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meet the donotellls

by Mary Donatelli

ello friends! My name is Mary Donatelli,

my hushaond is Paul, and we are the
parents of four incredible bouys. We live in the
San Francisco Bay Area and this is a bit about
our journey with Apert syndrome. It staris when

we were pregnant with our first son, Bennett, in
2013

During our 20-week vltrasound, several
*mysieries” were revealed ohout our little one.
It was discovered that his fingers and toes
were fused, and his heod shope was different
becouse of fused sutures. At cne point in the
pregnancy, he was thought to have o fotal
heart condition. We spent the month afier that
vltrasound thinking our sweet baby wouldn't
make it. We were devostoted ond it wos a lot to
process. Thankfully, a follow-up ultrasound
revealed that his heort wos  just
opparently the first maochine had o smudge on
the lens.

fine—
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t he beginning of spring is
one of my favorite times
of year. It seems like over-
night the greenway in my
neighborhood goes from a
bare, gray walkway to an
explosion of purple and ysllow
blooms, stalks as tall as my
waist! | could swear just
yesterday not a leaf waos
there. Vibrant green weeds,
creeping vines, and blimpish
bumblebees have suddenly
taken over where nothing was
just hours ago. While the
mornings are darker, the birds
are louder than ever. Were
they here aoll along? Did they
sing like this in the winter and
| just missed them?

In o way, | feel like the
eruption of spring is what...
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Can you believe that? Well, it felt
like o miracle 10 vs, and | always
think of it os our first miracle with
Bennett. We could not wait 1o meet
this mustery guy!

Our team at University of
Californioa San Francisco (UCSF)
didn’t really know what to expect—
they assumed perhaps he hod
Apert syndrome, but his prenotal
genetic 1esting bock
negative for Apert, so they were
left scrotching their heads g bit
Mone of us could say with certainty
how things would go or what would

came

hoppen when he was born
Regordless of who this little boy
was, we loved him fully and

completely. | waos full of o “peoce
thot surpassed understanding™ |
truly felt thot everything would be
okay. somehow, very
grateful for thot gift. We were so
boby and
ready to dive into all the things
thot lay We
needed a special name for him. We
chose Bennett, which means “little

and Fm

excited to meet our

ahead. knew we

blessed one,” because he certainly
seemed blessed to us. Little did we
know WE were the ones who were

blessed to have him as our son!

Az you caon see, the birth of our
first  child very highly
anticipated, and on o foggy San
Francisco summer night at UCSF on
July 30th, 2013, our precious son
was born.

WwWas

There several teaoms of

nurses and doctors

wers
in the room
when he was born, ond they were
ready for every situation—all the
teams ready 1o spring inte action
the moment he entered the world.
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| will never forget looking over ot

the iable when the teaom had
whisked him oway from me. |
could see his little hond ouwt-
stretched, fingers fused together
in the sweetest mitten hand |
imagine. And then they
handed him to me for the first
time and he looked right in my

eyes. He was breothing! He was

could

amazing! It was pure magic and
pure love.

Paul went with Bennett to the
NICU where it was discovered
that he had digestive
issues. His first surgery waos just g

some
few days later. In all, he stayed in
the NICU for 2 weeks before we

could finally bring him home.

Wwe had o lot 1o learn obout Apert

syndrome, and early on, he hod
many appointmenis with the
craniofacial team ot UCSF. We
so¢ groteful for the kind
introduction we had to Apert
syndrome and to our craniofacial
family. From the beginning, we
were welcomed with open arms
from others who had walked this

are

same road, and it was so nice for
us to connect with families who
hod been through the things we
would soon go through as well.

When Bennett was 4 months old,
he had his first skull surgery to
cpen up the fused skull sutures
and reshape the heaod so his brain
would have room to grow. There
was o slight complicotion and
unfortunately, just
later, he hod to have another
skull surgery ond an extended
hospital stoy. His first two years
included o lot of hospital time,
aoppointments with
different specialists, and lots of
therapies and ossessments. He
had seven surgeries before he
turned 3, including two of his four
hand surgeries that were done at
Stanford. During this time,
learned a lot! We leorned how to

ane month

endless

we

spend doys aond sometimes weeks
at the hospital post-op, how to
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care and advocate for him, how to
get 1o his oppointments oll around
the city riding buses and troins,
and reolly how to EMJOY the ride
of raizing our wonderful boy. He is
the light of our lives and has
always been so funny and joyful,
even through his ups ond downs,

