Zachary Johnson was born a preemie and in need of extensive medical
support. This is a story of his incredible fight for survival and the day-to-day
insights that his parents experienced during the process.
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Chapter 1

The Beginning

University Of Maryland Medical Center in Baltimore. He,

along with twin brother Aidan, came into this world a few
months earlier than we had planned - apparently setting the tone
for what was going to be a very long childhood. A few hours prior
to the birth I pulled into the hospital parking lot and enjoyed the
warm and comforting feeling that the sun applied on my face.

“This is a good day to become a dad,” I thought. With
Deanna’s overnight luggage in one hand and a cup of coffee in the
other I was ready to take this monumental walk past the front
entrance’s rotating glass doors and into the maternity ward. These
were steps that I wanted to savor for a few moments. All of our
parenting plans came down to this. Parenthood was soon upon us.

But this story doesn't really start here. It actually started
several years back in Seattle, Washington. The Pacific Northwest is
a great place to live if you like nature, water ferries, and a big
volcano looming over the horizon. Throughout our stay we took
advantage of everything this area provided. We hiked. We
kayaked. We slept in tents deep within Mt. Rainier National Park.
Our lives were full of excitement in this city of rain, technology, and
coffee.

Deanna and I had put off the “kid conversation” until she
finished her studies and obtained her Master’s degree in Physical
Therapy from the University of Puget Sound in Tacoma,
Washington. During this time I worked as a database developer for
a national real estate company up the road in the nearby
community of SeaTac. It's not that we didn't want children. It's
just that they didn‘t factor into our lives at this point in time. After

Zachary Mason Johnson was born July 2, 2006 at the
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Deanna’s graduation we sort of threw caution to the wind and
embarked on a two month backpacking trip around Europe.

Prior to our trip we had sold our house in Seattle and put all of our
belongings in a 10x10 foot storage bin. Nothing like knowing that
your whole life can be stored away in a small cubical protected from
the evils of the world by a $4 padlock. Still, the world was ours for
the taking...provided that the price was low enough.

Now it is important to note that we are adults of...shall I
say...a frugal nature? Perhaps
it is our modest Midwest raising
or the fact that our careers took
us along a lower paying route.
Either way, we didn’t have a
ton of money to spend when
hiking around some of Europe’s
most beautiful cities. We chose
picnics instead of pricy
restaurants, we opted to stay in
hostels instead of hotels, and
when a cheap hostel wasn't
available, we actually spent the
night in a barn. Okay, so that
only happened once but
hopefully this shows some
insight into our budget-minded
spending habits.

Our story actually gains
some momentum on the final
leg of our backpacking trip. At
this time we found ourselves smack dab in the middle of Paris,
France. It was a very beautiful day as we sat in the park
overlooking the Eiffel Tower. With a picnic lunch spread out before
us we confessed that our lives were pretty good. We were newly
married, young, and had no responsibilities.

Deanna & Brian in Seattle
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It was at that moment that everything seemed clear. The life
that we led was a prelude to the life that we would lead. Our
knowledge and experience were stepping-stones to a future of
prosperity and happiness. Everything was falling in line. Life was
becoming simpler. It was time to take the next step in our
relationship. The obvious was staring us in the face.

Lose the birth control.

And thus our destiny was set in motion.

That defining moment was July 2, 2001 and from that point on
nothing had gone according to plan. Conception never occurred
and pregnancy never developed. Throughout this ordeal we
adopted a nomadic approach to living and moved several times
resembling some sort of bizarre witness relocation episode. To be
fair, most of the moves were job related which took us from Seattle
to Cleveland to San Francisco back to Seattle and finally to
Maryland. But throughout most of this endeavor the pregnancy
thing never took. Maybe it was bad timing on the ovulation front.
Maybe my underwear
was too tight. Maybe we
just weren’t doing it
right. Who knows?

Sometime in
Seattle (the second time
around that is) we
decided to pry open the
checkbook and invest in
Invitro Fertilization (IVF).
Consider this approach a
combination of nature,
test tubes, Petri dishes
and a squadron of trained medical personnel. It seems the last
resort and dare I say the most expensive. Not exactly the preferred
path of frugal people. But after a handful of appointments and

Deanna in Eiffel Park, Paris
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tests it all came down to a positive blood test. Deanna was
pregnant...with twins.

