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This book is
dedicated to my wife Anne and my two sons Tim and Matthew. Their
love and support over the last twenty years gave me the strength to
face each new day.

It is also
written in memory of Elaine Franklin, Angela Pasto and Jerry
Madden, three people of courage and faith whose lives will always
be remembered.

 


M.M.



 


 


 


 


 


 


 


 


 


 


 


 


 


 


The Guy in the
Glass.

When you get
what you want in your struggle for self

And the world
makes you king for a day,

Just go to the
mirror and look at yourself,

See what that
man has to say.

For it isn’t
your father or mother or wife

Whose judgment
upon you must pass.

The person
whose verdict counts most in your life

Is the one
staring back from the glass.

 


Some people
might think you’re a straight-shooting chum

And call you a
wonderful guy,

But the man in
the glass says you’re only a bum

If you can’t
look him straight in the eye.

He’s the
fellow to please, never mind all the rest,

For he’s with
you right to the end.

And you’ve
passed your most dangerous, difficult test

If the guy in
the glass is your friend.

 


You may fool
the whole world down the pathway of years

And get pats
on the back as you pass,

But your final
reward will be heartaches and tears

If you’ve
cheated the man in the glass.

 


Peter Dale
Winbrow, Sr.

1934.

 


This poem, in
many shapes and forms has been on our bathroom wall, at eye level
right beside the throne, for more than fifteen years. I never
really paid attention to it until Dr. G. had me take a good look at
myself in the mirror when I was hospitalized a second time for
alcohol related health problems. That was more than fifteen years
ago and since then I read it on a daily basis. For years it was
attributed to ‘Anonymous’, but I did a little research and came up
with the name of the person believed to be the author. I don’t know
what he was going through when he felt the need to write these
words, but I thank him again and again for the strength I found
through his words. M.M.

 


 



Chapter
I

An
introduction to the real world.



Nineteen years
ago in the spring of 1988 I was diagnosed with cancer. After
extensive surgery I was informed that I had stage IV Non-Hodgkin’s
Lymphoma which was so severely metastasized and had caused so much
damage that conventional treatments in place at that time were not
considered anything but short term, life extending protocols. A
year, perhaps, the doctor had said. I remember looking across at my
wife as Dr. Rosenberg continued speaking; she had sunk so low in
her seat that she looked like a little child sitting in an
oversized armchair. She was devastated by the prognosis. Before he
had finished his speech I knew that my cancer had become our cancer
and it was threatening our history, our present and future. I
needed to find the strength for the two of us. The fear left me and
determination to fight took its place. Well, the fear didn’t
exactly leave; I was able to control it and put it aside for now. I
would not be overwhelmed by fear.

I had faced
the unexpected, immediate prospect of death a couple of times
before in my life; I was a passenger on a motorcycle that skidded
on a wet expressway and I found myself lying in the outside lane of
a three lane highway during rush hour. I somehow managed to
scramble to safety. Another time after a fight in a pub where I
tended bar, I had been shot at from a distance of about four feet
with the bullet missing by inches. In both instances I emerged
unscathed. Those were occasions when I realized, after the fact,
that death could occur without warning and be immediate. There
would be no time for regrets of any kind, nor time for fear.

When I was a
youngster in grade seven my best friend Antonio Martinucci died. We
had been in the same classes for six years and were always
competing for the top spot in the class. Our parents had been
encouraged to have us write the entrance exams to Loyola High
School, the private Catholic boys’ school in Montreal. Of course,
neither of our families could afford to send us there; a
scholarship was the only ticket. With our parents’ permission,
Brother Kosta, our teacher, kept us after school for several months
to tutor us for the exams. It was early fall and we were to write
the exams in December; he only had a short time to teach us what we
had to know to be able to compete successfully with students from
the more affluent areas of the city where schools naturally groomed
their students for admission to private schools. We were well along
by early October when Tony started missing sessions because he was
too tired. By the beginning of November he was absent from school.
His mother said his blood was too thin. I had been bringing work
home for him to study when he was absent, but at the end of
November his mother asked me to stop because Tony had to go into
the hospital. My mother took me to visit him on December seventh
but Tony slept all the time I was there. I hoped he would get
better because we had to write the exams on December fourteenth.
When we were leaving his father told me that Tony couldn’t write
the exams, he was too sick. Tony died on December tenth and I went
to my first funeral on December thirteenth. On December fourteenth
I wrote the entrance exams to Loyola and got accepted, but I didn’t
get a scholarship. I knew Tony was proud of me anyway. That was my
first experience with cancer; Tony died of leukemia.

Until I myself
was diagnosed with cancer that had been my only intimate experience
with that or any other fatal disease. At that, I had to dredge my
memory for details; I had not thought about Tony in years. It had
been my experience that cancer only killed old people, that Tony
had been that rare exception. Kids and young people only died
accidentally. I had by no means been living a sheltered existence;
I just had not been touched by cancer since I was a child. The word
cancer was just not part of my usual vocabulary. While I was
studying for my B.A. in psychology I took courses on palliative
care and had to work in a hospital palliative care ward. They were
all old people who were dying; even though I knew they existed, I
never saw a children’s’ palliative care facility until I was forty
years old.

 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 



Chapter
II

The ‘c’
word.

Both my
children, who are now adults, were excellent athletes in any sport
they chose to play. I have always been a strong proponent of any
kind of physical activity for children, starting as early as
possible, for as long as possible, more exercise and physical
activity and less TV and video gaming. Individual and team sports
which require training, practice, repetition and self-discipline
can give young people an early start in learning the basic skills
necessary for later growth and development. Both Tim and Matthew
were involved in football, hockey, soccer and baseball from the
time they were three or four through their high school and CEGEP
(Junior College) years. Matthew was also a distance runner, Tim a
golfer. I had been an athlete and a player and coach most of my
life and as soon as the kids could walk we played various sports
together in the parks, in the backyard and on the street. As soon
as they were old enough for league play they joined soccer and
hockey teams and I became a coach. I coached them in both sports
for several years until they went to Loyola and played on school
teams. Then I went back to playing Old-Timer hockey and coaching on
the Tyke level. This is the best program ever conceived to teach
young kids to skate and enjoy the game of hockey. This is where my
cancer experience actually began.

Tyke power
skating is a program for boys and girls aged three to five. The
instructors take these fully equipped little kids onto the ice,
take away their hockey sticks and put them through various fun
drills that will teach them to skate without depending on a stick
for balance and agility. They learn to keep their feet moving all
the time they are on the ice and to keep their heads up. Motion and
vision are the keys to rapid acceleration and direction change.
They learn to fall relaxed as skiers do and to then get up and in
motion as quickly as possible. Then we give them back their sticks
and they play a fifteen minute game of shinny. Over a winter the
kids can learn to skate and learn the skills necessary to play
organized hockey the following year. Power skating drills have
since become an integral part of hockey on all levels.

One Saturday
in February 1988 I was on the ice with my fourth group of the
morning. The following weekend was my anniversary and birthday and
Anne and I were taking off for a few days, so I was skating all
five sessions and somebody else would take my place the following
weekend. The coaches normally only skate for three hours each
session. I was thirty-eight years old and feeling much older.
Chasing fifty or sixty rambunctious four and five year olds for
several hours was very fatiguing. I had just stopped to catch my
breath and talk to another coach when a little one took a tumble
and slid right at me, losing his helmet as he fell. The only thing
I could do to make sure he didn’t hurt himself was to jump over him
as he slid by. I did this alright but when I landed, one skate
landed on the ice and the other stepped on his stick blade. One leg
was firmly planted and the other leg took off in the other
direction, forcing me to do the widest unintentional splits my body
would allow. Before I even hit the ice I felt my groin tearing
apart. There I lay, unable to move, with a gaggle of young kids
laughing their little butts off at the coach who fell down on his
ass.

