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Click here.  To download Powerpoint presentations 
from the 2014 VCFSEF conference in las Vegas

Click here.  To order audio files of selected lectures 
from the 2014 VCFSEF conference in las Vegas

With the return to school, the proverbial question, “What did you
do on your summer vacation?” weaves its way into many con-
versations. For the 250 attendees at the Velocardiofacial Syn-
drome Educational Foundation (VCFSEF) 21st International
Scientific meeting this summer, they can say They went to las
Vegas.  unlike the marketing line, “What happens in Vegas,
stays in Vegas” those who joined us July 10-13 want to spread
the word and share their knowledge, resources and friend-
ships.

like in previous years, the meeting offered unique opportunities
to learn and collaborate over current research, clinical findings
and practical information on topics related to psychiatric issues,
GI problems, sleep disturbances,education, communication,
transitioning and counseling issues.  

Inside This Issue:           Page

From the Editor’s Desk 1

Tyis Ronald Breuer Webinar 2

Greetings from the President 3

Gift of a friend 5

Family Fun from las Vegas 6

Community Events 6

Holiday Donations 7

Message from the ED 9

Ways to Support the VCFSEF 10

Holiday Cards 11

Regional updates 12

Research Roundup 13

VCFS Community Events 14

Meet the leadership Team 15

The Gift of a Cure 19

Donor Honor Roll 21

Donation Form 22

Merchandise 23

Membership Form 24

VCFSEF Contact Information 25

FROM THE EDITOR’S DESK
SuE CaRnEOl, MS/CCC-SlP

Did you know VCFSEF
is a 100% all volunteer
non-proft organization?

This means, 100% 
of your donation goes 
toward our educational 

programs.
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http://events.r20.constantcontact.com/register/event?oeidk=a07e9lal2cn9ee0eccd&llr=5pugxclab
http://events.r20.constantcontact.com/register/event?oeidk=a07e9lal2cn9ee0eccd&llr=5pugxclab
http://www.vcfsef.org/resource_categories.php?resource_cat=11
http://www.vcfsef.org/resource_categories.php?resource_cat=11
http://www.facebook.com/group.php?gid=120247201099
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On July 12, 2014, the VCFS/22q11.2 DS community lost Tyis Ronald Breuer to an unexpected ilnness.  The
family shared Tyis’ story:

“Tyis (“TheTyis” as known on his you Tube https://www.youtube.com/watch?v=3ZOI9hnKlCc) was excep-
tional in so very many ways. (Please visit his you Tube account.  He counted the views.) God brought him to
all of us already knowing the many lessons we would learn by the special love we all shared with him. He at-
tended Memorial High School to have been a Junior this fall and had the privilege of his mother as one of his
teachers.  He had many interests including collections of things he liked, things of his childhood and things of
today.  He was an example for all of us in the strength and tenacity by God's mercy he demonstrated facing

TyIS ROnalD BREuER
a SERIES OF WEBInaRS CElEBRaTInG HIS lIFE anD HIS FaMIly

He shared his love and his life with us all in an unconditional way we can carry forward
for all of our days.  Tyis touched so many lives, welcoming a new brother or sister as
they arrived in his life, always excited about  friends and looked forward passionately to
things he could experience. 

Tyis loved 4-wheeling, biking, making his you Tube videos and he loved trains, eleva-
tors, gaming and animate.

Tyis had a hug for everyone he knew.  He embraced his family with the knowledge he
could count on us and he returned to his Heavenly Father surrounded by all of our love,
support and prayers.  Tyis was a treasure in our lives we were privileged to hold as the
gift of God we celebrate..”  

The Breuer family requested donations be sent to the VCFSEF in lieu of flowers.  The 
VCFSEF is celebrating the life of Tyis and his family with the Tyis Ronald Breuer 
Webinar series.

Tyis Ronald Breuer

TyIS ROnalD BREuER WEBInaR SERIES

OCTOBER 21, 2014 PSYCHIATRIC ISSUES IN ADULTS WITH VCFS/22Q11.2 DELETION SYNDROME
CLICK HERE TO REGISTER

NOVEMBER 4, 2014 BALANCING LANGUAGE, LEARNING AND ANXIETY CHALLENGES IN VCFS/22Q11.2DS
CLICK HERE TO REGISTER

NOVEMBER 6, 2014 CONSTIPATION AND OTHER GI ISSUES IN THE POPULATION WITH VCFS/22Q11.2 DS
CLICK HERE TO REGISTER

JANUARY 22, 2015 DIAGNOSING AND TREATING ADHD IN CHILDREN AND ADOLESCENTS WITH
VCFS/22Q11.2 DS

FEBRUARY 24, 2015 A DISCUSSION OF 22Q11.2DS

MARCH TO BE ARRANGED
APRIL TO BE ARRANGED
MAY TO BE ARRANGED

http://events.constantcontact.com/register/event?llr=5pugxclab&oeidk=a07e9v4sesb349ad666
http://events.constantcontact.com/register/event?llr=5pugxclab&oeidk=a07e9u55vq4e32d59e2
http://events.r20.constantcontact.com/register/event?oeidk=a07e9qsbz4t9b171c5a&llr=5pugxclab
https://www.youtube.com/watch?v=3ZOI9hnKLCc
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It is an honor to be named President of the VCFSEF for 2015.  I would like to
take this opportunity to thank you for placing your trust in me. 

In 2003, I received my Bachelor of Science degree in Early Childhood/Ele-
mentary Education from the university of Mobile.  I was an employee of the
Mobile County Public School System for four years as a second grade
teacher at Hutchens Elementary School.  During this time, I was able to gain
valuable experience working with many colleagues of varying backgrounds
and experiences.  This experience has also shaped my love for helping oth-
ers.

GREETInGS FROM THE PRESIDEnT
By: aSHlEy BOuRG

Ashley Bourg & Family

Darrell and I were married in 2007.  We have three children:  Hadley (6), Connor (3), & Cooper (1).  We be-
came part of the 22q11.2 DS/VCFS/DiGeorge family in 2012 when our son, Connor, then almost two, was
diagnosed. He was a very healthy baby, for the most part.  My pregnancy was perfect and he was born with
no complications. We noticed right away that there were small things that seemed odd, but we brushed
those aside thinking they were no big deal.  By four months we noticed Connor didn’t use his left hand. at six
months, he was still unable to sit up.  He started crawling around his first birthday, but still wasn’t babbling or
trying to speak.  at 16 months, we began the journey into louisiana’s Early Intervention program. Mother’s
Day 2012 was the scariest day of my life.  I got a call that Connor, who was perfectly fine earlier in the day,
was having a seizure.  I got to my mother-in-law’s house to see my baby being put into an ambulance. after
an MRI in May and genetic testing in august, we finally had an answer.  Connor had a brain malformation,
Polymicrogyria (PMG) and 22q11.2 Deletion Syndrome.

