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Conference Frequently Asked Questions 
 

Q. What can I expect if I attend the CFC International 
Family Conference & Medical Consult? 

Every two years we meet in different cities to listen to 
speakers, meet with researchers for voluntary projects, 
conduct medical consults, discuss concerns and problems 
with one another and introduce our families to each other. We 
learn from educators, researchers and medical professionals 
and mostly from each other. We strive to better understand 
our own children and what we can do to help them. We gain 
knowledge, perspective and hope. We also have a lot of fun, 
meeting new friends and checking in with old ones from past 
conferences. 

 

Q. When is the conference and how long does it last? 
The conference is typically held over the summer months. 

This seems to be a good time to have it as many children from 
around the world are out of school at this time. We usually 
kick-off the conference on Thursday night with a mixer that 
normally includes desserts and beverages. This gives us a 
chance to say hello, meet new and old friends, and get excited 
and ready for the next two busy days. For the first time we 
will also hold a new family conference orientation on 
Wednesday evening, July 31. We will also have a very first 
Scientific update session on Sunday, August 4 in the morning 
to hear from one of our medical advisors as to what was 
presented at the Saturday Scientific Symposium for the 
RASopathy meeting with all the scientists from around the 

world who have met on CFC, Noonan, Costello, and NF1. 
This session is an informal meeting so we are all updated on 
the latest research for the syndromes. 

 

Q. Who may attend the conference? 
Everyone is invited to attend the conference. This 

includes parents, affected individuals, grandparents, 
extended relatives, friends and professionals. Many 
siblings also look forward to attending the conferences. 

 

Q. Will childcare be provided? 
Yes, we’ve always provided professional childcare. 

This is a considerable cost  ($7,000 for 50 slots) but the 
staff are insured, dependable and they bring in all the toys 
and activities. We anticipate a program that the children 
will enjoy with many activities to keep them busy and 
happy. We know personally that if parents know their 
children are happy, they can get the most out of the 
meetings. We can only allow CFC children and their 
siblings into this program due to space and cost. Childcare 
will cost $35.per child for two full days of childcare. This 
is a small donation toward the childcare. We look for 
sponsorship for the majority of the bill so the $35 per child 
fee is a small portion with the majority funded by a 
generous sponsor. Please note, if you stay at another hotel 
you cannot access the childcare program and will have to 
make your own private arrangements. 

CFC International Family Conference & Medical Consult 
continued op page 5. 
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Message from the President 
     

 
I am pleased to announce that we are actively at work updating all 
our literature due to the recent Consensus meeting held in California 
this past November. It will take us some time to revise the CFC 
brochure and Parent’s Guide but once we are done, we will post a 
message to all of our families on the private CFC list serve. We need 
all our parents of CFC individuals to complete an update of all 
information on our website JOIN button. Even if you mailed in the 
CFC Registry years ago we need an update on all your contact 
information and any gene testing. We have found many telephone 
numbers and e-mail addresses no longer work. All information is 
confidential and will not be shared with doctors, outside agencies or 
others. We will also be asking you if you wish to be part of the 
private CFC Address Directory (parent’s only) and if you would like 
an updated copy. The other crucial purpose of our update is that we 
are now at a point where we need to create statistics on how many 
individuals there are in the world with CFC, what countries our 
population comes from, and what gene mutations are represented in 
our group. Since the gene discoveries we have seen a flood of new 
families contacting us. We also wish to include our special angels 
who are no longer with us so please fill out their information as well. 
Once we have the data merged into spreadsheets, Florida mom Dana 
Scutero, who has a background in computer statistics and 
programming, will work on this project to give you all the 
information you have always wanted to know! Dana will be 
compiling all our CFC data into reports for a presentation at the 
Orlando conference and publication in a future newsletter. Of course, 
no names will be linked to any reports so please consider helping us 
out with an update at: http://www.cfcsyndrome.org/join.php 
 
    Conference planning takes an extremely long time in order to pull 
such a huge event together. I have been pleased to work with Wanda 
Robinson from The Noonan Syndrome Support Group and Sandra 
Taylor from The Costello Family Network. As a team we have split 
up jobs and conduct phone conference calls every two weeks. We 
have lined up some great workshop speakers; discount tickets to 
local theme parks, and a great hotel that I think you will all enjoy. 
Don’t forget to make your room reservations soon! You may see me 
rolling all around on a scooter since I was just given the go ahead for 
my knee replacement surgery this February. Then three months later 
I can get the next knee done. I have been dealing with the advanced 
arthritis and torn ligaments for almost three years so I am excited get 
this done and hopefully get back into my active life with walking, 
skiing and chasing my husband around the house. Yes, you heard 
that correctly! When our son Clifford filled out a booklet for 
Mother’s Day this past year he wrote down that my favorite hobby 
was chasing dad around the house. Don’t you just love the honesty of 
our kids! I am sure the staff at Clifford’s school had a good laugh 
about that one. In all seriousness, my favorite hobby is not chasing 
my husband around the house! When I get my new knees, we can see 
about that changing. 
 
Wishing you all a healthy and happy holiday season. I am so blessed 
to have such a wonderful CFC family group with all of you as part of 
my life! 
 
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: 
Luba Djurdjinovic, Binghamton, New York 
Judy Doyle, Medina, Ohio 
Amy Hess, Glen Ellyn, Illinois 
Jennifer Iacobelli - St. James, NY 
Kayla Stein, West Bloomfield, Michigan 
Computer Listserv: Judy Doyle 
Newsletter Editor: Peter Hoedjes, The Netherlands 
 
CFC International 
183 Brown Road 
Vestal, NY 13850  USA 
(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 
 
Judith Allanson, M.D. 
Children’s Hospital of Eastern Ontario ~ Canada 
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 
Katherine Rauen, M.D. 
UCSF Comprehensive Cancer Center, San Francisco, CA 
Amy Roberts, M.D. 
Children’s Hospital Boston, MA 
Terri Young, M.D. 
Duke University Eye Center, Durham, NC 



 

 
Page 3 of 16 THE CFC CHRONICLE: November 2012 

Donations 
 
 

Donations in honor of:  
 
Gabrielle Barile 
Gennaro & Mary Ann Barile 
Kate Brockwell 
Anonymous 
David & Lynn Gilbertson 
PwCer's  
Brenda Conger 
Richard & Peg Knoster 
Daniel Hess 
Mary Hess 
Cami Kline 
Mr. & Mrs. Arthur Kline 
Kasi Hawkins-Rivers 
Charlies & June Green-Rivers 
Griffin & Freya Rivers 
Emily Santa Cruz 

