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MAY DAY DEADLINE

FFC Welcomes a New Director
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Supporting Siblings

How well parents cope with the stress of a child who needs special
care affects how well the siblings cope. Siblings do best when their
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Introducing…
Stephen R. Sullivan, MD, is now the craniofacial/pediatric plastic surgery fellow at Children’s Hospital
Boston. A native of Montana, Dr. Sullivan graduated from Carroll College in Helena, Montana, and went
on to earn his medical degree from the University of Washington School of Medicine in Seattle. He
continued his training in Seattle first as a research fellow, then as a general surgery resident, and finally
as a plastic and reconstructive surgery resident. He came to Boston to begin his one-year fellowship in
July. Dr. Sullivan enjoys a mix of clinical work and research.While he is experienced in all areas of
pediatric plastic surgery, he has a special interest in craniofacial conditions and currently conducts research related to cleft lip
and palate. He is the author of more than a dozen journal articles.
When he manages to find spare time, he enjoys hiking, skiing, and scuba diving.
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She’s an Inspiration
Mark Jackman wrote this tribute to his sister, Kara, in 2002 as a college admissions essay. Kara, a
past FFC scholarship recipient, completed her B.A. and, in 2004, earned a master’s degree in library
and information science. She now works at the Boston University School of Theology Library as an
archivist in charge of rare documents. She helps the Foundation in many ways, including taking
minutes at monthly Board meetings.
She does not cry to get attention,
complain when in pain, or show any
signs of discomfort until it is unbearable.
I have seen her remain calm in a situation
where I would have been unsettled and
tough it out when I would have fled. I
am fortunate enough to live with the
person who has inspired me the most and
who has had the most influence on my
life.This strong, yet shy and funny person
is my 22-year-old sister, Kara.
Kara has been through several
complex surgeries including the repairs
of her cleft lip and palate, related ear and
dental surgeries, and even braces, twice.
The many years of doctors’ visits were
never viewed by the family as a hassle;
they were just part of our lives.We all
never thought them bothersome, just a
way of finishing the work that God had
left undone. And Kara, she never complained about the time or even the pain.
One example of her personality came
when I was about the age of 12. My dad
and I had traveled to Children’s Hospital
to visit my sister before surgery. As I
entered the room of whiteness, deep
in the hospital, I was aware of the very
clean smell of the hospital and the lack
of color.The only break in color was my
sister, wearing a blue johnny, sitting up
almost straight in her bed. She was calm
and collected as a nurse repeatedly stuck
an intravenous needle into her arm and
continued to miss the vein. My sister did
not flinch or cry, but let the nurse keep
failing and did not say anything until she
finally was able to complete the task.
When she left, my sister responded by
saying “rookie.” She did not complain
even though much blood was on her
white sheets and the area on her arm
that was probed was already turning
black and blue.

I had to leave this room
while she was being prepared
for surgery. I sat in a large waiting
area and watched one of two
televisions. I was not really
watching television, but staring
at it to keep my mind off what
could be happening to my sister.
Soon lost in my thoughts of what
it was like to be put to sleep, my
parents entered and assured me that Kara
would be fine. My stalwart sister was
sleepy with anesthesia, at rest while a
team of impressive surgeons finished
God’s work. She would awake, I knew,
quietly and gently.We would know she
was back when her blue eyes twinkled,
and she offered a quip that would make
us all laugh.
The surgery lasted more than four
hours, and I was able to see my sister
after the fifth hour. She was groggy,
tired, and uncomfortable, but still not
complaining. She showed strength even
when in this, the worst of all states.Then
those groggy blue eyes twinkled and she
asked,“Hey, where have you all been?”
Growing up with Kara was tough,
tougher than was necessary. It was not
only the procedures; it was all that went
along with having a cleft lip and palate.
Children, and even some adults, would
stop, stare, point, and say,“What’s that?”
The lip, the scar, the differences that
made some people wonder.Was she
made to feel different, left alone, and
sometimes isolated? Oh yes. But when
you look at her now, you would be
amazed to see that even those painful
experiences have shaped the reflective
and deep person she has become.You
would see that the experiences that
made her so resolute have left her with
a rich sense of humor and wit.
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Kara is not one
to tell how much
pain, both physical
and emotional,
she has endured.
Kara makes the
impossible seem easy, and she never says
a word about it, not for recognition or
sympathy.There is no self-pity, despair,
or resentment.There is just a young
woman who sees and feels things in a
way that no one else possibly could.
Today, my sister is in her last year at
the College of the Holy Cross and is
doing very well. She has a major in
English and writes incredibly well.
She brings to her writing a depth, a
dimension of feelings and emotions that
reflect who she has become as a result
of facing extraordinary challenges. I
know she will be successful in whatever
she decides to do.
Not only my family and those who
know Kara, but many others can gain
something from my incredible sister. She
has taught me not to worry about the
small things, such as what to wear. She has
also taught me to be strong and not give
in to a problem but keep fighting and
eventually conquer the fear or problem.
For all that she has taught me, my sister is
the most incredible person I know. I feel
that I am a more complete and stronger
person because of her. I have learned
through her example that tolerance,
patience, strength, humor, reflectiveness,
and a sense of self are essential if one is to
succeed and thrive. I hope to carry her
ideals throughout my life.
— Mark Jackman

Bill to Guarantee Insurance Coverage
Massachusetts lawmakers are considering a bill that would require
health insurers to provide complete coverage for treatment of cleft
lip and palate.
Representative Louis Kafka introduced a bill in May 2007 that
says “…a health insurance policy that covers a child under the age of
18 must provide coverage for treatment of cleft lip and cleft palate for
the child.” Under this proposed law, coverage must include all
medically necessary care related to the management of cleft lip and
palate, such as dental care, oral and facial surgery, speech therapy,
audiology, and nutrition services.This bill, now known as H. 4557
(formerly H. 4283), is currently before the Committee on Health
Care Financing. (On February 27, it passed favorably—with some
changes—out of the Joint Committee on Financial Services.) If
approved by committee members, the bill will be released for a vote
in the House of Representatives.The legislation must pass in both the
House and Senate and be approved by the governor to become law.
Please urge your legislators to support this bill! You can find
contact information for your representatives and senators on the
legislature page on the Massachusetts state website:

For updates on this bill, go to

www.Mass.Gov
Click on “Legislature” in the left column,
then type “4557” in the search box.
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The Foundation for Faces of Children is dedicated to
improving the lives of children with craniofacial conditions,
including cleft lip, cleft palate, and other head and facial
differences.We concentrate our efforts on education, training,
family support systems, and the dissemination of accurate and
timely information.We also fund targeted research about the
causes, treatments, and outcomes of these congenital conditions.
The goals and strategies of the Foundation for Faces of
Children are to…
•

Provide leadership and advocacy through research and
education.

•

Distribute accurate and timely information as quickly and
widely as possible to children, families, medical professionals,
and the community at large.

•

Endorse the team approach to treatment of craniofacial
conditions; we believe that the best outcomes result from
collaborative treatment by an experienced group of specialists.

•

Partner with organizations that have similar goals and values.

We are a 501(c)3 not-for-profit organization supported entirely
by private donations, grants, and fund-raising initiatives.We
receive no government funding. If you are interested in having a
board member speak to your group about our organization, or
if you wish to participate in or sponsor a fundraising event,
please call us at 617-355-8299 or write to:
Foundation for Faces of Children,
258 Harvard Street, #367
Brookline, MA 02446
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