I had pulled
my groin before, so I knew the drill. Ice, rest, ice, rest etc. etc. Two weeks later it
was still painful and swollen; Anne forced me to go and see our
family doctor. After some gentle probing of my still swollen groin
area Dr. Z. just muttered that something wasn’t kosher. “I normally
would say see me in a week if the swelling hasn’t gone down, but
something just doesn’t feel right. Let me talk to a couple of my
colleagues.” Dr. Z. himself was a hockey player who had suffered a
few injuries over the years, so I just went with his suggestion. A
few hours later he called me at work to say he’d made an
appointment with a surgeon friend to see me the next morning. I was
more than a little concerned by his urgency; perhaps I had torn
something.

Anne couldn’t
accompany me to see the surgeon because she had scheduled
parent-teacher meetings in the morning. As I walked along the
corridor leading to his surgeon friend’s office I quickly glanced
at the lettering on his door and stopped in my tracks. I cursed out
loud as I read: ‘DR. JACOB GARZON, CHIEF OF ONCOLOGICAL
SURGERY’.

“Take off all
your clothes and lie down.” “But it’s only my groin!” “I don’t have
time to repeat myself, I’m very busy and I’m only seeing you as a
favor to Arnie.” That was my introduction to the self proclaimed
‘best surgeon in the world.’ Poke, poke and poke. Nothing said.
Scribble, scribble. “Take this requisition over to radiology for a
C.T. scan. Wait for the films and bring them back here.” “I don’t
have time to wait around…..” “Listen to me. They do what I want
when I want it done. So will you. Get moving.”

Less than two
hours later I was back in Doctor Charming’s office. After a
studious look at the pictures he said, “O.k., surgery is required;
you can go home now to pack a bag and some toiletries. Meet me at
the Emergency room at 18h00 to be admitted. I’ll operate as soon as
an operating room is free in the morning. Don’t eat anything from
now on. I’ll go over procedures with you tonight. Are you married?
O.k. you might want to bring her back with you. And you might want
to add the ‘c-word’ to your vocabulary.”

I left his
office in a daze, completely unnerved and more than a little
afraid. What the hell was going on? The ‘c-word’? Cancer! He had to
be setting me up for a worst case scenario. I wasn’t feeling sick;
I had just pulled my groin. What the hell was going on?

 


 



CHAPTER
III

Diagnosis

 


When I
returned home I called work and told the G.M of my situation; I had
no answers to his many questions. I then poured myself a beer and
called Anne at school; she came home right away. I had absolutely
no answers to Anne’s many questions. I finally had to ask her to
stop with her questions. “We’ll get our questions answered
tonight.” I didn’t add, when you meet the coldest, most arrogant
person you’ll ever meet.

“He’s such a
sweetheart!” Anne chirped after Dr. Garzon had left the room. “I
feel really confident things will go o.k. He knows exactly what
he’s doing.” “All he’s going to do is open me up and look around to
see what’s going on and then see what he can or can’t do. You heard
him say no promises.” “I like his honesty”, Anne said.

Six o’clock in
the morning comes awfully early at the best of times, but
traumatically so after a night of enemas and a pubic hair cut. Yet
everyone in the prep room and the operating room was in great
humor. Even Dr. Garzon was almost smiling. At six-thirty in the
morning I started saying the alphabet backwards to a nurse with the
biggest smile I had ever seen. I could clearly hear her singing to
the music that was playing in the operating room as she hovered
over me fussing with my I.V. lines. She caught me looking and
smiled. I was then off to a dreamless sleep.

About five
minutes later I felt the most incredible pain somewhere in my body.
It just wouldn’t stop. As I tried to clear my head, confusion
overwhelmed me and I must have stirred. From far away somebody
said, “You’re going to the recovery room.” “Whattimesit?” was all I
could dribble. “It’s four p.m.” I couldn’t even do the math to
figure out how long I’d been under.

I finally
regained whatever senses I had left at about seven-thirty p.m.
after several hours of surgery and three hours in the recovery
room. I know I saw Anne on the ride to my room, but I was asleep
again before they put me in my bed. Pain woke me up again a couple
of hours later and I found Anne holding my hand. I looked up and
got the surprise of my life when I saw her mother standing at the
foot of the bed. I thought I was still dreaming. “What does it look
like?” I asked Anne. She didn’t know what to say. Trying to protect
me, she mumbled something about sending it to pathology, all the
while trying not to cry. I just lay there with a head full of
meandering thoughts; when I drifted off , the light was obscured by
thick black clouds.

At about nine
p.m. I got a shot in the ass for pain and then they woke me up a
few hours later to give me another one. What a system! Then they
wake you up to give you something to help you sleep. Then it was
morning and Anne was back, smiling and as upbeat as ever. That was
the first time since Matthew’s birth ten years earlier that we
hadn’t slept together. The pain was still intense but I wanted to
get up and walk. Earlier surgeries had taught me to walk my way to
recovery and get out of the hospital as soon as possible. Besides,
I was dying for a cigarette and had to test my legs to see if I
could make it to the smoking lounge unassisted. Just outside my
room we ran into Dr. Garzon doing his rounds. “Get back to your
room and wait for me. I want to show these young doctors my
handiwork.” Good morning to you too, asshole.

Dr. Garzon had
a resident change my dressings. I thought Anne was going to
throw-up when she saw my iodine colored abdomen, bejeweled with a
capital U of shiny staples. Dr. Garzon began to pontificate; with
great flair he stated that he had removed more than one-half of my
bowel, two-thirds of my colon, a section of my liver, a piece of my
pancreas, removed my spleen, a section of my intestine and also
removed my appendix and gall bladder. He then described how the
‘mass’ had entangled the lymph nodes, artery and nerve bundles in
my upper right thigh and groin and that he had been unwilling to
completely remove the ‘mass’ so as not to cause significant nerve
damage. As a last resort, because he had to remove so much tissue
around the bowel, he had to staple the bowel to the abdominal wall.
“It was a remarkable day of work, if I do say so myself.” He then
told us the pathology report was sent directly to the Oncologist
who would be in to see me later today. “There is no doubt in my
mind the masses were cancerous. The Oncologist will confirm this
and explain your options to you. I’ve done my part, the surgery was
more successful than even I had expected. And, I might add, if any
other surgeon had performed this surgery, you would now be wearing
a colostomy bag. I’ll be by on Monday to remove the staples. My
residents will see you over the week-end. Good-bye and good luck.
See me in two weeks at my office.” His manner was so matter of fact
that it felt like he was talking about me and not to me. In his
unique way, he was actually reassuring. “Walk with me, I really
need a cigarette.” At that, Anne stopped and looked me squarely in
the eyes. “You just don’t get it, do you? You have cancer. Do you
really think I’m going to sit beside you while you have a smoke
less than twenty-four hours after you’ve had half your guts removed
because of cancer?”