Donna Mehlschau 
 

In memory of: 
 
Ralph W. Anderson 
AMBS Investment Counsel LLC 
Marion Greenup 
Jason Hoy 
Atlas Industries, Inc. 
Pamela Merithew 
Anonymous 
Ralph & Mary Cannici 
Richard & Ruth Chandler 
ENCON Heating & Air 
Conditioning 
Deanell Fraser 
John Geilfuss 
Shella Kline 

Laura Manzone 
Thomas & Robyn Mchon 
Marie Osak 
Oxford Paint & Hardware 
Allyson Reese 
Riverside Fire Company 
Riverside Ladies Auxiliary of 
Riverside Volunteer Fire Co. 
John & Maura Stanko 
Catherine Stordy 
Daniel Surdel 
Frances Talarico 
Teamsters Local Union No. 677 
Waterbury, CT 
Bonnie Vaccaro 
Ronald Wilson 
Elaine Zito 

 

Rafael Serrano-Torres 
Letitia Scocozzo 
 
General Donations: 
 
Akron Children's Hospital 
Employee Foundation 
Matthew Brockwell 
Donna Fox 
Charmel Gilbert 
Dr. Michael McCarville 
Dillip Rangnekar 
Kathleen Sideli 
United Technologies Charity 
Trust 
United Way of Metropolitan 
Atlanta 

 
 
 
 

WAYS TO SUPPORT CFC 
INTERNATIONAL 

 
DONATE TO CFC INTERNATIONAL 
 
CFC International relies on the generosity of donors to 

help us maintain and grow our programs and services. Since 
the 2006 gene discoveries we have been growing by leaps 
and bounds! We truly appreciate your support and 
commitment to working with us to help rare disease patients 
and families. Please contact us here if you have any 
questions related to giving to CFC International. 

 
Give Online 
Click here to visit our secure credit card gateway to make 

a donation online today. 
 
Give By Mail 
You can send a check or money order to: 
CFC International, 183 Brown Rd., Vestal, New York 

13850 
 
Give By Phone 
To make a credit card donation over the phone, please 

call 248-681-8212. 
 
 
 

 
 
 
 
OTHER WAYS TO DONATE  
 
In addition to providing CFC International with a 

general donation, you may want to include CFC 
International in your estate planning, find out if your 
place of employment offers matching gift programs, or 
contribute to a restricted research fund. There are many 
ways to give to CFC International, and we would be 
happy to discuss any of these options with you. No matter 
how you choose to give, please know that your support 
will be appreciated! 

 
HELP SPREAD THE WORD ABOUT CFC 

INTERNATIONAL 
 
Join CFC International online on Facebook and 

encourage your friends and family to get involved too.  
It’s a great way to stay connected and share important 
information.  

 
 
 

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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Nola and Samantha 

Martha with daughter Judy 

Sea Shells Fundraiser from the Long 
Island Shores Nets $616 

 

Samantha Colleran held her annual shell sale, which has 
since expanded to include a number of other items. This year 
she included some pretty interesting things made from duct 
tape. The party she sells at was not as big this year so she 
was unable to beat last year’s number. She was determined 
to surpass what she did last year so she went to a new local 
farmer’s market that sells handmade items. Se convinced 
them to let her put her items in their shop. She said, “even if 
nothing sells, at least CFC will get recognition”. It turns out 
they sold almost everything she left there and invited her to 
make more items to put out.  

One of the best parts for Samantha about this year’s sale 
is that Nola Iacobelli (CFC) made a surprise appearance! 
Samantha has recruited quite a few friends to help her. She 
was beside herself with excitement to be able to introduce 
her crew to Nola. The kids had so much fun getting to know 
her and Nola also seemed to have a blast. 

 

This sale for CFC 
International has 
become such a passion 
for Samantha. Her 
mother has never seen 
her devote so much 
time to do something. 
Recently a Wendy’s 
Restaurant closed 
down in their town 
and it is uncertain 
what is going to open 
in its place. 
Samantha’s family 
was having a 
discussion about what 
they would like to see. 

Everyone named the regular stuff, a new restaurant, 
something recreational, etc. Samantha said she hoped it 
becomes a research center for CFC syndrome. Samantha is 
11 years old and this was her third year of selling decorated 
seashells to raise funds for CFC International. Thank you 
Samantha for your creative fundraiser! 

 

 

Meet CFC International's newest 
volunteer:  Martha Veale Moore, our 
social media director. 

 
Martha Veale 

Moore spent the past 
seven years working 
as a financial 
controller for an 
online marketing 
company in Atlanta, 
GA. This past June 
she decided to leave 
the workforce to 
focus on taking care 
of her youngest girls, 
including her nineteen 
month-old daughter, 
Judy, who was 
diagnosed with CFC 
syndrome this past 
February. While 
staying home with a 

one and a three year-old and being a stepmom to a fourteen 
and an eighteen year-old keeps her very busy, Moore is 
excited about helping CFC International support its members 
and grow through social media. She is currently utilizing her 
network of online marketing strategists to create a social 
media strategy for CFC International. 

 

CFC International is starting the process of updating its 
Facebook page at www.facebook.com/CFCSyndrome and 
eventually the website at www.cfcsyndrome.org. If you 
“like” the CFC Syndrome Facebook page you will get 
updates regarding medical studies, conferences, and events. 
There is also a CFC parents-only Facebook group for parents 
to share experiences, photos and support each other. The 
CFC listserv is another valuable resource for support and 
information. If you have a question about accessing any of 
these resources please email mmoore@cfcsyndrome.org. 

 

“I am excited about working with CFC International's 
volunteers and families, and I welcome your input as we 
implement ideas to better support and connect all the 
individuals affected by CFC syndrome,” Moore said. “Thank 
you for giving me the opportunity to support a cause that 
could not be more important to me.” 
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Conference Frequently Asked 
Questions…..continued. 

 
Q. How old are the children in childcare? 
We generally have children of all ages - from toddlers 

to age 18. We have both typically developing children and 
our children who are affected with CFC syndrome in 
childcare. Our childcare services will combine CFC, 
Noonan and Costello individuals and their siblings as well. 
Infants are usually with their parents or extended family 
members and the adults take turns attending the sessions. 
Many times families bring grandparents or other family or 
friends to help out. Please note that we cannot and do not 
provide one-on-one childcare or nursing care. 

