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2 were smack dab in the middle of

_ the Covid-19 pandemic when | became
pregnont with Hunter. We ware so excited to
soon be o family of four and have two little
boys! MNine months of working from home,
guarantines and solo doctor trips flew by. The
entire pregnancy seemed to be heglthy and
Hunter's DMA tests came baock with no
concerns. It was the night before my induction,
Halloween Eve. Jackson was 18 months old and
was very excited to meet his little brother but,
more importantly that night, candy. We
dressed up as the most popular pandemic
Metflix show, “Tiger King™ and took him trick-
or-tregting eorly. we sogked in our last
moments os a family of three and pocked the
car to head to the hospital.

Just like Jackson, Hunter was born one day
ofter a holidoy. At 2:29 AM on November 1,
2020 we welcomed our_.
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letter from the
program director

5 | try to put into words
how amazing it wos to be
bock together at our first IN-
PERSOM Retregt since 2019,
the song “Celebration™ by
Kool and the Gang instantly
came to my mind.
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As we were assembling the
Retreat welcome bags the day
prior to the Retreat, | had a
“moment” to where | looked ot
the staff and said, ® can't
believe we are doing this, it's
actually happening!™ Being
apart for three years waos
incredibly haord and we canm’t
express how much we missed
everyone!
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knightens. continued from the cover

perfect little guy Earth side. Hunter
was born with shoulder dystocia.
During labor, | was so focused on
delivering Hunter that |
even awore of the emergencuy in
the moment. | remember looking
around at the people in the room -
my husbaond, Drew, oppeared
shocked ond even the
looked Thay
explained that Hunter got stuck
during labor and the doctor had
pulled him so hard that the
umbilical cord had ripped on its
own. The room locked like o crime

wWosn't

nurses

wWorrisome. later

scene! | remember repeating, “Is he
okay? | want to see him.™ They
quickly put him intc my arms and
we instantly fell in love. Hunter
Boone was here.

Moments after being able to hold
Hunter the nurses teok him to
check all He kept
making an odd breathing sound
that | questioned and they re-
sponded thaot he probably just
swallowed fluid during his grond
They saoid everything
looked greot ond they put him
back into my orms. | held him
close, cuddled him, and exomined
every inch of his perfect little
existence. He hod bruises on his

of his vitals.

enirance.

head and his arms which can be a

common result of shoulder
duystocia. | noticed his sars lookad
slightly underdeveloped
gquestioned the docter who didn't
overly She
explained that he most likely was
laying o certain way in the womb
or thot his ears may haove been
folded during the pregnoncy. |
noticed that Hunter hod “dents™
below his eyes which | learned
from Google may be g result of

2 dehydration. Again, |

and

SEem caoncerned.

guestioned the doctor, but waos
told there was no need to worry.

That night | owoke to
audiologists that wanted to do
Hunter's newborn heoring screen.
One was teaching the other on
the software they use 1o test
hearing.
exhausted from labor, | had two
strongers by my bedside os |
wotched Hunter drastically Tfaoil
the hearing test. The audiclogists
told me it wasn’t o big deal and
they will re-test in the morning.
This time they took him out of the
room for the hearing test and
told me that he had failed «
second time. They explained that
it wos most likely due to water
behind his and did
express any level of concern. The
doctors seemed confident thot

Two

Holding Hunter and

ears not

there was nothing for us to worry
about and we were referred to
see an audioclogist the following
month.

We left the hospital aond were
officially The Knighten Family of
(cJ,
Hunter). Introeducing Jockson io
his
magical moment that we’ll never

four, DOrew, Jockson and

new boby brother was a
forget. A few doys later, we had
our first oppointment with the
pediatricion. | menticned Hunter’'s
foiled heoring the
underdevelopment of his ears. |

tests and
asked if they were correlated and

she suggested we hove our
audiclogist appointment moved
up to an earlier date. The first
auvdiclogy appointment

couldn’t get the testing

she
tubes
inside his ear canals to test. The
ENT then sow us at this loecation
and suggesied we go io another
locotion becouse he “doss not
see kids” ewven though this waos
who we were referred to from the
hospital. We visited another clinic
locotion in the some network and
weare possed
doctors for almost three months,

aground betwesn

who continuously told us thot
Hunter's ear conals just needed
time to grow. Each time they

suggested thaot we return in o few
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weeks 1o see if the canals hod
grown at all to attempt o re-test.

& day before our next appoint-

ment | received a call from the
ENT office soying they were
canceling my appeointment

because they couldn't help us |
was shocked. | that
they needed to wait for his ear
conals to potentially grow larger
to test his heoring, howewver, |
didn’t understond why they were
not willing te help us onymore.
what could they not help us with?
| knew thot there wos no history
of hearing including
hearing loss, on either side of
Hunter’'s fomily so 1| still did not
feel overly concerned at the time,
just confused. That night |
down after the boys went to sleep
ond began 1o Google,
“underdeveloped ears”, “hearing
loss™ and “dents below the eyes.™
within 10 minutes | come across a

understood

issues,

sqt

picture of a boy with Treacher
syndrome (TCS) and |
immediately knew | had found a
diognosis for Hunter.

