,r..':.— m:m" p:"n'ﬁrmfﬁ' strong s 1=
T m‘rlnm' hﬁu‘ e vental .rau [:fmrn




Cancer: An Ocean of Tears is the journey of one father
and his son and how they deal with the diognosis of
cancer. Joshua's father makes his son three promises
that he is duty bound to keep. This is a story about those
three promises and beyond. It is a book on how fo live
lite, not surrender it. Joshua's story will make you laugh
and cry, but more importantly his story will show that

each person we meet mokes a difference.
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*...avery candid and personal account
of one fomily's endeavors to help their
child experience life to the Fullest with

the time given to them...”
Doreen Cornvale, Pediatric RMN,
M.5M,, College Instructor

“Cancer: An Ocean of Tears, is the

maving occount of o fother cown-

geously coming to terms with his son's

grave illness and lovingly walking with

his son through the tronsition of
dying...”

The Rev. Fred Schott, M.Div.,

Th.M., 5.T.M., Pastor, Christ the

King Church [ELCA)

*...Cancer: An Ocean of Tears provides
0 somelimes eye-opening exposure 1o

what the doctor rarely sees...”
Dr. Lisa A. Michaels, M.D. Associale
Professor of Pediatrics, Pediatric
Hematology and Oncology, Member,
Cancer Institule of New Jersey

* Jock Lawrie writes with such care

and fenderness that at iimes it is hard to

remember that os a former Green Berot

he is one of cur countries most elitle
highting men..."

Dr. William Horton,

author of Gerilla NLP

*...To understand a parent's love every
child should read this. This book fouch-
es the reader ot a ploce only shared

with o few.”
Carol A. Kivler, author of Blassings,
Speaker, and Trainer

“Little did Jack know when he named
his son ofter a biblical higure identified
as o ‘sovior and ‘delverer’ how
prophetic his choice would become.
Just as Jashua led the lsroelifes inko the
Promised Land, Jock leeds us on his
pursnnul journey coping with the
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What they are saying about
Cancer: An Ocean of Tears

“Cancer: An Ocean of Tears, is the moving account of a father
courageously coming to terms with his son’s grave illness and
lovingly walking with his son through the transition of dying. Jack
Laurie's account opens a window for us into the emotional and
spiritual dynamics of illness and dying. As a trained family
therapist and a clergy person | recommend his book as required
reading for hospital staff and pastoral care givers. It givesusall a
lot to think about.”
The Rev. Fred Schott, M. Div., Th. M.,
S T. M. Pastor, Christ the King Church (ELCA)

“The principles that are pursued in Ranger and Special Forces
training wereimparted from father to son at atime when strength
and courage of mind and spirit was most demanded. This story
isn't about who is the most physically strong—it is about the
mental toughness and attitude that determines who we are and
how we deal with adversity. Joshua is representative of a hero
who will live in our hearts forever and stand as an example of
bravery—the likes of which we should all be proud.”

Brigadier General (R) Frank J. Toney, Jr.,
Former Commanding General,
United States Army Special Forces Command

“Jack Laurie shares his heart filled story of his feelings and
relationship with his son during one of life’smost crushing blows.
At times | found myself laughing out loud while at other times |
shed a parent’s tears. To understand a parent’s love every child
should read this. This book touches the reader at a place only
shared with afew.”
Carol A. Kivler,
author of “ Blessings,” speaker, and trainer



“1 picked up Cancer: An Ocean of Tearsone evening and literally
never stopped reading until | finishedit. Thisbook isanincredible
tribute to Joshua L aurie written not with apen, but rather with his
father’s heart. It is an insightful book for all parents coping with
their child’s cancer diagnosis. It is not just a story about life and
death. Wetake ajourney with afather and son and their meaningful
look at living and loving, and dying with dignity.”
Barbara Kesdler,
Medical Office Manager

“Jack Laurie writes with such care and tenderness that at times it
ishard to remember that as aformer Green Beret heisone of our
countries most elite fighting men. It has been said no man is
stronger than when he reaches down to help another, Jack’s book
provesthat thisisthe case. It also showsthat no matter thetraining
onereceiveslifewill giveyou challengesthat truly test your soul.
Jack’s spirit shines through.”

Dr. William Horton,

author of “ Gorilla NLP”

“Littledid Jack know when he named his son after abiblical figure
identified as a *savior’ and ‘deliverer’ how prophetic his choice
would become. Just as Joshua led the Israglitesinto the Promised
Land, Jack leads us on his personal journey coping with the
untimely passing of his son. Hopefully, as aresult, others experi-
encing similar unfortunate circumstances will take solace and
comfort that they are not alone in their own travails”

Mark Tobias,
Committeeman, Washington Township, NJ



More of what they are saying about
Cancer: An Ocean of Tears

“Asapediatric oncologist, | recognizethat most of my relationship
with a child and the family is built upon an endless number of
encountersin both the clinic and in the hospital . Although such a
relationship may be both intimate and emotional, it remains one
of remarkably brief interactions focused on fixing day to day
complications and on the goal of achieving remission and cure.
But what happens after the physician |eavesthe room or when the
family goes home? How does afamily cope with fighting off life-
threatening illness with medicines, which sometimes seem worse
than the disease? Reading Cancer: An Ocean of Tears providesa
sometimes eye-opening exposureto what the doctor rarely sees—
how deeply the diagnosis of leukemiaimpacts upon not only the
child and the family, but also all aspects of life.”
Dr. Lisa A. Michaels,
M.D. Associate Professor of Pediatrics,
Pediatric Hematology and Oncology, Member,
Cancer Institute of New Jersey

“Jack has given usareal insight into the journey some of us must
take and thelessonswe must |earn from the death of achild through
illness. His style is open, clear and entertaining and his message
istimely and touching. | have never lost a child to death but Jack
made mefeel asthough | was anintegral part of hisstory and his
learning.”
Tim Connor, CSP,
best selling author, speaker and trainer



“A compelling journal of afather’sjourney to cometo termswith
the passing of hisson and thelessons helearned. Your heartstrings
aretugged asyou find yourself emotionally engaged, holding back
tears at times. A heartfelt experience any parent can relate to.”

Sephanie L. Labanowski,
Town Councilor, Sate of Connecticut

“This remarkable story will hold your attention from beginning

to end. Writing honestly and vividly, Jack Laurie reveals the

hopes, the fears, and the heroic struggle of an exceptional father

and a courageous son. You will always remember Cancer: An
Ocean of Tears”

John Fludas,

Professor of English, Union County College

“Through the eyesof aparent, the reader experiencesavery candid

and personal account of onefamily’sendeavorsto help their child

experiencelifeto thefullest with the time given to them. It tugs at
the human heart strings!”

Doreen Carnvale,

Pediatric RN, M.SN., College Instructor

“Jack Laurie writes this book, about his son Joshua, in a manner
that isemotionally moving, sad, and funny at times. Hetalks about
smoking cigars with Joshua, sleeping under the bed, and even
sneaking into movies. What he did is to treat Joshua, although a
teenager, as a complete adult, friend, and loved one. Jack made
me cry especially during Joshua's last moments on earth. | will
not easily forget this story about a courageous young man and a
father, and the rest of the family and friends, who stood by him
right to the end.”

Jerry Valley,

author of “ Stage Hypnosis’
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IN MEMORY

Rest in Peace SFC Earl Fillmore Jr.
The man with the little boy smile
who went behind the big green fence.
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FOREWORD

here are some things | should point out as you're reading

thisbook. | had toyed with theidea of actually researching
everything | was going to write about. Then | decided thiswas
not going to be about my experiences as a doctor or as a
researcher. Thisismy experience asjust plain old me, just Jack,
the parent. So as you read this, you're not going to see a bunch
of names of drugs. You're not going to see much of protocol
guidelines. You're not going to see a step-by-step approach on
how Joshuawent through histreatment for hisleukemia. What
you're going to read is how different things affected me during
his treatment, and how the different people reacted to aspects
of histreatment. Thiswriting isprobably pretty selfish. | wanted
towriteitand | did. So if your child issick and you're looking
for some guidance as to what the treatment should be, don’t
usethisbook because Joshua'streatment would be and istotally
different from what your child’'s would be. Of course, | also
thought in the back of my mind, that maybe, just maybe, my
story could help at least one other person get through the hard
times, and perhaps appreciate the good times. Since the end of
Joshua’s treatment, the protocols have aready changed. The
drugs have changed. The parameters of which they treat different
aspects of the disease have changed. So don’t use this writing
in any way to determine what you should or shouldn’t do for
your own child. Thisisjust about one child. My child and his
journey.



CHAPTER 1

The Beginning

Friday morning started out like any other morning that starts
out inahospital room. | guessit wasabout 11:00 a.m. when
the medical staff said they were ready for my wifeand | in the
conference room. The Room. Everyone has his or her own
memories of The Room. The medical staff walks you in and
asksyoutotakeaseat. My wifeand | sat ontheright side of the
long conference table. | was closer to the door than she was. It
has been suggested that | took this seated position because on a
subconscious level | felt the need to escape from the situation
that we were about to beinvolved with. Pat, my wife, sat directly
to my right and in aposition further in asyou entered the room.
At the head of thetable sat the doctor in charge. Directly across
from him at the other end of the table were more doctors and
social workers. Across from us were three or four medical
students, same number of nurses, and other support people
whom wewould get to know very well in thefuture. The doctor
at the head of the table carried a heavy binder. This binder
contained all the various protocols that patients follow in their
treatment.

For what seems like forever, you sit there with eyes glued
to the surroundings as the players get set. As they fidgeted
about, we sat there hoping they would get things started. With
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a clinic named “Pediatric Hematology & Oncology,” things
are not going to get better just yet. The silence is deafening.
Finally, after the suspense began to feel like it was suffocat-
ing me, the doctor looks over and says the words “leukemia;
your child has cancer.”

So how did this journey begin? | had toyed with the idea
that 1 would try to hide the sex of the child as if | were some
really great mystery writer. Then | thought that’sreal silly. Par-
entshopefor aboy or agirl whentheir kidsarestill inmommy’s
tummy. Truth is that after the little tyke comes out, the only
thing that you care about is that he or she has ten fingers and
ten toes. All the other hopes and desires melt into the little
miracle’s smile. My child just happened to be a thirteen-year-
old boy named Joshua.

In the summer Joshua’'s neck swelled up. He actually looked
like a bullfrog. We originaly took him to the doctor and saw
his substitute, his fill-in, his on-call person, if you will. The
substitute doctor made the casual observation that it was prob-
ably areaction to either allergies or the mononucleosis that he
had previoudly that year. Either way, it was probably not that
big a deal. She did make the mention that there was only the
very, very slim chance that there was some kind of cancer re-
lated things. My wife put the idea of cancer in the back of her
mind because of the way the on-call doctor expressed the no-
tion. His neck stayed swelled. He had no trouble breathing.
There were no other indications that he had a problem other
than thefact that his neck was swollen. We had booked acruise,
and just prior to leaving, this swelling was still a concern. We
took him back to the doctor. He checked everything out and
said going on the cruise would be perfectly fine, but that he
would set Joshua up to see an alergist. Subsequent to that, we
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went on the cruise, taking not only Joshua but hisfriend Ernie
aswell. Taking Erniewas agreat way to provide agreat trip for
everyone. The fun he and Joshua had outweighed the expense
of taking Ernie. Since they were off in their own little world,
my wife and | had the opportunity to have fun too. The cruise
lasted four days. The swelling was still there, and it still wasn't
bothering him. By the time the trip ended and | had been home
afew days, | was getting miffed with the whole “ neck swelling
thing.” My wife called his pediatrician and said that we really
needed to do something. | was getting irritated with the fact
that nothing was being done, even though there was no out-
ward sign that this was a problem. We expressed to the doctor
that we did have an appointment with the allergist, but it was
Six to seven weeks away and thisis just something we needed
to take care of. His response was that he would make a phone
call and call us back. It wasn't too long before he called us
back and said they moved the appointment up to later that af-
ternoon. Pat took Joshua down to seethe allergist. At this point
everyone believed that his condition was till allergy related.
As Joshua walked into the doctor’s office, the allergist took
onelook at him and determined that he should have blood work
and a chest x-ray done. It was unusual that instead of sending
us to the lab, he sent us to the hospital to have the blood work
done. He stated he had suspicions and needed a few tests run.
We had the tests performed on Tuesday.

Later that Tuesday afternoon Pat was approached by the
x-ray technician and wastold that the doctor would be calling
soon to explain the test results. What was remembered most
about the conversation was the uneasiness in the technician’s
voice as she spoke to my wife. It wasn't long after Pat arrived
home that the doctor called and stated that the test indicated
there might be problems. We didn’t know at the time, but it
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wasthe chest x-ray that set thingsin motion. The doctor wanted
usto havefurther tests performed at Robert Wood Johnson Hos-
pital, and to do them Joshuawould need to be admitted overnight.
At thistime, | still did not think anything was too bad.

That night Pat had to watch our daughter Kristin’slittle boy
Koty, so I, with my son in tow, arrived at the hospital at about
5:00 p.m. | wastold to bring him to the children’s ward called
“PEDIMOCK.” At the time | did not give the acronym much
thought. We entered through the emergency room and asked
the security guard sitting at the desk how we could get to
“PEDIMOCK.” He looked at us funny. After a few moments,
he asked if we meant Ped-Hem-Oc. | stated | guess so, and he
waived usto follow him. So thetwo of us, like little ducks, just
followed the guard through the emergency room and out the
back entrance. At thistime | still did not think that these tests
were much to do about anything.

There are certain things one never forgets. When | wasin
the Army, | attended Ranger School. Anyone who has ever
attended that particular school and graduated will always re-
member his class number. My class number was 1-74. | can
tell you now that the first time you realize something is bad
concerning your child, that moment will be etched inyour mind
permanently. | liken it to the way a branding iron burns into
the hide of an unsuspecting animal. We followed the guard
around the corner and down along hallway. He stopped, turned
around, acted very professional, and then pointed to the sign
ahead. | will never forget reading that sign for thefirst time. It
hung approximately 6 inches down from the ceiling. It was
not avery impressive sign; just your standard, simple hospital
sign pointing you in the right direction. It read: PEDIATRIC
HEMATOLOGY AND ONCOLOGY.
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| knew the hematology part had to do with blood. It wasthe
oncology part that my brain just could not process. | felt my
brain shifting through years of experience, trying to remember
the other word for oncology. My medical background told me
that oncology was the fancy word for cancer. As| stated before
there are many moments in a person’s life that one never for-
gets. We remember our first kiss, our first love, thefirst timewe
buy acar, the day we get married, and the day our children were
born. | can say with the utmost certainty, the first time you look
up and see that sign isamoment you will never forget.

| signed Joshuain Tuesday night. The rooms were actually
quite nice. The rooms were divided; some rooms held two
people, others were singles. We would learn |ater that the first
time you get admitted, they always put you in asingleroom. At
the end of the clinic was arather large single room for holding
patients that can only have limited contact with others. There
was also alarge room for meetingsand such. That wastheroom
that we would soon refer to only as, The Room. Therewasalso
asmall roomwith arefrigerator, ice machine, and cabinetswhere
snacks and things were stored. Facing al the rooms was the
nursing station where assistance could always be found. Be-
hind the station in a little storage room was where they kept
towels and blankets and the various medical thingswith which
we would become very familiar.

Wednesday

OnWednesday the doctorsran some moretests. At thispoint
in time, nobody had used the word “cancer” or any other diag-
nostic word around us. The doctors did tell us there were
suspicions. But that so far, no one was sharing anything with
us. Later that day we got back thetest results. Still no*“C” word
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yet. One moretest needed to be performed before we weretold.
The final test, for this sequence would be to take a bone mar-
row sample from Joshua's hip. This test would create what
medical typesrefer to as definitive diagnoses. The resultswould
tell conclusively with what we were dealing.

Thursday

The biopsy surgery took place today. Briefly, the surgery
consisted of a procedure that required the patient to be under
genera anesthesia. Once under, a large needle was used to ex-
tract bone marrow from the patient’s hipbone. The bone marrow
samples were tested with results creating a definitive piece of
proof as to what we would be dealing with. The procedure was
done in the morning. We were told that everything went well
and that the results would be ready the next day. Still no onewas
taking aguess asto what my son wasdealing with. When Joshua
had his first biopsy, we noticed a guy in a suit looking at his
chart. We wondered who he was because we had not noticed
him before. We didn’t think he was a doctor. So the first person
we saw that we did recognize was asked, “Who ishe?” There-
sponsewassimple: “Heisthe guy from theinsurance company.”
Didn’t take them long to get on board. Our insurance was PHS,
now called Healthnet. If you need an insurance recommenda-
tion, they have mine. All Joshua s treatments were covered.

Onefunny thing about insurance, depending on your state,
is that of continuous coverage. Hypothetically speaking, did
you know that if you have really lousy insurance when you
get diagnosed, you “might” be able to switch to a premium
policy that will cover everything without having to worry about
the“previousillness clause?’ One moreinteresting fact about
life insurance policies is that in some states if you get life
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insurance and pay into the policy for two years, then no mat-
ter what, the policy will be in effect. This may also be true
even if you might have forgotten to include “all” medical in-
formation. This is something to contemplate since a person
with cancer may not be insurable later onin life.

Friday

This was the day we were to find out what was going on.
So far numerous doctors, a collection of students, and several
nurses who by all accounts were really nice, but were still not
giving any answers, had seen Joshua. Friday morning started
out like any other morning that starts out in a hospital room,
quiet. | guessit was about 11:00 am. when they said they were
ready for usin the conference room, The Room.

Asstated before, The Room experienceisunique, but shared
by all the parents on this particular hospital ward. | think the
hardest thing | ever didin my entirelifewasto just sit there and
stay calm. Everyone watches the movie of the week on TV.
Sure, we have seen the movies about the kids, the wives, and
the friends who have cancer. We feel bad for the person, or
actor, then we go on to another show. Until the reality of it hits
you, you will never understand itsimpact. We hear it, welisten
to the words, and most of us even understand the dialog. But |
can tell you now, until you are told that your loved one has
cancer, you have no idea of the impact of that six-letter word.

So you sit there. Soon the doctor starts reading all the dif-
ferent propaganda he is supposed to tell you. You listen, you
take mental notes, and you try to remain calm as much as
possible. After what seemslikeforever, butinreality isamatter
of minutes, you ask the only question that comes to mind,
“Will he live?’
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CHAPTER II

Learning the Answer

earning the answer to that single question is the ultimate

test in patience. The doctor told us that under the current
treatment, there is a success rate of 95 percent. At this point |
wasjust trying to maintain my composure. To tell you thetruth,
in matters such as these, my wifeis much stronger than | am. |
don't even know how she does it. | started to cry before the
doctor finished the word “leukemia.”

My tears caused the doctor to stop his oration. | remember
with tears flowing, winding my finger in acircular motion, so
the doctor would keep talking. Interrupting the session because
of afather’s tears made no sense. We needed the information
and | knew myself well enough to know that | was not going to
stop crying.

They told us our options. They told us what the next few
yearswould most likely bring. One of the biggest hurdleswe had
to overcome immediately was the need to find out if the leuke-
miacellswere present in the spina fluid. Unfortunately it would
be afew days before we would know the result of that test.

So armed with thisnew information, my wifeand | retreated
to the hallway into each other’'s arms. | had just about gotten
my breath back when the doctor walked up to us and asked us
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to return to the conference room. | was not surewhat was going
on when all of a sudden al the same people who were in the
room before marched back in with us. Now this is something
you have to picture in your mind. You walk into The Room,
with 20 other peoplefollowing and the doctor looks at you and
says he has to apologize. He carries the conversation further
becausein hiswords, he made amistake. A mistake, what kind
of mistake?

He looked at us and said he was looking at the wrong pro-
tocol. He had made a mistake of thinking Joshuawas 10 years
old and had just realized hewas 13. | asked, “So?’ | remember
him looking very sheepish. He looked at my wife and said he
had made a mistake on the survival rate. Joshua had aready
entered puberty. He had explained about the survival rate of a
child who had not entered puberty yet. The survival rate for
children 10 years and younger was as high as 95 percent but
Joshua was older than 10. | remember looking at him. I’ m not
sure what | was feeling but the obvious question was what im-
pact was Joshua's age going to have on his survival rate. He
looked sad, and before he said anything, he apologized again
for the mistake, and then told us the survival rate was only as
high as 75 percent.

| remember how | felt at that point. | pictured myself in a
high school gym class with ahundred children lined up against
the bleachers. The bleacherswereall folded up against thewall.
The gym teacher was calling out the names of five kids and
asking them to cross to the other side of the gym. He tells the
rest of the classto hit the showers. The five kids sent over, they
are dead. Five was not a large number. Those are good odds.
Now | pictured, as other students are leaving the gym, they
stop when the coach blows his whistle. Everyone looks back
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and hears him yell to line up again. He then takes 20 more
students and pulls them to the other side of the gym. Five did
not seem like alarge group; 25 did. | know it was selfish of me
to think that my son would not be part of thefive. | could handle
the odds of 5 out of 100. Now | had to go explain to my son that
his odds of living were 75 out of 100. | felt bad for the doctor;
he felt humiliated about making the mistake.

So, we stayed in the conference room for awhile. We pretty
much asked the same questions again. L ooking back, | remem-
ber that one of the other doctors had said she did not like to
discuss odds with parents because the bottom line was, if your
child survived, the survival rate was a hundred percent. If your
child died, the survival rate was zero.

A decision had to be made on the spot concerning future
children for Joshua. The chemotherapy (chemo) that he would
have to start would certainly destroy any chance of him father-
ing children. The doctor’s concern was that the labs in the area
that dealt with storing sperm would be closed until Tuesday
because of the Labor Day holiday. The doctor running the meet-
ing felt that waiting five more daysto start the chemo was not a
smart thing. The decision on our part was simple. Lets deal
with keeping him alive today. We will worry about tomorrow
when it gets here.

The next big step was to tell Joshua. I’m not sure why, but
| knew that was going to have to come from me. | had no idea
how | was going to tell him. They gave us some books that we
could let Joshuaread. | did not see that happening; Joshuadid
not liketo read. | also knew that thiswas one timethat | would
not be allowed to cry. You have to understand, my kids have
seen me cry on many occasions. | cry when | get presents, | cry
when | get emotional. Hell, | cried every timel saw Beauty and
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the Beast on Broadway. Joshua needed to know that this was
just one of life'slittle hurdles and that this too shall pass.

Before | entered the room, | had already made one major
decision. What Joshua was going to need over the next few
years was afather. He was not going to need another friend or
pal, or someone that he could unwind with. Joshua was going
to need someone that he could hold on to and that would not
tell him everything was al right when it wasn't. What he was
going to need now more than ever was a dad! | entered the
room they had assigned him. He was just lying there in bed
waiting for some news of any kind. He already knew things
were not going to be pleasant. | don't remember how | told
him. | am not even sure of thewords | used. | do remember his
reaction. Hejust sat there and looked at me. The doctorstold us
he wasin denial. | didn’'t think so. | believe that he just didn’'t
figure he knew what to say just yet. Astime went on, | cameto
find out that | was right.
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CHAPTER III

The Treatment Starts

D ifferent things happened along the way in Joshua's treat-
ment. Among the things | remember mostly was his atti-
tude. He had a very good attitude. Very standoffish to most
people, but avery good attitude as far as | was concerned. One
of the things we discussed when he was doing the chemo was
wasted energy. | wasn't sure how he was going to accept what
| was going to tell him, but | sat him down anyway. | told him
that one of the things we learned in Ranger School was that
complaining about something served no purpose. It waswasted
energy and it was counterproductive. Not wasting energy be-
came area important thing to him. A lot of the timeswhen he
was on chemo, it made him sick, and some days were just bad
days. It was interesting how well Joshua held things together
for a thirteen-year-old young man. Joshua would express his
condition using statements similar to, “I really feel like shit
today.” | would look at him and say, “ Okay, | understand.” Then
for the rest of the day, he would never bring it up again. He
wouldn’t bring it up again unless things got really bad. Now
that’s not to say that we didn’t treat what was causing him the
discomfort. Hewould say, “1 feel nauseous’ and wewould give
him the various medications for that. He would have a head-
ache and we gave him medications for that. Whatever was
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bothering him, he would discuss it but he would discussitina
very calm manner and not in a complaining whine. This went
on for his entire treatment. | was very impressed with him.

I’ve seen adults going through various forms of military
training where they get a little cold, wet, and miserable, they
become crybabies and argumentative and they just get to the
point that they won’t cooperate and they actually no longer func-
tion. In Special Forces (better known as U.S. Army Green
Berets) training, we would see this alot. Unfortunately, those
who could not get their act together were dropped from train-
ing. The mechanism for dropping those individuals having
difficulties was either instructor’s or peer reports. In Ranger
School it was even harder; if you so much asraised your voice,
they would give you minus points. Minus points could cause
you to be thrown out, or worse; recycled (forced to start over).
For a thirteen-year-old to have the ability to acknowledge he
doesn’'t feel well, acknowledge the fact that you have accepted
what he said, and then to drop it and get on with the day was a
very impressive thing for me as a parent.

Every time Joshuawent into the hospital, he took advantage
of his stay to watch videos. He would request certain movies of
the local video store and a gentleman named Toby would see to
it that he had a good selection to peruse. Toby proved to be a
great dly in the fight against the boredom of hospital stays. The
local video store became a very good source of enjoyment for
Joshua. They would not give us ahard time about maybe getting
the movies back a little bit late. Additionally, if a new release
came out, the video staff would get the movie to him a day or
two beforethe general public wasallowed to view thetape. These
early viewings were a highlight, almost a perk when he was in
the hospital.
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When hefirst got in the hospital, he and | would have dis-
cussions. His denial of his illness was not really that; it was
nothing more than he had not gotten to the point where he
wanted to talk about it. | accepted that. | did push alittle bit in
the beginning that this is what you have. Thisis cancer. | told
Joshuathat there are going to be treatments he’s going to have.
He had to understand that certain phases of the treatment were
really going to “suck.” The premisethat thisisgoing to hurt me
morethan it hurtsyou istotal bullshit and the fact isthat it was
going to hurt him more than it was going to hurt me. When |
told him that, his response was “No shit.” We had various un-
derstandings right from the get-go.

The first thing | promised Joshua was that he would never
bein the hospital overnight by himself. In all hishospital stays,
thiswould become very, very important. Many of the teenagers
up there spent many nights alone. Many smaller children re-
mained alone as well. | always felt bad for these kids. |
understood that some family circumstances would not allow
for a parent or guardian to remain all night. Some kids came
from single parent homeswith other siblings, while otherswere
from outside the area making it impossible to remain on the
ward, and still get to work. I’'m not sure why | thought it was
important that he never be alone at night, but it just was. For
me, it seemed like it was my duty to be by my son’s side. Lo-
gisticaly, it just worked out better for me to stay nights at the
hospital. Pat was the keeper of the household and also was pro-
viding some assistance to Kristin as ayoung mom for the first
time. We had a business to run and Pat was involved in that
heavily. The business was aradon company and Pat processed
al the ordersin the morning to be shipped out to all the various
engineering companies. That’s not to say that shewasn’t at the
hospital every day during the afternoon. She actually got the
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worst of the duties as far as I’'m concerned. Pat had a routine
that couldn’t be altered whereas mine had some degree of flex-
ibility. All I had to do was show up at the hospital by seven or
eight o'clock at night, sit there, eat alittle bit, talk to Joshua,
maybe watch TV, and then go to sleep. To me, | always |ooked
at it like | was deployed (sent off on military assignment). |
never knew when | would be going home and | just had to face
the fact that | was away from home and there was nothing |
could do about it.

The hospital had theselittle blue chairsthat when you pulled
out the bottom, the top would fall back and essentially what it
did was make a little twenty-four-inch-wide bed. If you ever
find yourself in this position, fixing the chair for sleep is easy.
First you pull the lower ledge out and lay the back down. The
chair isnow in the prone position. Take a heavy quilt and lay it
on the chair. Now you add one air mattress. | got mine at K-
Mart. If you do buy an air mattress, buy the larger pump. It
makes life alot easier when you inflate the air mattress. Then
you put another quilt-type blanket on top of the air mattress
and then a sheet and you lay on the sheet. It actually makes a
very comfortable bed. Well, that’s probably an exaggeration,
but it does make a bed.

Joshua's big thing, | came to find out, was he didn’t really
like to talk until after midnight. There’'s something about talk-
ing before midnight that hejust didn’t do. So after midnight we
talked about everything from his illness, to people, to death
and dying. One thing | was impressed with was that he under-
stood that leukemia could kill you. He had to come to terms
with that possibility. It was during one of these initial conver-
sationsthat | told himif it did come to pass that he was to die,
that | would seeto it that he did not die alone. It would be me
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who would hold him until he left us and that he was not to be
afraid that he would be by himself at the end.

When it came time to talk with his doctors, | explained to
him that it was hisright. More important, it was his obligation
to ask questions when he didn’t understand something. I’ m not
sure at what age an individual should start to control his own
path. All 1 did know was that Joshua was going to be guided,
but that he also would have a say in his treatment. | made it
clear to him that if he had guests in the room and he needed to
talk to hisdoctor, hewasto tell the guests politely to step out of
the room. My guidance here was to include myself as well. If
he needed to talk to his doctor about his treatment or anything,
and hefelt that he would prefer privacy, then he was obliged to
follow hisdesire. If he wanted privacy, it was hisright to have
it. I made no bones about it. No one was to be spared being
removed from the room should hewishit. Thiswas not limited
to any particular guests or me. Having the ability to ask others
to leave was all encompassing, to include but not limited to his
mother, hissister, my parents or anybody else. | also made sure
that this mandate included any nurses or staff personnel that he
might not want in the room during these discussions. During
the treatments that he went through, he availed himself of this
to include asking me to step out of the room. No discussion
was ever made; nobody was to ever ask him why he or she
couldn’t stay. | gave explicit instructions to everybody that if
Joshuaasked them to |eave the room, there would be no discus-
sion and to just vacate the room.

| remember thefirst time Joshua asked meto leave theroom
so he could talk with his doctor. | left the room and waited
outside by the main nursing station. They were in there for ten
to fifteen minutes and then hisdoctor cameout. | inquired about
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what they had discussed. She said shewasn’t sureif she should
discusswhat he had said in privateto her with me. My response
to her wasthat asfar asyour relationship with him, anytime he
wants to talk to you, you're free to talk to him about anything
and everything in histreatment and that | would make sure that
he didn't know | was part of the loop. But anything that he
asked her or discussed with her, shewasto immediately tell me
about and that | would keep her confidence and | wouldn't re-
lay anything to him unlessit became so seriousthat | felt | had
to violate his trust. As it was during his entire treatment, that
never came to pass. But anytime his doctors talked to him pri-
vately, they would tell mewhat was discussed. | waskept abreast
of all his questions, his state of mind, and any and all concerns
that he might have. This gave him afeeling of control regard-
ing his own destiny and progress through his treatments.

