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JOIN US FOR THE 8TH CFC 
INTERNATIONAL  FAMILY 

CONFERENCE JULY 15-19, 2015 

DOUBLETREE BY HILTON – SEATTLE 
AIRPORT 

We encourage you to reserve your room as soon as 

possible. Please register with DoubleTree by Hilton Seattle 

Airport by calling  1-800-222-8733 or by calling the hotel 

direct at 1-206-246-8600. You must mention CFC 

International to obtain the $129 reduced rate.  

 

You can also book on-line at https://resweb.passkey.com/go/ 

CFCIntl715  

 

SEATTLE WITH KIDS 

Seattle is great for kids. After all, a place where 

floatplanes take off a few feet from houseboats, and where 

harbor seals might be spotted on a routine ferry ride, doesn't 

have to try too hard to feel like a wonderland. And if the rain 

falls, there are plenty of great museums to keep the kids 

occupied. A lot of child-centric sights are easily reached via 

public transportation, and the piers and the Aquarium can be 

explored on foot from most Downtown hotels. A few spots 

(Woodland Park Zoo, the Ballard Locks, and the Discovery 

and Gas Works parks) are easier to visit by car. 

 

MUSEUMS 

Several museums cater specifically to kids, and many are 

conveniently clustered at the Seattle Center. The Center's 

winning trio is the Pacific Science Center, which has 

interactive exhibits and IMAX theaters; the Children's 

Museum, which has exhibits on Washington State and 

foreign cultures plus plenty of interactive art spaces; and, of 

course, the Space Needle. For older, hipper siblings there's a 

skatepark; the Vera Project, a teen music and art space; and 

the Experience Music Project/Science Fiction Museum. 

 

Downtown there are miles of waterfront to explore along 

the piers. The Seattle Aquarium is here and has touch pools 

and otters—what more could a kid want? 

 

PARKS AND 

OUTDOOR 

ATTRACTIONS 

Discovery 

Park has an 

interpretive center, 

a Native American 

cultural center, 

easy forest trails, 

and accessible 

beaches. Alki Beach in West Seattle is lively and fun; a 

wide paved path is the perfect surface for wheels of all 

kinds—you can rent bikes and scooters, or take to the water 

on rented paddleboats and kayaks. Gas Works Park has 

great views of the skyline, floatplanes over Lake Union, and 

the evocative rusty remnants of the old machinery. 

Volunteer Park and Green Lake have wide lawns and 

shallow pools made for splashing toddlers. 

 

The Woodland Park Zoo has 300 different species of 

animals, from jaguars to mountain goats, cheap paid 

parking, and an adjacent playground; stroller rentals are 

available. Watching an astonishing variety of boats navigate 

the ship canal at the Ballard Locks will entertain visitors of 

any age. The Northwest Puppet Center has a museum and 

weekend marionette plays. 
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Message from the Executive Director 
 

 

I wish to thank all our friends, family members, and the 

CFC community who supported Cliff and I this past 

summer. With Thanksgiving coming up we have so much 

to be thankful for. What started out as a possible problem 

with indigestion, turned into an emergency medical flight 

from New York State to the Cleveland Clinic in Ohio for 

Cliff‘s cardiology surgery. After three weeks in the 

Cleveland Clinic finding out that Cliff had a virus attack 

his heart causing heart failure, we suddenly realized that 

our son Clifford, born with CFC syndrome is now the 

healthy one in the family! I was so grateful that board 

member Judy Doyle took me in as a guest at their home so 

I could stay out in Ohio with Cliff. After three weeks we 

headed home in the rental car with a bag full of cardiology 

medications and a life vest defibrillator that Cliff is now 

wearing until he has a further surgery in the spring to 

install the defibrillator.  

 

I was especially touched by our son Clifford who asked to 

go with us back to Cleveland for the follow up 

appointment in October. He told us he wanted to go with 

us so he could thank the doctors for getting his dad better. 

Even though Clifford has intellectual impairment, I think 

he understood how serious the situation was. He has 

turned into a caring young man.  

 

I am finally feeling energized again to dig in and work on 

our Seattle conference as well as the updates for a new 

website and other crucial projects. I am so appreciative of 

those of you who have stepped forward to volunteer to 

assist our organization. This is your organization and I 

know that over time we will hand 

what we have all built off to the next 

younger generation. It is so rewarding 

to see how we have grown and all the 

projects our team of volunteers have 

taken on. I could never have done this 

work without all of you! Thank you 

for your inspiration and caring for our 

family during this difficult period. 

