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meet the perkms

oy 4 iiris Per 15 aka Dr. Hill

orn inte this world was | Lobeled, defined,

blomeless. different. frogile. smaoll. vigorous.
persisient. strong-willed ond confident. My name
Is- Annairis Perkins. olsc known as Dr. Hill. I've

olwoys gspired te be o “doctor” ond one day |
will become one. and 2o the nickname remains
fitting
York and | identify os Afro-Lating, as my parents

are notives of the Republic of Ponoma

| waos born and raised in Brooklyn. Mew

Upon my entry into this
told by doctors
wrong and | foiled my

world, muy parents were

that something was severely
hegring test. Additienaily.
Ik or live post

king ond

they said | would not walk, eot, o

the cge of five. After recelving such shoc

devostoting news, my porenis tock me o
numerous doctors in hopes of rece iving onswers
1o my unknown condition at thot 1ime. They were

resilient throughout my medical journey. and o

i

d result they eventually learned thot | was born

and families

hope to individuals

letter from the program
director

t ney say time flies
when (ou're: having fun and
this holds true when it comes
to the Retreat! We countdown
the douys until it's here and
then, in the blink of an eye. it's
aver! It was so wonderful being
bock with all of you this year!

Every year. we try to rotate
the Retrect to a different
region of the United Stotes and
this was cur first tims to ever
hHold o Retreot In The MNorth
Star state, Minnesota, and it
wgs 50 greot to be there. ‘we
werent sure what typs of
weather o exXpect seeing how
they had sncw in May. but it
wos definitely berter than
other locotions wa've besn 1o
tha milder summer weather
was so *Minnesoio Nice ™

eg letter from PD

y facial differences



perkinﬁ . continued from the cover
with o rore condition only found in 1
in every 50,000 people. | was barn
with
(TCS).
affects the development

Treacher Collins: sundrome

which is a condition thaot
of bones
ond other tissues of the foce The
SUMPIOMS substantially,
ranging from almos: unnoticeable to

severe. Most affected people have

vary

under-developed faciol and cheek

bones, os well differences In the
shape. size and position of an
individual's eyes, esars, cheekbones,
chins ond jows Addiionally. the

syndrome can COUSE one of more
conditlons thot affect a child's ability
to nurse, bottle-feed, breathe easily
TES
reconsiructive surgeries 1o

ond hear. Many people with
require
such as

correct fackal differences,

absent chins., cheek bones, cleft
palotes and such. Te date I've had 35
operations. To name a few: I've had
palate,

recanstructive

jaw. cleft ear. and eye

Wwhile
there is no cure for TCS. surgery aids
in making the quality of cnes life

DFEEFD"_‘::DHS.

better. Surgeries alsg  help 1o
improve cases of mild to severe
craniofocial -anomalies as well as
speech, breathing., feeding. visual

and hearing issues

People often maoke the mistake 10
mislabel or underestimate the ability
of peocple with TCS due o our facial
differencez. | want the world to
know that each and every one of us
are brilliant overachievers. We are
fearless, caring, loving, amicable,
people who should be accepted as
we are and not treated differently
or analyzed because of our
unfamilior appearance. ‘while | did
require a cleft palate repaoir, d
feeding tube, speech. occupcrtional,

phusical, and hearing therapuy,

2

my intelligence is not affecied by
TCS and my fellow carriers also
have genius cognitive abilities. In
despite

facrt, The physical.

emotional, medical and mentdl

challenges we foce, TCS carriers

are  incredibly  resilient and
intelligent. MNumerous of my
various achisvemenis were
gccomplished during  oll the

surgeries and struggles through-
out my journey with TCS Az o
child, | was an honer roll student
from elementary through high
school | played on the basketball
team from elementary to high
school as ‘@ peint guard. |

participotied in all clubs and

extracurricular ociivities. | also
ployed the stee! drum in music
bond throvghout middle school |
om a high school

graduate. | obtained my

and college
driver's
license a: the oge of zeveniesn,
and purchosed my very own first
vehicle at the age of eightesn. I've
also  been since

employed my

freshmaon year of high school
Having TC5 7= a Far
myzself there were, and are,

journey.

stages to my diognosis. Some of
the stoges |
denial. grief. bargaining, anger,

gxperienced were
and acceprance. | am elated 1o
say thaot I've reached the end of
my journey and mode it to the
stoge of acceptance. Arriving to
this stage reguired |ots of haord
work,

szlf-patience, grace. an

abundance of self-love. «care,
therapy. confidence and faith in
God. Therapu can be and js life
changing. As a child or adult it's
never egsy hoving people stors,
point or verbally make negative
about  your
appegrance, the way you talk or
any other difference one may
have. Thus, if you are living with
TCS or
other type of siruggle that you
help processing. |
encourage you 1o try therapy. It's
healing. okay o get
professiongl  heip. One thing
therapy has taught me is that
hurt people, hurt people- but
healed people. heal people.
Healing iz a poewerful experience

Comments facial

are. encaeuntering any

meed

and it's

and I'm so thankful to have
experienced both the hurt and

the healing because it has
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shoped into. this: incregible
person. that pays it forward sach
day In hopes gift of

healing will keep on givi

me

that the
n

Despite having TCS as a child. I've

Ci
s
glways known thot | wanied 1o

have a fomily of my own which

included children. Mo maiter what
life moy serve me. | am forever
grateful for all of my experiences
both difficult
find
beautiful ond o blessing. |
my
husband Raymond for ten uyears
and we've
children

nothing else in life, ar lost some

and pleasurable. |
experiencing love to be
have
married - 10

been amazing

created fwo awesome
together. If | received
things oclong
thaot |

the way. it is enough
once experienced healing.
love, and motherhoaod Qur
daughter Makayla is our oldest
child. She'is ten and our son is nine

and hiz name iz Mason.