Collins

Thot is a night thot | will never
forget. It was 10pm and | hod just
self-diagnosed my
old son with o rare syndrome we
hod no idea he had, nor did any of
the dozen doctors that

three-month-

we hod

seen Uup to that peoint of his
life.For hours, | went down a
rabbit hele of information on

Treacher Collins syndrome. | woke
Drew up and we sat up for hours
crying and tolking. | found contact
information

for a craniofacial

physician at our local medical
university - | emailed a recap of
our doctor visits thus far along
with o picture of Hunter before

going to sleep thot night.

| checked my email first thing the
morning to find that I°d
already received o response from
the physicion. She agreed that
she noticed

next

features of TCS in
Hunter and wanted to schedule
an appointment to see him as
soon os possible. We ottended
our appoint-
within one week and o
DMA
performed on Hunter.

first craniofacial

ment
blood-drawn

Test WwWiOs

Wwe received those DNA

results a few wesks later which

1251

confirmed whaot we expected to
be true - Hunter waos diognosed
with Treacher Collins syndrome
due to o mutoticn on the TCOF1

gene. The weeks following the
diagnosis were the toughest
weeks of our lives. We cried a lot.
we did not know what this
diognosis meont for Hunter's
future and that was scary. MNot
only were we waolking into

unknewn territory with our son,
but the doctors did not seem to
know much about TCS either, due
to its rare occurrence. A
few of the doctors and
surgeons at the medical
university hospital had
previous experience

with TCS patients, but

we still left with little

to no advice or insight

as to whot Hunter's future
may look like. We were aolso
empty handed when it came to
resources for Hunter and our
family. We scheduled o follow up
appointment in another & months.

whot we didn’t know ot

the time is how beautiful
Hunter's life would truly be.
At three months old, Hunter

received his PONTO's (Bone
Anchored Hearing Aids), he could
finally hear us. | cannot explain
how overcome with joy we wers,
and still are, to hear Hunter say
“Mama” and “Daddy” after being
told he may struggle with speech
due to his hearing loss. We are
continuously learning
Hunter's needs ond searching for
with
knowledge of TCS. We are so
groteful for the connections we
with TCS
We went to our first

about

resources and doctors

have maode other
families.
Children’s Craniofocial Associo-
tion Retreat this year. There, we

found an r
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amazing comm unitg -
tinues to grow. After e-mailing the
governor of South Carelina he
proclaimed  the  first  South
Carclina Treacher Collins suyn-
drome Aworeness Doy on May 28,
2022, aond we met other South

Carelinag families thot

con-

live close
by. OQur family of four is thriving.

Jacksen and Hunter are the best

brothers and friends to each

other. Ewvery daoy is a new
adventure in our household filled
with dinosours and toy trucks.
we're extremely lucky to have
such a supportive community
Pleasant,
South Carolina. We are grateful to
hove so many friends and family

members close by that love our

arcund ws in Mount

boys endlessly. Hunter's hearing @
gids don’'t mix well with waoter, @
but thot doesn't stop us from @
enjoying summertime the @
beaches nearby. Hunter is a huge &

at
fan of the snocks, especially g
Oreos. Eating may be his favorite g
hobby! He loves playing “T-Rex” 4
with Jockson ond Doddy before o
bed each night (super fun game

where Jackson and Hunter attack
the dinosagur oka Doddu!'). The
giggles echoing from their room
is my favorite part of the day.
Hunter's stuffy is o
Mickey Mouse that is almost as

favorite

big as he is - it's adorable to

watch him carry Mickey oround
the house. Hunter hasn’t learned ©
to proncunce the *s” sound yet so e
he calls Mickey Mouse "Mou™. I1's e
so cute that | don't think we will
correct Mou's in®
speech therapy. e

]
Year 1 was tough, but we got®
through it together

wouldn't change a thing. We are g

ever nome
and we @

living a beautiful and blessed life I
with our boys. -

celebrating,

retreat recap by PD,
continved from the cover
Let’s just say there wos lots of

good times and
loughter throughout the course

of the entire Retreat weekend!

Leave it to the greot stote of
Texas to have o heatwave the
week of our 32nd Annual Family
Retreat
Symposivm! Thankfully all of our

and Educotional

events took place indoors, at the

begutiful and spocious Sheraoton
Downtown Dallas, from June 23-
26. The hotel hod the largest
Ballroom and Grand Hall we've
ever had... so, yes, everything is
bigger Having this
much space for our families 1o
spread out and for the kiddos 1o
run off some of thot energy was
perfect! We ended up having 131
families from 36 stotes attend as

in Texas!

well os fomilies from Australio,
Canada, Mexico and the United
Kingdom. Of the 131 families, 30

families were first-time
attendess.
The Retreaotr kicked off on

Thursday morning and | con’t
begin to tell you how excited we
weare to get down to Registration
s0 we could see everyone! wWhot

| witnessed was an overwhelming

cutpouring of love. Families
reuniting with one another,
literally running towards each

other, hugs and, high fives, but

mostly more hugs, first time

retreat families talking 1o
families they have only ever
“met” thru social media and

overall HAPPIMESS! It was such a
beagutiful sight to see and one |
will never forget.

Once again, this year we haod
expert speakers in the




field of croniofaciol research and
hold sessions for our
families during the 14th Annual
Craniofacial Symposium. We would
like 1to thank the Tfollowing

medicine

speakers.

+« Huoy-Zong Law, MD,
Internaticnal Cramofocial Institute

« Monica Kemp, M5, CCC-SLP,
International Craniofaciol Institute.

« Janet Lane, MS, CCC-SLP,
MED-EL

= Joshua Huppert, Au. D,
MED-EL_

Wwe would also
Keynote Speaker, Lizzie Velasquez,
who did a very powerful session

like to thank our

called “Dare 10 be Brave!™ Mot only
is she a Motivational Speaker, she
is also an Activist, Author and
YouTuber. Both Lizzie and her Dad,
Guadalupe,
from the oaudience following her
session and our families truly loved

answered guestions

having her there.