Later that
morning a nurse brought some kind of machine on a stand into my
room. She said that since I was already mobile, they would like my
permission to use me as a guinea pig. The machine contained a
self-administered supply of pain killers, to be hooked up to my
I.V. Sort of like morphine on a pole. The machine would allow me to
inject small amounts of morphine, etc. whenever I felt it was
necessary, as often as I felt it was necessary. Of course, she
said, there is a maximum allowance per hour, as opposed to the
present regimen of a prescribed dosage every few hours. I was
flabbergasted. Imagine, a patient being allowed some control over
his pain management. I jumped at the opportunity. It was a simple
procedure; if you needed pain relief, you pushed a button and
morphine was injected intravenously. The dosage was controlled and
was registered on the screen along with the time. It hooked onto my
I.V. pole and was mobile. Off I went. No more shots in the ass at
four a.m.

Dr. Arthur
Rosenberg, Chief of Hematology, came to see me late in the
afternoon. Dr. R., as he will be henceforth known, was also the
Chief of Oncological Services (Hematology). He had taken over my
file personally because he found my case ‘intriguing’. Anne had
gone home for a few hours to make dinner for the kids. Up to this
point we had only told them that I needed surgery because I was
very sick; we wanted to hear what the Oncologist had to say before
giving them any details. When Dr. R. asked if I was married, I told
him yes and explained that Anne would be back around seven. After
taking down some personal information and engaging in some small
chat about the kids, he said he’d be back around seven-thirty; it
was important he said that he talk to us together, that my wife
would play an important role in the decision-making processes we
would shortly undergo.

My first
impressions of Dr. R. were good ones. He was an impressive man,
tall, well postured and ruddy-faced with an air of sincerity and
authority on him. I felt comfortable being in his company.

Dr. R. sat
with us over coffee and tea and answered all of Anne’s many
questions while I just sat and listened. After about an hour he
ended our little soirée with instructions to call his office to
make an appointment to discuss treatment options as soon as Dr.
Garzon said I had recovered sufficiently from surgery. “Mr. McGarr,
you’re in the food and beverage business and you tell me you are
knowledgeable about wine; I’m on my way to a friend’s house for a
late dinner of rack of lamb and I’ve been asked to bring a bottle
of wine. Do you have a wine suggestion?” “Stop by the SAQ Selection
and ask Monsieur Comeau for any vintage he has of Ch. Beaucastel.”
“Mr. McGarr, I thank you for the advice. I think we’ve just begun a
beautiful relationship.”

I woke up in
the morning feeling pretty good, or at least alert. Thanks to the
pain machine I had slept uninterrupted. But did I ever have to go
to the bathroom. All the more surprising because it was Sunday
morning and I hadn’t eaten a thing since I don’t know when. I had
to ring for a nurse to ask for guidance. At first she suggested
using the bedpan, but relented when I insisted I wanted the privacy
of the washroom. “As long as you don’t flush, I have to examine
your handiwork.” I told her it would be her privilege. The relief I
felt was immeasurable, until I wiped my butt and saw the blood.
When I looked in the bowl I saw blood everywhere and I almost
freaked. That was the first of many times over the years to come I
would be shocked at the actions and reactions of my body. The only
thing the nurse said was “good, very good, you are moving. The
blood is natural after surgery. If you are hungry, I can order you
some breakfast.”

Tim was twelve
and Matthew was nine years old. They knew that I had surgery and
would be there for a few more days. Anne told them that I had an
illness called cancer. We had decided that Anne would talk to each
of them separately so they would each have her undivided attention
and she would be better able to answer their questions. She wanted
to deal with their reactions one on one. It was too overwhelming
for her; she just wanted to wrap her arms around them and hold them
tightly. But she did go on; she explained that I was very sick.
Separately they both asked if I was going to die. Anne told them
that some people did die from cancer but reassured them that I had
really good doctors who were taking good care of me and working
hard to get me better. When I got home I would have to rest for a
couple of weeks then I would have to take some really strong
medicine to kill any cancer that was still left.

We had decided
not to hide anything from the boys yet we strived to protect them
from any excruciating details and from our own fear. We made a
family vow that they would always be the first to know of any
changes, good or bad. It was important to us that they not get
their information second hand from an overheard conversation or a
well meaning relative or friend. They learned that it is o.k. to be
scared and sad together. Most importantly, this initial experience
solidified their trust in us as parents. They have learned that
people can and do survive crises and move on. They have also
learned that it is a strength to reach out for support.

As parents,
Anne and I have experienced the terrible pain of not being able to
fix our children’s hurt with a ‘band-aid’. We often wonder if they
will always carry around a sense of vulnerability. Anne says the
experience feels like a continually healing scab that can be torn
open in an instant….knowing in advance that when it happens the
pain will still come as a shock.

Early Monday
morning a smiling Dr. Garzon came by to remove the staples. “When
do you want to go home?” “Now!” “Not now, but later today. Have
somebody pick you up. Call my office tomorrow for an appointment.”
“I’m fine!” I yelled at him as he rushed out the door. When I
finally got signed out that afternoon Anne’s father picked me up
and drove me home. He was awfully quiet; I guessed everyone was
feeling their own vulnerability. Mike’s marvelous meatloaf for
dinner, what a treat! Later in the evening I quickly realized that
I missed that pain machine already; I could only hope that the
pills would do. I had spent four days in the hospital following
major surgery; the average stay was nine to ten days. Better pain
management had allowed me greater mobility and more restful nights,
cutting my in hospital recovery time by more than half. I felt very
good being at home with Anne, Timothy and Matthew. I felt their
strength.

Two weeks
later after extensive poking and prodding Dr. Garzon gave me the
go-ahead to begin treatment. I sincerely hoped that would be the
last we saw of each other. Two days later Anne and I found
ourselves in Dr. R.’s office. It was May eighteenth, 1988.

Now that I had
the fear under control I was better able to hear and listen to Dr.
R.; Anne seemed to have returned to her normal stature. He
emphasized that the conventional treatments that were available
offered no better than a five per cent chance of surviving the
first year, my cancer was too widespread. Still, he remained
positive and encouraging. Over the years I have learned that
statistics are for doctors, not for survivors, but at that time I
was floored by his statement. There was still a significant mass of
active cancer in my lower abdominal area; for that reason there
could be no more delay in finding suitable treatment. Would I be
willing to participate in a clinical trial if I qualified? Think it
over. In the meantime he would check around to see what was
available in the network and call me when he had some news. In the
meantime, get as much rest as possible and try not to worry too
much. In the meantime, rest. Crap! In the real meantime my General
Manager had called to tell me that I would have a job to return to
when I was able, but for now he had to hire a replacement for me
because the Club was just too busy. Just shows how important you
are to us, Mike. Take all the time you need to recuperate.
Everybody says hello. I didn’t appreciate him at the time because
all my thoughts were focused on me, but G.M. Chris Parkinson would
turn out to be one of my staunchest supporters and one of the most
understanding people in the workplace.

In 1978 I
earned a degree in Sociology majoring in statistical analysis. We
used programs like Statpak and SPSS for data analysis. In those
days we had to keypunch data into mainframes. Just a few short
years later I was surfing the inter-network, the WWW in its
earliest stage of development. There were some good university
backed cancer information sites, like Johns Hopkins and the
University of Pennsylvania. Between the internet and the hospital
library I was able to get quite a bit of information on my cancer
and on clinical trials. Unfortunately, the news was not all that
good. For the most part, progress reports on late stage clinical
trials were not encouraging. Most late stage testing was pure
experimentation, testing for side effects, drug tolerance and
dosage levels. Combination therapies using new drugs in tandem with
established drugs were in use for early stage patients but late
stage trials seemed to be mainly for toxicity testing. Newer drugs
were being tested on target groups, but since the aim of most
trials was to get the chemo drugs accepted as standard treatments
for the general cancer population, target groups were very
carefully selected. This whole process could take years of
successes and failures before approval was received. I did not have
the luxury of time. Most trials were only being offered in the
various cancer centers in the U.S., home of the major
pharmaceutical companies. I wouldn’t make up my mind until I heard
Dr. R.’s informed opinion. I knew I could trust his judgment.