I wasted no time jumping into research and finding a support system.  Fortunately, louisiana has a wonder-
ful support network. I am so grateful for my 22q(VCFS/DiGeorge) family.  I have met some of the most intelli-
gent, caring, compassionate people and made so many life long friends.  We have laughed and rejoiced
over milestones met, yelled in anger at the frustration of finding services to fit our needs, and cried in utter
heartbreak at the many challenges our loved ones face.  In March of this year, I was given the opportunity to
take leadership of our local support group.  I am thankful that I was entrusted with this great responsibility.  I
have had the privilege of expounding on Joy McClellan’s hard work in continuing the annual 22q family pic-
nic as well as 22q at audubon Zoo.  In addition to this, I have received additional advocacy training through
Partners in Policymaking.  This has expanded my knowledge of how to advocate for systems and policy
change for individuals with disabilities.  

as I became more involved in the world of 22q11.2 DS, I realized it was my passion to really make a differ-
ence.  not only for my family and for Connor, but also for all of the families that are affected by this syn-
drome.  During the last year, we were in passing legislation bringing awareness to the syndrome.  Due to the
hard work and testimony of Rep. Cameron Henry, Joy McClellan, and myself, act 72 became effective on
august 1, 2014.  

I am excited to begin planning the 22nd annual International VCFS Conference in my own city of new Or-
leans, la.  The conference will be held July 23-25, 2015 at the Hampton Inn & Suites at the Convention
Center.  I hope to see you there!
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FROM THE EDITOR
(COnTInuED FROM PaGE 1)

These tracks ran simultaneously.  The Professional Track allowed physicians, researchers, therapists, etc.
to present their current research, discuss and collaborate.  The Parent/Caregiver Track included most of
the presenters from the professional track who provided useful applications of their research findings.  The
third track was for young adults with the syndrome who gathered over three days to meet, share experi-
ences, learn and commiserate.  Read on in the newsletter to hear their feedback about the experiences.
Everyone was invited to attend any session from either track and joint presentations were also made.
Feedback was positive.  The Foundation is aware of how much the parents/caregivers appreciate the per-
sonal face-face time they get with the “experts when they come to this meeting.

audience in “Parent” Room Dr. Carrie Bearden Dr. adrianne Baylis

Dianne altuna, the executive director of the VCFSEF referred to the weekend as a “3-Ring Circus”, not to
imply a crazy, chaotic experience, but rather to play off the venue of Circus Circus Hotel. I
Please visit our website, www.vcfsef.org to download handouts from the presenters.  audio tapes of se-
lected lectures are also available on our webiste to purchase.  

adults with VCFS/22q11.2 Deletion Syndrome Panel
left to Right:Tessa Koller, amy Riordan, Michelle Hannah Padilla, JD Mayo, allison Sickling

Each of these panelists spoke about their lives with VCFS/22q11.2 Deletion Syndrome.  Through their
talks, they captivated the audience with their 

humor, talent, inspiration, and courage.

continued on page 8

http://www.vcfsef.org
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GIFT OF a FRIEnD

EDITOR’S NOTE: This summer at the VCFSEF 21st International Scientific meeting in Las Vegas, several young adults had the
opportunity to meet, talk, “hang out” and exchange information with peers who also had 22Q11.2 Deletion Syndrome. Having their
own “track” with speakers and facilitators provided a forum to present their thoughts, perspectives and pose questions they may
not have felt comfortable asking in the larger meeting setting.  Read on to hear their reflections from some of their experiences.

JD MAYO: I loved the conference and am definitely going next year. I loved meeting people just like me shar-
ing the same experience we deal with everyday. The upstream arts was good. I liked talking to the actors--
had stuff in common with them. But I think it was mostly for kids, but other than that it was good.

MICHELLE PADILLA: My favorite part of the meeting was meeting people who have 22q11.2 DS/VCFS and
how they live in a normal life. The speeches helped me to understand a little bit more about 22q11.2
DS/VCFS. Having a super group helps too. My dad and mom told me that I can do anything that I set my
mind to and don’t let anyone tell you different. I will be staying in touch with the people that I met at the con-
ference. I hope I can get some them on my show. I am a DJ for radio station KDHR. Here is the website
www.kdhr.net. I would love to go to more conferences. This was my first one ever. I am an advocate for
22q11.2DS/VCFS and my goal is get the word out. 

ABE RABBANI: The experience at the VCSF conference was wonderful. I had no idea there was such a big
network of support for people like me with 22q11.2DS. When I was first diagnosed back at the age of 14, I
honestly felt like I was alone in my experiences-- social and medical. Through this conference I learned that
there are others with the same condition as myself even though our symptoms are different.  Our social ex-
periences were very similar and I got along with everybody there. The other young adults at the meeting are
amazing people and I am still keeping in touch with some of them.

ALISON SICKING:  It was the most rewarding experience that I did in my whole life.  I was nervous at first be-
cause I did not know what to expect.  after the conference was over I gained new information about myself
and unanswered questions were finally answered at the conference.  I found out other people struggle with
the same hardships as well and it was so awesome meeting people and we all connected very well.  The
panel was a great way to hear everyone's story and experience with VCFS and now we all keep in contact.  I
feel whole and for a long time I felt so different from everyone.  It's definitely an experience I want to do
again and I hope to go every year.  

continued on page 7

www.kdhr.net
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Fun WITH FaMIly anD FRIEnDS

21st International Scientific Meeting
of the

Velo-Cardio-Facial Syndrome
Educational Foundation

July 10 - 13, 2014
Circus Circus, las Vegas, nV
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TESSA KOLLER: The young adult group was a major success and I thought there were for sure a lot of break-
throughs! a lot of people seemed to gain better understanding of all that can occur in both social and work
situations when it comes to communication. Communication can be challenging between peers, adults and
families and also at work. It's also important to know when people are being taken advantage of and it's im-
portant to not only communicate but also “for reading and listening between the lines” as they say. I am cur-
rently struggling with that in friendships and it was great to hear insights from other young adults about how
they deal with communication issues. Overall I thought the meeting was a huge success in many ways and
everyone raised a lot of interesting points about all the different ways to communicate. 

LOGAN JONES: What I liked about the conference was that I talked with people that have the same problems I
do.  I found it easier to talk with them.  I learned something different at the conference in that I can do what
other regular people can do like get a job, get a driver's license, and do good in life.  When we were at the
conference, several of us hung out because we all didn't like sitting in a conference room for hours.  So we
walked around in the hotel and we also hung out at the pool and talked about school and careers and pro-
grams that can help you with your problems and support you in life. I will try to stay in touch with the people I
met and see if we can hang out or something like that or meet and talk.

GIFT OF a FRIEnD
(continued from page 5)
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FROM THE EDITOR (continued from page 4)

One additional spin-off in the meeting was upstream arts who
provided quality fun, creative, and structured time for children
and teens between the ages of 8-17. The teaching artists en-
gaged the participants in theatre games, song/poetry writing,
dance and art to promote social communication and team build-
ing. When asked what their thoughts and feelings were about
summer vacation, an original collaborative poem was created.
Those who participated in upstream arts also produced three
original paintings on canvas.  Each canvas used the theme of
summer, with input from each child.  

So what did you do on your summer vacation? I hope it was as
fun, productive, educational and inspirational as it was for those
that attended our annual meeting in las Vegas. Please mark
your calendars for July 24-25, 2015 and join us for the 22nd an-
nual International Scientific Meeting in the Big Easy: new Or-
leans!

Splashing around with my cousins
At the waterpark
At the sports park

Riding my breezy bike
Playing polo smelling hot dogs
And the fresh air flowers.
Red birds and dark blue jets in the bright blue sky
Flying downt the hot street feeling cool
drinking invisible lazy lemonade
Flying down the hot street feeling cool

No school, no stress

Bittersweet ending but seeing new friends
making it exciting and nervous
Like trees and breezy winds
Blowing in the wind
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MESSaGE FROM THE ExECuTIVE DIRECTOR
DIannE M. alTuna, M.S./CCC-SlP

a warm Fall welcome to everyone.  School is back in session, the days are getting
shorter (and hopefully for Dallas, cooler), and we are all transitioning to a new schedule. 

as you have seen in this newsletter, the conference in las Vegas was a success among
parents, professionals and young adults.  I had the honor to facilitate a panel of adults
with VCFS/22q11.2 Deletion Syndrome.  Each of these individuals presented stories of
struggle and triumph, and were an inspiration to all of us at the conference.  