Maore wvery

special
also go out to Liz Irwin, CTRS,
who held a SibShop and Siblings
Panel for our Super-5Sibs and |ost

thank yous

but certoinly not least, CCA
family members Vanessa Acero,
PsyD, MS, APCC,; Josie Barton;
Aaron Guzzo; Jennifer Kilmer;
Johnny, Jessica &  Hunter
McMahan; Harlena Morton; and
Kyra wWetmore for either holding
sessions or participating
as panel members.
Presenters discussed
topics including “Lifetime
Tregtment of Cleft and
raniofacial Differences:
Advancementis in Care
at the in Core at the
Internaticnal
Craniofacial
Institute,”

“Empowering You and Your Child

as we Maoke Sense of Hearing

Technology Options,”™ “Sociol-
Emotional MNavigation Through
School Ages”™ “You Are More
Thank Your  Shell: Finding

Confidence to Be Yourself"™ and

*Radical Healing.”

We also had sponsored exhibitor
booths again this year and would
like to thank them for being paort
of our Educational Symposium:
International Craniofacial
Institute Cleft Lip ond Palate
Tregatment Center, MED-EL,
Nationwide Children’s Hospital,
ConnectMed International, KLS
Martin Group, Children’s Health
of Dallas and FACES.

A special thanks goes out to
Foundation for Faces of
Children, Smile Train, FACES
and Barrow Cleft & Craniofacial
Center for being scholarship
sponsors!  Thonks to  your
generosity, seven families were
able to ottend our Retreat!

This year we were olso able 1o
provide boxed lunches for our
fomilies during the symposium,
thanks to a very special donor,

who wishes to remain anon-

5

ymous. We thank you and



so do our tummies. They were
The additien of the
lunch helped our families stay
onsite on Symposivm day and
have enough time to eot and
get back in time for their
afternoon sessions. We would
love to provide this meal again,
in the future if we can secure

delicious!

more donations like this one.

And last but not least, a HUGE
thanks goes out to all of our
amozing Tfamilies
who their
during the Symposium,
Registration and Retreat (I've
only listed those not previously
named): Rita Albert, JD, Sharon
Allbright, Liz Anderson, Taylar
Aumann, Mishele Baldwin,
Janette Barton, Lisa Bock, Liza
Bowers, Lori Brown, Megan
Brown, Chelsea Buyalos, Sarah
Cloes, Ruyan Coody, Kristine,
Jeremy Tommy & Cody Dale,
Emerald Demor, Sally Derrick,
Fed-Ex CARES employees, Karen
& J.R. Foley, Cashel Gaffeu,
MSw, Carrie Greer, Paoula
Guzzo, Kelsey Harris, Whitni
Hollingshead, Kevin Irvine &
Karen Tamley, Karen

agnd friends

volunteered time

Kelly, The Italian Club of Dallas,
Tyeisha Jefferies, Melissa Jurek,
Jennifer Johnson, Maddie
Johnson, Ed & Amy Kern,
Motthew & Araceli Kimberlin,
Crystal Kouri-Reynafarje, Jono
Lancaster, Janis Macut, Matt
Morris, Harlena Morton, Eva
MWicholas, Chirrisse ©Owen. Liz
Prince, Erin Richmond, Laurel|
Sonborn, Rose Seitz, Potricio
Simon, Char Smith, Summer
Thoemas, Courtney Vusockuy,
Megan White all of our raffle
ticket sellers and everyone who
brought raoffle items/boskets.

| would olso like to personally
thank mu friend, Lexie Beard,
ond RAK (Random Acts of
Kindness), for donating items for
our goodie bags! They were such
For the third
year in a row, CCA held “Camp
CARE" counseling
opportunity ond decompression
room thot takes ploce during the
Retreot. We would like to thank

a nice addition!

which is a

our dear friends at ConnectMed
International, Rita Albert, JD, ond
Cashel Goffey, MSW, for offering
this important service to our

families. This addition was the

direct result of reguests from
our families, but only maode
possible because of the
willingness of our nonprofit
friends to collaborote. Together,
we are working to fill as many
needs as possible, aos we learn

about them.

The Retreat kicked off Thursday
night and the fomilies munched
on cheeseburger
announcements

sliders  while
and welcomes
were being maode. We hod a
couple of “Texas™ surprises up
our sleeve for the evening. Mot
only did we hove o Cowboy Stilt
wallker, we also hod the Dallas
Cowboy’'s Mascot, Rowdy, in
oitendance. They both
entertained owur fomilies and

took pictures with them. For the

Dallos Cowboy's fans in
attendance, this wos o dream
come true! Following this

excitement, we had another

surpriser for our fomilies. Our

very own CCA Adult, Bianca
Meocon, put on a concert, and
wowed the oaudience with her

astounding wvoice.