We moved 1o the East Boy
suburbs when Bennett was 2 (| just
couldn®t push his stroller up any
more S5an Francisco hills!). we
were oalse reaody 1o grow our
family aond for Bennett to have
siblings! We welcomed our second
son, Will, in 2015, our third son
Vincent, in 2017, and our fourth
son, Desmond, in 2020. Life with
our four boys is very entertoining,
loud, and busy the best
ways. They bring o lot of life and
fun to this party of 6! We are also
o homeschooling family, so we get
lots of time to read, write, ond
learn cbout the world together.

in all

Bennett is 8.5 yeors old now, and
in the third grode. His passions
are geography ond soccer. We
love learning other
countries ond cultures together
and Bennett loves to read atlases

about

and study maps. He also plays
soccer for sewveral hours every
day, either with his brothers, or
outside by himself. His fovorite

team is Liverpool. My husbaond
Poul, his brothers, and Bennett
will woke wup early on the

weekends to watch the maotches.
He is joining his first soccer team
this spring. He also loves zebraos,
the color red, and spaghetti with
lots of parmesan cheese. Years
ago, he invented something called
*hug time™. Every day at 5:55 pm,
an alarm goes off on cur phones

and we all stop whot we are
doing and hug =ach other. It is
really sweet and every day ot
555, and throughout the daoy
really, | am reminded of his big
heart and how groteful | am for
all the gifts and creotivity he
brings to our family.

He and his brothers also love
designing different sports and
geograophy-related gomes and
drawings for They
keep themselves very busy with
their imaginations and we are so
grateful they all hove each other.
Bennett iz good-natured, very
adaptoble, and olso strong-willed
and passionate about the things
that are important to him.

As o family, we love

reading together (currently
going through the Harry
Potter series), going on
family odventures to the
beach or to other Boy Area
spots, and trying vegetarian
foods from around the world.

themselves.

Something we love aobout
Bennett is thot he is very de-
termined to figure out how 1o
do everything. He has the will
and ALWAYS finds o way, even
if it may look different from
how something is typically
done. His OT and | sat in
amazement when he was

% months old os he figured
out how 1o open a peanut
butter jar with no

knuckles and unseparated
fingers at the time.

He simply turned the
peanut butter jar on its side
and used one hand to stabilize
it, while using his other hand
1o rotate the lid. Qur mouths

dropped when we saw it, and |
haove to soy thot Bennett is still
doing this kind of thing to this
doy. wWe'll assume samething will
be tough, but he finds o way to
show us that he knows JUST how
to figure it out, on his own terms,
in his own unigue way, on his own
timeframe. At point he
tought himself to use scissors by
locking himself in his room with a
stack of poper.
About an hour later, he emerged
trivmphant with thot some stack,
now cut up in small pieces. His

one

construction
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creative problem-solving skills
and his fierce determination are
on display every single day.

Like many of you, we also deal
with staring ond rude comments.
Bennett is learning how to stand
up for himself ot ploygrounds or
other public ploces. | have always

deaolt with the storing by waving
enthusiastically at the person
staring with o big smile on my

face. | find thot people will either
guickly
have broken their “trance™ or they

look owoy becouse we

will say hi and smile too. It can
become wvery frustrating as a
parent 1o see your child go
through this, but | know it is even
haorder for Bennett. He recently
kid on the
ployground thaot was staring, and
he went right uvp to him and
confidently soid, “Hi, 'm Bennett!

what's your nome?” My husbaond

encountered a

and | were so proud of him! wWe
hope thot he alwoys has that
confidence inside of him 1o just be
who he is, aond know that he is

loved just as he is.

We try to respond to guestions
and comments with kindness, and
do respond kindly most of the
time. However, as I'm sure all of
you know, sometimes you just
don®t have it in you 1o cregte g
*learning experience” the
other person, or ot leost 1o do it
with patience every single time.
We ore irying 1o tecch our boys
that we can’t control what other

for

people do or how they oct— all
we CAN control is what we put
intg the world, and hopefully thot
is kindness, compassion, and lots
of love. That's all any of us can
really control, you know?