The VCFSEF will continue our mission of education of parents, families, professionals with our Tyis Ronald
Breuer Webinar series.  In this newsletter, you will find a calendar of events for this series of informational
webinars.  Keep checking our website as we add more dates and topics.

I would like to ask each of you to consider being a part of “Wrap for awareness”.  This campaign is easy to
be a part of; you simply locate a neighborhood Barnes and noble store, contact the Manager, and ask to be
scheduled for their “holiday” wrapping.  you (and friends or family) donate your time, and receive “tips” for
wrapping gifts purchased at Barnes and noble between Thanksgiving and Christmas.  In addition to the tips,
while you are wrapping, you get the opportunity to tell people about VCFS/22q11.2 Deletion Syndrome.
This will be my 5th year participating in “Wrap for awareness”, and have enjoyed the opportunity to increase
the awareness of this syndrome in my community.  For more information about “Wrap for awareness”,
please contact me at info@vcfsef.org, or 1.855.800.8237.  

another way to increase the awareness of VCFS/22q11.2 Deletion Syndrome is through legislation.  VCF-
SEF has a Facebook page “VCFS/22q11.2 DS legislation” to help support individuals and families in con-
tacting their local state representatives to create bills similar to those passed in Texas and louisiana.  These
bills allow for the education of Early Intervention Specialists about VCFS/22q11.2 Deletion Syndrome, and
encourage these professionals to provide information to families about the syndrome.  Please consider join-
ing this page and becoming a part of this movement to increase awareness in your state, among Early
Childhood Intervention Specialists.  (https://www.facebook.com/groups/1420713818209994/).

In closing, I ask each of you to consider making a donation to the VCFSEF.  The VCFSEF is a 100% volun-
teer organization.  This means that 100% of your donation goes directly to programming.  I do not typically
directly ask each of you to make a donation, however, the VCFSEF needs your (and family/friend’s) financial
assistance.  a typical conference cost is approximately $30,000.00 (room rental, travel for faculty, catering).
Each year, the VCFSEF depletes their finances to hold such a conference, and the following year, the VCF-
SEF begins raising funds for the next conference.  a $10.00 donation by each of you reading this newsletter
would help the VCFSEF continue with providing education to parents, families and professionals.  Visit our
website to learn more: www.vcfsef.org.

Sincerely,
Dianne   

Click Here To Donate

http://www.vcfsef.org/donations.php?parent_id=9
http://www.vcfsef.org
https://www.facebook.com/groups/1420713818209994/
http://www.vcfsef.org


There are so many ways to support the VCFSEF.

1. Donations
The VCFSEF is an all VOlunTEER non-profit organization.  This means that those on the

Board of Directors, including the Exeutive Director do nOT recieve financial compensation for the
time they donate to the VCFSEF.  Consider saying “Thank you” for the time and effort donated by the
Board of Directors as well as nancy Robbins (Marketing), Barbara Dandron (shipping of merchan-
dise) and Joe abruzzi (mailing borchures).  all donations are tax deductible, you will recieve a letter
from the VCFSEF indicating the amount you donated for your taxes.  Click here to make a donation.

2. Merchandise
Check out the merchandise for sale on our webiste.  The VCFSEF offers tshirts, wristbands,

magnets, portfolios necklaces and many other items.  The 2014 Holiday cards are now for purchase.
Click here for merchandise.  

3. amazonsmile
as you are shopping for the Holidays, consider purchasing your gifts through amazonsmile.

The Velo-Cardio-Facial Syndrome Educational Foundation is registered with amazonsmile, a portion
of your purchase will go to the VCFSEF.  Go to smile.amazon.com, and type in Velo-Cardi-Facial
Syndrome Educational Foundation in the area below “Or pick your own charitable organization.”

4.  Goodshop
Goodshop offers discounts for big name stores (Target, Macy’s).  Go to

www.goodsearch.com/choosecause, and enter Velo-Cardio-Facial Syndrome under “Who do you
want to help?”.  a portion of your purchases will go directly to the VCFSEF.  

5. Wrap for awareness
Every year, Barnes and noble welcomes non-profit organizations to wrap books and gifts pur-

chased in their stores.  Typically, shifts to wrap gifts begin on the Friday after Thanksgiving.  Contact
your local Barnes and noble store, and ask to be a part of their wrapping program.  Sign up for a cou-
ple of shifts with friends and family and donate the “tips” to the VCFSEF.  

6. Garage Sale
Consider hosting a garage sale and donating a portion of the proceeds to the VCFSEF.  Make

it a “block” party, more sales means a larger donation.  

7.  Holiday Cards
a new set of Holiday Cards are available for the 2014 Holidays, more information can be found

in this newsletter.  Click here to order your cards

8. yMCa
The VCFSEF is participating in yMCa.......your DaIly vote at this website will help the 

VCFSEF become eligible for a $500.00 prize.  Vote here, and make sure you vote daily.  

9.  Small Business
If you are a small business owner, consider the idea Trudy and Jennifer longmire came up

with.  The longmires approached VCFSEF with the idea of a “money box” at their store Sedona
Fudge Company. The box sits on their counter and raises awareness about the syndrome, and col-
lects small change from customers.  anD, Sedona Fudge Company has great fudge they ship around
the country, www.sedonafudge.com

VCFSEF October 2014 newsletterPage 10

WayS TO SuPPORT THE VCFSEF

www. sedonafudge.com
mfpp.ymca.net/project/the-22nd-scientific-meeting
www.goodsearch.com/choosecause
smile.amazon.com
http://www.vcfsef.org/products.php?parent_id=9
http://www.vcfsef.org/support_foundation/donations.html
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HOlIDay CaRDS FROM THE VCFSEF
Many of you know Christine MacDonald, the Treasurer of VCFSEF.  Christine and her sister Jenn
Thompson had been instrumental in the organization of the 2012 (Toronto) and 2014 (las Vegas) meet-
ings.  However, in addition to the time spent working on conferences, Jenn is also an accomplished pho-
tographer who last year graciously donated her talents to create Holiday cards for the VCFSEF.
Jenn has created a new set of cards, available for purchase beginning October 1, 2014.  all the proceeds
from the sales of the cards will go the the VCFSEF to continue our educational programing.  
Please consider purchasing these cards and helping the VCFSEF continue our mission of education
through webinars, conference, the website and the newsletter.

HOLIDAY GREETINGS
another set of holiday cards are available for sale to help spread awareness about VCFS as well as

raise funds for the Foundation.  
Sets include cards with various designs (see sample of pictures above), 

inside message of “Happy Holidays” and matching envelopes.  
Set of 6 for $10

Set of 10 for $15
Click here to order

http://www.vcfsef.org/products.php?parent_id=9
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REGIOnal uPDaTES
AUSTRALIA/NEW ZEALAND
As submitted to Linda Campbell, PhD. by Maria Kamper 
The VCFS 22q11 Foundation (in australia) is relatively quiet at the moment. We are gearing up for our an-
nual general meeting and social dinner at the end of august during awareness Week.  We decided to post-
pone our annual conference until later in the year as it only felt like yesterday that Tony Simon was here.
That being said, our Facebook site has been a hype of activity with many new members. This has been
wonderful for all of those affected. 