It became obvious pretty quickly that the chemo he was
going to take was not going to make hisday; it was not going to
be a happy experience. I’ m not going to turn thisinto amanual,
but one thing we found out that worked really, really well with
Joshua when he was undergoing chemo was keeping him hy-
drated and using the drug Zofran. Every time he would have
his chemo, we would literally run three 1000 milliliter bags of
IV fluid through him to keep him extremely hydrated and that
made things work rather well.

One of the things that came up rather quickly was the pos-
sibility that this illness could actually be terminal. Joshua
handled that pretty well. | think he had an understanding of it.
He and | had numerous discussions on that possibility right
from day one; well, maybe day two. | had already promised
Joshua that he would never spend the night alone in the hospi-
tal, that became very important to him. | came to find out that
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he never got nervous about me being in the hospital until about
seven or eight o’ clock at night. Hewould start asking, “Where's
Daddy? s Daddy coming tonight?’ Hewould start getting ner-
vous around eight o’ clock as to whether | was coming and lo
and behold, even if | got there late, he came to realize that no
matter how late it got, | was coming to the hospital. He never
asked me not to come. Occasionally, we would get into an ar-
gument and he would make the comment to the effect that
nobody asked you to come. But he would never go so far asto
say, “You don't need to come.” | never pushed it. What was
interesting is that in al his machismo and all his self-assur-
ance, one action gave him away that he was till alittle boy at
times. I'd be laying therein my little corner of the room, when
out of the corner of my eye, late at night, | would seehim sit up,
look over, and make sure | was still there. After he would see
me, he would turn over and go back to sleep. It wasthose little
glances that totally convinced me | made the right decision by
being there every night.

There were times that | went out of town that couldn’t be
helped. During these times his sister filled in and stayed there at
night. It didn’t happen often that | couldn’t be at the hospital
with him. When it did, Kristin was always ready to step in.

The initia treatment he underwent was some really strong
chemo. Theswelling on hisneck dmost immediately disappeared.
Robert Wood Johnson isateaching hospital. Assuch, therewould
be alot of students to come along and poke him and prod him.
For the most part, he put up with that during his hospital stays.
Hedidn't particularly likeit. Hewould quiz the medical students
to make sure they knew what they were talking about. He got a
kick out of grilling them, moresoif they didn’t know the answer.
He enjoyed giving the nurses a hard time as well. Another thing
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heliked to do was negotiate. During one of hisstaysintheclinic,
he had to give aurine sample. He didn’'t fedl like doing it, so he
charged the doctor two dollars for the sample. The doctors were
pretty neat when it cameto dealing with kids. One of the doctors
actually paid him two dollarsfor aurine sample. Wewould come
to find that the initia stay in the hospital was probably going to
go 35 to 40 days at a minimum, and it pretty much did that. If
you deal with leukemia, you're going to spend timein the hospi-
tal. Any timethey admit you, you'relooking at ten days minimum.
| don't care if they’re admitting you because they’re concerned
about a hangnail or because you have a high temperature. Un-
derstand that when you go back into the hospital, you're going to
be there for ten days. Joshua and the rest of the family quickly
realized that asking when you could go home was wasted en-
ergy. Essentially when you were hospitalized, you figured you'd
be in there aslong as needed and you weren't leaving until they
were sure you could go home.

(Specia Note: Hospitals and protocols differ on the num-
ber of days a child will spend in the hospital given their
condition. Some hospital§/protocolsallow for shorter stays. The
above was our experience.)

Most diseases have a pattern they follow. Likewise their
treatment has certain milestones that must be met. With leu-
kemiathere are three milestones that must be overcome. The
first obstacle we faced after diagnosis was that there was a
great hope that there were no leukemia cells in the spinal
fluid. We received the news on the Monday after the original
biopsy. | remembered | was standing at the nursing station
when one of the doctors looked up and said that the spinal
fluid was clean; there was no trace of leukemia cellsin the
spinal fluid. | remembered immediately tearing up and all |
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could say was, “1 knew that would be the case” while trying
to hold back tears. Holding back tears-what an interesting
concept. When your child gets sick, that is the first ability
that will go by the wayside.

The next hurdle comes at day 14. On day 14 the chemo
should havethe leukemiacellsdown to lessthan 25%. Joshua's
camein at around 23%. To say we were happy would beagross
understatement. Next hurdle comes at day 28; cells need to be
fewer than 5%. Joshua’s blood was clean. Joshua was now in
remission. Remission isaconcept that most do not understand.
Getting someone into remission is not the problem; keeping
themthereis. After theinitial ondaught of the chemo, themain-
tenance chemo is to keep the patient in remission. The game
plan at this point was to watch and wait.

Every time Joshuagot admitted into the hospital, he always
took full advantage of videos and food. He would always ask
for two or three movies to be brought up. His favorite eating-
place would become Red Lobster. He enjoyed asking for us to
bring him a fish dinner, a lobster or crab legs. He had other
foods he liked, but the Red Lobster diet became his favorite.
We kept him stocked with various things like applesauce and
cookies. That was the nice thing about leukemia; even though
he had leukemia, it really didn’t matter what he ate. It wasn't
like he had some restricted diet, so he could eat whatever he
wanted. Whenever he was admitted for various hospital stays,
if you opened one of the drawersin hisroom, one of the things
you would always find was that it was packed with food. One
really good source for food was grandparents. My mother has
the recipe for biscuits that Red Lobster puts together and she
makes them from scratch. Every time he went into the hospital,
he would ask for these biscuits to be made. My mother didn’t
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go to the hospital very often, so she sent the food to represent
her. She was constantly sending these biscuits up with my fa-
ther. Joshualiked pizza, too. Hefelt pizzawas sSlumming it, but
if he couldn’t have lobster or shrimp, it would work. But he
really liked Grandma's biscuits. The other thing hereally liked
was the pasta shellsfilled with cheese. He could lay aguilt trip
on my mother so quick it was pathetic. “1f you bring me some
shells, that wouldn't be abad thing,” he would say. So wewould
call my mother andtell her that Joshuaneeded somemoreshells.
Lo and behold, they would show up at the hospital within aday
or two. My mom was constantly sending up the stuffed shells
with my father.

Thehospital itself had alittlerefrigerator, kitchen, and break
area. The kitchen was always filled with cookies, cheese and
crackers, milk, various juices, sodas, and ice cream.
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CHAPTER IV

Hair, Cigars, and Biopsies

H air isan interesting thing. I’m going to tell you the whole
story about hair. When Joshua was a little over ten years
old, he started letting his hair grow. | had never had long hair
in my entire life. Between the military and other jobs that
didn’t allow for it—even in college | didn't have long hair.
Thelongest my hair ever got was to the bottom of my ear, and
that was it. Joshua's hair was now getting past his ear and in
typical parental fashion, | told him he needed to cut his hair.
Most likely the only reason that | told him to cut it was because
when | was young my Dad told me to cut mine. In typical
child response, he stated that he wasn't cutting his hair. This
was the first time he took a stance and he was not going to
waiver from it. So we're standing in the house and we're
arguing to the point that I'm getting extremely loud and
boisterous and threatening about him cutting hishair and he's
standing his ground saying he’'s not going to cut his hair. As
I’'m yelling at him, I’'m thinking I’m painting myself into a
corner and themore I’ myelling, the darker the paint isgetting
and the smaller the corner is getting. I’m starting to think in
conjunction with yelling at him that hair really isn’t that big a
deal. I’veraised this child to be independent and self-thinking
and self-motivating, and that iswhat heis doing, and now I'm
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giving him crap over it. So I’'m trying to think how can | get
out of thisand still save face and still get my point across. So
it was like a little light bulb went off and | said, “Fine, you
don’t want to cut your hair, that’s great. You don’t cut your
hair, 1 don’t cut my hair.” He figured that was a joke. | told
him, “No, you don’t cut your hair, fine, I’'m not cutting my
hair” Now at the time it never dawned on me that some
people’s hair grows to a certain point and stops. | don’t
understand that process, but it’s a truism. Over the years, his
hair would grow to shoulder length and never extended past
his shoulders. My hair, on the other hand, grew and grew and
grew. At the point when he was admitted into the hospital, his
hair was shoulder length. My hair was approximately two
inches below my waist. So my hair had become longer than
twenty-four inches or thereabouts and still growing. | called
it my nine rubber bands because when | would go on my
motorcycle, | would have to use nine rubber bands to keep it
from getting all frayed and horrible and going every which
way but loose.

So why do | bring thisup?About his eighth month of treat-
ment, he ended up losing his hair. It was really funny because
what he did was molt like abird and one night, he simply gave
alittletug on hishair and it fell out in one piece. It was almost
asif he had awig on, and with one tug off it came. Well, this
upset him. He was your typical fourteen-year-old and now he
was almost bald and he had this peach fuzz for hair. As the
typical parent, | told him, “Hair isnot that big adeal. It'Il grow
back. Don’t sweat the small stuff.”

His reaction was typical of any teenager, “Easy for you to
say, you have hair.”
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WEell, after | left the hospital, the next morning | told my
wife, “We're not wasting energy on thiscrap.” So | went down
to the barbershop and | told them to shave my head. That night
when | showed up at the hospital, | thought he was going to pee
in his pants because he was laughing so hard. He hadn’t seen
me with a shaved head at any point in hislife. He had seen me
with short hair because | had served my third tour in the mili-
tary and he, his sister, and his mother were with me at Fort
Bragg, North Carolina. There | had short hair, but nothing like
what he was seeing now. He thought it was pretty comical that
| went from hair over two feet long to no hair. Asit would come
to pass, every week or so | would shave my head. From that
evening forward, nothing was ever said about hair again.

Each kid deals with the hair loss in his or her own way.
Joshua never got into hats, so they were out. | had gotten these
shirtsfrom avery closefriendin Californianamed Cindy. They
were for me but he took them over. The shirts were of a very
thin, comfortable cloth. They were hooded much like a work-
out type sweatshirt. When he |eft the house, he would pull the
hood up over his head. | told him it made him stand out more
than the guy who was proverbially bald and growshishair long
in the back and flipsit forward. He didn’t seem to care. When
he didn’t have hair, the hooded shirt was what he wore. No-
body who mattered made any comments concerning the shirt.

As time went on, Joshua had more and more questions.
Anytime Joshua had questions about things, | would tell him to
go to hisdoctor or bring his doctor in and we would discussiit.
| pounded it into him that if he had aquestion, he needed to ask
and not sit oniit. | further instructed him to make sure that if it
wasn't answered to his satisfaction, whoever he was talking to
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should be made to stay there and answer it until he became
comfortable with their response.

Another story | would like to share with you in order to
give you aproper insight into Joshua. This particular incident
took place the second time he was admitted to the hospital. It
had only been a couple of weeks since he left the hospital
after hisinitial stay. His second stay wasjust at the beginning
of winter. That previous summer Joshua had made a big deal
out of smoking something. Hedidn’'t carewhat; hejust wanted
to smoke. | never did find out why he had this great urge to
consume atobacco product. All I know was that our relation-
ship was going to the dogs over it. So that summer |
compromised. | let him have a cigar. The only thing about
letting him have the cigar was that he really liked it. We had
purchased a couple of cigars and took off to Great Adventure
for amuch-deserved break. This all happened before he was
diagnosed with leukemia. Thistrip to Great Adventureiswhere
he won the frog; more about that later. Why am | mentioning
this now? Read on.

We were cdled into The Room with the doctors again to
discuss some test results. “God, | came to hate The Room.” As
we sat there going over the last battery of tests and pondering
Joshua's future, | stated that | had a question for them. | was
motioned to ask away, and | looked at them and asked, “Will a
cigar interfere with any of the drugs or chemo he is taking?’
They looked at me and said that they were not going to advise
meto give athirteen-year-old acigar. | gazed back and told them
| wasn't asking them to, al | needed to know was would the
cigar interfere with any of the medical protocolsthat he wasfol-
lowing. Again, they stated that they were not going to advise a
thirteen-year-old to haveacigar. Thistimel looked themrightin
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the eye and stated very pointedly, “1 didn’'t ask your permission
to giveit to him; | just need to know if it will interfere with his
treatment, that's the question.” Then one doctor looked at me
and said “No, but” | stopped her there. “Thank you!”

That night | told Joshua we were going out onto the park-
ing deck, it was alittle after midnight. So | wrapped him up in
a heavy winter coat, ski cap, and a scarf, and off we went. He
was a sight. There he was in a heavy coat and al this other
collateral stuff, pullingan 1V polewith three pumpsand at | east
8 bags of 1V fluids running into him. We set out to the parking
deck facing French Street, New Brunswick, and there we stood
with cigars in our hands. So as we were standing there | no-
ticed Joshuaflicking the ash off hiscigar likeit was acigarette.
| looked at himand | said, “ The mark of agood cigar isthat the
tobacco burns even and the ash hangs at the end of the cigar.”
That isthe reason that you see guys smoking cigarswith inches
of ash hanging on the end.

So he looks at me and starts to say, “Yea, but don’'t you
know that they say...,” and he starts laughing.

| looked at him and said, “ Yea, and what’s so funny?’

He looks back at me with a silly grin and says, “They tell
you if you smoke through the ash, you have a better chance of
getting cancer.”

| looked over and just said, “Well, | guess that's a moot
point.”

“Yep” was his response, and we went on about smoking
our cigars.

During histreatment, he had numerous biopsies. Biopsies
are when they take a sample of tissue and analyze it. With
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Joshua, most of the biopsies were from the bone marrow in
his hip. Once Joshua made the comment that we didn’t need
to be there, and my response was we would always be there,
and then it was never brought up again. Initially when he was
diagnosed, my wife and | had the discussion that when he
went in for these various biopsies, it would be her job be-
cause | would be at work. Asit turned out, for whatever reason,
every time hewent in for surgery, we were both there and we
both stayed there. Even if you make plans on how you’'re go-
ing to deal with certain things, asthey come up, they’re going
to change.

For his biopsies, our routine was that we would both go
into the pre-op room where they would prep him and make
surethat hislVswere okay and ask all the questions, and then
| would walk with him back to the operating room. They al-
lowed the parents to go into the operating room. You stayed
with the child until he or she was put under general anesthe-
sia. Probably the hardest thing you'll ever do as a parent is
walk your child into an operating room. Like sleeping in the
hospital overnight, | figured this was my responsibility. I’'m
not sure how that came to be. Certain people in the family
will take on certain responsibilitiesand it just seemed to work
that way. The logistics of it seems to come about through no
planning. It’s just all of a sudden, this comes up and thisis
who deals with it. Initially 1 made the decision, which was
probably arrogant, that the doctorswould take care of the treat-
ment, my wife would make sure he followed the treatment,
and | would make sure he would have fun. | would let my
wife take the brunt of, “You need to do this or else” kind of
phase. Yet walking Joshua into the operating room became
my responsibility. | did it every time.
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What really made it easy was that Peggy was there. Peggy
isthe play therapist. It soundskind of silly to have aplay thera-
pist. | cameto find her to be extremely valuable. | nicknamed
her Mighty Mouse®. Peggy is a short, little blonde. Somebody
asked me if | thought she was attractive and | remember my
response was, “| never really noticed.” Peggy was Peggy. She
was a fantastic person. She was aso as important for Joshua's
treatment as any of the doctors. She became extremely impor-
tant to me when we went to surgery. You put on these sterile
gowns and cap, and then you get masked up. What | would do
iswalk Joshua into the operating room and he would lie down
on the surgical table and I’d be talking to him more or less. |
would force myself to be very matter of fact. | had to give the
impression that this was no big deal and let’s get on with it. |
would tell him that | would be waiting outside when he was
done. It was portrayed asan everyday occurrence. Peggy would
alwaysstand at my side. Usually we'd bein the operating room
together for four to six minutes and then they would put the
mask on his face and he'd take a couple of deep breaths and
they’d start medication going through his1V line and he would
drift off to sleep. At that point, the Operating Room (OR) doc-
tor would turn and say, “Okay, Dad, you can leave now.” It
seemed they always went out of their way to make me as com-
fortable as they did him.

Inevitably every time | would walk out of the OR into the
corridor that led back into the waiting area, | would start to cry.
Peggy would put her hand on my shoulder and her persona
changed from that of a play therapist to a guard dog. Every-
body would know to stay away from us and she would walk me
out. She never talked. She never asked meif | wasall right or if
| needed anything. Essentially, shewould just bethere and keep
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everybody away from me. | liken it to being escorted by a pit
bull. Everybody understands to stay away. Peggy and | went
through numerous procedures and the end result was always
the same.

Each time Joshua went into the Operating Room Peggy
would walk me out and as soon as we cleared the door, | would
immediately start crying. If 1 had cried going into the OR, it
would simply make Joshua nervous, and that wouldn't be a
good thing, so | held it inside until 1 knew he was asleep and |
had |eft the OR. Peggy knew | would start crying. Hell, | knew
| would start crying, so aroutine was established.

There was one time when Peggy wasn't there. A different
nurse walked me back to the OR and subsequently back out of
the OR. The nurse who took her place was avery nice woman.
Assoon as| started crying, she asked meif | wasall right, did
| need a glass of water, did | need to sit down. | know she was
trying to be helpful but | really missed Peggy.

It wasn’t long after the first time Joshua went into the hos-
pital to start histreatment that | had the opportunity to talk with
my personal doctor. My doctor isthe greatest doctor you could
ever have. | could talk to him about anything, and he understood
that when | got sick or injured, | needed to be treated quickly
because| couldn’t afford any downtime. | immediately conveyed
to him that Joshua was sick and explained briefly what was go-
ing onin my life. | felt it was important to tell him because he
was my doctor. One of the things he told me right off the bat
wasthat if things started getting too hard emotionally, therewere
various medicationsavailablethat | could use. My personal opin-
ion and what | conveyed to him is that | appreciate his candor
and his ability to do this, but | chose not to take them.
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The biggest reason | chose not to take any kind of anti-
depressant is because | had seen afriend of mine on them and
witnessed what they did. Basically the antidepressants make
the real bad times not real bad. Now the other side of that coin
is, of course, that antidepressants make the really good times
not real good. | realized we were going to have ups and downs
over the next few years. That reality was agiven. But if | took
the medication, while certainly it wouldn't make me feel as
bad during the down times, it would take away from the really
good times that were sure to follow intermittently. So | made
the decision never to take anything, even though the bad times
were really bad. | always fell back on the fact that | made the
right decision because the good times were really good. You
should not infer by any means my course is the only course of
action you should take. As | stated in the beginning, this book
IS not meant to be a guide on how you should or should not
approach the treatment of your child. It’s just my experiences.
My experience with antidepressants was that they evened
everything out, which wouldn’t allow me to enjoy the good
times. It created alevel playing field for all experiences.

When dealing with leukemia, one of the things you haveto
watch out for is fever. Fevers indicate an infection. An infec-
tion is a serious thing when you're talking about people with
suppressed immune systems. You always have to watch out for
fevers. You call the hospital and tell them the child has afever
and they tell you bring the child to the hospital. The doctors
conveyed to us that if we had a suspicion that something was
wrong, we were to share it with them. When it came to the
pediatric doctors, we found out that the doctorsreally listen to
the parents. Parents are with the child 24/7. The little changes
in the patient were noticed by the parents and were not always
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noted by the medical staff. This became real important on one
of Joshua's emergency room visits. That's another thing you
get used to: going into the emergency room. The nice thing
about Robert Wood Johnson, with the Pediatric-Hematol ogy-
Oncology unit right there is that there's always an oncologist
on call. When it came to the cancer kids, we never had along
wait in the Emergency Room (ER). We never waited long for a
doctor. By the time you got there, the ER staff was already
waiting for you. The most serious time we went through the
Emergency Room (not to dismissthat any tripsto the ER were
petty) was about a year into his treatment.



CHAPTER V

ICU

ior to thisone particular visittothe ER, wewere at homeand
Joshua called me to his bedroom. His voice had a ring of
concern. His bedroom was at the left rear of the house. When |
walked back there, | asked him what was the problem, and he
said, “L ook at this” He picked up theremote control of the TV but
ashepickedit up, it dropped out of hishand. | looked at him with
alittle smile and said, “Wadll, that's interesting. No big deal but
just for the heck of it, I'll cal the clinic” I've got some medical
background. | wasan EMT, and one of my last assgnmentsin the
5% Special Forces Group was that of Battalion Medical
NonCommissioned Officer. So | had agood ideaof al the things
that could be causing what | was seeing. The biggest concern |
had was the possibility of a stroke. The effects of a stroke can be
losing motor control or numbness in the extremities. | called the
clinic and within amatter of minutesthe oncologist doctor on call
called me back. | told him that Joshua had numbness and lack of
motor control in his hands. His response waswhat | anticipated. |
wastold toimmediately bring him to the emergency room. One of
their concernswasthat he had had a stroke. The chemo drugs can
do that. | got Joshua ready. We took off in the car.

We made the trip rather quickly. Point being we didn’t play
around. When | got him to the hospital, | didn't want to alarm
Joshua so when | approached the triage nurse | ssimply said my
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son was a patient in the cancer clinic and we have a fourteen-
year-old ALL (acute lymphocytic leukemia) patient with a
possible CVA. Joshua didn’'t really know what CVA meant. For
those of you that are non-medical types, Cardiovascular Acci-
dent, is another way of telling the nurse that | have aleukemia
patient with a possible stroke. The ER staff didn’t do awork-up
or anything at the waiting desk. The ER nurseimmediately took
him, started an 1V, proceeded to watch him, and called aneurolo-
gist. While we were in the emergency room, the ER staff put us
in this little side room. A new nurse soon came in and took his
blood pressure and temperature and informed usthat the ER doc-
tor would be there in a moment to check him out. At that time,
one doctor did come in and took alook a him. A few minutes
later he was moved over to the pediatric area of the ER. What
impressed me was what happened after they moved him.

| was standing next to him when | turned my back for a
moment. As | turned back around | noticed he started getting
very lethargic. | immediately went out of the room and grabbed
thefirst nursethat | saw, she was sitting at the nurse’s station. |
told her that my son was getting very lethargic.

Shesaid, “No, he'sjust getting tired. It’svery late at night.”

| looked her in the eye and said to her, “You have to under-
stand something. I’ve been deeping next to this kid for twelve
months. | know the difference between being tired, and being
lethargic. He'snot tired. He'slethargic.” | didn’t notice what she
did but evidently she trusted my judgement and authority as a
parent and hit some kind of button by the table she was standing
behind. By thetime| could physically turn around, there was an
intern, three nurses and a couple of other people that | didn’t
even know in the room. | knew there was something wrong and
was grateful the station nurse wasn't going to question it.
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Literally, in a matter of seconds, there were ten peoplein
the room starting I'Vs and putting him on oxygen. | don’t think
Sixty seconds passed after | re-entered the room when the pedi-
atric intensive care resident was there. There was also a
respiratory therapist in the room. It was reassuring to watch
them go to work so fast. Like | said, al this took place in a
matter of sixty to ahundred and twenty seconds. The intensive
care doctor never left Joshua's side after that. They immedi-
ately took him in and did a CAT Scan. They were trying to
determineif hedid have astroke. It was at that timethat, just to
be on the safe side, they took him up to intensive care. That was
our first experience with intensive care. Intensive care can be
very intimidating. Thisone particular visit to intensive carewas
kind of nice, if thereisanicevisittointensive care. The bedsin
intensive care arein abay kind of situation where everybody is
side by side. They did have one little private room. They were
slow that night, so they put Joshua in the private room. The
biggest thing Joshua wanted to know about being in intensive
care was how much money we were spending of the insurance
company’s funds. He got a kick out of every time we went to
the emergency room or intensive care because hefigured it was
costing the insurance company big bucks and since we were
making our premiums, he thought that was a cool thing. It's
amazing what floatsakid'sboat. That was one of hiskid things.
He figured the more they did to him, the more it cost the insur-
ance company. The neurologist showed up. The oncologist
showed up. Everybody who needed to be there was there to
take care of him. What was determined later was that it was an
adverse reaction to one of the chemo drugs. The end result was
that he did not have a stroke, but that his physical problems
were linked to an idiosyncratic neurologic toxicity of Ara-C.
Sometimes the cure is worse than the disease.

— 47—



CANCER: AN OceaN oF TEARS

The doctor told me that | could stay with Joshuain the ICU
for alittle longer, and that there was a waiting room down the
hall. | said, “Yeah, whatever.” Joshuadidn’t think that was going
to beagreat idea, which wasobvious by hisbody language when
they told me| could go wait in the waiting room. Asit turns out,
| wasn't having any of that either. | had brought a deeping bag
and | rolled it up underneath his bed and that’s where | crawled
up and went to dleep when hefinally dozed off. In typica Joshua
fashion, | was laying there on the concrete floor wondering if |
really needed to do this, when | noticed out of the corner of my
eye that he had positioned himself on the bed so he could look
under it. Joshua, of course, did this, to make surel wasstill there.
At that point, | realized that the concrete wasn’t so hard after al
and it would do just fine. The following day everything worked
itself out and hewastransferred downto PEDHEMOC. He knew
it was going to be a coupl e of weeks before he went home again.
As before, anytime he went into PEDHEMOC, it was going to
be ten days minimum before he was going to come home.

Going to the bathroom. People don't think agreat deal about
going to the bathroom. | never thought agreat deal about going to
the bathroom. Hospital stays could make going to the bathroom
ared seriousproblem depending on the patient’scondition. This
is particularly true with multiple 1V lines attached to the pa-
tient. Joshua didn’t like just anybody helping him with private
matters. He and | became in tune with each other’s needs.

When he would be confined to bed either due to too many
IV’'sor just because he was too weak or sick to get out of bed, he
would have to use a bedpan or urinal. He would not allow the
nursesto help him because he knew | would be showing up even-
tually and | would help him. The thing you need to understand,
and | fed | did understand, having been a medic in the military,
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was that a patient has aright to dignity. | saw no reason not to
afford the same dignity to my own son as | would to any patient.
Touching my child’s private parts (even though he was a teen-
ager) was smply a medical necessity. Having to use the urina
sometimesrequired meto manipulate hispenisto assist him. This
wasasimple patient procedure that didn’t make me squeamish or
cause any other reaction. Thekid needed hel p, and when you have
to go, you haveto go. | felt bad for some of the other kids whose
parents just couldn’t bring themselves to get involved in the per-
sonal care of their child. | noticed other parents facing the same
thing having alot of problems. They either called thenurseor told
the kid he had to fend for himsdlf. It's not fair to say | didn’t
understand the feeling because | did understand it. What | didn’t
understand was how aparent could alow their fedings of insecu-
rity or avkwardness to take over. The same thing would happen
later if he needed to have a bowel movement, using a bedpan. If
he needed someone to assist him, wiping himself, we just did it.
Heand | never had adiscussion about whether or not he should be
embarrassed. As hisfather, it was my job and | smply did it.

One time he became real concerned when the doctors and
nurseswanted him to use a bedpan; he hated bedpansfor bowel
movements. God, he hated that with a passion. | could see that
he was really apprehensive about using the bedpan. The doc-
tors told him not to get out of bed. | was trying to figure out
some way to help him when | saw that we had one of those
chairsthat you sit in when you take a shower. | took the bedpan
and | taped it to the bottom of this shower chair. What really
made it fun, for lack of a better word, was that he thought it
wasreally great getting over on the doctors that he could sneak
having a bowel movement just sliding off the bed right there
and utilizing this chair. It took us about twenty minutes to rig
this bedpan under the shower chair that we had gotten out of
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the bathroom. Little things like that, Joshuatook great pridein
and great enjoyment.

Often the bowel movements of patients on real heavy chemo
are nothing more than water. The thing about it is if you keep
wiping yoursdlf, it tends to make your bottom really, redlly sore.
So one of thethings | showed him wasthat after you had a bowel
movement, what you do is simply wipe yourself gently and then
take a shower and utilize the water to wash yourself off. On sev-
erd occasions, the bowd movementswere sointensethat hewould
get fecal matter on hislegs when he couldn’t control the process.
During the redlly intense bowel movements fecal waste would
get on hislegs, socks, and other clothing that he might be wear-
ing. | found it real important not to react to this. | would smply
put on a pair of gloves and take a washcloth and clean him off.
Take his socks, turn them inside out, and put them in the laundry
bag that we always had there in the room. This cleaning process
needed to be approached with athis-is-no-big-ded attitude. Usu-
aly what | would be doing while cleaning him up was talk about
something else, a TV show or amovie, giving it no moreimpor-
tance than walking out in front of the house to get the mail.

Showering. This was another concern because as a teenager
entering puberty, having to be bathed by your parentsisnot some-
thing a youngster is comfortable with. On several trips to the
hospital, he would be extremely weak; to have to be assisted with
showers was a concern to him. He absolutely did not want any-
body involved in the showering process other than mysalf. Hemade
that clear. He did not alow his mother, his sster, or any of the
medica personnd to assist him with bathroom functions. I, onthe
other hand, was trying to figure out away to preserve his dignity
but get him clean. When hewasreally wesk, I'd have himwear his
underwear in the shower. | would then bathe him, wash his hair,
under hisarms and hislegs and his sscomach and body. Then after
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these areas were clean, | would close the curtain and tell him to
now take off his shorts and wash his private areas. Then wewould
have to work out drying him off. | would take a towe and put it
over my head, covering my eyes, because what you have to under-
stand is that he's still connected to the 1V pumps; there is ill
anywherefromtwotothreelV linescoming out of him. Sol would
stand there and control the 1V lines. He would come out of the
shower and he would wrap atowel around himsdlf with my eyes
being covered by this other towel. Then after he was covered up, |
would remove the towel on my head and would dry him off. It
actudly worked quite well. 1t was functional and it preserved his
dignity. So he never had to worry about me seeing his private parts.
Thiswhole methodology allowed him to preserve his dignity and
allowed him to be comfortable in the process, we got him clean.

Patient care is al about assisting the patient whenever pos-
sible, and at the sametime preserving their dignity. Thisbecame
more evident one day when | noticed a parent dealing with her
child at alocal Kentucky Fried Chicken®. | was sitting there eat-
ing lunch when | noticed a couple with two children come in.
The parents appeared to be in their early 30's and the children,
two of them, a girl around eight and boy a little younger, sat
about 10 feet from me. As I’'m sitting there, the mother has the
girl stand as the father approached with the food and demanded
that she raise her shirt. For a second | couldn’t figure out what
they were doing. | soon realized that the little girl was diabetic
and the mother was going to give her an insulin shot right there
in front of God and everyone. This obviously was making the
girl very upset. The parents' idea of how to control the situation
wasto beratethe girl and to threaten her. | remember sitting there
getting angry. | wanted to walk up to the mom and ask her if she
wouldn’'t mind if someone sat her on the table here in front of
everyone and did a pelvic exam on her. The parents had no idea
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that there might be a better way to handle this. | felt sad for the
little girl. What would it have taken to get the food and walk out
to the car? Or better yet, smply take care of her medical needs
before entering the restaurant. Why do parents sometimes treat
their kids worse than they themselves would like to be treated? |
can truthfully say that we made surethat Joshuawas never treated
in such anasty and hateful way.