Bennett wears hearing aids, and
soon will be starting the ortho-
dontics part of his craniofacial
journey. Hoving hod 15 surgeries
total, (with more on the horizon,
including the mid-face surgery).
as he gets older, we try to have
him advocate more for himself
with different
medicol procedures. We 1ry 1o be
as transporent as possible with
him about whaot is going on
medically and try to empower
him as much os we can. Being
with the Apert
community, as well as the cranio-
focial community in general, has
been one of the biggest blessings
on this journey. This community
has been an absclute lifeline 1o
us, always there to help us with a
medicol or persenal guestion and
there to offer support, friendship,
encouragement the
different things thot come up.

doctors and

connected

and far

We have also experienced incred-
ible support and kindness from
our family and friends through-
ot Bennett's whole life,

particularly during
hospital stays. | will never forget

our many
the incredible wvisits and food
deliveries to our hospital rooms
from fomily ond friends. | may
hove gained 20 pounds from all
the
eating (ha!), but that is o small

deliciousness and stress
price to pay for having our spirits
lifted by p=ople showing us love
in this way. It really boosted our
morale to eat something special
ot leost once a day toc get us
through those long hospital doys

with our Baby Bennett.

Overall, people have been willing

alongside us
nesds
hirm. He hos so many

to learn what

Bennett and how to
support
wonderful
that hove been there to cheer
him on aond we hope he always
feels thot love ond can give it

bock to other people.

cousins and friends

This will be our first year
gttending the CCA retreat and we
are really looking forword to

meeting some of you in person.
So grateful for this community.
can’t wait to meet you! gh




|y name is Mason. I'm six
years old and | will be seven in Aug-
ust. | was born with Crouzon syn-
drome. | don't remember most of
the surgeries I've hod becouse | was
so young. but | have some greot
doctors | visit regulariy who help
keep me healthy | om now in
kindergarien, and | look forward io
going every day. | like to know how
things work and | love learning. 'm
generally a wvery good listener.

unless I'm really focused on a
project | want to finish or 'm
hungry. Thankfully that doesn't

happen very often in kindergarten
because we have o schedule. I'm
good at following schedules. |
especially like the dgily “specials”
aciivities in kindergarten. which
rotate betwesn art, music. and
physical education, with art being
my favorite. | also like learning to
read and seeing my friends o1
school. | am olways excited for the
weekend, too, when | get to do
things with my family. (I've usuwally
got my eye on the caolendar,
because | like knowing whai month
and day it is, and when different
events are going to happen.)

when I'm not in school. |
like spending my time
drawing. building things,
playing board games with
my Dad. reading with my
Mom. making up jokes.
going on bike rides (with
snacks). roughhousing with
my sister Emelyn. and
going to the plaoyground.
Sometimes kids on the
playground who do not
know me ask “why do your
eyes look like that,” which
is annoying. | just tell them
we are gll different and |
was born with speciagl eyes.
They wuwswally understand
after that. but not always.
The kids at my school
understand and are wvery
nice. | really love school!
My family and | are going
to our first CCA Retreot
this summer and we are
looking forward to meeting
new friends!
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m e et e m e I g n 5he occaosionally does puzzles

or board games with Mason, but
emelgn is four

years old and is
guite the ram-
bunctious little

thot does not always go very
well. Emelyn is more of a

free spirit who does not see
the point of following all
ithe rules (plus it’s much
sister 1o Mason. easier to win without

She is so taoll for ' them!).

her age, people
often think the two
of them are twins.

Overall, Emelyn greatly

prefers imaginative play and
things thot
jumping or climbing. One of her

Emelyn loves “playing roughhouse”™
with her brother, during which time
she fills the house with her frenetic

invalve: running,

fovorite things of all is to ride

shrieks and giggles while Mom and
Daod futilely remind them not to get
too wild.
She also likes watching movies
obout princesses and anything to

do with unicorns.