 

 

Brenda Conger 

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:  Kayla Stein, West Bloomfield, Michigan 

Secretary:  Shelly Greenhaw, Edmond, Oklahoma 

Director of Science and Research: 

Pilar Magoulas, Houston, Texas 

 

Board of Directors: 

Luba Djurdjinovic, Binghamton, New York 

Judy Doyle, Medina, Ohio 

Computer Listserv: Judy Doyle 

Newsletter Editor: Peter Hoedjes, The Netherlands 

 

CFC International 

183 Brown Road 

Vestal, NY 13850  USA 

(607) 772-9666  

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 
 

Maria Ines Kavamura, M.D.  

Universidade Federal de Sao Paulo ~ Brazil  

Giovanni Neri, M.D. 

Institute of Medical Genetics ~ Rome, Italy 

Jacqueline Noonan, M.D. 

Retired Pediatric Cardiologist, Univ. 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. 

University of Utah, Salt Lake City, UT 

 

mailto:bconger@cfcsyndrome.org
http://www.cfcsyndrome.org/
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Donations 
 

 
 

Donations in honor of: 

 

Gabrielle Barile 

Gennaro & Mary Ann Barile 

Amelia Bouts 

Leslie Masters 

Kate Brockwell 

William Bishop 

Louisa Feve 

Jack Doyle 

Roger & Maura Werthmann 

Terry Finley 

Diana Forrest 

Nola Rose Iacobelli 

Justin & Samantha Colleran 

Marie Murphy 

Kasi Hawkins-Rivers 

Johnnie Jones 

Annabell-Louise Evans 

Martin 

Rachel Evans 

Abigail Oshiro 

Trina Oshiro 

Max Rosenbaum 

Betsy Rosenbaum 

Shyanna Smith 

Springfield, IL Ice Bucket 

Challenge  

Rafaela Saenz Taylor 

Vicki Taylor 

Brennan Skipper 

Anita Wade 

Meg Young 

Shawn Briggs 

Jason & Erin Hunt 

Eric & Rebecca Merriman 

Nate & Taylor Miller 

Wilburn & Jaunell Riddell 

D.E. and T. Seifried 

Jason & Cheryl Webb 

Jared Welch 

Sherri Young 

Andrew Zahn 

Ronnie Zeunen 

Lieba Weingarden 

 

In memory of: 

 

Charlie Buford 

Oscar & Cathy Escobedo 

Stephanie Kohler Scholarship 

Fund 

Mary Frances France 

Jeffrey Kohler 

Mitchell Kohler 

Michael Mason 

Dave & Melissa Schmit 

William & Helen Schmit 

Anna Turkenich 

Elizabeth Ann Paschall 

Mr. & Mrs. Gaylon Gasaway 

Brody Sims 

Judy Felder 

Ardith Gastineau 

Danielle Goedel 

Donna Hutcheson 

Marla Lockhaart 

Evelyn Minton 

Jonathan Newby 

Karrin Sims 

Kathy Westcott 

Raymond Sloan Jr. 

Robert Fringer 

Martin & Barbara Johnson 

Beverly Udvardy 

Charles & Suzanne Whitfield 

Nancy Wright 

 

General Donations: 

 

Adel Ahmet 

Alexis Barbuto 

William Bishop 

Rodolfo Bosenberg 

Brenda Conger 

Covidien‘s Employee Matching 

Gifts 

Jamila Dickerson 

Diana Forrest 

Charmel Gilbert 

Charles Greenhaw 

Shelly Greenhaw 

Calvert Griffin 

Help Our People International 

Susan Hopkins 

James Hyland 

Court Maton 

Cheryle Murch 

John Reville 

David Schmidt 

Vito Scutero 

Kathleen Sideli 

Michael Stork 

Teespring IIC 

United Way of Central New 

Mexico 

United Way of Long Island 

Rebecca Waddell 

Jing Wang 

Gary Welsh 

Jamaal West 

Sam Weston 

 
 

RARE STATISTICS AND FACTS 

 

Rare diseases are 

not so rare! In total, 

rare diseases represent 

a significant medical 

challenge. Without 

financial or market 

incentives for 

treatments or cures, 

rare diseases also 

reflect a serious public 

health challenge. 