Another matter that came up, which most readerswill prob-
ably think is rather silly, is masturbation. Of course you will
only think itissilly if you are never faced with the problem. If
the following were your problem, you would then take it very
serioudly. Young teenage boys have physical needs, they’'rejust
entering puberty, and their sexual identification is coming into
full hormonal swing. | noticed right off the bat that when Joshua
was feeling really, really good in the hospital (as good as a
leukemia patient can be), he became more active. For aleuke-
mia patient, it wasn't that you had to be dying to be in the
hospital. It was just that he had an infection or afever and the
doctors were concerned and had to give him antibiotics. Any-
time Joshuawas given antibioticsin IV fluids he was admitted
to the hospital. Sotolook at him, he looked just fine and he felt
fine, but he was nevertheless trapped in the hospital.

| could gauge how hewasfedling lateat night when he thought
| was adeep, by the way he would stimulate himself. Now for
those of you that think masturbation isnot ahealthy, normal func-
tion, you're wrong. It's a perfectly normal function. It's an
absolutely normal function for a young teenage boy to mastur-
bate. Some parents would react and say, “Oh, my God, we need
to stop that before he goes blind.” | would notice he would be
doing thisand | would take the basic military premise. You might
ask what that would be! Well, you have what you would call a
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good roommate and agreat roommate. A good roommate would
deep so soundly that if you were masturbating, he would not
wake up. A great roommate would pretend that he was deeping
so soundly that he looked like he had not awakened. This be-
came an indicator of how bad things were. When hewasfeeling
good, hewould be very aggressive. When things were not going
well, hedidn’'t do it at all. That was one of the little indicators |
used to know how bad he was feeling. If you have achild that’s
going through this, you'll have to make your own decision. My
own recommendation isthat you make surethe child has privacy
even to the point that you have to acknowledge to the child that
you understand they’re doing this and it's no big dedl. Joshua
and | had thisdiscussion. Normally you would say you wouldn't
even bring that up, but | took the position that he had to learn
things rather quickly so we had a very frank discussion on the
whole process. Different activities come at different timesin a
child'slife. You usually havetheluxury of telling achild “When
you'reolder...” | wasn't taking anything for granted.

Another of life'slessons| felt | had to teach him was how
to sneak into movie theaters. People call it movie hopping.
Where you go into these multiplex cinemas where they have
ten, twenty, thirty theaters all in the same theater, you buy one
ticket, go in at noon and don’t come out until midnight. Thisis
one of the things that Joshua got the biggest kick out of doing.
He would love to go in, buy one ticket, and see three or four
movies. Since Joshua got sick, he needed to be in avery con-
trolled environment, and basically the first year and a half of
histreatment, hewas hardly ever out of my sight. Thefirst time
we went to amovie together, we came out of the theater and he
said this other movie startsin about twenty minutes, why don’t
we go over to seeit. | said, “What do you want to do, just stand
out here in the hallway?’
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Hesaid, “We'll just go in there and wait.”
| said, “You can’t do that because you could get caught.”

So | said, “Well, let me show you how to do this” Theway
we would do it iswe'd go into the first movie theater and take
the newspaper with us. Then after we came out of thefirst show-
ing, we would find out what else was still playing. We would
go into an alternate theatre viewing amovie we had no interest
in, waiting a couple of minutes until our second movie was
starting down the hall. Once the second movie started, we'd
move to that theater and watch our second feature. To be quite
honest, thisreally, really irritated my wife. She saw it as steal-
ing. | didn't see it that way. | guess my logic was it wasn't
hurting the movie theater that much. The biggest thing about it
Is that Joshua got a kick out of it. Joshua thought this was the
neatest thing since peanut butter and as long as he enjoyed it
and it gave him pleasure, by God, we were going to do it.

When he wasn't in the hospital, this is what we would do
on Sunday. Thursdays were also agreat movie day. Thursdays
because there was never anythingon TV and Sunday becauseit
just seemed appropriate. Sunday afternoon, sneak into themovie
theaters and stay as long as we could “sneak.” | think the best
we did was see like four moviesin a day. By the time we got
done, we could hardly see. We did this once in amovie theater
in Freehold and when we came out of the second moviethat we
had seen, for somereason, there were police officersin thelobby.
I’m sure they weren’t there for us but it was kind of fun to
pretend that they were. We sneaked down the back hall, out the
back of the theater, around the building, and to the car. After
entering the car, we took off real quick. That gave him a big
adrenaline rush. You find that those simple little thingsin life
tend to make all the other misery bearable.
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Pepsee

hey say nothing happens by accident. Everything has a

purpose. We had a couple of Rottweilers. The female’'s
name was Pepsee, and her brother’'s name was Smooch. A
couple of years earlier we had to have Smooch put down
because of hip dysplasia. About nine or ten months into
Joshua’ streatment, Pepsee suffered the sametype of condition
as her brother. She could hardly walk anymore. Without being
cruel, having to put the dog to sleep is the best thing that ever
happened. Before you think I’ m cold-hearted and insane, what
you have to understand isthat Joshuatook Pepsee’s death very
hard. What happened is that we had to tell him that Pepsee
had to be put down. Thisreally bothered Joshua a great deal.
My wife actually told Joshuawhat had to be done with Pepsee
because | chickened out. | couldn’t tell him. A problem
developed that he had to take his medication that day and he
refused to take it. Knowing that Pepsee was to be taken to the
Vet was very upsetting to him. My wife called me at work,
had me come home, and told me that he wouldn’t take his
medication. We did allow him time to say goodbye to the dog
but then he got very depressed. Joshua and | started to get
into an argument about him taking his medication. Joshuatold
me he didn’t want to take it. | told him that he had to. This
exchange of words went back and forth. | was trying to walk
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that fine line between being a consoling parent and being a
parent that in fact knew he had to take these drugs.

Joshuawas sitting in my chair in front of the TV and | was
standing off to the corner in what would be the dining room area
trying to convince him, knowing all the time that he was upset,
that he had to take this medication. He just steadfastly refused
todoit. | finally cameupon anidea. | looked at him and said, “|
know you're upset, but have you ever stopped to think that maybe
this is upsetting for me too? Did you ever stop to think that |
needed to be comforted and | needed ahug?’ Well, it waslikea
light went on in his head as he realized that he needed to take
care of me. He came over and just wrapped hisarmsaround me.
It didn’t take him more than a second to realize | was crying. |
loved the dog too and there was nothing we could do about put-
ting her to deep. He cradled mein hisarms, and then amoment
later stated that he was going to go back to his room. | saw no
need to push the medication thing just then. It wouldn’t matter
if hetook it then or maybe alittle bit later.

| asked, “Do you want me to go back to the room with
you?’ His response was something to the effect of, do what
you think you need to do. So | followed him back to hisroom
and watched as he lay down on his bed. At this point, he was
starting to sniffle alittle bit and tears were coming out of his
eyes. | remember crawling up in the bed next to him and just
wrapping my arms around him. Joshua was about a hundred
and forty pounds, | guess. I'm about two hundred and fifty
pounds. | just engulfed himin my arms and held him there as
he cried.

He started to understand how important he was when he
noticed | wasignoring my cell phone and pager. Before when
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they would go off, everyone would have to be quiet and not
interrupt. Everyone in the family knew that business came
first. As | lay there holding him, my pager and cell phone
went off and | ignored them. Repeatedly this happened dur-
ing that afternoon. Finally after what seemslike adozen pages
and an equal number of cell phone calls, | went to get the
home phone and brought it back to the bedroom. | don’t know
why | brought it back to the bedroom; it just seemed that’sthe
way it developed. | called the office and told my secretary to
leave me alone until | called her. | crawled back on top of the
bed with Joshua, wrapped my arms around him again, and
felt him melt into my embrace. | knew that at that point he
understood how important he was. He understood that | was
forsaking all the business and any potential moneymaking
things that were happening that day because it was more im-
portant that | stayed with him. About an hour or two later, Pat
came home. Pat had taken the dog to the vet and for Pepsee,
the job was done. When she walked to the back of the house,
and saw us in hisroom, the look on her face was one of sur-
prise. Pat stayed in the doorway without saying anything for a
few moments, then left and returned to the living room area.
The process of lying with and holding my son while he cried,
he never did stop crying, lasted approximately six and a half
to seven hours. | say Pepsee dying was the best thing that ever
happened because after she died, and after that day of just
holding him for hours, Joshua was never afraid to hold or be
held. When hefelt bad he would simply pull himself up to the
chair that | was sitting in and would literally pick up my arm
and put it around him. He would hug his mother. He would
get this silly voice amost like an Elmer Fudd® type accent
and just say, “I love you.” He became much happier, much
calmer, and much more physically affectionate after that day.
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So | have no doubt that somewhere up in heaven Pepsee is
looking down on us and in her own doggy way, understands
that her greatest achievement was dying for a 14-year-old boy.

One of theinteresting by-products of Joshuabeing confined
for the first twelve months of hisillness, and not being able to
leave the house, due to a suppressed immune system, was the
learning of patience. Joshua got a kick out of people when he
went back to school who werevery upset when they got grounded
for a week or a weekend or they couldn’t watch a certain TV
show. He spent twelve months essentially being grounded, be-
ing locked up in the house. He wasn't allowed to go anywhere.
He didn’t go to the malls. If he did go somewhere, which was
rare, it had to be with me. After ayear or so, the only place he
could go was to the movies late at night. We would go into the
late showing of a movie that had been out for several weeks
because we knew there wouldn’t be a crowd. One of the things
you want to do is what they call a ten-foot circle. Don't let
anybody within ten feet of the child. This barrier was easier to
maintain during the late night movies. He seemed to enjoy that
quiteabit. The other thing hereally got into was the Sega® type
games. Mortal Combat I1® was his favorite. Being an expert at
Mortal Combat |1 became a small problem.

This problem with Mortal Combat 11 manifested itself later
when he finally was able to go out. Aswe were ableto visit the
local malls, Joshua would always want to head to the arcade.
I’d give him a couple of dollars, and into the bowels of the
arcade he would go. It was areal pain in the butt waiting for
him, but he enjoyed it and the reason for the outing wasfor him
to have some fun. The only problem was, he started hustling
kids with Mortal Combat Il. It was quite amazing to watch
him. Hewould sit there and play avery casual game. Sooner or
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later some poor kid, the mark: person being hustled, would walk
up and ask if he could play and Joshua would let him. Joshua
would hold back and let the other player accumulate points.
Joshuarefrained from killing his opponent’s character, choos-
ing only to offer up a minor string of assaults against his
opponent’s computer generated hero. After the mark thought
that he could beat him, the foolish kid would offer to bet a
guarter, fifty cents, seventy-five cents, sometimes even a dol-
lar. Joshua would wait to do his stuff till it got up to adollar a
game. Once the bet was made and before the mark could blink
his eyes, the character would be dead. The thing Joshua got a
chuckle out of was that if anybody gave him a hard time, he
would just say talk to his partner and his opponent would turn
around and I'd be standing there. | remember one time Joshua
did this in the East Brunswick Mall; he started hustling some
kids. | suggested that he'd better be more careful about hus-
tling the inner city kids. He let some guy beat him on a couple
of games and the other kid boasted he would bet Joshuaacouple
of dollarsand he would take all his money. Joshuabelieved the
other kid to be arrogant. Joshua said fine, but instead of slowly
beating him, Joshua gavethiskid about thirty secondsand killed
off three of hischaracters. Thisfast action really pissed the guy
off. | thought there was going to be alittle confrontation when
Joshua stated, “You could get in my face with the problem, but
you've got to get in his face too.” Of course his disgruntled
opponent turned around and | was standing there. This wasn’t
the greatest pastime for him to be involved in. | figured while
he was going through thistreatment | would allow him to have
his little bit of happiness. This hustling never got outrageous.
The most | think anybody ever lost was a couple of dollars to
him. But it was just a wonder to watch him hustle these kids
with the Mortal Combat |1 series.
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Onething | haven't talked too much about is how much the
child should betold about his particular disease. Joshuawasthir-
teen when hewas diagnosed. A thirteen-year-old can understand
anything if you take the time to explain it right. We chose the
path of telling him everything and keeping no secrets from him.
Obvioudy if thechildisfour or fiveyearsold, thisisnot going to
be an appropriate response. My wifeand | had decided wewould
keep nothing from him, and that was areally good thing because
all through histreatment, Joshuaknew he could trust hisdoctors.
Joshua could tell if his doctors were holding something back
from him. If they did, he would discuss his concerns with his
mom and me. Everyone soon came to understand, including
Joshua, that his mother and | would be up front and honest with
him. The doctors redlized that they should answer his questions
very frankly. In fact, one of the discussionswe had with the doc-
torsat thevery onset of treatment was how much of hiscondition
and treatment did we want themedi cal staff to discusswith Joshua.
My opinion wasthat it was hislife and anything that involved his
life should be discussed with him. During his entire treatment,
we kept no secretsfrom him. He knew at every given point when
thingswere going good, when thingswere going bad. That’sjust
the way we chose to handle it. | would never take the position
that aparent was handling it wrong if they withheld information
from achild. One thing | have learned over the last few yearsis
that how people handle their own family is strictly up to them.
There is no right or wrong way; it's just the way you choose,
remembering always to follow your gut instinct, and not be
swayed by others doubts.

Television became very important to Joshua. Not only was
it an escape from boredom, but it became a forum for him and
meto begin discussions. TV became agreat tool to begin com-
muni cation between him and me. As stated before, Joshuanever
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liked to talk until after midnight. Our routine was that we had
certain showsthat we alwayswatched together. What was amaz-
ing about it, even though I might not be home, he would tape
these shows so that we could watch them together. Every time
he would do that it would remind me of an old, old episode of
Eight IsEnough. | think it was areunion show. The father char-
acter was feeling depressed and the daughter, who was now
grown up and had children of her own, went to the refrigerator
and made him a sandwich of peanut butter and sardines and
then served it to him at the kitchen table. Thiswastaking place
late at night. He looked at her and said, “I really hate peanut
butter and sardine sandwiches”

Her responsewas, “ But that’swhat | used to make you when
| was alittle kid.”

He responded back, “Well, if your son made you a peanut
butter and sardine sandwich, what would you do?’ Of course
the obvious answer was that she would eat it. Joshua would
tape television shows that were entertaining but had he not
taped it, | never would have watched it. He did have some
favorites. He loved Ally McBeal. He always made sure that
the Star Trek® episodes were taped for me. Deep Space 9°
was on at the time. So was Sar Trek Voyager®. So whenever
he had a chance, he would tape those for me and we would sit
down later and watch them together. By and large, another
favorite TV show was Law and Order. Law and Order re-runs
would go on at eleven-thirty. For some reason, he just latched
onto that show and it didn’t matter if it was repeat after repeat
after repeat. He would sit there knowing that “1” wanted to
watch Law and Order. There were many nights, particularly
when he wasn't feeling good, that we would stay up together
until he fell asleep in front of the TV.
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Sleeping Arrangements

Sleeping arrangements were another thing that was rather
unique. When Joshuafirst came home after being in the hospi-
tal a couple of months, there was a concern to keep an eye on
him because he was still new to the treatment and we didn’t
know what to expect. Joshua’s mom and | knew that he had to
be watched rather closely. Pluswhen he came home, he usually
had 1V fluid that had to be administered to him vialV pumps,
which required a great deal of maintenance. The pumps were
constantly getting air bubbles in the lines. When the bubbles
formed, the alarm would go off, the pump stop, and we'd have
to purge the line and check everything. We got pretty good at
that. The other thing that required maintenance was a surgi-
cally implanted IV linein his chest. Thisline is used for both
IV fluids and various drugs. These lines have to be flushed ev-
ery day and maintained because they are just like any other
kind of wound; proper wound care was a must. You constantly
have to maintain avigilance to keep infection away. That's the
secret about kidswith leukemia. It’s not the leukemiayou have
to worry about all the time; it's infection because the immune
system is supressed. In our living room we have a hide-a-way
sofa. Thisisthe L-shaped type with kick-up chairs. Joshua fi-
nally did come home. He slept on the fold-out bed part of the
couch. The balance of the couch iswhere | slept. It was over a
year into histreatment before we actually felt comfortable put-
ting him back in his own room. Hisroom was at the end of the
hall just across from mine. Still most nights we would stay up
late watching TV and he would talk about everything and then
he would fall asleep on the couch. After he would fall asleep, |
would go back to my room. Some nights he would go back to
his room, others he would stay right where he was. He was
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never quite comfortable going to sleep on his own for at least
twelve months into his treatment. Mostly he fell asleep while
watching TV. | would just stay up until he did fall asleep, then
| would throw a blanket on him and depart to my room. | guess
that was the equivalent of reading someone to sleep at night
when they’realittle child. The only difference being that in the
morning I’d haveto go to work and hewould sleepintill twelve
or one 0’ clock. Joshua never was an early riser.

One of the hardest things about taking our two kids any-
where together was Kristin would want to get up and go at the
crack of dawn and Joshuaand | liked to sleep in. Kristin wanted
to run, run, run. Joshua’s idea of afabulous vacation would be
towatch TV, stay up alittle late at night and sleep in the morn-
ing and don’'t bother him. These two philosophies were not
compatible.

One of the things you have to be aware of is that the medi-
cation that kids are on will do alot of different things. Chemo
could make him sick as a dog. Some side effects can weigh
heavy on your ability to cope. Probably the hardest thing to
deal with is the combination of hormones in their own body
and the steroids that they start taking. M ood swings is prob-
ably not an appropriate label for the condition, but the problem
isbecause of the combination of the hormones and the steroids.
Sometimes Joshua would get extremely cranky and argumen-
tative. If you think the Incredible Hulk® had a personality
problem, you should try ateenager on steroids with hormones
racing through his body! Even though he knew thiswas adrug
side effect, it really didn’t help much as far as trying to keep
him mellow. | have no pat answer in telling you how to deal
with this particular medication side effect. The biggest thing
you've got to remember isthat no matter how many timesyour
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child starts bouncing off thewall, you’ve got to understand that
these medication side effects have nothing to do with your child.
They may say things that are hurtful and mean. The stress of
the situation is going to show its ugly head in the form of ac-
tions that are out of character and by anyone's definition
inappropriate behavior. Deal with the situation, asbest you can,
and remember thistoo shall pass. Of course taking Joshua out
and letting him have an expensive cigar always seemed to aid
the passing of these bouts of hyper activity/nastiness.
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Telling People
My Child Has Leukemia

We know, Joshua knows, now it's time to tell others. If
you think it was hard sitting in the room while the doctor
informed usthat our child had leukemia, you areright. However,
the next thing that’s aimost equally hard is that you have to tell
loved ones. I’m not talking about the people you work with, the
newspaper boy, the lady at the local shop. Uncles, aunts, sister,
grandparents, friends of your child, and all those other people
who have grown up with him need to be told.

The first person you have to tell is the child. This is not
going to be one of those let me kiss it and al will be better
talks. | remember telling him that the next few years would
require a lot of time at the hospital and that he had leukemia,
whichwasaform of cancer. Hisfirst reaction wasto say, “fine,”
but he did not want to talk about it, and hedidn’t. | asked him if
he had any questions and he responded with no. | asked him if
he understood what | said and he stated, “yes.” At the time he
simply would not, or could not discussit. | soon learned that
Joshua liked to do al histalking late at night when everything
was calm (midnight to 2 am.).
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Joshualiked to be macho. But, when it cameto deeping inthe
hospital at night, he never once stated that he should be alowed to
stay by himsalf. That's the way it was; when Joshua was in the
hospital | was in the hospital; that was my job. One thing that
hel ped was keeping asmal | over-night bag packed. Thebag should
contain toilet items and a change of clothes. A cdlular phoneis
aso amust. Having a cellular phone will make communicating
with family much easier. Remember not to use the phone or any
other eectrical equipment, around the heart monitors. It interferes
with the equipment’s operation. Another thing that you will want
to haveisseverd of thecalling cardsfor thein-room phone. Make
sure that the cards do not expire even if you do not use them. At
Robert Wood they gave them to the kids for free; nice perk.

The night we found out Joshua had leukemia my wife told
hissister Kristin; | wasat the hospital. As| understandit, shedid
not take the information very well and spent most of the night
crying. A few dayslater, when Kristin noticed my wifewas pack-
ing many things for Joshuato have at the hospital, she offered a
joking remark. Kristin asked why her mother had not done all
these extra things when she was in the hospital. Pat responded,
“When you were in the hospital, you were not dying.” My wife
alwaysfelt bad for saying that. | know Kristin meant it asajoke,
but it is one of those memories that linger on.

We found out on a Friday that Joshua definitely had leuke-
mia. We had decided to wait on telling people until we knew
for sure what he had. We now knew. | needed to tell my par-
ents. Since David, my brother, and my parentswerein Atlantic
City having a much-deserved rest, | didn’t see the need to call
them and ruin their weekend as well. | figured over the next
couple of years we would get enough memories of things as
they happened. | didn’'t need to create one pairing Atlantic City
and Joshua sillness.
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The first person | tried to call was my youngest brother,
Jmmy. It seemed every time | called, he was not home and his
wife Lorna would answer the phone. Ever time Lorna would
answer the phone, | would just tell her that | was looking for
Jmmy. | did not want to tell her about Joshua until they were
both together. I knew Jimmy would be upset, but what | did not
count on was how upset Lorna would be. | later learned that
oneof her friendshad achild with leukemia. It seemed | under-
estimated her feelings. It turns out that she cried asmuch asthe
rest of us. | never did tell Jimmy myself. Jimmy found out, as
did David and Ricky my oldest brother, from my mother.

Telling parents. My wife offered to tell my parents. It was
nice of her to offer meaway out. | felt it wasmy responsibility to
tell my parents. After they returned from Atlantic City, | called
them. Every time| called, my father was home by himself or my
mother was home by herself, so to tell them aone would not be
smart. So| called, and called, and called. Finally about themiddle
of the afternoon on Monday, | called and got my mother. Shetold
memy father had just returned homefrom hisouting. | had called
from the car as | was leaving the hospital. The hospital is about
two miles away, so | told her | would be over in afew minutes.
On the phone, | purposely did not tell them there was a problem.
It seems my mother has great insight; she knew something was
wrong. | went over in my head how | would tell them. | rehearsed
every sentence down to the last comma. | knew it would be im-
portant that | keep alevel head and a straight face when telling
them. | went over and over what | would say, even as| pulled up
to their house. | should have known my mother would suspect
something. When | pulled into thedriveway, shewasaready stand-
ing at the doorway with the door open. | got out of the car and
started to walk towards the door. It seemed all my intentions to
stay calmwereawaste. With every step | took towardsmy Mother,
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| started to cry more and more. | could feel my face crunching
and my eyes weeping. The closer | got to the door, the more |
could not control the tears. | could see my mother’s face. She
looked down from the porch and asked what was wrong.

All I could say was, “ Joshua hasleukemia.” Her immediate
response was, “Oh, no.” Then she started to cry. Whilethiswas
happening my father was sitting in his special chair just next to
the door. He got up from his chair and walked a few steps to-
wardsus. | remember looking him in the eye and saying Joshua
has cancer. | always see my father as a strong man even though
he isin his '70s. But at that moment he looked like a little
waste of a man. He just stood stunned, in shock, stooped his
shoulders and cried.

Inal my years, | have seen my father cry three times. The
first time caught me by surprise. | had first entered the Army in
1972. | had not been gone too long when | came home unan-
nounced from Basic Training and surprised them. When | came
into the house, he gave me a hug and just started to cry. At the
time | never understood it or appreciated the depth of his feel-
ings. It takes being a father to understand. The second time |
saw him cry was the same day. He had purchased a scratch-off
ticket for the lottery. As we sat in the car, he scratched off the
covering and he found he had won two dollars. He started to
cry again, saying he was the luckiest man in the world, he had
his son home and won two dollars. | am now 45 yearsold and a
father of two, and | understand. The news about Joshua had
become the third time | saw him cry.

We sat in the living room and | told them as much as |
knew. | could tell my mother was handling the information rea-
sonably well, but my father did not. He would start and stop
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crying the whole time. Finally he just lowered his head and
asked God that he'd be taken and not Joshua. Then he pro-
fessed, “Joshua had his whole life ahead of him and that I'm
old.” At the time the only thing | could do was get up and hold
him, and tell him no one was going anywhere.

That 10 minutes | was there seemed like an hour. My wife
had offered to tell my parents. In hindsight part of me wished |
had let her. | tried several moretimesto find my brothersto tell
them but they were never around. Finally | asked my parentsto
explain the situation to them. Having my mother and father tell
my brothers was definitely wimping out. What can | say?1 just
could not beat up on myself again anymore this day.

Jmmy found out when he cameto my parents’ houseto pick
up some equipment. My father told him that my mother needed
to talk to him about something. He suspected it had to do with
moving some of hislandscaping supplies. When hewent into the
house, my mother told him Joshua was in the hospital with leu-
kemia. At first he stared at her in disbelief. It took Jmmy about
20 minutes to get up to the hospital where | was with my son.
Jmmy and | met in the hall. His first reaction was definitely
anger. | could see he was trying not to cry but he was not very
successful. | placed my arms around him and held him briefly
but he just could not simply stand there, so he started to walk
short steps back and forth under the sign that said Pediatric He-
matology & Oncology. After he calmed down a bit, he went to
see Joshua. He did a very good job of maintaining his compo-
sure. It was later that night that | saw David. When | first saw
him, we were inside the double swinging doors where you enter
the clinic. | motioned for him to go outside the clinic with me.
We went into the hallway and he asked me how | was doing.
“Not well,” | responded. | could see he wanted to cry but he
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surmised that | needed to more. So he wrapped his arms around
meand | let go like asmall child who had fallen off abike.

After afew minutes we both went back into the clinic and
stayed with Joshua. As| remember it, 24 hourslater iswhen Ricky,
my older brother, who livesin California, found out. My mother
told him when he called the house. The next day Joshua had this
really large basket of stuff delivered to him from my older brother.
You could aways count on Rick for things like that.

The next person that had to be told was Erin. Erin was the
mom of Joshua s best friend Ernie, not to mention shewas also
like asecond mom to Joshua. My wifetold her. As| understand
it, she became very upset. When she would come up to the
hospital and visit you could tell she had been crying. It was
very hard for her not to cry when she was there. In fact every
time she came to see Joshua, she would cry. Erin told her son
little Ernie about Joshua's condition. Little Ernie was a very
important factor in Joshua’s treatment.

Assoon as Pat had Joshua' sdiagnosis confirmed, she called
her mother in Colorado. | was glad she was the one telling the
rest of the people we knew. Telling people, to me, islike walk-
ing over hot coals, and | was glad to let my wife do it.

Everyone else that had to be told the news would have to
wait. There were other family members, cousins and such. For
the most part, those folks were not in aposition to have day-to-
day contact with Joshua. The inner circle had been informed
and the rest would be gotten at alater time.

Asyou will seelater in thiswriting, many people were not
told that my son was sick. Joshua wanted his illness kept pri-
vate. Joshua'sinstructionsin many areas differed from the way
I might do things, but it was hislife and we did as he asked.
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Meeting People
Along the Way to Recovery

hile Joshua was going through treatment, there were a

lot of people that we met that were just totally
remarkable. This section of the book is going to deal with all
those people. Many of the folks | will be writing about will be
family members. Others will just be plain folks, much like the
person that you sat next to on your last plane ride or at the
movies. Still otherswill be some of the many folksthat | worked
with and cameinto contact with as| traveled with Joshua. Each
person we cameinto contact with offered hisor her own unique
thing when it came to Joshua and me. In thiswriting | tried to
remember all the good in people, and with as much
deliberateness | tried to forget the bad.

Obviously the people that had the most impact would be
his mother and sister. Kristin is aimost four years older than
Joshua, and as of thiswriting, she now hasafamily of her own,
awonderful son named Dakota, Koty for short, and a new, just
aswonderful little girl named Iliana. Kristin started her family
early. One of the things that Joshua would say to his mom was
that if things didn’t work out, she would still have Dakota. Ev-
ery time hewould say that, it would really sadden Pet. | believe
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he made these statements to make her feel better, but just as
equally, | believe that he said it so no matter what the outcome;
he wanted people to know that life would go on.

If I'velearned onething, I’ velearned that each person brings
their own strengthsto the situation, and no one can dictate how
people will or will not face a dilemma such as treating a child
for cancer. Pat is a pretty strong lady. She truly is very much
moreapillar of strength than | am. | found it at timesto be very
difficult to deal with the fact that | had a son that was sick. Pat,
on the other hand, went day by day, or as we say one day at a
time. Pat was del egated to make sure he took his pillsand other
medical treatments. It was obviousthat she got the worst of the
health care duties. She also got to play the heavy; many times
shewasthe bad guy and | would get to come along and save the
day. She would tell our son that he couldn’t go somewhere or
do some activity and Joshuawould resign himself to that. Then
I would come home and he would want to go somewhere and |
would take him with me. Pat had the bad guy rolein all of this.
Bad guy role. Who in their right mind would want that role? To
be honest, | can’t tell you if we ever discussed it. It just seemed
that’s the way it worked out.

When treating Joshua, everyone just seemed to take on dif-
ferent aspects of the care. As | stated before, we never really
discussed roles, even though I’ m probably arrogant enough to
say that | think | forced Pat into hers. | took the role that |
thought was important to me, the one that | thought I could
handlethe best. Pat never said much about it and just seemed to
go along with the flow. Over the years of our marriage, she has
gone along with me on many things. | guessthat iswhy | love
her so much. Every time we moved, | would change careers.
When we had to uproot when | was in the military, she went
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along without complaining. She is responsible for creating a
good family. For al her strengths, | have to commend her. She
didn’t get to have alot of fun with Joshua during his treatment.
Onething hetruly enjoyed waswhenever hiswhite countswere
okay and hisblood work showed that he could be around people,
he would ask to be taken to the mall. Pat would stop whatever
she was doing and take him. She would then change her sched-
ule around however she had to so that she could pick him up at
the appointed time. It didn’t matter what she had planned; she
would simply interrupt her day, drop all things and take him.
That's just the way sheis.

When it came time for him to go back to school, shedidn’'t
want him to be bothered with the bus. So when he was able to
attend school, she would drive him every day. She didn’t want
him dealing with the one-hour bus commute. All the thingsthat
everyday parents did, she did, but then she went above and be-
yond. It is hard to deny your child the simple things like going
places and enjoying outings that most kids take for granted.

