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Message from the Executive Director 
There are definitely years that spark awakening to new opportunities and new obligations, 
and 2023 certainly fits into that category for CCA. By no accident, our Craniofacial 
Acceptance Month theme was, “The Future is Inclusive.” We don’t only mean that we see 
a global future of our vision “where all people are accepted for who they are, not how 
they look,” but also, we mean that our own organization’s future will be more inclusive. 

It started a few years prior, when working with David Roche, Dr. Jaz Gray, Rasheera 
Dopson, and Khadija Moten, our Outreach Director, to intentionally be more inclusive in 
our online content. These videos, educational tools, and inspirational materials needed to 
be more representative of our community. Plus, we wanted people to see and hear more 
of our story than just the craniofacial journey. Yes, that is our foundation, but our lives 

include so much more than medical appointments, surgeries, and combatting stigma. They are rich in family 
traditions, career aspirations, and personal style. They are full of joy and triumph, and the struggles we share are 
not exclusive to only the craniofacial community.  

We realized that to be more inclusive, we needed to share more: more people, more paths, and more advocacy 
efforts. We teamed up with Ear Community to advocate for Ally’s Act, and the American Cleft Palate-Craniofacial 
Association (ACPA) to rally for the ELSA Act (Ensuring Lasting Smiles). We continued our collaboration with ACPA in 
other ways, and formally announced our relationship to the craniofacial community in October. Another wonderful 
organization, Face Equality International (FEI), is spearheading the campaign that facial differences are a human 
rights issue, and we continued to support their work and join alongside them in these efforts at recognition and 
protection for people with facial differences. We also partnered with The Moebius Syndrome Foundation and 
participated in their Conference in July, which offered connections and learning that help us further advance our 
joint goals.  

We also took an immense amount of constructive feedback on our programs and began implementing ways to make 
them more inclusive. For example, we learned at our 2023 Annual Family Retreat & Educational Symposium, that 
audio-visual needs must be addressed to make our Retreat inclusive of participation of attendees. We are excited to 
share that we will be offering live captioning at our Symposium in 2024 and are still exploring ways to make our 
events more accessible to more people. This is also true for our virtual programs. While we are still working to find 
tools and implement them into our content, our commitment to this inclusivity will not waiver, and we are so grateful 
for those who helped us understand what we need to offer and to those who are helping us locate and fund those 
resources. 

Furthermore, the CCA Board of Directors and Staff underwent training in November of 2023 to learn about the ROI 
of Disability Inclusive Content and are working to implement content review standards to make sure the content we 
create is not produced in a vacuum, but is truly representative of the community we serve.  We see the work ahead 
is a long-term commitment and as a small organization, we have to be creative in finding ways to change and grow 
with limited resources. We aim to steward donor dollars to areas of the highest need, without neglecting the 
imperative to grow alongside our children and families and represent their interests and insights appropriately.  

The light of inclusivity led our mission in our tried-and-true programs, as well. Our Financial Assistance program for 
medical travel hit a record level in 2023. This year, we supported 60 families on 80 trips, at an average of $681 per 
trip. While the amount of each trip varied widely, over $70,000 was awarded to families seeking care for their 
children and young adults. We also mailed out 110 care packages to kids recovering from surgeries or who needed 
an extra “pick me up” from their CCA friends. Annie Reeves, our Program Director, managed all of these efforts, 
along with other programs like the coordinating our quarterly newsletters, craniofacial center collaboration, special 
projects for news outlets and media, Craniofacial Acceptance month activities, and the ever-critical family 
networking opportunities. She also “donates her birthday,” to CCA each year, and this year her birthday gifts totaled 
over $10,000 in donations for CCA! She is truly a champion for our families.  



February 2024 Children’s Craniofacial Association www.ccakids.org 3 
 

  

 

Our virtual programs also hit record levels this year with 31 videos being created, edited, and added to our video 
library, providing on-demand, evergreen content for people searching the web for information on craniofacial 
syndromes and facial differences. Our programs fall into two main groups: educational and supportive. The 
educational side of our virtual content is managed by our Outreach Director, Khadija Moten, who seeks out 
members from the community and directs the production of interviews, webinars, story times, and panels. She has 
spent the last two years collaborating with our star intern, Aaliyah Booker, whose personality and talent shine across 
our social platforms as she engages with new and veteran voices.  