 

These key statistics and facts that illustrate the 

breadth and depth of the rare disease challenge 

worldwide may surprise you: 

 

 

 

 Over 7,000 distinct types of rare and genetic 

diseases exist with more being discovered every day. 

 Rare and genetic diseases affect approximately 30 

million Americans or 1 in 10 people. 

 It is estimated that 350 million people world-wide 

suffer from are and genetic diseases. 

 Approximately 50% of the people affected by rare 

disease are children. 

 Approximately 30% of children with these 

debilitating diseases will not live to see their 5th 

birthday.Approximately 80% of rare diseases are 

genetic. 

 Rare diseases impact more people than AIDS and 

cancer combined 

 95% of rare diseases do not have a single FDA 

approved drug treatment. 

 

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. 
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Skydiving for CFC 

 

I‘m Libby, 21 years old, 

and work as a carer for 

special needs young people 

at a day service. I have a 

sister Maddy who is 

diagnosed with CFC 

syndrome MEK2. We live 

in London, UK.  Maddy is 

20 years old and also 

suffers from immune 

deficiency, epilepsy, 

inflamed bowel and 

glaucoma. Maddy wasn‘t 

diagnosed with CFC 

syndrome until she was 14 

years old; this is because 

they had not found the 

gene until then! 

 

I received a skydive for a 21st birthday present. The 

skydive was on 20th June 2014 at Hinton Airfield. I jumped 

out of a plane at 13,000 feet and free fell at 130mph for 45 

seconds!  I have always wanted to do a skydive and also raise 

money for a charity of my choice so I combined the two.  At 

the beginning I told everyone that it is not all about the 

money, it‘s also about raising awareness and for people to 

understand the syndrome.  

 

I chose CFC International as my charity because Maddy is 

'My World' and 'My Fighter' and I have never met someone 

so strong, inspirational and loving!! No matter what life 

throws at her, she always fights through and comes out the 

other side with that famous, contagious smile on her face and 

then there's me, right beside her in tears!! 

 

We also had a raffle back at my house afterwards with 

loads of donated gifts from companies, families and friends. 

At the raffle I had many people approach me to talk about the 

syndrome as they had been on the website and couldn‘t 

believe how strong and gorgeous all those with CFC 

syndrome are.  

 

In total I have raised $3,768 and am still waiting for a few 

more donations. I am so grateful to everyone who donated 

and showed their support, without those people this would 

not have been possible. 

 

Hello from New Zealand 
 

We (my husband Cory, our son Lucian & I) live in 

Dunedin, New Zealand and have had what we now know as a 

very similar journey to others with CFC. 

 

For 

three and a 

half years 

we had no 

definitive 

diagnosis, 

in fact we 

got to the 

point where 

we just 

lived our 

life and 

stopped 

thinking 

about it, if 

we weren‘t put in a box of a diagnosis then we could reach 

for the sky.  It was a surprise when we finally received the 

diagnosis late in 2012 from our geneticist: 

Cardiofaciocutaneous Syndrome, now I‘m not a very good 

speller and that is not fun to spell!  Not only did I need to 

learn to spell this new word this syndrome happens to be rare 

– great! I instantly went onto the Internet and started looking 

for information which is not much until I came across the 

amazing website of CFC International. It felt great to be 

connected to others especially since we live down under in 

New Zealand. Then to my astonishment I found out there was 

going to be a conference in Orlando the next year, we had to 

go, we fundraised, booked our flights and arrived in the USA.  

Libby and Maddy 

Libby in the sky! 

Grandpa, Cory, Lucian and Claire 
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I described what it felt like to people at home afterwards as 

walking into your family reunion.  We had found our home, 

somewhere where you didn‘t have to explain (or spell) CFC -   

Lucian‘s genetic family.  It was at the conference I became 

aware that it wasn‘t the specialists I wanted all my 

information from rather the parents who had the 

understanding of the day to day.  The seed of an idea for a 

place for us to record our knowledge became a reality with 

the CFC Forum - www.cfcfamily.info. I hope this will grow 

into a great resource for us all in time. 