When Joshua's blood work was okay, Pat allowed him to
walk over to the mall after school. With work and everything,
it was a crazy inconvenience to her to later pick him up. By
this time we felt he was old enough to go to the mall by him-
self, as long as he was with a select group of friends. These
were the kids we entrusted with Joshua’s safety. These “mall
friends’ that he traveled with were the select few who knew
of hissituation, knew to protect him, and to keep meinformed
should anything go wrong. We relied on these friends to take
care of him. Joshua's friends could always be counted on.
Joshua became quite a mall rat. In his travels to the mall, he
got to know many people. Some, like him, hung out at the
mall, and still others were there as a source of employment.
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This extended family became very important to him. There's
no getting around that. With regard to the mall trips them-
selves, | think Pat felt that thiswas the one thing she could do
for our son that nobody else could. | know he appreciated it.

There are many things that she did for others as well. If
anyone needed something, Pat was the one to call. As far as
myself, whenever | needed a break, she would help me takeit,
saying, “Just go.” At one point in histreatment, things got some-
what hectic and | just needed a couple of days.

Pat said, “Go.” | can’'t imagine too many wives telling a
husband, “Just go.”

| worked for several years for Carnival Cruise Lines® asa
stage hypnotist, so | knew most of the boats. | would grab a
boat for three days and of course Pat held everything together
while | was gone. Pat also took our sonto all hisclinic appoint-
ments. Thisrequired her to sit therefor hours. That’s one thing
about treating a cancer child. A lot of appointments, a lot of
heartache, alot of hurry up and wait. A lot of sitting, watching
your child in pain and suffering, and not feeling good. I'm glad
my wife was around to do all that. Quite honestly, she handles
those things better than | do. | have ahard time taking the dogs
to the vet when they need treatment.

One of thefirst little hiccups we had was when one of the
videos came back late one day and the girl at the local video
shop gave Pat a hard time. She came home to me and was a
little upset about the hard time she was given. With Joshua in
the hospital, she didn’t need the extra grief. | went down and |
met a gentleman named Toby. He worked there. | walked in the
store and said | needed to talk to him. He took me in the back
and | explained to him that Joshua had leukemiaand wasin the
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hospital. That the employees needed to understand that we
would be renting videos and that sometimes they would come
back late just because of thelogistics of the situation. Wewould
expect to be charged latefees. | really didn’t care; my wifewas
not to be hassled about why the tapes weren’'t back on time.
Toby turned out to be a good friend. After that meeting with
Toby, we were never hassled concerning the late returns. Toby
helped us out whenever he could. As far as the late charges,
sometimes they’d charge us, sometimes they didn’t. Their ef-
fortswere always appreciated. Whenever wedid get |ate charges,
wedidn’t feel dighted intheleast. They really treated us good.
Pat particularly appreciated not being hassled anymore about
thelatereturns. It seemed like Pat alwaystook the position that
she was in the background of life's goings on. Like | said, |
don’'t think we ever discussed it. It kind of got delegated to her.
She took over and stood in the shadows. | got to go places, do
things, and have fun with Joshua while she kept all the day to
day activitiesrunning smooth. Well, as smooth asthey can when
dealing with a child with cancer.

When Joshuawas going for surgery, wewould both be there
but | would always go with him into the operating room, stay
with him until the medication kicked in, then I’d come out and
we'd gotothewaiting area. Thewaiting areawaslikeabigfish
bowl. I'll never understand why they do it that way. There are
numerous chairs and a TV there, with some reading material
and a “hostess’ of sorts that keeps track of who is there. The
walls are big panes of glass. People walk by knowing it is the
surgical waiting areaand it isobviousthat they all wonder about
the people in the “fish tank.” It is quite disquieting just sitting
on show for the entire world to see. If | were ever going to
make asuggestion to the hospital, it would be that they’d change
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the surgical waiting room into a more private area, maybe add
Internet access. Add a couple of TV s because someone always
has the financial news on. At least half the people in the wait-
ing room don’t seem to bethetypeinterested in financial news.
Family membersand loved onesare nervous, scared, and they’re
uptight, but | think they would appreciate havingaTV oninthe
background. The hospital should definitely isolate them from
the rest of the hospital. Sitting there being watched is a very
uncomfortable feeling. | took all these thingsin stride. During
the entiretime Joshuawastreated, | don’t think Pat had asingle
day to herself. Between the clinic visitsand al the other things
necessary to keep the household going, shedidn’t go anywhere
or do anything for herself. All she did was take care of Kristin,
Koty, Joshua, and me. She made sure she was around so if we
needed something, she would be available.

Pat got a notice for Jury Duty. She's always wanted to do
Jury Duty but that wasn’'t going to happen. We ended up get-
ting a note from the doctor to get excused because she had to
carefor Joshua. Just recently she got anoticefor Jury Duty and
| casually suggested that we run our business and she needs to
be around. Pat put the kibosh on that real quick. She really
wanted to do it the first time, but Joshua was in treatment so
she couldn’t. Come hell or high water, she was going to serve
thistime. That’sthekind of person sheis. She hasavery strong
sense of responsibility whether it’sfamily mattersor just things
she believesin.

Kristin became very important to her brother ever since
day one when he was told he was sick. She became his confi-
dante and above all became asource of food delivery whenever
he was in the hospital. Kristin spent agreat deal of time with
him during all his hospital stays. She also was the one del-
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egated to stay with him whenever | couldn’t be there at night.
Delegated. What a silly word to use. Kristin insisted that she
be the one to stay with Joshua when | couldn’t be there. Any
discussion otherwise would have been a joke and a waste of
good air.

Other peopleinvolved during this process had agreat impact
not only on Joshuabut also me, my family, and the people around
them. There is no hierarchy intended here but just a methodol-
ogy of trying to remember everybody involved. Sothe next person
I’m going to be talking about is actualy my father. My father is
a pretty strong individua. He went to visit Joshua quite a bit.
Joshua enjoyed his visits. He'd always get a gleam in his eyes
when grandpa was coming up. One of the great things about
grandpa coming up to his room was food. Even when Joshua
was sick asadog, he could eat. After one of many medical pro-
cedures, and after Joshuahad been moved back to hisroom, Peggy
theplay specialist stopped in to check on him. Looking at Joshua,
still under the influence of the anesthesia, Peggy made the com-
ment that when Joshua woke up from the procedure that the last
thing on his mind would be food. | told her she was wrong.
Peggy’s response was that she would bet us a dollar she was
right. As soon as the meds wore off, the first thing Joshua asked
for wasacheese steak. Thedollar wastaped to hiswall for along
time. Joshua was predictable.

Grandpa was aways bringing stuffed shells. Joshua really
liked those, too. If nothing el se, he knew hewas going to eat well
if my father showed up at the hospital. My father never liked to
talk about how serious al this stuff could be, so we didn’t.

My mother isan interesting person, full of love and charity.
Shedidn’t go to the hospital much. I think it just hurt too much
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to be up there. She never shied away from Joshua. When Joshua
was at grandma’s house, it was all hugs, love, kisses, and food.
She made all kinds of food for him, which is really good be-
cause hecouldreally eat. Like | said before, hereally liked the
biscuits. Nobody had any opinions because she didn’t go up to
the hospital often. It's just the way she handles things.

Ricky is my older brother. There were alot of years when
Ricky and | were growing up that we actually didn’t get along
very well. Aswe got older and had families, | think we started
to get along better. We certainly have more things in common
now. Ricky was hard to grow up behind, only because of the
limitations | put on myself. Ricky was the proverbial rocket
scientist. Actually, he is a rocket scientist. His current job re-
quires that he coordinate the efforts of those who make the
satellites and those who make the rockets or launch vehicles, as
they are called. Ricky has the gift of being extremely intelli-
gent. | have him to thank for my graduate work because one of
thereasons| pursued my second Master’s Degree was partially
so | could say | had more education than he did. Even though
now, it seems pretty childish. Ricky has given me a number of
things over the years but the two things that stand out in my
mind more than any other arefirst, aSwissArmy knife he gave
me just before | went into Ranger School. That was the first
memorable thing he ever gave me. Of course there were other
things he gave me for various holidays. But the Swiss Army
knife he gave me was something that he set out to buy based on
thethingsgoing oninmy life. | still haveit. | carried that knife
through Ranger School and Special Forces training. When |
went to Ranger School most of the guys carried these double
edged dagger-type knives which were limited in their use for
what we needed. | carried a deer axe, which is a small two-
pound axe my father gave me when | joined Scouts, and the
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SwissArmy knife that my brother had given me. Perfect com-
bination for what | needed. One of the red plastic sidesfell off
and | was told | could send it back to the company and they
would repair it or replaceit. I’ve never done that because | was
always afraid they would replace it. | want this knife. | didn’t
want anew one. That was one of the thingsthat he gave methat
| will always treasure. Once while in “Phase One” of Special
Forces training (there are three phases) | thought | had lost the
knife. | told everyone | needed help in finding it and they all
laughed. | told them my brother had given it to me prior to
entering Ranger School. On hearing that, everyone then stepped
into help find it; we did. They all understood a brother’slove.

The second thing Ricky gave me was the care and loving
he gave my son while all this hospital stuff was going on. He
was always keeping track of Joshua's progress. He would send
him books and puzzles. Ricky impressed me.

The next person on the list is David. David is the number
three son. I'm number two. David was the “go to” person if |
needed to talk to someone over abeer. David was always good
at getting Joshua to laugh when he had to stay in the hospital.

Jmmy is brother number four. Of al the brothers, Jimmy
and | have the most in common. | don’t mean this as a put-down
to anyone else. We run our own businesses and we bitch, moan,
and complain about our various clients. Jimmy is quite remark-
able. Jmmy takes everything to heart and he gets upset over
everything, whichisprobably to hiscredit. He's somewhat emo-
tional. He worries a lot. immy had more contact with Joshua
than anybody in my family simply because he and | would many
times go to the movies together and Joshuawould go with us. If
| was with Joshua and we'd go out to dinner, I'd ask Joshua,
“You want to call Uncle Jimmy?’ He'd follow with, “It's up to
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you. If youwant to call him, call him.” Sometimes| would, some-
times| wouldn’t. When Jimmy and | had plansto go out, immy
awaysunderstood that if Joshuawanted to go somewhere, Joshua
took precedence. A lot of times when Jimmy and | would go to
the movies, Joshuawould end up coming with us, or vice versa.
Joshuaand | would head out to the movies and JJmmy would be
grabbed up. We would start to the movies and | would say to
Joshua, “ Thisisamoviethat Uncle immy would like” Hewould
say, “If you want to cal him, call him.” The call usualy led to
Joshuaand | going to pick up Uncle immy. Jimmy didn’t liketo
drive at the end of the day. Jimmy was constantly checking up on
Joshuato seeif everything wasall right. He would see him when
he could. It was a little awkward for Jimmy, though, only be-
cause heworked in landscaping alot and he could never visit the
hospital going directly fromwork. Jimmy would haveto go over
to my mother’s house, shower up, change his clothes, and then
he would go to the hospital. He did that quite often. Joshua ap-
preciatedit. Joshua, | know, appreciated going along with Jmmy
and me to the movies, dinner, and things like that. Being treated
asan equal isan aspect of our travelsthat | cannot stress enough.
As often as the situation would allow Joshua was treated as an
adult. Joshua was not tagging along with the group, he was part
of the group.

Therewere alot of other people that had a strong effect on
Joshua. The nursesthat cared for himwerereally great. It takes
avery special person to work with children that are facing seri-
ousillness and possible death. It would be unfair to say he had
afavorite. But thetruth of itis, at one point heliked all of them.
At one point, he hated al of them. Joshua’s attitude toward the
medical staff was predicated on what they were doing to him at
that particular time. It’s just like his doctors. Some days his
relationship with a particular doctor was great, other days he
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felt put upon by them. The one doctor he definitely liked the
best was Dr. Michaels. | think heliked her the best because she
would talk to him, and not down to him. It’s not to say the other
doctors wouldn’t talk to him, but somehow Joshua and Dr.
Michaels clicked the best. Whenever he was admitted to the
hospital he took great delight in giving the staff a hard time. |
wouldtell himtolet up and hisonly responsewas, “ Yea, right.”

Pearl isawoman that ownsthe computer store. Pearl isquite
remarkable. She was extremely emotiona when she found out
about Joshua. The strange thing about it wasthat shereally knew
very little about him other than the fact that heis my son. When-
ever we caled, she would aways ask about him. She would
alwaysassure methat Joshuawasin her prayers. There are some
people that say, “Well, I'll put you in my prayers’ and it's said
with no more weight than “How are you? Where are you going
today? Did you go to the mall?’ Pearl truly cared, and | have no
doubt that Joshua was mentioned prominently and often in her
prayers. Her husband Pat is also quite aguy. Pat and | did busi-
ness over the years with nothing more than a handshake.

Some people we would never see again. Still, they were so
important to us. I’ll never forget the times during Joshua's treat-
ment, | needed abreak. I’m sure my wife needed a break too, but
she always took it as her responsibility to keep the home fire
burning and stand by in case anything happened. Every time |
would need a day off or something, she would say, “Nothing is
going to happen. Go. Worst case scenario, we'll call youand you'll
find away back home.” Oneinteresting thing about traveling that
| had not anticipated: fear. | never was afraid of dying before.
Now the thought of dying and leaving Joshua aoneto fight this
thing called leukemia was ever present. | mentioned this to my
wife once only to find out that she had the same fedlings.
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Angel on aBus

On this particular trip | was gone for three days. | jumped
on aboat, aCarnival® ship, and | went to the Bahamas. | left on
a Friday and would return that following Monday. I'll never
forget we had returned to Port Miami, gotten off the boat, and
now | found myself sitting in the buswaiting to be driven to the
airport. | was sitting by myself only for a few minutes when
this rather large woman of color moved into the seat next to
me. | found myself thinking | wished they had made these seats
bigger. Ignoring her, | used my cell phoneto call hometo check
on Joshua. | had my cell phoneleaning against thewindow so |
could get better reception becausethe signal wasn't very strong.
| called my wife and we were talking about all his blood work
so while you could only hear my half of the conversation, it
was obvious what we were talking about.

The conversation concerned itself with numbers and posi-
tive and negative and abnormal cells and such. So even to
someonewho didn’t know anything about medicine, it was prob-
ably pretty obvious that we were talking about medical stuff.
Aswith most conversationsinvolving Joshua, | wasemotional.
You try to say to yourself that an emotional response herein a
bus full of strangersis awkward at best, even though it didn’'t
really bother me as much as you might think. I'm pretty secure
inwho | am and where | am in life. | hung up the phone with
eyes glazed over and feeling that | just wanted to melt into the
chair, out of sight of all these strangers. At that moment the
woman reached over and put her hand on my leg. She then
looked me in the eye and said with a deep southern accent, “I
wasn't eavesdropping and | don’t mean to pry, but | take it that
you have a child that’s sick?’

In a soft emotional voicel said, “Yes, that’s true.”
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Without a hesitation she took her hand and put it over top
of mine and said, “Just so you know, | said alittle prayer for
your child.” The sincerity and love in her words truly moved
me. She then said, “Now I’'m going to say a little prayer for
you.” With that she turned away from me, closed her eyes, and
with the gentleness of abutterfly moved her lips as she reached
out to God for astranger on abus. I'll never forget that woman.
| don’t know her name; | only know that she was from South
Carolina, but I will remember her reaching out to atotal stranger
and giving him comfort. | hope some day she reads this and
knowsin her heart that I’ m talking about her. Some people be-
lieve that God places angels on earth disguised as people. If
that’strue, this stranger from South Carolinawas surely one of
God's special angels.

Onething | have aways found amazing is that if you look
within your life you can see God's hand in many events and
circumstances. | am reminded of a time when Joshua was 12
years old. His roller hockey team was selected along with an-
other team to play during half timeat aprofessional roller hockey
game at the Continental Arena®. Thiswas agreat honor for the
children and no one appreciated it more than Joshua did.

We were getting ready to leave the house when | spied a
roll of duct tape. Let me tell you, give a Ranger aknife and a
roll of duct tape and he can conquer the world. Seeing the tape
in the kitchen and having the helmet in my hand | figured what
the heck. | tore off two pieces and placed them on the back of
his helmet in the form of across. | figured, “Gee, it might not
help, but it can’t hurt.”

We got to the game early and all waswell. Half time came,
and the kids were sent out onto theice that had been covered so
the roller hockey players could use it for their game. | should
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point out that thisisthe same arenathat the New Jersey Devils®
Ice Hockey team uses. Joshua was sent in. Within a few min-
uteswas brought back to the bench and there heremained. Being
the concerned parent, | rushed down to the bench and asked
him why he wasn't playing. He responded, as he held his pro-
tective mask in his hand, that his face shield had broken and
without it he couldn’t play. He was devastated. When | asked,
“Can’t they fix it?” The response | got was that there weren’t
any tools or parts available and no time to seek them out.

| paused for a moment and then asked him to give me his
helmet. As he handed it to me | know he wondered what | was
going to do. | turned the helmet around removed the duct tape
that | had placed just hours earlier, and using the tape repaired
the faceplate. | handed the helmet back to him, told him to ad-
vise the official that the helmet was fixed, and that he could
resume playing. The official on inspection of the faceplate told
Joshua to take his position on the floor, and within moments
Joshua scored hisfirst goal in aprofessional rink.

| often wonder, “Why was the duct tape in the kitchen, why
did I place the cross on the back of the helmet (never did it
before), and why did the face plate break at such an important
event?’ All good questions. | guess some things are just left up
to faith.

Joshua basically had two friends he hung out with, Ernie
and Jason. They couldn’t be more different. If we needed Joshua
to get alittle bit of that bad boy spirit in him, well, we'd send
him out with Jason. Jason was good for that. Not that I’ m say-
ing Jason ever did anything wrong, but if akid was going to do
something wrong, he probably would do it while with Jason.
Jason and Joshua didn’t hang out alot but there were some key
times that Jason definitely contributed to making Joshua feel
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better about himself. Jason was a good kid, definitely full of
life. I'm happy that he was around. If anybody kept Joshua
thinking that tomorrow will be a better day, it definitely would
be Jason. Jason had all kinds of plans for when they got their
drivers licenses. The nice thing about all these naughty ideas
were that these very thoughts were the seeds of hope that we
needed to plant inside Joshua.

Ernie, God blesses Ernie. Erniewas definitely Joshua' s best
friend. Ernie kept him company the one year he couldn’t go out
and has aways been at Joshua's side. It was aways a funny
sight to see the two of them playing Nintendo wearing surgical
masks because Joshua' s white cell counts were way off and he
couldn’t have any outside exposure. Ernie would go with usto
the moviesoccasionally. Whenever Joshuawould go to themall,
Erniewould go along with him. Ernieand | had several conver-
sations and he knew that if he observed anything that was not
quite right with Joshua, no matter what he promised Joshua, he
was to come to me immediately and tell me. After Joshua got
sick, he was the one person we could trust to take Joshuato the
mall or on trips. We knew absolutely that Erniewould take care
of Joshua and not let anything happen to him.



CHAPTER IX

More Folks to Meet

me of the people that had the most effect on Joshua we

idn’t even know all that well. On one of his trips to the
local East Brunswick Mall, he and a couple of his friends got
into alittle pissing contest with the security guard. One of the
kids was running around through an exhibit and that created a
problem for the mall personnel. The security guard approached
Joshuaand hisfriendsand told them they needed to knock it off.
When the guard saw Joshua’s hooded shirt, he started to give
him a hard time about it, referring to the fact that wearing a
hooded shirt made him look silly and why couldn’t he be like a
“normal kid” and take the hood down. What the guard didn’t
realize was that the chemo had taken Joshua's hair and thisis
how Joshuachoseto hide hisbald head. Joshua, of course, being
your typical, arrogant teenager, told him to go screw off and he
wasn't going to take off the hood. The guard’s way of dealing
with them wasto throw him and hisbuddy Ernie out of the mall.

| arrived an hour later to pick them up when | noticed them
waiting outside. Waiting outside is not a good thing. When |
asked them why they were outside in the cold weather, they
both relayed the same story. In all my dealings with people, |
never remember being in arage as much as | was then. | told
them to stay in the car and | went into the mall. | approached
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the information desk and asked to see the highest-ranking se-
curity guard there. As| wastalking, aguy about 5 feet nothing
and ataller guy approached the desk and asked if anything was
the matter. | turned to the shorter of the two, who was wearing
lieutenant’sbars, and | et |oose with enough raw emotion to make
the devil himself back up. | told him what happened and | told
him that the reason my son was wearing a hooded shirt was
because he had cancer and that the chemo had taken his hair.
Now, it is not my intention to make you think that this event
was a pleasant exchange of words. | wasyelling, using various
dlang terms like that SOB, come to think of it, SOB was the
mildest term | used. | was angry and | wanted to hurt someone.

The supervisor said he would look into it and take the ap-
propriate action. As| left, | spied the guilty guard pulling up to
the entrance that | had just passed through. | approached his
vehicleand stood infront of it and then without thinking, brought
my fists down on top of its hood. | screamed at the guard to go
see his supervisor. At that moment | was looking forward to
him getting out of the vehicle. He didn’t. | saw the other two
guards coming out of the mall entranceto my rear and departed
to my own car. When | got home, we told my wife the story.
She didn’t see it as that big a deal because the guard didn’t
know of al the circumstances. Joshuawanted to sue the mall. |
felt the same way.

What makesthiswholeincident somewhat important iswhat
happened a few days later. Joshua again went to the mall, as he
did often. While he was there, this same security guard that had
thrown him out just days before walked up to him, extended his
hand, said he was sorry and offered any help that Joshua might
need. When Joshua relayed the story to me, he dismissed it as
just a series of events that happened with no more importance
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then that of walking out and picking up the morning paper off
the driveway. | looked him in the eye and explained that for this
6 foot plus, 250 pound man to offer hishand and help was an act
of courage and kindness that he should not forget for the rest of
his life. When | got done talking to him | truly believe that he
understood the importance of that one man’s actions. | can tell
you that while we may look disparagingly on most security
guards, this guy won my respect and admiration. \We hope today
that heiswell and living agood life.

Many people and places had an effect on Joshua. In
Princeton | had joined a cigar club. The place was hidden in-
side the mall at Market Fair. Hardly anyone knew it was there
and if you were not a member, you couldn’t get in. Joshua had
a specia relationship with the folks there. Even though there
were signs up that said no one under eighteen was allowed,
Joshuawas alwayswelcome. We could play pool, chess, or just
sit and sip brandy. Occasionally the employees would stop by
to talk, which wasfineto apoint. On several occasions| would
have to tell them that we were there for some quiet time and
they would just nod and leave us to ourselves. As for the age
requirement, the employees dealt with anyone who objected to
Joshua being there. | never had to get involved.

When Joshua’s blood work started |ooking real good, | took
that asasign, that we should go to Disney World®. The hospi-
tal staff took measures to ensure his safety and coordinated
anything he might need with the hospital in Orlando. Every-
thing was set for a great trip. Hey, any excuse to go to Disney
Worldisagood excuse! We flew down on TWA® Airlines (part
of Continental Airlines® now). Since we were carrying alot of
medications, syringes, and all kinds of pills and stuff, it was
suggested that we let the gate personnel know what we were
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carrying and why. When | got to the counter, | had a letter
prepared on clinic stationery that said why we were carrying
all the meds and equipment. | showed it to the woman and she
asked if we needed anything special, to which | responded no,
| was just letting them know because it was suggested to me
by the medical staff that they be aware of Joshua's condition.
Well, it turned out to be a very good thing because when we
got our boarding passes, we were surprised and amazed to find
out that the ticket agent had moved us up to first class. Joshua
really liked that. If there's anything in this world that Joshua
liked, it was being treated well.

TWA treated Joshua like royalty. When we left, everyone
wished him well and we were off to Disney World. Another fun
day in the sun was to be had by all.

At Disney World, we stayed in Disney Village®. The first
thing to do on entering the park was to stop at the Customer
Service office just inside Magic Kingdom®. To find it, you
enter the park and it is one of the first buildings on the left of
Main Street. Joshua's doctors prepared a note explaining that
Joshua should not be allowed to stand in the sun for long pe-
riods of time and anything they could do would be appreciated.
The customer service girl looked over the letter and then dis-
appeared into the back office. Several minutes later she
emerged and agai n approached Joshua and me. She asked how
many people were with the special needs person, and | told
her it was just the two of us. The customer service agent then
gave us special tagsto carry. They're great. You don’t have to
wait inline. Everything at Disney World and MGM® haslittle
side entrances that you can go through and skip the entireline
process. Joshuareally liked that. We saw every single event,
every activity, and went on every ride we wanted to without
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waiting in line. We actually saw all the parksin the three days
we were down there. The only difficulty we experienced dur-
ing the whole trip had nothing to do with the park or its
employees, but rather a fellow guest. It wasn't even a prob-
lem when you think about it.

We had decided to go over to the Jazz Club® on Pleasure
Island® to have a cigar. Joshua aways had time for a good ci-
gar. Also at the time Joshua had on one of hishooded shirts. So
while we were sitting there, agirl walked over. She was in her
late twenties, nice looking, about five-foot-three. We're sitting
at atableinfront of the bar, one of those elevated typesyou see
in arestaurant waiting area. Joshua was sitting across from me
as she came up from behind me. | just nodded, said hi; she
looked at Joshuasmoking acigar, noting that Joshua obviously
looked like a fifteen-year-old.

She stood there firmly and says, “Is this a father and son
thing?’

| was a little taken aback by it and muttered, “You mean
sitting here smoking cigars?’

She responded, “Yes.” She then walks closer to me: “Do
you really think you should be giving him a cigar?’

| responded, “I’m hisfather and | thought that was my de-
cision.” So she came back expressing to me words to the effect
that you should not be giving your son acigar because he's not
old enough.

Obvioudly irritated, | looked her in the eye and out of ear-
shot of Joshua, | responded. Joshua knew something was going
on but he wasn't sure what. He knew | would take care of it
whatever it was. Looking at her and talking in a low voice, |
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said, “Well, he has leukemia and he has a twenty-five percent
chance of not being here next year and by God, if he wants a
cigar, I’'m going to let him have a cigar. If you have a problem
with that, that’s too bad for you.”

| think that got her attention because she looked up and all
she said was, “Maybe | should mind my own business.”

Staring now, | said, “That probably would be appropriate.”

She walked away and | just turned back and faced Joshua
and he said, “What did she want?’

My only response to him was, “She just had a question.
No big deal.” That was the end of the discussion about her
and we just went on with our evening, listening to jazz and
smoking some really good cigars. The whole weekend went
realy, really well.

We saw all the activities, we went to dinner, and he really
liked the dinner at the Mexican pavilion. Hewanted amargarita,
alcohol and al, but that wasn’t going to work out. As far as
drinking, he shouldn’t have any acohol because it might have
interactions with the various drugs he was taking. At home |
would let him occasionally have the last ounce of beer, or a
little red wine. This far from home and our usual medical sup-
port system, | was going to be overprotective. That'slife. After
three days, we had to go home, and of course we were flying
back on TWA. Oh, we did have one last stop. The last night at
Disney World | asked him where he wanted to go eat. We ended
up at Hooters®.

The TWA staff asked us how thetrip was. | told them it was
“great,” and showed them my paperwork so they knew what
was going on. This return trip had a very specia flight atten-
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dant named Joseph. Big, tall, black gentleman that wore a lot
of gold jewelry. Again, without knowing it, they had upgraded
our tickets to first class and Joseph was the flight attendant
who took care of the first class section. Joseph treated Joshua
like gold. Anything Joshuawanted, Joseph made sure he got it.
| feel bad now because Joseph asked meif | knew the point of
contact at the Make AW sh Foundation® because he had aniece
that was serioudly ill. It was his desire to get in touch with the
organization. | told him | would look into it and try to find the
point of contact. Joshua's wish was to be a voice in a Disney
animation film. | alwaysfelt like an ass having not gotten back
to him. | did fly on aTWA flight some time ago and | did have
a chance to talk to some of the cabin stewards about Joseph.
They knew him, so | gave him my card and asked them to ex-
press my apologies and to please have him contact me. To date,
| haven’t heard from Joseph. I'm hoping that if he ever reads
this or someone knows him, that they pass on my name and e-
mail so that he might contact me. I’ m hoping that his niece has
recovered from whatever her situation was. Asfar as TWA Air-
linesis concerned, | have to admit that when | fly, | still ook
for the cheapest tickets and whenever TWA is equal to other
airlines, | alwaysfly TWA.

Another person that played avery important rolein Joshua’'s
treatment was Donna. Donna is the mom of a girl who knew
Joshua. No matter with whom | get into conversations, it’slike
Donna snamejust never sticks. She'sjust awaysreferred to as
Jamie’'s mom. Jamie’'s mom is very unique. Donna has blood
that isCMV negative. Now I’ m not surewhat all that isbut | do
know her blood is so good it can be given to infants. When she
found out that Joshuawas sick and at times needed blood trans-
fusions, she notified the approving authority that she would
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withhold donating blood to anyone else just in case Joshua
needed it. Donna was a regular blood donor. The problem is
that if you give blood, you have to wait a certain amount of
time to give again. Donna felt she couldn’t take the chance of
donating blood today for anyone else because Joshua might
need her blood tomorrow. This came to fruition on numerous
occasi onswhen Joshuaneeded platel ets or other blood by-prod-
ucts. They would call Jamie’'s mom and she would stop what
she was doing and come down and give blood. The hospital |ab
would separate the parts that they needed and do whatever they
do with therest. Donna’s ability to donate when Joshua needed
blood was extremely important because usually at thetimes he
needed it, we were talking a grave situation. It seemed like she
always had time for Joshua.

Another Very Special Lady

Some of my business ventures required an occasional deal-
ing with homeowners. This one particular homeowner was a
woman named V. Brooks. Mrs. Brooks s the epitome of class.
If there were ever to be an ebony princess, this person would
surely be the person that God intended to show up. Whenever
she talked to me, it was always Mr. Laurie. It was never Jack,
always Mr. Laurie. Even though occasionally I'd address her
by her first name, | tried to remember to address her as Mrs.
Brooks. Mrs. Brooks and | met on several occasions and as it
turned out, she worked at a local college. Prior to our second
meeting while going through the computer files, | happened
upontheoriginal fileand onthat file, it listed her husband. This
was a startling thing that | noticed the name of her husband.
When | discovered her husband's name, | called her office to
locate her. She wasn't there but | had her cell number, so this
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wasn't going to hamper my efforts to locate her. | asked her
secretary if she knew Mrs. Brooks well, and she said yes, she
had known her for several years. | inquired, “ Does her husband
also work at the college?’