Speaking of Aaliyah, she was also the winner of the second Annual David Roche Award for Excellence in Advocacy. 
Her work has brought so many conversations to the forefront and her efforts, while she is still in college herself 
studying biology, is a testament to her passion and dedication to the craniofacial community.  

The entire process of selecting a winner for the David Roche Award was an extremely emotional experience. There 
were 71 nominations submitted, representing 29 amazing people. What we saw was advocacy that went way 
beyond public speaking. Stories poured in of grassroots advocacy: organizing parent support groups; working 
tirelessly to connect new parents to veteran parents, patients to doctors and hospitals; and offering hours of 
supportive communication. We saw students broadcasting “different is cool” on TikTok and being upstanders when 
a classmate was being bullied. All of these types of advocacies and more spilled out of grateful hearts into an online 
form that I got to read. A selection of the nominations was read during the September live virtual award show, and 
in addition to Aaliyah, we also awarded two posthumous awards to Paul Patrick “PJ” Reynafarje and R. Scott Guzzo. 

In fact, losing PJ, Scott, and our dear Dr. Francis Smith, was also an important defining part of 2023. These losses 
hurt our community so deeply. The grief was palpable and 2023 was a very heavy year. This led to the need for much 
more support among our community and Kara Jackman, our Adult Programs Coordinator, stepped up and stepped 
in to help offer times for her peers to come together and process not only these losses, but also the ebb and flow of 
daily life. Kara continued to offer her monthly support group for Adults and Alums, and added this year a monthly 
call for Caregivers on Zoom. She also held a few pop-up sessions for periods of intense emotions, both in person and 
virtually. Kara continues her professional development as a peer-mentor and excels at creating a welcome and safe 
space for our adults and caregivers to go to feel seen, heard, and supported. In 2023, we held 32 support group 
events.  

Crystal Kouri, our new Educational Engagement Coordinator, continued as volunteer staff, despite losing her son in 
January. Crystal continues the #ChooseKind initiative, which distributes books and curriculum to educators across 
the country. Her love of PJ and wanting to continue his legacy keeps her moving forward with our organization, and 
for that we extended our deepest gratitude. We know that students benefit from this programming, and in 2023, 
we reached 3,838 students with our curriculum, speakers, pen-pals, and book donations. We are so grateful to 
Crystal for volunteering her time to help us accomplish this mission as we continue to grow the programs and 
services we offer. She is building our capacity in a real and meaningful way, that stewards donor dollars to programs 
of high impact without increasing those programs’ costs. 

Our Director of Development, Christine Andler, produced an amazing surplus year for CCA in 2023.  Her work 
included helping us secure a second year with the PAR Golf Event as the selected charity beneficiary. Not only did 
they raise $80,000 for CCA Kids, but they also helped secure a new office location for the CCA headquarters, which 
moved into in May 2023. This location, at 15851 Dallas Pkwy. Ste. 245, in Addison, not only helps us save money, 
but also is increasing our visibility and protecting our assets. We are grateful to the PAR team for making this happen 
for us.  

In addition to this managing special events for CCA including The Meck Invitational (raising over $175,000 for CCA) 
and the HHI Christmas Gala (over $10,000 net), and the Pest R’Us Anniversary Auction (over $13,000 in funding), 
Christine continued Year 3 of our Development Plan, authored by M. Gale and Associates, for CCA. We focused on 
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five areas of growth: Investing in Fundraising, Approaching Fundraising Regionally, Growing the CCA Board and 
Connections, Elevating Data Management and Reporting, and Developing Donor Centered Communication. As we 
endeavor to sustain our programs for the long term, these guiding principles help us steward donor dollars and 
maintain a low overhead. In 2023, 76% of our expenses went directly to funding our programs.  