We logged a lot of miles from that day in Paris to delivery day
in Baltimore. In the end it took us exactly five years to the day,
thousands of dollars of our own money and the help of IVF doctors
to make our joys of parenthood a reality. Not exactly the time
frame that we were looking for but dwelling on the past was never
our style.

We have always enjoyed the proximity of living near water
and thus it wasn’t any surprise that we sought out coastal Maryland
as an ideal location for our new lives. Now we live in Severna Park,
Maryland - a small bedroom community located just upstream from
the Chesapeake Bay. It is a beautiful place to live and very close to
historic Annapolis. As the pregnancy progressed we kind of
developed this fantasy of hanging out in an Annapolis coffee shop
on a Sunday morning with our dog and twin boys. Just like on the
cover of an LL Bean catalog.
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Chapter 5

The Surgical Waiting Room

places to pass time than any other hospital that I have seen.

It is a balcony of sorts with trees and surprisingly very
comfortable chairs, couches and benches. In fact, if this balcony
were located anywhere else it would make an ideal setting for a
prom or a great spot for an Olive Garden. This waiting area has
plenty of today’s newspapers strewn about — probably by other
surgery related relatives in the same position as Deanna and
myself. You can only read [ESE "= [ I8 IS |
so many articles about the ool
Irag War, the governor or
the mayor before you
crave a magazine by
Martha Stewart or if
desperate enough - Teen
Beat.

After a few hours of
waiting around with no
additional information you
naturally start to get a
little nervous. You start to
wonder just how things are going and contemplate sticking your
head into the Operating Room door just to get a little information.
Thankfully, the OR liaison told us that if we had questions to consult
with the waiting room personnel located at the front of the area.
“Just have her call the OR for updates”, she said. Since I have
never been in an Operating Room during an operation I really had
no preconception on how this worked. Was it the doctor’s duty to

The University of Maryland Medical Center has one of the nicer

=

UMMC waiting room
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pick up the phone for the update? Was there a nurse whose sole
job was to simply answer the phone? Perhaps a Bluetooth head set
on the surgeon’s assistant for such an occasion. Perhaps this was
more of a Bat Phone setup where the waiting room attendant
simply picked up her phone (bypassing Commissioner Gordon in the
process) and automatically made the phone ring in the Operating
Room.

After all of this heavy and intense mental pondering I decided
to just go up and ask. Let the powers at large handle all of the
complicated communication engineering feats. As I stood by with
my half empty cold cup of coffee I watched the waiting room
attendant call the operating room with a simple four number code
and heard the following: “I'm calling about Zachary Johnson’s
status”..."Yes”..."Okay"”..."Sure"..."Uh-huh”..."*Uh-huh”..."How
long?”..."Really?”..."I'll tell him. Thank you”.

She then hangs up the phone, turns to me and says, “He's
fine”. “"What? That's it?” I asked. “Cause it sounded like they said
a lot more than that”. “Nope”, He’s fine,” she mumbled.
Apparently parents are on a medical need-to-know basis when it
comes to information on your child.

Not to be deterred, I then rattled off several key questions
relating to Zachary’s medical condition and drug related issues.
Shortly after I began this rapid fire of questions I realized that this
lady had as much interest in my affairs as a vegetarian at a
butcher’s shop. She nodded politely and gave me the same
answer: “Your son is doing fine”. Not quite the data retrieving
adventure that I had hoped. It was a long walk back to the bench
where Deanna was sitting. “He's fine” I said with the confidence
only an award winning actor could portray.

A few hours (and several hundred feet of pacing) later the
surgeon emerged from the double doors near the waiting room. He
approached with his surgical scrubs still in place. “All went well”, he
immediately stated. Whew! Time to take a good deep breath and
let the lungs continue their course of action. The surgeon went on
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to describe how he had to cut away several centimeters of bowel
that had essentially been killed off by the disease. Of course, I am
not a Metrics kinda guy and was diverting valuable brain processing
power trying to convert his measurement into inches. Then it
dawned on me that I really had no idea just how many inches of
bowel a baby has in his belly anyway.

At this time the conversion really didn't matter. The surgery
was done. Zachary was doing fine and life would resume in a
normal fashion a few months later than expected.
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