 
Q. What about older CFC Individuals?  
For the first time we will have an over age 18 teen and 

young adult lounge staffed by volunteers. Individuals in the 
lounge room will have Wii, movies, and games and 
participate in activities throughout the hotel. The fee to 
attend the CFC Lounge is $10. CFC individuals must be 
age 18 and over. 

 
Q. What is included in the price of registration?  
Each family is responsible for their hotel room and 

parking; it is not a part of registration. Early Bird 
Registration fees have been set at $110 per adult, $50 
for children ages 6-12; CFC children and all children 5 
and under are free. Parking has been discounted from 
$25 per day down to $8 per day. The registration fee 
includes the group meals offered, the facility for our 
sessions, printed materials, video costs, and medical staff 
and speaker costs. CFC International funds the opening 
Thursday night reception. For many years, we have 
charged each attendee a very nominal registration fee for 
the conference. It is our desire to make it possible for as 
many families wishing to attend the conference to do so. 
We will continue to do our best to make it economically 
feasible for our members to attend. Due to the generosity 
of our members and their friends who organize fundraisers 
or donate during the year, we are able to put on the 
conference & medical consult program every two years (At 
a cost of approximately $35,000 per conference). 

 
Q. Do I have to stay at the same hotel as the 

conference?  
Being together at the same hotel is so important and 

lends itself to the very purpose of our conference. If you 
chose not to stay at the Renaissance Orlando at Sea World 
you will not be able to access the hotel childcare program 
we have reserved. Most people secure their hotel room first. 

We encourage you to do this early. We have secured a set 
block of rooms at a reduced rate of $109 per night plus 
tax at the Renaissance Orlando at Sea World. The Costello 
and Noonan group will also be at this conference as well as 
the Scientific meeting so there are very few extra rooms to 
be located. Once the rooms are gone we may not be able to 
obtain more rooms. We encourage you to register for the 
conference at your earliest convenience. Please register 
with Renaissance Orlando at Sea World  
https://resweb.passkey.com/go/CFCInternational   or call 
1-888-789-3090  to reserve your room in the CFC 
International block. 

 
Q. What is the Medical Consult program and who 

can attend?  
The Medical Consult program is free of charge to all 

our registered CFC families who have joined CFC 
International through the website JOIN button. There is no 
fee to JOIN CFC International. Medical consult day is on 
Thursday, August 1. This day is extremely busy for the 
medical team involved and we set up folders on each child 
to be seen by the doctors. The researchers wish to review 
the CFC child’s folders the night before the consult. The 
genetics/cardiology teams meet with only the new children 
that have not been seen in this private consult before.  We 
set up a medical consult schedule for the conference a full 
month in advance and only have so many slots for that one 
day. Medical consult spots are reserved on a first come, 
first serve basis according to the date we have received 
your paid in full completed conference registration form. 
We will not hold any medical consult spots for families 
who have not sent in the genetics, cardiology and gene 
testing medical reports on their child. You cannot get an 
appointment for a free private consult until you have 
mailed in these reports to CFC International, 183 Brown 
Road, Vestal, NY 13850 or scan to:  
bconger@cfcsyndrome.org 

 
Q. What are the Medical Research Stations?  
The Medical Research program is also held on 

Thursday, August 1st. This program is open to all families 
but is totally voluntary.  It is up to your family if you wish 
to be involved with research and participate. 

 
Q. What topics are included in the general sessions 

and workshops?  
Our general sessions tend to give an overview of the 

syndrome and any new research updates. The smaller 
breakout sessions are joint workshops shared by CFC, 
Noonan and Costello family members. You can visit the 
website and get a feel for what the conference will look 
like this year. As we get closer to the date, the schedule 
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and more information about the sessions will become 
available.  

 
Q. How do I register for the conference?  
You register for the conference by going to our website 

(www.cfcsyndrome.org) and finding the Conference under 
“News & Events” and then “Conference Information”. The 
registration form should be printed out and mailed in with 
your payment in full or you can register online and pay 
with a credit card.  No partial payments will be accepted 
and no holds on medical consult spots are granted until all 
paperwork with payment is received. We hope to have the 
registration available after January 1, 2013. 

 
Q. If I am unable to attend the full conference, can I 

pay a reduced registration fee?  
CFC International does not adjust the fee for days not 

attended. The registration fee remains the same whether 
you attend the conference for one, two, or three days.  

 
Q. May I receive a refund if I am unable to attend 

the conference?  
Cancellations received one month or more prior to the 

conference will be refunded less a $25 administration fee 
per registration. No refunds will be given two week or less 
before the conference event. Refunds will be mailed after 
the conference and may take up to six weeks to process.  

 
Q. A caregiver is coming to watch our kids. Does she 

pay the registration fee?  
Does she plan to join us for any meals? Yes, she pays.  
 
Does she want to sit in on one session? Yes, she pays. 
 
Will she join us for the social on Thursday evening? 

Yes, she pays.                                                         
 
Does she want to socialize with other families in the 

conference setting? Yes, she pays. 
 
Q. I am a teacher/therapist/nurse/etc. for a very 

wonderful child with CFC syndrome, and I would love 
to attend the conference. What is my fee?  

All professionals are expected to pay the regular family 
registration fee of $110.  

 
 

Q. Will I be able to talk to doctors and specialists 
about my child/child’s condition?  

Many of our doctors and specialists are very willing to 
chat with you about your child, and discuss general aspects 
of current research. Please take advantage of this 
conference time to ask questions of the world’s most 
knowledgeable experts on CFC syndrome. 

 
Who do I contact with additional questions? Please 

e-mail CFC International at:   info@cfcsyndrome.org 
 
 

Individual Transition Planning Guide 
 
It is never too early to begin discussing transition 

planning with your child and their educators. Here is an 
online form that could be extremely helpful to parents in 
guiding them through the transition process. You can find it 
online at:  
http://www.mncdd.org/extra/publications/choice/Choice4b-
Ind_Plans-itp.pdf 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Save the Date! 