In conclusion, I want to thank you for reading our annual report and engaging with our organization. This summary 
is just a small portion of the activities of 2023. The CCA staff is an incredibly dedicated team who love our 
organization and the members who make it up. We could not do this work without your love and support, too. Our 
deepest appreciation is given to our donors, fundraisers, and sponsors.  

We have big goals for 2024, and we know you will be a part of our progress on developing a world where people are 
accepted for who they are, not how they look – and helping us create this more inclusive future for all.  

With gratitude, 

 
Erica A. Klauber, Executive Director 
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Mission & Vision 
The mission of Children’s Craniofacial Association is to empower and give hope to individuals and families 
affected by facial differences.  

We envision a world where people are accepted for who they are, not how they look. 

Programs & Services 
Information and Support – CCA disseminates information to educate craniofacial patients and their 
families, health care providers, and the general public regarding craniofacial conditions.  CCA also 
promotes public awareness of craniofacial conditions and social acceptance of individuals with facial 
differences.  Craniofacial patient families often contact CCA to seek emotional support, discuss problems, 
and identify resources.  Through our database and volunteer network, we are able to connect families 
with support groups and/or others who have similar conditions and experiences.  We also keep a list of 
helpful resources and are always willing to listen and offer emotional support to family members who 
need a shoulder to lean on. 
 
Physician Listing – Children’s Craniofacial Association refers to the full members of the American Cleft 
Palate-Craniofacial Association (ACPA) Approved Teams listing.  These surgeons head teams of specialists 
specifically trained in the surgical management of problems involving the face and head.  Centers with 
craniofacial teams working together have the advantage of a greater experience to provide 
comprehensive, quality care, which leads to better results and fewer complications. In addition, ongoing 
research at these centers offers patients the latest breakthroughs in treatment.  As there are relatively 
few experienced teams, it is quite common for families to travel long distance to get the best care. 
  
Financial Assistance – Since there are relatively few quality craniofacial centers, many families must travel 
to receive this quality care.  The treatment of craniofacial patients may require from one to as many as 
twenty or more surgeries.  Even families with insurance are often unable to meet the financial 
requirements to travel to receive quality care for their children.  CCA offers funds for food, travel, and 
lodging through its financial assistance program.  CCA also helps families find discounted hotel rates and 
donated airfare. 
 
Website and Social Networks – www.ccakids.org offers another entry point for both parents and the 
public to learn about craniofacial conditions.  More than one million families, healthcare professional, and 
others have visited this site this year from 176 countries. The website offers up-to-date information about 
craniofacial conditions, issues related to having a craniofacial condition, esteem-building articles and 
interactions and information aimed to educate the public and families with a new diagnosis. Our social 
media presence is often the first way families find one another. Our Facebook page has reached over 
12,000 followers and our Instagram has over 6,000 followers. We distribute content on these channels 
that ranges from personal stories to educational information about specific syndromes, from event 
announcements to uplifting quotes and graphics. This daily feed from CCA bonds our community and gives 
them encouragement and connection to one another. We also maintain a YouTube channel where we 
post on-demand content that is educational and inspirational.   
 

http://www.ccakids.org/
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ChooseKind Educational Initiative – In addition to providing curriculum and books related to 
social/emotional learning and bullying prevention, we also provide a Speakers’ Bureau of trained 
individuals who can give talks of varying lengths and formats from their own lived experiences. Our 
speakers visit and video chat with classrooms, libraries, students as well as corporations and professional 
groups. This program continues to evolve as our participants bring new ideas to the table and the current 
administrator of this program is a volunteer. We continue to add books to our ChooseKind Library and 
feature authors on our virtual platforms, as we seek out and curate their works.  
 
Education Booklets – CCA has a comprehensive library of publications that focus on educating families 
about craniofacial conditions and associated issues. To date a series of 14 syndrome booklets have been 
published (and are reviewed regularly) that explain various craniofacial conditions and their treatment. 
Many have been translated into Spanish. The booklets are in question/answer format, and are written in 
easy-to-understand text. In addition, 28 information papers have been published covering issues families 
dealing with craniofacial conditions experience. 
 
