Bruce Forsythe, Peter Andre and an array of 
other A Lister celebrities.  Gary Barlow was the star guest of 
the evening and did a one hour set with his band and was 
fantastic.   

 
 
 
 

Thank you! 
 

CFC International is grateful to its supporters for their generosity. 
We extend our deepest thanks to the contributors listed below for their kind donations. 

 
 
 
 
 
 

 

The Robinson family with Peter Andre 
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Special Olympic Athletes Luke and 
Brett 

Luke and Brett are currently 11 years old.  They were 
diagnosed with CFC at the age of six years.  I feel fortunate 
that we didn’t have an earlier diagnosis because from the 
beginning we treated them like any other children. When I 
realized they weren’t meeting their milestones, we did get 
them involved with Early Intervention which was about the 
age of two.  We always thought they were delayed because 
of being premature, not because of some underlying genetic 
syndrome.  We always assumed they would catch up, so it 
was a complete fluke that we even met with a geneticist.   

 
They have been mainstreamed into general education for 

the past three years and will start 5th grade this fall.  Since 
the age of eight, they have been involved with Special 
Olympics.  I feel like there are so many families out there 
that could benefit from this wonderful organization, and for 
whatever reason, choose not to.  The focus of Special 
Olympics is on what an individual CAN DO!  Special 
Olympic athletes like to win, but more importantly - they 
strive to do their best.  Luke and Brett are pretty athletic little 
guys.  Brett runs the 400m and Luke runs the 200m and they 
both do other field events.  We feel, as a family, so blessed 
to have Special Olympics in our lives that I encourage you to 
check out your local districts and see what they have to offer.   

 

Athletes Oath:  “Let me win. But if I cannot win, let me 
be brave in the attempt.” 

 

Mountview Alternative Public School 
Pledges $983 toward CFC Projects 

 
My name is Maya and I am a student at Mountview 

Alternative Public School in Toronto, Canada. Each year our 
school raises money in a number of ways – through 
community outreach days and at our big May auction. Our 
school has decided we would like to share some of this 
money with Cardio-Facio-Cutaneous International. We are 
sure you have many interesting projects going on with CFC 
syndrome and know you will put this money to good use.  

On behalf of all the students at Mountview Alternative 
School, good luck with all your future projects. We are 
happy to support such a great organization as Cardio-Facio-
Cutaneous International. 

 
Sincerely, 
Maya of Mountview Alternative School 
 
 

Wilmington, NC Garage Sale 
Fundraiser Proceeds donated to CFC 

 
On June 22nd and 23rd a garage sale was held by Diana 

Zeunen (mother to Ronnie) and Lieba Weingarden 
(grandmother to Ronnie).  

The proceeds of $520.00 were generously donated to 
CFC.   A photo below before the start of the sale.   

  

Brett and Luke celebrate their awards at the Special 
Olympics 
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Greetings to our CFC Family 
from North Dakota .... 
continued 

 
The next four years have been amazing, we have three 

more beautiful children, each healthy and well, they are all 
very close and we couldn’t be happier. Ashton has done 
nothing but amaze us with his development, charisma and 
magnetic personality. He is the most popular boy in his class 
and well loved by many. He uses a wheelchair for mobility, 
eats very well but still at eight years old weighs just 32 pounds. 
We still have so many questions about his future but we now 
know that we are not alone. We are so very grateful for 
everyone in the support group and spend each day knowing we 
are very lucky to have him here with us for however long that 
will be. Ashton 
recently got a wish 
granted and our entire 
family will be 
attending the 
conference next 
summer in Orlando. 
We can’t wait to 
meet some more of 
you! Thank you for 
being there for our 
family.  

 
Denise and Shaun Nagy, Burnaby, British Columbia  
Ashton, CFC, 8 years old 
Allura 12, Brayden 6, Elizabeth 4, Evelyn 1.5 
 

A Gathering in Germany 
 
On May 27th, a group of German CFC families spent a 

weekend in a hotel in Behringen in the middle of Germany. 
The group was organized by Isolde Selgrad (mother of 

Jonatan, 14 years old, CFC, BRAF confirmed).  Nine 
families with eight CFC children and one Costello child met 
there. We have a hopeful beginning of a better organization 
of CFC families. We now understand that we are not alone! 

Guntram Krozk (father of Tilman, 15 years old, CFC, 
MEK 1) made a presentation about  CFC Syndrome.  

Very helpful was the discussion with Prof. Martin Zenker. 
Prof.  Zenker provided answers to many questions the 

parents asked and he told us about the latest scientific news. 
We want to improve the communication like CFC 

International! 
 