In May we attended the annual 22q at the Zoo. In australia we had four zoos with more than 350 people all
together. We are also excited that next year new Zealand will definitely be going to the Zoo.

The other exciting piece of news is that we have decided to put together a survey on education. Originally it
was going to be just for australia, however after much interest, we have decided to work with many other
countries. It may take a fair bit of time to get the questions together, but once we have them put together we
will send out. linda Campbell has offered her assistance with the survey which we are extremely thankful
for. I am hoping this survey will assist in providing people across the globe with information about
services,teaching methods, what has worked and what has not worked.  anyway, farewell for now from
Down under.

ASIA/AFRICA
As submitted by Toko Hayakawa
There have been four inquiries posted to the asia/africa Branch of VCFSEF. To answer those inquiries, I uti-
lized the network of the International Cleft lip and Palate Foundation (ICPF). In that network, there are ap-
proximately 1,800 members from 85 countries. Here in Japan we did have several presentations at
international and domestic scientific meetings about VCFS. We have launched the new project of to study
the whole genome sequence of individuals with VCFS. This may help to understand VCFS in detail and help
individuals with VCFS to cope with symptoms which may appear in later stages of their lives.

EUROPE
Denmark 22q11 hosted a four day event, with two days of lectures for professionals and two days of lectures
for parents.  Guest speakers for this four day event included; Dianne altuna, M.S./CCC-SlP, Executive Di-
rector, VCFSEF; Donna Cutler-landsman M.a., and Bob Shprintzen, Ph.D.  Sarah Demerbes and the Board
of Directors of Denmark 22q11 did a fantastic job of coordinating two different programs in two different
cities.

VIS-a-VIS
By BROnWyn GlaSER, PH.D.
REGIOnal CO-DIRECTOR, EuROPE
We are writing to announce the launch of Vis-à-Vis, a research-based social enrichment program in Eng-
lish, French and Italian that targets emotion comprehension, face processing, and working memory—cog-
nitive skills that are often impaired in individuals with autism, velocardiofacial syndrome, and other nditions
associated with learning disability.Building the Vis-à-Vis site has been a labor of love, and we thank you for
your patience! We are pleased to inform you that the program is now available at www.visavis.unige.ch.
On the home page you will find an informational video describing Vis-à-Vis. Clicking on the image attached
to this mail will take you there.

We are looking forward to meeting you soon via the website!

www.visavis.unige.ch
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VCFSEF WEBINARS ARE AVAILABLE TO PURCHASE

VCFSEF has provided 4 webinars in the past year.  an audio/visual copy of each of these webinars is avail-
able for purchase.

Click here to purchase one or all four webinars. 

“Communication Skills in VCFS/22q11.2 Deletion Syndrome”
Susan Carneol, M.S./CCC-SlP and Dianne M. altuna, M.S./CCC-SlP

“Financial Planning for your Child with VCFS/22q11.2 Deletion Syndrome”
Hal Wright, Certified Financial Planner

“Improving Social Skills in Children and adolescents with VCFS/22q11.2 Deletion Syndrome”
Dr. Kevin antshel

“articulation and Resonance Disoders in the Population wtih VCFS/22q11.2 Deletion Syndrome”
Dianne M. altuna, M.S./CCC-SlP

RESEaRCH ROunDuP
Carrie Bearden, Ph.D. and her staff at the Center for autism Research and Treatment (university of Cali-

fornia, los angeles)are looking for participants in their research study “Cognitive Function and Brain Struc-
ture”.  The purpose of this is to examine emotional adjustment, thought processes such as memory and
attention, and brain structure and activity in children and adolescents with 22q11.2 DS/VCFS, as compared
to children and adolescents without the syndrome.  For more information, please contact leila Kushan at
(310)825.3458 or email beardenlab.ucla@gmail.com. a copy of the flyers with information about these
studies can be found at:  http://vcfsef.org/sub_page.php?sub_id=31&parent_id=5  

Dr. linda Campbell is seeking participants for her study “Genetic disorders in children: an assess-
ment of parental coping strategies and positive growth”.  This study follows an earlier study completed
by her lab on how parents disclose a diagnosis of 22q11.2 deletion syndrome/VCFS/Di George syn-
drome to their children.

In the new study, Dr. Campbell would like to further understand parental experiences surrounding
your child, including your emotional reaction and psychological well-being. In particular, they are inter-
ested in the support that you as a caregiver have available, and how this helps you cope with the ex-
perience. 

This is a questionnaire that can be done online. Participants who participated in the “Disclosure
Study” 2012/2013 are encouraged to participate. If you did participate in that study, you can choose to 
tick a box that allows us to link your data from the previous study to the current one. anonymous re-
sponses are welcomed. 

Participants must be 18 years of age and older, and a parent or caregiver to at least one child with 
22q11 deletion syndrome/VCFS. a copy of the flyers with information about these studies can be found
at:  http://vcfsef.org/sub_page.php?sub_id=31&parent_id=5 

To begin the questionnaire, please click the link below: 
www.wix.com/c3094005/geneticdisorders 

www.wix.com/c3094005/geneticdisorders 
http://vcfsef.org/sub_page.php?sub_id=31&parent_id=5
http://vcfsef.org/sub_page.php?sub_id=31&parent_id=5
beardenlab.ucla@gmail.com
http://www.vcfsef.org/products.php?parent_id=9
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VCFS/22Q11.2 DS COMMunITy EVEnTS

October 2014
10/21 Tyis Ronald Bruer Webinar Series”

Psychiatric Issues in adults with 
VCFS/22q11.2 Deletion Syndrome”
Dr. anne Bassett
Click here to register

November 2014
11/4 Tyis Ronald Breuer Webinar Series

“language, learning and anxiety 
Challenges in VCFS/22q11.2 DS”
Kenneth Grizzle, Ph.D.
Sue O. Carneol, M.S./CCC-SlP
Click here to register

11/5-11/7 Texas VCFS/22q annual Retreat
Click here for more information

11/6 Tyis Ronald Breuer Webinar Series
“Constipation and other GI issues”
Vrinda Bhardwaj, MD
Click here to register

11/15 louisiana 22q Support Group Picnic
Click here for more information

11/28- Wrap For awareness at 
12/24 Barnes and noble

Click here for more information

January 2015
01/22 Diagnosing and treating aDHD

in Children and adolescents with
VCFS/22q11.2 DS
Kevin antshel, Ph.D.

February 2015
02/24 Overview of VCFS/22q11.2 DS

Question and answer for Families
Vandana Shashi, M.D.
Steve Hooper, Ph.D.

March 2015
TBa

April 2015
TBa

May 2015
TBa

July 23-25, 2015
22nd International Scientific Meeting of the VCFSEF, Inc.

