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CFC International  
New Board Member Roles 
Congratulations to Jeff Kohler, who was voted in as Board 
Treasurer, and Libby Airhart, who is now the Board 
Secretary! Thanks to Shelly Greenhaw and Cara Borian 
who served in these roles previously who remain as board 
members. We are grateful for the hard work and dedication of 
the CFC International Board and appreciate their service! 

Continued on page 3

When Life Threw a Curveball
Tarleton’s Bryan Conger learns balance of family, 
baseball while raising son with CFC Syndrome
By Nate Bural, Assistant Athletic Director for Athletic 
Communications, Tarleton State University

The article below highlights the Conger family – parents Bryan and 
Melanie, and their children Maddux, Kaleigh, and Jacoby (CFC). 
Bryan is the head coach of the Tarleton University baseball team. 
Excerpts from the full article are printed below with the author’s 
permission. The full article is available on the Tarleton Sports website: 
http://tarletonsports.com/news/2017/12/6/baseball-when-life-threw-
a-curveball.aspx

“I definitely wasn’t expecting a Christmas baby,” said Melanie. “He 
was about six weeks early, so we weren’t really prepared for that. 
We were ready for Christmas Day as usual. We had our tradition 

of cinnamon 
rolls ready 
for the next 
morning 
and we were 
prepared to 
have our final 
Christmas 
with just 
Maddux and 
Kaleigh, but 
my water 
broke at about 
5 a.m. on 
Christmas 
morning and 

we rushed to the hospital. The kids ran right past the Christmas tree 
and jumped right in the car, which was honestly a little surprising.”

“Dad ran into our rooms around 5:15 in the morning,” said 
Maddux. “I thought he was just really excited for Christmas, but 
then I realized that Jacoby was being born. I wasn’t expecting it on 
Christmas at all, but he was and still is the best Christmas present 
I’ve ever gotten. We waited at the hospital for almost two hours and 
I was really happy.”

The first five months of Jacoby Jax’s life appeared to be like that of 
a typical newborn in the sense that sleep was a rare commodity; 
however, the youngest Conger’s inability to gain weight was 
troubling.

A preemie child, Jacoby never gained more than two ounces of 
weight in a single week over the first eight weeks of his life – leaving 
his family in dire need of answers before an 11-ounce breakthrough 

in February 2009 proved to be a cause for praise.

“The first three months of Jacoby’s life, he was labeled as ‘failure 
to thrive,’” said Melanie. “We tried every way we could to get him 
to eat. He would have milk just pouring down his face and we 
couldn’t understand why. They sent us to specialists and swallow 
studies were done to see why he wasn’t able to get formula into his 
stomach.”

“It wasn’t until five months of age that we started seeing 
development delays,” said Melanie. “One of the first things I noticed 
was when Jacoby was about three months, we were sitting with 
some other friends of ours with babies and one of the babies kept 
reaching out to grab her mom’s water bottle. I remember thinking, 
‘Jacoby doesn’t try to grab my water bottle like that. I wonder if 
there is something with his vision or if something is going on.’ We 
made a pediatric visit and they looked into it.

“When he was about six or seven months, he started having 
seizures,” she added.  “He was making movements we’ve never 
seen him make. We called the doctor and got in right away. They 
said it was acid reflux or gas pains. They gave us a prescription, but 
the movements continued and were more frequent. So, I recorded 
them and took them back into the doctor. They sent us to Cooks 
(Children’s Hospital). The neurologist said it was Infantile Spasms 
(I.S.). We come back the next day after running all kinds of tests and 
it was I.S.”

Following the eight-week round of ACTH (Adrenocortiotropic 
Hormone), Jacoby’s seizures stopped, but the Congers were starting 
to realize that things would never again be the same and they 
entered a seven-year period of not knowing what was wrong with 
their son.

“Learning to be the parent of a special needs child is the greatest 
thing ever,” he continued. “You don’t know how you’re going to do 
it, but you figure it out. You get the looks and stares when you’re out 
in public, but he understands and knows more than I think even the 
doctors can comprehend.”
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We offer information, support, newsletters, brochures and 
educational resources. Our mission is to assist those whose lives 
are touched by CFC syndrome and to improve lives through 
family support, research and education. 