Best regards to all CFC families! 
Guntram Krozk 
Germany 
 

 
 
 
 

Save the Date! 
 

CFC, NOONAN, AND COSTELLO 
SYNDROME CONFERENCES 

 
July 31 - August 3, 2013 

 
Renaissance Orlando  

at Seaworld ~ Orlando, Florida 
 
 
 
 
 
 
 

Visit our website after January 1st 
to get more information 

 

The Nagy Family  

The German CFC families 
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Photo Gallery 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Jack, age 14, is so happy 
when the last day of school 
arrives in Medina, OH 

Amanda, age 28, all dressed up in 
Oklahoma City 

Clara, age 3, enjoys a day at the beach in NC 

Amara, age 20, celebrates 
graduation in Honolulu, HI 

Logan, age 10, from Sumter, SC 

Brennan, age 15, his 
brother Braunsen, 
Alexander City, AL, and 
their dog Fergie 

Daniel, age 11, with sisters Sarah & Laura 
enjoying summer pool time in Glen Ellyn, IL 

Kat, Mandy, Brittany, and Kaci at Easter Seals 
Camp, Wisconsin Dells, June 24-29, 2012 



 

 
Page 7 of 12 THE CFC CHRONICLE: September 2012 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Clifford, age 19, steers a family 
friend's boat on Lake Lanier, GA 

Gabby, age 3, from Middletown, 
NY is as cute as a buttercup in 
her frilly dress 

Lahnon, age 10, Wichita, KS, posing pretty in 
pink 

Maddie, age 22, proudly wears her graduation 
cap and gown in Worthington, OH 

Nola Rose, age 4, hangs out 
with her stuffed monkey pal in 
St. James, NY 

Jack, age 3, Decatur, IL, 
bowling in his KidKart 
Xpress using a 
handicapped bowling 
ramp 

Grey, 3 1/2 years old, Tomball, TX, 
out for a ride on his new bike 

Judy, age 16 months, in her "CFC 
calendar girl pose" 
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CFC International Board Lays 
Out Vision For Our Next Five 
Years 

By Brenda Conger 
 
A board trip to Chicago, IL in April produced a road map 

for the future of CFC International. 
 

After more 
than nine hours 
of discussion, we 
now have a 
strategic plan to 
guide our 
organization for 
the next five 
years.  

 
The new 

strategic plan 
prioritizes goals 
for our 
organization. We 

agreed on the importance of funding research, providing 
support to our members, ensure that physicians have ready 
access to the latest information, maintain a registry of CFC 
individuals, maintain a broad base of funds to accomplish 
our mission and goals, provide sustainability of the 
organization through continuity and growth, and to support a 
collaborative relationship with the other conditions of the 
RAS pathway.  

 
We made a change to our mission statement. It now says, 

“To improve the quality of life through family support, 
research, and education.” We all felt that we have moved 
beyond “Forging a path” and are now able to make valuable 
changes as we have grown as an organization. 

 
At the end of the weekend we all felt connected, 

energized and enthusiastic about our plans. We remain 
upbeat and have already begun tackling some of our goals. 

 
Since implementing our strategic plan, a board member 

has designed a draft application for researchers to apply for 
grant money. That draft will be finalized and posted by the 
2013 Orlando Scientific Symposium so that we reach as 
many researchers as possible. You as an organization have 
also provided input on what impacts your child and your 
lives and what you would like to see researched. The most 
requested categories were growth and puberty.  

 

We have also set up a November 5-6th Consensus 
meeting with CFC syndrome medical experts. The goals for 
this meeting are: 
1. Prepare an article for publication in the medical literature 

that is an up to date review of all aspects of CFC 
syndrome. This will include suggestions for management 
of care. 

2. Prepare an outline for management of patients with CFC 
to be placed on the CFC International website where 
physicians, health professionals and families can find it 
easily.  

3. Prepare updated information for families with CFC 
children when they join CFC International.  

 
This is just in the past three months! We hope to share 

with you many more exciting developments in the months to 
come. We need you, with any skills you have to offer, any 
resources you have, and your determination to follow our 
mission. If you have any ideas or suggestions, please feel 
free to e-mail me at bconger@cfcsyndrome.org. 

 

Research Study at the National 
Institutes of Health (NIH) 

 
Researchers at the National Institute of Allergy and 

Infectious Diseases at the National Institutes of Health (NIH) 
in Bethesda, Maryland are interested in studying patients, 
aged 1 month to 80 years, with cardio-facio-cutaneous 
syndrome (CFCS), for the purpose of studying the effects of 
CFCS related gene changes on the immune system. 
Interested participants may be enrolled into one of the 
following research studies: 

 
• Participant will have blood samples drawn through their 

local physician, which will be sent to the NIH for analysis, 
and will complete an allergy/immunology questionnaire 
(protocol 09-I-0086). 