 

Lucian is now five and a 

half and in his third term of 

mainstream school. For a kid 

that couldn‘t even walk by 

himself before December and 

was potty trained in January he 

amazes us. He has a teacher‘s 

aide with him full time and this 

has been so instrumental in his 

development this year.  I was 

told by a parent recently who 

had asked her son why he likes 

different friends he said about 

Lucian ―because he is fun and 

not boring‖. To Cory and I 

those are the moments we have succeeded as parents to know 

that all that pushing Lucian in therapies and life to learn and 

interact is worth it.  Lucian has always been made to live life, 

to engage in it and contribute in ways that he can. We are not 

traveling the same road as those around us, on a daily basis 

this is noticeable, but Lucian and his personality make it 

worth the trip.   

 

Here is part of the article that I wrote for CCS Disability 

Action regarding Lucian‘s transition to school: 

 

―School... it should be an exciting time having your first 

child go to school, but for us it started with arguments, stress 

and the unknown.  I wish we could have seen into the future 

and seen how much Lucian loves school as it would have 

saved a lot of worry.   

 

So many questions went through our minds; Is he ready? 

Will he cope? How will we do without our team of OT, 

Physio, SLT, Education Support Worker & CCS Disability 

Action? Will our new team be as good? Will we get Ongoing 

Resource Scheme funding from the Ministry of Education? 

The list goes on. 

After talking about school for the good part of half a year 

in the end a change in government funding made our decision 

for us: Lucian would lose his eight hours allocated for his 

ESW once he turned five. What was the point of keeping him 

in day care until he was six if he didn't have any ESW 

providing one on one?  

 

It was tough going through the ORS funding application 

and subsequent meeting to assign hours with Ministry of 

Education. Who wants to have a document with pages of 

what your child can‘t do and then sit through a meeting 

talking about that document?  

 

Lucian qualified for High needs for ORS, this combined 

with the loss of our ESW helped make our decision; Lucian 

was starting school at five. 

 

It was extremely hard leaving our pre-school network. 

Some of them we had weekly appointments with for years 

and had become an intimate part of our lives that the majority 

of friends and family had never been part of. We had to give 

school a go, who were we as parents to say he wouldn‘t 

cope?‖ 

 

In contrast to this experience of talking about all the 

things Lucian couldn‘t do we were lucky to participate in the 

Super Power Baby Project. This project is made up of 72 

photographic portraits taken by Rachel Callander (whom 

daughter Evie inspired the idea), the book aims to address the 

way we speak about disabilities, turning the negative into the 

positive and talking about the ―Super Powers‖ (special 

qualities and life-changing powers) each child has.  Here is a 

quote from the book: "Lucian‘s Super Powers: Lucian gives 

awesome hugs, he is full of love and care, and shows concern 

for others. Everyone knows him. He is warm and attracts 

people. Lucian has a glow about him – a beautiful energy. 

Life outside the ‗normal‘ realms of society is hard work, it is 

constant but we feel as a family we have learnt a great deal 

about life and what‘s important‖. 

 

I always look back at those first terrible couple of years 

when the feeding is crap and the sleep even worse, when you 

have no idea how to fix anything we could never imagined 

where we have come in such a short few years.  We have no 

idea where we will be in the future, but I know that for us 

love and laughter are the key ingredients. 

 

Claire Peters, New Zealand 

 

 

 

Lucian 
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Holiday Greetings from Around the World! 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Pearcy Family ~ Australia Iacobelli, Paschall, and Conger Families ~ USA 

 

Griffin Family ~ New Zealand Bouiti Family ~ Congo-Brazzaville and currently living 

in France 

Desmond 
Family ~ 

Ireland 

Santos Diaz 
Family ~ 

Venezuela  
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Lehikoinen Family ~ Finland   

Mortimer Family ~ United 

Kingdom 

Perrouault Family 

~ France 

Borglin Family ~ Sweden Taylor Family ~ Cayman Islands 

Morrison Family ~ Canada 

De Giovanni Family ~ Italy 

Fischetti Family ~ Argentina 

Hanning Girls ~ Holland 
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Katherine Rauen named 2014 
Rare Champion of Hope 
Honoree in Science 

 

SACRAMENTO, Calif.   Katherine Rauen, professor in 

the Department of Pediatrics and a physician-scientist 

affiliated with UC Davis MIND Institute and UC Davis 

Children‘s Hospital, has received the 2014 Rare Champion of 

Hope Honoree in Science. The honor, awarded by the Global 

Genes Project, recognizes her unwavering commitment to 

rare disease, her investment in new treatments and her care 

and respect for patients. 

