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r of children's cranicfacial associotion

Meet the Arnolds

by Jennifer Arnold

y name is Jennifer Arnold, and | live in

Morthern Californio with my husband
Earl and our four kids, Henry, Lilly, Byron, and
Chance. | was born with Otopolatodigital
syndrome (OPD.} Ii’s o rare genetic condition
thot affects less than 1 in 100,000 people. It's so
rare that | haod no idea there was even g name
for it until Lilly was born in 2006 and diagnosed
by the genetics teom ot UCDavis Children’s
Hospital.

OPD aoffects the ears, the hands, soft palote of
the mouth, and the fingers and toes. It affects

each person ) .
continued on. poge £

letter from the
executive director

IO

hard things”

T here were o few

phrases | really clung to
last year. Bne was “We con
do hard things™ If you know
me, you got that phrase a lo1.
| first heard this motto while
taking the free trial classes
on the Peloton app. Instantly,
I was hooked {yes, on the
phrase and the workouts). |
resonated with the phrase so
much that | wsed it in staff
meetings, ordered about 200
stickers with the phrase on i1,
bought a t-shirt, sald it to
myseif every time | found
muyself in an anxiety spiral,
and cried-chantad it

see'We Cadn,
poge &

while doing
burpees.

empowering and giving hope to individuals and families affected by facial differences
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differently, and a common feature
of OPD is a craniofacial condition
called Pierre Robin sequence- a
very small mondible (lower jow). A
small maondible can compromise
breathing and often requires jow
surgery 1o OPD also
varies from person to person and

correct.
is considered o “spectrum”
disorder as some people have
very mild cases and some are
severely affected.

| hove the unusual experience of
having a craniofacial condition
and also raising children with the
same condition. | censider it a
huge blessing. It's made me a
better mother and allowed me to
garow in ways that | never thought

possible.

when | was born in 1972, my mom
was forty-one years old. Back
then, it was rore for women to
hove babies past the age of forty,
and many of the issues | was born
with were attributed to her age.
Because of my small jow and cleft
palate, | had trouble feeding ond
could only handle on ocunce or so
The
doctors teld my parents that |
would probably not survive long,

of formula every hour.

and if | did | would have all sorts
of medicel and developmental
One of gently
suggested that maybe | would be

better off

issues. them

in an institution. ™y
mom wasn't having any of that
and firmly told them that she was
taking me home, even if my future
was uncertain.

| grew up in o small town on the
outskirts of Boston, MA, and had a
pretty "free-range” childhood.

|
b/ %

My parenis never assumed that

due to my condition | would not
be able to deo anything. | think
thot was a blessing in disguise.
Since they never had an official
diagnosis, they didnt have any
to believe |
The only

reason had any

limitations. things |
remember not being aoble to do
were: playing the vielin and doing
chin-ups in P.E class because I'm
missing some bones in my wrists
and can’t fully rotate them. | was
bummed about not being able to
play the violin. The exercises in

P-E class? Mot so much!

| had a close circle of friends,
most of whom 1I'm still in touch
with today. | was aware that |
looked different from other kids,
but it was never reglly an issue
until | reached my teenage y=sars.
Going through that awkward,
hormonal phase is hard enough,
but it makes you feel even more
self-conscious when you have a
difference. By this
time, | knew that | had some sort

noticeable

of syndrome, although it would

be several years before they

could pinpoint exactly what | had.

When | was fifteen, | had a jow
surgery called o bilateral sagitial
split osteotomy, and although it
boosted my self confidence. it
was o pretty traumatic exper-
ience. My jows were wired shut
for a month, and | lived on a
liqguid diet even after the wires
came out until | gaoined some
strength in my jow. It also took
forever for the swelling to go
down and the numbness in my
face to go away, which meant |
drooled- a lot. It's definitely not
something a  fifteen-year-cid
wanis 1o have going on!

| went on te college and
eventually o groduate program in
Family Counseling, after which |
took a leap of foith and moved
across the country for a fresh
start. A couple of years loter, |
met Earl, and before we were
married, we decided to szee o
genetic counselor just in case.” |
felt like | was back in high school
biology class os the geneticist
drew up some Punnett squares

and took a lengthy medical

history from both of us We
learned thot | hod o 50/50
chance of passing whaotever

condition | had onto ocur future

children.

We were married in 2003, and in
August of 2004,
Henry, was born. Two years later,
| was pregnont again and learned

our first son,

at a routine ultrasound appoin-
tment that we were having

a little girl, and she most
likely had the 2
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same condition that | did. Her jow

was noticeobly small, ond the
bones in her forearms measured
short. Even though | had mentally
this
genetic counseling

session, it still hit me like a ton of

prepared myself for ever

since our
bricks, and | had a good cry in the
gensatic Wwe
knew it was a possibility, but no

counselor's office.

one is ever really prepared for

thot type of news.

of
wWos

Lilly was born at the end
2006
immediately whisked away to the
ICU

issues.

September and

Neonatal because of
breathing Her lower jaw
was so small that her tongue was
obstructing her girway. They were
able to stabilize her, and | got to
hold her for a little bit before she
was airlifted to UC Davis- two and
a half hours away from where we

live:

Lilly had her first jow distraction
surgery when she was five daous
old,
thought of my tiny, brand new
baby being put through such an

which was terrifying. The

invasive  surgery
and |
through everything that could go

wrong over and over in my head. |

was over-

whelming, kept running

was also just five doys post-
partum and hormonal as hell, so

that didn't help matters.

It was a much different type of
surgery than mine, although the
goal was the same- to bring the
lower jow forward so her girway
wouldn’t be compromised. While
my surgery involved breaking my
jaw and moving it forward in one
done deal, hers involved turning
pins in the surgically placed
distractors in her jaw. For several
weeks, we turned the pins each

day wuntil her jow was in the
correct position. It waos during
that time thaot | first heard the
words “Otopalatodigital synd-

rome.” While most parents might
dread getting a dicgnosis like this
their child, |
because now |

for was relieved
had an actual

name for our condition.

Lilly ended up staying in the NICU
for three months. In addition to
her cleft palate, she hod severe
reflux; which in signi-

ficant feeding issues. She couldn’t

resulted

take a bottle and breathe

properly ot the same time, and
she would end up wvomiting up
whatever she manoged te get
down. Because of this, she wasn’t
gaining weight. She eventually had
a G-tube ploced and waos able to
come home a few days before
Our little apartment

looked like a mini-hospital suite

Christmas.

with all of her medical equipment
and supplies. |t wos a huge adj-
ustment, but ofter a few months,
we settled into o routine; and the
tube feedings, beeping machines,
and the endless doctor and ther-
apy appeintments became our

noarm.

In 2009 we welcomed Byron into
our family, ond two years after
that, | became pregnant with
Chance. Since we now had an
official GPD diagnosis, Chance was
diagnosed during my 20-week
uviltrasound, as his Jaw and arms
were also measuring small. | chose
to have a scheduled C-section at
UCDovis since it was pretty much
a given that he would spend some
time in their NICU after birth. It
wasn’'t until after he was born that
we realized his condition was much
more severe than Lilly's.

His lower jow was so small that he
wasn't o good candidate for dis-
traction surgery right away, so he
hod o tracheostomy tube ploced
at two days old. When he was four
days old
respirgtory

into  acute
He
retaining carbon dioxide, and no
one knew why. He was placed on
Extracorporeal membrane
oxygenation (ECMO) machine in
the hopes that it would

allew his 3

he went

failure. was

an
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lungs 1o rest and heal. We were

given a grim preognesis and no
guarantees that he would sur-
vive. Being the fighter he is, he
was able to come off ECMO a
week later, but he spent a 1otal
of four months in the NICU after
contraciing o staph infection in
his lungs ond having multiple
He alse came

feeding issues.

home with a feeding tube, a
diagnosis of chronic lung diss
egse, and just like Lilly- )
a room full of medical
equipmenti and

The first
few years of his life,

he spent at least two

supplies.

weeks a year in the

pediatric intensive care
unit with pneumonia or
Rsv, and much of that time
was spent on a ventilator. As he
became more mobile, his health
became more stable, and we've
been fortunate thesze last few
years with less frequent
respiratory illnesses and
hospitalizations.

He had his first jow distraction
when he was a year old, and he
and Lilly both had their second jaw
surgery on the some doy in 2015,
The surgeons spent over 12 hours
in the operating room doing back-
to-back surgeries on our kids. That
was their last major surgery. I've
lost count of the smaller
procedures they've had, such as
eqar tube placement, dental
procedures, and bronchial scopes.
both had cleft
repairs, and Lilly has haod surgery

io separate two fingers that were

They've palate

fused on one hand. Lilly still has
her feeding tube, but Chance had
his removed just before turning
three and now eots more than his
two older brothers combined.
Bullying is definitely an issue when
you have a facial difference, and
I've experienced my fair share
through the years. Now that | have
two kids with significant facial
differences, *'m getting {5}
experience bullying behavior from

¢ parenti’s perspective,
and | can tell you
it is a million
‘times harder

than

experiencing it first hand.
Luckily the intentionally rude
comments have been few and
far between. We generally get
more stares than anything else:
I've found that most people are
genuinely curious. I'm always
open to guestions -- even the
blunt ones, and it’s been my
experience with younger kids
that once you their
guestions, they'll

and move on.

answer
be satisfied

Another thing that people with
craoniofacial conditions have to
with is the

contend pre-

sumption of competence.




Arnﬂlds. from the cover continued

Unfortunotely, there is still the
that looking diff-
affects

assumption

erent somehow your
intelligence and ability. I've been
talked down to and patrenized
than |
that's
agbout as insulting os the rude
When

explaining our condition to other

more Times care to

remember. To me, just

comments oOor stares.

people, especially kids, | strive 1o

show more similarities than

differences. Chance Iz active,
loves playing video games like
Marie and Minecraft, and would
eat candy for breakfast. lunch,
and dinner if we allowed him.
Lilly loves pop music, all things
pink and glittery, and her
favorite food is the strawberry

shakes from In-n-Out.

| would never have imaogined
several years ago thot | would
be =50 ouispoken. | hod o

significant speech impeadiment

when | was young, and | was also

painfully shy. Mot just the “guiet”
"hide
behind my maoather's legs when

type of shy. | was the

pecple tried to talk to me” type of
shy. My speech improved after
years of speech therapu, but I've
always felt more comfortable
expressing myself through writing.
| love to write so much that |
turned it inte a career. | write for a
regional parenting magazine and
recently storted my

copywriting business. | also came

own

out of my shell sociolly as | grew
older, and after Lilly and Chance
were born, | found my voice as an
advocate for them. I've surprisad
muself when the “mama bear”
claws haove come out a few times.
Hell hath no fury like a mom of a
medically fragile child who is
fighting for her kid's fundamental

needs and rights.