OR  
• Participant will travel to the NIH for an evaluation. 

Evaluations would take place at the NIH Clinical Center in 
Bethesda, Maryland and include a history and physical 
examination, blood draw, and allergy skin testing (protocol 
10-I-0148).  

 
Study related evaluations at the NIH Clinical Center are 

provided at no cost.  
 
Those interested in participating may call Michelle 

O’Brien, RN (study coordinator) at 301-443-8341 or email 
obrienm@niaid.nih.gov for further details.NIH is part of the 
Department of Health and Human Services. 

 

CFC International Board Members 
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CFC International Partners 
with NDRI 

National Disease Research Interchange (NDRI) and 
CFC International 

NDRI to Assist with 
Cardio-Facio-
Cutaneous Syndrome 
Research 

 
CFC International 

has partnered with the 
National Disease 
Research Interchange 

(NDRI) in Philadelphia, Pennsylvania to assist in research. 
This is an opportunity to better understand and develop 
treatments for CFC Syndrome and improve service to the 
CFC International community.  The NDRI works with many 
different disease patient advocacy organizations throughout 
the world, assisting them in learning more about a disease 
and to work towards finding disease specific treatments. 

 
Diseased tissue and data are vital to research, to better 

understand a disease and to determine what affects it. NDRI 
is recognized for their collection, handling, and processing of 
tissue specimens in research laboratories, research projects, 
and timely delivery of specimens to researchers. 

 
CFC Syndrome individuals can make a difference in the 

research process by donating organs and/or tissue at surgery 
time or at post-mortem (after death) for medical research. 
The best part about donating to this initiative is that tissue 
specimens are not sent or restricted to one researcher or one 
research laboratory, but are available to many researchers. In 
fact, CFC International’s partnership with NDRI stimulates 
distribution and promotes sharing of specimens with all CFC 
Syndrome researchers. 

 
There are no costs or fees for the patient or family to 

donate to NDRI. Additionally, donations are coordinated 
entirely by the NDRI staff; from consent, organ/tissue 
recovery, storage, to ensuring donated tissues arrive safely at 
researcher’s laboratories. A person or family only needs to 
consent, everything else is coordinated by NDRI staff. 

 
To protect patient privacy, all tissue donations are de-

identified (unidentified) before being distributed to 
researchers and assigned a unique identification number. As 
a result, no information about donated samples are made 
available to donors, but CFC International will report any 
significant research developments published. 

 
To learn more about registering with NDRI as an organ 

or tissue donor for an upcoming surgery, or to learn about 
opportunities for other medical conditions, contact an NDRI 

Coordinator at 1-800-222-NDRI (6374). An NDRI 
Coordinator is available 24 hours/day for questions and to 
discuss donation either from a surgical procedure or at post-
mortem. 

 
CFC Syndrome patients and families can make a 

difference in research! 
 

CFC International Welcomes 
Pediatric 
Cardiologist/Geneticist to 
Medical Advisory Board 

 
 The CFC International 
Board of Directors is 
pleased to announce that 
Mary Ella Pierpont M.D. 
Ph.D has joined the 
organization’s Medical 
Advisory Board. Dr. 
Pierpont is an Associate 
Professor of Pediatrics 
and Ophthalmology at 
the University of 
Minnesota and Pediatric 
Cardiologist/Geneticist at 
the Children’s Hospital 
and Clinics of Minnesota.  

She is one of only a few individuals trained in both clinical 
genetics and pediatric cardiology. She received a Ph.D. in 
Genetics from the University of North Carolina, Chapel Hill 
and an M.D. from the University of Miami, Florida. She 
completed a residency in pediatrics and a genetics fellowship 
at Georgetown University, Washington, D.C. and at the 
University of Minnesota. Her fellowship in pediatric 
cardiology was also at the University of Minnesota.  Dr. 
Pierpont has a longstanding interest in cardiovascular 
genetics and cardiac problems in syndromes. She founded 
and has maintained a Cardiology/Genetics clinic for over 20 
years at the University of Minnesota and the Children’s 
Hospital of Minnesota. Children seen in these clinics have 
both a heart condition and either a genetic or syndrome 
diagnosis.  She is particularly interested in CFC and Noonan 
syndrome. In the past, Dr. Pierpont has participated in the 
research and publication of the JAG1 gene for Alagille 
syndrome, the TBX5 gene for Holt Oram syndrome, the 
TFAP2B gene for familial patent ductus arteriosus (Char 
syndrome) and identification of a gene locus for familial 
atrioventricular septal defects. In 1998, Dr. Pierpont 
published an article about two children with unique clinical 
findings, a rare condition now called “Pierpont syndrome” 
by other scientists. Dr. Pierpont has collaborated with her 