Contributions are gratefully accepted and will help more 
families receive information, support and resources. 

Please note, CFC International is not a medical facility and 
cannot give medical advice. 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 medical team.

Medical Advisory Board

Bruce Gelb, M.D.
Icahn School of Medicine, Mount Sinai, NY
Maria Ines Kavamura, M.D. 
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Message from the 

Executive Director
Greetings! 

I hope the beginning of 2018 is off 
to a good start for all our families 
and members. I’m excited to think 
about all of the plans and initiatives 
we have for CFC International this 
year. As part of our organization’s 
strategic plan, we hope to be able to 
reach more CFC families to provide 
support and resources. Additionally, 
we hope to increase our registry 

enrollment and research efforts on CFC syndrome. To that 
end, we have kicked off the year by participating in the 
Rare Carousel of Possible Dreams, a collective fundraising 
effort for rare disease organizations, hosted by Festival of 
Children and Global Genes. 100% of the funds raised by 
the CFC International team and our carousel “riders” will 
be used for our CFC registry and research advancements. 
Thank you to all those who participated in this event as 
donors and riders! Together, we make a difference! The 
Rare Carousel isn’t the only way to raise funds for research, 
support and/or educational initiatives. If you are interested 
in getting involved with our fundraising efforts, please 
reach out to me for more information and tools! 

On the family support services side of things, we are 
actively recruiting volunteers for our Family Liaison 
Program. If you are a parent or caregiver and interested 
in providing support and resources to new CFC families, 
please let me know. We have developed a new onboarding, 
training and support process for family liaisons and plan 
to have a Family Liaison conference call and training this 
spring. Don’t miss out if you are interested in providing 
support to other families and children! 

We have also launched a sibling support program. If any 
CFC siblings are looking to connect with other siblings with 
similar experiences for friendship and support, parents can 
submit a matching form to get the process started! We look 
forward to providing increased support to all CFC families. 

Thank you again for your ongoing involvement and 
support! 

Gina Peattie, MPA  
Executive Director

“The meaning of life is to find 
your gift. The purpose of life is 
to give it away.” —William Shakespeare
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When Life Threw a Curveball (cont.)
“We floated along for five years without a diagnosis. We accepted it, 
but the doctors were not ever pushing for an answer so he was just 
developmentally delayed,” said Melanie. “Last year, the doctor asked 
about genetic testing.”

Following intensive genetic testing, the doctors were finally able to put a 
finger on his condition – Cardio-Facio-Cutaneous Syndrome. 

Jacoby is now eight years old. In addition to the lack of sleep, he is legally 
blind. He does not possess the ability to verbally communicate and 
can’t eat solid food because of his sensory disorder, but is continuing to 
improve aspects of his life daily.

“He understands when he’s at the baseball field,” said Bryan. “He hears 
the bat hit the ball. He loves being out there. I’ve had complaints for why 
we play the music so loud, but it’s because when Jacoby can feel music, he 
dances and gets happy.

“It’s neat to see something as simple as seeing him put a correlation 
together,” he continued. “He knows that when he’s at the baseball field, 
dad’s there. Fences mean nothing to him. If there’s a game going on, he 
feels like he should be with dad. Something as simple as seeing him put 
a correlation together – baseball field, dad, go get dad – is really neat. It’s 
simplistic, but it’s beautiful.”

“Jacoby doesn’t care if we win or lose. He only cares if I’m going to take 
him for a piggy-back ride. He only cares if I’m going to keep his ‘Nilla 
Wafer bowl filled up. He only cares if you are going to do what he wants 
to do,” said Bryan. “That’s all he cares about, so as a dad or coach it 
teaches you an appreciation. He just wants you to be you. At the end of 
the day, it’s just baseball. Now, when it’s time for baseball, it’s everything 
you’ve got. Empty the tank. When the tank is empty, go home and empty 
the tank with your family. It’s not easy, but he’s my stress reliever from 
that. He’s taught me a lot more than I’ll ever teach him.”