1

has
the portneris not a carrier there is

individual

when gn

@ 50% chance with each pregnancy
thot the child could have TCS. We
knew this pre- pregnancy. and yes
we were ckay with this possibility.
She is my

Case

My daughter haos TCS.
Her
inon mine.. She does
palate,
feeding tuebe. or jow surgery. She's

“fdenftical twin.~ was

milder nat
have a cleft reguire a
had three surgeries to date which
were reglly challenging for her buz
she is determined to kesp striving
She does reqguire hearing aids, and

needed the support of

ticnal, speech. and hearing theropy

ooCupd-

Ske I[s omoazingly talented, oui-
going. gifted. amicoble and bright
She is an excellent swimmer, she is
g Mational Honors Society student.
plays
drum. and has g smile thot lights up

every rogom she enters. She is our

the trumpet. ukulele, sieel

fittle *light bright” Makayla's irish
Mason Is also on owesome
child. He has

not deter orlimit him. and he is also

Twirt,

gccepting and supporiive partner

Autism., which does

| could have Toegether we haove

a little genius Mason is  the E'}r.'|:-‘E'I'I-I':"f'lE'E'E..l the highS and the
sweetest gson | could ask for; he has lows: Almost two years inio our
a heart and o mind beyond his marriage. Roymond was diag-

years. He ploys the piogno and is a nosed with stage four non-
gifted

gchool, He also haos an

tolented and student  in Hedgkin's lymphoma.

To say our world was

implausible vocabulary
wurned upside down is

His love for mankind,

: g an undersiolemeant
his mama, trains. '
3 Having two babies
legos. God and d
dnder one and a half

and a terminally
ill porent and partner

architecture
will fallow

him through
Hfe was novel and

My husband gnprecedented. It

was also sca .

Raymond iz
s cradiblia exhausting and
Hahes humbling. However,

e e it we i
accepred me he mads it we made

it. and survived 1o tell
forwho | was

the story. Though we

from the day
haod a recent scare

we met. I've i
of a recurrence a

year ago, we thankfully

aglso done the
same for him

which remalin in remissicon

for almost :
A or almost seven years

refationship There is so much more
10 share about our cancer
journey. Until then, know
that we are thankful for
life, the family we created
and the air we breathe.

| encourage you 1o heal,
fargive, laugh, love, be
thankful ond find your peace

zo seamless
He actually
iold methat
the first thing he
found attractive
about me was my
confidence. This waos
delightful 1o ; .
T — . | in accepting who you are, and

o s L ‘- where you are in life 3

1‘*"‘“‘*}



letter from PD. cont

The Retreat tock place at the
beautiful Hyatt Regency
Minneapolis in the downtown

orea. The laycut of the hotel was
gbsolutely perfect for cur group
Everuthing wos close together

ch made it s0 much easier for

whic
our families 1o get 1o our events.
we ended up having 136 families
from 39 szgtes attend as well as
from

foamilies Australia., Canado

ond the Wnited Kingdom. Of the

136 families, 38 faomilles were

first-time atrendses

while we hod all of these
omazing attendees, we did have
o huge hole in our CCA&
community.  Just  the wesk

~
1

before. an June 19, our belaved

cyor, Scott Guzzo, paossed

way just shy of his 40th
u.r—Lhcﬂ:J. we have suffered many
losses this yeor, ond enduring
one so close 1o Retredt had us
all feeling the grief we were

happu to be with one another to

remind ourselves of the support

pur community offers. to share
fis memaories, o comforr one
another, and 1o send an

ouipouring of love to his family
It was all too fitting thot

ved from the cov

too. Yes, SCotL

Cover
this
favarite color. Of course,

everything yeaor was purple; his
the CCA siaff had
ago

song)

because of
The
rnot

gselected purple: months

Purple Rain (Prince’s ond
but | can 1=l you,
upon that

“Purple for Scotil” and

Minnesora Vikings,
one person picked
one of you said,

Every zingle

now we wont Tt rememboer it

we gll donhned our purple

that's Just

shirts. lanuyagrds. and totes in your honor,
The Retreat kicked off on Thursdoy
morning and it was very touching 1o ces

the new families instanily bonding with

families they hove "met” on scociol media

for those who
finally reuniting

. laughter, ond so

Plus. [t was extra special
':I“U"
Hug

much love filled the cheg of the ballrooms

couldn’'t attend las:
with other families

aond echoed throughout the hoiel The

connections seemed 1o happen foster than

ever before and it was Incredible to
Witness
Once again, thie year we hod expert

speakers in the field of craniofocial
reseagrch and medicing hold sessions for
our families during the 151th Annual

Educational Symposivm. We would like to
thank the following speokers

= Kevin M. Vukovich, M.5., MED-EL

«» Dr. Jo Barta, Gillette Children's

Hospital
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« Martha McGrory, CRNP, ANP, Gillette Children’s
Hospital

« Dr. Cheryl Anderson-Cermin, Gillette Children’s
Hospital

« Kasey Wode, M.A. CCC-SLP, Family Chatterbox

« Tricia Armstrong, M.A. CCC-SLP, Family Chatterbox

we
Ballou, who did a very informative session called “Cleft
is My Superpower. What's Yours?®
Community Development Mdnager for Smile Train, o

would olso like to thank cur Keynoie Speaker, Iva

Iva Ballou s the
speaker and fociol difference odvocaie who uses her
gifts to increase awareness and education for the facial
the
Love Meets Joy podcost sharing her valuable insights.