bikes with her brother. She is just
as fast as he is. Emelyn looks up to
Mason and is very proud of his new
reading skills, and she likes the
wouy he helps her with some of the
things she cannot yet do on her
own. When Mason hos to spend the
night the hospital, Emelyn
misses  him  very and
constantly asks, "when will he be

at
much
home?® M™Maoson and she aolways
want to be together, even when
they ocre bugging each other! They
like coming up with fun ideos
together, helping each other, and
especially  making other
laugh. Mason soys she iz o good
little sister, ot least most of the

each

time! i
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emerging from our pondemic As many of yeou know, |
precautions is like. As we are experienced both immense joy
planning our Annual Fomily ond deep grief during this time,
Retreat and Educational too. Se much of those intense

Symposivm, | am truly excited and emotions were not aoble to be

thrilled to see our people coming shared, celebrated, or mourned

together. Ceolor ond sound will the way they deserved. Yet, |

overtake the Sheraoten Dalles and
a new energy will fill the air. As
we anticipote this gathering, | am

reminded that we are long
overdue for a psychological
refresh.

| was one of the most COVID
coutious people | knew. My
“bubble™ and | literally spent 2.5

6 years running from this virus.

clung to hope aond through my
beloved CCA community, we
found ways to still connect and
buoy each other’s spirits. We
made de and held fast tce the
belief thot good things
coming.

were

Then, just when it seemed like the
path
blooming, | octually got COWVID!

aheod was  sunlit and

The very thing I'd spent the

better part of over 20,000 hours
avoiding showed up one after-
noon as a fotigue-induced nop
and stuck areund for over two
weeks: | wos shocked _ in o way, |
was the
boogeyman I'd been so afroid of!
| didn't hove to avoid people any
more on the baosis of germs. |
didn’t have to worry | was one
away
from infecting my family (which |
uvltimaotely did). It was here, and

relieved. | survived

vnmoasked conversation

now the thing was just to deol
with it and recover.

But | was alsc so saddened. In the
time we'd spent avoiding it, so
many memaories were not made.



Memeories that | in particular will
never be oble 1o get the chance
to make with loved onesz. Does it
the wrong

mean | had made

choice?

So many families have lost loved
ones 1o this wily diseose. Others
are living with long-term negative
effects. These people are also
living in the shodow of “missed
memaories.” But if you're feeling
similariy.. have my
permission to stop beating
yourself vp, too. We did the best
we could with what we knew at

you

the time. I'm alwaoys reminded of
Moyo Angelou’s quototion,

He the best gou vax
MMWWW B,
ﬁwu@wwﬁm

v, do beffey.”
The better me - the me thot
became a wife, lost a sister,

became a mother, and yes,
survived COVID, knows that all
cyclical. Just like my
neighborhood greenwoy. The

beautiful flowers that returned

life is

from nowhere were there all
along, underground through the

cold gray winter. And when they

did moke their return, they
brought with them  intense
allergies, stinging Wasps,

annoying gnats, and even snakes
in the tall grass, but they are
beautiful they make my
heart light.

and

The better me knows that we are
returning te activities as an

arganization, and as weedy and
snakey as our first attempts may
be, they will lift our spirits ond
that deep,
abiding bonds we share have
been there all along and they are
worth the work it tokes to nurture
and prune them.

remind wus those

| sincerely thank all of you who
this
journey of the post year plus.

have been with me on

Your support hos been deeply
falt absolutely
Thonk you for being my
extended fomily - and |
wait

and needed.
can't
to welcome you bock in
Dallas this June!

- Erica Klauber
CCA's Executive Director ¥

work iz dedicated in
ister, Emily Daoisy Crabtree
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! he annual Gingertown is one of
the biggest gingerbread house
events in the US and oll proceeds
benefit Children’s Craniofacial
Association. Ginger-town brings
together tolent from more than
25 local design, engineering, and
construction firms in Dallas/ Fort
Worth for o live gingerbread
building competition
hibition to help spreod joy and
hope during the holidoys ot
Dollas’s pramier shopping

and ex-

NorthPark Center.
Millions of people nationally and
internationally visit the Center

destination

eoch year. We are so lucky to be
their pariner
organizations. Having a live build

one of

in 2021 wos o game time decision,
but thankfully we were able to
safely have the annuaol build and
it wos truly special. Due to the
ongoing pandemic, the
sorship opportunities were cut by
a third ond we were not sure we

spon-

would roise gs much as we had in
past years. finally
heard the total roised, |
completely blown away! Our 2021
event raised just a bit over what
raised, despite