Continued on page 7

Global Genes 2017:  
Connecting and Collaborating

It was an honor to represent CFC International at the 
Global Genes Conference in Irvine, California this fall. This 
conference is the preeminent event connecting syndrome 
groups, decision makers, pharmaceutical companies, the 
medical field, and researchers. The conference emphasized 
many important strides that have been taken in the rare 
disease community in the past few years.  It is also a 
celebration of the champions and thought leaders in the rare 
disease field.

There were many companies and researchers presenting on 
their work at the conference. In the space of this article it 
is impossible to capture all the interactions I had, so I will 
highlight some of the most significant. 

One of the most interesting presentations was on Antisense 
therapy by Ionis (http://www.ionispharma.com/). Antisense 
as a therapy option targets RNA instead of DNA. A bit of 
a background in genetics: DNA is transcribed into RNA, 
and then the RNA is translated into proteins. The genetic 
mutations in our loved ones that cause CFC syndrome cause 
these proteins to not function correctly, typically resulting 
in an over expression of the factors associated with the 
malformed proteins. This treatment option targets the RNA 
and binds to it causing it to not be able to form the malformed 
protein. This then leads to the over expression being reduced 
and proteins being produced in the proper amounts, which 
could theoretically return the function to normal within the 
cell. This is an amazing treatment option that has a time to 
market of only 18 months in some cases (far shorter than 
the decade or so time to market for other methods). The 
technology can be modified for other diseases to target 
specific RNA. One drawback is that this treatment would need 
to be administered on an ongoing basis. This is compared 
to genetic modification like CRISPR, which is a one time 
permanent change. Yet, because it is a non-permanent change, 
FDA approval is more likely and much faster. The process 
already has FDA approval, and the RNA targeted for the 
different syndromes is the thing that changes from treatment 
to treatment. 

In addition, I was able to reconnect with one of the most 
promising new pharmaceutical companies, Recursion 
Pharmaceuticals, which had a booth at the conference. I was 
so impressed by their efforts at the Rasopathies Conference 
this past summer, and the promise and prolific nature of their 
research (see the last CFC newsletter). One of the most jarring 
quotes from the general session experts was that it would take 
thousands of years with the current system of drug discovery 
and implementation to cure the currently known 7,000 rare 
diseases. Recursion’s model of utilizing machine learning to 
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Gone from our sight, but never from our memories
Gone from our touch, but never our hearts…

Remembering Maddy

Continued on page 7

Your Journey
Even before you were born, we learned 
what a fighter you were. But you knew 
you had a great purpose and your first 
challenge was to overcome being born 
too early. The doctors thought that all 
those little anomalies on your scans 
meant something, but they couldn’t tell 
us what.

You arrived four weeks early and over 
the first two years of your life, you 
slowly revealed to us all the things 
about you that made you so special. 
We cried, and in all truthfulness, we 
grieved for the life that might have been and we wondered what 
the future would hold. You were patient with us (well – a tiny bit) 
and although you never spoke a single word in your whole life, you 
seemed to be speaking to us from your heart and we heard you. 
After a while, we learned all the things we needed to do to take care 
of you. You kept moving the goalposts though, just in case we got a 
little bit too complacent.

Our local hospice – Christopher’s – came into our lives and took 
you for respite to give us a break. They also ran a pre-school group 
called “Little Chasers,” who were all special little children like you 
and we made friends with other families whose lives mirrored ours.  

Your genetics doctor thought you might be a match for a very rare 
syndrome. To learn more about you, we needed to go to America, 
to attend a conference to meet some very special doctors and meet 
other families with a child like you. 

To raise funds for the trip, you inspired us to write stories about you 
and why you needed to get there. We got a call from a charismatic 
entrepreneur, who read your stories and was smitten by you. He 
invited us to attend a big fundraiser he ran once a year and told us 
to book our trip and offered his personal guarantee, whatever they 
raised. We had a great evening and this “larger than life” man was 
bawling his eyes out when he told everyone about you.

You were three years old when we took you, your brother and our 
carer Wendy to Orlando for your first CFC Conference. We met 
lots of families whose kids all had the same crazy curly hair as 
you and all looked like you. We took your medical history with us 
and met with doctors who flew in from all over the world to meet 
the kids and do research. At that time, they could only give us a 
clinical diagnosis, but they were pretty sure you had Cardio Facio 
Cutaneous Syndrome.