 
Annual “Toast the Angels” 

Fundraiser 
 

Wine Tasting and Dinner 
 

Saturday evening April 20, 2013 
 

Kalurah Shrine Center 
Endicott, NY 
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Photo Gallery 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Brady Burleson, 2 1/2, 
and his older brother 
Blake, 7 ½ from 
Wichita, Kansas 

Natalie with her big sister Ali 
and little brother Andrew 

Katey age 2 with older brother 
AC, age 10 from Milford, CT 

Harley Melvin 1/6/99 – 3/12/09 (center) with her 
brothers and sister in Greensburg, LA 

Four year old twins Gabielle & Domnick, 
live in Middletown, NY 

Rachel, Hannah Joy, Elizabeth, Clara and Julia from 
Raleigh, NC 

Paige, 23 and brother Clifford, 19 from Vestal, NY 

Harper, age 5 cheering Kellen, 
10 months up after his heart 
surgery in Brookline, MA 

 

Benjamin, 8 months with 
his big brother Ethan, 6 at 
our local pumpkin patch in 
Arlington, TX. 
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Lahnon 10, with her sister Maelyn, 13 from 
Wichita, Kansas 

Wyatt, 10 months (CFC BRAF) and his sister Lyla 

Stone, 7 with sister Marlee, 4, from 
Youngstown, OH 

Esther 10, sister Jasmine 6 from Halesowen, England 

Matías (CFC) and his older brother 
Nicolás, from Buenos Aires, Argentina 
wearing their brand new dinosaur T-
Shirts! 

Bryce 11,  and his sister Brynn, 5 from 
Mineral City, Ohio 

Kanna, 2 years old and her 
sister Airu 4 years old from 
Nishinomiya, Japan 

"You 're my best 
buddy, My favorite 
friend, We ' l l  always 

be pals ,  from now 
until the end!"  
     Author:                          
   Unknown  



 

 
Page 9 of 16 THE CFC CHRONICLE: December 2012 

The Desmond Family 

Featured Family: The 
Desmond family 

 
Hi Everyone,  
 
I am not sure where to start with this story but I 

suppose the best place is the beginning. Holly-Ann was 
born in October 2004 and was a healthy baby girl, we 
only had one night awake with her, and she was a dream 
baby.  Alex was born in April 2008, and during my 
pregnancy it was suspected that he may have Down 
Syndrome because of lots of signs such as 
polyhydramnios, short thigh bones, heart problems, etc.  
However the amnio was clear so we relaxed.  Alex was 
born at 38 weeks by emergency C-section after a failed 
induction.  He was fine in the hours after birth but during 
his first night started turning blue during feeding and 
arching his back quite severely.  He was sent to the neo 
natal unit for tests. There they discovered he had a PDA 
in his heart and hydranephrosis in his kidney. They 
decided the arching of the back- ‘the superman’ as they 
called it, was most likely due to reflux and treated him 
accordingly.  We took him home a week later.  The 
weeks and months that followed were full of hourly 
feeds/vomits and constant appointments.  Doctors kept 
saying it must be allergies and continued to change 
formulas after every visit.  We were hounded by the 
dietician, weekly phone calls and weekly weigh ins, 
every time feeling sick that Alex would have lost more 
weight or not gained enough.   We felt huge guilt that we 
could not feed our son properly and get him to grow.  It 
became more and more obvious that he was not growing 
or meeting milestones. 

Then 
I found 
out I was 
pregnant 
again 
and we 
were 
thrilled 
as we 
wanted a 
large 
family. 
This 
pregnanc
y was a 
little 
smoothe

r but I still had polyhydramnios and high blood pressure.  
Rian was born in July 2009 at 38 weeks and seemed 
healthy, no issues were reported, and we left the hospital 
with our gorgeous boy.  It soon became clear that Rian 
had feeding issues also so we began changing formulas 

ourselves as we had been here before.  It was such a 
sinking feeling to think we were facing the endless feeds 
again.  We went to our general practitioner and got a 
referral to a private paediatrician.  We went along not 
expecting much but the doctor saw Rian and within 5 
minutes was phoning his hospital to have him admitted.  
We weren’t even allowed to go home, within an hour 
Rian was diagnosed with a very strong heart murmur and 
thickening of the heart muscle called hypertrophic 
cardiomyopathy.  We were then referred to a main 
children’s hospital for further checks.  The months that 
followed are a blur as we were trying to manage Alex at 
home and his endless appointments, Rian in the hospital 
with tube feeds, learning about feeding pumps and 
learning  how to put down a feeding tube ourselves.  It 
was endless.  

 
The first sign we had that something genetic and long-

term was on the cards was when the cardiologist 
mentioned that their hearts looked like Noonan 
Syndrome hearts, he said they didn’t have the typical 
look though.  We Googled it in the car on the way home.  
Everything suddenly made sense;  we latched onto this 
and agreed this was what they had.  A referral to genetics 
was made and we had to endure a very long 18 month 
wait. 

 
In September 2010 we spoke to a genetics doctor in 

London who said he would like to see us. We made the 
journey over from Ireland and he gave a clinical 
diagnosis of Noonan Syndrome.  We were gutted to hear 
it, even though we expected it.  We landed home and the 
tears began, it was that awful feeling I am sure many of 
you have experienced. We began chatting to other 
parents and saw that things were not as bad as they could 
have been but the more I got to know mums and dads 
online the more I began to realise my boys seemed to be 
at the lower end of Noonan’s, they still weren’t meeting 
milestones such as speech and walking as quickly as their 
Noonan counterparts. 

 
We began Googling again, and in the meantime Rian 

was admitted to the hospital for a PEG feeding tube and 
saw a genetics doctor there who ran tests for Noonan 
Syndrome even though she didn’t believe he had it. The 
tests came back negative.  We had no choice but to sit 
back and wait for this genetics appointment that was 
never coming. The boys were in early intervention, with 
non-stop appointments, people coming to our home, 
hearing tests, eye tests, MRI’S, you name it we had it 
TWICE!  

 
All while this was going on we had a gorgeous six 

year old girl at home passed from pillar to post and 
missing her mom. She was amazing through all this and 
still is. 
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In 
August 
2011 we 
finally got 
a call to 
see a 
geneticist, 
Professor 
Greene.  
We were 
so excited 
and so 
nervous.  
He met 
with us 

and felt the boys didn’t have Noonan’s.  He examined 
their hands, feet, hair, took photos and a long history.  I 
asked if he thought it was CFC or Costello Syndrome, he 
said he would be testing for CardioFacioCutaneous 
Syndrome next.  He however said he wasn’t sure as he 
had never come across a situation with two in one family 
before and didn’t believe it had been reported anywhere 
in the world. We left that appointment back were we 
started in limbo! 