When | was growing up, | didn't
know anyone else with a facial
difference. When | was clder and
officially diagnosed with OPD, |
waondered if I'd ever find anyone
with the same diagnosis. | spent a
good chunk of time after Lilly was
born searching the internet for
but because OPD

rare, they were few and far

answers, is s0

between. It took several years,

but thanks to the power of the
internet and social media, | not
only found several people with
OPD, but | olso discovered the
Children’s Craniofacial Assoc-
iation (CCA.) Having o comm-
unity of people thot under-
stand you in a way that no one
else can is priceless.

Lilly aond Chance have many
challenges, some of which are
related to OPD and some of
which are not. Lilly is diagnosed

with an intellectual disaobility,
gutism, and is mostly non-
verbal. Chance; on the other

hand., is very wverbal. He has
some developmental delays
and still hos his trach due 1o
sleep apnea. He'll most likely
have it until he can toleraie o
CPAP machine or his

Despite all

sleep
gpnea improves.
these challenges, they continue
to amaze us every day and
have taught me more already
than | could ever hope to teach

them. &%



we Cdn. from the cover continued

Shortly thereafter, | learned that
this mantra can be troced back
ta the book Untamed, by
Glennon Doyle. | knew | liked her
hard

moment, but there's one

from the “we can do
things,”
other precept that might have
even-deeper chord

with me. It was her sentence,

L

had to read

struck an

Oof. |
times, and then just sit there a
moment in awe of thot concept.

You see, | know | am guilty. And
you probably are too. it’s little
things like the side-eye we shoot
through the
store. The ones we can change

kids running wild

on when the sad
And
the big things.. like knewing that

the channel
commercial comes on. it's
currently, there are about
400,000 kids in foster care in the

u-s:

We ignore those kids - and their
parents - because we have our
*own®™ families. We can't bring
meals to hungry kids down the
kids
grandkids, or

street, becouse our {or
nephews, or
friends’ kids) toke priority in our
lives. | get it. We see cur kids, we
love our families, and they are in
proximity to wus, so it's natural

that “charity begins at home.™

But what I'm saying is we can’t
stop there, just toking core of
those with whom we share a

bloodline. We hove to be willing

10 see that Doyle says, “wWhat if we
used our [.] love less like a laser,
burning holes into the children
assigned to us, and more like the
sun, making kids

sure all are

warm?e=

Wwe con all do some analysis on the
energy ond resources we spend on
life.
focusing too much atiention and
borderline obsessing about some-

the people in our Are we

thing good or bad in our immediote
Perhaps that
energy can be redirecied 1o see

circle? some of
the needs of children out there who
are struggling.

The pandemic has brought many
inequities 1o light. that
we, both ot CCA and as individuals,
realize that we can't just take care

It is time

of “cur kids® All kids are our kids.

At CCA, that meaons refocusing on
the families who get less attention.
Thoser who perhaps don't self-
select into large groups or events,

like Retreat.

It means being more intentional
about providing emotional support
opportunities for everyone, not just
families who can travel. Now more

than ever, we can reach people

where they are with virtual

programming.
It means that our #ChoosekKind
program is all the more relevant.
We the
craniofacial we are

are not just

community,

serving

starting a revolution of self-

acceptance, divarsity-awareness,
and inclusivity, in students across

the country.

Being and choosing kind is a

nice phrase, but it's also a

radical concept. If we really
want to put kindness in action,
we need to periedically ensure
that

kindness is delivered

where it is most nesded, not
Just those who are the egsiest
to be sure,

Sometimes, your

best friend needs a listening
ear. But sometimes, we nesd to
listen to the voices of people
beyond us, different than us,
and really honor the requests
they make, ond those plesas

that go unspoken.

It is hard to wrap this note up
with o poetic bow, but because
we can do the hard things, we
can toke care gf gll children
There js ne "other” in an
inclusive, kind world. We are all
in this together, ond together

wWe rise.

Thank you,
Erica (Mossholder) Klauber
CCA'5 Executive Director




m y name is Hadley Rose
and I'll be turning &
later this year. | was born with

Pfeiffer sundrome and have
since been diagnosed with
cerebral palsy. | like playing

with my brothers as they crack
me up, enjoy silly scunds and
music, and love dressing my
cutest on a daily basis. My
faithful
usually at my side and while he

may make "doggie chew toys"

golden doodle, Bo, is

out of my brothers, he’s always
sweet to me. | am fortunate to
hove grandparents that live

Lo

.'H:H-fﬁt

meet hadley.

very close by and spend as
much time as | can with my BFF
Grommy who pushes me around
in my carricge and loves me

without limits.

My parents feel fortunate for
the community fostered by CCA
To hove access to families that
listen, share, and empathize is a
tremendous comfort when navi-
gating something both
pected and

unex-

challenging.
As for me, | like
CCA because |

b |

ol ey

AT,

e

e
o

']

' enjoy interacting with fun people g

lot like me.

I"'ve taught my family more than @
few life lessons. Perhaps most
importantly, no matter what life
has thrown at me, | always find
the time to smile. If you'd like 1o
connect or hear what Fm up to,
you can find me ot on Facebook

and Instggram.

Thank you, CCA, for allowing me
to say "hello!" v




reatings!
My name is
Oliver and | hepe
you’ll find me

intriguing. I'm

eleven years of age {
and hail from the great
state of Florida. My interesis
include using my microscope (|
own some fascinoting slides),
etymology, and playing video
games. |
Scout in Troop 225, and | enjoy

am an active Bouy
helping people.

My sister Hadley haos Pfeiffer
syndrome, and I'm graoteful for
When
| knew nothing

how welcoming CCA is.
she was born,
about crantofacial disorders,
but over time, I've learned quite
a bit. | enjoy reading books to
Hadley, as well as helping
with more strenuous

things like lifting and

carrying things for her.

For certain, 1 love and care
for her deeply, and would
not know what to do without

her. In the future, | plan to raise

more awareness for kids like
Hadley, and | look forward to
pursuing the Boy Scout Disa-

bility Awareness Merit Badge.

Sincerelu,
Oliver Lund

h i, my name is Micah and | am
9 years old and in the third

grade. Some of my hobbies include
swimming, art, and drama. | live in
Orlando, FL. My mom likes to call
me a gentle giant. | always try to

make everyone

laugh. | am active in the cub
scouts and my favorite event is

the pinewood derby.

What is it like to

have a sister like

Hadley?

Hadley is special
becouse she’s sweet,
playful, and unigue. |

help Hadley by carrying her

equipment, playing with her,
and picking out her outfits and
bows. | call her *girl girl®™ or
“princess” and she smiles at me.
Sometimes, | read books to
Hadley or bring her toys. | can’t
wait for the pandemic to be
over so that we can go
1o CCA retreqts ggain.
Cur first one was
Scottsdale, AZ and it

was a fot of

fun.

.
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2021 Retreat Cancellation

d ear Children’s Cranicfacial Association community,

Wwe have maode the difficult decision, once again. that it will be impossible for us to hold the Children’s Craniofacial
Association’s Annual Family Retreat and Educational Symposium scheduled at the Hyatt Regency Minneapolis from
June 23-27, 2021

we did not make this decision lightly. CCA. like the rest of the world. hoped o COVID-19 vaccine would return our
lives to some semblance of normalcy by June 2021, However, it is now quite clear to us thotthisis not a realistic
timeline, and consequently, the Boord of Directors has decided unanimously that we are unable to safely host the in-
person retregt.

We regret having to make this decision and hove deliberatad options for months. With this said, please do not lose
hope! We have in the works o bigger and better Virtual Family Retreat for our families. For 2021, we will shorten the
number of doys ond length of sessions 1o prioritize small-group discussions and breakouts. We will include lots of
new fun, too, like breakfost with Zoo animals, plus retgin our favorites like. CCA’s Got Talent and a Dinner/Dance,
with enhanced gudio-visual capabilities.

All of the planning is just at the beginning stoges. Stay tuned for g full schedule of events ond registration, butsave
the date for June 25-27, 2021! Finally, we gre enthused oboul sending “welceme boxes” to each family that regisiers.
The box will contain special goodies 1o make it feal like we're together.

It"s not what we hoped for. but wepromisetc moke this o special weekend. Remember. YOUR presence and
participation will make it a remarkable. memorable weekend for our CCA Family.
Sincerely,

i ca. Klawb s

Erica (Mossholder) Klauber
CCA's Executive Director v
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he traffic was tedious.

T

the patient room for obser-
vation. Shy, hidden behind the
curtain, afraid to speok, filled

Several doctors entered

with anxiety, stood o young girl.
A group of doctors, students
and residents; ranging from
audiclogist to speech therapist
entered the

my yearly

to psychologists
exam room for
follow-up. My diognosis is hemi-

facial microsomia.

University of California Los
Angeles
provided
provide exceptional

healthcare  system

and coniinues to
care! For
this | am forever grateful This

is the day | became determined

to pursue a career in mental
health.
My nome is Vonessa Acero,

PsyDC,M.5., APCC. | was born

gnessa

and raised in Southern California by

two loving parents. | am the oldest of
three children. |
siblings.

have two younger
My Taomily always allocoted
time for game nights, vacations and
quality time. Some of my fondest
memories as a child include waiting for
my dad to come home from work to
play hide aond seek, beach days with

my mom and stories ot bedtime.

My journey hasn’t always been easy.
Loving myself every step along the
way hasn't been easy. I've had two rib

bones graphed into my jaw (first
graph was rejected), several fot
injections for foce symmeiry, bone

stretching of the jaow and more. My
fears overwhelmed me. | know what
it's like to feel physical pain post-op.
To experience emoiional paoin, and
pre-surgery

worries consu-
med my mind;

"why me?"”

CCas

At the age of 7, | recall having a
retaginer (that kept my mouth
wired shut) for weeks in order
to retain the new bone
structure. My diet consisted of
pudding soft

blended foods. | recall looking

liquids, and
forward to being "Post-Op": my
gitire consisted of o hooded
sweatshirt, scarf ond sun-
glasses. Roaming the shops in
Westwood, CA and drinking o

Boba tea felt so comforting.