As we spent time with the other families, we all had exactly the 
same story to tell. Even our pregnancies were the same. Many of 
the kids had a heart condition like you. Some had epilepsy too, 
which you didn’t have at that time. We took you and your brother to 
Disney World. We all took it in turns to look after you, so everyone 
could enjoy the rides.

At the conference, we learned all about CFC syndrome; in the 
evening, the doctors and the families all got together for a meal and 
held a silent auction to raise money for the CFC Charity. Everyone 
brought something different from their own country. Then we 
lit candles for the CFC Angels that had passed away. The whole 
experience was awesome! When we got home, you sent photos and 
thanked everyone that made your trip possible.   

You started to have seizures when you were around six years old. 
This is when you truly showed your courage and bravery. The team 
at our local children’s hospital gradually managed to bring your 
seizures under control. A sure sign you were recovering was when 
you removed your cannulas and dismantled your oxygen mask. 
That was your signal, “We’re going home.”  

When you were eight, your cardiac doctor said he was worried 
about your heart and the level of deterioration. We heard that 
there would be an eminent heart specialist attending the next CFC 
Conference in San Francisco and we needed to be there.

A clever doctor in San Francisco discovered some genes associated 
with your syndrome. They asked if all the kids could get tested, 
prior to attending the conference. Your genetics doctor in London 
couldn’t do your test, as it was too new. So, we contacted our 
CFC family and found out there was a doctor in Manchester who 
knew all about the syndrome and could do the test. Your genetics 
team forwarded your DNA and you tested positive for the BRAF 
mutation. A definitive diagnosis at last. It didn’t change any 
outcomes for you, but it did tell us exactly which syndrome you had 
and how to treat the symptoms.

We attended the conference, caught up with old friends and met 
the heart specialist. She took all your data away and said she 
would discuss it with her colleagues. After a couple of weeks, she 
contacted us with her thoughts, which we shared with your Great 
Ormond Street Cardiologist. He said “well done” for bringing 
the information to him and he would try one of their ideas. Your 
heart echocardiograms were pretty much the same for the next 
seven years. Aside from seeing the other families and enjoying the 
conference, the whole trip alone was worth it for that valuable piece 
of information from the heart doctor.

You never made it to another conference, as it was no longer safe 
for you to fly. You had so many hospital admissions, we began to 
realise that the time left to enjoy you was even more precious. So, 
the Palliative team at Christopher’s stepped in to offer their support. 
You needed more and more interventions as we tried to implement 
every piece of advice from all your doctors and your palliative team.

On October 12, 2017 you got a cold and we worried (like we always 
did), what would happen next. You quickly became very poorly and 
as the days went by, there was no improvement. We wondered if you 
had set your sights on somewhere else you needed to be. Perhaps 
your Little Chaser friends were calling to you as you were the last, 
but one? We called in our family, friends and carers to see you. You 
pulled out your cannulas and removed your mask. We began to 
hope. But that’s not what you meant. You were trying to tell us, you 
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Fundraising for CFC
CFC International is so grateful to all those who host fundraising events for the organization! Below are some of the recent events that have 
taken place to raise funds, as well as awareness of CFC syndrome. If you are interested in planning a fundraiser for CFC International, please 
visit our website or email info@cfcsyndrome.org to get started!

Hot Chocolate & Cookie Sale for CFC
On a freezing cold December 
day in Massachusetts, 10-year-
old Harper Horwitz hosted a 
hot chocolate and cookie sale 
in memory of her brother, 
Kellen. Harper donated all 
of the proceeds from the sale 
to CFC International. Thank 
you Harper for your support 
and raising awareness of CFC 
syndrome!                 
–Shared by the Horwitz family 

Ohio Chili Bowl 
The Ohio CFC Chili Bowl was held on November 11, 2017 at Magic 
Hobbies in Strasburg, OH. After months of preparing, there was an 
amazing turnout of about 150 people and over 100 auction items. 
This fundraiser could not have done without the help and support of 
Mike and Debbie Himes (owners of Magic Hobbies) and the support 
of our donors and community. There were 35 chili entries. Prizes 
were awarded to the 1st, 2nd, and 3rd place winners, and there was 
also an “eater’s choice award.”