Friday morning started with
breakfast, and then the families
gathered for Group Meet-Ups,
one of ocur meost popular parts
of the Retreat. These groups
give the
opportunity to meet others and
learn about each other
(slightly) smaller setting. This
year we chonged it up a bit and
offered groups by syndrome
and by topics. Some of the
group topics included “Genetics:
Q&A™, “RED Device Advice,”™ “Act
It Cut workshop,”. “Fun with
Hearing: TeleDraw Game,” and
more!

our families

in a

We offered a wariety of fun-
filled booths for
which included orts & crafts, a
CCA swag area, a selfie photo
table,
carnival gomes, o balloon artist,
face painter, caricature artist,
live music from the Dallas
Sumphony Orchestra, o maoke-
vp demonstration from our
resident celebrity MUA, Crystal
Kouri Reynafarje, an animal
show from the Dallas Zoo, hair
accents by Dry Bar, strolling
Marvel charocters aond a Jedi
show from the DFW Saber Guild!
It was two hours of non-stop
FUN! Wwe couldn't hove pulled
this off without the generosity
of so many. Thank you 1o Ron
Shover, Symphony
Qrchestra Scott,
Lydia, Jennifer & Nora, Dry Bar
Daollos, DFW Avengers and DFw
Saber Guild!

our families

real-deal arcade and

Dallas
Members:

After oll of
families had o little break and
then gathered once again for

the excitement,

Part of our

our

our Family Night.
Family Might is

Raffle which is where our families

Homeatown

from across the United States and
beyond brought boskets of goodies
that represent their hometowns (or
any theme they really love, such
as, Harry Potter) for CCA to raffle!
These baoskets alwoys blow me

owaoy with their creativity ond
aowesome things you can’t just
“Amozon”™ to your door. OQur

families truly go above and beyond
and their generosity shows in whaot
they bring yearly' This year we
raised over $4,000 with nearly 80
boskets.

while parents were buying raffle
tickets with the hopes of winning
one of the fabulous raffle items,
the were watching
magic tricks and dancing the night
aoway in a room with a breathtaking
view of downtown Dallas from the

eans some

38th Floor of the Sheroton. Teen
night wouldn’t be possible without
omazing chaperones. Thank
you all so much! And, thank you to
our DJ, Joe Mir. who generocusly
donoted his time and service 1o

our

ensure our teens haod fontostic
time!
Soturday morning started with

breokfast which was followed by o
group photo. It
villoge 10 gather over 400 people
for a group photo but with the help
of our amozing photographer, Eva
Micholas,
*woices thot carry,” we got it done
ond it’s such a powerful photo. We
appreciate everyone’'s
potience and suggestions on the
survey obout
massive undertaking ewven easier
next year. Seeing everyons

taokes a small

and the direction ond

also

how to maoke this

together in one spot really puts
things into perspective.

Following the group photo,
everyone hod time to go grab
lunch, and get back in time for
our °“CCA’s Got
Every year we say it was the best
one yet ond this holds true once
again! REALLY, how do you guys
gel better and better every year?
wWe hod ewverything from singing,
dancing, instrumental
performances, joke telling and
more! 11 tokes o lot of courage 1o
get on stage and perform in front
of an oudience and you all did a
superb job! A huge thaonks goes
out 1o emcee, Chelsea
Buyalos, who waos o true star and
kept things going smoothly, as
well as the Johnny
McMahan, who the
playlist and made sure everything
stoyed on trock. They didn't miss
a beat!

Talent™ Show.

U

talented
created

Saturday evening, everyone came
together for our most popular



event_the Dinner/Daonce. Before
kicking off the daoncing, families
were once again able to enjoy some
beautiful the Dallos
Symphony Orchestra. Thank you to
DSCO members, Clay, David, Don,
Glen & Timothy for donating your
and creating such a
After everyons
finished eating, it was time to hit
the dance floor! Let's just soy the
dance floor wos packed the entire
night. And, as always, once the last
song ployed, the crowd begged for

“OME. MORE. SONG!™

music froem

time nice

ambionce. was

Sunday maorning is always

bittersweet and comes woy 1too
fast. There were hugs being shared,
and photos exchanged,
loughter, tears, social media friend
reguests and a sense of belonging

numbers

like no other filled the room. The goodbyes were a bit harder this
year since it haod bsen so long since we have all seen each other.
But, rest assured, we all had the TIME OF QUR LIFE' | don't khow
about you, but my heart is full and | hope we never go that long
without seeing one another again. Thank you all for being YOU!

we plan to open registration for the 2023 Retreat at the Hyott
Regency Minneapolis, June 22-25, 2023 very soon. Stay tuned for
more information, and as alwauys, scholarships will be due Dec. 31,
2022 You can request one by emailing me ot

AReeves@ccakids.com.

And be sure to read ogbout o
first-time retreot attendee,
Carol Smith, and her
family’s experience

(Pg )

- Annie Reeves
CCA's Program
Director

L

MED®EL

IDEAL FOR CHILDREN

The ADHEAR System s a simpie, gentle solution far children with
conductive heanng loss

Loty
ADHEAR'S loclong battery door prevents
small children from swalkowing parts

Connietiity
ADHEAR s compatdie with FM dowces

often wsed m the clessroom

Momtoning
The SolndCheck Tool allows parents
and Earegivers to lsten o ADHEAR to

AR oo e wormn different wisys
can chibote bebween the

g o the softband, depending

STICK. CLICK. HEAR.

With MER-EL's ADHEAR Systermn -

wfisa if s I||nrl|-"|n|r!]| ol

For more info an the MED-EL's Bone Conduction Systems medal.cam



first time retreat attendee family testimonial

Ty

H elle to our CCA family! wWe are
the Smith family, Gary, Carol, and
Savannah. we in Stotesville,
Morth Carolina and our daughter,
Savannah is 12 years old. Savannah
has Pfeiffer syndrome and Turner
syndrome.

live

This summer, we attended ocur first-
CCA  Fomily Retreat &
Educational Symposium!

ever
We ‘were
50 amaozed at all the love thot was
immediately shown to our family.
For the very first time, we were
able to connect with other Pfeiffer
families and hod the opportunity to
meet others who shared similar
medical journeys like ours. It was so
heartwarming to be able to be in o
ploce among people who are truly
understanding, occepting,
inclusive to each other.