 

The award was 

presented at the 

Global Genes 

Project‘s Tribute to 

Champions of Hope 

Gala awards 

ceremony on 

Saturday, Sept. 13 at 

the Hyatt Regency 

in Huntington 

Beach, Calif. 

 

Rauen also 

participated in the 

Global Genes 

Project‘s 2014 

Patient Advocacy 

Summit on Sept. 11-

12 at the Hyatt 

Regency. She took 

part in a session 

about must-have 

collaborations for 

successful drug 

development. 

 

"I am so honored to just be nominated for this award, let 

alone win this prestigious honor," said Rauen. "Working 

together as a team with advocacy groups, RASopathiesNet, 

CFC International, CSFN and NF Inc, CA is rewarding and 

productive – these are very focused groups of dedicated 

individuals and families, and we all have the same goal in 

mind, to provide best medical practices and treatment for 

RASopathies." 

 

Rauen is an internationally respected leader in studying the 

Ras/MAPK pathway genetic syndromes, and coined the term 

―RASopathies.‖ Ras/MAPK regulates cell growth, which is 

critical for normal fetal development and, when dysregulated, 

can cause cancer. She launched the UC Davis NF/Ras 

Pathway Clinic last month. 

 

Global Genes™ is one of the leading rare disease patient 

advocacy organizations in the world. The non-profit 

organization promotes the needs of the rare disease 

community under a unifying symbol of hope - the Blue 

Denim Genes Ribbon. 

 

The UC Davis NF/Ras Pathway Genetics Clinic provides 

comprehensive health-care support and management for 

children and adults throughout their life span who have or are 

at risk for having one of the RASopathies, a clinically defined 

group of medical genetic syndromes. These include 

neurofibromatosis type 1 (NF1), NF2, Noonan syndrome, 

Costello syndrome and cardio-facio-cutaneous (CFC). The 

RASopathies are caused by germline alterations in genes that 

encode components or regulators of the Ras/mitogen-

activated protein kinase (MAPK) pathway. Together, the 

RASopathies represent one of the largest groups of genetic 

syndromes affecting greater than 1 in 1000 individuals. The 

clinic provides comprehensive support to our patients and 

ongoing consultative assistance for primary care providers 

caring for individuals with a Ras pathway disorder. The clinic 

is located at UC Davis MIND Institute. For additional 

information about the NF/Ras Pathway Clinic, please call 

Liga Bivina, the clinic's coordinator, at 916-703-0371. 

 

Reprinted with permission from News from UC Davis 

Health System, September 30, 2014 by Tricia Tomiyoski. 

 

Executive Director Attends 
Recent Summit On Rare 
Diseases  

By Brenda Conger 

 

On September 11, 2014, the 3rd Annual RARE Patient 

Advocacy Summit was host to over 350 in person attendees 

and over 1,000 who participated via LiveStream. The two-day 

event took place at the Hyatt Regency in Huntington Beach, 

California, providing advocates an opportunity to enjoy all 

that a classic Southern California beach town has to offer. 

 

Katherine Rauen receives her Rare 
Champion of Hope Award in Science 
from Stephen Groft, director of the 
National Institute of Health's Office of 

Rare Diseases Research. 
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The goal of the Summit was to encourage patient 

advocates and other rare disease stakeholders to become 

inspired, as well as walk away with new information and new 

connections. The world of rare disease is always changing, 

providing the community with new opportunities and new 

challenges; this is why empowering patient advocates to 

become successful activists is so important. The power of this 

Summit lies in the shared ideas and unique perspectives that 

each participant brings to the event. 

 

On September 13, over 500 guests gathered at the same 

hotel for the RARE Tribute to Champions Gala. The night 

honored trailblazers, innovators and leaders who cut across 

the full spectrum of science, business, academia, nonprofits, 

and advocates, to change the landscape for all those impacted 

by rare diseases. Our very own medical advisory board 

member, Dr. Katherine Rauen was honored as the Champion 

of Hope in Science! This truly was a night to remember! 

 

Executive Director and Board 
Treasurer Attend Camp Finance 

 

CFC International Executive Director, Brenda Conger and 

Board Treasurer, Kayla Stein attended New York Council of 

Nonprofits (NYCON) Thirteenth Annual Camp Finance at 

Mohonk Mountain House in New Paltz, NY on October 9 and 

10. 