Throughout my educational
endeavors, | aottended a public
school system. It wasn't hard to
notice that | “locked™ different
than my peers. Being raised in a
small town had many benefits,
including small class sizes and
hometown comforts. Beginning
in Pre-K at the age of 3 unftil
midway inte high school, |
struggled with selective mutism.
This
navigating
ations,

posed many challenges

through present-
osking guestions, and
building atypical relationships. |
had friends. However, feeling
alone and isclated was always
an ongoing struggle. Feeling

validated and occepted and

wanting to speak out loud felt

so distant.
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Going into high school | under-

went a depressive episode. |
struggled to get out of bed and
rarely found joy in daily
activities. 1t became challenging
to find direction and hope.
My parents helped me find
sSUpport 1o overcome my
depression. With lots of work
and dedication, | found my
center self

After high school,
| completed my
undergraduate
studies with

holding on
to the
goal of
helping
in the
mental
health
com-
munity.
College

was fun. | made friends, worried

less to little obout whaot people
thought of me and became active
in campus organizations. After my
under-graduate studies, | took
some time to focus on my personal
growth. | focused on self-love,
fitness, and explored my personal
passions. | then resumed my
academic journey focusing on grad

school and doctoral studies.

During my free time | enjoy going
10 the beach, 1trying
restaurants and spending time in

new

work at an outpatient
mental health providing
irouma-based psychotherapies and

nature. |
clinic

clinical assessments. My mission is
to help others and give back

globally.

| 2 7 Ao Sopan.
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Lastly,

Our differences shape who we
are. Embrace individuality.

isn't linear.

Healing always

Mever give up.

Wwarmly,
Vanessa Acero

L




by Annie Reeves

n December 1th and 12th,
CCA and ConnectMed teamed
up for a

weekend of Camp

Cosmas fun!

The weekend kicked off Friday
night with CCA providing a virtual
screening of “Wonder®, starring
Jaceb Tremblay, Julia Roberts,
and Owen Wilson!
grabbed their movie snacks, blan-
kets, tissues and a comfy spot to
this

Everyone

gather and watch heart

warming movie.

Saturday was a full day of fun
Career
Roundtable presented by CCA. We
hod four amazing women discu-

which started with a

ssing education, work and
careers. Each of these laodies
come from different work
backgrounds so it waos guite
inspiring to hear their stories.

Thank you to Lia Burton, Casey
Deakins, Bianca Moon and Erin

TEFE] ’ o
-.é' . -r.i :-1_ 4

Richmond for sharing and for all of

your wonderful suggestions and
feedback.
Following the Roundtaoble discu-

gsion, ConnectMed kicked off their
Holidays with Camp Cosmos. They
had lots of fun activities lined up
for the families such as a team
trivia game which was run by Trivia
Hub, o scavenger hunt, theoter
games led by Robert Wagner, o
special reading of “Mandy Monkey
is a book

and the Mirror®™ which

about self-confidence and inner
beauty, written by Amanda Rose

Jacobik, arts & crafts and more!

Peter Dankelson and his Mom,
Dede Dankelson were guest
speakers. Peter shared some of
his journey with the families
and wow'ed us with his guitar
playing skillst After this epic
jam the parents
gathered for group discussions
with Dr. Azmaira Moker, Ph.D
and Cashel Gaffey, MSW.

session,

It was wonderful seeing so0

many  familiar faces and
meeting new families as well!
we were truly honored to be o
part of ConnectMed’s Holiday
event and would like to thank
Rita Albert, Cashel Gaffeu,
Valeria Restrepo, Dr. Azmaira
Maker, Dr. Amanda Gosman
and

everyone involved in

planning this wonderful event.

we
together on future events!

look forward to working

L



|
/M PEOPLE COME INTO OVR LIVES FILLED WITH

ALL THE COLORS OF THE RAINBOW. THEIR
'* GREATEST GIFT |5 SHARING THEIR CALOR AND

' LIGHT WITH ATHERS, MAKING ATHERT
STRONGER, HAPPIER, AND MORE VIERANT.

RABIN WILLIAMSON WAS ONE AF THASE cOLOR-
FILLED PEQPLE. GIVE HER PAPER, PENCIL, A COMPUTER,

(2] - FABRIC AND SHE COULD TURN IT INTS A MASTERPIECE.

ROBIN WAS A DEDICATED LEADER FOR CCA. SHE SERVED
oM THE .Bdﬁ.éb &F DIRECTAORS FOR AOVER TWS DECADES,
SERVED W EVERY RALE AY AN AFFICER, CREATED AUVR
ENTIRE DESIGN PORTFOLIS, INCLVDING THE CCA Lass
ANE ALL OF VR PRINT MATERIALS, &VR SYNDROME
BOAKLETS, EDUVCATIONAL OSVERVIEWS, AND €CA
NETWAORK NEWSLETTERS. ROBIN PASSED AWAY
FROM METASTATIC EREAST CANCER ON
DEczmezEe 28, 2020, WE HAVE SATHERED
SOME TRIBUTES FROM THASE THAT
WORKED CLASEST WITH RAOBIN AND TRULY
APPRECIATED AND BENEFITTEDR FROM
THE LAVING WARK SHE SHARED WITH

VS AND ouR CCA COMMUNITY.

continued on
page 31




by Kara Jackman
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bt the

embrandt, Carvaggio, and
R Lucian Michael Freud lit
the way for artist, Joshuo Gale,
to a better more fulfilling life.

Sand, surgical trau,
and his

a humble

fingers turned these

positive influences into action.

well,
poetic.

maybe it wasn't all thaot

Josh was born with hemifacial
microsomia in 1984. He had early
surgeries to repair his cleft lip
and paolate, along the right side
of his lip and oral cavity. At five
years old, he had a jow surgery
which tock bone from his fifth rib
on the right side to fortify the
jaw. His mouth was wired shut
for many weeks after to allow
the jaw to set. It was during this
hospital stay that he yearned for
something to tune his attention
to the present moment. This is
when he

begon his lifelong

career s an artist.

*As o kid, drawing is something

fun. It allowed me to focus on
the here ond now, and be in the
moment and forget about the

pain.” On a surgical tray, filled

with sand, sitting on o bedside
table in the hospital was where
first of many
masterpieces. He sought peace,

he made the

but found his calling.

Josh reflects bock on thaot
moment now and says about this
first creation, “I cannot change
myself, but | change

something about this,” meaning

can

the sand on the tray in front of
him. “Through play, you are able
to come to grips with things in
your mind and in your present
reality. Drawing and painting was
an escape; It

understand the

was a way to

moment, and

process the feelings | was

experiencing: so much turmaoil,

fear, anxiety™

This artist has natural talent, At
nine years old, Josh began
playing arcund with pastels and
charcoal. His early work features
skeiches of imoges, photos, or
items in his room. To this day, he
has a skull on his desk to draw
and sketch. As o teenager, his
clossmaotes

asked

everything from superheroes to

realized his talent,

and him te draw
supermodels. His friends would
pay him for his work. Pastels

were his favorite medium
because, os he says, “uou can
use your fingers to blend them. |
loved the toctile feeling.” Only o
few years later, after being poid

for his work, did he consider

going
making a living at it.

to school for art, and

Mot all of Josh's time was spent
in pursuit of the wvisval orts
Thanks 1o his father, [

carpenter, he also enjoyed the

outdoors: riding oround on var-

down
fishing,

vehicles
hunting,

ious
roads,

country
and
exploring the wilds of Western
Massachusetts. These positive
encounters with art and nature
influenced Josh, providing him
with a counter balance to the
scary, institutional world of the
hospital. He reflects, "My days
playing,
doing fun things, and that was
sandwiched with the

were spent oulside

always
hospital world and big buildings.”

In school, the classrocom envir-

onment was difficult Tor him, too,




jOShUCt. continuved from cca artist

as he fought hard to overcome
dyslexia, a learning difference,
that jumbles words and makes it
tough to read and write. In grade
school, “After
these blank books

recess, we hod
where you
were supposed to write. | would
just draw. There is so much about
ourselves that we cannot
change. Yet, we do have control
over what we put on that blank
page. That was a huge lesson in
creating for me.”

The teachers did not appreciate
Josh’s perspective, so he went o
a small, vocational schoeol called
Franklin County Technical School,
where he was able 1o split his
time

between vocational

education and receiving agssis-
tance with reading and writing.
Teachers there were very aware
of his
teacher, Ms. Judy Cummings, got
through to Josh, putiing a

university education on the table.

intellect. ©One special

“l had an omazing teacher at

Franklin County Tech, Ms.
Cummings. | was in the special
resource room, where Ms.

Cummings was the teacher. | had
a tough time laying out jdeas on
papsr,
dictate something

but when | waos able to
it came out
excellent, 50 much so that | was
plagiarism. This

teacher championed me. *This kid

accused of

iz brilliant, tolented,” she said.
Ms.Cummings ond my Aunt Anita,
were the ones that encouragead
me to go to college. They really

helped me out.™

Josh
peer

reminiscences about Hhis

interactions ot Franklin
County Tech, by sharing this, “In
my early teens, 13 and 14 years
old, | still got

adically.

picked on spor-
However, | developed
enough sensibility to be funny, o
comedian, and to be positive on

the outside, even if | didn™t feel

positive on the inside.™

After middle and high
years of what Josh describes as

school

“great pockets of hoppiness
where | felt like | was doing the
right things, moving in the right
direction,” he graoduated high
school at 19 years old. He then
applied ond waos accepted 1o a
Western Massachusetts comm-
unity coliege where he took art,

psycholegy, and wellness

classes. At community college,
he painted with oils for the first
This really
pushed him out of his comfort

time. medium

zone. "l wish | could be happy
painting cows and landscapes,
but | always seemed to want to
go io the darkest paris of
myself. | guess so all of the pain
and suffering | experienced will

have not been for nothing.”®

The hope was that his two years

at community college would
help prepare him fer a four-
year degree program ot Mass
College of Art and Design, but
unfortunately, it did not go as
planned. Classically trained, and
naturally talented, Josh’s style
did not jive well with his fellow
students at MassArt. His short
time at MaossArt was very dark,
and riddled with drug addiction,
but triumphantly, he kicked the
habit
school that proved a poor fit for

himn.

just blocks from the

He soys this formalized educ-
ation was not a geod match
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for him. *when | went to school 10
learn how to do this [art], you

learn obout the concepts of light,

volume, scale, ond how it all

works. Going to school
demustifies the magic of art, and
it can be sad. After my time in

Boston, art lost its wonder ™

Mewly released from the chains
of addiction and after a brief
stint living south of Boston, Josh
looked to Mew York City for his
next academic adventure. His
cear friend, Tyler Vouros,
brought him to visit the New York
Academy of Art where he found a
home, friends, and a following.
Without Tyler's artistic inter-
vention, Josh says, “l don't think |
would have done half the things