difference community. Furthermaore, |lva <o-hosis
her cleft journey and all things cleft lip and paolate with
others. THrough her website ReglSophisticatedJoy.com,
from shame 1o

she now smpowers others

confidence in their journey. She is g shining example of

to pivot

how we can all conguer our fears and doubis and
achieve our full potential, She hod the audience so
engoged and mixed in some humor gs well Her

wonderful Mom, Carolyn Ballou, was also in attendance
which made it even more special, and we thank her for
sharing her insights during the Q&A

A very special thonk you also goes out to Rita Albert,
JD, & Coshel Gaffey, MSW. from ConnectMed
International, who held o session for our CCA Teens;
CCA's Executive Direcror, Erica Klavber, MBA. for hosting
a session on Advococy for Ally's Act. Austin Attebery
from Sing Me g Story. who held g session for our CCA
Kids and CCA Siblings: and lost but certainly not least,
CCca family member paonelists Jessica Bock, Greg
Daniels, Joseph Hernandez, Kevin Irvine & Karen
Tamley. Jono Lancaster, Andrew, Kristy & Oliver Lund,
Paige Peterson, and Amelia Sanborn for onswering all
the guesiions presenited them with truth., humeor, cand
candidness.

We also had exhibitor booths agoin this year and would
like: to thank them for being port of our Educoticnal
Symposium: MED-EL, ConnectMed International, Born a
Hero, ond FACES.

& special thanks goes out to the Foundation for Faces
of Children, FACES, Roseann Opdyke, Smile Train and
Diana Sweeney from Craniofacial Connection far being
scholarship sponsors. Thanks to your generosity. nine

families were supporied 1o atiend our Reireai. This
was our first yeor to award the Lentil Bean Memorial
Hotel Scholarship ond the Opdyke Memorial
Scholarship to Retreat families.

And last but not least. o HUGE thanks goes out to dll
of our gmazing fomilies and friends who volunteered
their time during the symposium, regisiration and
rerrect: Rita Albert, JD, Sharon Allbright, Caorol
Ardlean, Bette & Jessica Barbalaci, Paul Bearmon,
Lisa & Jessica Bock, Aaliyah Booker, Cheruyl
Papciak-Brooks & Joe Brooks, Lori Brown, Megan
Brown, Lia Burton, Lindsay Condefer, Greg Daniels,
Kristine, Jeremu Tommy & Cody Dale, Dede & Peter
Dankelson, Deena Dyson, Cashel Gaoffey, MSW,
Brooke Hall, Joseph Hernandez, Elsa Higbie, Kevin
Irvine & Karen Tamley, Melissa Jurek, Ed & Amy
Kern, Michelle Kryzonowski, Jono Lancaster,
Jennifer Lucas, Andrew, Kristy & Oliver Lund, Doug
& Janis Macut, Stacy Mcallister, Amy McLaughlin,
Johnny & Jessica McMahan, Harlena Morton, Eva
Nicholas, Tyonn MNordness, Stephanie O°Brien,
Roseann Opduke, Carlos Quinonez & Sonia Laora,
Paul Bearmon, Erin Richmond, Laurel & Amelia
Sanborn, Meghan Kujawa-Smith, Paul Tice, Tosha

walker, Dorina Watkins oll of our raffie zticke:
sellers, those who helped during the raffle and
everycne who broughi and bought raoffle
items/baskers.

Far the fourth year in a row. CCA held "Camp CARE"
which is a counseling opportunizy thot tokes place
during the Retreat. We would like to-thank
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we would like 10 thank
ConnectMed International, Rita
Albert, JD, and Cashel Gaffey,
MSW, for offering this imporignt
service 1o our families

On  Thursday Norm the
Magician, kids
gathered ot the front of the stage

night,
performed  Tor
ond ended his show with shooling
This
and

toilet paper inta the audience
toilet paper frenzy wos o hit,
we needed that tizsus to wipe up

our tears from loughing so hard.
phagiicis . T

Friday's hit event was the

Group

Meet-Ups. which were ane of the
highest rated and commented on
bosed on

events of ihe Retreaor,

our Retregat Satisfaction Surwvey
These groups give cur fomilies the
opportunity 1o meet others and
learn in smaoller {okay small-ish)
groups. This year
groups by syndroame and by 1opics

Some of the group topics included:

offered

wa

“American S5Sign Languoge (ASL)
Basics,” "Advocacy in Action: Ally's
Act,” "Finding Your Future” and
more! Wwe have LOTS of

suggestions for next
to add topics ond oge groups. but
olso 1o ‘do more group meeiups
throughout the weekend. We will

year. not anly

certoinly try to gccomplish this
requesi. We rely on voluniesers o
lead these, so if you are willing.
please reach out to me in the

6 Coming mMonIns.

we also heard you that you need
amplification in these
groups, and trust us, we will try to
find woys 1o help everyone occess
these impaortant times of meeting

saund

and connection

the CCA
Carnival

Wwe held

Celebration

Retreot
again this
year offered a
variety of fun-filled booths for our
families which included aris &
crofrs by Ziggy's Art Bus. o CCA
swag area, seffies with characters

on Friday. Wwe

(AKA.
arcade/carnival

i 1]

. L
CCA  Staff).
games, =

painters, live music from Michael
Riddle of Riddle Me Music. an
animal booth from the Minneapolis
Z00, a chance 1o dance and have
your picture token with Goldy the
Gopher and more. It was fun to
around
having o fun-filled 1ime. in g casual
atmosphere.  wWe have
pulled this off the
generosity of so many. Thank you
to everyone who came out and
participated!

ces  everyone  running
couldn’t

without

After all of the excitemment, families
hod a

gatherad
Family ™ight Part of our Family
Might is

and then

-

Tor

small break

once again our

our Hometown Baskert
Raoffle which is where our families
from across the United States and
beyond baskets of
gaoodies from their aregs for CCA

broughs

10 raffie off These baskers olwous
amaze me and this yedr they were

out of this world. ©ur families truly

go above and beyond and their
genergsity shows in what they
bring yearly. we haod over 70

baskers and raised over $3.000.