Hampton Inn and Suites
new Orleans, la

More information to come

http://www.vcfsef.org
22q11LA@gmail.com
http://events.constantcontact.com/register/event?llr=5pugxclab&oeidk=a07e9v4sesb349ad666
www.waxmuseumplus.ie

http://events.constantcontact.com/register/event?llr=5pugxclab&oeidk=a07e9u55vq4e32d59e2
http://events.r20.constantcontact.com/register/event?oeidk=a07e9qsbz4t9b171c5a&llr=5pugxclab
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MEET THE lEaDERSHIP TEaM 2014 - 2015

BOARD OF DIRECTORS
Dianne M. Altuna, MS, CCC-SLP, 
Executive Director/Regional Director US & Canada
Dianne has over 30 years experience serving on cleft palate and craniofacial
teams, currently at Pediatric Plastic Surgery Institute, Dallas, Tx.  Dianne also
lectures at School of Brain and Behavioral Sciences, university of Texas at
Dallas.  She was the founder of Camp C.a.R.E., a speech therapy camp for
children with articulation and resonance errors.  Currently, she is the Execu-
tive Director and Regional Director of the Velocardiofacial Syndrome Educa-
tional Foundation, she was involved in the passing of Senate Bill 1612 in
Texas facilitating early identification of Velocardiofacial Syndrome.  Dianne
has presented at the local and national level.  She has been a member of the
american Cleft Palate Craniofacial association since 1987. She can be
reached at info@vcfsef.org.

Ashley Bourg, President
Please see “Greetings from the President” to learn more about ashley.  ash-
ley can be contacted at president@vcfsef.org

Christine MacDonald, Treasurer
Christine is the mother of two small children, Emma and Gavin. Her 6 year
old, Emma, has VCFS.  Christine is a Chartered accountant and is a Man-
ager of Corporate accounting for a manufacturing company in Guelph, On-
tario.  Working as a Ca has allowed Christine to be able to have flexibility in
her working day to allow for various medical and speech appointments as
well as be involved in the many activities her children do.  Christine lives in
Kitchener, Ontario, Canada and has been married for almost 12 years.  Chris-
tine and her husband Brad have tried to be proactive in learning about VCFS
since their daughter was diagnosed at 3 weeks old.  That is how they found
the Educational Foundation.  This family was the host family for the 19th an-
nual International Scientific Meeting held in Toronto in 2012.  Christine can be
reached at treasurer@vcfsef.org.  

Sue Carneol, MS/CCC-SLP, Editor
Sue is a pediatric speech-language pathologist  who is currently in private
practice in Wisconsin where she works with infants through young adults with
a wide variety of communication disorders. She was on staff at Children’s
Hospital of Wisconsin for many years where she served on numerous multi-
disciplinary teams including, Velo-Cardio-Facial Syndrome (VCFS), Cleft
Palate, auditory Processing, and Cochlear Implant Teams. She has also
worked in the public schools. In addition to her clinical experience, Sue
teaches in the Communication Science and Disorders program at the univer-
sity of Wisconsin-Milwaukee. Entering her fifth year as editor of the VCFSEF,
Sue appreciates all newsletter contributions from our vibrant international
community. Sue can be reached at editor@vcfsef.org.

mailto:editor@vcfsef.org
mailto:treasurer@vcfsef.org
mailto:president@vcfsef.org
mailto:info@vcfsef.org
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MEET THE lEaDERSHIP TEaM
Amy Riordan, Secretary
amy, a native new yorker who now lives in new England, was first diagnosed
with 22Q11.2Ds/VCFS/DiGeorge  at the age of 54, just a few years ago. She
has had several jobs including a seasonal worker for the IRS during the busy
“tax season”. amy got involved with the VCFSEF last year through the VCFSEF
Facebook group and graciously accepted the VCFSEF Board secretary position
last spring. She can be reached at secretary@vcfsef.org.

Council Members (Lay)
Joanne Gardner, PhD
Joanne is the proud parent of a 25 year old daughter, Taelor, who was diag-
nosed with VCFS at the age of 8.  Taelor is now working and living independ-
ently. Joanne is also a school psychologist in Maryland which has allowed her
to consult with many skilled educators over the years regarding the various
strategies and interventions to support Taelor’s academic, behavioral, emo-
tional, medical and social challenges.  Joanne is now able to better support
families and children with this syndrome.  She is excited about serving the VCF-
SEF families and children.  Joanne can be contacted at:
laycouncil3@vcfsef.org

Bridget Goad
My name is Bridget Goad , I am a graduate of the university of Tennessee and
married with 3 beautiful girls. My middle child, Briley, was diagnosed with VCFS
at age 2 in 2009. It was a difficult journey to find out what was wrong with her
since birth. Throughout her struggles, I realized that I was my child's best advo-
cate and decided to start a support group for Briley and children and their fami-
lies affected by VCFS. I have been actively involved with my support group
called little Faces, Big Hearts in Tennessee for 4 yrs. now. I have also served
on the Family advisory Board at Children's Hospital. I love organizing the Walk
for awareness for the VCFS Educational Foundation every year here in Ten-
nessee. It is my personal goal to make individuals aware of this common ge-
netic disorder that is unknown to many.  Bridget can be contacted at: 
laycouncil2@vcfsef.org

Margie Koller Podjasek
Margie is an experienced parent of four adult children and two step children.
Her youngest daughter, Tessa Koller, has VCFS.  She is also the proud grand-
mother of  two teenagers.  Margie retired from the workforce as a Medical
Coder/ Biller and worked in sales and distribution in the field of Orthopedics.
Her past resume also includes owning her own decorating business, being a
former home birth educator and lamaze and leleche league advocate.
Margie has been a lifelong student of holistic medicine with emphasis on home-
opathy and other alternative therapy, supported by formal study of biology,
anatomy, physiology, and nutrition.  Her ongoing interests include  Eastern phi-
losophy, body /mind phenomenon and science of mind/ neurobiology, breath
work, walking, reading, art , photography,  gardening and travel for health and
fitness. Margie is a past president of the Brehm Parent association for the pri-
vate residential school for students with learning disabilities in Illinois.  More re-
cently, she has focused her volunteer efforts on various heart association
organizations which focus on individuals with congenital heart defects.  Margie
can be contacted at:  laycouncil1@vcfsef.org

laycouncil1@vcfsef.org
laycouncil2@vcfsef.org
laycouncil3@vcfsef.org
secretary@vcfsef.org
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Council Members (Professionals)
Elliott Beaton, Ph.D.
Dr. Elliott Beaton is the director of the SCan laboratory (www.scanlabora-
tory.org) at the university of new Orleans.  He studied with Dr. Tony Simon at
the university of California Davis MInD Institute and the Department of Psy-
chiatry and Behavioral Sciences where he was first introduced to chromo-
some 22q11.2 deletion syndrome/VCFS.  Since 2007, Dr. Beaton has
focused his work on understanding the origins and effects of anxiety and
stress in children with genetic disorders including chromosome 22q11.2 dele-
tion syndrome.  His ongoing research studies are funded by the national In-
stitute of Mental Health and the university of new Orleans. Dr. Beaton can be
contacted at: profcouncil3@vcfsef.org

Kevin Antshel, Ph.D.
Kevin antshel  is an associate Professor of Psychology and Director of the
Clinical Psychology program at Syracuse university. Kevin is a licensed clini-
cal psychologist whose areas of clinical and research expertise include
aDHD, autism spectrum disorders and learning disabilities. Kevin has been
actively involved in VCFS research and clinical activities since 2002. Dr.
antshel can be reaced at: profcouncil2@vcfsef.org 