I was feeling
better three weeks after surgery than I had felt in the last three
or four years. I had not been completely honest with the medical
professionals about not having any symptoms prior to my skating
incident. I certainly didn’t have any symptoms pointing directly to
N.H.L., like night sweats, weight loss or extreme fatigue, but I
just hadn’t been feeling well. I contributed it to a heavy
workload, busy lifestyle, late nights, terrible diet, etc. It would
only be a few years later that I would add excessive alcohol
consumption to the top of that list. The real reason I was feeling
so good now was that I hadn’t had a beer in three weeks. I couldn’t
or just didn’t want to see that as a contributing factor to my not
feeling well, although Anne certainly did.

 


 



Chapter
IV

Treatment

 


Anne and I
were back in Dr. R.’s office on May twenty-first. I had surgery on
April eighteenth and I would be starting chemotherapy today. Dr. R.
had found, he said, a promising clinical trial that seemed ideal
for my diagnosis, physical condition and personality. Why
personality was a factor or how he thought he knew anything about
my personality from the short times we had met and chatted was
beyond me, but I accepted his judgment. He spent about an hour
explaining the drugs, their administration, toxicity, side effects
and on and on. The chemotherapy protocol was very expensive but all
costs were covered by the pharmaceutical company, hospital costs
included. In return all participants agreed to maintain a daily
diary and be monitored for a five year period after the protocol
was completed, if you lasted that long. Then there were consent
forms, waiver forms, hospital forms and the beloved daily diary.
Years later I remember going back and reading parts of the diary.
Did you know that in September 1988 I felt ‘shitty, but o.k.’ for
twenty-seven out of thirty days. But that was still to come. “Do
you need more time to digest what I said and to read all the
paperwork?” I said no and Anne said yes. “Mike, sign these forms
and take them over to the chemotherapy center. Ask for Louise.
She’ll give you instructions on self-injection. Anne, I’ll do my
best to answer any questions you may have.”

The corridor
to the chemo rooms seemed to go on forever. Shit, I missed the part
about giving myself needles. What else had I missed? Louise was
young, pretty and very positive. She showed me how to fill the
needle with the proper dosage, to inject myself subcutaneously and
how to dispose of the needles properly since there were children in
the house. That was that. She gave me her card with her home phone
number in case I had any problems. When Anne met her she took the
card from me for ‘safekeeping’ and asked if I was sure I wanted to
go through all of this. “I have no other choice.” “That’s not an
answer to my question.” “Yes, I’m sure. Give me back the card.”

The protocol I
was to follow was to last two years. If at any time during the
trial I wanted out, I could walk away. If at any time during the
trial my condition worsened or I was not responding in a
satisfactory manner, Dr. R. would remove me from the trial and
attempt to find another appropriate treatment. Our first stop was
the Oncology pharmacy where I would receive a two weeks supply of
cyclophosphamide, vials of Interferon and syringes and sundry other
necessary medications. Dr.R. said good-bye, and then stopped
abruptly, asking us to sit down again. “Anne, even though you’re
both in this together, these words are especially for Mike. It’s
not going to be an easy time for you for a little while. Although
this is not your first day being a cancer survivor, this is your
first day of having some responsibility and control over how well
you live the rest of your life and possibly how long that may be.
Your wife tells me you’re a fighter; this is a fight for your life.
I want you to know that I’m in your corner.” Anne and I were both
shaking as he walked away. For the next two years I would follow a
daily chemotherapy protocol that would, at times, sorely test both
my physical and psychological abilities and my relations with
family, friends, co-workers and most of the rest of the world.

The
Oncological pharmacy at the Jewish General Hospital is a magical,
mysterious place set apart from the other hospital pharmacies.
Located at the entrance to the cancer treatment center, it is the
starting point, the focal point for all those people who must
undergo any form of chemotherapy. Nervous, anxious, worried people
of all ages and sizes line up at the windows to present their
chemotherapy protocols to the pharmacists who in turn head into the
labs in the back, out of sight, to prepare the required dosages,
fill syringes and attach I.V. bags to poles, all under the watchful
eye of Mr. Goldstein, the head Oncological pharmacist and a true
gentleman. When the meds have been prepared they are checked by Mr.
Goldstein then delivered to the various chemo rooms where they are
double-checked by the oncological nurses prior to administration.
Mr. Goldstein seems to personally know every patient who undergoes
chemotherapy, from their health status to their family history. He
is also a wealth of information on complementary treatments,
treatments for side effects, financial aid resources and all other
kinds of necessary treatment information that doctors either forget
to tell you unless you ask or that they are unaware of themselves.
And he loves to talk.

I first met
Mr. Goldstein as I waited in line to get my prescription filled.
Because I wanted to get back to work as soon as possible and miss
as little work as possible while undergoing treatment, my doctor
had agreed to let me try a self-administered, at home treatment
plan. If there were any problems, I in turn had agreed to return to
the hospital for out-patient treatment. He walked up to me and said
that since this was my first time for chemo, I would benefit from
his personal attention. He put together my prescriptions himself
then had me take a seat while he got me an injection chart. He told
me the Interferon injections caused bruising, so I would have to
alternate injection sites every time I gave myself a needle. He
told me to inject myself in the evening. “You are aware that one of
the side effects of Interferon is flu-like symptoms. These symptoms
begin to appear about one hour after injection and last about six
to eight hours. Rather than deal with this while you work, I
recommend that you inject yourself after dinner and deal with the
manifestations in the comfort of your home. This way, the worst
that will happen is that you might miss a few social events at
night or a little nooky once in a while.” Looking Anne right in the
eye, he added, “You two can make that up later.” That would turn
out to be the best piece of advice I ever received. “Taking
cyclophosphamide requires weekly blood tests, as Dr. R. has already
told you. From these results he will prescribe the daily dosage on
a week by week basis; I will always double check. This week you
will take eleven pills a day and don’t miss any. If you do, you
will screw up the protocol and that will upset me. I’ll see you
next week. Good health”

I took eleven
pills and administered one injection the first day. At about nine
p.m. I began to feel the onset of the flu, the fever, headache,
sore all over feeling. I did what I was told to do; drink plenty of
fluids and stay warm. A half-hour later I said out loud “Screw
that, I’m going to bed.” Sleep didn’t come easy.

I actually
felt pretty good when I woke up in the morning although I was
soaking wet from the fever. The flu was gone and I felt rested. By
the end of the first week I realized Mr. Goldstein had given me
some good, free advice. At the end of the second week my white cell
count had dropped by fifty per cent and Dr. R. was going to reduce
my oral meds to five pills a day, three in the morning and two at
night. “I don’t understand how this could happen”, he said, “I
double checked both the morning and evening doses.” “I guess taking
all eleven at once wasn’t such a good idea then, was it?” I asked.
That was the first of many times that I would be called an asshole
by him or other doctors.