The secretary responded, “Yes, in fact he did work at the
college but he was on aleave of absence”

| said, “ Thank you,” and hung up the phone and called her
cell phone.

| found her driving down theroad, “Hi, thisis Jack Laurie”

The first thing out of her mouth was, “Hi, how are you do-
ing today?’

| responded that | was fine and asked her how her day was
going. She replied that she also was doing quite well. | told her
that | had arather largefavor to ask. Shesaid if she could, she'd be
happy todoit. | saidif at al possible, | would liketo get apicture
of her hushand addressed to my son. | explained that he was sick.
Her smple response was, “Well, why would you want that?’

| smiled inside and stated, “Did you think | would not rec-
ognize your husband’sname?’ | could picture the smile on her
face. I'm sure this was not the first time this had come up in
conversation with other people. She said she would see what
she could do. You haveto understand that thisMr. Avery Brooks
is also known as Captain Sisko®, a high-ranking officer in the
Sar Trek® continuum. Severa days later, when we met for the
final time, she had an envelope that contained an autographed
picture of her husband in character and it was addressed to my
son, “ To Joshua, good luck, peaceand joy. Your friend, Avery
Brooks, Capt. Sisko.” When she gave me the picture, shejust
reached over and put her hand on my arm, and it was the gen-
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tlest of touches. She didn’t really say anything. She just knew
there wasn’t anything to say. She's a very gracious woman.
Joshuawas a pretty big Sar Trek fan. Most peoplewould leave
it at that but not her. Later Mrs. Brooks offered to make ar-
rangements for Joshua to attend a filming of one of the Sar
Trek — Deep Space 9° episodes. The picture hangs in Joshua's
room till this day, just to the left of the door as you enter.

More Special People

Another lady that had a great impact on Joshua's life even
though hedidn’t know it at thetimewas Mrs. Cipperly. | would
use her first name but quite honestly | don’t know it. Mrs.
Cipperly was the guidance counselor at Joshua's school. She
and the vice-principal of the school were the only two people
in the school that knew that Joshua had leukemia. That's the
way Joshua wanted it and it seemed like a pretty easy thing to
honor. The biggest thing she did for us was that she ran inter-
ference without giving up his condition. This running
interference was not only with the shop teacher but also with
most of his other teachers as well. More about how this great
lady affected Joshua's life later.

Joshua did go back to ninth grade. He missed his eighth
gradein the school and had to be home tutored. Joshuawent to
the Vo-Tech School in East Brunswick, New Jersey. He went
there because his sister went there. He just felt that it was a
tradition kind of thing, besides which he redlly didn’t want to
go back to theregular school. A Vo-Tech School isan extremely
wonderful opportunity for people who want something just a
little bit different from astandard high school. The biggest prob-
lem we had with him going to Vo-Tech in ninth grade was that
Joshuamadeit very clear that he didn’t want anybody to know
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about hiscondition. That was a problem because Joshuamissed
alot of school and some of histeachersfigured hewasas acker.

One of his most important teachers and in Joshua's own
mind, the most important teacher, was his shop teacher. Joshua
was a welding student. Everybody called his teacher “Big
Bird®.” | found out the reason they called him Big Bird was
because he was big and he alwayswore these yellow fire-retar-
dant shirts. So Mr. Cole, the shop teacher, was dubbed “Big
Bird.” The guidance people were starting to hear that Joshua
was not getting along with his shop teacher. It seems the shop
teacher was thinking he was sl oughing off and not taking things
seriously because he was missing school all the time. Word
was the shop teacher would do anything for akid who put forth
the effort, but a sacker recelved no quarter. Missing so much
school gave the impression that Joshua didn’t care about his
studies. Teachers assumed that Joshua was skipping school.
Truth is, Joshua never missed a day of school that he didn’t
have to miss. Even on days when he didn’t go to school, many
timesit wasunder protest because we kept him home and would
not allow him to go to school.

When Joshuawas in the hospital, he insisted that we make
up these excuses such as he was out of town, or something had
come up, or that he had the flu. No one in the school system
besides the vice-principal and his guidance counselor knew he
had cancer. When | found out his shop teacher was not being
nice and was not treating Joshua with respect, | had to meet
with the guidance counselor and explain my concerns. Mrs.
Cipperly said, “Things could bealot easier if you just told him
what was going on.” | agreed it would makethingsalot easier,
but Joshua'sinstructions were that we not tell and at that point
in time that was the deciding factor. Given those restrictions,
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the guidance counsel or did contact Big Bird and explainto him
that she could not go into details but that he needed to under-
stand that Joshua had not cut asingle day of school and at every
possi ble opportunity was attending class. Running interference
with the shop teacher was her greatest triumph. I’ m not exactly
sure what Big Bird thought was going on, but from then on he
treated Joshua great. Joshua truly appreciated it.

Mrs. Cipperly aso ran interference when it came time for
gym teachers. Joshuamissed alot of gym class. Sometimes he
didn’t want to get dressed. The other problem was Joshuawould
goto school, come home, and literally crash. Hewouldn’'t move
for hours. He had just enough energy to get to school, do what-
ever he had to do, come home to pass out on the couch or in the
bed. Also, he was playing hockey on Saturdays. There was no
way we would interfere with that hockey practice. It seemed
many times he lived to play hockey. So, again | had to go to
Mrs. Cipperly and seeif she could run some interference with
the gym teachers. Eventually | went to the doctors at the clinic
and said that | wanted a note to dismiss him from gym. The
doctor actually started to fight me on thisissue. Their original
position was that if he was healthy and well enough to play
roller hockey, then certainly he could take gym in school. |
explained my position as Joshua's father. | made the decision
that he had just enough units of energy to do the things he had
to do. He did not need to participate in gym and | needed the
note written. | would not categorize it as an argument. More of
a discussion where both parties disagreed. But it was realized
rather quickly that | wasn’t backing down and the doctor did
write the note which | later gave to the gym teacher.

One of the most interesting incidentsthat | had with people
is a meeting that | planned with Joshua's teachers. Joshua's
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gradesweren’t what you would call the best gradesin theworld.
Obvioudly, the fact that he missed a lot of school and he just
didn’t seetheimportance of homework and doing alot of study-
ing contributed to his grades not being superb. | don’t begrudge
him for that because in high schooal, | didn’t do well either. It
wasn't until | was agraduate student that | got the bug to learn.
Then | couldn’t get enough of it. | knew Joshua had the poten-
tial to befailing one or two classes. | expressed to my wife that
this summer | was taking Joshua out and we were going to
travel the United States. Just travel and have alot of fun. So |
called Mrs. Cipperly and asked if she could bring all histeach-
ers together for a meeting with me. It was my intent at that
meeting to tell his teachers Joshua was sick and would not be
going to spend time in summer school. He was going to go out
and have some fun. | didn’t care if they thought he was the
worst student in the world and | didn’t care if they wanted to
givehima*“D,” but given hisspecial circumstances, failing him
was not going to be a course of action that we were going to
accept. In the scheme of life, giving him an “F” for aclassin
high school just wasn’t important enough to alter the plansthat
| had for him. That was the original intent of the meeting as
you will see later things change.

Two other people that really had a big impact on things
were Ernie’s mom and dad, Erin and Big Ernie. The greatest
thing | can say about them is that they treated Joshua as if he
were one of their own. They took him places. They made him
feel like hewasn’t sick. They kept tabs on him. They were good
friends. We appreciated having them around. L et’salso not for-
get the food they brought us when things got real bad. These
food gifts helped us at some of our lowest moments.



CHAPTER X

Relapse

t was the end of April, and | had just left the office. | was

riding down Route 1. It'samazing when aconversation turns
to where you were when a certain event took place. The classic
example, of course, being, “Where were you when JFK was
shot?’ | remember for that event | was in school. | wasn't
particularly interested in the events of JFK’s life, but it seems
like you remember those kinds of things. This day | was
southbound on Route 1 in New Jersey. | had just passed Ridge
Road when my car phone rang. My wife was calling me and |
picked up the phone and expressed the typical greeting of, “Hi,
how are you? What can | do for you? I’'m working.” She told
me to pull the car over. | knew she was at the clinic and any
time she said something likethat, | knew it had to be important.
So | asked her, “What isit?’ She said, “Pull over.” | said, “I
don’'t need to pull over. Just tell mewhat it is” Shetold meto
pull over. So | pulled over into the parking lot of the Holiday
Inn and | asked her what was going on. Her response was that
the leukemia cells were back in Joshua's blood.

| felt like I had been kicked in the stomach by a Missouri
mule when | heard those words. | asked her where she was and
she responded that she was in the clinic. | said I'd be there as
soon as | could. | was due to fly out that weekend for three to
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four days on a contract for Carnival Cruise Lines, so the first
person | called was my agent. These trips generaly took me
rather far out of the United States. Most of the time it was in
Colombia, Panama, or Costa Rica. The nearest my stage hyp-
nosis show would have taken me was Miami or Key West. |
had to call the agent and tell him that | was not going any-
where. By thetime| got him on the phone, | wasalready crying.
| explained that | was not leaving and that he needed to make
other arrangements. He understood and agreed that it was ap-
propriate to back out of the contract to take care of my son.

Within thirty minutes, | wasat theclinic. It wasavery som-
ber experience when | got there. I'll never forget that Joshua
was sitting in an examination room and his body language re-
vedled that he knew he was screwed. My wife was there. |
approached her and gave her ahug. Then | turned my attention
to the doctor and asked, “Okay. How bad is bad?’

At that point Joshua s doctor turned to him, asshe sat in the
examination room, and said, “Why don’t you wait outside in
the hall for us?’

| couldn’t have been prouder than when he looked at her
and said, “Well, you can ask me to go into the hall and if you
want meto, | will, but whatever you tell my dad, he's going to
tell me as soon as you're done.”

At whichtime, | looked at the doctor and said, “He'sright,
because whatever you tell me, I'll tell him.”

Shesaid, “Well, | guessthere’s no reason for him to go out
into the hall, is there?’ She then stated very compassionately,
but very succinctly and professionally, that the arm of treat-
ment he was on was already the most intense that they had. The
relapse was significant and left no aternative as to the next
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course of action. We would need to get him stable and trans-
plant him with bone marrow. She al'so madeit very clear that at
this point, thingswere not looking very good for him. The doc-
tor pointed out that they were not giving up hope. We talked a
little more and | asked Joshuaif he had any questions. He indi-
cated that he didn’t and the doctor left the room.

After sheleft, | asked Joshuaif he understood everything.
Hisresponse was, “Basically, | figure I’m fucked.”

| told him, “1 don’t know if you'retotally screwed but things
arenot good.” They had told usthey were going to readmit him
back into the hospital immediately and he would begin treat-
ments to see if they could get him back into remission and do
the transplant. | had asked the doctor if it was absolutely re-
quired that he go back to the hospital this minute or if early
evening, or tomorrow morning, would be okay?’ His doctor
responded that it really didn’t matter if it was at this very mo-
ment, but that he had to go back into the hospital tonight. I
needed to go over there and get the paperwork done and get his
bed set up. | told her, “ fine.” We went acrossthe street from the
clinicinto the hospital and went back onto the children’sward,
signed him in, got him a room, and then | told the nurses we
were leaving.

Thenurse’'sresponseto mewas, “ You can't leave. He needs
to be admitted into the room and the work-up needsto be done!”

| looked at the duty nurse and said, “My son and | areleav-
ing and we'll be back later.”

She asked, “How much later?’

My response was simple and direct: “We'll be back when
we're back.” Even though | didn't share my feelings and
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thoughts with Joshua, | felt that once Joshua went into the hos-
pital thistime, he wasn’t coming out. Sometimesyou just get a
feeling, and this was one of those times. People in the health
profession say that a positive outlook is really important and
outwardly this is what | presented. It was hard to escape the
negative feelings, which consumed every fiber of my body. This
unexpected relapse was not an anticipated thing, and once
Joshuawent back into the hospital | was sure he wasn’t coming
back out. If that was going to happen, if that was going to come
to pass, then by God, we were going to have a nice evening.

So | grabbed him up and we got in the car. | believe he got
akick out of the fact that we were defying the hospital authori-
ties and running away. In actuality we didn’t run far. We ran to
the Woodbridge Shopping Center, where there's a Ponderosa
Steakhouse®. | had thought about taking him for hot dogs. Joshua
had this thing about hot dogs.

Hot dogs and happiness, what a match. One of the things
Joshualiked to do for late night fun wasto get several hot dogs.
These were not just any old hot dogs, but Gray Papaya's Hot
Dogs®. So what’s so good about these particular hot dogs? Well,
first of all, they can only be had in New York City. Second, they
were only 50 cents each. Gray Papaya's Hot Dogs are on 6%
Avenue in Greenwich Village. They sell them cheap so you
will aso buy thefruit drinksthat they sell, which iswhere they
have anice profit margin. Joshuadidn’t ever buy thefruit drinks.
Thiswasjust one more way that Joshuafelt like he was getting
over. Our hot dog trips always started the same way. He and |
would be driving around, usualy in New Jersey, and | would
ask him what he wanted to do.

His response would be, “What do you want to do?’
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“1 don’t know, what do you want to do?’ | would fire back.
“1 don’'t know, what do you want to do?’
| would tell him, “L ook, what the fuck do you want to do?’

He would shoot back, “ | don’t know, what the fuck do you
want to do?’

“Look, we can’t just drive around all night, so what do you
want to do?’

Now with the game afoot, he would say, “Hot dogs; | want
hot dogs.”

Mind you the time was usually somewhere around mid-
night when all this would take place. So after this planned-out
bantering, | would head for the New Jersey Turnpike and we
would head into New York City to get hot dogs. When we ar-
rived at the hot dog store, | would let him out with afew bucks
and drive around the corner. By thetime | returned, usually in
no more then 10 minutes, Joshua would be waiting on the cor-
ner with atray full of hot dogs. Sometimes we would eat them
on the ride back to New Jersey, other times we would just pull
forward and park the car and sit there on 6" Avenue. We would
eat them whilejust sitting in the car; quiet timeif you will. Just
one of life'slittle smple pleasures.

For this trip | didn’'t feel comfortable taking him that far
away from the hospital, so | hinted that Ponderosa would be a
good place to eat. Joshua's favorite eating-place was the Pon-
derosa at the mall. Go figure. Of al the really nice restaurants
we went to in New York City, Disney World, and the like, he
still remained loyal to the Ponderosaat Woodbridge Mall. They
had prime rib. He had prime rib at other places, but it aways
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seemed that the prime rib there was the best. As part of the
meal, they give you the salad bar and all that goeswithit, such
asthesmall piecesof chicken. Joshuawould literally eat twenty-
fiveor thirty of the chicken wingsand little chicken legs. It was
just his attitude that the more he ate, the more he got over on
the restaurant. To him that “getting over” only enhanced the
eating experience.

After dinner | took Joshuaover to thejewelry storeto check
out the watch that | was planning on buying. | had saved for
two years to get a stainless steel Rolex®. This was to be my
present to me. As we stood at the counter, the saleslady pulled
the watch from the display and handed it to Joshua. Joshua
took thewatch, and turned his head, and mimicsaspitting sound,
pointing his head towardsthefloor. “ Thislooks cheap. Get this
one.” As he saysthis, he picks up the“ Submariner®.” The Sub-
mariner isthe black-faced, gold-trimmed watch that hasavalue
of almost three times as much as the stainless steel watch.

| looked at the watch he held in his hand and said, “1 don’t
think so”

Looking at me, he gets this silly grin and says, “Look, if
something happensto you, | would get the watch right? So get
thisone.”

| thanked the saleslady and we left the store to enjoy the
rest of our evening.

On our way to therestaurant, of course we had stopped and
picked up some Backwoods® cigars for him and a couple of
coronas (cigars, not beer) for me. We left the mall and headed
tothecar. Onceinthecar, with dinner under our belt, we opened
the sunroof and just drove around for a couple of hours smok-
ing cigars, listening to the CD player, and occasionally talking.
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Mostly he just sat there and enjoyed the experience. Joshua
and | could always enjoy each other’'s company even if nothing
was ever said. There are not many people that you can just sit
with and feel at ease enough to enjoy silence. Astime went on,
| finally called the hospital and they explained that they were
having ashift change and if wedidn’t show up for another hour
or so, it wouldn’t impact anything that much. So we smoked
another cigar aswewent for alittle ride down the Garden State
Parkway and chilled out for another hour or so. The whole ex-
perience lasted about five hours. | brought him back to the
hospital and signed him in. They immediately started him on
some nasty chemo. | remember it was only amatter of acouple
of days before he lost his hair again. The biggest thing about
him losing his hair was that he didn’'t have hair anymore and
my hair was a good half-inch long. | could actually comb my
hair if | chose to. | had real hair again! | talked to my wife
about Joshua losing his hair and shaving my head again. | un-
derstood that if | didn’t shave my head, he'd think something
was up. That negative thought process we couldn’t have at this
junction of histreatment. | went back to the barber. When | got
to the barbershop, | explained that Joshua relapsed and that |
needed him to shaveit all off again. Sothat’swhat hedid. When
| arrived at the hospital, unlike the first time when Joshua
laughed at my being bald, hedidn’t say asinglething. My wife
said he kind of smiled. We figured that he surmised that every-
thing would be okay because dad shaved his head. Dad would
not have shaved his head if things were not looking up.
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The Meeting,
Manhood, and Surprises

t was right after Joshua returned to the hospital that |

remembered | had set up ameeting at the school with all his
teachers for the next afternoon. This was great timing for a
meeting. It was now just the day after Joshua went into the
clinic and we weretold that he had relapsed. | was pretty upset
because Joshua had to be put back in the hospital and now the
theme of the meeting had changed since he may not recover.
We again had to arrange for the tutor to begin his out-of-school
classes. Thetutor would take over Joshua's education. Thetutor
at the hospital understood that she was not going to have agreat
deal of responsibility here because right now, the last thing we
were worried about was Joshua sA, B, C's. We were trying to
keep him alive. | went to Mrs. Cipperly’s office. A couple of
teachers had shown up and weweretold that most of theteachers
probably could not make it. I informed the first couple of
teachers that had showed up that Joshua would be attending
home schooling.

One of the teacher’s responses was that home school was a
joke and that the home teachers would give the student a B
whether they deserved it or not. She was pretty curt about it.
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All of asudden, I’'minthe guidance office with al of histeach-
ers. Somehow their schedules had opened up. They were all in
the office and they all took the attitude that they were going to
help this guy straighten out his son. They were duty-bound to
make sure Joshuawas doing hishomework and showing up for
class. We were all there. | wastrying to maintain. | wasn't do-
ing areally great job of maintaining.

Themore | talked, the more negative feedback was coming
my way. It didn’t take a genius to tell that this wasn’t going
over well. Finally | blurted out, “L ook, you have to understand.
Joshua has not missed any school because it was his choice.
Joshua has leukemia and has been re-admitted into the hospi-
tal. Joshuahasrelapsed and we are not hopeful for the outcome.”

You would think that over aperiod of aschool year, people
would figure out what was going on. What surprised me at that
time was that Mrs. Cipperly and the vice-principal had been
very good at their job in honoring Joshua’ s request that none of
histeachersknow hewassick. The only person that came close
to knowing he was sick was his shop teacher, Big Bird®. The
only thing that he knew was that there was a health issue in-
volved and that Joshua had not deliberately skipped any of his
classes. Big Bird knew there was nothing Joshua could do about
it. When the teachers found out what was going on, their atti-
tude changed and they offered some very nice suggestions about
keeping him stimulated and some other things, which werevery
gracious. They put their hands on my shoulder and just told me
todothebest | could and they werethinking of us. At thistime,
| didn’t tell Joshua about the meeting.

During one of our many conversations, Joshuaasked meto
do something if things didn’t work out. Joshua made me prom-
ise to deliver a bottle of vodkato Big Bird, his shop teacher. |
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didn’t ask why. | just said | would take care of it. Another con-
versation we had dealt with becoming aman. Now | know that
may sound silly but we had this thing going on over the years.

When Joshuawas about eleven, | went to Maryland to pick
his cousins up for a stay at our house in New Jersey. After |
picked them up and approximately twenty minutesinto the re-
turn trip, Joshua called me in the car. He told me that mommy
was really sick and couldn’t get out of bed al of a sudden. |
talked to Pat and she said she didn’t know what waswrong, but
that she had to stay in bed. | again talked to Joshuaand told him
to keep an eye on her and to call me every twenty minutes. |
also told Joshuathat if he thought he needed to call an ambu-
lancethat he should just doit, and then call me. As| drove back
to New Jersey, like clockwork, he called, every twenty min-
utes. By doing this Joshua allowed meto keep tabs on hismom.
What was more remarkable was that when | got home, the
kitchen, living room, and dining room were all clean. It seems
that Joshua took the role of guardian to heart and made sure
everything was done properly. After checking on Pat, | took
him into the basement and we had atalk. | congratulated him.

He asked, “For what?’

| told him that he had just taken hisfirst step towards man-
hood. Over the years, Joshua had more such experiences and
shined through them. There were some family issuesthat came
up and he handled them very well. Each time | would take him
aside and tell him he took another step. When he was diag-
nosed, | again told him it was another step. Now with him
relapsing, | again uttered those words, “Well, another step.”

Thistime he looked at me and asked, “How many of these
steps do | have to take before | am 21 years old?’
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| looked him in the eye and told him, “Hate to tell you, but
21 has nothing to do with nothing. My steps took me up until |
was around 31.”

He looked at mein disbelief and said, “You're kidding?’
“Nope,” was my response.

Hejust said, “Shit.” | went on to tell him that at thirty-one,
| finally realized that | could not make everyone like me and
that was just something | had to accept.

Stem Cells

With Joshua's new treatment getting started, the game plan
was to get him to transplant. One great source of transplantable
cellsiswhat is referred to as stem cells. There are those in the
medical community that believe that stem cells can be manipu-
lated into being any kind of cell that the body might need. Stem
cellsfor Joshuacould mean the difference between lifeand desth
at this point. One of the best sources of stem cellsis the blood
taken from the umbilical cord of anewborn baby. Asit happens,
my brother Jimmy saved theumbilical blood from histwins. The
lifesaving cells were currently frozen and in storage locally.

Pat and | discussed the possibility of asking for the use of
the cells. With very little thought directed to the decision-mak-
ing process, we both agreed that we would not ask for the cells.
There isno way we were going to put mmy and Lornain that
kind of position. God forbid something happened to one or both
of their kids. The cells would not be available because we had
used them for Joshua. We never brought up the subject to any-
one and kept our discussion to ourselves.

It was a matter of only afew days after Joshuawas back in
the hospital and Pat and | already had the discussion involving
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Jmmy’s archived cellsthat | got acall from Jmmy. | remem-
ber | wasin aparking lot up on Route 15 near Spartawaiting to
gotolunchwhenthecall camein. Jimmy told methat we should
have the stem cells from his kids' tested. This should be done
because as cousins, they may be amatch. | immediately started
to cry when | heard what he was proposing. As best | could
through the tears, | told him Pat and | had aready dismissed
using them for fear that something might happen to his chil-
dreninthefuture. Hisresponse wasthat we would worry about
hiskidsin the future, but now it wastimeto try to keep Joshua
alive and these cells may be the means to do so. Jim and his
wife Lornahad already reached an agreement to move forward
and see if the cells were a match for transplant. | wonder if |
could have made the same decision if it involved my kids and
their possible future well being. As it was, Kristin became the
donor that wasthe closest match. Thetesting processissimple,
just asimple blood test, but this too had its surprises.

It wasn't long after they took the blood samplesfrom Kristin,
Pat, and me that the results were back. Pat was standing at the
nurse's station when one of the medical staff approached her
and said they had the results from the lab and none was a good
enough match for transplant. The staff member went on further
to state that Kristin and Joshua had different fathers. About the
time the staff member blurted that little bit of info out, Kristin
walked up. On hearing the news, she turned to her mother, and
asked if that was possible. Pat’sreply wasasimple, “No.” When
Pat brought me this new information, | just laughed and told
her | would have the hospital run the tests again.

The following day Pat informed a member of the medical
staff that she had discussed the results with Kristin and me and
that | would take care of it. This revelation startled the staff
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member. The medical staff person looked at Pat in amazement
and fired back, “You discussed this with Kristin and Jack?’

Looking her in the eye Pat fired off, “Of course,” asimple,
short, bold statement.

In somewhat disbelief, her response was, “Most wives
wouldn’t have” It seemsthat thisissue of different fatherscomes
up every so often and the medical community just tellsthe par-
ents that there wasn’t a good match and then leave it at that. It
seemsthat the medical community feelsit serves no purposeto
tell someone that their child may not be their child.

It was later that day that | advised the staff to run the tests
again, which they did. Thistimethetestswere run at the hospi-
tal lab, and guess what? Kristin and Joshua proved to be a
six-on-six match. Without belaboring the point, a six-on-six
match is the best possible pairing that you can have for trans-
plant. Oh, and by the way, it means the kids have the same
father. The hospital did fileaformal letter of complaint against
the lab that had sent the false match report.

| guess Joshuawasin the hospital about three weekswith the
Situation remaining bleak when my wife called meand said Joshua
was having alittle bit of trouble breathing. A yeast infection had
set in with Joshua and he was also having trouble eating at this
point. Thedoctorsthought that yogurt couldn’t hurt and it seemed
like agood ideato us, too. Joshuaimmediately rejected the idea
since hedidn’t particularly like the stuff. Kristin and Pat assured
him that there were many different kinds of yogurt. Kristin set
out to find him some yogurt that he would like.

| arrived at the hospital asquickly asl could. As| waswalk-
ing down the hall, I noticed my brother, David, wasthere. | was
actually quiterelieved to seehim. There’'salittleindentationin
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the wall before the clinic, which leads to the morgue. David
looked at meand hedidn’t really say anything, but at that point,
everything came home to roost. | remember collapsing in his
arms and crying extremely hard. David just stood there and
held me. He didn’t say anything. He just held me up and told
me they were going to bring Joshua out; they were moving him
to intensive care. It was within minutes of losing control that |
noticed the hospital staff bringing the gurney over holding
Joshua

One of the hardest things for a parent is gaining control in
those times when losing control is not appropriate. It was at
that point that | saw the gurney out of the corner of my eye,
took a deep breath, wiped my face off, and just stood there. |
had to act like nothing happened and give my feelings no more
importance than dropping a bagel on the ground with the but-
tered side down. Asthey brought the gurney by with Joshuaon
it, David tapped him on the shoulder and said he’'d see him
later, wished Joshuagood luck, and stated that everything would
work out.
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CHAPTER XII

Joshua Goes
to ICU Again

e took Joshua up to intensive care and the big debate

was whether to put him on the ventilator. It was now
about an hour since the duty nurse had noticed he was having
trouble breathing. His nostrils were flaring and it was evident
that he was trying to get more air into his system. When we
arrived at intensive care, Joshua was placed in the first bed on
theleft. Thefirst thing that happened wasthe | CU doctors started
to explain to Joshua and us what options were open to him.
They’re pretty good at that.

The decision was made to put him on the ventilator. So
now the procedure was explained to him and at that point, Joshua
felt like he had to have a bowel movement. | explained thisto
the nurses and they said not to worry about it, and that after
they put him in a drug-induced coma, they would use a diaper
system, which would not be that big a deal. | told the nurses
that we were not in that much of arush to deny him hisdignity.
If he wanted to use a bedpan, that’s what we were going to do.
The nurses responded somewhat to the effect that it would be a
lot easier to clean everything up if he were put in adiaper after
he was asleep. It would be much easier to work around him. |
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explained to them that | would take care of wiping his butt and
they didn’t have to worry about that. They got the message real
quickly that thisis something we were not going to discuss. It
was a simple request, but it was important to this fifteen-year-
old not to have to have a bowel movement in a diaper. Seeing
my resolve, the ICU staff closed the curtain and they gave me a
bedpan and toilet paper.

As it was he did try to have the bowel movement but it
didn’'t work. The few minutes we took were just not that big a
deal. At least he knew we made the effort. | could see that he
was nervous and scared. The doctors then explained to him
that after he was asleep, they would catheterize him. He was
wondering how big the scar was going to be. Even though
they were explaining to him what the procedure was, they
weren't getting through to him. | asked the ICU staff to step
back to give me a second. | took a piece of cardboard and
drew Joshua a picture of the penis and the bladder. | showed
him how the tube would be inserted. As a former military
medic, | am trained in this and was pretty comfortable ex-
plaining it to him. After | explained to him what was going to
be done, his anxiety settled down quite a bit. The ICU staff
explained afew more thingsto Joshuaand they asked usto go
out in the waiting room where they would come and get usin
a few minutes. Just before the ICU doctor put him under,
Joshuaasked to talk to his Oncologist. Dr. Michaels, who was
aready there, approached hisbed. What gave Joshuathe piece
of mind to be placed in the coma was that he had faith in his
doctor and me. Prior to being placed in the coma, he expressed
to Dr. Michaels that if he was going to die anyway, he didn’t
need to be put in a coma, and he just wanted to be left alone.
Dr. Michaels explained to him that things were not that grave
yet. The most important aspect of his relationship with his
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doctor was his ability to rely on her to keep her promise. Dr.
Michaels had told him that if things ever did get to that point,
that she would come to him and explain the situation and tell
him how bad things were, and she would be very honest and
up front with the prognosis. This made Joshua very comfort-
able. | know Joshua appreciated her frankness.

We talked a few more minutes and then the ICU doctors
administered the drugsto let him drift off to sleep. In my heart
| knew at that point that Joshua had taken his last step towards
manhood. Hetook charge, gave guidance, and accepted thecir-
cumstances. It’s pretty remarkable for afifteen-year-old to take
his doctor aside and take charge of hislife. | will never under-
stand how peopl e can condemn people wanting to take stepsto
end their own life during illness or severe injury. It seemslike
it's nobody else's business. Still, for afifteen-year-old to logi-
cally and very coldly give guidance to his medical team as to
what they wereto do and not to do is pretty remarkable. | didn’t
see a fifteen-year-old boy in front of me, but a man who just
hadn’t realized his years yet.

At that point, my wifeand | went into thelittle room outside
the entrance to the pediatric intensive care unit to do nothing but
stand and ook at each other. Within afew minutes, the|CU doc-
tors came and got us. It is an extremely emotional sight to look
down and see your child hooked up with monitors and tubes
coming out of him. He was intubated, catheterized, and placed
in adrug-induced coma. The drug-induced comaallowed al his
energiesto go towards fighting the infection and his difficulty in
breathing rather than being wasted on moving around or any other
such thing. Also explained were the additional drugs he was to
receive, particularly one such drug that worked as an amnesic.
This drug was given so that when the child was removed from
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ICU, he was spared the memory of his experience. When | ap-
proached Joshua sbedside, | noticed the pediatric technician was
still trying to insert a nasal-gastric tube. Seeing his difficulty, |
moved next to Joshua, and even though hewasinacoma, | sm-
ply told him to swallow and the tube went in just fine. Thiswas
now Monday evening. We stayed for alittle bit longer. We pro-
cessed how long we should stay into the night. Pat went home.

| debated on going home or just going to my father’shouse
and sleep. It served no purpose to stay in the hospital that
night. After all, Joshuawasin acomaand wasn’'t going to be
moved down to the children’s ward anytime soon. | thought
about it and | thought about it, and | finally just came to the
conclusion that if | had to think about it that much, | must
know deep down inside | needed to stay. | had promised him
along time ago that he would never be in the hospital alone.
Now was not the time to break my word. The nurses were
really great down in PEDHEMOC. They set me up a bed in
the conference room of the Pediatric-Hematol ogy-Oncology
unit itself with the stipulation that I understood that come nine
o’ clock in the morning, | had to be out of there. They would
need the room. So | slept that night, Monday night, in the
hospital. Next morning when | got up, | spent time with Joshua
and things were not going great, but they weren’t bad either.
One of the interesting things was when the ICU doctor gave
us our briefing on Monday night, she told us that Joshua was
stable and she was going to go home. She said that a lot of
parents were concerned that the doctor in charge would be
leaving the unit for the night. Noticing our discomfort, she
added that it was a very good thing, because if she was al-
lowed to go home, it meant that everything was stable and
there was no crisis situation. So if people called up to talk to
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her and she was not there, that was actually a good thing be-
cause it meant that things weren't as bad as they could be.