So when |
wos

our 2019 event

hosting only a third of the
sponsors! We are so grateful for
all those that came out 1o

support CCA. Special thanks go to
8 The Greer Family, The
Alvey Family, and

especially Brittany Denison for
speaking on behalf of CCA. It
was truly a night of Joy!

i

for this
with

Wwe are so grateful
loyal partnership
MorthPark Center, where they
showcase our organization to
the community in such an
incredibly unigue w.y. it was
nothing short of amazing
seeing this year s wingertown
fu.draoiser co~e pack io life
with the creation of Santas
Vill ge Gingertown is one of
the biggest local fundr isers
for our s1iall organiiation ana
it gi*es us the opportunity to
ana

support our incredible

resilient kids bor. with facial
differences in a truly impactful
way. Thank you from each of

us at CCA!

- Christine Andler
CCA’'s Director of Development -«

legacy
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giving
Simply put; planned giving enables you to
moke a meoningfuel gift to CCA thaot reflects
your beliefs and volues. Your gift will creote
on enduring legacy by supporting CCA Kids
during your lifetime and beyond. We are
happy to help you choose the progrom or
services thot mean the most o you, @5 Jou
make gour esiate plans. -

S

To feorn more about how 1o
leove your mork on the
world throwgh supporting
CCA Kids ond
Familiez, wisit

ssabideors, maacd-RicTmeS: giving l

or=mall Christine ot condier@cookids.com




ca boaord member, Courtney

Vysocky, ond her son, Shane
Vysocky presented their cranio-
facial journey at the DePuy
Synthes CMF National Sales

Meeting in Colorado Springs, CO
on March 17th. The family spoke
on behalf of Childrens' Cranio-
focial Association.

CCA has previocusly partnered on
a virtual speaking session with
DePuy Synthes in 2020 with our

former boaord member, Russel
Newman, and CCA teen,

Nathaniel Newman. We were
excited for yet another oppor-

tunity to speak with them, but
this time in person!

Shane (also known by his social
media moniker #superheroshane)
living with
Crouzon syndrome and bilateral
conductive hearing loss. He and
Courtney shared pictures and
reflections from his experience
with the Rigid Dis-
troction and Internal Distroctors
They
experiences

shared his journey

External

devices. shared Shane’s

throughout his

craniofacial surgical journey to
150+
representatives and other

medical device sales

members at DePuy Synthes CMFE.
The event invigorated and

inspired the sales teams 1o
continue to provide unparalleled
support to the top cranicfaciol
surgeons in the world, deploying
DPS CMF innovation to advance

patient care.

The night prior DePuy Synthes
hosted a fundraiser 1o raise
funds for CCAKids and families.

DePuy Synthes iz the arthopoedics company of
Johnson & Johnaon. They specialize in solutions
for reconstructions, traumao, cranio-
maxillofocial, spinal surgery, and sports
medicing.
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upcoming
events

MAY 16th, 2022
Timarron Country Club Golf Course
| Souvthlake, TX

6TH ANNUAL PAR PREMIER GOLF
TOURNAMENT

BENEFITING CHILDREN'S
CRAMIOFACIAL ASSOCIATION

CONTACT:
Christine Andler, candier@ccakids.com

MAY 21, 2022
Cascade Township Park | Grand

Rapids, MI
(381U Thornoppie River Dr. SE, Grond Popeds, Ml £9546)

SPRING CRANIO PICNIC

CONTACT:
Tricia Brusk

Additiﬂnu_l Detailz at: R
hiips.//tinyurl com/craniopicnic

JUNE 23rd-26th; 2022

Sheraton Dallas H-::t»:—:-l | Dallas, TX
{400 M Olive 5t, Dallas, TX T5201

Z2ND AMNUAL FAMILY RETREAT &
EDUCATIONAL SYMPOSIUM

CONTACT:
Annie Reeves, areevesi@ccakids.com

SEPTEMBER 2022
Mationwide

18TH ANNUAL CRANIOFACIAL
ACCEPTANCE MONTH (CAM)

CONTACT:

Annie Reeves,
areeves@ccakids.com

SEPTEMBER 10, 2022
Dallas. TX | Details to come.