I went back to
work at the Club on May 28th; after a week on chemo I
felt I could handle the treatments and the job. The two bartenders
that the General Manager had hired to replace me were officially
out of work. I guess he really did miss me. All my paperwork had
backed up in the six weeks I had been away and I was immediately
swamped with work. For the most part my co-workers were happy to
have me back, though most were more than a little apprehensive
about how to deal with my medical situation. I let my work ethic
speak for me and a couple of weeks later it was as if I had never
been away. Some wanted to talk but most people shied away from the
topic of cancer. Only much later would I realize that this was to
become a fairly typical reaction to the c-word. Except for the
constant fatigue I was feeling I thought I was handling the chemo,
work and my family responsibilities fairly well, although some days
I was so tired at the end of the workday I barely made it home. I
actually did fall asleep on the bus a couple of times.

The kids were
handling the changes to their lives in a fairly typical manner;
sometimes well, sometimes not too well. Following Anne’s
instructions they had quickly left the initiative of when, how long
and what we did together up to me, most of the time. Both of them,
in their own ways, had come to accept that our lives would be
different from now on. Both were very angry at times and although
neither would admit to it, both were afraid at times. For the most
part, they had adjusted to our new ‘normal’. Anne and I were taking
every opportunity to talk to them about cancer in general and my
situation in particular; they were listening and they were talking.
They were also watching me very closely. I knew that; I also knew
that the kids were too young to see their father running
scared.

By the end of
June I was extremely tired most days. I woke up tired and got more
fatigued as the day wore on. It was six weeks since I had started
chemo and one month since I went back to work. I was really looking
forward to the Club shutdown in July; I felt I could sleep twenty
four hours a day for the three weeks I would be on vacation. Each
year the Club shuts down for three weeks in July for repairs and
maintenance projects that couldn’t be done without causing
disruption during the year. For three weeks our members used other
private clubs while we enjoyed three weeks of vacation and outside
contractors came into the Club to work. Anne, the kids and I were
going to New Brunswick for two weeks. We had booked a cottage on
Cape Cod last summer when we were there, but cancelled in April
because of my diagnosis. We decided to stay in Canada for health
reasons and Medicare coverage. It was a ‘let’s do it’ arrangement
that we hoped would give us a cancer break. Anne didn’t drive yet;
instead of me driving nine or ten hours, we decided to split the
trip over two days. It would be a treat for the kids to stay in a
motel with a pool and would give me a break.

With Dr. R’s
blessing and an extra supply of meds we headed off to the
Maritimes.

 


It was on the
East Coast, watching the kids play tourist that I learned my first
survivor’s lessons. Live life to the fullest, laugh a lot, enjoy
every moment as it happens. Share this appreciation with others. My
wife and children have taught me so much over such a short period
of time.

 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 


 



Chapter
V

Support

 


The autumn and
winter months are the busiest times of the year for us at the Club.
I had been on chemo for about four months and had not missed one
day of work. I was determined not to use any of my sick days unless
I really had to. All of my tests and appointments with Dr. R. were
scheduled at seven a.m. so I could be at the Club for our nine
o’clock meetings. I was dog-tired most of the time but had come to
accept fatigue as a normal state. I was coaching Matthew’s hockey
team again and Dr. R. had given me the o.k. to play hockey again,
with the proviso that if I got bruised or hurt in any way my season
was over. Playing hockey and drinking beer go well together and we
would gather in some tavern after games for a few beers and some
small talk. Then I would go home and have a few more beers after
Anne had gone to bed. Dr. R. had not expressly told me to avoid
alcohol, just to practice moderation, but I don’t think he ever
knew how much or how often I drank. I certainly had not told him.
The truth be told though, I would have had those beers with or
without hockey; drinking beer was a serious pastime I had brought
with me to my cancer diagnosis. I was not a social drinker.
Actually, I shouldn’t say that; I was sociable for the first couple
of beers. I then became a ‘sit by myself and be morose’ kind of
drinker. Only Anne seemed aware of what was really going on and she
had me on the defensive most of the time.

By the end of
November I had been on chemo for six months. The flu-like side
effects had disappeared and I still had a full head of hair and my
moustache. Except for the chronic fatigue I was just about side
effect free. My main problem was that I was running out of
injection sites. My thighs and abdomen were so badly bruised I had
to start using my lower back as an injection site.

In February of
1989 a longtime friend died from Non-Hodgkin’s Lymphoma that had
spread to his brain. We had played hockey and coached together for
many years. Frank had been a member of the Polish national team and
was one of the most natural skaters I have ever seen. He had only
been diagnosed after I had started chemo, but, diagnosed late, he
never had a fighting chance at survival and died in less than a
year. He had two boys who were classmates of Tim and Matthew at
Loyola and Anne and his wife were on friendly terms. At his
funeral, Frank’s wife gave me a hug and wished me better luck. She
was a brave spirit.

I haven’t seen
too many of my old friends since I was diagnosed. Cancer is a very
difficult illness for some people to accommodate in their lives.
Most people don’t like to see any physical change in others except
that brought upon by natural aging. To see somebody going through
the physical turmoil of a serious illness reminds them of their own
vulnerabilities. In my old group of friends there seems to be a
pervasive attitude of ‘I don’t want to disturb you (read: I don’t
know what to say to you.) so you call me when you’re feeling o.k.’
going around. That attitude seems to cover a lot of fear and
ignorance, two aspects of humanity I had never before seen in
people I had known and socialized with for years. I never had the
opportunity to talk about my diagnosis and prognosis with most of
them. There was a lot of talk about me, but very little of it
directed at me. It was left up to me to broach the topic and give
the necessary reassurances that things were fine. The thing that
bothered me most, that actually hurt me was the inability of many
of them to look me in the eye or to smile or even offer a warm
look. The attempts to cheer me up when I really didn’t need
cheering up or the patronizing insincere words detracted from our
histories together. I don’t have time for that bullshit in my life
anymore. That’s a cancer realization. Family and friends who really
care, even if they are uncomfortable or don’t know exactly what to
do let you know they care by letting you know that they are there
for you. They don’t wait for a phone call. I thank God for Anne, my
best friend. In my high school and university days if someone had
suggested to me that my life long best friend would turn out to be
a woman I would have told them they were crazy.

And then
there’s Duffy. Mike Duffy and I go back about forty years although
for many years we only ‘kept in touch.’ We first met in Montreal
then moved to Toronto where we shared a basement apartment together
in the late sixties, went out West together and generally raised
shit together in our single days. Mike eventually settled as a
permanent resident of Toronto, got a good job, got married, got
divorced then met somebody again; I moved back to Montreal and Anne
and I traveled around for awhile before getting married and
settling down. Mike and I were the best of drinking buddies. In the
late sixties, Toronto was a barren wasteland for a couple of
ex-Montrealers who had left the most beautiful women in the world
behind in Montreal. The city of Toronto had not yet started to
develop itself as the American city it is now. Then it was just a
backwards provincial capital with a few bars and no restaurants to
speak of, full of Maritimers looking for any kind of work. You had
to drink to amuse yourself. Actually, it’s still like that only
it’s a lot bigger. Mike had one serious problem when he was
drinking, his mouth separated from his brain. I can’t remember all
the times we had to fight our way out of some bar because of the
things he had said. I was always the victim of his verbal set-ups.
If anybody for any reason had gotten under Mike’s skin he had to
scratch the itch. His favorite stunt was to pass a table of
‘irritants’, as he called them, usually on his way to the washroom,
and tell them that I, or somebody at our table thought they were
assholes, or they were making too much noise or that I said the
women with them were ugly. He would then wait for the fight to
start before joining the melee. Then we would have to fight our way
to the door.