We got a call on the 7th of December to see if we 
could meet with Professor Greene the following day; this 
is very unusual in this country.  We were in panic mode.  
We were told not to bring the boys, just both parents. We 
went in to meet him, such a nice man, and he said straight 
out that the boys tested positive for a BRAF mutation and 
CFC syndrome was their official diagnosis. He took 
blood from us just to rule out CFC in us, which he felt 
confident we didn’t have. The BRAF mutation was not 
present in myself or my husband.  So it seemed we had 
the first case where a family had two affected children 
who were not twins. The explanation we have at the 
moment is either two spontaneous mutations (exactly the 
same) or gonadal mosaicism in which the BRAF 
mutation is present in the egg or sperm but not presenting 
as the full syndrome. 

 
Where we stand at the moment is: I have returned to 

work as a Special Education teacher and I love the break 
it gives me from home.  My husband Omar works full 
time also, my daughter Holly-Ann is in second class, she 
is eight years old and is really excited about making her 
Holy Communion.  

 
Alex is four and a half.  He started full time in a 

special school this September and it has made a huge 
difference to him, he is thriving on structure and routine.  
Alex has some challenging behaviour and he is only now 
beginning to put two words together.  He just had a 
tonsilotomy so we are hoping for fewer antibiotics in the 
months ahead.  He is 14kg in weight and 85cm in height.  
He is in the middle of growth hormone stimulation tests, 
so we will see what that brings. 

 

Rian is three and a half.  He is in a special education 
preschool and a mainstream school.  We expect him to 
start full time in the special school with his brother next 
September.  Rian has fully weaned from his PEG tube 
this year and this is huge achievement as he would not 
even take liquid for us, we are so proud.  Rian is a happy 
go lucky character and is always up to mischief.  He is 
11kg in weight and 84cm in height. 

 
We are very thankful to have such a wonderful 

organisation as CFC INTERNATIONAL behind us and 
have even managed to meet three families with CFC 
children, which is always a wonderful feeling and 
somehow comforting. 

 
Thanks for reading our story and sharing our journey 

with us. 
 
Lorraine, Omar, Holly-Ann, Alex and Rian 
Ireland             Lorraine.des5@gmail.com 
 

Recurrence Risk in CFC 
syndrome 

As a genetic counselor in a children’s hospital, one of 
the most common questions that I am asked after 
counseling a family about their child’s genetic diagnosis 
is, “What are the chances that this could happen again, in 
future pregnancies?” My answer, almost always, when it 
comes to CFC syndrome, is, “The chance is very low, or 
less than 1%.” I never say that there is no chance. And 
this is why… 

 
Briefly to review, CFC syndrome is caused by a 

mutation or change in one of our genes (either the BRAF, 
MEK1, MEK2, or KRAS genes). In most cases, the 
mutation happens by random chance, right at the time of 
conception, which means that neither parent carries the 
mutation nor was it “passed down” or “inherited” from 
either parent. Sometimes we offer to test the parent’s 
blood sample to confirm that neither parent also has the 
mutation. And if they test “negative” or normal, then we 
say that the chances of having another child with CFC are 
very low. There are rare instances though, when, 
unexpectedly, two parents who test negative for the gene 
mutation in blood have two or more children affected 
with CFC syndrome. To my knowledge, we only have 
one such family within our CFC community. This is a 
brief explanation of how this can happen. 

 
Sometimes, very rarely, a person may carry the 

mutation only in their egg or sperm cells. That means that 
when we perform genetic testing in a blood sample, it 
will be completely normal or negative. However, if we 
were to test their egg or sperm cells specifically, we 
would see that they have the mutation there. That person 
does not have any signs, symptoms, or features of the 

Alex, Holly-Ann and Rian 
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condition themselves, because the mutation is only found 
in the egg or sperm cell, and nowhere else in the body. 
This genetic mechanism is called “Germline (or gonadal) 
mosaicism”. “Germline” because the mutation occurs 
only in the germ (egg or sperm) cells, and “mosaicism” 
because the combination of more than one cell line is 
called mosaic – a combination of different pieces put 
together to make a whole picture.   

 
Can you test someone for germline mosaicism? 
Unfortunately, we are unable to easily or routinely test 

people for germline mosaicism. We will usually 
determine that someone has germline mosaicism only 
after they have more than one child affected with a 
condition that we would not expect to recur. In these 
cases, we would tell the parents that the chances of them 
having another child with that particular condition would 
be much higher than in other families. It is uncertain 
what the exact recurrence risk (percentage) would be of 
having another affected child, since we do not know how 
many of the eggs or sperm have the mutation, but the risk 
in future children could be up to 50%. In some instances, 
researchers may be able to test the sperm or egg cell for 
the mutation that was identified in the child, but this is 
not routinely available in most places unless germline 
mosaicism is suspected.  

 
We are still concerned about our risk in future 

pregnancies – is there anything that we can do? 
Yes! Even though the chances are still very low that 

another family will have germline mosaicism for CFC 
syndrome, there are ways to detect CFC syndrome 
prenatally or even before the baby is conceived. In order 
to have these tests, however, the mutation in your child 
should be known first.  

 
Prenatal testing using chorionic villus sampling 

(CVS) or amniocentesis is a way to perform genetic 
testing on the baby during the pregnancy. CVS can be 
performed as early as 11 weeks gestation and 
amniocentesis can be performed as early as 15 weeks 
gestation. Both tests involve taking a sample of the 
baby’s cells (either from the placenta for CVS or from 
amniotic fluid for amniocentesis) and testing the baby’s 
DNA for the CFC gene mutation. Results are usually 
available in two to three weeks. 

 
Preimplantation Genetic Diagnosis (PGD) is another 

technique that may be available to parents as well, but it 
can be more time consuming and much more expensive 
than traditional prenatal genetic testing. Couples wishing 
to pursue PGD must go through in vitro fertilization first. 
The woman will take various hormone medications to 
produce many eggs. The lab will then fertilize the eggs 
with the husband’s sperm. This will result in a certain 
number of embryos. The lab will then perform genetic 
testing on the embryos and implant the embryos that are 
unaffected and do not carry any CFC mutations back into 
the woman.  