15TH ANMUAL DALLAS CAM PICNIC

CONTACT:
Annie Reeves, areevesi@ccakids.com



i, my name is Alexis Romero;
I am 18 years old and was born
with Apert syndrome. I've had 20+
surgeries throughout my life.
Sometimes, it is challenging living
with a croniofocial difference, but
it doesn't bother me thot much
bacause | believe | am beautiful!
Our differences are what make us
unigque. | embroce my beauty, and
s0 should you! One of my favorite
hobbies is creoting music and
playing my piono. As a child, | got
inspired by a famous pianist and
keyboord player, Jeff Fatt, who

was part of "The Wiggles” band. |

alsc  enjoy listening te my
favorite music artists, Adam
Levine, MNick Jonas, aond Ed

Sheeran. They are fantastic pop
singers, and my favorite songs
are "Girls Like You,"” "Sucker," and
"Photograpn.” | enjoy reading as
well. My favorite books are: "Dork
Diaries” series, all seven "Harry
Potter” books, and the
Revere" book series. |

"Rush
like
creating funny videos on TikTok

also

like to do for fun

One thing |
includes playing with my Nintendo
Switch. Some of my favorite
games are "Banjo Kaozooie,”
"Animal Crossing,” ond "Zelda.”
Family movie nights are the best,
too. | also like to go shopping with
my fomily. Sometimes we go to
the mall, and one of my favorite
stores is Hot Topic because it has
a lot of Harry Potter merchandise.
| love spending time with my four
dogs, os well. Their nomes are
Skitz., Chloe, Chico, and Dusty.
Other days | video chat with my
friends. | hope to see them at this
year's CCA Retrent.

Currently, | am o homeschooled
high school senior. | look forward
to graduating this yeaor and plon
to enjoy my summer with fun
activities, like camp, and earning

my driver's license! | plon to
attend college in the fall and
pursue a music career. | am

this
Retreaot,

excited to participote in
year's CCA

reconnect with friends, hove fun,

in-person

and make new friends!
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“e'ur son, James,
was born with

a rare genetic

condition called
Treacher Collins |
syndrome(TCS).
TCS exists on a
spectrum and James
is considered to have o mild case
of TCS. He was born with o smaller
Jjow, molformed ears, hearing loss,
and underdeveloped bone in his
jaw.
diagnosed after he wos born. Like
so many parents before wus,
experienced the overwhelming jou,
love, ond trivmph of birth only to
have it taken from us in a moment

checks and Jaomes  was

wWe

as our eyes lognded on our son’s
face,
wrong. It's o moment you don’t
forget. It waos thot moment thot
catopulied this
journey we are on now.

knowing something waos

onto medical

As | reflect on the first few months
of James’ life, | remember
it as o

AI‘M

thmaonial,

b
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rollercoaoster. Jomes was able 1o
go home a few doys ofter he was
born, and for a brief period, we
thought maoybe Jomes would not

nead any major medical
intervention. However, within o
couple of months his medical

team became concerned about an
upper dirway obstruction. As is
common with s¢ many children
with TCS,
smaller than is typical. Cur lives

James’s airway is

seemed to shift ogain az we
navigated the medical world 1o
figure out whaot this smaller

girway would mean for Jomes.
One of the frustrating
obout o rare disease is navigating
system that isn't
familior, or well experienced, with
your syndrome. Medicine is
referred 1o os a “practice,” but
having a rare disease makes it
of medicine
comes down to experience and
opinicn. There are no evidence-
bosed treoctment pathways

things

a medical

clear how much

for

TCS, so having the opportunity to -

see an experienced and respected

craniofacial team is invaluable.

.
N

is on our side. Jomes is now one
year cld, and his medical journey
is far we're still
navigating the waoters with his
new team. Soon we will learn if it
will be necessary toc perform a
tracheostomy on Jomes Wwhile
the thought of thaot fills us with
anxiety and fear, we trust our
medical teom. We know thot if the

from over.

procedure is needed, it will be the
best decision becouse we haove a
team that is ready to support us
through that the
meantime, we caon spend more of
our energy
focused on our little guy, who is
very octive, rambunctious,

transition. In
time and mental
and

curious. We hold on tight to the
moments that fill our hearts with

joy end refill our cup. Thank you

CCA’s financial ossistance helped &

us travel to receive a second

opinion from Seattle Children’s

Hospital. Now we know we have

the right resources and a team ~
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