Christina Meilles, M.S./CCC-SLP
Christina Mellies received her B.S. in Speech and Hearing Science from the
university of Illinois (1994) and her M.S. in Speech language Pathology from
Rush university in Chicago (1997).  It was during her placements with Dr.
Tom Guyette and Dr. Bonnie Smith at the university of Illinois at Chicago
Craniofacial Center that she developed her interest in articulation and reso-
nance disorders, cleft lip & palate and other craniofacialcraniofacial syn-
dromes.  Christina has been working on the Cleft lip & Palate Team at
McMaster Children’s Hospital in Hamilton, Ontario since 2003.  In addition to
her clinical duties, she organizes the VCFS/22q11 DS Parent Support Group.
She is a member of the american Cleft Palate and Craniofacial association.
While Christina grew up in Illinois, she moved to Canada in 2000 “for love”.
She and her husband of 10 years have a daughter Elise.  Christina can be
contacted at: profcouncil1@vcfsef.org

REGIONAL DIRECTORS
EUROPE
Stephan Eliez, M.D. Co-Regional Director
Stephan Eliez, M.D. is a child psychiatrist. He completed his studies at the
School of Medicine, university of Geneva, where he also did his clinical train-
ing. He started his first research on VCFS in the early '90s. In order to de-
velop his skills in the field of neurosciences, he first studied and became an
assistant Professor at Stanford university, California, from 1997 to 2001. Dr
Eliez moved back to Geneva, Switzerland, in 2001, and started a nationally
Funded Reserach Program on VCFS.  Over the years, he followed a

MEET THE lEaDERSHIP TEaM

profcouncil1@vcfsef.org
profcouncil2@vcfsef.org 
profcouncil3@vcfsef.org
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longitudinal cohort of affected children and adolescents. In 2005 he became
the Director of Child and adolescent Psychiatry and the Director of Special
Education for the State of Geneva. Dr Eliez is a member of the Education
Foundation since 1999. He founded the Swiss association Connect 22, of
which he is currently Vice President. He is a member of the scientific commit-
tee of the French association Generation 22. He is currently the Regional Di-
rector for Europe of the VCFSEF. In the last few years he has been creating a
strong European network in order to promote knowledge and to help new na-
tional associations to build and develop throughout Europe. Dr. Eliez can be
reached at +4122 388 67 41 or europe@vcfsef.org.

Bronwyn Glaser, Ph.D., Co-Regional Director
Bronwyn Glaser currently does research devoted to understanding the effects
of cognitive remediation on the developing brain in the context of VCFS and
autism in Geneva, Switzerland. Her research focuses on improving socio-
emotional skills in persons with VCFS to prevent potential mental health prob-
lems in adolescence and adulthood. The program Vis-à-Vis is the validated
program resulting from her most recent research work. a native of the napa
Valley in California, Bronwyn’s work has been enriched by the opportunity to
work with VCFS families from other cultures.  you can reach Bronwyn at:
bronwyn.glaser@unige.ch or europe@vcfsef.org

AUSTRALIA AND NEW ZEALAND
Linda Campbell, Ph.D.
linda Campbell was born and raised in Stockholm, Sweden but went to lon-
don in the united Kingdom to study Psychology at the university College lon-
don and the Institute of Psychiatry. She started her research on
VCFS/22q11DS as a PhD student in 2000 and is currently an academic in the
School of Psychology at the university of newcastle in australia. Dr Campbell
is very interested in developmental psychopathology and is interested in fol-
lowing children with the syndrome from infancy to adulthood. She started
doing her research on the relationship between brain, behavior, and cognition
in children and adolescents with VCFS/22q11DS. Currently, there are a sev-
eral students undertaking research under  her supervision. at the moment the
following research studies are running: studies of visual perception in VCFS;
depressive symptoms in adolescents with velo-cardio-facial syndrome as they
transition into emerging adulthood; how young women with Velo-cardio-facial
Syndrome (VCFS) experience their relationships, sexuality and parenting; at-
titudes towards sexuality, relationships and child-rearing; and  a study about
people with genetic disorders. you are welcome to contact Dr Campbell by
email at linda.e.campbell@newcastle.edu.au.

MEET THE lEaDERSHIP TEaM

mailto:linda.e.campbell@newcastle.edu.au
europe@vcfsef.org
bronwyn.glaser@unige.ch
europe@vcfsef.org
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MIDDLE EAST
Doron Gothelf, M.D. 
Dr. Doron Gothelf was born and raised in Tel aviv where he studied Medicine.
He have completed residency in adult and Child and adolescent Psychiatry
and research fellowship in Behavioral neurogenetics and neuroimaging at
Stanford university. Dr. Gothelf has always been interested in the genetics of
psychiatric disorders and to help improve the life of children and families fac-
ing chronic medical conditions. He have been treating and studying individu-
als with VCFS for 13 years. In 2001 he established the Behavioral
neurogenetics Center at Schneider Children’s Medical Center of Israel. The
center is unique in that it combines a comprehensive clinical program with re-
search. Besides VCFS we study and treat individuals with Williams syndrome,
and fragile x syndrome. The center serves as a bridge to peace as it treats
both Jewish and arabic children. The focus of our research is to characterize
the behavioral and psychiatric disorders in VCFS and to identify their genetic
underpinning. We are also studying treatments for the psychiatric issues in
VCFS. Dr. Gothelf has been an active member in the VCFS Educational
Foundation since 2000.  He can be contacted directly via email:
gothelf@post.tau.ac.il

MEXICO AND LATIN AMERICA
Antonio Ysunza, MD, Sc D
antonio “Tony” ysunza is a physician (M. D.) and Speech & language Pathol-
ogist (Ph. D.). He was a medical staff member at the Hospital Gea Gonzalez
in Mexico City, from 1984 until 2012 when he officially retired. From august
2012, he is a member of the medical staff at Beaumont Health System, Royal,
Oak, Michigan, uS, in the department of Speech & language Pathology and
the Ian Jackson Craniofacial Clinic.  Dr. ysunza is a licensed physician (Mex-
ico City and Michigan, uS) and has been awarded a Certificate Clinical Com-
petence certificate in Speech & language Pathology (CCC – SlP) from the
american Speech – language – Hearing association.  He specializes in the
diagnosis and treatment of velopharyngeal dysfunction.Dr. ysunza completed
a medical residency in audiology, Phonetics and Otoneurology in addition to a
fellowship in Otolaryngology at the albert Einstein College of Medicine in new
york City with Dr. Robert Shprintzen at the time Dr. Shprintzen’s initial re-
search on VCFS was published. Dr. ysunza also holds a M. S. and Ph. D.
from the national university of Mexico.  Dr. ysunza has been the regional di-
rector for latin america since 2003. It is his pleasure to answer questions or
receive comments, from anyone in latin america, in English or Spanish.  He
can be contacted at amysunza@cablevision.net.mx or 52-555-652-7996

MEET THE lEaDERSHIP TEaM

amysunza@cablevision.net.mx
gothelf@post.tau.ac.il
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Asia and Africa
Nagato Natsume, DDS, D Med Sci., Ph.D
Dr. nagato natsume is a Professor in the Department of Oral and Maxillofacial
Surgery at aichi-Gakuin university.  Dr natsume is very involved in the 
Japanese Cleft Palate Foundation, as well as providing surgical care to 
individuals with a cleft lip and palate in Vietnam.  as the Regional Director for 
VCFSEF, he has assisted with the translation of the VCFSEF brochure into
Japanese, and most recently, Vietnamese.  Dr. natsume can be contacted at
asia_africa@vcfsef.org

MEET THE lEaDERSHIP TEaM
)