 
Both of these procedures are invasive and may result 

in a slightly increased risk for miscarriage. Therefore, 
some couples elect not to pursue this type of testing and 
would rather have non-invasive screening tests instead. In 
that case, we would recommend a detailed ultrasound of 
the baby around 18-20 weeks gestation to get a very close 
look at the baby’s heart, brain, growth, and amniotic fluid. 

 
In summary, the chances of having another child with 

CFC syndrome are still very low (less than 1%), however, 
the risk is not zero because of the small chance that one 
parent may have germline moasicism. A routine blood 
test will not screen for germline mosaicism, because the 
mutation will not be found in the blood since it will only 
be in the sperm or egg cells. Other prenatal and pre-
conception genetic testing is available to parents of 
children with CFC syndrome. If you have any specific 
questions about this information, please feel free to 
contact me at magoulas@bcm.edu. I would also be happy 
to help you find a local genetic counselor in your area if 
you would like to meet with someone in person to discuss 
what options may be available to you in future 
pregnancies.  

 
Pilar L. Magoulas, MS, CGC 
Certified Genetic Counselor 
Baylor College of Medicine / Texas Children’s Hospital 
Member - CFC Board of Directors 

 

Heart Conditions in Children, 
Adolescents and Adults with 
Cardio-facio-cutaneous (CFC) 
syndrome 

For the past 1½ years, Dr. Mary Ella Pierpont of the 
Children’s Hospital and Clinics of Minnesota and the 
University of Minnesota has been studying heart 
problems in CFC syndrome. She has recruited 69 patients 
from CFC International to evaluate in depth their medical 
records. Heart disorders have long been known to be a 
part of CFC syndrome, so much so that the original 
authors describing CFC syndrome included cardiac 
disorders as an integral part of the condition by including 
it in the name of the condition. Previous descriptions in 
the literature have indicated a majority of those affected 
by CFC syndrome had some type of heart problem. The 
study we have been performing is a careful review of 
available medical records from each participant. These 
records included cardiac records such as 
echocardiograms and electrocardiograms from their 
cardiologist, hospital records, and records from primary 
physicians. 
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Of these 69 participants, some type of heart problem 
was detected in 77%, with about 60% having more than 
one heart problem. Importantly within the group, almost 
all had genetic testing in which the presence of a BRAF, 
MEK1, MEK2 or KRAS mutation which confirmed the 
diagnosis of CFC syndrome. Among the participants, 
23% had no detectible heart problem from their records. 
Particularly, all of these had normal echocardiograms. 

 
As in other Rasopathies like Noonan syndrome or 

Costello syndrome, pulmonary stenosis (narrowing of the 
pulmonary valve) and hypertrophic cardiomyopathy 
(thickening of the left and right ventricular walls) were 
the most commonly seen and sometimes occurred 
together in some participants. In the Table, several other 
heart defects found in participants are listed. In the group 
of 69, 11 have undergone heart surgery at some time in 
their life, mostly before the age of 5 years. Ten 
participants had heart arrhythmias, but only 5 participants 
required treatment for the heart rhythm problem, the most 
common of which was a form of supraventricular 
tachycardia. Three participants are deceased, one of 
whom had complex congenital heart defects and 
pulmonary hypertension (high pulmonary artery 
pressure) and 2 had intractable seizures. One had 
hypertrophic cardiomyopathy and heart failure. 

 
Heart Conditions in CFC Percentage 
Pulmonary valve stenosis 45% 
Hypertrophic cardiomyopathy 40% 
Atrial septal defect 23% 
Mitral valve anomalies 9% 
Coarctation of aorta 5% 
Ventricular septal defect  5% 
Supravalvular pulmonary stenosis 5% 
Double outlet right ventricle 1% 
None 23% 

 
In summary, 77% of those with CFC syndrome in this 

study had cardiac problems while 23% did not. The 
majority of participants with heart defects are getting 
along well, but require followup by their cardiologist. 
There has been no study that systematically evaluated 
CFC individuals as adults. We do not yet know if heart 
problems will develop late in life for those who have no 
heart problems as children or adolescents. For this reason, 
periodic re-evaluation by a cardiologist is recommended 
for all who have CFC syndrome. 

 

RASopathies 
 

By Lisa Schoyer 
Between the Costello syndrome and CFC syndrome 

gene finds, genetic researchers have come to understand 
a whole new way of looking at how syndromes are 
related.  Geneticists had always thought CFC, Costello 

and Noonan syndromes were related because of the 
similar features (phenotypes), but the way they’re related 
molecularly isn’t by having mutations close to each other 
on the same gene, as they originally started out searching.  
Instead, the CS and CFC genes showed them that the 
molecular relationship is based on how they work along a 
cellular pathway that brings information from outside the 
cell that regulates the cell’s growth.   

 
By looking at genetic syndromes this way, the 

RASopathies becomes among the largest grouping of 
neurodevelopmental syndromes, almost as common as 
Down syndrome!  And with strength in numbers, we can 
build momentum to gain attention (both researchers and 
funding) to speed up getting answers and appropriate 
treatment for all our children. 

 
An 

early 
example 
of the 
value of 
coming 
together 
is in the 
story of 
how the 
Costello 
gene was 
found.  
Children 
with a 
clinical 
diagnosis 

of Costello syndrome were used by Japanese researchers 
as a “control” to find another Noonan syndrome gene – 
but instead, they found a genetic pattern in most of the 
children with (clinical) Costello syndrome.  They realized 
that about 85% of them had the HRAS mutation.  The 
remaining 15% were re-diagnosed clinically to not have 
Costello syndrome – most were re-diagnosed with CFC 
syndrome.  Other research labs working with people with 
clinical Costello syndrome found similarities, with about 
15% testing negative for Costello syndrome.  Most of 
them were also rediagnosed with CFC syndrome. 

 
What’s really exciting is that cancer researchers 

already know this pathway, so a lot of information is 
already available that could be translated to help our 
children.  The trick is to get cancer researchers, who 
understand mutations in tumors to look at our children, 
who have the mutation in every cell of their bodies (germ 
line). 

 
The RASopathies Network USA 
The RASopathies Network USA[website in process] 

has the following goals: 
• To build and cultivate a Community of Practice 

around RASopathies research, including: 

Turner, Lisa, Lee and Quin 
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• Supporting a bi-annual symposium to bring families, 
clinicians and researchers together 

• Developing a discussion forum for professionals to 
foster collaborative research efforts 

• To develop and maintain family-friendly 
informational resources, including a bibliography for 
lay and professional audiences, working with the 
Foundation to disseminate the materials. 