Dr. Mary Ella Pierpont 
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daughter, Dr. Elizabeth Pierpont from the University of 
Wisconsin, on research and publications of the cognitive and 
language development of children and adolescents with 
Noonan syndrome and CFC syndrome. Currently Dr. 
Pierpont is one of the investigators conducting a nationwide 
clinical trial of the efficacy of beta-blocker therapy vs. 
angiotensin II receptor blocker therapy in the treatment of 
Marfan syndrome. Dr. Pierpont is also currently conducting 
a large study of cardiac involvement in CFC syndrome. 
 

UNC neuroscientists awarded 
$2 million to study roots of 
cognitive disabilities 

 
UNC researchers will attempt to understand the 
cognitive disabilities in patients with RAS/MARK 
syndromes. 
 
Thursday, April 19, 2012     CHAPEL HILL, N.C. – In the 
developing fetus, a number of genes encode the components 
of a powerful intracellular signaling pathway known as 
ERK/MAPK. Mutations in these genes have been shown to 
cause neurodevelopmental delays, cardiac and craniofacial 
abnormalities, and autism-related disorders.  
 
Collectively, these disorders are known as “Rasopathies,” or 
“RAS/MAPK syndromes,” a term that incorporates the 
signaling pathway, RAS, that regulates the expression of 
autism-linked genes.  
   

With a new 5-
year grant totaling 
roughly $2 
million from the 
National Institutes 
of Health, 
researchers at the 
University of 
North Carolina at 
Chapel Hill 
Neuroscience 

Center (UNC-NC) will attempt to understand the cognitive 
disabilities in patients with these syndromes. Co-
investigators in this work are UNC-NC director William 
Snider, MD, professor of neurology and cell and molecular 
physiology, and neuroscientist Benjamin Philpot, PhD, 
associate professor of cell and molecular physiology. “We 
plan to disrupt this ERK/MAPK pathway in specific cell 
types in the developing brains of mice,” Snider says. “We 
will also generate a mouse model that allows reversal of 
ERK/MAPK signaling abnormalities in postnatal animals.  
Ability to manipulate the pathway in postnatal life may 
enable the development of new treatment strategies." 

 

Statement by Senator Tom 
Harkin In Tribute of Iowan 
Katie Beckett 

 
May 22, 2012  press release 
 
WASHINGTON, D.C. – Senator Tom Harkin (D-IA) 
delivered a speech on the floor of the U.S. Senate today in 
honor of Katie Beckett.  Below is the text of his remarks, as 
prepared for delivery.     
 
“Mr. President, last week, our Nation lost one of its most 
determined and courageous advocates for the rights of 
people with disabilities, my friend Katie Beckett.     
 
“I am proud to say that Katie was a native Iowan.  She was 
born in March 1978, and five months later contracted viral 
encephalitis.  She subsequently had a seizure and went into a 
coma for 10 days. This illness caused nerve damage to her 
brain, which left her paralyzed and unable to breathe on her 
own.  Katie received a tracheotomy, was placed on a 
ventilator, and was fed using a tube.  Initially, after coming 
out of the coma, she could not move at all.  Slowly, much of 
the paralysis receded, but she was not able to breathe on her 
own until she was two years of age.  During that time, she 
lived in a pediatric intensive care unit.  Her family, naturally, 
wanted her out of the hospital, and home where they could 
care, support, and love her.     
 
“By her third birthday, Katie’s private insurance had reached 
its $1 million cap, and she began to receive Medicaid 
support for her health care.  Doctors eventually determined 
that she could leave the hospital with proper supports at 
home. However, Medicaid refused to pay for such care -- 
even though it would cost one-sixth as much as hospital care.  
Under Medicaid rules, she could only receive care in a 
hospital or nursing home setting.       
 
“Katie’s predicament received national attention.  And 
thanks to the intervention of many people, including then 
Congressman Tom Tauke, President Reagan and many in 
Congress, a new home- and community -based waiver was 
created to allow children in Katie’s situation to receive their 
care at home rather than in hospitals.  This new program was 
called the “Katie Beckett Waiver.”       
 
“At the time, it was thought the program would benefit only 
a few hundred children.  However, since 1982, over half a 
million children have benefitted from the Katie Beckett 
waiver, including 11,000 in Iowa.  Katie and her family were 
true pioneers in changing the institutional bias in Medicaid, 
and permitting children with significant disabilities to 
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receive their supports and services in their own homes -- 
rather than only in a hospital, nursing home, or other 
institutional setting.     
 