There were five CFC International families in attendance from Ohio, 
Chicago and St. Louis. Thanks for coming out to support the event! 
Bryce’s fishing friends came together and provided amazing fishing 
items for auction. He was also surprised with his very own fish cake 
made especially for him. Bryce’s sister Brynn, 10, designed the Chili 
Bowl logo and T-shirt. She is the best little sister ever.

Together as a community near and far, more than $9,000 was raised 
for CFC International. Thank you to everyone who participated. This 
was a very successful, rewarding and emotional event. A special thank 
you again to all of the volunteers, and Magic Hobbies.                                                      

–Submitted by Danielle Goedel

A Night to Shine for Lillian’s Legacy 
#ShineOn
On April 22, 2017 family and loved ones gathered at Betty’s Eat Shop in historic downtown 
Brookhaven, MS to celebrate the day in which Lillian was brought into this world as a gift of joy and 
light to all who knew her. Lillian’s close family friends approached her parents with their wish to raise 
funds for research in children with CFC, specifically seizure research, shortly after losing Lillian on 
March 11, 2017.  

Lillian was diagnosed with CFC in May of 2006 and began receiving medicine for seizures at age 6. The 
seizures became increasingly difficult to control. On March 10, 2017, Lillian suffered from Sudden Death 
in Epilepsy (SUDEP) during her sleep. Lillian’s light, however, will never be extinguished.  

The inaugural Night to Shine for Lillian’s Legacy in 2017 consisted of a formal five course meal with 
wine pairings. It was established to continue to celebrate the joy, love and hope that characterized 
Lillian’s spirit. As of today, donations to Lillian’s Legacy for seizure research total more than $27,000, 
which will enable CFC International to explore research opportunities to better understand the reason 
seizures are so prevalent among our CFC affected loved ones, and hopefully find possible treatments.  

Lillian’s parents feel they have always known their dear Lillian was sent to this world to shine on others 
the Love, Joy, and Hope of our Lord and Savior, Jesus Christ, whom she knew and loved deeply. Shine 
On for Lillian’s Legacy for 2018 is in the planning stages and will take place on April 21, 2018.                 

–Submitted by Glenda Hux 

Girl Scout Bake Sale for CFC International 
The Girl Scout 
Troop from 
Jerusalem Schools 
in Oregon, OH 
made crafts to 
sell at a local 
Santa Shop before 
the holidays 
last year. The 
girls suggested 
charities to donate 
the profits to. 

Danny Warner’s (CFC) cousin, one of the girl scouts, suggested to 
donate to CFC International. The other girls quickly agreed. Danny 
and his mom made a guest appearance in the spring at one of the 
Girl Scout meetings where they gave a presentation about CFC, meet 
and greet with Danny, and were presented with a large check for CFC 
International. The girls were thrilled to meet him, and eager to spread 
awareness.                                                     –Submitted by Megan Warner 
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Donations
CFC International 
is grateful to its 
supporters for their 
generosity. We extend 
our deepest thanks 
to the contributors 
listed below for their 
generous donations.

IN HONOR OF
ERIC AGUILAR
AIG

MEGAN ANKENY
Nancy Paxton
Richard Pinsonneault
United Way of Central New Mexico

EMERALD A. BACKUS
Gregory R Backus

GABRIELLE BARILE
Gennaro and Mary Barile

ARTHUR BILGIN
Marina and Ataman Bilgin

LEAH BORIAN
Cara and Peter Borian
Paul Borian
Karen Donahue Psaila
Walter and Maura Ritchie
Susana Womack

KATE BROCKWELL
Anonymous
Sandra Aresti
Stacie Benes
Matt and Laura Brockwell 
Carolyn Doane
John Hunt
William Lewis
Christopher Mark McBryan
John McCardell
Christopher Morgan
Aileen O’Donovan
Norbert Porlein
Aidamaris Rovira
Peter Raymond
Christopher Sainz
Michael Stork
Michael Swartz
Amy Marie Thompson
Michael and Deborah Urban
Megan Ward
Yindong Yu