Soturday started  with

breakfast which was followed by a

morning
group photo. It tokes g lot of work
1o gather over 450 people for a
group photo but with the help of
amazing photogrophers. Eva
Nicholas aond Paul Tice and the
direction and the help of others. we

our

got it done  Seeing
together in one spot is so powerful
and heartwarming. And don't worry.
we already have some ideas up or

slegyes To MoK

everyone

next year's photo
even berter and o much smoother
Thanks

their

process 1o, everygane who

sharad ideags. Sometimes it

may seem cobvious 1o oiiendeses,
but the staff does not come up with
the same great ideos you do. We
truly
patience during the process and

willingness 1o help out

goppreciare everyone’s

The highest rated event of the
weekend was definitely the *CCA's
Got Talent”™ Talent Show. We sound
like o broken record but the Talen:
Show Just gets better and better
year gfter geor! We had o variety
year which

dancing.
performances., a

of performances this
included singing,
instrumental
letter of

comedy set. a heartfel:

appreciation and more. It takes a
lot of couroge to get on stoge and
perform in front of an audience and
you -all did such an Incredible job.
We are super proud of everyons! A
huge - thonks goces out 1o
emcess, Aaliyah Booker and Peter
Dankelson.
dynamic dua, very entertaining and

kept things going smoothly. as well

our

who were such a
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oz the talented Johnny McMahan,
who cregied the playlist ond maode
sure everuthing stayed on irock. He
didn't miss a beat! & special thanks
goes out to Jessica McMahan for
helping with the stage setup for
egch performer. We couldn's do it
without you alll

Saturday evening. everuone headed

to the beautiful ballroom for our
(now-second) most popular event.
the Dinner/Dance. After everyone
was finished eating. it wos 1ime to
hit the daonce floor and show off
those moves! Let's just soy the
dance floor was packed the entire
night ond we had g special iribute 1o
our beloved and
Scott Guzzo. ‘we dialed up his
parents, Paula and Bob Guzzo. on

FaceTime and the DJ

sarely-mizsed

clegred the
floor for @ memeorial circle of Wipe
Cut. While Scott
center of it this

was not in the

year, he was
certainly in the center of our hearts
To forever honor his legacy., we will
now continue to ployg wipe Oul
every uyear and Invite all the
wheelchair users who so desire 1o

come to the center of the circle for

a dance:

Sunday morning always
seems 1o show up sooner
than we would like for it to.
There

shared,

were hugs

photos,

being
laughter,
tears. soclal media friend
regquesis being made and @
sense of belonging like no
other. The goodbyes are
never egsy but knowing we
will all be back together in
no time makes T a touch
easier. And. as alwoys. |
can tell you we all had the
TIME OF OUR LIVES!

| glways legve the Retreot
fesling refreshed and
overcome with joyand love

Thank you all for being
You end for making my life
=yern better!
We can’t wait @ be
reunited with everyone next
year in Baltimore, MDE, June
27-30.

Once regisrotion cpens up.
we will be sure to let you
know. Urtil then, enjoy the
rest of your summer!

- Annie Reeves
CCA's Program Director

¥

Fiegse be sure to reod cbout o firse-
1ime ratreot ortendss Whitney Wright,

and her fomily's experience on poge 8

upcoming events

AUGUST 27, 2023 | 11AM 10 1PM CST
Virtual

TEEN & YOUNG ADULT WORKSHOP:

THE POWER OF THE BUCKET LIST
Presented b%] Evon Waolkenstein, Author of
Turtle Boy | Tn partnership with CaenneciMed

BEGISTER HEBE

SEPTEMBER &, 2023 | 7PM CS5T
Wirtuai

CAREGIVER SUPPORT GROUP
HEGISTER HEHRE

SEPTEMBER 6-7, 2023
California

MECK INVITATIONAL GOLF EVENT

CONTACT: Christine Andler, candler@ccakids.com

SEPTEMBER IS CRANIOFACIAL
ACCEPTANCE MONTH (CAM)

SEPTEMBER
Nationwide

SEPT 9 AT 1:00PM: HARMONY, PA

SEPT 16 AT 10:30AM: MIDDLEFIELD, ©8
SEPT 16 AT 1H00AM: LIVORMIA, M|

SEPT 23 AT 11:00AM: HOPKINTOMN, MA
SEPT 23 AT M:00AM: PHOENIXVILLE P&
SEPT 23 AT 12:00PM: FADUCAH, KY
SEPT 30 AT 11:00AM: DALLAS, TX