Newsletter – A newsletter is published three times a year to inform more than 8,000 readers of CCA 
activities, as well as educate families, donors, and interested parties of the latest in craniofacial treatment. 
The newsletter also addresses issues affecting not only the craniofacial patients but their siblings and 
parents as well.  Subjects such as teasing, grieving, and other psychosocial issues are addressed. 
 
Annual Family Retreat & Educational Symposium & Virtual Programs – Often considered our signature 
program, the Annual Family Retreat & Educational Symposium is held each June and is what the CCA 
families describe as a life changing experience. Each year nearly 500 people including patients, parents, 
siblings, grandparents, and family friends gather in together for a four-day conference-style program that 
features educational symposiums, inspirational speeches, group meetups, a talent show, a dance, mental 
health workshops, and offsite visits to local attractions. Families pay a nominal registration fee to attend 
and all of the activities during the weekend are provided free of charge. We move the Retreat around the 
country each year, to give everyone a chance to attend when it visits their region. Furthermore, we offer 
travel scholarships for approximately 30% of attendees who would otherwise not be able to attend 
without financial support. In 2023, we host our event in Minneapolis, MN, and in 2024, we will host the 
event in Baltimore, MD. 
   
Public Awareness – One of the most important goals of CCA is to promote social acceptance of children 
and adults with facial differences.  We believe that in order for the general public to accept these and any 
differences, they must see and understand them. We accomplish this mission in various ways, but we are 
always looking to “widen the circle of acceptance” for people with facial and physical differences by 
centering our people and stories in front of audiences, large and small.   
 
One of the main ways we promote public awareness is our Craniofacial Acceptance Month, which we 
promote every September.  
 
Family Networking & Support – CCA has a list of qualified families who are willing to communicate with 
families new to CCA. Being able to communicate with other parents, siblings, or patients can help family 
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members feel part of a larger community with others who are ready to help them through rough times, 
work through decisions and just “be there” for one another.  
 
Another part of our support for families is offering care packages to children (and adults) undergoing 
surgeries or difficult emotional periods. Families can request these care packages via a link on our 
website, but we also keep an eye out for people posting on social media or contacting us, and often 
proactively send surprises their way, to reaffirm that they have a community who loves them and sees 
what they are going through. While this is a relatively small program, it often is one that receives the 
most feedback and the items (exclusively donated to our Care Package Closet) are small reminders of 
the large community rooting for our CCA Kids and Adults.  

 
Please read on to see testimonials of program participants and CCA’s financial statements.  



first time retreat attendee
As the pregnancy progressed, we
continued to have difficulty
getting a profile picture and I
started measuring 2-3 weeks
ahead of schedule because of
extra amniotic fluid. Despite
multiple ultrasounds, non-stress
tests, and even a visit with the
high-risk obstetrician, there was
no explanation for the extra fluid
and what appeared to be a small
jaw. At 39 weeks pregnant I was
induced due to the poly-
hydramnios. I was in labor all
day and our little girl just didn’t
want to join us. I was taken for a
cesarean section at 7:00pm and
at 7:29pm Harper JoLee was
born. I immediately knew some-
thing was wrong because I did
not hear her cry. I can still
remember lying on the operating
table asking the doctor what was
wrong and him telling me, “Just
give her a minute.”  

The neonatologist came over to
speak to us a few minutes later
and explained Harper was having
trouble breathing on her own and
they were attempting to intubate
her, but her small jaw was
making it difficult. She also
explained that Harper had
microtia (small or absent ears), a
cleft palate, and no cheek bones.
I can still hear her naming off all
of the differences, but all I
wanted was to hold and see my
baby. My husband and I had to
wait two hours before we could
even be wheeled up to the NICU
to see her. Seeing Harper for the
first time was magical. She had
dark curly hair, long dainty
fingers, very long eyelashes and
she was much smaller than I was
expecting. I couldn’t stop smiling
and just wanted to hold her.  

by Whitney Wright

That night I slept one floor away as
the NICU nurses kept a close eye on
our sweet girl. 