and

Encounter:

we had so much fun making new friends
and sharing our
family immediately felt at home and in a
place where we belong! It's an amazing
and comforting feeling to know that

we now hawve all the love and A
support from our CCA family. We
can’t wait to be part of future

retreats!

life experiences. Our

Wwe are so thankful to have
experienced such an amazing
event. We had the time of our

R
lives! &3
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The Power of
Facial Difference

September, 29 2022 atSpm PST /7 pm CST

Children’s Craniofacial Association is pleased to
Inwvita you to an informad and inspired event
about fearlessly facing the world, During the
avent, we will highlight what itis like to live with
multiple intersecting differances and those
ditferences wili be recognized. celebrated, and

David Roche, CM

Marlena Blavin

honered with the inaugural David Reche Award :‘:::_:;T;m:: ::rm”st' :”dwﬁ;l"“‘ Trl"" r‘“l“"’t*

for Excellence in Advocacy. i toryweker, Haspice
Yolunteer

Both of our oword recipients, Dr, Jaz Gray and .

Rosheerd Dopson, MPH, ore professicnals in the Rasheera Dopson, MPH Jasmine Gray, PhD

Advooate, suthor, Ressarcher,
Entrepranaur

Ressarchar, Assistant
Professor, Storyteller, Patient
Advocate

disabiflity gdvocacy community, Both are
ovailable for workshops and prasentations on
intersactionality, DEI (diversity, equity, and
inclusion), ond disability odvococy.

Please register at: ccakids.org/encounter

P -1 children'’s
2 = craniatacisl
SRRNCEATION

A new virtual program REGISTER AT:

from CCA Kids!

LIVE

mkids.org!encnunter




F’AR Premler Tournament

Christine Andler

O n Monday, May 16, 2022,
Property Advisers Realty (PAR)
and PAR Capital Partners hosted

their &6th Annual Premier Golf

Clossic  Benefitting  Children’s
Craniofacial Association at
Timarron Country Club in

Southloke, Texas.

The event was attended by local
and out-of-town supporters and
raised over $80,000!

bid this

early 2020
originally to be ployed in the faoll
of the same year, but becouse of
the pandemic it was moved and
rescheduled three times. The CCA
stoff waos incredibly grateful to
Jerry Reis, President and Owner,
and his team for not giving up on
CCA ond moking this incredible
event happen. After two yeors of
plonning and rescheduling, the
event went off without a hiccup!
It was truly wonderful 1o see so
many people excited to be out

CCA won the for

tournoment in

playing together for our kids and
programs.

Prior to the tournament, the Reis
Family hested a dinner at the
Club for out-of-town sponsors,
CCA board, and the staff from
PAR and CCA intimate
evening of conversation, food
and music by CCA’s own, Peter
Dankelson. It was a great night
to share the passion for CCA ond
the importance of philanthropy
with an aomozing room of people
dedicoted to this
wowed all with his acoustic guitar
and a playlist of rock clossics to
1 O original scores of his own.

for an

event. Peter

We were so grateful to have
boord members Dede, and her
husband Darin Dankelson, and
Bill Mecklenburg in attendance
this special
supporting the efforts.

for event

Breakfost tacos and o Bloody

Mary baor welcomed oppro-
ximately 75 golfers in some
great spring weather. The

players were given curated gift
bogs with PAR CCA
goodies, including a copy of
“Wonder,”
polo  shirt
sponsored by Inwood Bank.

and

R.J. Palocio's book,

and a custcm

A noon shot gun start mode for
a great day of play with lunch
on the course with o burger
station and a BBQ station by
Spring Creek BBQ sponsored by
PURE Wellness. Power Brokers
sponsored the
contest, where players tried to

hole-in-one

win o brand-new, custom Tesla
at hele 17. Thank you to Tesla
NorthPark and Tesla Southlake
for showcasing your cars and
donating raffle prizes.

The afterncon was followed by
reception with
drawings,
speeches, ond fun sponsored
by Mach Private Risk. The Reis
family once
again went
above and

a cocktail

awards, raffle

beyond to
maoke
sure
CCA

and the sponsors felt apprecioted,
opening up their home for a wrap-
up party after the event.

A special thank you to Jerry and
Kerry Reis for chompioning the
fundraising with  their
personal networks, donoting their
precious time, underwriting the vast
majority of the event costs, and for
opening
the most successful event in their

efforts

their home to make this

tournament history!

Wwe also give o big thank you io

Katy Reis, PAR Special Ewvents
Coordingtor and Potrick Reis,
Executive Vice President of

Operotions aond Partner, who
@ worked hand in hand with
the CCA Staff to
: execute a successful event
" with countless emails, meetings,
and phone calls over the last two
years.
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PAR recap . continued from

*Thank you to all our sponsors for
your generous support of our
Charity Golf outing this year
benefitting Children’s Craniofacial
Association. We raised over
$20,000' | think it can be said the
event wos a huge success,
enjoyed by oll® Said Jerry Reis,
President and owner of Property
Advisers Realty ond PAR Capital
Partners.

and
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A big thank you to all the
Tournament Sponsors: Inwood
Bank, Maoch Privote Risk, Power
Brokers, Woodring Foundation,

M. Terry Enterprises, Inc., PURE
wellness, Stephen Breen
Memerial Foundation, Bowling
Family. Trust, Excell Electric,

Maylor Commercial Interiors, Al
Gallagher, KPost
Brava, Dana Haywood

Company,

Construction, Marlin controls,
Greenzb Dallas, Carrington
Coleman, McMillan Jomes

Eguipment, Eataly Dallas, and
TESLA MorthPark and South-
lake. We are so grateful for this
event to return in June of 2023

-Christine Andler
CCA's Director of Development

¥

Sprmg Crczmofm:ml Picnic in Mlch;gun

my friend aond fellow
Kelly
organized our first annual Spring
West
Michigon! Spring is o tough time for

This yeaor,

craniofacial mom, and |

Craniofacial Picnic in
most children to make o Soturday
work with sports and end of school
year festivities, had
obout 15 kids ond young adults with

but we still
craniofacial differences come to
our cloudy day (ch that Michigan
weather!) at
Park.