SEPT 30 AT 3:00PM: CONCORD, NC

ET A —

HITPS//COAKIDS ORG/ACCEPTANCE-MONTH. HTML

CONTACT: Annie Reeves, areeves@ccookids.com o
hast a picnic

70 SEPTEMBER 14 | 5:30PM C5T
Virtual

mEiyi
! e ey |
CAM GROUP PHOTO

SEPTEMBER 18, 2023 | 7.30PM CST
Virtual

ANNUAL AWARD CEREMONY
Presenting the Dovid Roche Award of

Excellence and Advocacy
Regjster Hers

SEPTEMBER 25, 2023 | 7.30PM CST

Virtuagl
ADULTS & ALUMN GROUP
REGISTER HERE

OCTOBER 8-9, 2023
Los Colinos, TX | Hockberry Country Club

7TH ANNUAL DFW PAR PREMIER GOLF
TOURMAMENT FOR CCAKIDS

CONTACT: Christine Andler,
candlerf@ccakids.com
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first time retreat
hw Wi |-_'|'i'f
Ot:mber 4, 2013 iz o daoy we will
never forget. for more reasons than
just the fact we welcomed our first
chitd into our lives. We were high
but
many years 1o get married. Once
we

schoal sweethearts, waited

were married. we knew we
wonied g family right away. There
are no words 1o explain the feeling
of finding out you ore expecting o
baby. It something | had

dreamst and

was
gbout for years
absolutely could not walt to be a
mom. | felt good shroughout the
first few wesks of my pregnancy
and everything looked good az my
first doctors® appointment. When it
the

anatomy SCan. we were so excited

came ilme for 20-week
o find out whether we were having
a girl or boy. We hod o gender
reveal planned for that evening 10
share the big news with our family
Everything checked out except the
sonographer could not get o good
profile picture of the baby. but the
doctor brushed it off as no big deal
and we would 1Iry ogoin at o lgter
We that

night we were having o baby GIRL!

ultrasaund. celebrated

attendee
Az the pregnancy progressed, we
difficulty
getting o profile picture and |
started 2-3
ohead of schedule because of
fluid:
ultrgsounds,

continued to have

medsuring wesks

extrao amniotic Despite

multiple Non-sIress
tesis, and even a visit with the
high-risk obstetrician. there was
no explangtion for the extra fluid
and what appeared 1o be a small
iaw. AT 39 weeks pregnant | was
poly-
lobor all

induced due o the

hydramnios. | was in
doy and cur little gir| just didn't
want ta join us. | was taken for o
Cesgregn section at J:00pm and
at 7:29pm Harper
| immedigtely knew some-
thing wos wrong because | did

Joles  wos

born
not hear her cry | con  still
remember lying on the operating
table gsking the docior whot was
wrong and him telling me, "Just

give her a minute:”

The necnatologist come over 1o
speak 1o us o few minutes loter
and exploined Harper was having
trouble breathing on her own and
they were ottempting 1o intubate

her, but her small jow was
making 11 difficult. She also
explained ‘that Harper had

microtio (small or obsent eors), o
cleft palate, and no cheek bones.
| can still hear her naming off all
of the but
wonied was 1o hold ond see my
boby. My husbaond and | hod to
wait two hours before we could

differences, all. 1

even be wheelaed up 1o the MNICU
1o see her Seeing Haorper for the
first time was magical. She had
derk curly hair. long dainty
fingers, very leng eyelashes and
she was much smaller than | was
expecting. | couldn’t stop smiling
and just wanted o hold her.

That night | slept one floor oway as
the MNICU nurses kept o close eye on
our swest girl

The next morning was the day we go:
her diagnosis. | rmu
abstetricion =itling on the bed next 1o
me aond explagined he believed Harper
had Treacher Collins syndrome. He
sald we would have to get genetic
testing 1o be sure, but based on her
gppearance, he felr confident it was
TCS. | had never heard of TCS, but |
wdas ready to learn all | could about

remember

the syndrome. | was oble to connect
with families of young children with
similar stories en sociol media. which
helpad the the
diognosis.

with shock of

Im the five weeks we spend in the
NICU. Harper hod a trocheostomy
placed at three doys old ond & g-
tube ploced at four weeks aold. we
were oble 1o go home after five
weeks in the NICU. It was s0 good to
be home. but our routine was very
different than what | had expected. |
remember scmeone shared the poem
"welcome to Holland”™ with me shortly
after Harper was born. | could relate
to the poem in many ways. | may not
have expected or plonned for my
baby trachegstomy. @
feeding tube and be hard of hearing.
but | was going to embrace every

o have a

minute with her and make the most
of it because we were chosen io be
her parents for a reason and for thoz
| will be forever grateful

Harper hod her first internal jow
distroction at six months old in hopes
to move her jaw and open her airway
enough to hove her troch removed
At 11 months, her cleft palate was
repoired. She siarted eagling more
food by mouth and gaining weight
She was thriving. She went on o have
four

g sSecond jaow distraction at

gyears



first time Gtt&”d@@l continued

have the
had

since she

old. again 'in hopes 10

trach rembved. Harper has
around 12 surgeries 1otal
was born. Her most recent surgery
Rigid

Device at

was the LeFart Il with

External Distraction
Dayton Children®s Hospital with Dr.
Christopher Gordon. This waos her
most intense surgery. but it also her
most  successful  surgery.  The
procedure moved her jow enough
and bpened her'girwoy encugh that
she able 10 her

WaOs remove

trocheostomy on Januvary 20, 2023

afier & yeors!

and

Due 1o the many

traveling for surgery, we wers neyer

surgeries

aple 1o make it o the CCA Hetreaot.

until this year. Minnesota is only
abovut four hours from our home in
lowa so we knew we were golng to
make it Fappen this year
pulled the Hyat