When I was
diagnosed with cancer Mike was one of the first people to get in
touch with me, just to talk and listen. He came into town the next
week and we went out for dinner. He paid, as he has continued to do
for eighteen years. He worked for a pharmaceutical company and had
a very good client entertainment account .He also considered our
dinners to be a form of educational consultation. He is still a
hell-raiser, but he’s still a great listener. About a year later
his wife was diagnosed with breast cancer. His need to reach out
brought us even closer together and I was able to give back to him
some of the time and attention he had offered me. After years of
intermittent contact, we had re-friended.

 


 


 


 


 


 


 


 


 


 


 


 


 


 



Chapter VI

A real problem
for the guy in the glass.

 


At the end of
my first year of chemo I was told my cancer was in remission.
Still, I couldn’t jump up and down because I would have to follow
the clinical trial protocol for another twelve months. In the last
few months both Anne and I had become involved with Hope and Cope,
the cancer support group for patients and their caregivers at the
Jewish General Hospital. There aren’t enough superlatives in the
English language to describe the people and the organization that
is Hope and Cope. On one level it is a self-help support group,
people helping people help themselves. On a higher level it is a
very comforting, encouraging, strengthening gathering- place where
people can truly be themselves and are not judged or evaluated, but
rather appreciated. I lasted about four or five meetings before I
had to walk away; I just couldn’t get comfortable in that kind of
group environment. Tell your story then listen to others tell
theirs; discuss a cancer topic chosen for the evening. Over coffee
listen to the odd person who would bitch and whine about their
lives all the while trying to avoid the guy who wants to hug you
and tell you everything is “gonna be o.k.” Maybe that’s a slight
exaggeration, but I have never been comfortable in ‘group-think’
environments. Anne stayed with the caregivers’ group and found the
support invaluable. She always had the patience of a saint. I, on
the other hand was too closely involved with my own cancer
situation to be able to contribute anything significant to a group
of people who seemed only to want to talk and talk about their
situations. It would be several years before I would realize how
wrong I had been to blindly judge those people who were sharing
their cancer stories the only way they knew. One major thing I did
learn from my short stay was the need to consciously set goals for
myself to be used as progress marks along my cancer journey. The
first goal I set? I wanted to attend both my kids’ graduations from
Loyola.

Halfway
through my second year of chemo I was feeling pretty confident that
things were under control. I was cancer free, the chemotherapy
didn’t bother me at all and I received a pleasant surprise at work.
The Clubhouse, an eighty year old heritage building in the heart of
downtown Montreal facing McGill University would have to undergo
significant structural repair. A new building had recently been
constructed attached to the Club on its Eastern wall. The
excavation had caused the Clubhouse to slip off its foundation on
that side. The tilt was noticeable inside the Club where walls had
cracked and doors would no longer close tightly. The company that
built the new structure accepted all responsibility and agreed to
pay all costs involved in bringing the Clubhouse back to its former
condition. Actually they had no choice; the Clubhouse had been
declared an historical site back in 1975 and the provincial
government would have made the necessary repairs and then taken
legal action to recover costs. What it meant to us was a five month
paid vacation; the Club was also to be compensated for any
additional costs and lost business revenue.

We again spent
a couple of weeks down East and when we returned from our vacation,
against Anne’s wishes I looked for a part-time job tending bar. We
could always use the extra money and I would get my beer for free.
I never did find that job.

The Club
re-opened for business in December. Everything was strangely
normal; it was as if we had just closed for the week-end. The
Christmas season was upon us and we were busier than ever. I worked
about sixty hours a week from early December through to February
when the roof caved in on me.

I had been
feeling poorly for about five or six weeks but had not told Anne. I
had lost so much weight that I started to wear suspenders instead
of a belt. I didn’t even know that they were back in fashion. By
mid February I was experiencing constant abdominal pain and was
throwing up everything I ate or drank, surviving on Tylenol when I
could keep them down. I wasn’t sleeping properly and was in a
constantly black mood. Anne was extremely agitated and concerned. I
was also very worried but not ready to confront my fear. All I
wanted to do was to get through the busy season at the Club; I
could then take time off to rest and recuperate. Call Dr. R.,
never; I was only scheduled to see him in early March.

Well, I never
made that March appointment. I was so sick one Friday night that
Anne just wanted to call an ambulance. I got even angrier and
refused. She then put in a call to a local area doctor who made
house calls. After a five minute assessment, he told her to give me
some chicken soup. Anne reminded him of my history and that I could
not hold down even a sip of water. She then asked him if he was a
real doctor. He angrily replied that she had called him, told her
to bring me for x-rays next week and huffed out. Anne then called
the ambulance. After the usual tests and x-rays I was admitted to
the hospital where, after having my abdominal area drained of six
liters of fluid, I was diagnosed with severe pancreatitis, caused
in part by the chemo, in part by the surgery but mostly by alcohol
abuse. At the hospital we were told that due to severe dehydration
I may not have survived the weekend without proper treatment.

It was finally
out in the open. I had a drinking problem. Anne sat quietly by as
doctor after doctor admonished me and gave me stern warnings and
made dire predictions if I did not heed their words. Dr. R. only
stopped by to tell me that my chemo was finished, that I was cancer
free and to see him when I was discharged. This whole situation
upset him; he had been caught completely unaware. Not too many
people seemed pleased with my self- inflicted condition. I went
through severe alcohol withdrawal and caused the hospital staff all
kinds of problems. One time I removed my intravenous supply, got
dressed and left the hospital to go to work. Hospital security
found me wandering down Cote Ste. Catherine Road looking for a bus
at eleven o’clock at night. I spent the next sixty days in hospital
without ingesting food or water so that my pancreas could heal. All
of my nourishment was obtained intravenously. For the most part the
nursing staff was barely civil to me; they didn’t seem to care for
people who are responsible for causing their own illness,
especially through abuse. I also had to endure lecture after
lecture about changing my lifestyle, respecting my body, getting
counseling, etc. etc. etc. The night before I was to leave what had
become an asylum to me, the three doctors who had overseen my
recovery came by for a not so social visit. They attempted to make
me understand how close I had come to suffering permanent damage.
Bottom line: no more alcohol of any kind ever again; I might not be
as fortunate the next time.

Somewhere in
the back of my mind I knew they were right, but the front of my
mind was busy figuring out how to avoid a situation like this again
without giving up my beer.

I knew that
when I went back to work I would be under close scrutiny. My G.M.
had been in touch with Anne several times over the last couple of
months and now took the time to tell me that he hoped I had learned
a lesson from this experience and wouldn’t put the Club in such an
awkward position again. “Good to have you back.” Yeah, my ass. I
was feeling really healthy. As the months rolled by my cancer
anxieties gradually faded into the background. I was having the odd
beer here and there but I was determined to pace myself and prove
the medical professionals wrong in both their diagnosis and opinion
of me. I was only seeing Dr. R. every six months now and was
comfortable with that schedule. I also chose not to follow up the
pancreatitis with any of the preachers I had seen in the hospital,
so my only obligation to the scientific and medical communities was
the periodical appointments I had to keep with the post
chemotherapy team from the clinical trial. I was to be followed for
five years as part of the trial. It was on one of these visits a
few months later that I was told that my participation would end at
year three. I was also told that at the end of the two year
clinical trial I was the only one of seventeen people from the
Montreal portion of the trial who was still alive and that the
trial was to be discontinued. The pharmaceutical community would
soon find other uses for Interferon.