The next morning was the day we got
her diagnosis. I remember my
obstetrician sitting on the bed next to
me and explained he believed Harper
had Treacher Collins syndrome. He
said we would have to get genetic
testing to be sure, but based on her
appearance, he felt confident it was
TCS. I had never heard of TCS, but I
was ready to learn all I could about
the syndrome. I was able to connect
with families of young children with
similar stories on social media, which
helped with the shock of the
diagnosis.  

In the five weeks we spend in the
NICU, Harper had a tracheostomy
placed at three days old and a g-
tube placed at four weeks old. We
were able to go home after five
weeks in the NICU. It was so good to
be home, but our routine was very
different than what I had expected. I
remember someone shared the poem
“Welcome to Holland” with me shortly
after Harper was born. I could relate
to the poem in many ways. I may not
have expected or planned for my
baby to have a tracheostomy, a
feeding tube and be hard of hearing,
but I was going to embrace every
minute with her and make the most
of it because we were chosen to be
her parents for a reason and for that
I will be forever grateful.  

Harper had her first internal jaw
distraction at six months old in hopes
to move her jaw and open her airway
enough to have her trach removed.
At 11 months, her cleft palate was
repaired. She started eating more
food by mouth and gaining weight.
She was thriving. She went on to have
a second jaw distraction at four
years 

   ctober 4, 2013 is a day we will
never forget, for more reasons than
just the fact we welcomed our first
child into our lives. We were high
school sweethearts, but waited
many years to get married. Once
we were married, we knew we
wanted a family right away. There
are no words to explain the feeling
of finding out you are expecting a
baby. It was something I had
dreamt about for years and
absolutely could not wait to be a
mom. I felt good throughout the
first few weeks of my pregnancy
and everything looked good at my
first doctors’ appointment. When it
came time for the 20-week
anatomy scan, we were so excited
to find out whether we were having
a girl or boy. We had a gender
reveal planned for that evening to
share the big news with our family.
Everything checked out except the
sonographer could not get a good
profile picture of the baby, but the
doctor brushed it off as no big deal
and we would try again at a later
ultrasound. We celebrated that
night we were having a baby GIRL!  
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had to be carried up to our room she
was so tired by the end of the dance.
I hope someday Harper is that
teenage girl making the younger girls
feel special and seen at the Retreat. I
know it is something Harper will
never forget. 

As parents it was so nice to talk to
other parents of children with TCS to
hear their experiences and compare
experiences. It was nice to know we
aren’t alone and there is a whole
group of parents out there going
through the same highs and lows that
we have. I cannot put into words how
life changing this experience was for
our entire family, but most of all for
Harper. I hope going to the Retreats
will give her the confidence to be her
authentic self and love who God
made her to be. I hope she makes
lifelong friends and gains a whole
other family through these
experiences. She’s counting down the
days until Baltimore!  

old, again in hopes to have the
trach removed. Harper has had
around 12 surgeries total since she
was born. Her most recent surgery
was the LeFort III with Rigid
External Distraction Device at
Dayton Children’s Hospital with Dr.
Christopher Gordon .  This was her
most intense surgery, but it also her
most successful surgery. The
procedure moved her jaw enough
and opened her airway enough that
she was able to remove her
tracheostomy on January 20, 2023
after 9 years!  

Due to the many surgeries and
traveling for surgery, we were never
able to make it to the CCA Retreat,
until this year. Minnesota is only
about four hours from our home in
Iowa so we knew we were going to
make it happen this year. When we
pulled up to the Hyatt Regency
Hotel in Minneapolis, Harper looked
out the window and said, “Dad, look!
They look just like me!” Harper had
seen other children with TCS
through social media, but she had
met very few children with TCS in
her 9 years. It was so heartwarming
to know she was going to have a
weekend to meet children and
adults that looked just like her and
she didn’t have to worry about
people staring or asking questions
about her hearing aids or make
comments about the way she looks. 