Hotel in Minneapolis. Harper locked

Wwhen we
up 1o Regency
out the window and =aid, "Dad. look!
They look just like me!™ Harper had
TES
through social media, but she had

seen ather children with
met very few children with TCS in
her @ years. It wos so heartwarming
o0 know she was going 1o haove g
weekend to mee: children and
adulis that looked just like her and
she didn't have to worry obout
people staring or asking guestions
about her hearing oids or make

comments about the way she looks,

from
olwoys hod o motio
wos born aond that is
"“BE BRAVE. BE YOU-~
encouraged her 1o

have
be
the stares and

we
always

herse|t and use

guestions os tecching momenis

rother than shying awaoy from

them. we live in o small town

south of Des Moines., lowa and

our community has been =0

gccepling since the doy Harper
born. |

was remember going 1o

store when she was

he grocery
little and people would soy "hi" 1o
her, that | didn't even know!

The Retreor Weekend was a fife
changing weekend that we will
never forget. ‘we cried. we

laughed. we met TOKNS of new
friends and DAMCED our hegrs
out. Harper connected with two
other girls her age with TCS from
day ene. You would have never
known they hod just met by the
they played
weekend, They hove even stayed

woy together all
in touch since the Retreat ended
which hos been great for Harper
She wonts 1o introduce her new
friends 1o her friends and family
bock home when they get the
chance video chat Another

0
LR

fun thing to wotch was the older

teenage girls take the younger
giris under their wings and
include them a the daonce.

had to be carried up 1o our room she
was so tired by the end of the dance
| hope that

teenage girl making the younger girls

someday Haorper iz

feel zpecial ond =een at the Retrear |

know it Is something Harper will

never forget

Ag parenis It was 50 nice to talk to
other parents of children with TCE to
hear their experiences and compare

experiences. IT was nice o KNow we
whaole
group going

through the saome highs and lows thot

aren’t alone and there s a

of parenis out there
we have. | cannot put into words how
life changing this experience wos for
our entire fomily., but most of all for
Harper. | hope going to the Retreats
will give her the confidence 10 be her
guthentic =elf and love who God
made her 1o be. | hope she makes
lifelong friends and gaing o whole
thesse

other family

expariences. She's counting down the

through

days until Boltimorel ¥
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meet bryttani

b ryttani Gore is 24 yeors old and
is still followed by the craniofacial
ream at Children's Hospital of
Philadelphia (CHOP). She waos born
with a midline
extends through her nasal structure:

facial «c<left thar
She waos born without her left eye
and hos a prosthetic. She haos a
coloboma of the optic nerve in right
She

inversus. when she waos 14, she was

IS glso has toial situs
diggnosed with severe slesp apnea
and reguired a itrgcheostomy. we
are hoping thot her tracheostomy
can be removed soeon.

Despite that

Brytrani

the mony surgeries

has had and her wvisual
impairment, Bryttoni has gccomp-
lished a lot in her 24 years. In 2005,
while atiending a -craniofacial
conference in Las Wegas. Bryttani
Laura Greenwald and was
featured in Laura's book “Hero’s
Wwith A Thousand Faces.” ‘when
Bryttani was 13, she wos asked 10
be o port of CHOP's Face to Face

Project. The project paired each

met

child with an art student to have
their story told through the eyes of
an artist. Bryttani wos paired with
Leona Shanks. wife o the well
known artist Nelson Shanks The
poriraits are hung in the hall of the
craniocfacial department at CHOP. In
Movember 2012, ot age 14. Bruttani
spent 3 weeks in CHOF while =he
had her trachecstomy placed.
During that time. Carrie Underwood
came 1o the Ryan Seacrest Studio.

Bryttani and several ather patlents

10

were Invited down to interview Ms
Underwood. As if thot isn't encugh, In
2076, Dr. Scott Bartlett and the rest of
the eam nominared
Bryttoni os o Children’s Miracle
Metwork Champion for CHOF and the

Siate of Delawara. She was ableto serve

craniofgcial

2 terms gs they were revamping their
program and kept the Champions on for

on oadditional year. During that 1ime,
Bryttani helped raise about $20.000 for
CMM  through golf tourmgments and

haoving a colored pencll drowing sell far
%8.000 ar ane of their auctions. She also
the Surgeon
invalved in a conversation with him and
other Champicns their
gbout the imporionce and greot need of
health insurance cowvering kids medical

met General and was

and porents

procedgures Bryttani also
Orlando for CMN’s Hospital Week where

she met Nick Cannon

went io

when Bryttani st
dobbling in celebrizy sigtus,
she likes 1to relax by
creating digital art an her
iPad. She has done many
poriraits: of fomily
members and friends. If she
doesnt hove a portrait of

someone to work on,

her

she
just draows with @ cartoony
style. Bryttani
photograophy. She will often
toke pictures on her wolks
through porks. as she loves
nature and macro photo-

aisa loves

graophy. Taoking pictures
allows Her io fesl
connected o her lais

grandfather on her father's
side. os Grandpa 1gught her
how to take pictures when

she was younger. ¥



h i. my name is Abel. I'm

from Los Angeles, CA.
| have Treocher Collins ! B '
syndrome, like Auggie . a8 -

from the movie

"wionder!" I'm 17 months
ald and =o far 've had
S-surgeries: I'm @ strong
and brave boy! When |
was o wesek old, Mama and
Dada were introduced to CCA

by good family friends. CCA has changed our lives
and given us so much hope. happiness, and love
which Is all I've ever feltl My fav food is french fries!
My hobbies consist of taking baths, saying "rnama”,
going to Disneyland., ploging in Grandma and
Grandpa's backyard and pulling my big sisters hair!
| ‘o also fascinoted by bubbles! | like cotching them
with  my tongue! | have bilateral microtia sa I'm
fegrning ASL. My favorite sign is eat” | love honging
out with my sister. She does the coolest things. |
wani 1o be just like her so | copy everything she
does! | aglso like going into the kitchen with Mama,

help her reorgonize the pots, pans and
Tupperware. | think it looks better
messy! I'm not sure whot | want 1o be
when | grow up. All | know is that