I've done ™

*The people ot the Academy were
honest about whaot they did and
created. | treated everyone the
from

same, the janitor to my

classmates and teachers. I
definitely had more in common
with the

called me the mayor of the

janitor, though. Many

With his
people

school ”® capacity to

bring together, he
launched many art shows. Josh
remembers, 1 put together muy
own ort show, down the road
the Barclays

Brooklyn. | received no help from

from Center iIn
the school, did it all on my own. |
would Just tolk to pecple in a bar
and make plons to do stuff®
Creating art shows and bringing
people together in the New York’s
art world is no easy feat. Josh

says, “Nobody wants to actually

work together. No one cares
gbout you and your artwork.
The only people that care are
other artists. | was influential in
getting people to care and

bringing them together™

Josh hod a prolific period when
in Manhattan. He  painted
stunning portraits of himself,
friends, and girlfriends. All of his

works sold and maony are held
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in private collections. *Mothing is
good enocugh for me. | always feel
like | can make it better. | spent @

lot of time destroying what |
created. And | don’t have images of

pieces | sold™

Though it did not meet the creators’
standards, enthusiasts and friends
like octor, Kevin Corrigan, and New

York art collector and philan-
thropist, Josh Rechnitz, would
disagree, as both of these

gentlemen own paintings by Joshua
Gale.

after graduating from New York
Academy of Art, Josh began
teaching at Franklin Pierce
University in New Hampshire. He
had great empathy and rapport
with his students because of the
difficulties he faced with dyslexia os
a boy and adeolescenti. He found new
and better woys to teach students
because of the experiences he had
in school. Now after being a student
and a teacher Josh says, “I am
starting to rethink how | approach
Wwhile

and

drawing and painting.

drawing, you're observing
interpreting something outside of
you through your own eye. You are
working through the object with
pencil, or a paintbrush._ It makes the
artist exist in the here and now,
grounding you in reality. Art focuses
you back to the present, and invites
the viewer to look inwards at them-

selves™

Josh feels that art maoking is the
best therapy for himself, children,
and adults. He =zays, "There is a kid
that us and

lives inside all of

depending on whot haoppened to

that kid, in muy case incredible

amounts of trauma, there is much

to process. Therapy will never
touch as deeply as o kid with a
bunch of paper and pencils with
an art teacher in the room to tell
them how the tools before them
are used. In the act of drawing
and painting, it maouy be years
before you truly understand what
is going with your inner child, but
over time the perception of the
art you create will bring increased
awdreness.” This is the process of

better understanding one’'s self.

Through examples, Josh brought
clarity to this notion, he showed
me two pieces he created when he
was 15 years old. He held them up
and said, ®*Clearly, | was working
through some stuff™ One waos a
self portrait and another was of
Michael Myers from the Haolloween
film series. Twenty years ago he
creagting something,
that 15-yeor-old
Josh was in a lot of pain.

was  just

today he sees

“*The inner child, the subconscious
is always there. Through drawing,
| found meaning in the chaos.
Drawing and painting is just one
way to untangle that chaos.”

Josh
dispenses the following advice,

For aspiring artists,
“Gather paper, different colored
and
think

are

pencils, pastels,

not to

charcoal,
paints.
the

even Try

about all color you

wasting and whotever may be
making you anxious. Draw from
fife, or have an object, or image in
For

front of you to recreate

instance, on my table | have a
madel of a skull to draw_™ Another

thing to noie is the physical
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experience of drawing and painting.
Recently, Josh painted the walls of
his home and remarked that just
the “oct of painting is very soothing
with many components to that one
motion.” Break down the compon-
ents of your pencil maorks, and
brushstrokes, and you may just find
inner peace like the talented

Mr. Gale. v

See examples of Josh Gale’s artwork
on Instagram at @jeshuajgale.

o000 OOGOOEOOEODOEOOOOODS

11th Annual Gingertown

by Christine Andler

The Tth Annual Gingertown roised
nearly $10,500, in a year where we
couldn’t comprehend ot times how
we could even pull off a version of
this event! Thanks toc RJ Reissig and

the dedicated Design and
Construction Team at NorthPark,
who  helped wus reinvent this

impeortant fundraising event without
hesitation. They never said “sorry,
we can’t help this year”, instead,
they helped vs figure out o way to
make an impact, we hope to
maintain the momentum of this
amazing partnership for ysars to

come.

The reimagined event was o social
distancing sofe online sweepstakes,
which ran for two weeks, with the
opportunity to win thousands of
prizes. Thanks 1o
denations from NorthPark retailers
and some friends of CCA. An extra
special thank you to Massimiliano
Tosi, from the newly opened Eataly
Dallas at NerthPark for creating
maost

dollars in

of the amaozing packages
available for the sweepstakes. They

were truly priceless
experiences!

Historical Gingertown
Participants, CCA
families and the

DFW Community
purchased tickels for
the opportunity to

win one of the many

luxury

*The
Gold Standard™ was graciously
donated by MorthPark Center

pockages ond prizes.

and individual team members
of the MorthPark Design and
Construction team to create
$1.500 in NorthPark Gold,
which never expires and can
be used at ony of MNorthPark

Center's 200 best-in-class
boutiques and restaurants.
The “Eataly Grand Prize”

valued at over $1.200 was a
full

Eataly Dallas ot

inte the new
MorthPark
Center store through a private

immersion

tour, dinner and merchandise
to take home.

A show stopping, one-of-a-
kind, 26.8-carat Honey Citrine
necklace wos donoted by one

of CCA's loyal friends,
Bradley. Other prizes

Dinner for Four at Terra by Eataly,
Dinner for Four at Eataly’s La Pizza
& La Pasta Restaurant, Two VIP
Virtual Sonta Visits to "e-meet” the
famous NorthPark Santa, o one-
hour photography session by CCA
friend, Smith Reissig,
Everything Smitten, Vertuo Next
Mespresso machine, “Behind the

Denny
included:

from

Scenes”™ at Eataly Dallas at
NorthPark Center tour, and two
special gift boxes from Eataly

Dallas at NorthPark.

Thank you and "Grazie” to all those
who helped to moke Gingertown 11
a huge success in o year of so
uncertainty. Wwe
optimistic for an amazing build in

much are

December 2021 as we celebrate the

12th year of this amazing event! v



what siblings would like parents and service providers to know

B
I n the United States, there are over 4.5 million

people who have special health, developmental,
and mental health concerns. Maost of these people
have typically developing brothers and sisters.
Brothers and sisters are too important to ignore, if
for only these reasons:

* These brothers and sisters will be in the lives of
family members with special needs longer than
anyone. Brothers and sisters will be there after
parents are gone and specal education services are
a distant memory. If they are provided with support
and information, they can help their sibs live
dignified lives from childhood to their senior years.

*  Throughout their lives, brothers and sisters share
many of the concerns that parents of children
with special needs experience, including isolation,
a need for information, guilt, concerns about the
future, and caregiving demands. Brothers and
sisters also face issues that are uniquely theirs
including resentment, peer issues, embarrassment,
and pressure to achieve.

Despite the important and life-long roles they will play
in the lives of their siblings who have spedial needs,
even the most family-friendly agencies often overiook
brothers and sisters. Brothers and sisters, often left

in the literal and figurative waiting rooms of service
delivery systems, deserve better. True "family-centered”
care and services will arrive when siblings are actively
included in agendies’ functional definition of "family.”

The Sibling Support Project facilitated a discussion on
SibNet, its online group for adult siblings of people with
disabilities, regarding the considerations that siblings
want from parents, other family members, and service
providers. Below is a discussion of themes discussed by
SibNet members and recommendations from the Sibling
Support Project:

Emily Holl, Director » Sibling Support Project
A Kindening Program, Bellevue, WA

The Right to One’s Own Life. Throughout their
lives, brothers and sisters may play many different
roles in the lives of their siblings who have special
needs. Regardless of the contnbutions they may
make, the basic nght of siblings to their own lives
must always be remembered. Parents and service
providers should not make assumptions about
responsibilities typically developing siblings may
assume without a frank and open discussion.
“Nothing about us without us™—a phrase popular
with seff-advocates who have disabilites—applies
to siblings as well. Self-determination, after all, is
for everyone—including brothers and sisters.
Acknowledging Siblings’ Concerns. Like parents,
brothers and sisters will experience a wide array of
often-ambivalent emotions regarding the impact of
their siblings’ speaal needs. These feelings should
be both expected and acknowledged by parents
and other family members and service providers.
Because most siblings will have the longest-lasting
relationship with the family member who has a
disability, these concerns will change over time.
Parents and providers would be wise to learn

mare about siblings’ life-long and ever-changing
concerns.

Expectations for Typically Developing Siblings.
Families need to set high expectations for all their
children. However, some typically developing
brothers and sisters reaci to their siblings’ disability
by setting unrealistically high expectations for
themselves—and some feel they must somehow
compensate for their siblings’ special needs. Parents
can help their typically developing children by
conveying clear expectations and unconditional
support.

2020 children's rammfacial assodaton

13140 Coit Road, Suite 517 = Dallas, TX 75240 » CCAkids.org

children’s craniofacial association

voice 214-570-9099 » rax 214-570-8811 » 1ou-mree 8300-535-3643

empowering and giving hope to individuals and families affected by facial differences



4. Expect Typical Behavior From Typically

Developing Siblings. Although difficult for parents
to watch, teasing, name-calling, arguing and other
forms of conflict are common among most brothers
and sisters — even when one has special neads.
While parents may be appalled at siblings’ harshness
toward one another, much of this conflict can be

a benefiaal part of normal socal development. A
child with Down syndrome who grows up with
siblings with whom he sometimes fights will likely
be better prepared to face life in the community

as an adult than a child with Down syndrome

who grows up as an only child. Regardless of how
adaptive or developmentally appropriate it might
be, typical sibling conflict s more likely to result in
feelings of guilt when one sibling has speaal health
or developmental needs. When conflict arises,

the message sent to many brothers and sisters is,
“Leave your sibling alone. You are bigger, you are
stronger, you should know better. It is your job to
compromise.” Typically developing siblings deserve
a life where they, like other children, sometimes
misbehave, get angry, and fight with their siblings.
Expectations for the Family Member with
Special Needs. When families have high
expectations for their children who have special
needs, everyone will benefit. As adults, typically
developing brothers and sisters will likely play
important roles in the lives of their siblings

whao have disabilities. Parents can help siblings

now by helping their children who have special
needs acquire skills that will allow them to be as
independent as possible as adults. To the extent
possible, parents should have the same expectations
for the child with special needs regarding chores
and personal responsibility as they do for their
typically developing children. Not only will similar
expectations foster independence, it will also
minimize the resentment expressed by siblings when
there are two sets of rules—one for them, and
another for their sibs who have special needs.