 

CFC International is a member of NYCON but had never 

attended this training.  New York State has undergone many 

changes with the regulations for their nonprofits and the past 

year has been very challenging for everyone with more 

challenges ahead. CFC International is working hard to revise 

the required documents that are now part of the new 

regulations. 

 

Brenda and Kayla heard all about the recently 

implemented Nonprofit Revitalization Act from James 

Sheehan, Assistant Attorney General in charge of the 

Attorney General‘s Charities Bureau. Following this speech, a 

panel of experts offered practical implementation strategies 

and also opened the floor to questions from the nonprofits. 

 

In addition to the general sessions, workshops on 

accounting, board governance, social media and hands on 

―technical tools‖ were offered. Digital donation pages and 

innovative fundraising software options were hot topics. 

Many vendors were present to share their products that could 

be helpful to nonprofits. It was a remarkable and exhausting 

whirlwind of classes over two days. Brenda and Kayla 

squeezed in a one-hour hike to enjoy the view of the 

magnificent Mohonk Mountain House from the highest 

elevation of their 1,325 acre property in the Catskill 

Mountains. 

 

Meet Charlie…Our 4th Baby, 
Our oops Baby and 2nd 
Daughter to Join the Buford 
Clan 

 

When we were told we were expecting, I can speak for the 

entire family when I say we were excited.  The time couldn‘t 

have been more perfect, just moving to Florida and getting 

settled. 

 

Pregnancy was not like the others, lots of unexplainable 

aches and pains not to mention I had hyperthyroidism during 

the first 4 months of pregnancy.  Charlie‘s heart rate always 

seemed to be higher than normal but all of this was 

disregarded by my age and the 11 year difference since my 

last pregnancy. 

 

Charlie was born at 32.5 weeks, weighing in at 7lbs 1oz 

and only 17.5 inches long.  No oxygen but the docs knew that 

something wasn‘t right.  She spent a total of nine days in the 

NICU simply to learn to feed.  Little did we know that this 

would be the beginning of the biggest journey of our lives. 

 

We saw 27 specialists within the first year searching for 

answers as to why Charlie would not gain any weight.  She 

Brenda Conger and Kayla Stein 
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remained 7lbs 12 oz. until she was 15 months old.  Test after 

test, opinion after opinion, and the only diagnosis that anyone 

could settle on was failure to thrive.  She seemed to bypass 

needing a g tube. 

 

Two 

months 

before her 

second 

birthday 

Charlie was 

diagnosed as 

having CFC 

with a 

KRAS 

mutation.  

The phone 

call was 

bittersweet.  

It meant the 

end of an 

exhausting 

search and 

an unknown 

beginning. 

 

Over the 

next four 

years, a new 

major 

development would be added to her already growing list of 

ailments.  They are as follows: craino vault reconstruction 

(craniosynostosis), laryngamalasia (floppy airway), removal 

of adenoids and tonsils,  insertion of ear tubes- 2 times, 

tracheostomy, lymphatic conducting disorder which led to 2 

pleural effusions and pleurodisis‘.  These are in addition to 

failure to thrive, mild hearing impairment, low muscle tone, 

developmental delay, use of mobility aids and she used sign 

language and sounds to communicate. 

 

Despite all of the medical labels, Charlie was a MIRACLE 

baby.  The words can‘t and won‘t were not a part of her 

dictionary.  Accepting since she didn‘t know any other 

options, Charlie persevered through every challenge and 

every struggle.  Even during her most challenging moments, I 

could sense the positivity in her spirit.  Charlie opened our 

family to a world we never knew existed.  A world of 

unconditional love, joy, and appreciation not just for the big 

accomplishments but all of the small ones along the way.  She 

showed us that we didn‘t have to have a big trip planned to 

have something to look forward to but that each day in a 

sense was its own vacation to look forward to.  Each day is a 

gift, time is to be valued and we are to appreciate every last 

second of it. 

 

Her smile, oh what a beautiful smile, was so infectious.  

She changed our community with her smile and broke the 

barriers of judgment by those of all ages.  She showed the 

world that she CAN and she WILL enjoy and be a part of 

whatever it is that she wants to do.   And so she did.   

 

She learned to walk, she ate solid foods, especially junk 

foods.  She used the iPad and cell phones better than I could.  