Caoscade Township

The Pork provided o paovilion with

picnic tables and an inclusive
playground, surrounded by lots of
Wwe ate
sandwiches while
Most
we sirengthened

our friendships and maode a few

grassy areas to play in.
donuts ond sub
painting
important of all,

kindness rocks.

new friends.

it comes to Craniofacial
is the
most important thing. At times,
you
lonely. Getting together with
others thaot have waolked that
same road allows us to not feel
so alone. One of the young men
in attendance had
never met a person with Apert
syndrome around his same age
until our picnic. And that is the
reason for our get-togethers!

When
differences, community

can feel isclated wand

thaot was

The next Michigon-based

craniofacial gathering will take

place on September 17th ot
Shelden Paork in Livonia,
Michigan. we will gother io

cefebrate Craniofacial
Acceptance Month. »*




ello, my name is Haellie Wolf.
I'm % years old aond was born
with Frontonasal Dysplasio and
a Cleft Palate. I've had over 37
surgeries to dote and my
parents say I'm o wvery sirong
little girl.
One of my fovorite things to do
is to draw stick figures and
paint unicorns! | own a big
unicorn painting book and
absolutely love it. When I'm not
drowing or paointing. | enjoy
spending time with my older
sister, Miranda. we ride bikes
together and even sing songs
together. Our favorite song to
sing is “Scars to Your Beautiful™
by Alessio Cara. She is such a
supportive sister.

| just recently started 3rd grade
and my favorite part about
school is gym ond art closs.
wWhen | grow up, | want to be a
doctor. It will require a lot of
hard work but anything is
possible.

This summer | ottended my first
CCA Retreat in Dallas, TX. It was
my first time to ever fly and visit
the state of Texas. | had such o
fun time and especially loved the
Superhero’s during the CCA
Celebration as well as the prizes
during Family MNight and the
Dinner Dance. Making new

friends was the best part though! |
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| i, my name is
Miranda Wolf! | just
recently turned
16 and started
online closses
for my 9th o R /s
grade year. When " . M
I"m not doing my
online school, | enjoy
painting skull flowers and dreum catchers. Reoding scary
stories and watching scary movies is also one of my
favorite things to do. | would hove to soy "The Boy" ond
"IT" are two of my top watched movies. When | grow up, |
want to work in o diesel body shop and join the Army.

My younger sister, Haellie, is very cool and we lave
spending time together. We have o really special bond
aond | feel very protective of her. When | see somesone
staring at her, | kindly ask them to stop.

A few months ago, | ottended the CCA Retreot in Dallos,
T¥, and met lots of other kids, teens, and adults with
facial differences. | loved oll of the activities and making
new friends. Knowing we aren’t alone was so refreshing
and | can't wait for next year's Retreat! =

SEPTEMBER 2022

Nationwide

18TH ANNUAL CRANIOFACIAL ACCEPTANCE
MONTH (CAM)

SEPTEMBER 10, 2022 | T'Eﬂm -lpm

Dallas, TX | Hur&; Heod's Carter Pavillion
(2320 Heads Ln.. Corrolton, TX 75066)

15TH ANNUAL DALLAS CAM PICNIC

CONTACT: Annie Reeves, oreeves@ocokids.com

SEPTEMBER 10, 2022 | ipm-5pm
Paducah. KY | Noble Park

(2201 Park Ave, Poducah, KY 42001)
CAM PICNIC

CONTACT: Carol Ardelean, cardelean®0@gmail .com

SEPTEMBER 10, 2022 | Tpm-6pm
Hormeony, PA | 465 Scoti Ridge Hd. Harmonuy. PA 16037

PITTSBURGH'S 4TH ANNUAL CCA PICNIC

COMNTACT: Liza Bowers, bowerszoe@zoominternet.net

SEPTEMBER 10, 2022 | 5:30pm-8:30pm

Salt Lake Cr‘tg Ut | Murray City Park. Pavillion #3
(5175 5. Porkside Dr,, Salt Loke City, UT E#‘[DT}

CAM PICNIC | IN MEMORY OF KATIE WHICKER
CONTACT: Heather Sutton, heatherjsutton@msn.com
SEPTEMEER 10, 2022 | Tpm-3pm

Harmony, PA | Shelden Park

32901 Plumouth Rd,, Livonia, M1 48150

CAM PICNIC

CONTACT: Kellie Dowd, kdowd22@gmail.com

SEPTEMBER 29 2022
LIVE Virtual Event

ENCOUNTER: THE POWER OF FACIAL DIFFERENCES
(SEE PG. 9)

CONTACT: i
Khadija Moten, kmoten®@ccakids_.com

uemm
- L« Ju H\H Hh"j}

dﬁh‘afences E. disabilities.

TO REQUEST FREE MATERIAL OR FOR MORE IHFG:
visit: htps-/fecakids org/chooserind-iniflative-new/
oR
emall Khadija. at: Knadlja CCAKIds@gmail.com
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C raniofacial patienis at C.5.