. The Right to a Safe Environment. Some siblings
live with brothers and sisters who have challenging
behaviors. Other siblings assume responsibilities

for themselves and their siblings that go beyond

their age level and place all parties in vulnerable
situations. Siblings deserve 1o have their own
personal safety given as much importance as the
family member who has spedial needs.

. Opportunities to Meet Peers. For most parents,

the thought of "going it alone,” raising a child
with special needs without the benefit of knowing
ancther parent in a similar situation would be
unthinkable. Yet, this routinely happens to brothers
and sisters. Sibshops, online groups such as SibNet,
5ib20, and SibTeen, and similar efforts offer
siblings the common-sense support and validation
that parents get from Parent-to- Parent programs
and similar programs. Brothers and sisters—like
parents—like to know that they are not alone with
their unique joys and concerns.

. Opportunities to Obtain Information.

Throughout their lives, brothers and sisters have
an ever-changing need for information about
their sibling’s disability, and its treatment and
implications. Parents and service providers have
an obligation to proactively provide siblings with
helpful information. Any agency that represents a
specific disability or illness and prepares materials
for parents and other adults should prepare
matenals for siblings and young readers as well.

. Siblings’ Concerns about the Future. Early in

life, many brothers and sisters worry about what
obligations they will have toward their sibling in
the days to come. Ways parents can reassure their
typically developing children are to make plans

for the future of their children with special needs,
involve and listen to their typically developing
children as they make these plans, consider backup
plans, and know that siblings” attitudes toward the
extent of their involvement as adults may change
over time. When brothers and sisters are "brought
into the loop,” and given the message early that
they have their parents’ blessing to pursue their
dreams, their future involvement with their sibling
will be a choice instead of an obligation. For their
own good and for the good of their siblings who
have disabilities, brothers and sisters should be
afforded the right to their own lives. This includes
having a say in whether and how they will be



10.

11.

12.

13.

involved in the lives of their siblings who have
disabilities as adults, and the level, type, and
duration of involvement.

Including Both Sons and Daughters. Just as
daughters are usually the family members who
care for aging parents, adult sisters are usually the
family members who look after the family member
with special needs when parents no longer can.
Serious exploration of sharing responsibilities
among siblings—including brothers—should be
considerad.

Communication. While good communication
between parents and children is always important,
it is espedally important in families where there is
a child who has special needs. An evening course
in active listening can help improve communication
among all family members, and books, such as
How to Talk So Kids Will Listen and Listen 5o Kids
Will Talk and 5iblings Without Rivalry (both by
Adele Faber and Elaine Mazlich) provide helpful tips
on communicating with children.

One-on-One time with Parents. Children need
to know from their parents’ deeds and words that
their parents care about them as individuals. When
parents carve time out of a busy schedule to grab
a bite at a local burger joint or window shop at
the mall with their typically developing children,

it conveys a message that parents "are there” for
them as well and provides an excellent opportunity
to talk about a wide range of topics.

Celebrate Every Child's Achievements and
Milestones. Over the years, we've met siblings
whase parents did not attend their high school
graduation—even when their children were
valedictonans—because the parents were unable
to leave their child with spedal needs. We've also
meet siblings whose wedding plans were dictated
by the needs of their sibling who had a disability.
One child's special needs should not cvershadow
another’s achievements and milestones. Families
who seek respite resources, strive for flexibility,

and seek creative solutions can help assure that
the accomplishments of all family members are
celebrated.

14. Parents’ Perspective is More Important than

15.

16.

17.

18.

the Actual Disability. Parents would be wise to
remember that the parents’ interpretation of their
child’s disability will be a greater influence on the
adaptation of their typically developing sibling
than the actual disability itself. When parents seek
support, information, and respite for themselves,
they model resilience and healthy attitudes and
behaviars for their typically developing children.
Include Siblings in the Definition of "Family.”
Many educational, health care, and sodal service
agencies profess a desire to offer family-centered
services but continue to overlook the family
members who will have the longest-lasting
relationship with the person who has the spedal
needs—the sisters and brothers. When brothers
and sisters receive the considerations and services
they deserve, agendies can claim to offer “family-
centered”—instead of "parent-centered”—
services.

Actively Reach Out to Brothers and Sisters.
Parents and agency personnel should consider
inviting (but not requiring) brothers and sisters

to attend informational, IEP. IFSP and transition
planning meetings, and clinic visits. Siblings
frequently have legitimate guestions that can be
answered by service providers. Brothers and sisters
also have informed opinions and perspectives and
can make positive contributions to the child's team.
Learn More About Life as a Sibling. Anyone
interested in families ought to be interested in
siblings and their concerns. Parents and providers
can learmn more about "life as asib” by fadlitating
a Sibshop, hosting a sibling panel, or reading books
by and about brothers and sisters. Guidelines

for conducting a sibling panel are available from
the Sibling Support Project and in the Sibshop
curniculum. Visit the Sibling Support Project’s
website for a bibliography of sibling-related books.
Create Local Programs Specifically for Brothers
and Sisters. If your community has a Parent-to-
Parent Program or similar parent support effort,

a fair question to ask is: why isn't there a similar
gffort for the brothers and sisters? Like their
parents, brothers and sisters benefit from talking



with others who "get it." Sibshops and other
programs for preschool, school age, teen, and adult
siblings are growing in number. The Sibling Support
Project, which maintains a database of over 450
Sibshops and other sibling programs, provides
training and technical assistance on how to create
local programs for siblings.

19. Include Brothers and Sisters on Advisory
Boards and in Policies Regarding Families.
Reserving board seats for siblings will give the
board 2 unigue, important perspective and reflect
the agency’s concern for the well being of brothers
and sisters. Developing polices based on the
important roles played by brothers and sisters will
help assure that their concerns and contributions
are a part of the agency’s commitment to families.

20. Fund Services for Brothers and Sisters. No
classmate in an inclusive classroom will have a
greater impact on the social development of a
child with a disability than brothers and sisters
will. They will be their siblings’ life-long "typically
developing role models.” As noted earlier, brothers
and sisters will likely be in the lives of their siblings
longer than anyone—ionger than their parents and
certainly longer than any service provider. For most
brothers and sisters, their future and the future
of their siblings with special needs are inexorably
entwined. Despite this, there is little funding to
support projects that will help brothers and sisters
get the information, skills and support they will
need throughout their lives. Governmental agendies
would be wise to invest in the family members
who will take a personal interest in the well being
of people with disabilities and advocate for them
when their parents no longer can. As one sister
wrote: "We will become caregivers for our siblings
when our parents no longer can. Anyone interested
in the welfare of people with disabilities cught to
be interested in us.”

© The Sibling Support Project. All rights reserved.

About the Sibling Support Project

The 5ibling Support Project, believing that disabilities,
iliness, and mental health issues affect the lives of all
family members, seeks to increase the peer support
and information opportunities for brothers and sisters
of people with spedial needs—and to increase parents’
and providers' understanding of sibling issues.

Our mission is accomplished by training local service
providers on how to create Sibshops (lively community-
based for school-age brothers and sisters); hosting
workshops, online groups, and websites for young and
adult siblings, and increasing parents’ and providers'
awareneass of siblings” unique, life-long, and ever-
changing concerns through workshops, websites, and
written materials.

Based in Seattle since 1990, the Sibling Support Project
is a national effort dedicated to the interests of over
six million brothers and sisters of people with spedal
health, mental health and developmental needs.

For more information about Sibshops, sibling issues,
and our workshops, online groups and publications,
contact:

Emily Holl

Director, Sibling Support Project A Kindering Program
16120 NE 8th Street

Believue, WA 98008

425-362-6421

emilyholi@siblingsupport.org | siblingsupport org
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CA would like to send a

C huge THANK YOU 1o CCA
Teen: Kelsi Spurlin!

Kelsi and her family breed
French Bulldogs. She captures
their

adoroble  expressions

through her paossion for
photography. Kelsj
with Pfeiffer syndrome ond
decided to
French Bulldogs and photo-
graphy into a fundroiser for
CCA!  She 2021

calendar showcasing all of her

was born

turn her love of

created a

amazing work and the proceeds
went to CCA' She roised %500
for CCA! Thank you se much for
donation and
We
would also like to thank Kelsi's

Chris and Wendy
Fenton Printing (for
calendars),

your genercus
passion for giving back!

parentis,
Spurlin,
printing the and
everyone who ordered o

calendar!

Thank you,

Annie Reeves
CCA's Program Director

th

e spotlight

Aot e Phtoguples

Hello,

My name is Kelsi Spurlin. | was
2004 in the
beautiful state of Michigon. | was

born MNovember 11,

born with a rare syndrome called
Pfeiffer syndrome, which aoffects
about 1in 100,000 babies. Mot only
did | have Pfeiffer syndrome, but |
wos born with a congenital heart
defect, too. | had a half a heart
My aortic wvalve was under-
developed and | had a leaky valve.
They my
Hypoplastic Left Heart syndrome,
4334

Specialist

call heart condition
which affects about 1 in
The

have sent in my DNA to find other

babies. Genetics
people that have the same Gene
mutations as me, but to daie they
have not found anyene with this
condition. | am the first. My first 2
months of life were spent on life
support in hopes that | would
recejve the Gift of Life (o new
heart). ©On Januvary 1%th, 2005, |
received the Gift of Life from a

beautiful family and that is why |

am here today. So now my life has
begun with never-ending trips to
doctors, specialists and hospitals. |
have hod 38 surgeries so for. Some
of them consist of craniofacial
surgeries, heart surgeries, kidney
surgeries, lung surgery. tonsil and
adenoids, etc. | am so thankful for
all the love and support from my
family, friends and God.

I started a passion for
photography when | was 2 years
old with one of my Dads® old point-

and-shoot cameras.




kelsi, continved from donor in {1118

My parents saw how much fun |
had with it so they bought me
my own point-and-shoot Sony
camera and as | got better my
dad let me use his big Nikon
camera (which | thought | was
so cool) My parents surprised
me with my wvery own Nikon
D3400 for my birthday. Since
then | acquired another Mikon
D610, lenses, bockdrops, photo
booth and props. Some of these
items |

received as aomozing

gifts. For the others, | saved
money and bought on my own.
| am a person of few words (|
was dioggnosed with Selective
Mutism, whic nokes it very
difficult for me.) | love to share
my photography so0 people can
see and feel what | do through
my photos. I

taking

really
nhotos of

enjoy
animals,
nature, macro, landscape, still
life, food, newborn, weather,

ond architectural. With the sales
of these calendars, | was able to
donote %500 of the proceeds to

CCA,
| hope you enjoy muy French
Bulldog Calendar and thank you

for your support.