We have always had a motto
since she was born and that is
“BE BRAVE, BE YOU.” We have
always encouraged her to be
herself and use the stares and
questions as teaching moments
rather than shying away from
them. We live in a small town
south of Des Moines, Iowa and
our community has been so
accepting since the day Harper
was born. I remember going to
the grocery store when she was
little and people would say "hi" to
her, that I didn’t even know!  

The Retreat Weekend was a life
changing weekend that we will
never forget. We cried, we
laughed, we met TONS of new
friends and DANCED our hearts
out. Harper connected with two
other girls her age with TCS from
day one. You would have never
known they had just met by the
way they played together all
weekend. They have even stayed
in touch since the Retreat ended
which has been great for Harper.
She wants to introduce her new
friends to her friends and family
back home when they get the
chance to video chat. Another
fun thing to watch was the older
teenage girls take the younger
girls under their wings and
include them at the dance.
Harper danced all night long with
the older girls and practically 

first time attendee, continued from pg 8
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financial assistance testimonial Because of the generosity of CCA
covering travel, lodging, and food,
we were able to travel to El Paso,
Texas, at the end of April to be
under the care of Dr. Jimenez .  I
cannot explain the relief that there
is of knowing your child is in the
hands of the best of the best. Yes,
it was tremendously hard to hand
him over for surgery and sit in the
waiting room for what felt like
forever! However, knowing such an  
experienced surgeon was 
operating on him gave so much
peace through the whole process!
When Dr. Jimenez finished surgery
and let us know how it went, he
informed us that Parker's brain
pressure was at 24 when they
measured it before surgery
(normal is 3-4)! At that point we
realized to a fuller degree how
important it was that we went to
Dr. Jimenez. Our local
neurosurgeon said that Parker's
skull issue was purely cosmetic
and would cause no brain
pressure, and it is crazy how
wrong he was! It was so vital that
Parker have the surgery done this
early, and with Dr. Jimenez, who
understands the brain pressure
situation like none other.

   n December 30th around 3:00 pm,
my husband Ryan and I welcomed
our first child into the world, Parker
James Swanson- weighing 8
pounds 4 ounces. It was a rough 36-
hour labor ending up in a C-section,
but God protected me and so many
people were praying for our little
guy! After such a rough birth,
Parker was a breath of fresh air,
sleeping well, eating well, and
allowing me to recover without a
problem. When he reached one
month we began to notice his head
was developing in an unusual way.
His forehead was bulging forward
and the back of his head was very
elongated. After an extensive online
search and feeling the telltale ridge
on the top of his head, I was pretty
convinced that he had sagittal
craniosynostosis (a condition where
the top skull suture fuses early and
if not corrected - by removing a
portion of the skull or reshaping the
skull entirely- it can lead to many
brain issues). As the reality of the
potential diagnosis began to set in,
I was a wreck! It seemed like he was
facing such a huge surgery, which I
didn’t know the least about! He was
such a perfect and sweet baby. I
couldn’t stand the thought of him
suffering from any pain. I was a
new mom, still getting over the
trauma of my birthing experience
and feeling so inexperienced with
everything. So, I began researching
like crazy and joined as many
parent groups on Facebook as I
could. Through the Facebook
groups I learned of key doctors
around the US that were pioneers in
the craniosynostosis field, had such
amazing results (minimal scarring,
blood loss, and minimal anesthesia
time) and rarely had patients that
required follow-up  surgery
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(which the thought of a second
surgery terrified me). At first, I
wrote those possibilities off as I
did not think there was any way
we would be able to travel such
distances for that amazing care. I
was in a predicament, not having
a local neurosurgeon that
understood Parker’s condition
adequately and knowing there
was better care available, but
having no means to get that care
for my son. I was so torn and
emotionally in pieces! At just the
right time I came across several
posts on Facebook that
mentioned CCA and I began to
see a light shine through all the
crazy fog I was working through!
The realization that there were
people that cared so much about
my little boy and him getting the
best care that they provided
funds for us to do that not only
blew my mind, but touched my
heart deeply! After he was
officially diagnosed by the
neurosurgeon, I contacted Annie
and she responded very quickly,
calmed my fears and helped me
work through the application
process.  

by Stephanie Swanson



        y happy, resilient little girl, 
Adelaide Shae, was born on July
23rd, 2022 in Oregon. We found out
she would be born with a left-sided
cleft lip and palate on my 20-week
ultrasound. Addy may need around
10-20 surgeries before she is 18.
She has the potential for having
hearing issues (she has failed both
hearing tests so far, but her team
is hopeful she will have normal
hearing after palatal surgery and
ear tubes), speech and language
delays, potential chronic ear
infections, and misaligned/missing
teeth. 