MATT BROCKWELL
Chris Dietrick
Glenna Boas - and in sympathy for 

the Green Wave

BRENDA CONGER
Luba Djurdjinovic

CLIFFORD CONGER
Daniel and Karen Gates
Wayne and Darla Kunsman

MATILDA CRAIG
Christine Craig

WYATT DIPKO
Joe Buchwitz

ALEC FARMER
Herman and Beulah Farmer
Tondra Brokaw Farmer

DANIELLE GOEDEL
Brian Joseph Clark

KINLEY GREENHAW
Keli Myers Belding
Case of Champions
Shelly and Coby Greenhaw
Michele Sortor

LUCAS GREENE
The Parker/Lamb Family

HARPER HORWITZ 
WHO HAD A BAKE SALE 
IN MEMORY OF HER 
BROTHER KELLEN 
HORWITZ
Donna Templeton and Sandy 

Powers

NOLA IACOBELLI
Glenna Boas
Steven and Rachel Colleran
Michael Farrell
Stephen Frizzola
Jennifer Iacobelli 
United Way of Long Island NY

RACHEL ANN KUTZLER
David and Mary Kutzler

PILAR MAGOULAS
Douglas Awad

MANDY MURCH
Banner Lodge No. 4

MADISON MURPHY
Anthony Vincent Tarantola

DAKOTA A RHODES
Charmel Gilbert

GLORIA ANN ROGERS
Jean Rogers
Leslie Rogers
Charlotte Stiles
Susan Stiles-Sumstine

ASHLEY THOMPSON
Judith Thompson

DREW VENNING
Morgan Young

DANNY WARNER
Girl Scout Troop 10184 (Andrea 

Coughlin)
United Way of Greater Toledo

MEG YOUNG
Terri Briggs

GENERAL SUPPORT
Akron Children’s Hospital
Rodolfo Bosenberg
Community Foundation of Middle 

Tennessee
Ryan Dobens
Ashley Encarnacao
Dennis Hodgin
Laurie Latus
Gina Peattie
John Oliver
Susan Pert
Mary Ella Pierpont
Brett Ritter
Denissa Rodriguez-Adorno
Letitia Scocozzo
Patricia Simms
David Sites
Jeff Slingerland
George and Jeanne Starr
Kathrin Streif
Shawn Stoker
Nicole Stroud
Katie Sylvis
Brenda Silvestre
Target Corporation
TRUiST
United Way of Greater Toledo
Lixin Yang

IN MEMORY OF
OWEN BURKE
Laura L Burke
Cory Chapman
Wrens LLC

AVA GREENBERG
Lana Greenberg
Mary O’Neill

KELLEN HORWITZ
Laura and Hilton Horwitz
Gerald and Susan Nestadt

♥  T H A N K  Y O U  ♥

LILLIAN HUX
Jason and Staci Anding
Wendy Walters Bates
Kathy Behan
Betty’s Eat Shop
Bradley and Melissa Boerner
Lori Carter
Thomas and Rebecca Corkern
Sally Burchfield Doty
Stan and Sarah Foster
Jessie and Carolyn Hux
J.L. and Elizabeth Langston
Phillip, Dauphine, Mary Lindsey 

Magee
Mr. and Mrs. Vince Mangold
Dr. and Mrs. Spencer Mooney
Dr. and Mrs. Joseph Mosak, Jr.
James and Patricia Perkins
Michael and Melinda Said
Brett and Erin Smith
The Tucker Tournament
Amelia Varas
Dennis and Amy Valentine
Phillip Wiegers
Edward and Sallie Williford

SIDNEY JEAN BLACKWOOD 
JONES
Jones Family - Noah, Ashley, 

Samantha, Grant

PATRICIA KNOTTS
Judy Devine

ELIZABETH ANN PASCHALL
Bob and Becky Politzer

STEPHANIE KOHLER 
SCHOLARSHIP FUND
Sandra Arrick
Anatoliy Belaygorod
Glenn Brady
Ruth and Douglas Catloth
Diane J Haliski
Joseph Howard
Jeffrey Kohler
Mitchell Kohler
Yuanjin Liu
Eleanor M. Miller – in honor of 