I'm going 1o make o difference! g
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hi my name iz Kalia,
I'm Abel’s big sister
and I'm 2! Abel and |
are 13 months apart
20 we're pretty much
best friends. Abel has

Treacher Colling syndrome,
but reclly he's no different
than me. We dance. play. sing. fight and hug each other
gll day long. | call Abel *Paposh”™ | -always make sure
Abel doesn't lose his paci. | can tell when Papash needs
g nop he gets cranky! | love swimming. Disney trips.
bath time and playing with all my toys. We go to Disney
g lor. my favorite ride is King Arthurs Carousal gnd
Jessie’s  Critter Corousel My fovorite dessert s
chocolate. My favorite song is “The wheels on the Bus”
Abels is such a coal little brather, he waokes me up in the
morning to play with him. | love having o baby brother! |
love squeezing him! I'm so blessed and excited 1o have
Abel os my lifelong best friend! »



financial assistance testimonial

by Siephanie Swwaonson

on December 30th around 3:00 pm.
my husbond Ryon-and | welcomed
aur first child into the world. Parker
James Swanson- weighlng 8
pounds 4 ounces. It was a rough 36-
hour labor ending up in a C-sectioh.
but God protecied me and so many
people were proying for our little
guy! rough
Porxker was a breath of fresh aqir

After such a birth.

sleeping  well, well. and

gllowing me to recover without g

eqgring
problem. ‘when he reoched one
montinl we began 1o notlce his head
was developing In an uvnusual way.
His forehead waos bulging forward
and the baock of his head was very
elongoted. Afier on exiensive online
search and feeling the telltole ridge
on the top of his head. | was pretty
thot he hod
craniosynosiosis (o condition where

convinced sogittal
the top skull suture fuses early ond
if not corrected - by removing o
portion of the skull or reshaping the
skull eptirely- 1t can lead to many
braoin issues). As the reality of the
potential diognosis began to set in,
| was g wreck! It seemed like he waos
facing such a huge surgery. which |
didn’t know the least gbout! He was
and sweet baby. |
couldn't stond the thought of him
suffering from ony paoin. | was 4
new mam, the
trauma of muy birthing experience
and feeling so inexperienced with
everything. 50, | begon researching
fike crozy ond joined as many
porent groups on Facebook as |
could. Through the
groups | learned of key doctors
aground the US thot were ploneers in
the craoniosunostosis field, had such
agmazing results (minimal scarring.
blocd loss, and minimal anesthesio

such a perfect

Sl

getting owver

Facebook

time} and rorely hod potients thot
required follow-up surgery

{which the thought of g second
surgery ierrified me). Az first |
wrote those possibilities off os |
did not think there was any way
we would be able to travel such
distances for that omozing care. |
was in a predicament, not having
a local

neurcsurgeon thot

understood Paorker's condition
there

but
having no means to get thgt care
for my son. |
emotionally in pleces! At just the

right time | come across several

odeguotely ond knowing

was better care available,

was 80 torn and

posis an Facebook that
mentioned CCA and | begaon 1o
see g light shine through all the
crazy fog | was working ‘through!
The realizoticon that there were
peaple that cared so much about
my little boy and him geiting the
best thot
funds for us to do thot not only
lew my mind, but touched my
deeply! After he

officidlly diagnosed by

care

they provided

heart WS
the
neurosurgeon, | contacted Annije
and she responded wvery quicklu,
colmed my fecrs and helped me

waork through the opplication

procCess:

Because of the generosity of CCA
covering travel. lodging. ond food.
we were able 1o travel 1o El Paso,
Texas. -at the end of April to be
under the care of Dr. Jimenez |
cannot explain the relief that there
is of knowing your child is in the
honds of the best of the bes:
it waos tremendously hard to hand

Tes,

him over for surgery and sit in the
waiting felt like
forevert However, knowing such an

room for what
experienced sUrgeon wos
operating on him gave so much
peace through the whole process!
when DOr. dJimenez finished surgery
weant, he

and letus know how it

informed us that Farker's brain

pressure was ot 24 when they

megsured it befaore  surgery
(normal is 3-4% At thot point we
realized to o fuller degree how
important it was thot we went to
Crur
that

purely cosmetic

Dr. Jdimenez. local

neurosurgeon said Farker's

skull issue wos

and would <¢cause no  brain

pressure, ond it is crozy how
wrong he waos! ITwos so vital that
Porker hove the surgery done this
early. and with Dr. Jimenez, who
understands the brain pressure

situotion like none other




financial. continued from pg 13
If not, serious broin damage __I_Ild
Once again, so

have cocurred!