We live about 3 1/2 hours away
from Adelaide’s Craniofacial team,
we make this drive for all of her
cleft-related appointments. We are
lucky enough to have a pediatric
orthodontist on her team, Dr.
Judah Garfinkle . Dr. Garfinkle
created a device for Adelaide
called nasoalveolar molding (NAM),
which is a pre-surgical therapy
that reduces the size of the lip,
gums and nose before her first
surgery. We drive to Portland
every week to every other week to
have Dr. Garfinkle adjust this
device. Not only is this drive long,
but usually includes dangerous
conditions during the winter,
between freezing fog, black ice,
and snow storms. Oftentimes, we
drive up the day before the
appointment, stay the night, and
then drive home the next day. This
quickly became hard on us
financially.  

The costs of travel, accommoda-
tions, additional time away from
work needed for her appointments,
        and medical costs that 
        haven’t been covered by

financial assistance testimonial
I contacted CCA the next week
and was directed to Annie, the
Program Director. Annie is such a
blessing and has been so
incredible for us through this
journey. Thank you CCA for the
financial assistance and helping
us give our Adelaide the best care
possible. We appreciate you all
and the amazing work you do! 

- Jessica, Beau, Seodna 
& Adelaide 

insurance began piling up. We
were lucky to run into a family
at one of Addy’s NAM
appointments, whom had been
through the same procedures
with their son two years prior.
They had done the NAM device
through Dr. Garfinkle and just
happened to live in the town
right next to us. They had done
the same drives to and from
Portland and found the extra
costs to be a strain. This family
found Children’s Craniofacial
Association and had only
amazing things to say about this
organization as well as all the
help they received through
them. 

by Jessica Puccetti-Hoffmanm
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meet jace

7

ccateenteen
      e all have a story to be told 
and mine goes a little something
like this:

I was named Jace on July 14 of
2008. I was born with Treacher
Collins syndrome. In my case, it
affects my ears, eyes, jaw,
breathing and eating. My
condition was unknown to us
therefore like many others with
the same condition, the birth can
be very life threatening. The next
couple of years were difficult for
me, but just like most things I
battled through. For the next 13
years, the same three nurses
helped my family care for and
raise me. I can’t count between
my fingers and toes how many
surgeries I’ve had. Each one I
always had so much support and
so many supporters. It took a
village of people to keep me alive
and get me to where I am today.
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I’m an average 15-year-old boy. I
have two siblings. An older
brother and a younger sister. My
mom always jokes about me
having middle child syndrome…
like it’s a bad thing. I am a
freshman in my hometown public
high school. I enjoy spending
time with friends. I’m interested
in various things such as art, 
video games and
creating music. 

As I mature, I become more
independent, more social,
and more confident. 
I’m starting to make 
more friends going 
more places and trying 
new things. 

Emotionally I go through 
good times and bad times 
but I feel like there’s 
always a brighter side to 
things. As of right now, I’m 
doing bigger and better 
things with my life. 
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CCA has provided financial assistance
for our lodging during my son Ezra’s
surgery. To say that we are grateful,
is an understatement. CCA’s generous
assistance has givenmy husband and
I the ability to focus on my son’s
surgery and recovery, rather 
than worrying about any money 
related issue. Annie Reeves
has been our point of contact from
the start and has been nothing but
wonderfully helpful. When my son is
done with treatment and we are able
- we will be donating to CCA, so that
another family can focus on what’s
important. Thank you so much CCA!!

by Brittany Williams

financial assistance testimonial
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