Logan Van Artsdalen
Ann J Moore – in memory of Lillian 

Hux
Pricewaterhouse Coopers LLP
Larry Rubin
William and Helen Schmit
Nicole Stroud
Melissa Timmerman
Atilio Zardetto
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CFC Conference and  
20 th Anniversary Gala 
Tampa Bay, Florida 
July 10-13, 2019

More information to follow!

rapidly image and measure potential drug effects at the cellular 
level has shown much promise. After the conference I was able to 
visit Recursion’s laboratory and headquarters while on a trip to Salt 
Lake City, and because of the connections at Global Genes, learn 
much more about their process and share the story of my daughter 
and the mission of CFC International with the team at Recursion. 
Recursion has a wall of motivation with pictures of the people 
around the world and their stories struggling with rare disease that 
has a place of honor in their cafeteria as a daily reminder about why 
they are pursuing this research. It is models like Recursion’s that 
gives us hope, and it is Global Genes where those relationships and 
connections form. https://www.recursionpharma.com/

Lots of different groups were at the conference and networking 
was a key component. Important groups for CFC are of course our 
other Rasopathy partners, and it was wonderful to get to know the 
rest of them in person and learn more about their goals moving 
forward. Another key aspect of this conference is collaboration. I 
feel I represented us well, and this was affirmed when I was given an 
honor in January 2018 by Global Genes. I was invited to be part of 
their Rare Foundation Alliance Leadership Council. I participated 
in many discussions including the Foundation Partners breakout, 
asked questions, and because of my engagement we will have a 
representative at the Global Genes conference for the next few years 
at no cost to CFC International.    

You have an opportunity to attend the Global Genes conference 
October 3-5, 2018 as well on scholarship. Applications for Global 
Genes typically open in February. I am proof that a thoughtful 
application to Global Genes can result in a scholarship to help 
you make it to this amazing conference. In addition to the large 
conference in Southern California, Global Genes also has the Rare 
on the Road events in which they bring a mini conference focused 
on resources and advocacy to different locations around the US 
in the summer of 2018. This year, Rare on the Road will be in 
Houston, Nashville, and Salt Lake City in June and July.  

For more information from the 
2017 Global Genes Rare Patient 
Advocacy Summit, visit its 
website at https://globalgenes.
org/2017summit/. A good way to 
explore this summit is to start with 
the agenda, which is broken into 
tracks, and you can find videos of 
the presentations under summit 
sessions.

Submitted by Les Rogers, CFC 
International Board Member

Global Genes 2017: Connecting and Collaborating (cont.) Remembering Maddy (cont.)

had made your decision. We knew it was time to take you to your 
beloved Christopher’s.  

We all stayed with you at Christopher’s and we will never forget the 
tender care they gave you. When it was time for you to go to your 
reunion, we imagined you with your friends, all teenagers now and 
out on the town. No one to answer to about where they were going, 
what they would be doing and when they would be home. 

Many years ago, we grieved for the life you might have had. Now, we 
grieve because we miss the life we had with you. You taught us that 
“imperfect” really means “I’m Perfect.” You touched all our hearts 
with your cheeky grin and you showed us that there are amazing 
people out there who quietly go about serving others and not 
expecting any thanks in return. 

We miss you so much, and although it feels right now as if our home 
has lost its heart, we promise you we will go on to live our lives to 
the full because that is what you would have wanted. We thank you 
for choosing us to be your family and want you to know how very 
much we love you. Fly high, Angel, fly!

Love, Mummy, Daddy and James  xxx
Submitted by Alison Mitchell

♥ ♥ ♥ ♥ ♥ ♥
Support CFC International  
When Shopping Online! 

With online shopping becoming more and more popular, you can 
make a difference by shopping with AmazonSmile at no additional 
cost to you! When you use AmazonSmile, .5% of all purchases are 
donated to CFC International. Simply go to smile.amazon.com and 
select Cardio Facio Cutaneous International as your designated 
charity of choice!

CFC Int. board member, Les Rogers, 
with Kendall Davis of Global Genes



NON PROFIT ORG
U.S. POSTAGE

PAID
PERMIT # 197

BINGHAMTON, NY

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!