Mott Children’s Hespital in Ann
Arbor Michigon were treoted to a
day of beauty, and then invited to
the cotwalk during the
craniofacial team’s Glamour Doy ot
the J Douglas Aveda Institute. This
annucl

walk

event provided kids with
facial differences time to explore
new mokeup, manicures, and hair

styles, while hearing an
inspirotional message from CCA
speoker’s bureau member,

Rasheera Dopson. Participants left
feeling confident inside and out.

This year, CCA ployed a larger role
in maoking this daoy extra speciol.
CCA Mom, Tricio Brusk, and her
doughter, Amelia, born with Apert
syndrome, shared the power of CCA
with the glommed-up goddesses.
Amelia alse benefited from the
Aveda Institute’s glom squad. She
really enjoyed her moment in the
limelight getting her noils, mokeup,
and haoir done. Lunch wos served,
so everyone hod on opportunity to
nosh ond network with one another.
At the end, Amelia jeined woll the
other girls as they giggled their
way the cotwalk like
professional models. While Amelia
enjoyed her
pageant experience, Tricia shared

down

salon services and
CCA’s resources with the group of
parents and potients. Brusk soys, ©I
set up a table with CCA information
aond gocodies these
amazing
walked similar roads as us. | found
thot a lot of these poarents didn’t
know what CCA was! It was truly an

to be able to share whaot

to give to

families who each have

hanar
they do for families like ours

and for children like theirs.
1 4 Having connections with

- F""" J ‘,“-ﬂ |.
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other craniofociol families helps
not only the parents not feel as
isplated, but
well, knowing they're not aolone
in their journey and feelings.”

the children as

CCA's impact on this years
event continued with speoker’s
bureau member,
Dopson, speoking to the crowd.
She shored her stery with the
young women and parents,
encouraging them to let their
inner beauty and self esteem
shine. Her message focused on
the importance of self worth

Rasheera

and self canfidence. She
reflected after the event,
*geeing all the young lodies

with varying degrees of faociol
differences maode me so aware
of how much of our beauty is
needed in these spaces.”

Part of her remarks included
these empowering words, *The
world will tell us that in order o
be beautiful you have to look a
certain way, you haove to act a
certain way, youw hove to dress
a certain way but each one of
you has something so unique
and absolutely beautiful thaot
the world cannot toke oway and
thot is your difference.”

After Rosheerg spoke her words
of encouragement and the girls
showed off their new hair, nails,
ond makeup, CCA gifted a
Retreat Scholarship to o fomily in
ottendance at Glamour Day. The
family ottended CCA's
Retreat
Symposiuvm at the end of June in
Dallos, Texas. Tricio reflects on
Annual impact, “From
mu experience with the retreat in
the past, | know how amazing it
is and how greot it iz for each
member of the family in
attendance.”

Annuval

and Educational

Retreat’s

The event brought together the

€.5. Mottt craniofacial teams®
patients and introduced them to
CCA’s  inviting and inclusive

community. CCA wants to thonk
the croniofacial team at C.5. Mott
Children’s Hospital, the J.
Douglas Aveda Institute,
Rasheera Dopson, and the Brusk
family for moking this such o

successful event. ¥



IFEW Recap

by Kara Jackman

' n Moy, CCA celebroted

International Face Equality week with
nonprofits and
organizations around the world from
May 17-24, 2022. The focus of this
year's International Equality
Week was facial difference is a human
rights CCA supported Faoce
Equality's call and theme with video
content and sociol media posts about
ways you <an shore your siory and
stay informed obout odvocacy that is
happening in the world beyond our
CCA family.

non-government

Face

issue.

CCA hosted an online lunch and learn
with o video followed by a panel
discussion disability in the
facial difference community. We
watched Rasheera Dopson talk about
the Americans with Disabilities Act and
the word disability, then o panel of
CCA, FEI, and Many Faces of Moebius
colleagues responded to questions
about how they feel about the term
disability 'in difference
community.

about

the facial

Mext up we hosted o YouTube video
premiere of Taking Center Stage,
featuring Dr. Jasmine Gray. She spoke
about the importance of owning your
craniofacial story through sharing it
with others. Dr. Groy, professor of
communications at Pepperdine Uni-
versity, encouraged individuals with
focial differences
their needs through the power of
storytelling.

to advocate for

Finally, we were updated by the
National Federation of Ectofermal
Dysplasia’s Becky Abbott on the
progress of the Ensuring Lasting
Smiles Act, better known os ELSA.
Becky, Manaoger of Treotment and
Research, sat down with CCA

marketing coordinator, Karg
Jackman, to discuss more about
who the oct helps and what it
would mean for people with
facial differences. ELSA hopes

to guaraniese coverags of
dental care for medically-
complex children, improving

their ability to eat, breathe, and
drink. These videos and online
evenis were sprinkled through-
out the weeklong foce equality
owareness celebration on social
media alongside many of CCA’s
FEl's: print
resources. You can find
resources in FEI's educotional
hub. Education and the birth of
hub was the
2021 Inter-
noticnal Foce Equality week.

and and written

these

the educational

theme  during

CCA educate
people this year, too. We filled
timelines with

information about ways people

continued to

our social
in and out of our community
odvocate to improve the lives of
people with fociol differences.
Education empowers us to be
our best advocates in 'l areas
of our lives. To thot end, CCA
shared

its many educational

resources, personal  stories,
research opporiunities, evenis,
ond more. If you've not already,
YouTube

channel to see these videos.

subscribe to our

Additionally, FEI requested that
participants take the pledge,
declaring that face eguality is a
humon rights issue. They olso
created on Instagrom selfie
filter for people 1o share on
their

awareness.

profiles to raise
wWe

learned o bit more obout why

hope you

foce equality is o human right

through scciaol media posts and
online activities.