many people prayed for our little
Parker and those prayers were
cnswered os he recovered

remarkably ond shocked oll the

doctors and nurses! He's a strong

little guy! He still has 12 months of

helme: theropy. but we feel thot
the hardest part is behind us
Though my mom struggled with
trying
of children ond 5 miscarrioges

infertility ¢(had M years of

—h

before she got pregnant with me),
nobody
any major birth defecis, so | never

in my family really hod
imagined myseif as having a child
with o serious issue. Going through
has

this - trial rransiormed my

Understanding of what so many
children.
child the

thrive; but

parents face with their
You give your

best gopportunity Ie

wWanit 1o

often many obstacles obstruct
your way. For wuws, CCA not only
removed @ major obstocle for

getting the right care for our little

guL.
very discourgging time. We

but it also encouraged us'in a
can't
those

say thank you enough 1o all

thot maoke CCA possiblel v
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We are so
partnership with Children’s Flight of Hope
in gour financial
waorking with Leigh Longino,

hoppuy To announce our new
ossistance  program

COQ, and

Marisa Daly ond Carly Rosenkampff.
Mission Delivery Coordi-nators. we are
helplng more CCA families ge:r 1o the

medical care they need

CFaH commercial

children traveling for

provides flight= 1o
medical

oppointments.

From CFOH,

After on opplication Is approved, flight ests
con be submited for the  child's travel to
medical oppointmients or-treatment as neesded
mioving forward. The CFOH Missions Tean
orks direcily with client families 1o choose
flights and provide reservotion information
CFOH commits e helping with his for the
I o SR treg rrant need

ACPASO"

ANMNIVERSARY .-""_'-“——-

mpmy©hois oom

CCA is haoppy 1o coorginaie

thiz process automaticalluy.
f

If your fomily applies for

financial assistonce and
meests CFOH'S require-
ments. we will connect you

with them

We dre so hoppy 1o have
the opportunity 1o work
with the CFOH team and

are amazingly grateful for

this resource they provide

L&arn more oi:
hittpes Mwww.chitdrensfhohtothope orgyd

WE HAVE
MOVED
OFFICES

LEASE UPDAT

15851 M. DALLAS PEKWY.
STE. 245
ADDISON, TX 75001

FLEASE UFDATE YOUR
RECORDS AMD AMY
RECURRING DOHATIONS
ACCORDIMGLY.

THANK YOU!
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One of the best parts of our croniofacicl
community is getiing together gs g group
and having o good time. |t's even better

L=
when you're geiting pampered!

On Sunday. April 16, Erica Klauber,
Executive Director, joined the Craoniofacial
Teom and the taolented stylists of the
Douglas J. Aveda Institute in Ann Arbor,
Ml, for the annual Glomour Doy with the
patients ond parents of the Craniofacial
Anomalies Program at CS Mott Children’s
Hospital.

The stylists provided mini makeovers with
hair -and maokeup ond the CS5 Moit 1eom
provided l|unch, photography. and fun! It
was wonderful 10 see gll the giris together,
confident. laughing oand then walking the
runway on the red carpet

Erica Klauber spoke to the families before
the foshion show kicked off and her
message included three of her favorite
maniras to live by
1.5ee your body == an Instrument. not an
orfament
2 ¥ouwcaon be sad and still rad
I what you seekis s

ecking you

i

with these three things in mind, and Erica’s
stories about them In her awn life, she
encouraged the girls” to live life on their
terms and celebrate their differences.
Growing up isn't easy for anyone. but can
be complicated when you look different or
feel different than everyone slse You can
change uyowr life by finding words or
maniras that are meaningful to you and
calling them up in the hard times.

Ve want o exiend o special thank you 1o
Jen Nerdin, NP. tzam coordinotor. for
agllowing CCA to be o paort of this special
day and to all of the team members of CS
Mott who truly show love and appreciation
for all of their patients and their families. &
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Annual Award Ceremonu:
B ranoantim g T-.E'. Moawrird Darche

SAVE THE DATE:
September 18th, 2023 at 7:30pm
Register Here

Join us for our second annuval virtual award
ceremony presenting the David Roche
Award for Excellence and Advocacy Lost
yeor we haod on event Encounier. 1o
introduce the award.

The award is named In honor of the
esteemed David Roche, CM. for his lifelong
dedicatian 1o opening rminds and
connecting hearis and for his invaluable
mentorship and support to the stoff of
Children’s Craniofacial Association

Dovid iz 9 champion of love. He seeks 1o
break down barriers and build bridges
berwesn diverse communities.

Lagst yeor's recipients were Dr. Jaz Gray
gnd Rasheera Dopson. Tune in at 7:30pm
C5T 1o hear from our 2023 recipient and

gbout a few of our runner ups

minted.
CARD FUNDRAISER

Order your cards and

%“‘ - stationary at:
.-"'L ,;.L? '.'I

< i minted.com

= :
\;5‘7, Use our code:
- FUNDRAISECCATX

Receive 20% off and minted
donates 15% back to us!
Win-win!

F
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AEiEb%e in White,
Blue, and Lavender
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Casey Deakins is hosting a fundraiser for CCA honoring the
legacy of our beloved Scott Guzzo.

She is selling memorial t-shirts featuring the artwork of
Scott Clarke and Caden Reeves.
$30 each; shipping included: $10 goes to CCA.
They can be purchased by emailing:
scottysmemoryshirts@gmail.com
Order & payment instructions will be replied to uou.
Sales end Aug. 28, 2023,
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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 [ifetime and beyond. We are happy to help
you choose the program or services that mean the: most to
you, as you make your estate plans.
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-

To learn mere about how to leave your mark on the world
through supporting CCA Kids and Families. visit:

mﬂﬁmgﬂ.ﬁmm;ﬂlmgﬁ:giﬂﬂgi
or email Christine at candler@ccakids.com
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