The following night | again spent the night in the hospital.
During the day, | spent as much time as | could with Joshua. |
wasn't getting alot of work done. Pat soon came to the hospital
with Kristin. Therewas not much, really, you could do. You could
sit there. You could sit there and cry. | remembered back to just
before he was placed in this drug-induced coma. Joshua talked
to his doctor, his oncologist, and explained to her that if things
were not going well, she wasto stop all treatment. This memory
gparked an older one. | remember at one point at least some six
months earlier, my wife wanted Joshua to go to confirmation
class and Joshua's response was that he did not want to go. Pat
and Joshua got into alittle bit of an argument. Finally she came
to me under the guise of “When your father gets home...” She
said that | needed to go talk to my son and make him understand
that he had to go to confirmation class. Shefully expected meto
be her ally in this. My response to her was just the opposite. |
remember telling her, “If you were taking him to church to give
him a better understanding of God, | don’'t see how that’s pos-
sible” Joshua had long determined before he was in intensive
care that he believed eventualy, he was going to die from his
illness, and he was comfortable with that. The fact that he was
comfortable and ready to die and go meet God made me think
that going to church one or two more times was not going to
clarify histhinking. Joshuaalready had an understanding of God,
and hisfaith was strong. | don’t think he needed to go to church.
If the only reason he's going to church is to get a better under-
standing of God and the whole concept of heaven and hell, well,
| think for afifteen-year-old, he had it. As afifteen-year-old fac-
ing what he believes will eventually be death, he has a pretty
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clear understanding of it. It would be inappropriate for meashis
father to tell him he had to go to church. Pat thought about it a
littlebit and | don’t know if shetotally agreed with me or not, but
the end result was that he didn’t go to confirmation class.

The night he was admitted, Monday night, when we sat
down with the doctors and they were explaining what they were
going to do, without bearing any names, | asked everybody in
the room to leave except the one doctor. | wanted to have an
open, honest discussion with thisdoctor. | didn’t want anybody
else around so there wouldn't be a discussion later about who
said what. It was simply a matter of one person talking to an-
other person. | asked this particular doctor, “With regard to
Joshua's wishes, if things are not going well, what would be
the logistics of how things would be handled?’ The doctor ex-
plained that they would honor his wishes and explained the
various avenues of approach that someone might take given
situation A, B, or C.

| spent Tuesday night deeping in the conferenceroom again.
Tuesday was a hard day. In the morning all | could do was sit
next to Joshua and cry. His doctors came by and all they saw
was adad with water running down hisface asif he were stand-
ing in a shower. They didn’t say anything; just reached over
and said hello. Nothing remarkable was taking place. Joshua
just lay there and it seemed that they were putting drugs into
him every few minutes.

As| wassitting there next to him, with all those tubes com-
ing out of him, | felt like my world was compressing in on my
head. There was not much | could do but sit there, and think
about everything, from paying my rent, to what am | going to
tell people if this phase of his treatment doesn’t work. | re-
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minded myself, that the most important thing was to be there,
and be accountable only to him.

Just afew nightsago, Joshuaand | got into an argument. As
before, when he got really angry he would yéll, “You know |
didn’t ask you to stay up here.” That was hisline when he was
really mad. But, he never followed up with, “You can go home,”
or “1 don’'t need you here” So like several times before, | just
ignored his banter, watched TV, and laid down knowing that
sooner or later he would want to talk.

It was about midnight when | heard hisshallow voice, “ Dad,
If I need help tonight will you help me?’

| looked up from my small bed in the corner and told him,
“When you need me | will always be here” A little while |ater
the chemo kicked in, and in his using the bathroom things got a
little messy. So between the two of us, it took afew minutesto
clean him up. Later on that night, when he thought | was asleep,
he did hislittle thing of sitting up, and checking to seeif | was
still there. He is still a little boy, despite his courage, and his
maturity. | don’t think Joshuafeared dying, asmuch ashefeared
being helpless.

Wednesday morning came early and things were not going
well. Joshua's oxygenation process was really getting bad.
That's when the doctors called Pat, Kristin, and me into the
small conference room next to the | CU. The doctors sat usdown
and began to explain that things were not going good and they
said they had to do a procedure by which they were going to
insert a catheter into Joshua's heart and lungs. The procedure
itself could be life threatening and that it needed to be done
because they were trying to determine which course of drug
therapy to take. One drug therapy would be good for his heart
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but bad for hislungs. The other therapy would be good for his
lungs and bad for his heart. The only way to determine which
one to take was to insert a catheter and take various measure-
ments once inside Joshua's body. The ICU doctor very camly
and very professionally, extremely professionally, explained that
things were not going well and Joshuawas now in alife-threat-
ening situation. | explained to the ICU doctor Joshua's wishes
about how far treatment wasto go and we talked about the vari-
ous things we would and would not do. The catheter insertion,
at times, could cause cardiac arrest. It was determined that at
that time if the cardiac arrest would come about, that the ICU
staff would take action to re-start the heart. This heart stoppage
was viewed not asatermination of life necessarily but asaside
effect of the procedure. This was not an extraordinary means
for keeping Joshua alive. Resuscitating was just simply areac-
tion to a heart stoppage because of the procedure.

The ICU doctor also understood that if the procedure was
over and cardiac arrest came about, that under certain criteria,
they would not resuscitate. We talked for afew minutes and at
that point, it was obvious that things were not going well and |
had strong concerns that Joshua was not going to survive the
procedure, let aone a few more days in intensive care. | in-
formed the ICU doctor that before anything was going to be
done that he was to call this one particular oncologist (Dr.
Michaels) that Joshua had given guidance to and she was to
come to the intensive care unit. The ICU doctor explained to
methat thiswasn’t necessary. | am always amazed at what doc-
torsthink isand is not necessary. Thisisnot a put-down; thisis
simply a statement as a perception. | informed the ICU doctor
that there was going to be no procedure until this particular
oncologist got up to the wing. He agreed and Joshua's oncol o-
gist was called. When Dr. Michaelsarrived, | looked at her and
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| explained that they wanted to do this procedure and she al-
ready knew because they had contacted her earlier. | told her
that this is a situation now that Joshua might not survive or
extraordinary measures might become necessary very quickly
to keep him alive. It was time for her to live up to her promise
in explaining how things might develop. | knew Joshua relied
on meto honor hiswishes. | looked at her and said, “You need
to go talk to Joshua.” Her response was that he wasin a coma
and he may or may not hear her. She stated if that’s what |
wanted done, that’s what she would do. | explained that what |
wanted had nothing to do with anything at this point. What |
wanted was my son going to the mall, going to college, having
afamily, and enjoying sunsets and sunrises. In my heart | knew
none of thiswas likely to happen.

It was now twelve o' clock and Pat, Kristin, and | werein
the Intensive Care Unit. Another visitor had shown up as well,
Pastor Schott. Pastor Schott had arrived just for asimple visit,
just apop into say hi and see how things were going. What he
had in fact walked in on caught him off guard, and a situation
that wastotally unexpected. Asweall stood there, Dr. Michaels
leaned over to Joshua and positioned her face right next to his
left ear. | was in a position that | could hear most of what she
wastelling him. Dr. Michael swas explaining how seriousthings
were, what they weretrying to do for him, thingswere not |ook-
ing real, real good, further, they were going to try everything
they could and that she would take care of him. The conversa-
tion with him lasted about six to eight minutes. When Dr.
Michaels was done talking with Joshua, the intensive care doc-
tor traded places with her and leaned over in the same manner
and started to explain to Joshua what was going to be done. No
one will ever convince me that someone in acoma cannot hear.
As soon as the ICU doctor started to explain the procedure,
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everything started to crash. Joshua was not having it. Immedi-
ately everything started to shut down. | watched the monitors
astheblood pressure started to crash. Thisall took place within
seconds of the ICU doctor talking to him. As Joshua started to
crash, the intensive care doctor instructed the nurse to take the
three of us out of ICU.

At first the three of us just stood outside the doors to the
Intensive Care Unit. We could hear things asthey were progress-
ing, and Christine (Thanatologist or grief counselor) had to
restrain Kristin from going back into theward. | was happy to let
her perform this function as | just stood there and tried to con-
template what was going on. Inamatter of moments, thedecision
was made to move us over to aroom that they had hastily set up.
There was aroom just outside of the wing that was obviously
used to hold infants. Therewere cradleslined up against thewall.
It was a small room that felt very crowded. Pat, Kristin, and I,
along with the pastor from my wife's church and the Catholic
priest from the hospital’s church, just sat there. It was a very
emotional time. | remember getting up and walking around. |
remember hitting the wall with my open hand and | made some
comment that this just wasn't fair. | remember crying.

Then | remember sitting down and it's almost to the point
where felt comical thinking out loud. | said, “If just the nurse
comes in, we know things aren’t as bad as what we think.” |
then added, “If Joshua’'s oncologist comes in, then we know
that things are worse but we're not in dire straits. If the Inten-
sive Care doctor comes in, then basically we know we are
screwed.” It wasn't ten seconds after | finished saying those
threethingsto those peopleintheroom that in walked the nurse,
the oncologist, the Intensive Care doctor, and Christine, the grief
counselor. The Intensive Care doctor took charge of the room.
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He sat down and helooked asif somebody had just run over his
favorite puppy. He was visibly upset. He explained that they
hadn’'t even started the procedure they were going to do be-
cause essentially there was no need to. He explained that they
had done all that they could at that point. He looked up again
and said that he had done all he could do. Now what Joshua
needed was his family, not him.

One of the things that parents have to deal with is the ap-
propriate reaction at the appropriatetime. It'sthe ssmplethings.
| remember when | was eating nacho chips and Joshua had to
throw up. | knew if | reacted to him throwing up it would only
make thingsworsefor him. Thewhole point being that if you're
upset, the child gets more upset. So we're sitting in a hospital
room and I’ m holding this bucket and in one hand intertwined
withmy fingers1’ m holding abag of chips. With the other hand
I’m removing chips and eating them as his guts are emptying
into the bucket. Asbad asyou want to throw up with your child,
that just makes them more upset, so what you have to do is
ignoreit like it's an everyday, simple activity. Well, now | had
to go into the room and essentially send my son to God. It was
time to honor promise number two. Long ago | had promised
himthat if thingsdidn’t work out, | would not let him die alone.
That | would hold him and hewasn’t to be afraid. When it came
to Joshua, he needed meto be there and any petty excusethat it
would be too emotional wasjust not going to happen. | was not
letting my son die alone. No matter how much it would be un-
comfortable for me, that’s probably the ultimate responsibility
of aparent. It’s probably one of the hardest and yet easiest re-
sponsibilities of a parent to hold a child while he dies. There
was never any doubt in my mind as to how we would handle
his passing. We went into the Intensive Care Unit.
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There were nurses and doctors all around him. Pat posi-
tioned herself on hisleft side down by hiswaist/thigh areaand
held his hand. Kristin was down on the right side of the bed by
hisfoot. | was at the head of the bed and cradled Joshua's head
inmy arms. As| cradled himinmy arms, | told him it wastime
to let go and that he should go to God. | explained to him that
we loved him and we would miss him. That when he got to
heaven, his dogs Pepsee and Smooch would be there waiting
for him, and that it was time to go. | remember telling him to
just let it go, let it go. The ironic thing about that phrase was
that when | do hypnosis shows and | want people to de-stress,
one of the phrases| alwaysusefor themis, “ Take adeep breath
now and just let it go. Let it go.”

| was watching the nurses out of the corner of my eye. They
were still administering drugs to his1.V. line. At thetime | hon-
estly don’t know if the drugs were to make his passing easier or
for our benefit to keep him alive. | later learned they were giving
him pain medsto prevent hishaving any discomfort at theend. At
one o' clock, Joshua died. Present when he died was his mother,
his sster, and me, the Catholic priest from the hospital, Pastor
Schott, al four of hisoncologists, | CU doctors, nurses, and Chris-
tine. As| had promised him, hedid not die alone. They turned the
monitors off whilewe were there but you could tell by looking at
him and you could hear the alarm that went off at the main station
that it was over. Pat and | understood what was happening.

The ICU medical staff asked us to step back and the ICU
doctor, utilizing his stethoscope, determined that Joshua had
died. The attending doctor turned off the respirator and other
equipment. This action startled Kristin. She didn’t seem to un-
derstand what was going on and wanted to know why the doctor
was putting his hands on Joshua. Thiswas avery intense thing
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for her. | don't think Kristin was ready to give up the role of
protector yet. In the past, as early as when she was four, she
had looked out for Joshua. Thefirst time shewastrying to hold
him back when he was just learning to use his walker. He was
moving towards a fan we had placed on the floor. Kristin was
holding him back with all her strength and screaming for help.
Years|ater when shewas around six, Joshuawas riding his Hot
Wheedls® tricycle. He had crossed into the street in front of the
house. This time a guy came driving down the street. As he
started to speed up, he noticed a little girl deliberately riding
into the street, blocking his path. We could see his face as he
cursed and berated the child until she moved her bike. At that
moment he noticed the small boy just afew inches off the ground
that he would have hit had he not stopped. Joshuadidn’'t need a
guardian angel; he had Kristin.

The ICU doctor moved away from the bed and told us that
it was over. | asked him to remove the tubes. He said they’d be
happy to do it, but that | should understand that sometimesitis
amessy procedure because of the material in the patient’s stom-
ach. My response was to just leave everything the way it is.
They made no rush to do anything at that point. The ICU staff
was very respectful about the situation. Very mindful about what
was happening.

After aminuteor two, | looked at my wifeand said, “ Should
weleave?’ Shesaid shewasn't ready yet, but that | could. Chris-
tine, seeing me start to leave, inquired of Pat if | should be
alone. Pat indicated that might not be a good thing, at which
point Dr. Michaels grabbed me up and we went for a walk.
Pat’s only guidance was that | was not to make any phone calls
just yet. Side by side, Dr. Michaelsand | walked about the hos-
pital floor talking of Joshua. | remarked that | guess he heard
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her when she told him how bad things were. Dr. Michaels said
Joshua either shut down or it was the strongest case of coinci-
dence that she had seen in her entirelife. | came back with the
comment that | guess he had had enough. We talked further,
about the weather, about things. | was pretty self-centered at
that point. After a small amount of time passed, | returned to
Joshua sbedside. At thispoint Kristin left and went with Chris-
tine, and | was at alossasto what to do. | asked Pat again if we
should leave. She said if | wanted to that was okay but that she
was going to stay awhile longer.

| turned and walked to the other side of the curtain that the
| CU staff had placed around the bed. | knew what my next duty
was. | stepped outside the curtain and some of the staff made a
move to go into the curtained area. Mind you there was no
meaning of intrusion on their part, but | put out my hand, then
crossed my arms and there were no words spoken. My mean-
ing required no further explanation; no onewasto enter the bed
area until Pat was done.

| stood and talked to the doctors and a few others. No one
moved to enter the bed area. | just stood there at the entrance of
the curtained area with my hands crossed and my feet shoul-
der-width apart, not really keeping track of time. | was redly
trying not to be an imposing figure. At the same time | was
trying to give the impression that at this point in time, nobody
was entering the curtained area until Pat said it was okay. |
hesitateto usethe phrase, * | stood there guarding the entrance,”
but basically that’s what | did.

Everybody respected that and nobody made amove towards
the curtained area. | believe that | stood there for between 15
and 20 minutes. To tell the truth, I’ m not sure how long it was.
Then Pat gave an indication that it was fine now and if some-
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body needed to comeinto the area, that would be okay. By now
Kristin had joined Pat at Joshua's side, while at the sametimel
approached Dr. Michaels concerning an autopsy. | made com-
ments to the effect that parents shouldn’t have to go through
this and that they had my permission to take whatever tissue
samples they needed.

We moved over to the side area of the monitoring desk and
| signed a release to perform whatever tests they deemed ap-
propriate with the one stipulation that his head was not to be
touched. I’'m not sure why | said that other than the fact that
there would be certain people that would want to see him be-
forehewaslaidtorest and | didn’t want any kind of scarring or
marks on hisface. Dr. Michaels explained there were no tissue
samplesthat would be needed from the head areaand that would
be avery easy request to honor. | signed the papers and at that
point, | really don’t know what happened in Intensive Care.

Before | |eft the hospital, | had a chance to talk to Pastor
Schott. Pastor Schott isan interesting guy. He had just come up
to see Joshuato say hi. He didn’t know what he was walking
into. He made the remark that he was impressed at the way
thingswere handled. Hefelt that hewould carry the experience
with him for along time. Pastor Schott actually thanked usfor
allowing himto be part of the experience. | believethat Joshua's
short life contributed greatly to the universal experience, and
that hislife experiences will go on and be used by and for oth-
ersin their own endeavors. Even in death, Joshua was a great
contributor to the world’s scheme of things.

Theonly thing | knew isthat | had one more thing to do. It
was about one-thirty or so in the afternoon and | expressed to
my wife that | had to go and buy a bottle of vodka. Prior to
leaving the hospital, | knew | had to go down and clear my stuff
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out of The Room; last trip. | remember walking through the
door and that’s the first time | used that phrase, “Things didn’t
work out.” Brandy’s mom was playing with Brandy over in the
toy area. Brandy was alittle baby about 19 months old and had
cancer. On several occasions | had helped Brandy’s mom feed
her. She looked up at me and asked how things were going. |
told her that it didn’t work out. | didn’t know at that point that
shedidn’t know what | was talking about. It was only later that
she found out that Joshua died and understood (Brandy died a
few months | ater).

As | approached Joshua's old room, somebody had aready
been put init. As| stood there, one of the nurses approached me
and very curtly asked mewhat | wasdoing. | think my actions of
approaching the room with another patient in it caught her off
guard. | turnedto her and said | wasn't doing anything. | wasjust
looking at the room and the nurse looked at me. That's when |
turned to her and | said that for Joshua, it didn’'t work out. She
immediately started to cry. | remember wrapping my armsaround
her and just holding her. You would think that they would be
used to dealing with children that had life threatening illnesses
dying. | guessthis one nurse hadn’t gotten the hang of watching
kids die yet. Shewas quite upset. | held her for a couple of min-
utes. Other nurses in the unit were visibly upset because they
hadn’t gotten the word yet that Joshua had died until | blurted it
out. After | let her go, | had to get my stuff out of the conference
room. | threw everything in some big bags. My final act that |
performed at the clinic wasto give atwenty-year-old girl my air
mattressthat | had been degping on over thelast nineteen months.
Whenever she stayed in the hospital, her mom would stay over
too. | gave her my air mattress and wished her good luck. | also
took a few moments to explain the best way to make the fold
down chair into abed, and then | |eft. | hope she madeit.
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Telling Others

fter Joshua died and we left the hospital, it was time to

start telling people what happened. That was not going to
be a fun experience by any means. My wife offered to tell my
family membersthat thingswere now over and Joshua had died.
She'svery strong in that way.

Pat always was the stronger of the two of us. There's no
getting around it; there’s no denying it. | accept it for what it
is. | don’t see it as a weakness on my part. It isjust the way
that itis; | accept that. As| said, she offered to tell my parents
and my brothers. We had some discussion along those lines
but the basic premise was that it was my responsibility be-
cause it was my family.

| remember driving over to my father’s house thinking this
was going to be an emotional roller coaster. | knocked on the
door. They always kept it locked. | entered the house and as |
entered the house, my father was coming out of the kitchen.
The kitchen is adjacent to the rear of the living room. As he
entered the living room, | reached around him and | grabbed
him in a bear hug fashion. As | did that, | noticed my mother
was standing to my left, her hand was on the back of my father’s
favorite reading chair. As | held my father, | whispered in his
ear that it was over—one of two phrases that | would use alot
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over the next few days. The other phrase would be, “ Things
didn't work out.” Very simple words, but very powerful none-
theless. When | whispered in my father’s ear that it was over,
heimmediately started crying. | don’t know if my mother over-
heard or not but it was obvious that she understood what | had
just conveyed. | reached out with my left arm and she ap-
proached us and the three of usjust stood there. As| held them
in my arms, they said wordsto the effect of, “Oh, no. My God,”
another simple phrase that really means nothing and means
everything. After afew moments, they just cried.

After atime, my mother sat on the couch and my father sat
inthe chair she had been leaning onwhen | first camein. | tried
to—as stoically as | could—explain the events of the last few
hours. | think | take my emotionalism from my father. He just
sat in the chair and looked old. At one point, he hammered his
hands on the chair arms and stomped his feet as a small child
would if they were having a tantrum, just shaking his head,
screaming, “No, no, no.” | went over to him and put my hand
on him and he just leaned over and cried. It was at that point
that he stated that Joshua would have a coffin. “He was agood
little Jewish boy. He hasto be buried in a Jewish coffin.” At the
time | had no idea what he was talking about but | would learn
later at the funeral home, it's a very simple coffin, no nails.
Everything is glued together. Everything ismade by hand. Asa
last request for hisgrandson, hisfirst grandson, it seemed likea
very simple thing to honor.

Next, phone calls had to be made. The first one wasto my
brother Jimmy. | caught JJmmy riding down Route 1, of all
places. Route 1 was the same highway | was on when | got the
call that Joshua had relapsed. | asked him who was driving and
assoon as | said that, he knew something was up. It's amazing
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that people will say things like sit down or are you aone or
where are you and the person that’s receiving that message
knows something is going on and that most likely, it's not a
good thing. Jimmy responded that he wasn’t driving and asked
what was going on.

| said, “Why don’t you stop the truck?’

With impatiencein hisvoice, he said, “1 don’t need to stop
the truck. What’'s going on?’ | expressed to him that it was
over. He didn’t quite understand right off the bat what | was
talking about. | had to get alittle descriptive. | told him that at
one o' clock Joshua had died. He immediately started to cry.
Jmmy, before, during and after Joshua' s death, has always been
avery emotional person. He said he would be over in a matter
of minutes. Subsequent to that, it was no more than ten or fif-
teen minutes and we greeted him and just hugged him and he
just cried some more. My mother held him. | let her take over
consoling him. At that point, | think | was being alittle selfish
and trying to figure out how | was going to tell my other broth-
ers what had happened.

| had amillion things on my mind and was happy to let my
mother deal with Jimmy. Then | had to find David. David was
at alocal gym somewhere. Jmmy knew hewas at agym but he
didn’t know where. So we called around and found someone
who knew David and what gym he would be at. We called the
gym and got aguy on the phonethat knew David. We expressed
to that particular individual that we needed to talk to David
rather quickly and that there was afamily thing happening and
hewasn't to say aword to David. All hewasto do was get him
to the phone. David came to the phone and | remember telling
him that at one o’ clock Joshua had died. Our conversation was
very short. He said he'd be right over and within 30 minutes he
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arrived at my parents’ house. As with most of my family, he
was visibly upset. I’'m not sure David ever realized that he was
the last of my family to ever see Joshua alive. When he told
him to hang in there at the hospital, that was the last time any-
one from the immediate family other than Pat, Kristin, and
myself saw him alive.

The next call | had to make was to my brother Ricky, in
Cdlifornia. | remember expressing to my wife that we were now
going to have to make arrangements for afuneral and it really
made no sense for Ricky to come all the way over from Califor-
niato New Jersey. Him being there or not being there was not
going to change the fact that Joshua had died. He didn’'t need to
go through that kind of expense. It's remarkable that my wife's
response to that was she was sure that once | told Ricky that
Joshua had died, he’d be on the next plane. | remember saying,
“Well, we'll see, but he really doesn’t need to do that.”

Pat said, “ You wait and see. I’ m telling you that as soon as
you tell him, he's going to be on hisway home.” | learned long
ago not to question Pat’s insights.

Ricky was call number three. | called him in his office; he
was having some kind of meeting. | remember him asking very
happily as a brother would say to another brother, “How’s it
going?’ | told him that | just came from the hospital and it was
over. | redly didn’'t have to elaborate to him. He understood
immediately what | meant and he began to cry. If the people
were in his office, I’ m sure they left the room. Rick’s immedi-
ate response was, he'd make arrangements to get home as
quickly as possible. | remember thinking that’s what Pat said
he'd do. | never expressed to him that he didn’t need to come
home. The truth of it was, | was glad to have him there.
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It seems for all the important events in my family, every-
body attends. | remember years prior, they had afamily reunion
and thevariousfamiliesinvolved had several children and grand-
children and cousinsand aunts and everything. But the onething
that’s unique with the Laurie Family is that when we showed
up at the reunion, it was my mother and father and all four
boys. No other family at the reunion had everybody there. To
tell Ricky not to come home just seemed like the furthest thing
from my mind. It really never came up. | remember hanging up
the phone and telling my parents that Ricky would be home
soon. Within a matter of hours, Rick called back and said he
was going to get a flight the next day. For those of you that
don’'t know, airlines offer discounts for situations like this. |
honestly don’t know if my brother got a discount or not. It just
never came up. | do know if you tell an airline there’'s been a
death in the family, many of the airlines will offer you, if not a
discounted ticket, aticket at a cost that is much less than what
a last minute ticket would cost. Rick showed up at our house
the next day. | could hear him approaching the front door. It
was like arerun of my approaching my father’s house twenty-
one months ago when | had to broach the subject of Joshua's
leukemiafor thefirst time with my parents. With every step he
took, approaching the door, | could hear him sobbing louder.
Pat met him at the door and just held onto him and brought him
in. We sat by each other for awhile beforewetalked. Rick didn’t
understand any better than the rest of us. Every step of the way,
Joshua had looked so good. Just before he relapsed, he had
gone to a wedding. He was all dressed up and ready to make
his mark on the world. He wore a suit with ared tie. While he
did take the jacket off, he never did loosen histie like everyone
else. | guesshefigured if your going to dressthe part, you have
to dressit right.

— 137 —



CANCER: AN OceaN oF TEARS

When it came time to notify other people that Joshua had
died, | mostly bowed out. Pat and Kristin notified more people
than | ever would have. My primary duty wasto tell my family.
As a secondary thing, there were several other people that |
saw as my responsibility to tell, and those | did.

| had one more stop that | had to make. I’ m not sure what
liquor store | used but | remember stopping in East Brunswick.
Asl entered the store, | asked the clerk what wasthe best vodka
they had. The clerk pointed out a bottle of “Gray Goose®.” |
thanked him, paid for the bottle, and exited the store.

Whilel wasdriving, | remembered acall that | felt | needed
to make. Notifying one more person wasn't going to kill me,
and | felt the news should come from me. | needed to let Pearl
know what had happened. Theway | did it waskind of wimpish.
| called Pearl’s computer store and asked to talk to Pat, her
husband. | got the office manager and told her who | was and
that | needed Pat paged, and areturn call as soon as possible. |
stressed to the manager that it was important. Within a few
minutes, Pat called me on my cell phone and asked what was
up. | told him of the events of the last few hours and asked him
to tell Pearl. | expressed to him that | just couldn’t tell one
more emotional person today. Pat understood and said hewould
take care of it.

Just as the phone conversation with Pearl’s husband ended,
| arrived at Joshua's school. | took the vodka from the passen-
ger seat in the car and entered the school building. | set out to
find Joshua swelding shop teacher. That was one of those events
that will be remembered for a long time. It was around three
o' clock when | arrived at the school. At thetime | didn’t know
it but Kristin was also at Joshua's school. Kristin had stopped
inthe officetotalk to the guidancefolks, but the person | needed
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was Joshua's shop teacher. Joshua had taken welding and re-
aly liked it. His shop teacher was real important to him. The
guy was agood egg. | raninto Big Bird® in the back hall area.
He had just come out of class. He greeted me and we started to
talk. He said he had seen Kristin and asked how Joshua was. |
looked at him and asked when he had seen Kristin. He replied,
" Just yesterday.” | looked at him and as calmly as| could, told
him that Joshua had died at 1:00 p.m. He was visibly upset. |
then told him that the last thing | had promised to do for Joshua
was that if it didn’'t work out, | was to deliver this bottle of
vodkato him. With that, | handed him the vodka. His response
was one of astonishment and great sadness. He asked me why,
and | responded | didn’t know and | hadn’t asked Joshua. Big
Bird said that night hewould drink it and toast Joshua. With the
delivery of the vodka, | fulfilled my third and last promise to
my son.

| had to stop at work for some things and there, as aways,
wasAnn Marie holding down thefort. | would liketo say, for
the record, thank God for her. She kept everything running
these many last months. Without her the business would have
floundered, and there is no telling how much effort it would
have taken to get it back on course. When | got to the office, |
told her it was over and she immediately became upset. She
gave me a hug, and asked if there was anything that she could
do. | told her no and that she could leave for the day anytime
she wanted. | didn’t stay for more than a minute and then |
headed home.

By thetime| got home, Pat and Kristin were already there.
Once | had gotten home, it was pretty non-stop on the phone.
Kristin took care of most of it. There were people we knew that
were going to come over. It's not my goal or desire to leave

— 139 —



CANCER: AN OceaN oF TEARS

anybody out. It's just that there were so many. Erin came over
almost immediately. Shewasvery, very upset. Later on at night,
afriend of mine, Tommy, would come over.

One of the people | knew would eventually come over was
Loretta. Loretta and David had lost their child years prior to
this. | remember going to the funeral and there’'s something
about a child dying that’s very emotional. Loretta arrived the
following day. | was getting into my car and | looked up and
saw this car pull up and | didn’t recognize the car and sure
enough, out steps Loretta. Almost immediately after she got
out of the car, she started to cry. Of course once she started to
cry, | started to cry. We just held onto each other for a few
moments. It was comforting to know that thiswasthe onefriend
out of al the people that we knew who understood what we
were going through. | felt bad for her about the way she found
out. Tom and Diane’s daughter, Kelly, isavery close friend of
the family and particularly of Kristin. Tom and Diane’s chil-
dren are considered cousins to my kids even though there’s no
biological relationship. It’sjust that they have known each other
for so long, we're pretty much considered aunt and uncle. It
was just one of those long-term friend kind of things. To de-
scribe it, where you look at somebody as more than a friend,
even though you're not really a family member. Loretta had
bumped into Kelly’s husband at the local food store and she
had greeted him, “Hi, how arethingsgoing?’ Hisresponse was
that Kelly was upset because her cousin had died. Loretta re-
plied that she didn’t know any of Kelly’s cousins were sick, to
which he responded that her cousin had leukemia. Well, she
knew at that point whom he was talking about. It was then that
sheimmediately exited the store and cameto the house. L oretta
and | talked for awhile and then | had to leave. As| pulled away
from the house, | saw her walking towards Pat, who by now
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had come outside when she saw what was happening. A few
hours later, | was home and somebody came knocking at the
door and of course, it was Loretta's husband, David. We sat on
the front porch and talked for alittle bit. He gave me the stan-
dard line that things really suck right now but eventually they,
get better. Then he told me about a group called Compassion-
ate Friends®. It wasasupport group for parentswho lost children
or some other significant person. We just sat there and he saw
no need to say anything more. Wetal ked about Joshua. Wetalked
about the weather. We just talked about things.