• To develop and run a RASopathies-wide patient- and 
family-facing registry that attracts the interests and 
needs of researchers 
 
About the Author 
Lisa Schoyer was adopted into a diplomat’s family 

and spent her early years between Hong Kong, 
Pennsylvania, and Connecticut. She received her high 
school education at the progressive Putney School in 
Vermont, concentrating on violin, and graduated from 
Yale with a Bachelor of Art degree in Studio Art. She 
moved to Houston, Texas in 1982, joining the burgeoning 
alternative art community, making installation and site-
specific art. She also met her husband, Lee Johnson, there. 
In 1989 she moved to Pasadena, California, and in 1991 
graduated from the California Institute of the Arts with a 
Master of Fine Arts degree. She taught art at UC Irvine 
and Occidental College, and continues to exhibit (albeit 
less often!) in Los Angeles. She has been on the Board of 
NewTown Pasadena, an alternative arts collaborative, 
since 1997. 

 
Lisa and Lee's first child, Quin, was born with 

Costello syndrome in 1995.  Coping with the usual and 
unique parts of his care turned their lives upside down. 
Quin’s life tested and rewarded their family’s capacity to 
face adversity and taught them how amazingly tough kids 
can be.  He exposed their family to most of the pediatric 
health care and developmental resources in the United 
States, and needed Lisa to become an expert navigator 
and negotiator of a number of systems.  Lisa developed a 
passion to seek best practice health care as a result, with 
an emphasis on parent/patient collaboration. Their second 
child, Turner, was born in 2000.  In 2002, Quin died of 
cancer related to Costello syndrome. 

 
About the time that Quin developed cancer 

(embryonal rhabdomyosarcoma), the Costello Syndrome 
Family Network (then known as USCSFN) and the 
International Costello Syndrome Support Group (ICSSG) 
incorporated.  She became the second Board President of 
CSFN and Trustee for ICSSG. 

 
Lisa now works to enrich others’ worldviews on 

caring for children with special healthcare needs, serving 
with the Los Angeles County Public and Mental Health 
Departments since 2003; and as a board member, 
listserve correspondent, and conference co-organizer for 
the US and international Costello syndrome support 
groups and research symposia. 

 

Her most recent activities involve promoting research 
on the “RASopathies”, encompassing Costello syndrome, 
CFC, Noonan, and NF1 syndromes through the 
RASopathies Network USA, which she incorporated as a 
non-profit organization in 2010. 

 

CFC International Consensus 
Meeting Held in San Francisco, 
CA 

 
CFC International hosted a Consensus meeting in San 

Francisco, CA on November 5-6, 2012 prior to the 
American Society of Human Genetics Meeting. Six 
participants from the CFC International Medical 
Advisory board along with other involved specialists, and 
three CFC International board members took part in the 
medical presentations and discussions to come to 
consensus on management guidelines for affected 
individuals. In addition to the Management Guidelines 
for the CFC International website, an article will also be 
submitted for publication in one of the medical journals 
and the CFC International Parent’s Guide will be updated. 

 

A special thank you to Dr. Mary Ella Pierpont and Dr. 
Katherine Rauen for their roles as co-chairs, and Ms. 
Pilar Magoulas for her role as medical meeting scribe for 
the event and post event work. CFC International wishes 
to thank all participants who gave up time away from 
family and their practices to help bring together a very 
productive meeting! 

 

L to Rt:  Dr. Melinda Wolford, Dr. Katherine Rauen, Dr. Suma 
Shankar, Dr. Jacqueline Noonan, Brenda Conger, Molly Santa 
Cruz, Dr. Mary Ella Pierpont 
Back:  Dr. Kent Reinker, Pilar Magoulas, Dr. Rene' Pierpont, 
Dr. Ines Kavamura, Dr. Amy Roberts, Dr. Giovanni Neri, Dr. 
Saleh Adi, Dr. Joseph Sullivan 
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Using IPad Application to 
Facilitate Communication, 
Increase Motivation and Teach 
Social Skills for Children with 
CFC Syndrome 

 
By:  Melinda Wolford, PhD 
 
Having practiced as a school psychologist for 16 years 

before my son Stone was born, I had opportunities to 
experience effective interventions using assistive 
technologies with children who had neurological and 
developmental delays.  With the amazing advances in 
technology today, we are finding that the use of these 
technologies we can actually increase motivation, facilitate 
and encourage communication, as well as, teach and model 
social skills for children.  According to Derer, Polsgrove, 
and Rieth (1996), Assistive technology is widely regarded 
as holding potential for enhancing access, inclusion, 
productivity, and the quality of life of individuals with 
disabilities. Individuals with neurological and 
developmental delays often present strengths in visual 
processing, a desire for sameness and familiarity and seem 
much more comfortable interpreting the intent or purpose of 
an inanimate object than ever changing facial expression.  
According to Mcilroy (2012), individuals that have 
incorporated electronic tablets (most commonly, the IPad) 
into their daily lives have access to whole new world with 
endless possibilities for learning. 

 
Federal Legislation 
According in IDEA (2004), Assistive Technology 

Devices are, “… any item, piece of equipment, or product 
system…that is used to increase, maintain, or improve the 
function of individuals with disabilities. Section 300.308 
specifies that “each public agency shall ensure that assistive 
technology devices or assistive technology services, or both 
… are made available to a child with a disability if required 
as part of the child’s… special education, related services, 
or supplementary aids and services”. Electronic tablets are 
recognized in numerous ways to fit this bill. Current 
research as well as personal experience with my own son 
has verified that using the IPad, or applications available for 
other types of electronic tablets among other advantages, 
boosts motivation and provides an alternative venue for 
exploration and expression for our children.  There are a 
number of research projects currently in progress to look at 
the effects of supplemental applications with the IPad and 
electronic tablets in the educational field.  What has already 
been published only points to the positive outcomes of 
supplementing the educational environment for children 

who have developmental and language delays.  Many 
studies are being conducted with children who have a 
diagnosis on the Autism Spectrum, but these outcomes are 
not just applicable to the Autism Spectrum population.  
Children with CFC Syndrome demonstrate many delays 
that are also seen in Autism Spectrum Disorders (ASD) due 
to the nature of the neurological impact with our children. 