“Under the new program, Katie went home, almost three full 
years after she was admitted.  At that time, she was able to 
be off her ventilator for six hours a day.   
 
“What happened to her after her discharge?  Well, she 
started school.   And while her fellow students considered 
her different because of her medical condition, she never 
needed special education services.  At an early age, she 
became a passionate advocate for home- and community-
based care.  While still in middle and high school, she 
testified before Congress, and met with governors and even 
the President of the United States.  She served as an intern at 
Exceptional Parent magazine, living in Boston.  That 
summer between her junior and senior year of high school, 
Katie learned to manage her own medical care—directing 
the nurses who provided her treatments and managed her 
ventilator.       
 
“Katie considered advocacy to be her vocation and chosen 
path -- in particular, helping to raise the consciousness of 
other young people about disability issues.  Even though she 
found this work rewarding, she sometimes felt 
uncomfortable, in those pre-Americans with Disabilities Act 
days, to be singled out because of her disability.  All she 
really wanted was – as she put it -- “to fit in and just be 
normal.”     
 
“Katie’s first job was at a music store at a local mall.  She 
got the job as any other young person would, by virtue of her 
knowledge and interest in music. But, as Katie said, 
“advocacy is in my blood and my soul.”  So she looked for 
work that would allow her to help other people.  She had 
been volunteering at the local YWCA, in the secondhand 
shop that supported the only homeless shelter for women and 
children in eastern Iowa, and was then hired for the 
receptionist’s job at the Y.  But the job title ”receptionist” 
did not begin to describe her true job responsibilities.  Katie 
was the first responder to sexual assault and domestic 
violence victims.  She helped with the neutral exchange 
program, where divorced or separated parents could drop off 
their children without having to encounter each other.  She 
learned to quickly assess the needs of others, and to help 
connect them to appropriate services and supports. She also 
helped with the supervised visitation program, and was soon 
promoted to be the assistant to the supervisor of that program.  
     
“Later, Katie worked with her mother, Julie Beckett, to help 
establish the Kids As Self-Advocates network, a group 
designed to help children and youth with significant medical 
needs to speak up for their own care and support.  Working 
through Family Voices, another organization spearheaded by 
Julie Beckett, Katie helped to teach hundreds of young 
people how to advocate for their own health care.  In 

addition, she served as a Senate appointee on the Ticket to 
Work and the Work Incentives Advisory Panel, which 
provided advice to the Social Security Administration, the 
President and Congress on work incentives, employment and 
other issues facing people with disabilities.     
 
“Katie Beckett graduated from Mount Mercy College in 
Cedar Rapids, Iowa, in 2001.  She later took writing courses 
at nearby Kirkwood Community College, and was close to 
completing a novel.  A series of illnesses obliged her to put 
off returning to college to take the classes necessary to 
become a teacher.  Katie treasured the freedom to engage in 
the kinds of activities that so many of us take for granted, 
including eating at Red Lobster, going to the shopping mall 
and, recently, moving into her own apartment.   
 

“Katie will be greatly missed by so many people all across 
America.  She will be remembered for her determined 
advocacy, and that of her family, which has changed 
countless lives for the better.  She inspired a whole 
generation of young people with disabilities by showing that 
an ordinary person can accomplish extraordinary things 
through great spirit and determination and persistence.       
 
“Mr. President, Dr. Martin Luther King, Jr., said: “Life’s 
most urgent and persistent question is:  What are you doing 
for others?”  During her memorable lifetime, Katie answered 
that question in powerful ways, as an agent for change and a 
determined advocate.  Her living legacy is the program that 
bears her name, the “Katie Beckett Waiver,” which will 
continue to improve the lives of children and young people 
with disabilities far into the future. 
 

 
 

Katie and Julie Beckett from the younger days 
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Would you like to contribute to CFC International?   
Your donation and support will help: 
• families to receive information about CFC syndrome; 
• publish our newsletter; 
• fund the biannual International CFC Family Conference & Clinic Program; 
• maintain the CFC Tissue and Biobank, which is critical to future research. 
 
Enclosed please find a check in the amount of $ ____________ 

Gift in Honor of  ___________________________________ 

Gift in Memory of  ___________________________________ 

Please make checks payable to CFC International & mail to the address above. 
                  
 
Name:   ____________________________________________________________________________ 

Address:  ____________________________________________________________________________ 

City:   ______________________   State:   ________________________   Zip:   ________________ 

Phone:  _____________________________________ 

Email:   _____________________________________ 

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