THE GIFT OF a CuRE
By: REBECCa OSBERG

THE CuRE… 

I REMEMBER THE DayS OF CanDy TOyS anD TEDDy BEaRS TOO 
aS a CHIlD SICKnESS IS KInD OF ExPECTED OF yOu 

FROM MIDDlE aGE TO TEEnaGE yEaRS 
BECaME MORE CHallEnGInG yOu SEE 

FOR IT WaS HaRDER TO unDERSTanD ME 
THE aDulT yEaRS BROuGHT MORE PROBlEMS OF ITS 

OWn aS I GO THROuGH THIS lIFE nOW 
WITH VCFS : VElO CaRDIO FaCIal SynDROME 

FROM Day TO Day WOn’T SOMEOnE PlEaSE FInD a CuRE 
THROuGH SuFFERInG anD PaIn 

HEaRTaCHE anD SHaME  
SunSHInE anD RaIn WOn’T yOu PlEaSE 

FInD a CuRE 
nOT KnOWInG HOW lOnG My STREnGTH WIll HOlD On 

WOn’T yOu PlEaSE FInD a CuRE 
I HOPE My lIFE HERE  

Can SOlVE a HEaRTaCHE OR TEaR 
I HOPE THE THInGS THaT I HaVE FaCED Can MaKE yOuR WORlD a BRIGHTER PlaCE 

SO THaT SOMEDay SOMEOnE May FInD a CuRE! 

BREaKInG nEWS
While in Denmark, Donna Cutler-landsman recieved a court decision from the state of new Jersey regard-
ing appropriate educational placement for a 15 year old with VCFS/22q11.2 Deletion Syndrome (EDS 918-
13 and EDS 17698-13).  Donna testified on behalf of the child involved in this lawsuit.  according to Donna,
to the best of her knwledge, this is the first time such a lawsuit has incorporated “Velo-Cardio-Facial Syn-
drome” in their decision. Donna feels  this ruling has sent a precedant for other court cases. 

asia_africa@vcfsef.org
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DOnORS ($1.00-$99.99)
Katherine allen
Kathleen Hartman

In MEMORy OF TyIS ROnalD BREuER
Kira Blake
anthony and Kristina Bourget
Paul Braun
Michael and Dawn Burlingame
Robyn Criego
Reed DePace
Holly and Christopher Dooley
William Fischer
Paul and ann Gandrud
Mark Golden
Julie lamers
Carol Meyer
liz Mosher
Emily and Todd nordlund
Jeffrey and Stephanie Schemberger
Mae Joy Scholz and David Martin Knutson
Wade Scrogham
Judi Teske
Greg Tolander 
amie Wing
Michelle Wright

The "Knowledge is Hope ©" brochure published by
the VCFS Educational Foundation, Inc is an 18 page
booklet that contains basic information about velo-
cardio-facial syndrome for providers, families and
others interested in learning more about VCFS. It pro-
vides an essential overview about the syndrome to fa-
cilitate proper diagnosis and treatment. Order copies
for you patients or care providers. you can order
brochures directly from the foundation’s web site at:
http://www.vcfsef.org/sub_page.php?sub_id=14&
parent_id=2

The Knowledge is Hope brochure is currently avail-
able in the following languages:
• arabic • Italian 
• English • Korean
• French • Spanish
• Hebrew • Japanese

KnOWlEDGE IS HOPE BROCHuRE

FOunDER  ($1000-$4999.99)

BEnEFaCTOR  ($500-$999.99)
Debra yost and Dale and Gloria Miesner in Honor of the
Missouri, Saint louis Support Group

PaTROn ($100-$499.99)
Sara Clarke
Joanne Gardener
amy Kebriaei
Todd locke
lisa Renwick
Chris and lynette Rigsby
arturo urista and Maria Elena Diaz

STRaTIGEIC PlannInG
Michael and lynnette Carston
Joanne Gardener
Margie and Paul Podjasek
Chris and lynette Rigsby
Participants at the las Vegas annual Conference

TESSa KOllER KnOWlEDGE IS HOPE
Jennifer R. Smith
arturo urista and Maria Elena Diaz

DOnOR HOnOR ROll
aPRIl 1, 2014 - SEPTEMBER 30, 2014

http://www.vcfsef.org/brochures/index.php
http://www.vcfsef.org/brochures/index.php
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VCFSEF DOnaTIOn FORM
The Velo-Cardio-Facial Syndrome Educational Foundation, Inc is an organization comprised of both professionals and lay people.
It's mission is to educate the public, the scientific community, families and individuals affected by Velo-Cardio-Facial Syndrome
(VCFS).  also known as DiGeorge & 22q.11.2 deletion, VCFS is one of the most common genetic syndromes. 

your donation helps support the Foundation's mission and is greatly appreciated. you may also make a donation online at:
http://www.vcfsef.org/support_foundation/donations.html

Donor name(s)

address

City State Postal Code Country

Home Telephone Email

VCFSEF, Inc is a uS 501(c)(3) non-profit organization. Donations are uS tax-deductible to the fullest extent of the law.
Please consider a donation to support our efforts:

STEP 1: Donation amount

President’s Circle $5,000+  
Founder’s Circle $1,000 - $4999
Benefactor $500 - $999
Patron $100 - $499 
General: $1 - 99

STEP 3: Enter name (if applicable)

In Honor of:

______________________________________________

In Memory of:

_______________________________________________

My company has a matching gift program:

Company name

address

City                                          State                     Postal Code

Please include this completed form with your payment 
made payable to:

VCFSEF
P.O. Box 12591
Dallas, Tx 75225

Total Enclosed $ ____________________

STEP 2: Select Donation Fund

General Donation
- Educational and awareness materials

Caitlin lynch Memorial Fund
- Provides scholarships for the VCFSEF annual meeting

Tony lipson Memorial Fund
- Helps members from australia to attend the VCFSEF 
annual meetings

amanda McPherson Fund 
- Supports layout, printing, and distribution of informational 
brochures in multiple languages

Kid’s Zone Fund
- Supports childcare and children's activities for children 
with VCFS and their siblings during the annual International
Scientific Meeting so that professionals with children and 
parents may attend sessions.

Tessa Koller Knowledge is Hope Fund
- Facilitating Self Competency, advocacy, Education and 
Personal Growth for the Journey Through adulthood.

http://www.vcfsef.org/support_foundation/donations.html
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VCFSEF MERCHanDISE

Knowledge Is Hope Bracelets
Promote VCFS awareness by purchasing "Knowledge is Hope" wristbands, available in
adult size (8 1/4") and Child size (7 1/4"). The wristbands are made of 100% silicone and
read KnOWlEDGE IS HOPE on the outside of the band, with www.vcfsef.org on the in-
side.

Each wristband is $1.50 uS and shipping is FREE!!! Due to shipping costs, we sug-
gest a minimum order of 5 wristbands for international purchases.

you can purchase your bracelets directly from the foundation’s web site at
http://www.vcfsef.org/products.php?parent_id=9

For questions regarding wrist bands, contact wristbands@vcfsef.org. or call
1.855.800.8237

Educational Foundation logo Tee-Shirts
Promote VCFS awareness by purchasing "Knowledge is Hope" tee-shirts, 
available in youth sizes S, M, l and adult sizes S, M, l, xl, xxl, xxxl.