Mext loock forward
our annual, global celebration

year, we 1o

and continued colloaboration
with Face Eguality Internotional
and its partner organizations.
FPlease take a look at FEI's social
media chonnels and website, to
mare about the vision for

the future. Together we hope to

learn

advance their mission, helping

“the facial difference
community 1o live freely;
without indignity or

discrimination.™ ‘e
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Simply put. planned giving

enables you to make a
meaningful gift to CCA that
reflects your beliefs and
values. Your gift will create-
an enduring legacy by
supporting CCA Kids during
your lifetime and beyond.
We are happy to help you
choose the program or
services that mean the
most to you, ds you make
your esiote plans.

AEN RN
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R To learn-more about how to
J leave your mark on the world
throsgh suppe

1,

" -

g -
T

cookios.org/legor-planned-ghving/
or email Christine ot
candler@ccakids.com

o9 209208608

| legacy giving




children's craniofacial association

1.4l Newton
2 Allison Catlos
3 Amber Chandler
4 Amber L Morano
5.Ami Rheann
&.Amy McLaughlin
7.Angela Yurkanin Allen
2. Annie Burt Reeves
9.Ashley Bock
10.Becky Hartman Hendrix
1.Becky Taylor
12.Brian B. Powlas
13.Carol Ardelean
14.Carol McGraw Smith
15.Cheyanne Sharpe
16.Christine Ann
17.Connie Williams
18.Courtney Vusocky
19.Crystal Kouri Reynafarje
20.Dan Blair
Z1.Dana Fernando
22 Danielle Siqueira Martins
23 Delaney Roberts
24 Ellen Weiss
25 Erica Klauber
26.Erin Williams Richmond
27.Greg Daniels
28 Haley Turner

ur 2022 fﬂCEbﬁOk

38_Jennifer Evans Smith
35 Jennifer Johnson
40_Jennifer Mau

41 Joan Harris

42 Joel Brusk

Focebook s a great way
to raise funds for CCA
Kids. Focebook takes 0%
in fees and you can set
up your fundraiser with a

43 Justin T Graham

44 Kara Jackmaon

& WESHE
45.Kary GB . A
46 Katie Hartke )

47 Kauylee Santiago
48 Kellie Lloyd
49 Kike Vicente Lopez
50 Kristen Golden Lambert
51.Kristine Deily Dale .
52 List Bowers-Alters
53 _Lisa Stanford
54 _Liz Froba Alexandrou
55 Lorin Messer
56.Marlene Goldsworthy Deily
57.Maureen T Margolis
58 Mena Stephany
59 Michael Piacenza
60.Miranda Arncld Shrum
&1. Nancy Musher Bowers
62 Rhea Beach

= click - Roise Money
» click - "Non Profit™ ond then

gearch for "Chiidren's
Craniofodol Assodotion”

= ciick: Children‘s Croniofocial

Agsociorion

zelect - o gool omount and
end dote

chek - Maxt

» 2nter - o nte for your

fundroiser - Birthday or CCA
Fundroizer, 21c

emter - tell your oudience
whij you ore roismyg for CCA
{we airecdy haove some
words: in there buot it i all
1otally customizablal

= click - Mext
» zelect - o cover photo - we

hove o bonk of photos to
chopse from: oF Gou can
gplood your own

« ciick = Create

&3 Ryan Broomé
é4_Samantha Leanne Mays
65_Stacy R Christianson McAllister

2% Harlena Willoughby Mortonses. Stephanie Moore

30.Heather Hortman
31.1sa Moreno

32 Jaci Marie

33.Jan Bateman Perkins
34 Janelle Crystal
35.Janet Ciraulo Simonds
36.Jay McRae

37.Jenie Kempert

6£7.Stephany Mena
68.Steven Tyler

&9. Tammi Trude-Gonzalez
70.Teaira Alexander
71.Thelma M Cormier

72 Tiffany Lun

73.Torey Harrah

M5 THAT EASY

T . :

f’ ® children’s
7 @e. craniofacial
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HONORARY CHAIRPERSON:
Cher

BOARD OF DIRECTORS:
Courtney Vuysocky | CHAIR

JP Morgan Securities, LLC
Auvrcra, CO

Josh Boucher
Materialise
Bockville, MD

Joel Brusk, JD
Grand Ropids, Ml

Kelly Cunha Pokorny
American Heart Association
Tampa, FL

George Dale
Corning Incorporated
Horzeheods. NY

Dede Dankelson
Peie'sDiary.com
Libertyville, IL

Bill Mecklenburg
SES Insurance Brokeroge Services, Inc
Coto de Caza, CA

Paige Peterson, J.D.
Salt Lake Citg, UT

Haley Streff, MS, CGC
Baulor College of Medicine
Houston, TX

Albert "Chuck”™ Russell | THEASURER
Corner Stone Technical Solutions
Sania Fe, NM

Steven Weiss
T80 Fusion Softwaore
Frisco, TX

CCA NETWORK DESIGN
Khodija Moten

EXECUTIVE DIRECTOR:
Erica Klauber, MBA
PROGRAM DIRECTOR:

Annie Reeves

DIRECTOR OF DEVELCGPMENT:

Christine Andler

COUTREACH DIRECTOR
Khadijo Moten

MARKETING & COMMUNICATION
COORDINATOR

Kara Jackman

voice 214, 570.9099
fox 214.570.8811
toll-free B800.535.3643
url ccakids.org

The views and opinions in this
newsletter are not necessarily
those of CCA.