-Kelsi Spurlin ¥
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by Kara Jackman

orget about the sourdough
starier and the puzzles! We

can do better than that when it
comes to new-found hobbies.
COVID-19 has forced ws all into
our homes and boy. does it get
boring! Through this article, |
hope to reveal o few hidden
wonders that may be hiding in
plain sight around your home.

Preserve Family Photos,
Slides, and Videos

First on the list 1= preserving
your family’s photographic
memaories. You know you have
of
photos, slides, and maybe even
VHS or

Wouldn't

them. Boxes and boxes

regl-to-resl tapes.

you love to share

these with the world, or at
least, the rest of your family?
well you can. Grab some

muscle, o few flexible people 1o
get into the attic crawl| space,
and start by pulling out all the

& 5 i
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boxes of pictures. Then, toke o
deep breath! Allow this process to
be enjoyable, not over-whelming.
It can be cathartic to toke a walk
down memory lane but make
sure its o leisurely stroill, not o

virtual 5K!

Take out the photos, look them
over slowly. Really use your senses
io experience the colors, people,
and format. If you have family
them

don't

arovund, ask to identify

Be
into a

anyone you know.
this could turn

with

prepared_

gab fest your relotives.
Ferhaps you even want to record
some of your conversations as
voice memos on your phone. This
can enrich the history you are

preserving.

Mow you musi decide to group the
photos by year or occasion. Then,
once organized, scan them or send
them scanning by a

out for

professional digitization service.

(Pssst, HotTip: There are often

Groupons for such services.)

If you have slides, purchase a slide
digitizer like this one from Kodak
for $150 to create digital images
of your slides. Slides are really
neat, but hard to view unless you
scan them,

Finally, plan a time to gather the

family around to share those
awkward teenoge years with ygour
teenage kids. This can be done via
Zoom or you can save this for o
special night when you are able to

gather safely in person.

This is o labor of love, for which
(most of) your family will be truly
grateful. Beware! They will dub
you the family historian, but that
comes with major brownie points.

what makes this a healing
hobby?

Looking boack on the past can
really give you something positive

o focus on, even if it is laughing

at your relatives in those crazy
cuifits. The art of organization




healing hobbies. continved

helps give uyocu o sense of
control over something during
a time when everything seems
30 uncertain. Creating order out
of choos in this small way will
moke you feel as if you
accomplished something posi-
tive: Sharing the photos with
extended family will conjure up
old, happy stories. And, finally,
it's o way to “time” troavel for
those of us that miss seeing

different parts of the world.

Making a Body Scrub

we all love a good shower, but
it might be time to mix it up

with  something new and
different in the tub. Yes, even
you, big guy' We know the

fellas enjoy using a dollop of
that peorly body wash on g
poofy sponge. We see you! So
instead of baking another
batch of cookies, or the
dreaded bread again, try ﬁ
this calorie-free recipe for

a body scrub made from all
natural ingredients brought to
us from our friends at Boston
University’s Howard Thurman

Cenier. Then, try the recipe for
this body oil for after you shed

that dead, winter skin.

¥ i Coconut off will solidify ot room temperoture, short and inspirational

FEFPERMINT BODY SCRUB
Effects and benefits:

increase - circtlofion: which caon
soothe congestion, headaoches, and  stff
muscles

what you!ll need:

« Mixing bowl

= Spoon

= lar or container with girtight lid

Ingredients:

= 15 cups sugar

= 0.5 cupseag salt -

= 15 cups almond oil (or carrier oil
of your preference) :

» 20 drops peppermint essential oil

Recipe:
s Mix all ingredients in bowl
« Continue. to fold sugar into oil

until fully incorporated

Mote:

Essential oils zhould never be applied directly
to skin. Alwoys dilvie with corrier il of your
choice. Before opplying essentiol oils. plegse
poich fest to ensure no.cllergic reactions.

El SWEET ORANGE COCONUT OIL

This: mix is: o mood-lifting oiternative to
lotions and cremes_ In addition 1o sealing
in moisture, coconut oil provides o loyer
of protection ogoinst UV rags. relieves
common skin irritations. aond haos
antioxidant properties: The sweet orange
included in this recipe maoy reduce
feelings of amiety and depression,
inflammation, ond physical poins.

what you'll need:
= Microwave safe jar/coniginer

= Spoon
Ingredients:
» 1 cup coconut oil (melted)
» 0.5 cup jojoba gi (optional)
= 20 drops sweel orange essentiol
ol
Recipe:
= Microwave coconut ojl
seconds 1o melt down
= Combine all ingredients and store
in qirtight container

for 10

Note:

WHAT MAKES THIS A HEALING
HOBBY?

E Body Scrubs combined with the

Peppermint may release tension ond | =
help Q

scent of your favorite essential
oils help to calm the nervous
system, rid the body of toxins, and
For those
dry
brushing accomplishes the same
Children and adults thot
are hyperaoctive, and or hyper-
sensitive will enjoy how calming

increases circulaotion.

allergic to essential oils,

goals.

this can be. In addition, both will
calm anxiety wand reduce depr-
ession that you may be feeling
while our lives are disrupted by
the coronavirus. Plus, it is just fun
to make things from scratch!

Reading and Writing Poems

I've had a huge volume: of all of
by my
favorite poet, Robert Lowell, in my
The
book got cracked open from time

the works ever written

book collection since 2003
to time owver the last 18 years to

turn to favorites, but | never had
the time to reod the whole book

cover to  cover. Enter  the
pandemic.

Poems are blessedly short, but
they require a lot of

concentration, or mindfulness.
‘Waich how

the paoge.

the words unfold on
Look for alliteration
(when two words begin with the
same letter) or rhuming couplets
(when know, |

know,

lines rhyme) |
"It’s hard, confusing, or
sounds like a bore." But give it a
tryt

kinds
peoems in the shaope of drawings:

There are all of poetry:

poems about sports, monuments

26

and love. Poems can be
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healing hobbies. continued

like the work of 20-something
author, Rupi Kaur, whao's latest
collection, *Home Bedy” really
resonates with our community
around acceptance of one's
body and past traumas. If you
cannot figure out whaot you like,
go for an anthology to see
what your mind grovitates

towards.

Finally, try your hond at your

own masterpiece. Even if it

starts with “Roses are Red,
Violets are blue,”_it may end in

some simple brilliance.

WHAT MAKES THIS A HEALING
HOBBY?
Refocusing your atiention on
one thing, the poem in this
case, will keep your mind from
spinning out like o teenage
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Cards for 2 Cause Fundrziser

Woman's Life Ins. Socety #8127,
Chicke 4 Charity

Cards for a Cause 53

fundraizer lad by Masg=n Baker,
CeA Mom. who will taks all of
the orders wia Google Form., then
rernit 13 far mach

Woman's Life Ing. Sockety will

match the first $500 raged !
and Chicks 4 Charity will rmazeh CCA
the next $500 ralsed.

Shop ao September

i [

-

Srahmery

o pald (o

Al grders wall ship mid-

driver on black ice. Poetry is a
stepping stone 1o mindfulness

meditation. Reading poetry
allows you to focus your mind on
one singular word, sentence, or
stanza. It is not overwhelming
like reading a novel, or nonfiction
book, because the margins of the
paper offer up open spoce, a
oasis from chaotic

frue Qur

homes.

Mindfulness meditation is one of

the most oaccessible forms of

meditation because it only
requires you think obout what is
right in front of you. If you don't
love words, that is ok, You can
count things in your space, or
start with song lyrics you know,
to get your head more centered.
the present

moment is the destination. How

Mindfulness of

.:'1 r—— l - n A ] O
Marketplace

oot & Vs

One Hope CCA Grve Back

One Hope wiil donae 10% of
your purchase when using the
ink below

Thank you ta CCA Mam
Cowrtney Schmidt, from

o ] oing this

you get there is your own journey.
| love words so poems work for
me_ I'd love to hear what works

for you!

There are soc many ways to find

healing in these challenging,

turbulent times. Explore other
activities that may bring about the
same benefits offered up in this
article. | hope this gives you some
hobbies with which to

experiment. If you have ideos to

new

share, post them on your social
media timelines with the hashtag
#CCAHealingHobbies. We
wait to see your creative hobbies
that heal.

can’t




By Paul Snyder

Used with permission from The American Society of Plastic Surgeons

Plustic surgeons around the
world are mourning the loss

of @ giant in craonicfacial
surgery, Kenneth Salyer, M.D,
who passed away December 28,
2020 ot age B84. In addition to

organizing the World Cranio-

facial Foundation, Dr. Salyer
was Tfounder of the Inter-
notional Craniofocial Institute

and the Cleft Lip and Palate
Treatment Center in Dallas.

“Dr. Salyer was one of the
original fathers of craniofacial
surgery,” says ASPS President
Joseph Losee, M.D.. “His contri-
butions to the specialty were
immense.”

Born in Kansas City in 1936, Dr.
Salyer
degree from the University of
Kansas School of Medicine in
1962 and performed a general

received his medical

surgery residency ot Parkland
Memorial Hospital in Dallas. He
completed a surgical Fellowship
at the University of Texas
Southwestern (UTSW) School of
Medicine and began his plastic
surgery residency ai  the
University of Kansas School of
Medicine.

became
first

in 1989, Dr.
UTsw Medical
chief of the division of plastic
surgery. He entered private

Salyer
School’s

practice in 1979 and established
the International Craniofacial

Institute in Dallas in 1986, Te date;
the institute has served more than
17,000 patients from more than 75
countries. He also organized the
World Craniofacial Foundation in

1989 1o help provide life-changing

surgery to children who had
craniofacial defoermities.
Linton Whitaker, M.D.. who co-

founded the International Cranio-
facial Club (which would become
the International Society of
Craniofacial Surgery) with Dr
Salyer, recalled first meeting his
colleague in 1972 when the two
were invited to France to observe
the work of Paul Tessier, the
pioneer of modern croniofacial
*We
relationship ond had the idea of

surgery. struck up a
forming an international club that,
to start, only haod six members,”
Dr. whitaker notes. That group of
whitaker,
Jackson, M.D.,
M.D.. Fernando
M.D.., and lan
"We communicated

luminaries included Dr.
Dr. Salyer, lan
Daniel Marchac,
Ortiz-Monasterio,
Munro, M.D..
and exchanged ideas through the
first several years. We were
finding our way through what we
were doing as we were doing it
we'd tolk to sach other over the
phone, share pictures and discuss
various matters when we got
together. Each of us also started
our own training programs, and
that really led to the widespread

practice of cranicfacial surgery.”