The tee-shirts are dark blue and made of 100% cotton, and read KnOWl-
EDGE IS HOPE, above the VCFSEF logo.

you can purchase your tee-shirts directly from the foundation’s web site at
http://www.vcfsef.org/products.php?parent_id=9 Each tee-shirt is $15 .00
uS, with free shipping in the u.S. and Canada. For orders of 4 or more, ship-
ping outside the u.S. and Canada is also free.

For questions regarding tee shirts, including shipping cost to other destina-
tions,contact tshirts@vcfsef.org. or call 1.855.800.8237

VCFSEF Portfolio
This handy portfolio made it’s debut at the 19th International Scientific Meeting
of the Velo-Cardio-Facial Syndrome Educational Foundation, in Toronto, Ontario, 
Canada.
you can purchase the portfolio directly from the foundation’s web site at
http://www.vcfsef.org/products.php?parent_id=9
Each portfolio is $10.00 uS, with free shipping in the u.S. and Canada.
For questions regarding the portfolio, contact info@vcfsef.org, or call
1.855.800.8237

VCFSEF Magnet
Promote awareness by purchasing "Knowledge is Hope" ribbon magnets. The mag-
nets are 3" x 7" and are 0.030" thick. They are made of vinyl and read KnOWlEDGE
IS HOPE and include a modified VCFSEF logo. lets band together to increase
awareness of VCFS (22q11.2) by displaying these magnets on your car, fridge or
desk at work.  you can purchase the portfolio directly from the foundation’s web site
at http://www.vcfsef.org/products.php?parent_id=9
Each magnet is $10.00 uS with free shipping in the u.S. and Canada
For questions regarding the magnet, contact info@vcfsef.org or call 1.855.800.8237

http://www.vcfsef.org/products.php?parent_id=9
http://www.vcfsef.org/products.php?parent_id=9
mailto:tshirts@vcfsef.org
http://www.vcfsef.org/products.php?parent_id=9
mailto:wristbands@vcfsef.org
http://www.vcfsef.org/products.php?parent_id=9


VCFSEF October 2014 newsletterPage 24

VCFSEF MEMBERSHIP FORM - Become a member today!
your dues help fund the website, toll-free phone line, education materials, mailings, and our annual international scientific meeting. Dona-
tions and dues are the only source of funding for the Foundation. as a member you receive a discount on conference registration and
access to the members only section of our website. By becoming a member today, you’ll make it possible for the VCFS Educational
Foundation to move forward—to reach every continent. you may also register online at:
http://www.vcfsef.org/become_a_member.php

new Membership �       Renewal �     Membership dues are payable yearly, and apply to a calendar year, Jan 1 to Dec 31.

First & last name: _________________________________________________________________________

Include family members by providing name, relationship, age of child & VCFS diagnosis as applicable:

1._________________________ 2.__________________________ 3.__________________________

Mailing address: ___________________________________________________________________________

home       work     Change of address

_____________________________________________________________________________
City                                                        State / Province                  Postal Code                 Country (if not uSa)

E-Mail: ____________________________________________________________________________________

Contact Phone: (___________)_____________________________________   Ext:_______________________
area or Country Code

Full Membership - $40 
� I have Velo-Cardio-Facial Syndrome � I have a family member with Velo-Cardio-Facial Syndrome
� I am a professional working with individuals with VCFS. Field   _____________________________
� Other:

_______________________________________________________________________________________________

Student - $20� 
Professional degree student or resident interested 
in a VCFS related field of study Field: __________________________

VCFSEF, Inc is a uS 501(c)(3) non-profit organization. Donations are uS tax-deductible to the fullest extent of the law.
Please consider a donation to support our efforts:

Step 1: Donation amount
President’s Circle $5,000+ 
Founder’s Circle $1,000 - $4,999
Benefactor $500 - $999
Patron $100-$499 
General $1 - $99

Step 3: Enter name (if applicable)
In Honor of: 
_______________________________________________
In Memory of: 
_______________________________________________

auTHORIZaTIOn TO RElEaSE InFORMaTIOn
I hereby authorize the Educational Foundation to release my contact information as indicated below, to other members and to publish it in a direc-
tory for members. The purpose for this permission is to connect people in localities so that support can be offered and information distrib-
uted. The Foundation WIll nOT distribute, sell, or otherwise release this information for any other purpose, or for the enhancement of individual
doctors or hospitals. you may release my:  � name   � address     � Phone #     � Email address     � Release nOnE

Please include this completed form with your 
payment made payable to:

VCFSEF
attn: Membership
P.O. Box 12591
Dallas, Tx 75225

Total Enclosed $
______________

Dues Total $_____________
Request waiver of annual dues for 2010

Step 2: Select Donation Fund
General Donation 
Caitlin lynch Memorial Fund
Tony lipson Memorial Fund
amanda McPherson Fund
Kid’s Zone Fund
Tessa Koller Knowledge is 

Hope Fund

http://www.vcfsef.org/become_a_member.php
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DISClaIMER

The information contained in this newsletter is for informational purposes only, and should not be used to replace profes-
sional medical advice. Readers are responsible for how they chose to utilize this content. This information should not be considered
complete, nor should it be relied on in diagnosing or treating a medical condition. It is best to seek advice and attention from your
physician or qualified healthcare professional. always consult your physician before beginning a new treatment, diet or fitness pro-
gram.

COnTaCT InFORMaTIOn
If you have further questions, including membership in our organization, please contact The Foundation via phone, post, 
or email, and we will assist you.

Telephone: 
Toll Free 1.855.800.VCFS (1.855.800.8237)
local number 1.214.360.4740

Postal address:
VCFSEF
P.O. Box 12591
Dallas, Tx 75225

Electronic mail:

General Information: info@vcfsef.org

Officers
Executive Director Dianne altuna execdirector@vcfsef.org
President ashley Bourg president@vcfsef.org
Secretary amy Riordan secretary@vcfsef.org
Treasurer Christine Mac Donald treasurer@vcfsef.org
Editor Sue Carneol, MS, CCC-SlP editor@vcfsef.org

Professional Council
Christine Mellies, MS, CCC-SlP profcouncil1@vcfsef.org
Kevin antshel, Ph.D. profcouncil2@vcfsef.org
Elliott Beaton, Ph.D. profcouncil3@vcfsef.org

Lay Council
Margie Koller- Podjasek laycouncil1@vcfsef.org
Bridget Goad laycouncil2@vcfsef.org
Joanne Gardener, Ph.D. laycouncil3@vcfsef.org

Regional Directors
asia and africa nagato natsume, DDS, D Med Sci., Ph.D asia_africa@vcfsef.org
australia and new Zealand linda Campbell australia@vcfsef.org
Continental Europe (co-Directors)  Professor Stephan Eliez, MD europe@vcfsef.org

Bronwyn Glaser europe@vcfsef.org
latin america antonio ysunza, MD, Sc. D. latinamerica@vcfsef.org
Middle East Doron Gothelf, MD middle_east@vcfsef.org
united States and Canada Dianne altuna uscanada@vcfsef.org

middle_east@vcfsef.org
middle_east@vcfsef.org
mailto:latinamerica@vcfsef.org
europe@vcfsef.org
europe@vcfsef.org
australia@vcfsef.org
laycouncil3@vcfsef.org
laycouncil3@vcfsef.org
laycouncil2@vcfsef.org
laycouncil1@vcfsef.org
profcouncil3@vcfsef.org
mellies@hhsc.ca 
mailto:editor@vcfsef.org
http://softconference.com/vcfs
secretary@vcfsef.org
mailto:execdirector@vcfsef.org
mailto:info@vcfsef.org