As in many
other families, the ‘Irish curse’ was present in Anne’s family. Her
father’s alcohol use had caused him serious health problems. In
reality he was an honest, hard working man who loved his family,
but he was a restless and unhappy spirit who succumbed to alcohol
as a remedy to his situation. That was what I had become, but I
could only see that in others. In his final few years he only
moderated slightly. As a result of her history with him and me and
her fears for me Anne had joined Al-Anon. When I went back to
alcohol after my pancreatitis Anne became very vocal and critical.
In the defensive mode I was in I was unable to see the hurt I was
causing her and took to drinking after she went to bed to avoid
what I thought was unnecessary, invasive scrutiny. Near the end of
my second cancer free year I could no longer hide the fact that I
was again losing weight and was not able to eat properly. The
abdominal pain was starting up again but I was not going back to
the hospital. I was going to slow down.

I was very
angry when Anne had me transported to the hospital in late
November. She was clearly exasperated with my behavior; I thought I
had been pacing myself very well most of the time. Unfortunately I
had misjudged my physical abilities. I hardly had a thing to eat in
seven or eight days and felt pretty well near death. After
examining me the doctor concluded that I had severe pancreatitis
and an abdominal blockage. Was the blockage cancerous? I was so
sick I didn’t care what anybody did to me or said about me. I had
been cancer free for two years and the effects of the chemo were
over. This time the pancreatitis had been caused solely by alcohol.
Again I was hooked to an I.V. that would be my only source of
nourishment for the next two months. This time around the hospital
people basically ignored me and left me alone. Anne and the kids
visited regularly but usually didn’t stay long. We were running out
of things to say to each other. Christmas in the hospital was not
very pleasant; it was brightened considerably when Anne’s mother
brought up a miniature Christmas tree for my room. To this very day
that tree has never been put away; it spends twelve months of the
year on display on top of a china cabinet in our dining room.

Nobody from
the Club called or visited, but that was to be expected; I had let
them down again. Surprisingly, the doctors were fairly civil. I had
plenty of time to think about how miserable I had made Anne’s life
over the years. I hadn’t yet been able to find the words to express
to her how sorry I was. Perhaps I would never find those words. The
night before I was scheduled to go home Dr. G. showed up
unexpectedly and asked Anne to go for a cup of tea. Here it comes,
I thought to myself. During my second stay in his ‘hotel’ we had
not been on very good terms. He just looked at me and said, “That
woman is your angel.” He then called me some rather nasty names in
English and Hebrew. He repeated that my wife was a remarkable woman
and my continued drinking was unfair to her and my children, that
if I kept going as I was I would find myself very alone. It would
be a shame to die from alcoholism all alone after the struggle I
had put up against cancer. But simply put, he said, that continued
alcohol abuse had severely diminished my physical ability to endure
any future chemotherapy I might require. Should the need arise and
I was still drinking, chemotherapy might no longer be a viable
treatment option. “You might think you’re a tough guy, but you’re
not so tough. You’re not tough enough to take care of the people
who need you and love you; you can’t even take care of yourself.
They need you at your best. You’re only a tough guy in front of a
crowd. A real tough guy is tough inside where spectators can’t see
or appreciate the strength. He’s tough when he’s alone. He’s not
afraid to admit he has problems, to face up to them and to reach
out for help if he needs to. For God’s sake, that’s strength, not a
weakness.” He pulled me in front of the mirror and told me to “take
a good look into the eyes of the guy staring back at you.” “That
guy knows you have a serious problem. He also knows how to solve
that problem. He knows it won’t be easy but you have to try, again
and again if necessary. Coming back from failure is a sign of
strength. He knows you will have to confront and overcome something
that others can neither see nor appreciate and continue to
challenge it twenty-four hours a day, day after day. He knows there
will be no audience to cheer you on but you won’t be alone; you
will be surrounded by people who truly love and care for you.” He
threw my baseball cap at me as he turned to leave. Without looking
at me he finished with, “I won’t have time for you anymore unless
it involves cancer.”

 


 


 


 


 


 


 


 


 


 



Chapter
VII

Round Two.

 


Over the years
I don’t know how many times I’ve run that brief scenario through my
mind. Dr. G.’s words had an enormous effect on me; to this very day
I can’t properly express how I felt after our little chat except to
say that it felt like he had seen right through me, that I was of
no substance whatsoever. But either I had seen something in the
mirror or the reflection had seen something in me. There was fear
for sure, but there was something else. That night, after four
years of living with cancer, I began to appreciate the fact that I
had become a cancer survivor for all the wrong reasons. I had
endured two years of daily chemo and another two years of a
disrupted lifestyle so I could keep on drinking. Not because I
valued my family, my friends or even my own life, but rather I
wanted to live so I could continue to drink. It took me four years
to realize that I was fighting cancer solely to keep on drinking,
not to keep on living. Alcohol was killing me more quickly than
cancer could. In effect, I was fighting cancer to die another way.
I wasn’t really a survivor, just a drunk with a cancer problem. I
had lost control over how I could or if I would live the rest of my
life.

Those of us
living with a life threatening illness or an illness that threatens
to shorten our life expectancy have the opportunity to do something
not many other people are either able or willing to do. With a
diagnosis of cancer, for example, regardless of the prognosis, we
must somehow find the strength and courage to look inside
ourselves. Cancer is the tool we can use to achieve that insight.
It enables us to see that we are but the temporary guardians of an
everlasting dynamic called the spirit, our source of energy and
haven of tranquility. I decided to stop drinking alcohol. I had to
do it myself; by myself, for myself, for a day.

One day led to
two, then to three then one week, then a month. After I had been
sober for a period of about three months I realized fear had
nothing to do with my sobriety; I was sober for positive reasons. I
began to take back a life I had surrendered to alcohol. It wasn’t
easy but a voice from inside kept telling me I could do it. I was
becoming a different person than the one I had been for the last
several years. I was recovering the best aspects of the person who
had brought various strengths and weaknesses and assorted old
baggage to his cancer diagnosis. A major achievement to this point
of my life had been discarding one large piece of baggage, alcohol.
I was now ready to focus all my strengths and energies on a
lifetime of living with cancer. I wanted to survive to again be the
person that I could be proud to call ‘me’.

My brother
Kevin had been a member of A.A. for about twelve years. He was a
lieutenant on the Montreal police force and had fallen prey to two
of the three major job hazards any police officer faces during his
or her career. He was an alcoholic and divorced. Thankfully he had
gotten a handle on his life before the third hazard, suicide,
reared its ugly head. I had attended A.A. meetings with him several
times; I had honestly tried returning on my own, but the A.A.
concept held neither comfort nor security for me. I had a comfort
problem with ‘groupthink’. I had to fight my fight alone.

I had somehow
slipped into the Food and Beverage management position at the Club.
Mr. Parkinson had departed for the greener pastures of Toronto and
we had been manager-less for almost a year during which time
department heads had assumed much more responsibility for running
the Club. When a new manager was hired he had very little food and
beverage experience; it was decided I would continue to run the F.
and B. show. Up to this point being afloat in a sea of beer, wine
and alcohol had not been problematic. I was very aware of the
dangers. Despite the new position and an impending salary increase,
I had promised Anne I would find another line of work if it started
to bother me. I owed her that much.