She used the potty. She had a love for Oreo cookies, bubble 

tape, Mc Donald‘s french fries, going to the grocery store, 

sharks..the scary ones with big teeth, Sesame Street, and she 

loved watching You Tube.  More importantly she loved her 

family and she made sure we always knew it.  Her attitude 

and personality were so unique and beautiful…the soul of that 

typical child her age…naughty and nice when she wanted to 

be and especially ornery to those she knew she could be. We 

all knew that it was Charlie‘s way or the highway and there 

were never any exceptions. She is also very spiritual and 

knew God more than I knew him.  She encouraged prayer and 

made sure we gave thanks before every meal.  Best of all was 

her laughter.  Good or bad, she found a way to make us all 

laugh.  She would laugh so hard that her ventilator settings 

would go berserk. 

 

We were so blessed to spend 6 years, 2 months, and 10 

days with our precious Charlie.  On June 25th, 2014 Charlie 

became a true Angel.  It was unexpected and sudden. Our life 

has drastically changed in just the blink of an eye.  Our 

typical week filled with doctor appointments, therapists, 

medical jargon, school, and minute-to-minute care, and our 

life as special parents is gone….just like that. 

 

Words that I hear when others talk about Charlie are often 

inspiration, joy, laughter, her smile, and happy. 

 

Charlie inspired us and those around her to be better.  To 

love better, to live better, and do better. 

 

To continue honoring our baby girl, we‘ve decided to start 

a movement named Charlie‘s Touch…touching the lives of 

those near and far.  This is what she did and we will continue 

to honor her by sharing her journey and helping others in 

theirs. 

 

The Buford Family 

Naples, Florida 

 

 

 

Charlie 
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Brody Gene Sims 
 

Brody Gene Sims was born with CFC Syndrome with the 

mutated KRAS gene. He was four years three months and 

four days old when he passed away on November 7, 2014. He 

had a six and a half month old baby sister named Machella 

who he just absolutely thought the world of. Every night 

before he would go to bed and every morning when he woke 

up he had to know exactly where she was and had to give her 

hugs and kisses! 

 

Brody enjoyed giving 

knuckle bumps, high fives, 

blowing kisses and waving 

at everyone. Brody had a 

monkey since the day he 

was born which turned out 

to be his best friend and it 

stayed by his side doing 

everything that he did. The 

monkey also had a feeding 

tube and everything just like 

Brody! He was capable of 

signing things such as fight, 

more, thank you, please, 

love you, no no, yes, 

grandpa and the one used 

the most momma (patting the top of his head)! Even though 

his signing was not the proper way of signing these words you 

picked up fast on what he was designating them to stand for. 

Along with signing he could also say a few select words such 

as sister, Ter Ter, GiGi, hey, dada, and also a louder dadada 

for momma!  

 

His favorite color was green. He also loved popping pop 

pops, watching Bubble Guppies, dancing with his momma, 

taking care of his baby sister, getting his picture taken and 

taking his own selfies. You would rarely see him not 

smiling.... even when he was tired or not feeling well he still 

had a smile on his face. He could walk with the use of a 

walker or something to help support him. Just a couple 

months ago he actually took his first few steps completely by 

himself. Brody did have a mind of his own though and bossed 

you around to do what he wanted you to do. He liked to help 

his grandpa B and uncle bubba run their oil field equipment 

and also liked to ride motorcycles and the mule but he always 

wanted to either drive or told you to go faster. He also helped 

his GiGi fill the pop box at her store. 

 

Brody loved going though the drive up at the bank to get 

him and Machella stickers and balloons then when he got 

back to Machella he decided she was too little and he needed 

to keep them for her. He also enjoyed getting to go to Sonic 

and get him some tater tots even though he couldn't eat them 

he loved giving them kisses but at times he got himself a 

mouth full of tater tots. Brody loved to go to school and make 

crafts to bring home to mommy and he enjoyed it when his 

mommy would make the cutest treats for his class. He would 

have to take pictures with them after they were made. Brody 

was also given the privilege to get to go to work with his 

mom at the assisted living home where she is the beautician. 

At the home he gave the elders happiness! Every time you 

turned around someone was in there getting told to either sit 

down by him, rub lotion on him or to take him for a ride 

around the home. 

 

Machelle Sims 

Weatherford, Oklahoma 

Brody and his sister Machella 
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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; 

 fund critical research projects. 

 

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. 