 
Allow me to share our story.  Stone, turns 7 years old in 

November.  He has been genetically identified for CFC 
Syndrome (BRAF) and displays what seems to be pretty 
classical symptoms and characteristics.  Educationally, he 
demonstrates receptive and expressive language delays, 
attention delays, oppositional behaviors, delays in motor 
skills, sensory issues, obsessions and resistance to change in 
routine.  He does have some vision difficulties and certainly 
significant feeding issues.  His feeding and language skills 
became priority for us as parents and for his educational 
teams.  We explored augmentative communication devices 
before the IPad became so readily available and just could 
not afford such devices.  At 5 years old, he was still 
severely deficit in his expressive language skills and found 
great difficulty in communicating basic needs.  I purchased 
an IPad and with the assistance of his preschool teacher and 
speech therapist, we started integrating applications that 
focused on language.  We saw an immediate and explosive 
evolution in his functional language skills.  This, in turn, 
improved his disposition and reduced his frustration.  He 
was much happier.  We also began to explore other 
applications to address his vision, reinforce appropriate 
social responses and behaviors and teach him other basic 
academic skills.  Again, the growth in his development in 
each of these areas has exceeded our expectations.  Now, I 
do caution that these applications are supervised and guided 
by a parent, caretaker or educational interventionist.  There 
are times that he is allowed on the IPad for his own 
exploration and entertainment, but those times are reserved 
for reward or practice of a specific skill.  Well I must admit 
there are times he just likes to watch Pink Panther videos. 

 
With that said, in the remainder of the article, I have 

summarized just a few of the most common applications 
that we can find in the literature.  There are a NUMBER of 
applications on the market and more are becoming available 
on a daily basis, most of which are free or at a minimal cost.  
I have included a link to some suggestions for children with 
ASD which may also be used with any other population to 
facilitate specific needed skills.  

http://www.ocali.org/up_archive_doc/spectrum_apps_as
d.pdf 

 
One of the most common issues we face with CFC is 

helping our children understand how to address difficult 
situations.  Social Stories are a simple and effective 
approach to help any child understand where they are, what 
is happening, (or what has happened) and how to respond 
effectively in a situation that causes failure or distress for 
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them.  This could be a social situation, fears or anxieties or 
simply following necessary steps to complete a task.  Social 
Stories describe social situations in terms of relevant social 
cues, and often help to define appropriate responses. Social 
skills are used to increase Social Cognition. Social 
Cognition is made up of a number of perspectives including 
the perceptual perspective (what I see), conceptual 
perspective (understanding what is seen), emotional 
perspective (what he/she feels), second order belief 
attributions (what does she think about him), and the group 
perspective (what they think). The instruction of social 
skills helps ameliorate deficits in conversation, 
embarrassment, learning games, playing games, 
understanding social cues, and humor. There are endless 
ways that we may use social stories.  We my use social 
stories to address specific situations, sequence, categorize 
or organize with checklists, address and enhance the 
educational curriculum, set goals and/or develop opinions 
or make judgments.  We may develop stories to address 
aggression, fears, obsessions and compulsions.  Social 
stories may be designed to address questions and answers, 
understand media or address dynamics of different groups.  
Split social stories may be written to assist in learning how 
to make good choices, promoting independence and self-
confidence. There are a number of applications that can be 
used to create social stories. Below are examples of just a 
few applications with summaries of skills these applications 
are designed to target.  I also mentioned just a few 
examples of applications that can address functional 
language, language development, emotion recognition and 
attention. Enjoy and happy applicating! 

 
i Create 
iCreate is a social story app that can create a plethora of 

social stories to be implemented into instruction. The 
program interface allows the instructor or facilitator to 
create social stories by using actual photos that will help the 
child generalize what they have learned to other settings. 
This application gives audio and visual prompts to guide 
the child.  

 
Stories2Learn 
Stories2Learn is a social skill build app that allows the 

user to create stories using personal photos, written text, 
and personal audio messages. It is affordable and easy to 
use. 

 
iComm 
iComm is a more basic Picture Exchange 

Communication System (PECS)  system that can be utilized 
with individuals who have little to no communication.  The 
app is designed to teach basic forms of communication like 
yes, no, more, and finished. The child is given big images 
to from which to select and then provided the written form 
of the response that he/she has chosen. 

 
 

Proloqu2go  
Prolqu2go is a fully functional Picture Exchange 

Communication System (PECS) that can be used by 
individuals who are non—verbal to communicate their 
wants and needs through the use of icons. This app is highly 
sought after for it low cost and easy to use interface. The 
child uses icons to create a sentence one word at a time, and 
then the completed sentence is played out loud. It is an 
easily transportable PECS and can be implemented in the 
community, which is very important for generalization of 
skills. 

 
Sounding Board 
An extremely user friendly icon-based and speech-

generating device app.  This program is designed to allow 
customization of boards with personal images. The program 
allows for flexibility and includes over a dozen pre-
programmed boards. It allows for storage of an unlimited 
number of customized boards. 

 
TapSpeak Sequence 
This app provides created, customized and sequenced 

messages for lower-functioning children or adults.  It 
provides unlimited sentence and recording length per step 
to each sequence.  It allows for unlimited storage of 
sequences. 

 
Toca Hair Salon (as well as other Toca Apps such as 
Toca Tea Party and Toca Doctor) 
Excellent applications for using referential barrier 

activities designed to target giving and receiving directions, 
using accurate language structures, taking turns and more! 
We can identify sequencing, facial recognition, reinforce 
appropriate social responses, clean up routines, etc. 

 
Autism Express 
Autism Express is a picture communication program 

that is aimed at helping individuals learn how to display and 
identify different forms of emotion. The app gives 12 
different emotions that the child can select. When clicked, 
each emotion icon plays an audio and visual clip that 
represents that emotion. This is a great app for teaching 
emotional recognition to children who have difficulty with 
identifying emotion in others. 

 
Findme 
Findme is a great app for assisting children with delays 

to attend in the presence of increasing distractions in his/her 
environment. While using the app, the students is prompted 
“Find Me” in the environment displayed, and the user must 
push on the person. The program has different degrees of 
difficulty that can be controlled by the adult.  The program 
also provides choices of voice output. This application is 
based upon results of research that was conducted at the 
University of Edinburgh. 
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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. 