One of the persons that it was my responsibility to tell that
Joshua had passed was Toby. Toby was the video guy. Toby
had made an extra effort to make sure Joshua always had vid-
eosand alwaysgot the new releasesaday earlier than everybody
else. That became extremely important to Joshua. It was all
these little things that made life a little easier. So it was my
responsibility to tell Toby. | found Toby in the video store and
told him what had happened and thanked him for everything.
Heasked if he could do anything, and | just said thanks and | eft
the store. | still see him around town and | still think of him as
agreat guy.

The only other person outside of the family that | saw as
my responsibility to tell was Mrs. Brooks. | had already told
others as various situations and opportunities presented them-
selves. | knew there was one person that | had to deliberately
seek out and tell. | would have to bethe onetotell Mrs. Brooks.
Her kindness necessitated at least a personal phone call, and
most likely more. She had offered to arrange a tour of the stu-
diowhere her husband worked. Thisoffer wasnot atrivial thing.
| felt it was extremely important to notify her that this was not
going to happen, and that we were extremely grateful that she
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had gone through all the efforts on his behalf. That was going
to be a very hard conversation to have. The biggest thing | re-
member about the conversation was no matter how hard | tried
to stay camwhiletalking to her, it wasn’t two seconds into the
conversation that she realized something was wrong and she
told meto take adeep breath and tell her what waswrong. Mrs.
Brookswas pretty insightful for someonewithwhom | had lim-
ited contact. | know | will always remember her. It would be
pretty hard to forget her. Sheisone classy lady. She asked where
the serviceswould be and | told her thelittle | knew.

— 142 —



CHAPTER XIV

Setting Things in Motion

he next big milestone was going to be the funeral arrange-

ments. For someone with no experience on how to arrange
afuneral, the only thing | could think to do was seek out my
parents advice. At least they knew whoto call. We used aplace
called Gleason’s Funeral Home®. I’'m not sure why we used
Gleason's. When | was in high school, the school bus went by
Gleason’s Funeral Home every day. It was a landmark in
Franklin Township, where | grew up. Nobody said anything
bad about him. | didn't know anything good about him, but
nobody said anything bad about him. So I contacted them and
we made arrangements to go over there and talk. When my
wife, Kristin, and | arrived, | had expressed that my father’s
request was that Joshua be buried in a Jewish casket. We had
already determined that we were going to have Joshua cremated,
so this request was pretty ssmple to honor. The lady we were
talking to knew right away what my father had been talking
about. She showed us various pictures of coffins and explained
the significance of each. That made my decision-making process
very simple. | said, “ Give methe simplest and most plain casket
that they make.” Asthe custom was explained to me, thisisthe
way it had to be. The whole idea behind the coffin wasthat you
appear humble before God when you get to heaven.
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My daughter expressed a difference of opinion here and my
wife said | wasn't taking Kristin's needs into consideration. Of
course she was right but 1 had made up my mind on this point
and | saw no reason to change it. | was getting a little bit self-
centered again and arrogant, but this was the only request my
father had made of me. | told the funeral director | wanted the
simplest, plainest Jewish coffin that they made. My daughter
expressed some desire for alittle more fancy coffin, and | don't
begrudge her that. | just said no. There was no chance | was
changing my mind. So | brought the discussion making to ahalt.
One of the premises| expressed to my wife was Joshua was my
son and thisishow it was being done; thisiswhat wewere going
todo. Of al thethingsthat I handled right, the whole business of
the coffin could have been handled better. | could chalk it up to
stress, arrogance, or just plain being an ass, but | could have
handled it better; sorry. One thing nice about the funeral home
was that they expressed that they knew how devastating it wasto
lose a child and they immediately cut the price in half. At the
time, | felt that was areally good sales pitch.

Foolish me, later | would learn that when it comes to the
expense of burying aperson, they did in fact cut thefeein half.
Giventhefinancia resourceswe had at thetime, that wasgreatly
appreciated. We never did seek a second opinion on how to
handle things. | don't know if people do want to get second
opinions on funeral arrangements. It’s not like you're putting
inapool and you get five contractors out there and you discuss
it and weigh the pros and cons of each one and then decide who
you're going to choose. We had come to the funeral home and
they told us how everything is done. They would notify the
newspapers, set up the service and walk us through step by
step. Therewas no discussion on should we go somewhere el se.
The funeral home staff did express to us that when it came to
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children, there tends to be more people than you anticipate. |
didn’t really think that was true. When it came time for the
service, we had three hundred plus people show up. Joshuahad
aremarkable impact on many people’slives.

| should point out that | would never tell anyone how to
handle the passing of aloved one. On the day we held the fu-
neral service for Joshua, Pat and | both worked. For me it just
seemed the natural thing to do. Pat had shipping orders to pro-
cess, and if she didn’t do it today, she would just have to do it
tomorrow. The only difference then would be that instead of
UPS® delivering the items, | would likely have to deliver them
myself. She didn’t have time to finish one order, so she called
the dealer and advised them that we would only be sending
half the order today and the rest would follow tomorrow. The
dealer advised Pat that they preferred the whole order be sent
right then. She then had to tell them that she had to attend the
funeral service for our son and that the rest would have to go
out tomorrow. On hearing that, the dealer agreed that it would
be okay. Pat never liked to talk to strangersabout personal things.

| was amazed at how many people actually read the obitu-
ary section of the newspaper becausejust asthefuneral director
had said, there was atremendous amount of people that showed
up. When it came time for Joshua's funeral, they had a room
where the casket was laid out and the funeral staff actually had
to open up the entire front of the building. Making the viewing
arealarger was done by opening awall that separated the two
viewing areas at the front of the building. Now the viewing
area was made into one large room. This extends the service
area into the entire length of the building. Pastor Schott hon-
ored us by conducting the service. It was a rather interesting
service because we had a Lutheran pastor conducting with a
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very strong Jewish overtone. After the service | handed Pastor
Schott a check with the payee left out. | felt he could writein
whatever he wanted; it was no concern of mine. Some months
later when looking over my checks | glanced at the one | had
given him. The monetary amount | gave him was commensu-
rate with the task he had performed, and would have made for
avery nice outing for him, and his wife. The payee had been
filled out to alocal charity.

Thenight of the service, different people came and put vari-
ousthingson top of the coffin. We choseto have only an evening
service. | placed my stuffed dog “Retread” on the coffin. Re-
tread had been up at the hospital almost as much as Joshua.
Retread was a stuffed dog with a Green Beret on hishead and a
Ranger tab sewn into his chest. Believe it or not, many of the
guys in Special Forces and the Rangers have stuffed animals
that wetraveled with. | also had a Sesame Street blanket | went
to the field with; a gift from my daughter when she was very
young. My brother David placed his Special Forcescoin onthe
coffin lid aswell. Also placed was a wooden cross that Kristin
had ordered. Again ashop teacher, Mr. Hawke, at VVo-Tech came
through making a beautiful stand for it. Kristin also placed a
plague with Joshua s name and the meaning of the name. Addi-
tionally, she placed a small poem about how Joshua was more
than a brother, but a friend as well. A small gold cross and a
Star of David were placed over the wooden cross. His hockey
team brought alittle ball with the No. 12 on it and asked if they
could put it on top of the coffin. We said that was absolutely a
great thing to do. We still have the ball in our house. Asfar as
theroller hockey gameswent, thewoman in charge of theroller
rink retired the number 12. The only person that will ever wear
the No. 12 will be Dakota, my daughter’s son. Eventually, |
think it’sreally going to beniceif heever getsintoroller blading
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or hockey and wears Joshua'sNo. 12. Several peoplethat knew
him aso either gave us notes to be placed in the coffin or laid
them on top. All of those notes were placed in the coffin prior
to Joshua being cremated. All of them were placed unopened
and remained a private matter between Joshua and their au-
thors. The cremation took place the next day with Joshuadressed
in his hockey uniform, the notes, and the Green Beret | last
wore while assigned to the 5" Special Forces Unit clutched in
his left hand. All the other things that could not be sent with
him, because of the materia (i.e. metal), remain, till this day,
under his picture at our house. The only thing returned was my
brother David's Special Forces coin. | returned it to him and
told him to keep it asaremembrance of Joshuaand all the good
they did each other.

Why was Joshua cremated? We decided that Joshuawould
be cremated partly because we really didn’t know where to
bury him. He was born in Grand Junction, Colorado. He had
lived in North Carolina. He had lived in New Jersey. Nothing
seemed appropriate. Pat was strongly against putting him in
the ground. We a so believe that Joshuawould not have wanted
to be placed in the ground, stuck in some old coffin. So the
decision was made to cremate him and maybe take his ashes
and place them under atree and let the tree grow and it would
be aimost like a living memorial to him. As it turns out, his
ashes were not dispersed from the funeral home. Pat and |
thought about and discussed what to do with the ashes for
about four months. Finally we decided there was no hurry
and we preferred to leave them in our house for now. With
that decision, we contacted the funeral home and purchased a
really nice urn. The urn was engraved with a nice poem and
hastwo crossed hockey sticks. His ashes are setting on a shelf
in our house in New Jersey. At this point in time, my wife
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doubtsthat wewill ever spread the ashes. If we ever did spread
his ashes, my money ison planting them and atree over at the
Vo-Tech School in East Brunswick. Of al the places we vis-
ited, and of all thethingswedid, theVo-Tech had the strongest
impact on him. We even thought about spreading the ashes on
the path leading from the Vo-Tech School to the mall because
that was one of his favorite things, going over to the mall.

| believe it was also sometime before the service that we
found out about Jamie’'s mom, Donna, going to the hospital to
donate blood. She was upset when she found out Joshua had
died and there was nothing she could do. Seeing her later, she
actually felt bad and it was almost asif she felt it was her fault
that things didn't work out for Joshua because of something
she did or did not do. Well, it’s totally not logical. On several
occasions after Joshua'sfuneral, | bumped into Donna. She'sa
great gal. | don’'t know why but every time | see her, | feel the
need to give her a warm hug and tell her how important she
was. | think she'll always hold a special place in my heart.
What's remarkableisthat she doesn’t see her role as being that
significant. She couldn’t have played a more important role if
she had sought one out. Her feelings are a testament to her
charity and compassion. | would ask God to bless her, but |
already know that he does.
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The Service

"m surewe violated all the rules on how to conduct afuneral

service. The beginning of the evening was alittle bit uneasy.
Showing up early were my brothers, their families, and my
parents. The casket was open at that point but viewing was
limited to Pat, Kristin, Dr. Michaels, and me. We believed that
wastheway Joshuawould have wanted it. The coffin was closed
to all others. Jimmy was pretty emotional that evening. My
mother was pretty emotional. | think my father had the most
difficulty. He was sitting in the lobby of the funeral home and
hejust couldn’t go into the room. Since we were afew minutes
away from people arriving, | had to get my father to take his
place for the service. Even though no one other than the four
mentioned above saw the coffin open, | needed to make sure
my father had afew moments of privatetimewith Joshua. | had
to go to thelobby and | looked at him, explaining to him that it
was time. He responded, “His legs would not work.” | tried to
figure out some way of helping him. | looked him right in the
eye, took hishand, and told him we needed to go now and pulled
him to hisfeet. Together my dad and | walked to the back room
and aswe approached the coffin, hejust couldn’t take it anymore
and hislegs collapsed and my dad fell on the floor, pulling me
with him. That caught everybody off guard. I've never seen
him look so weak. My father is a very strong and powerful
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man. He was not at the height of his strength, for lack of a
different way of wording it.

| asked my brother immy to go get achair and bring it over
to the coffin. David and | picked my father up and put him back
on hisfeet and assisted him to the chair. Wethen just let him sit
there. Hereally looked old and sad sitting there, but at |east he
had afew minutes to say goodbye.

Onereally nice thing was that we had these little baseball
cards made up with Joshua in his hockey uniform. When my
wife had contacted the photographer that did the cards, she
asked if there was any way to make a picture. He made one of
these blown-up posters and they did it practically overnight.
The photographer made it very reasonable, only charging us
what the vendor charged him. His small act of kindness was,
and alwayswill be, appreciated. Wetook Joshua's picture down
to the mall in Freehold and they framed it for us and put a
nice little gold plaque on it. The whole production came out
really nice and to thisday the picture hangsin our living room.
During the service, the picture remained propped up along-
side the coffin. It was a nice touch since the casket was going
to be closed during the ceremony. As the service went on, we
were convinced that Joshua would have absolutely hated an
open casket. There was somereally nice flower arrangements
that people had sent.

When peopl e started coming in, we had chairson both sides
and an aisle in the middle and then the sitting area extended
again in the back. The sitting areatook on an “L” shape com-
posed of the separate sitting areas. Pat made it her job to make
everybody as comfortable as possible. As each person camein,
she would talk to him or her and give them areally nice hug.
We were standing approximately ten feet in front of the casket.
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After they conversed with Pat, they would then approach the
casket and take whatever time they needed.

| was standing next to Pat, just a short distance from the
coffin. Some people | shook their hand, others| just said hi.
Pat took it upon herself to make everybody feel at ease as
much as you could at that kind of ceremony. It seemed like
this went on quite a long time. Many, many people showed
up. The one person | do remember talking to asif it happened
yesterday was one of Joshua's doctors who made the com-
ment she was glad she had listened to me and written the note
taking Joshua out of gym. She said had she not written that
note, it would have been very emotional for her. | think it
reinforces what the doctors already knew: the doctors should
listen to the parents because the parents know. Parents are
always with the kids 24/7. 1 know the whole “note” incident
convinced this one doctor that the best course of action wasto
listen to the parents and respond to the parents’ requests when-
ever possible.

It was unbelievable to see that many people at afuneral. It
seemed Joshua had alarge impact on many people'slives. The
entire building filled up to the point where people had to stand.
By the time we were done, it was three hundred plus and Pat
made sure she greeted everybody. After what seemed to be at
least an hour to an hour and a half — I’m not sure how long it
was — the pastor began the service. Joshua's cousin, Ashley
Bell, sang areally beautiful song about love. Then it was my
turn to talk. Before the service, the funeral folks had asked if
somebody was going to say something. Wejust said no; just do
the service and that would be the evening. Sitting there quietly,
not saying anything about Joshua just didn't seem to be the
appropriatethingtodo. So jotted afew notesdown. | stood up
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and talked for awhile. One of the biggest regretsthat | haveis
that we didn’t tape this service because the service was beauti-
ful. The pastor talked about Joshua s name, the fact that Joshua
was abiblical character and his middle name was Jacob for his
grandfather. His last name Laurie obviously because that’s our
surname. Hetalked about the impact that Joshua had on people.
It was not an extremely strong religious service but it was obvi-
ous that the pastor put agreat deal of time and effort into what
he was going to say.

When it was my turn to speak, | talked a little bit about
Joshua, his personality, and the things he did. | remember talk-
ing about the medical staff. Several of the doctors and nurses
and other support personnel had shown up at the service. | re-
member making the comment that to choose ajob working with
dying children would truly be the hardest thing to do. | ap-
plauded them and everyone followed along. There were two
things| forgot to talk about. Thefirst thing | neglected to men-
tion wasthat my Uncle Lou had recently died of leukemia. My
Aunt Irene came up to me after the service and said that Uncle
Lou would be up in Heaven waiting for Joshua. It was a nice
thought. The second | didn’t remember till later. I wish | had
mentioned how nice al the TWA® folks were on our trip to
Florida. In particular, a flight attendant named Joseph. It was
soon after returning that Joshua relapsed and in all the turmoil
| forgot to call Joseph and give a point of contact for the Make
A Wish Progran®. | truly hope if he ever sees this he under-
stands. Of all the things we did, Joshua never did get hiswish
to be avoice in a Disney® animated film. But hell, he did like
Hooters® and those cigars!

Erniewasthere. Erniedidn’t stay for the whole ceremony.
Joshua's death took him pretty hard. | hope Ernie doesn’t ever
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feel bad about leaving early. Ernie was there when he needed
to be there, and for that we will always love him. He was
there with Joshua playing Nintendo. He was there with Joshua
going to the mall. He was there when Joshua was feeling bad.
He was there when Joshua was feeling good. So we really
thank God for Ernie. Jason was there too. Jason stayed for the
ceremony. | remember acknowledging himin my little speech.
Ernie and Jason - definitely two different kinds of folks. Ernie
was areal straight-arrow kid. Jason, on the other hand, was a
littlemorelively, alittle more sneaky, and we'rereally glad to
have Jason. If Joshua needed to be outrageous, we knew that
he had somebody he could get outrageous with. Both Ernie
and Jason had kept an eye on Joshua, and they could be counted
on not to let him do anything stupid that would make his con-
dition worse.

In finishing my speech, | had relayed the cigar on the park-
ing deck story aswell as afew others. | finished with Joshua,
weloveyou and | will missyou. I’'m surethewholething didn’t
go morethan ten to twelve minutes. The pastor said afew more
things and then there would be the final walk-by of the casket.
Again, Pat took a moment with everybody as they left. It was
amazing how much of an impact Joshua had on folks. By the
time we got to the final walk-by of the casket, there wasn’t a
dry eyeinthe house. Everybody was pretty emotional. I’ m sure
people took solace in knowing it was okay to cry. Several of
my brother’s friends came by and they didn’t know Joshua all
that well but it didn’t matter if you were six-foot-four and a
two-hundred-and-ninety-pound bodybuilder or you werealittle
old lady; everybody cried with equal passion.

What wasreally nice was that when people came by whom
we didn’'t know, they would tell alittle bit about Joshua. Many
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of these strangerswould sharelittle, teeny, tiny storiesin amatter
of moments. I’ m sure Pat isgoing to take the memories of those
stories with her for the rest of her life. Known to us or strang-
ers, al were welcome, and all were appreciated. By the end of
the night, we were pretty worn out.

Thefuneral director came out after the service and said that
the reception would be at my parents' house over in New
Brunswick and they could pick up directions at the front en-
trance to the building. This process made it alot easier for the
folksto find my father’'s house. All were welcome who wanted
to attend the after-service get-together. | always appreciated
my parents opening up their home for this.

Aswegot ready to leave thefuneral home, thelady in charge
asked us what we would like to do with the flowers. We in-
structed her to do whatever you do with flowers after the service.
She said that usually they take them to the local nursing homes
and give them away. We said that was fine by us. She further
commented on one of the very large flower arrangements. All
the arrangements were beautiful. What made this one unique
was the way the card was signed. What made it even more
memorable was when the funeral director said that one of
Joshua's friends even played a practical joke. | asked her what
she meant and she showed me the card from the flowers and it
was signed after a brief message with Avery, “ Captain Sisko,”
Brooks. She said one of Joshua's friends had done this and she
thought it was cute. | explained to her that the note and flowers
came from afriend and hiswife. Further that the signature was
true, accurate, and a testament to a kind heart.

At my parents house we had coffee and cookies. We kept it
very smple. Most peopledidn’t come. It wasavery small group.
| think maybe up to fifty people showed up at my parents’ house,
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as opposed to the three hundred plus that were at his funeral.
People came by and talked about Joshuaand the variousthings.
My brother’sfriend, DaveV., came down from Massachusetts.
| hesitate to use the phrase, a typica military friendship, but
David'sfriend Dave V. came down simply for the service and
the next morning he had to go all the way back. That'sjust the
kind of guy Dave V. is. If you called him and needed him to
come, hewould. My brother David had some other friends that
had limited contact with Joshua. They also showed up and it
was appreciated. A lot of friends from school came to the ser-
vice but didn’t come by the house. Some of his teachers came
to the service. We appreciated all that came to the service and
reception. | truly believe that Joshua knew they were there.

Within a matter of a couple of hours, everything ended
and that was the end of the events for the entire evening. We
found out from the funeral director that the next morning they
would take Joshua in the casket over to the crematory and
they would handle all that and then call us and tell usto pick
up the ashes. Originally, as| said, we were going to have him
cremated and have his ashes scattered. To facilitate, they were
going to provide us with a little plastic-lined carton to hold
Joshua's ashes. Four months later we changed our mind and
got the gold urn | talked about earlier. My daughter went to
the funeral home to pick up the ashes with her two friends
Steve and Johnny. Once there, she purchased a pendant. The
funeral home personnel then took the pendant and placed some
of Joshua'sashesinsideit. After placing the ashesinside, they
then sealed the jewel piece with an epoxy. To this day, she
wears it around her neck.

The day Joshuawas cremated wasrather interesting. People
will tell you that they hear from the dead and they have premo-
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nitions and variousthings happen. | believe some of thesethings
are just wishful thinking. For the most part, | don’t understand
how these things could happen. | guess I’'m the typical, cynic,
non-believer. At least | used to be.

Some of the things that happened on the day Joshua was
cremated were unusual, to say the least. I'll start from the be-
ginning so you will understand. When Joshuawas about twelve
yearsold, we had goneto Great Adventure®, which isdown the
road about a half an hour. We were walking around Great Ad-
venture and we wound up in the arcade area. They have the
frog game. Thisiswhere you take ahammer and you hit alittle
teeter-totter kind of thing, which launches the frog towards the
lily pad. Theideaisto havethefrog land on thelily pad. Joshua
wanted to play this silly game that cost two dollars for three
frogs. | told him it was a joke, nobody won, it wasn’'t worth
playing, and | tried every which way | could to dissuade him
from doing this. Finally | thought to myself, thiswas one of his
adventure days and he was entitled to do what he wanted to do.
The whole purpose of having an adventure was to take one of
the kids and let them do what they wanted to do, treat them as
an equal. | found myself arguing over two dollars and in the
scheme of things, two dollars was chump change. So | finally
said, “Fine, here’sthetwo dollars.” | gave him the two dollars,
reiterating to him that thiswas ajoke because nobody ever wins
these things and it’'s a total waste of money. Well, he put the
first frog on the teeter-totter and he hit it with the hammer. The
frog jumped through the air and landed on the lily pad, and
they handed him a stuffed frog. Well, | told him it was my two
dollarsand | took thefrog. Hedidn’t realy fight me on that. He
was having fun showing me up, proving | was wrong and he
wasright. After al, he had indeed won the frog. That frog went
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in the left rear window of my car and has been there for years.
Never moves. Never take it out. It's still there now. The day he
was cremated, | had to go out to the car to get something. When
| went out to the car and opened the back door, the frog fell out.
The frog had never fallen out. It had never moved before. But
the day he was cremated, the frog fell out. That gave me pause
for something to think and dwell on.

Later that night, the light in the front yard, which had not
been working for six months, chose to light up. Most people
would say these are simple coincidences and have nothing to
do with anything. | think I’m going to reserve judgment on
that. If somebody had to hold me to an answer as to what |
believed, 1 would actually go out on a limb and risk being
called a nut by some people and say that both instances had
something to do with Joshua. | believe Joshua is around me
and when | do variousthings, | ask him for help. Particularly
when I’ m doing hypnosis shows. | believe he's present. Some-
times when I’m facing a particularly hard show, I'll ask him
for help. Onething | have learned is that when you ask some-
one that has crossed over for help, be very clear about what
you ask for. One of the funniest things that has ever happened
to me, which was absolutely not funny at the time, was | had
to work on one of the Carnival® Cruise Ships and the Cruise
Director and | did not particularly get along. We had worked
together on another boat where | had asked one of the social
hosts how long the show would be. | don’t know whether they
were being sarcastic or silly or figured | should know, any-
way but they told me to go an hour ten to an hour twenty
minutes. So | ran the show for an hour thirteen minutes, said
Good night and walked off stage. When you work on acruise
ship, whatever time they tell you they want, that’s the time
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you givethem. If they say they want aforty-nine minute show,
in forty-nine minutes, you should be walking off the stage,
thistime importance is the same when you work casinos. If
the casino entertainment staff wants a fifty-two minute show,
you give them fifty-two minutes. No more, no less. Unbe-
knownst to me, the cruise director had wanted a forty-eight
minute show, not an hour and thirteen minutes. | learned a
very important lesson that day to always talk to the man in
charge, and not one of the underlings.

When | showed up on this new boat, he was the Cruise
Director and | knew things would not go well. So just before
the show, | said to my son, Joshua, “I know you can hear me. |
need these peopleto go out fast and deep.” | went out and started
my show, picked my subjects, had them sit in chairs, told them
take a deep breath, close their eyes and go into deep, deep,
deep hypnosisand they did. Twelve people went out. They went
out in deep hypnosis and they sat there. No matter what | said,
they didn’t move. | told them they were hot, they had no reac-
tion. | told them they were cold, they had no reaction. If you
ever want to feel at aloss, bein front of fifteen hundred people
with twelve subjects under hypnosis and no one moves or re-
acts. It doesn’'t make for a good show. | ended up stopping the
show early by turning it into alecture/demonstration. The same
thing happened during the next show. | ended up doing a few
very simple things and let some people take some pictures of
people holding their hands up and putting their hands on top of
their heads. It wasahorrible, horrible show. Everybody in show
business will tell you that sooner or later, you have to have a
horrible show. Well, thiswas it. The Cruise Director was very
gracious. He said, “ These things happen.” And we would go on
from there. | didn't have a midnight show that night, so that
evening was done.
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When | returned home, | relayed what had happened to my
wife and she said, “Well, what did you ask Joshua to do?’ |
expressed that | asked him to make them go out and go deep.
WEell, her responseto mewas, “that was exactly what hedid, he
made them go out, he made them go deep and you didn’t tell
him you needed them to do things.” That was a very important
lesson that night.

Whether you believe in communicating with someone who
has crossed over or not, it really doesn’t matter. All | knew was
that | asked Joshuato let them go out and go out deep and that’s
exactly what happened in two shows back to back. Now the
statistical significance of that happening at arandom situation,
| don’t even want to begin to imagine. Well, lo and behold, the
following week | had to go back to the same boat and of course
| had the same Cruise Director. This time before the show, |
looked inthe mirror and said, “L ook, Joshua, this guy does not
like me. If he liked me at al, he realy doesn’'t like me now
because the two shows last week were horrible” Of course,
thisisawhole new set of passengers. So | looked in the mirror
and said, “Joshua, | need them to go out, | need them to go
deep but | need them to do stuff. Thisisacomedy show. We're
here to make people laugh. If these people don’t do something,
| will look like afool and I will not be asked to come back by
this guy. | need them to do outrageous things. | need them to
get silly. I need them to have fun. | just need to have something
really, really wild heretonight. Understand? Thisiswhat | need.
Out, deep, and silly.”

When | got backstage, of course the Cruise Director was
there and we shook hands and he asked me how | was doing.
This concern for me was nothing more than being polite on
his part and then he told me if things don’t work out tonight,
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just end the show and we'll go on. Don't try to drag it out. |
told him, we're not going to have that problem. “Every once
inawhilel’ll have abad show. Last week we had abad show.
Tonight we'll be outrageous. Don’'t sweat the small stuff.” He
said fine, but then he reiterated that if things didn’t go well,
just end the show and get off the stage. | said, “Fine; no prob-
lem.” | went on stage, talked to the audience for afew minutes,
had a big group come up on stage, and from the big group
picked my final 12. They sat in the chairs. | counted from ten
down to one.

Almost immediately they all closed their eyesand gotina
very relaxed position, and then | stood back and said when |
count to two, take a deep breath and sit straight up in your
chairs, eyes closed in deep, deep hypnosis. One, Two. When |
did that, they all sat straight up in their chairs, sitting almost
at an attention position, and then | went into my show. Typi-
cally I give them the experience of being warm and then cold
and go on to other things. To say that these people acted as if
they were professional hypnosis subjects would be an under-
statement. The show got outrageous. Everybody was very
demonstrative. They were very outgoing. Their movements
were exaggerated. When | told them they were hot, they im-
mediately started sweating and fanning their faces. When |
told them they were cold, they were literally climbing on top
of each other using body heat to keep them warm. When they
were given shrinking underwear, it was as if the underwear
was crawling up around their ears. People were speaking what
they thought was Japanese. People were thinking they were
Martians from outer space. When | called for my hypnosis
subjects to believe they were in an audition, they used body
language and facial expressions to convince these invisible
producers and directorsto hirethem. Their actionswere spon-
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taneous and believable. When they were vampires, they all
had fangs and snarls and growls. Teeth were shining and show-
ing. The show could not have been better if | scripted it and
hired professional actors to play the parts. You would have
thought they were plants in the audience, the way things
worked out. As afinal thing, | told everybody to take a deep
breath and relax. | was getting ready to bring them up and
have them go back to their chairs when | had a thought. So |
took the microphone and put it behind me so the people could
seethat | did not intend for them or the entertainment staff to
hear what | said. | told them that after they go back into the
audience, when the Cruise Director says my last name, all the
women would come and give him a warm, wonderful hug.
Then | immediately brought the microphone back and went
into my speech, “I’m going to count from one to five, and
when | get to five, you'll open your eyes and get awarm and
wonderful feeling, free of al stress and discomfort.” | stated
further that all the suggestions except the final one | gave you
will be gone and you are to go about your evening and have a
great time. Of course, nobody knew what that final one was
and I’ m sure there was some curiosity in the audience as well
as by the Cruise Director. | then counted to five and they
opened their eyes and they went back to their seats.

The way you end a show on a cruise ship isthe same every
time. You say on behalf of the Captain and Cruise Director and
go on and on and give alittle ten-second speech and then you
say good night and walk off. The Cruise Director then walks
out and says, “Ladies and gentlemen, let’s give it up one more
time for Jack Laurie” and you walk out and wave to them and
you walk offstage and out the back. When he walked up on
stage, | wasinthefront area. | had walked offstage towards the
sound booth, which is actually down into the audience area.
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The Cruise Director walks up on the stage and | had already
told the cameraman to keep the camera on the Cruise Director
and not to turn off thefilm. Later that night, they play the video
on the ship’s TV channel. Sure enough, as soon as| had exited
the stage, the Cruise Director walks up on-stage and says, “La
dies and gentlemen, give it up for Jack Laurie.” At that
monument all the women immediately got up and ran on-stage
and just gave this guy really wonderful, warm hugs. Just very
nice people giving a wonderful, warm hug to another human
being. Getting such agreat set of hugs caught the Cruise Direc-
tor off guard. He was in hog heaven. He thought that was a
fantastic experience and agreat way to end the show. The Cruise
Director gave me a thumbs up and after that we actually got
along quite well.