David Genecov, M.D., who now

of the

serves as the director

International Craniofacial Insti-

tuie, says working closely with
Dr. Salyer provided invaluable
insight and guidaonce into the

world of craniofacial surgery. “Dr.
Salyer was part of a generation
of surgeons that waos unigue -
they did things that we will never
really be able to contemplate in
terms of guts, vision and sheer
imagination,” Dr. Genecov says.
“Ken’s imagination and creativity
were truly amazing in the O.R. He
could think of deing things that
were unigue aond very specific
that not only mode a difference
functionally, but went beyond
repairing anomalies to create a
result that was also oesthetically

beautiful ™

Throughout his career, Dr. Salyer
remained an active researcher -
his work predicated on the
belief that
surgeons must use their notural
talents to change their lives and

driving plastic

the lives of those around them.
Even after he retired from clinical
practice, Dr. Salyer deveted him-
self 1o mission work through the
World Cranicfacial

Foundation. He focused on
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the topic of helping change
the lives of others when he
deliverad the Maliniac
Lecture at Plastic Surgery
The Meeting 2013 in San
Diego.

He recalled being o resident

on neurosurgery call at
Parkland Hospital in Dallas
on MNov. 22, 1963, when
President Jochn F. Kennedy
was assassinated. At one
point, Dr. Salyer found

himself alone with Jacqueline
Kennedy, and later reflected
thot the loss of his hero was
a seminal event in his pursuit
of serving others.

“In the aftermath of the
president’s death, | had o
new understanding that life
was both fragile and pre-
cious.” he told the audience.
I grew increasingly deter-
mined 1to create a pro-
fessional life that mattered -
one in which | could be of
service to mankind.”

Legacy Giving

£ Simply pu!:. planned
w giving enables you ta
F make a meaningTul

~ gift to CCA that
reflects your beliefs and
values while leaving a
vnique legacy 1o
_  memaorialize those

o volues and beliefs by
supporting CCA Kids during your

lifetime and beyond.

To learn more about hiow to leave
your mark on th_e-'u!rnrld through
supporting CCA Kids and Families,
wisit: ccakids.org/legacy-planned-
giving/ or email Christine at

cand Ler@cculﬁds.;:om
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by Laura Chaffin

W hat a blessing CCA has been to
our family' Shortly after our Collins
was born, she was diognosed with
Saggital Craniosynostosis. we
learned thaot she would reguire
surgery to remove part of her skull
that had prematurely

together, followed by 9 months of

fused

helmet therapy with adjustments
every two weeks. My husband and |
wholeheartedly believe the Lord led
us to the most wonderful surgical
and orthotics team who

iIStance

hundred
miles frem our home. wWe have
that

are located several
and will continue to make
drive many times throughout
this and CCA

provided agssistance for travel

journey, has
expenses for every appeintment
We are
grateful 10 this
organization for the help and

end hospital stay!

forever

support they haove provided our
family during this time!

-Sidney, Lavura Leigh, &
Collins Chaffin '«




thank you to our 2021
facebook fundraisers:

names are listed in alphabetical order by the
fundraiser campaign owner
Chelsea Buyalous
Donna Marie Roberts
Francis Menard
Haley Holubec
Jeanie Ross
Jennifer Dockter
Jill Lautbaum
Joel Brusk
Katie Hartke
Kellie Lloyd
Kule Hoelting
Lisa Bowers-Alters
Maddie Cameron
. Megan Mejia
Melissa McQueen Benfer
Nicole Cheri Clifford
Paige Michelle Edwards
Robb
Tanya Tiger
. Tenny James Philip
Torey Harrah
Victoria Green
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create your own facebook funder

Focebook is o great way to raise funds for CCA Kids.
Facebook takes 0% in fees and you can set up your
fundraiser with a few quick clicks.

» wvisit www focebook.com/fund/cookids)

« click - Raise Monay

» click - "MNon: Profit® ‘ond then sgearch For "Children's® Cromiofocicl
Associotion”

= click: Children's Croniofociol Association

# select - o gool omount ond end date

= click - Mesxt

= enter - g title for your fendraizer - Birthday Fundraiser or CCA Fundraoizer,
eic

» enter - tell your oudience why you are roiging for CCA (We olready hove
gome words in thera but it is oll totally customizoble)

* click - Mext

« gelect- a cover photo - we have a bank of photos to choose from or you
con uplood Your own

» click - Create

IT's THAT EASYL

upcoming events

MARCH 24th
Online: Zoem Workshop

¢ &
PTSD FROM THE MEDICAL TRAUMA PERSPECTIVE

Conducted by Dr. Monheim-Janss, PhD.

Clinical psachalogTst in the Cleft and Craniofacial
Center ot Barrow Neurclogical Institute

CONTACT:
Annie Reeves, arseves@ccakids_.com

JUNE 4th-5th

SEATTLE RARE DISEASE FAIR
The Foir and Summit aim 1o educate, engage. and

" inspire our community obout the importance of rare

dizsease research

CONTACT:

Carolina Sommer | Born A Hero:
caarolina@bornahero.org

JUNE 25th-27th
Cnline: Zoom Workshop

CCA’S VIRTUAL ANNUAL RETREAT AND EDUCATIONAL
SYMPOSIUM

More info to come (See pg. 9)

SEPTEMBER
Craniefacial Acceptance Manth

North Texas Giving Day

SEPTEMBER &th-9th
California

MORGAN MECK 10TH ANNUAL GOLF CLASSIC
INVITATIONAL

CONTACT:
Christine Andler, candler@ccakids.com

QCTOBER 10th
Timarion Country Club Golf Course | Southlaks. TX

®TH ANNUAL PAR PREMIER GOLF TOURNAMENT
BENEFITING CHILDREN'S CRANIOFACIAL ASSOCIATION

CONTACT:
Christine Andler, candler@ccakids.com

350
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Jano Feace, CCA Volunteer and
Robin’s Dearest Friend:

| first met Robin when | started
working for CCA as the Program
and Robin did the
production and design for the

Director

Network, our newsletter: I
would stop by her house and
bring her pictures of families
we were highlighting and she
would show me layouts. It was
never dull when you stopped by
her house! She had o sweet dog
named, Charlie, and a rare grey
bird that shouted from upstgirs
to let you know he heard your
every word. Robin uvsually hod
three projects going at one
time and | was in awe of her big
computer skills

maneuver and edit things on a

and her 1o
page foster than any human |
had ever seen work a keyboard.

Fast forward many years, and
Robin and | began working
together again under a much
different set of circumstances.
Robin had just been diagnosed
with o very aggressive form of
breast cancer and let’s just say,
she got 100% on the breast
cancer test, because sadly, her
diagnosis checked every box
She was an overachiever like

usual, but you really don’t
want to be in this situation.
So began the journey.

Robin was ready for the fight
life,
determination and persever-

of her true to  her

ance that Pd seen for many
years already. Robin’s
schedule included long days
doctor

of appointments,

chemotherapy, breast sur-
gery consultations, cosmetic
surgeon visits, and radiation
This

felt like another full time joh.

treatments. diognosis
Robin displayed her winning
spirit with o smile at every
Visit

and confidence each

time we set out. Everydauy,
on her phone, she had an
alorm set for 2PM. The name
of the alarm was “1 trust you

Jesus”™

She spent her treatment days
“on the job™ actually working

on her computer and she
went to quilt shows and
quilting retreats on the
weekends. The diognosiz did
not change her. No, she

changed her outcome of the
diogneosis and beat breast
cancer, with her smile and
her faith. But Robin had no
break or time to rest from
her chemotherapy, as nearly
immediately thereafter, she
was diognosed with sclero-
derma. This presented an
unknown prognosis to both
her and her doctors, but she
took it all in stride. Her
routineg was not new now; it

was just tweaked. Her

tributes to robin williamson

onculoglst remained true and
faithful to help her get the best
protocol for treatment and it was
decided that she would stick with

chemo to fight this disease, too.
You see, there is no cure for
scleroderma.

Robin's left hond slowly became
lecked in a clenched position with
many sores and constant pain,
but she kept on fighting. Her skin
parts of her body
tightened, too, as the disease
She
learned every trick in the book to

on other

tightened its grip on her.
adapt her body to perform daily
tasks, work, and hobbies, too.

Robin just kept adjusting. Her
alarm still went off every daoay, "I
trust you Jesus,”™ to remind us
both.
Robin and
amazingly,

was 50 strong

she becaome more
determined as time went on. The
doctors soon realized that she
would live life on her terms and

would keep going.

Cnce again, Robin was hit with
more bad news. The cancer was
back. Another punch to the gut.

This hit hard, as Robin had
seemingly just found her way
around all the obstacles.
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Jano Peace, continued...

Maybe, it is hard for you 10
imagine, but to say that she got
no break is an understatement.
Even her doctors marveled at
her courage, commenting thaot
facing bock-te-back life-
threatening illnesses is unfath-
still,
Robin just digested the news

omable to most of wus.
and got bock in the ring. She
knew it was not going to be
easy. She was going to have to
live with the fact that she would
fight hard and there would be
na finish

line, short of a

miracle. Yet, a miracle indeed

Robin showed us again.

After the diognosis of cancer
returning in multiple areas of
her beody, including her spine,
she begen falling and lost
stability

walk. The doctors offered a Hail

o even stand and

Mary surgery. One she had io
go if she
would even walk ogain.

intec not knowing

| don't haove to tell you Robin
having wany of thot
Robin
foced every new diognosis by
saying. “Let me get my bitching

wasn’t

“never again® nonsense.

out then I'll get over it." Her
motio was never “wWhy me?" It
*Try me™ 5She always
thought of her experience gs g

wWas

chance to teach others.

So, she decided she was going
to adjust and learn to walk. Dr.
Kerr, her oncologist, was up io
Mever did
leave her side. Her

bat for her again.
this man
strength and courage bolstered

his and he approved the
operation to let Rebin stay in
the fight.

Wwell Robin showed them all,
and she indeed walked again.
She than
anyone could have imagined

worked harder

and impressed all the stoff
She never complained; she
She left
the hospital in o wheelchair,

just kept her focus.

but was walking.
nted every step and every
step counted. The nurses

cheered her every lap ond

clopped when she walked into
After a brief

their offices.
stay in rehab, she was relea-

sed home right before the' =

pandemic.
Robin waos no  ordinary
patient. She was no ordinary

person. She didn't want to be
She would think
that was boring.

ordinary.
Robin was
creative, talented, deter-
mined, couragecous, stubborn,
beautiful, strong, gentle,
humkble, and kind. If anything,
Robin encouraged us to go
the extra mile, to streich
ourselves, and never settle
for ordinary. Be colorful, be
unique, be something that will
inspire people to learn and

grow.

Robin would SEH g....,!,, Lt
Inl'D-‘\—t e g
-«nﬁj V{m worn.

She won the fight, and she
the
getting o break. She did it
smiling and full of gratitude.

ran race without ever

She cou-!

tributes to robin williamson

While her body

through a vicious war,

poor went
she rem-
ained focused on stoying strong.
She won freedom and her legacy

lives on in all of us. @@

Ronald Kerr, &_ﬁ:’

Jwﬁk ﬁ’muﬁ: after spinal sur-
199‘4'%1 thi'ﬂ was truly amao-
: ﬂ will miss her
,gsréﬂéu- v

-l-l‘-_.l e -
Liso Vernon, Friend and CCA
Graphic Designer:

| met Robin and Bruce 30 years
ago, before they were married.
what began as a working rela-
tionship grew over the years into
a true friendship. While each of
us had our own creative graphic
design businesses, we worked
together on hundreds of projects
over the years. We helped each
other creatively, bouncing ideas
back and ferth, ond the end
results were inevitably better for

the collaboration.

Robin would always teill me exo-
ctly what she thought about

J

|

/
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Lisa Vernon, continued...
{without hesitation) --- and
usually had a suggestion as to
how to make them beiter. And
if she didn't have a suggestion
at the moment, she'd say,

?"t Ak

She was at once a teacher,

mentor, sister, friend, cohort,

and partner in creativity.

Robin got me involved with CCA

doing design work. Her desire
1o give back was an inspiration |

.gcfmurp.smmmum

to me to do the same, and | am

groteful 1o her for showing me |
Another |l

how good that feli.

love of hers was the Plano Civic [ e th
Chorus, with whom she sang for e

years, and got me involved with

inspiration. Whenever | had
an issue | was dealing with,
she was the one | always
tolk to. She was
insightful, giving.
Brutally honest sometimes --
but She
would through it,

make me loock ot it honestly.

wanted to
caring,

that was a plus.
talk me

She would sometimes guoie
one of our fovorite television
shows:

doing design work for them as fic

well. wWe

conceris together and enjoyed

getting a little "culture.”

When
rough

| was going through a
lite,
literally tock me in and mode

time in  my she

me o part of her family,
welcoming me into her home
for awhile so that | could get
back on my feet. She probably

saved my life.

Robin was one of the most
positive, hopeful, cheerful
people | have ever known. Even
when she lost her husband, and
shortly

nased with cancer,

thereafter wos diag-
in the face
of all of that, she found a way
to power through. Her faith was
strong; her sense of humor
intact. | don't know how she
kept such a positive attitude

through all of that. what an

loved going to the Yo

I will forever be grateful for
having her in my life, a best
friend. | will always miss her,
but she will live on

heart,

in my
and forever be a
creative soulmate.

She waos one of Gods’ Angels
on earth. Her name fit her:
Robin. A beautiful, cheerful
songbird, flying highin

heaven now.

.~ saw  her
s hardworking

Tony Davis, DMD, CCA Board
Member Alumni

| first met Robin in 1999 when |
jeined CCA, se many years ago. |
recall thot first meeting and was
touched by her sincerity and her
smile. As the years passed, Robin
and | became close friends. She
was the same every time | saw
her: warm, genuine, quick to
laugh, and someone that you just
wanted to be coround.

. Robin waos a true friend who
- never judged, and | never once

She was a

dedicated

angry.
and

i g member of CCA and there were
- many times when we didn't have

money to pay her, but she
continuved to provide her
talents to our newsletter
without hesitating.

;ywhm will | remember most

about Robin Williamson?

Wow, 1t's eqsy To say “svery-
thing™ but | would have to say it
was her grace in the face of
unimaginable struggles. Through-
out Robin’s illness, she always
maintained her sense of humor
She never wavered and her texts
and online postings always
reminded me of all those years
ago when she found humor in

everything we did.

When Robin storted getting too ill
1o continue her work, she found
another way to express herself
and literally sewed her imagin-
ation into works of art. She loved
those quilts and | could feel the
excitement in her messages
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Tony Davis, continuved...

when there was a guilting group get
together. Having thought about all |
will remember about Robin, | know
there iz one instance | will never
forget. About 2 weeks before her
final hospitalization, we were texting
one day. | don't remember all the
exchanges, but | could tell she was
still smiling. After a few texts, | sent
o message thot saoid, “If | ever face
what you are going through, | hope |
can do it with half as much groce and
humor as you have™

Her response:

"} LT”’ go never b o bl of g

. f}.,-L{LLﬂmtmL!Tr*
ﬂ«i-ﬂ-ﬂ?l\r I-i_ f

Robin, you ARE still here helping me
through every daoy by teaching me
that no matter how bad things seem
you can always
find a reason
to smile.

Annie Reeves,
CCA Program Director:

Heaven has truly goined one of the

most amazing, kind, hilarious, and

I've ever khnown.

. strongest
Robin endured more than anyone |
Not
once! Her positive attitude blew me

women

know ond never complained!

away. Her strength and foith were
one of the many things | cdmired
obout this woman She was a hard
worker and a true blessing to CCA
and everyone who knew her. | met
Robin in 2003, At that time she was
on the Board of Directors (BOD.) We
instantly "clicked' and the two of us

worked closely on many of our
She
=0 many won-

Programs & Services.
coniributed
derful ideas and we had such
a great time working togethear!
I loved working on the news-
letter with her. We had quite
a few laughs at some of my
edit suggestions. | am known
for everusing commas and she
would walways call me out
about it. Robin also designed
CCA's syndrome booklets, edu-
cational

overviews, ret-

t-shirt

our

reat designs, and

website. She worked count-
less hours for little or no cost.
She continued to do all of this
after being diognosed with not
only but

breast cancer,

Scleroderma, which sewverely

affected her hands. Most
pecple would have given up,
but not Robin! Her passion
truly showed in her work and
with the CCA

and our CCA

relationship
Staff, BOD,
Families.

Rubix, you are free of pain,

now. You will be greaotly

missed. Thank you for being
YDUU love you and always
will.

Faula Guzzo,
CCA Boord Member Alumni:
loss for

Robin, I'm at a

words to adequuately
describe my heart when |
heard of your passing on
Christmas Eve. When | was
a newbie Children's Cranio-
Board
Member, you'd spent years
on the boord and provided
much guidance on the
history of the board. When |
was board chair and had a

facial Association

particularly difficult situa-
tion that came to o vote,
the who

the

you were one

provided clarity to
situation. Your wit coupled
with the ability to recognize
what needed to be said in
other situations provided
the soge advice the board
needed to move forward. As
evidenced in this picture
where you're giving Bunny
Ears, you had FUN!! Your
faith carried you through
your many years of cancer.
—— T T
: B v thie iiente )

ward. I'll see you later, my -
S friend. @
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Erica Mossholder Klauber,
CCA Executive Director

She taught me how to curl my

| eyelashes, using o blowdryer on

the lash curler. That is one of my
first memaories of Bobin, when we
were roomed together at my first
CCA Board Retreat.

| guickly learned she was smart,
AMD
| wonderfully creative. To this day,
ability be
completely direct and stand up

sharp, direct, analytical

| admire her 10

N for herself, but also to not take it

{or give it) personally. She was
relentlessly positive: And not in a
syrupy. fake way.
determined, settled, guiet, dign-

In a

ified way.

She knew herself and it inspired
me to know myself. She owned
her fight with cancer and scler-
cderma, but she wos always quick
to joke, always available to meet
for lunch, ready to laugh, ond

endlessly at service. Her heart
beat for projects, but that
sharpness led her to do them

right. No missing comma or

uncapitalized letter was "ckay.” It

' needed to be corrected, because

that professionalism serves the
mission.

| loved Robin, and | will love her
forever. She made an impact on
my life that | will never forget.

Robin, thank you for a life beaut-
ifully, magnanimously liv-ed. We
miss you terribly, but so glad you
get 1o celebrate Christmas in
Heaven with the King Himself. @

and

Rose Seitz, CCA Mom
Board Member Alumni

She was one of a kind. wWhen |
worked with her, | told her
often that she was the only
person | had ever personally
met, who's BOTH sides of her
worked

brain equally,

exceptionally. Anyone who
knew her knows what | mean.
To say she was a strong
supporter Children's

Cranicfacial Association

of

would be an understatement.
She worked tirelessly and
always gave it 1,000%. She
was a perfectionist and she
gave CCA her best. She also
had a wicked sense of humor

B P ~ .
= =

| Lol W:lhamson
| UWhen you Think

s LD g -

and theought it was funny when 4

she posted this pic of us years
I still think she altered it
since she was on exceptional

ago,

graphic artist. She was a mother,
a child of God with a strong faith
and no doubt

there is she

celebrated Christmas in
paradise. We are sad you are
gone, but your time of suffering
is gone and for that we are

grateful. Rest easy friend. @

The Nurses at the Texas Onco- |

logy Infusion Room

Robin was very special to us
here in the infusion room at TXO.
We all cared very much for her
and always enjoyed spending
time with her when she came in
for her treatments. She always
had such a pesitive, “can-do”
attitude. life
threw ot her she was always

No matter what

smiling and ready to take on the
next fight. She was an inspir-
ation to all of us here. We all are
going to deeply miss her. @
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Morgan, Medical Assistant,

Texas Oncology Claire Robertson, RN,

Texas Oncology
Robin was very special 1o us here

in the infusion room ot TXO. We . :
It was always a delight 1o see

all cared very much for her and Robin and Jano. They were

always enjoyed spending time force to be reckoned with.

with her when she came in for Always cheerful, laughing, and

her treatments. She alwoys had sh Swest dod Foakdiu- Robin

SHEh o I[;:osrtwe, Hnl::n by ur:'e— was a lovely lady. Her hurdles
in-a-million type o© atient! e
up P ' and obstocles never allowed

could never tell if she was in pain .
- P her to be anything less than a

or having a bad day, because she
g 4. beautiful spirit. | will miss her
very much. Such a courageous

woman. B

was always smiling and in a good
mood. We had some fun times
with her here at the clinic and she
will be missed by all of us. v