The whol e experience taught me that when | ask for some-
thing, be very specific what | ask for. If you ask something of
someone who has crossed over, you have to ask for exactly
what you want. What | had asked for the previousweek wasfor
them to go out fast and deep, and that’s what they did. This
time | asked for them to go out fast and deep but they had to be
silly and do things and respond to my voice and listen to my
voice, and that'swhat they did. When | know I’ m going to have
ahard show, I'll ask Joshuato help me, but what | ask for isout
fast, out deep, and doing stuff. So far, every time it has worked
out very well.

Other Happenings

One other time that | believe Joshuacommunicated to me -
| hate to use the word “communicate” but one other time | felt
that he was involved in the on-goings of what wastaking place
was when | saw the movie, Seventh Day. It was Arnold

— 162 —



THE SERVICE

Schwarzenegger’smovie. | don’'t want to tell anybody the end
of the movie because they may not have seen it and I’m sure
somebody will rent it one of these days. At the end of the
movie, Arnold Schwarzenegger, who was a father and hus-
band, had an experience by which he was going to cross over.
Theradio in my Toyota Four Runner® doesn’t work that well.
| never worry about it because it’s an extra car that we use
when it snows. | have the volume turned off. As| was driving
home, | was thinking that if | were ever to die, it would be a
really neat thing that | would see my son again. At the same
moment that | had that thought, the radio spiked. It gave out
this loud burst of static. It was as if my son was telling me,
“Dad, it will be great when you get here but let’s not hurry the
process.” That was rather spooky. | didn’t really explain the
entire thought process that | was going through because it
was only afleeting thought, but | did express to my wife that
it was arather spooky thing to be thinking about crossing over
and the radio would do that to me. Her response, as always,
was that Joshuawas communicating with me, and it’s just not
my time to go yet.

My wife has contacted a couple of individualswith regard
to communicating with Joshua. | don’t know as | believe the
people that talk to her but I choose not to dismiss them. She
deals with one lady from North Carolina. She is called the
Angel Lady because she works with angels. They talk about
Joshua once in awhile. This lady says that Joshua is around
me whenever | travel. | don’t know if heis or isn’'t. To that
point | would not bet money on it, but my wife is convinced
that Joshuais around whenever | travel. | like to think that he
is. Well, maybe | don’t accept it one hundred percent but I’'m
surely not going to go out of my way to dismissit. In another
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conversation the Angel Lady asked Pat if had | started on the
book yet. It seemsthat Joshuatold the Angel Lady that | needed
to write a book. My wife had never had any conversations
with thislady about my writing thisbook and | found it rather

interesting.
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The Following Day It Starts

he days following the funeral were hard, particularly on

me. Pat seemsto have avery strong faith and | guessKristin
doestoo. Me, | guess|’m selfish. | wasentitled to ason. | wanted
my son and my son, was no longer with me. I’ m sure whatever
God had plans for, he needed one more angel to help him out,
and that’s why he chose Joshua.

Thetimeit hit hardest was always in the morning. It was
always hard but there’s something about waking up and know-
ing he isn’'t here anymore. | think for at least the first two
weeks after he died, | would wake up in the morning and start
crying. Therewasn’t much | could do about it. My wifewould
wrap her arms around me and kind of rub my head and never
really said anything. | guess | would cry for twenty to thirty
minutes and then | would go on with my day. This particular
morning cry went on for quite awhile. Having him gone cre-
ated such aholein my heart | don't feel that it will ever totally
heal. All the things my son and | shared would never happen
again. Even if | shared these things with others, there would
never be another Joshua. My son was gone and that’s all there
was to it.

| found that different things set me off. There’'s neither
rhymenor reasontoit. There'ssome commonality toit, | guess.
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Anytime | was watching a TV show or a movie where there's
aloving relationship, it has an effect. It need not be a parent/
child relationship. It may even be as simple asascenewherea
husband and wife areinlove, or brothers, or sisters, or friends.
It has to do with the fact that there is an emotional bond. |
actually becomejealousand it manifestsitself in tears. | think
back to different events or moments and the emotions fill me
up to the point of over flowing my being. I’d come to a red
light, | taketimeto pause and reflect, and the next thing I know,
I’m thinking about my son and | start crying. Talking about
my child quite often makes me start to cry. It’s already been
threeyearssince hedied, and | still end up crying when | think
about him. In the beginning, to write this book, | dictated into
a recorder. I'm told the person typing the original draft had
difficulty because quite often, the tapes indicated a stop point
and then would start up again. It was obvious that at this mo-
ment of dictation, the circumstances were particularly hard to
bear. Many incidentsrelayed on the tape and then subsequently
placed on paper were very emotional to talk about. One night
| was watching TV viewing an episode of Sar Trek Voyager®
where Seven of Nine® had mentored aBorg® child, of all things.
To Seven of Nine, this Borg child was amost like her son. In
the end, Seven of Nine had to stand by while he died, knowing
there was nothing she could do but be there for him. Not let-
ting him die alone consumed her. | bet | cried for thirty minutes
when | watched that episode. | know some people will say that
thisis just science fiction and a TV show and it really didn’t
matter. It just hit home.

| try not to impose my feelings on other people and | think
I’ve done a pretty good job of not doing that. Onetimel didn’t
hold my tongue was when | was coming back from one of the
Carnival® Ships and | was passing through JFK Airport. The
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airport chose that night to lose my luggage. | was in the office
in the airport where you fill out the claim form. There was a
father there with three kids. He lost his three-hundred-dollar
camera because somebody had stolen it out of hisluggage. He
wastaking it out on the kids and he was screaming at them and
threatening them. Thiswas about two months after Joshuadied.
He was ranting and raving to the point that he was just getting
ridiculous in his viciousness. | understood this because what
he was doing, | saw myself doing the same thing years before.
After listening to hisranting, | finally turned around and said,
“Look, my son just died two months ago. 1'd give anything to
have him here. Your children have nothing to do with some-
body stealing your camera. So why don’t you lighten up?’ |
guess that got his attention because even though he didn’t turn
into a happy camper, he stopped threatening his children. This
was the first time | had ever done anything like that, and most
likely would be the last time.

One time | did impose my feelings and thoughts that was
totally appropriate was when dealing with Guy. Guy isafamily
friend and alocal police officer. Guy came to me with what he
believed was an awful problem. He had been up to the hospital
to thevariouschildren’swards. He knew of Joshuaand had even
been up to see him during his stays at the hospital. Guy’s di-
lemmawasthat he needed to know how to handle dying children.
He had remarked he had to keep leaving the children’s ward
area because he could not help but cry at the thought of the
children that he was talking to were dying and there was noth-
ing that he could do. He wanted to know how | handled it.

| first told him that you just do. | then told him that the
crying was something that he had to handle. These kids are
sick and crying isabout you, not them. | told him it was okay to
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feel bad, and that he could cry all hewanted later. Now he needed
to get up there and put in hismind that these kids needed alittle
joy, even if it was only for a few days. If he thought that he
could provide alittle joy, perhaps sunshine, even alittle hope,
then he should get his butt back up there and remember why he
was there. Guy went back the next day and for years after that
would makereturn trip after returntrip. I know it still hurtshim
going back, and | know he still went back. You will hear more
about this remarkable man later.

What | really get a kick out of is watching parents with
their kids. It'sagreat thing that they havetheir children. It makes
me quite jealous, actually. | wish that | still had my son. The
grief getseasier astimegoeson. Thingsstill get to you, though.
Ernie, Joshua's friend, getting his driving permit was a very
emotional time because Joshua would have gotten his permit
eight months after he died. Then you start thinking about all
the times he’d want to borrow the car and you'd tell him no.
This year would have been the year he graduated from high
schooal. | feel sorry for myself not being able to see him walk
across the stage to get his high school diploma.

Another aspect about treating your child’sillnessisthat it
soon becomes a way of life. Everything revolves around that.
After Joshuadied, we went to dinner at Olive Garden with my
brother David and hiswife. Now you might wonder what is so
interesting about that. As we are sitting there, | realized and
made the comment that it had been alittle over four years since
we had been out with another couple. Pat and | frequently went
out to dinner, but always with just us. It was our way of taking
abreak away from all that was going on. Of course most of the
conversations aways revolved around the treatment of the day.
It'salot of fun, a nice change, going to dinner with them. As
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far as travel, after Joshua was diagnosed, we never both went
out of town at the same time.

Still another thing that happens without any conscious
thought is how we reference time and past events. Everything
becomes “ Oh, that happened before our son got sick.” or “Oh,
yes, | remember that, that was just after our son died.” It’s not
that you mean to reference everything that way. Maybe some
day wewill look at thingsas, “ Oh yeah, that happened after the
Mets® (hoping) won the World Series®.” Time will tell.

In the Army we have a saying, “There is always one per-
son who does not get the word.” Well, that was Lou. Lou had
limited contact with Joshua. His contact was just through me.
Lou is area estate agent. Lou’s a pretty good guy. Always
dressed to the hilt. Looksreally good, long hair and all. | felt
bad for Lou because L ou used to always ask about Joshuaand
then after Joshua died, | hadn’'t seen Lou for quite some time
and likel said, there’salwaysthat one person who doesn’t get
the word. About sixteen months after Joshua died, | popped
into the real estate office just to say “Hi.” My business re-
quires that | work with alot of Realtors®. For some reason,
our paths hadn’'t crossed yet. | walked in and as soon as he
saw me, hesaid, “Hi, how areyou doing?’ He shook my hand.
While he was shaking my hand, he had this big smile on his
face and he asked how Joshua was. Well, that was an awk-
ward moment. | had to tell him that things hadn’t worked out
for Joshua. He was instantly upset. Not only was he upset
because Joshua died but | think he was upset that | would
perceive his statement to be very callousin asking me how he
was. His demeanor, his body language, everything, showed
me that this was a very awkward moment for him. It needn’t
have been but | understood it and tried as best as | could to
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put him at ease and explain to him that yes, Joshua had died
and it was not that big a deal that he didn’t know. | thanked
him for asking. Some of the people that Joshua had an effect
on were family and close friends, others just a momentary
thing where their paths crossed briefly and would never cross
again. Even those people that he didn’'t interact with often
still feel Joshua's touch.

One thing | did find out after the funeral was that Jason
made avideotape, and on the videotape, they weretalking about
Joshuakissing agirl. Thistape was away that Joshua'sfriends
could say “Hi!” We hadn’t seen the tapes bef ore because Joshua
asked us not to look at them. | don’t know why that wasimpor-
tant but it wasreally a great thing that Joshua had experienced
hisfirst kiss. Moreinteresting than that, jokingly, my wife asked
me, “What if he wanted something else from a girl?’

To which | responded, “Well, he never asked to experience
sex, but had he asked for the services of a very nice woman, |
probably would arrangeit.” | know that probably irritates some
people but my mindset was that in case things didn’t work out,
| was going to let him experience anything he wanted to. But,
hedidn’t ask and | didn’t offer.

Vacations are hard. When | go on vacations, | see parents
enjoying their kids. | watch parents playing with their children,
showing them things, and teaching them the things they need
to know. At times, it’s very upsetting. Joshuawould say things
to my wife that he wouldn’t say to me. He would tell hismom
that if he died, she would still have Koty. My wife's response
was always, “ Koty was Kristin's child and we would never be
able to replace you. Don’t give up. You have alot to live for”
No matter how many times she'd say that, his response was
always, if | die, you still have Koty. | don’t know why he never
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said that to me. He never did, but he would hammer that home
to my wife al the time.

I’m really happy for Koty because now Koty is almost five
years old and coming into his own. Recently | started to take
Koty on adventures. Adventures are nothing morethan afuntrip.
It could last part of aday, awhole day, or even acouple of days.
It's something that we do out of the ordinary. On Koty’s first
adventure, | took himto McDona d's® playground and we played
until he was done playing. | think we spent an hour and forty-
five minutesto two hoursat the playground. He got to play on all
the dides and the tunnels and he even got to play in the little
plastic ball pit. There was no pretense that we had to hurry up to
go on to do things. We were just going to let things take their
course. We were going to take our time and have FUN.

After he got done playing, | took him down to the gentle-
man that designed the tattoo | carry on my upper arm
symbolizing Joshua. | asked Tommy, the tattoo artist, if he
wouldn’t mind working on Koty. Of course Tommy immedi-
ately agreed. So | let Koty pick out hisfirst tattoo and he picked
out a big snow tiger. The tattoo was about five by five inches.
Tommy made a tattoo stencil with a device that looks almost
like a photocopier. The stencil is a blue ink background that
they tracethetattoo outline onto your skin. Thetrueta ent comes
with coloring it in and refining it. So Tommy had him raise his
shirt and he put the little roll-on stuff on so the tattoo sticks.
Koty was a little apprehensive. He thought Tommy was going
to take out the machine and start in with the needles. | explained
to Koty that thiswas not going to hurt him and he picked up his
shirt and Tommy put this big snow tiger on his chest. Tommy
then dried the stencil ink and that was as far as the process
went. Koty was extremely proud of histattoo and he showed it
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to hismom, my wife, thewaitressin the diner, and he showed it
tothekidsonthe street. Cometothink of it, | don’t think there's
aperson in New Jersey that has not seen hisfirst tattoo. It lasted
about two weeks and he thought that was the greatest thing
since peanut butter.

With regard to the tattoo | have on my upper left arm, I'll
try to describe it the best | can. It is a large Celtic cross, and
interwoven at thetop isa Star of David. Acrossthetop pieceis
tattooed theword “ SON,” and down the centerpiece isthe name
“JOSHUA.” At the base, the cross has the appearance of being
buried and is surrounded by four rocks, two large rocks repre-
senting Pat and | and two smaller onesrepresenting Kristin and
Koty. A crack in the cross with atear running out finishes the
design. The colors are mostly yellows and greens.

Koty’s second adventure was back at the McDonald’s play-
ground for an hour or so and then we went to the aquarium and
I let him run loose there. By that | mean he was always next to
me but whichever way he wanted to go and whichever exhibit
he wanted to see is what we went and experienced. It's aways
agreat feeling taking him on these adventures because now it's
his time. Kristin gets a little bit irritated because she doesn’'t
get to go, but it irritates her in afunny way. She givesmeahard
time asking about her next adventure. | tell her that her time
has come and gone and now it's Koty’s turn. | know | need to
keep taking her away occasionally because she still needs a
daddy and | still need her. Awhile back, we went on our latest
adventure. Kristin and | went to San Francisco. Kristin's ad-
ventureswill not beasgloriousasthey used to be. | doubt there's
ever going to be another Disney World, ski trip or para-gliding
experience. But I’'m looking forward to quiet dinners. Maybe
we can go into New York City occasionally.
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Onething | did experiencethat wasadilemmaof sortswhile
on arecent trip with Kristin. | hateto fly. Yes, | know I fly all
thetime. That doesn’'t changethefact that | hateto fly. Actually
it's not the flying per se but the landing. My brother David is
just the opposite; he hatesthe taking off. Aswe start to descend
to land, | get nervous. To stay calm, | say to myself, ”If we
crash, | will cross over with Joshua. If we arrive safely, | will
live for Kristin.” That is what works for me along with some
breathing exercises. The only problem is, | started to say my
special phrase to myself when we were about to land and |
realized that Kristin was on the plane with me. Oh, well, back
to just the deep breathing exercises that | know.

What I’ m really looking forward to is taking Koty and his
new sister llianaon adventures. While Koty isalmost five, lliana
isjust over oneyear old. Before you know it, Ilianawill be old
enough to go on her own adventures; just the two of us. I've
already been told that | can take Koty to Disney World. I'll
have to wait a couple of yearstill he's bigger. I'm looking for-
ward to it. I'm assuming that’s going to be a very emotional
experience. Emotional experiences are al right. | know if it
gets too hard on me, I've got family that will support me and
take care of me.

One of the most indelible experiences/eventsthat happened
after Joshuadied wasalate night call | received from my brother
Jmmy. | answered the phone and he was crying. | said, “Who
is this and he just responded, “me.” “What’'s up” isall | said.
He then proceeded to tell me that he and Lorna were proud of
me and Pat and the way we handled everything over the last
few years. That's all he said and then he said we would talk
later and hung up the phone after | said, “Thanks” | have a
remarkablefamily. Thewholetime Joshuawas sick, right up to
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the end, no one interfered. Not one member stuck their nose
into our business or offered suggestions as to how we might do
things differently. That leaving usto do what we felt we had to
do was much appreciated, and will awaysberemembered. One
other thing that will also hold a special appreciation for uswas
the naming of Jimmy’s new son; James Joshua Laurie.
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Feelings, Bears,
and a Song

don’'t know why it is but it seems I’m the closest to Joshua

when I'm traveling. This closeness is particularly strong if
my travelsinvolve working or vacationing on aboat. Boats are
anice vacation. You go on a cruise ship, you unpack, and you
canfollow their schedule or you can just hang out in your room
or out on deck. One tradition | seem to have started is that the
last night that I’ m on aboat, that’s Joshua' s night with me. | get
my cigar and | go up on deck and just sit there by myself. | call
it Joshuatime. Some people understand it. Some people don’t.
Recently Guy and | went on the cruise. Whenyou goonacruise
ship, peopletend to start hanging out in groups. We got involved
with this one particular group. The last night of the cruise, |
told Guy that | would be going off by myself later that night to
be with Joshua. Guy knew Joshua as my son and also from his
hospital visits. He was around when Joshua was sick and he
was at the funeral. He knew that this was a serious time for me
and hejust left me alone.

| went up on deck and later on | found out that a couple of
people were asking where | was. Guy told them | was up on
deck smoking acigar with my son, which wastheway | always
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referred to it. Their response was that they weren't aware that
my son had been on the cruise with us. He explained that Joshua
had been sick and he died and thiswas my time with him. Some
of the people said they would come up on deck and keep me
company because| probably shouldn’t be alone. Guy told them
to just butt out; | was up there and he told them to stay away
from me. What was really interesting isthat | found out one of
thewomen in the group remarked that obvioudly | hadn’t settled
thisissue, and she should go up there and help me, as she said,
come to terms with Joshua's death. Guy told her that | abso-
lutely had come to terms with Joshua’'s death and she could
keep herself right where she was and there was no way he was
going tolet her interferewith my Joshuatime. At thetime Guy’s
actions were very much appreciated. It is always the small
kindnesses offered by a person that tends to stick out in my
mind. | wonder why that is?

Sometimes people will say that if you're still emotional
about the passing of someone, that means that you have not
cometo termswith their death. | know it’sacold, callous opin-
ionon my part, but obviously, they have no ideaof what they’re
talking about. | came to termswith the death of my son when |
held him and sent him to God. | understood he was dead and |
understood he wasn’t coming back. | also understand that | be-
lieve he communicates with me. | understand that he's around
me. | understand that certain thingswill always have an impact
on me. I've come to terms with the fact that my son is dead.
That doesn’'t changethefact that | misshim dearly, and at times,
it's extremely emotional and hard to be without him.

Recently | had the experience of buying anew motorcycle.
It'sreally interesting the way | wound up with that motorcycle.
A while back | purchased my brother’s Harley-Davidson® and

— 176 —



FeeLINGS, BEARS, AND A SONG

it seemed that at thistime in my life, I’'m supposed to have a
new Harley-Davidson. I’'m sure it’s strictly ego. It's a sign of
success. It's a sign of being macho. It’'s asign of, “Look, I've
got a Harley-Davidson. | have aloud, thundering motorcycle
and don’t you wish you had one?’ | really didn’t need a new
bike. I had thought about buying anew bike but with the amount
of money that they codt, it just didn't make any sense. Then |
came out of my office one day and | saw aguy | knew. | asked
him why he was in the parking lot of my office building. He
explained to me that his wife was seeing the doctor upstairs.
No sooner after we started to chat, his wife joined us. She re-
layed to usthat the doctor expressed to her that hewould liketo
put her in the hospital for aday just to check afew things. Her
response to that was she was a nurse and she would take care of
it and it wasn’t that big a deal. That was on a Wednesday. Fri-
day afternoon they took her to the hospital. She ended up in
Intensive Care with liver failure. We thought we were going to
lose her. As luck would have it, they performed a liver trans-
plant on her Sunday afternoon. Her recovery was amazingly
rapid. She's still with us, thank God, and leading a very nor-
mal, healthy life. Well, when that happened, | said, well, you
know, | could be dead tomorrow. So | went down to the Harley-
Davidson dealer and | bought a new Harley-Davidson.

Now you might be asking why | am expressing thisstory to
you. The salesman who | bought the Harley-Davidson from
was the son of the owner of the store. | didn’t know that when |
wastalking to him and negotiating the price of the bike. | found
out who hisfather was more towards the end of the deal. When
we closed the deal, | had the opportunity to talk to the owner at
which time | relayed to him, “1 didn’t realize that was your
son.” Hesaid, “Yes.” Helooked at me puzzled, obviously won-
dering why | was getting teary-eyed and glassy-eyed over the
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purchase of a motorcycle. | explained to him that | was ex-
tremely jealous. | had hoped to work with my soninmy hypnosis
business, but it was not to be; he had died the year prior. | told
him it was redlly, really nice to see his son working with him.
He thanked me and he understood the importance of it.

| think everybody ends up thinking that eventually they’ll
pass their business, or their equity, money, cars, or whatever,
on to their children when they die. It's hard sometimesto face
the fact that the child has already died. | think the expression
is, “parents should not outlive their children.” | believe that
saying to be true, having a child die before the parents die,
really, really sucks.

| could still work with my daughter; not! Asmuch as| love
my daughter, we don’t work well together. She's very strong-
willed. I'm very strong-willed. Some families are really good
at playing together but not working together. Kristin and | do
not work well together. We have agreat time at everything el se,
but work, well, | guess that’s life. Who knows, maybe in the
yearsto come, if I'm still in the same business, Koty will start
working with me. Maybe, just maybe, I'll have a chance to
show him all about hypnosis.

For everything that we experience that is bad, | try to re-
member that others can have it worse. | recently did ahypnosis
show in Texas for a high school. | started to talk to one of the
chaperonesand heasked if | had any kids, so | said yesand told
him briefly about Joshua. He understood, having lost his son
six yearsearlier. When | asked how it happened, hetold methe
story of hisson going out for the day with some friends and on
their way home, less than a mile away from the house, at a
four-way intersection, his son’s car was hit and he was killed.
He saw his son leave that morning and a police officer was the
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last thing he saw that night. | had twenty-one months to play
with, learn from, and enjoy the company of my son after we
knew he might not makeit. For that short time, | will alwaysbe
grateful. Pat tells me that in the end, | had become Joshua's
best friend, hispal, and his confidant. | couldn’t have asked for
agreater gift from a son.

As for the Rolex® watch | always wanted. The one Joshua
had picked out the last night we went out on the town isworn on
my left wrist. After Joshuadied | sold my sailboat and added the
fundsto the money | had saved. | purchased the watch at Fords
Jewelers® in Fords, New Jersey. What makesthe watch even more
specia isthe engraving | had them add to the back of the watch;
his birthday, his name * Joshua,” and the date of his death.

J.J)sBears

In an effort to keep Joshua's memory alive, Kristin enlisted
theaid of hisschool. Kristin explained to the students and teach-
ers that she had a great idea to give bears to the kids in the
hospital where Joshua spent much of histime. J.J.’s Bearswas
born. The reason bears were chosen was because that was an
important request of Joshuato hissister. He wanted anice, soft
teddy bear. As with any request he made of his sister, this too,
she delivered on, one soft cuddly teddy bear, which he loved.
The Vo-Tech School immediately kicked in to help. One sec-
tion of the school helped to construct a wagon, another group
the handle. The next step in building this wagon of love wasto
have Joshua’s grandfather paint the wagon red. Kristin took the
wagon back to the Vo-Tech school for a custom-lettering job.
Others at the school donated and collected bears. When all was
said and done, we had a beautiful wagon filled to the brim with
teddy bears and love. The teddy bears were distributed to the
childrenin both the cancer clinic and up onthevariouschildren’'s
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wards. We continueto receive donated bears and distribute them.
Many bears come from people who knew Joshua. Other bears
come from hosts of my hypnosis shows and groups that spon-
sored various fundraisers that | worked. One thing that seems
to beinteresting is that when a group cannot afford my fee for
ashow | will tell them just to have folks bring in bears. This
audience participation, instead of paying me my fee, tends to
work very well for J.J’sBEARS. If you add up the value of the
bears, it usually exceedsthe cost of what the show would have
been; go figure. Rest assured no donated bear ever went hun-
gry or had to be turned out into the cold. If you would like to
send abear to J.Js Bears, send them to Endeavors-J.J.s Bears,
P.O. Box 922, Dayton, NJ08810. For Bearsarriving viaUPS®,
FedEX®, etc., contact Endeavors at 732-329-8570 for shipping
information. The bears must be “NEW.” The children that the
bears are given to usually have a compromised immune sys-
tem, and it would be unsafe to give them a used bear, no matter
how much that bear has been loved.

OneLast Thought

Wondersnever cease. Just when you think that maybe things
are not asthey seem something happens. It’s been several years
since the death of Joshua. | wonder as | read my own writings
if I may be seeing the thingsthat | want to see when it comesto
Joshua's presence.

Last night | brought home anew car. Nothing fancy, just a
Honda Accord® with a few options and a navigation system.
One of the options was a satellite radio. | always wanted a
satellite radio, and well, now | have one. So, I’'min the drive-
way trying to get the darn thing programmed when Kristin
comes out and jumps into the passenger side of the vehicle. |
haveto add here that Kristin’sfavorite singer is Dolly Parton.
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So we are sitting there trying to get the radio programmed,
over 100 channels | might add, when she says we should see
if it works. So we pick channel 10, no particular reason, and
not knowing what type of music that channel will play. We
set the radio accordingly. Of all the songsin the world, of all
the singersin theworld, of all the music that could comefrom
this new toy we sit there in awe as the car fillswith music for
the first time from the many speakers. We look at each other
as we recognize the voice of Dolly Parton singing Barry
Sadler’s Ballad of the Green Berets. | sometimes question if
God is around me, but | know Joshuais.

Asasidenoteto all thiscommunicating with someonewho
has passed. In my ownway | have found away to talk to Joshua
when | want to. Now this may sound silly, but some years ago
| heard an American Indian flute being played for thefirst time.
When | heard the flute | felt like it was talking to me; silly |
know. Well anyway, | went and bought afew and now when |
feel the need to talk with Joshual play them. Mind you I’ m not
very good, but well, it works for me.

— 181 —



CHAPTER XVIII

The Letter

h, as for my hair, well, it has been awhile now and ever

since that last cut, | haven't cut it yet except for alittle
part in front so | can see. Recently alittle boy, the son of alady
| met, asked me why | looked like agirl. So | sent him alittle
letter via his mom and told her if she thought that it was
appropriate to give it to him now or some time in the future.

Dear Big Guy,

| heard you say “That guy has long hair like a girl.” You
know what, | do. But the most interesting thing is that | have
long hair because of love. Now you might ask how could long
hair and love go together. So let me tell you a story.

My name is Jack and | had a son named Joshua. Joshua
was alot like you. He was smart and had dark hair. One day
when Joshua was 10 years old, | asked him to get a hair cut.
Joshuadidn’t think that was a good idea. Do you know when
your mom and dad think something is a good idea, but you
don’'t? Sometimes it’s over when to go to bed, or what to eat,
like peas and carrots. Well, sometimes it is over things like
hair. Joshuaand | had alot to say to each other about his hair.
| tried to think of waysto get him to understand my side, the
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way | thought. He tried to get me to see the way he thought.
Soon it became clear that we had to try something different;
but how to do that?

| came up with an answer. | told him that if he wanted to
grow hishair, | would grow mine. He thought that was funny. |
thought it was funny too. So we started to grow our hair. It
grew, and it grew, and it grew. Pretty soon my hair was all the
way down to my belt. | had to put rubber bandsin it to keep it
out of my face, or | could not see to read or watch TV. Joshua
thought all thiswas rather funny. Thiswent on for three years.
Imagine having three birthdays and not ever cutting your hair!

When Joshua was 13 years old, he kinda got sick. This
was not the kind of sick that you get when you have a runny
nose or get a cough. This was the kind of sick that makes
mommies and daddies feel scared. He had athing called leu-
kemia. When you get this, you have to take very strong
medicine. One of the medicinesthat Joshuatook was so strong
that it made hishair go away. Thismade Joshua sad. He thought
that if he didn’t have hair that he would look funny. Looking
funny is no fun. Of course mommies and daddies try to make
their kidsfeel good, so | told Joshuathat helooked okay with-
out hair. He said that it was easy for me to say that, because |
had hair. He then said that is what all daddies say. That night
| thought about what he said and | told his mommy that we
would show Joshuathat not having hair could be just as good
ashaving hair. So | went to afriend of mine and he cut off my
hair. Now | looked just like Joshua; no hair. When Joshua saw
me without hair, he started to laugh. When Joshua's friends
saw me without hair, they laughed too. | guess if you don’t
have hair, it can look funny.
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Joshuaand | had no hair for along, long time. It was over a
year before he started to have hair again. When he started to
have hair again, sodid I. After al, if he was going to grow hair,
| would too. Pretty soon we each had HAIR. Our hair was al-
most aslong asthelittletoe on alittle boy’sfoot. Then one day
Joshua had to go back to the doctor’s office, where he found
out some sad news. The medicine was not working anymore.
So to try to make him well, they gave him some even stronger
medicine. Guess what? He lost his hair again in just two days.
So that night | thought, since he doesn’'t have hair, |1 guess |
won't have hair. So | cut it off again so that we could be the
same. When Joshua saw that | did not have hair, he smiled.

After afew days, Joshuawas not feeling well. | think it was
then that God asked Joshua if he could help him. | think God
needed an angel that understood that little kids sometimes get
scared when they get really sick. So, in his own way, Joshua
asked his daddy, mommy, and sister if it would be okay if he
went to help God understand how kids feel when they get re-
ally sick and scared. Now God has an angel that understands
when kids are scared and don’t always understand the things
that go on around them.

After Joshuawent to help God, | knew that hewould let his
hair grow again. So if he was going to let his hair grow, well,
gee whiz, so would I. Ever since Joshua went to help God, |
have not cut my hair. So that’s why my hair islikeit is. It is
kinda like when your mommy and daddy put your really neat
pictureson therefrigerator to show everyone. They put all those
beautiful things out so people can see them because they are
proud of you, and they want everyone to know all the wonder-
ful thingsthat you can do. See, parents do stuff like that because
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they love you. Mommies and daddies tell everyone about you
for the same reason. Mommies and daddies are just that way.
And do you want to know a secret? Another reason that they
put all your pictures on the refrigerator is because whenever
they see them, it reminds them of how beautiful and important
you are to them. The reason my hair is long is for the same
reason. My hair reminds me of Joshua and how beautiful and
important heis.

WEell, that's my story. That's why | have long hair like a
girl. Maybe someday | will cut it. You never know. ©

THE END
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