A long year
after my look in the mirror I was still sober and cancer free. It
had not been an easy year. I felt I was under intense scrutiny most
of the time; were people hoping I would continue alcohol free or
were they watching for a slip? I took personal satisfaction in
sharing my daily triumphs with Anne and the boys. Anne was enjoying
running the daycare and Tim was at John Abbot College studying
police technology. I attained my first goal when I attended Tim’s
graduation from Loyola the previous summer. Matthew was a junior at
Loyola. We had expanded operations at the Club to include a
catering department; it was a revenue producer beyond all
expectations but kept me busier than ever and fatigue was a
constant companion. One morning, lying in bed reluctant to get up
from Anne’s warmth, I realized that the weight of a lot of
yesterdays had been lifted off my back. It dawned on me that I was
only now consciously aware of the fairly drastic changes that had
taken place in my life over the last twelve months. The guilt was
gone. Gone also was the weight of hiding, sneaking, avoiding and
denying. The memories were still vivid, embarrassing in their
proximity but not as heavy to carry around as were the consequences
of their actions. I could not possibly undo the past nor pay
reparation to those whose trust I abused. I could only live my life
determined not to carry any more excess weight on my shoulders.

At the end of
1994 I was forty-five years old and in good shape. Tim was eighteen
and in his last year of police technology. Matthew was almost
sixteen and a senior in high school. Anne was Anne, still
beautiful, never seeming to age a day; I was actually enjoying my
entry into mid-life. I know a lot of people saw their middle age
years as a time of crisis, an undefined time of life where youth
was in the past and old age was lurking just ahead. They were
spending their present day lives attempting to recapture lost
ambition and energy by filling empty lives with youthful
amusements; anything to prolong what they considered to be the best
time of life. Some were comfortable with their progress in life
while others gave up on their daily grind and moved to a less
demanding environment. Most however, kept on plugging away,
dreaming their retirement dreams. I was more or less at peace with
myself; several years ago I had no idea whether I would live to see
my middle years. I wasn’t drinking and I was working out regularly
with weights. In season I was still playing a little hockey. When I
had spare time I was organizing and offering wine tastings.
Ironically, because I no longer drank I had become more
knowledgeable about wine. I had amassed a large collection of wine
reference books and tasting notes and kept meticulous records to
supplement my own inability to taste wines. I had become the
resident alcohol expert, the person to see for answers to any
questions about wines, beers and spirits.

One evening,
while working out with the weights I thought I felt something in my
upper abdomen but passed it off as newly developing muscle or gas.
Over the next few weeks I thought I felt the pressure every once in
a while. Another time while doing sit-ups I was sure I had felt
something; Nurse Anne gave me a check up on the workbench and said
we had better call the doctor. I had no symptoms of N.H.L. and I
was in the best shape of my life, so I thought I’d wait for my
scheduled appointment with Dr. R. to mention it to him. Anne said
no more waiting and called the next morning. Dr. R. just shook his
head as Anne explained the time frame to him. Asshole is definitely
not a nice name to be called by your primary care physician. After
a brief physical exam, blood tests and a C.T. scan the call went
out to Dr. G’s office. I saw him the next morning; after a ‘poke
and prod’ physical exam and a look at the pictures he again
arranged to have me admitted through the Emergency department with
surgery to be scheduled as soon as an operating room became
available. Six years after the initial diagnosis I had a major
recurrence. I never saw it coming. We never saw it coming.

My surgery
lasted only an hour and a half. Dr. G. explored and found a twenty
centimeter mass behind my upper abdomen and heart and several
smaller growths in my groin area. He later told me that the mass
was too entangled with the blood vessels and arteries of the heart
to even attempt any cutting around the heart area. All he could do
was remove affected lymph nodes from my abdomen and groin area. Dr.
G. felt the risk of damaging the nerves, muscles and an artery
around the heart was too great. He told me that either the
prescribed chemo would shrink the mass around the heart or he would
recommend that I be seen by a cardio-vascular surgeon for a second
surgery. That scared the crap out of me.

I had been
equipped again with the pain machine and I was able to walk as soon
as I woke up the next morning. Dr.R. came by to visit later in the
morning to go over the pathology report with me. He said it was a
rapid growth mass; because of the location he wanted me to start
chemo as soon as I was released. There would be no waiting for the
body to recover from surgery. “Bring your wife along so we can
decide treatment.” I was released from hospital on Thursday and
scheduled to start round two of chemo on the following Monday.

“I am going to
start you on extremely large doses of intravenous cyclophosphamide.
I know it’s not your favorite, but your body accepts it well. The
first cycles of these doses will be administered every three weeks
here in the hospital. At the end of each month you will undergo a
series of tests and a scan to determine what progress, if any, has
been made. Those results will determine the future course of
treatment. Have your bloods done once a week and see me in exactly
four weeks. Good-bye, Louise is waiting for you. Mrs. McGarr, I
will try to answer your questions.” It’s nice to have a healthy
dialogue with your doctor.

Exactly four
weeks later I had to take the day off from work to have blood tests
and an M.R.I. Later in the afternoon Dr. R. informed us that the
mass around my heart had shrunk by about eighty per cent. “You have
an extremely good tolerance for cyclophosphamide. We’ll continue
with it in oral form for eleven monthly cycles. The dosages might
vary according to your bloods. Here is a prescription for one
month, go and have Mr. Goldstein fill it out. Blood tests once a
week and you’ll see me once a month. Good-bye.” Bite me,
Doctor!

This time
around I was able to focus clearly on my situation. I knew what I
had to do and I was ready to do battle. Side effects bothered me
for the first few months. The worst was a dry mouth that quickly
became a mouth full of sores. The ‘Magic Mouthwash’ helped a bit
but I had a difficult time eating. At the six-month point a C.T.
scan did not show a trace of the mass in my chest. Only three pea
sized hotspots remained in the groin area. I continued to have
sporadic problems with side effects but except for some occasional
hair loss and some bad bruises from some rather innocent contacts,
the rest of the year of chemo went by in a rather satisfactory
manner. Not entirely pleasant, but without too much discomfort. It
took me a bit longer to feel comfortable in the workplace this time
around. My fellow employees took their time accepting a two time
cancer survivor back. I could actually smell the fear at times in
casual conversations. I was under a microscope for months. I
couldn’t play hockey at all and most nights I was too tired to lift
weights but I wasn’t too concerned about building muscle or gaining
pounds. There would be time enough for that later. At the end of
twelve months I was again declared cancer free.

 


 


 


 


 



Chapter
VIII

A History
Lesson.

 


The Club, like
other private business clubs, is a world unto itself. A century ago
in Montreal a group of business and professional men recognized the
need for a safe haven amongst the chaos of the business world and a
home away from home. A private meeting place, a club composed of
people with similar interests, backgrounds and beliefs , a
contemporary and progressive place to entertain business clients,
visiting dignitaries, family and friends and enjoy recreation to
their taste with others of like minds. Based on the traditional
British model, the

Club and
others like it became gathering places for the city’s business and
social elite. The Club has been all of these things since 1906.
Working in a private Club is at times like stepping back in history
to a period in time when people owned slaves but prided themselves
on how well they took care of them. In theory, the days of
indentured servitude are over; in practice it still exists for some
members of most private Clubs, at least in attitude. At the Club
the admission of women as full members has helped to improve the
relations between staff and most members, yet class distinctions
and traditions persist. A bell summons the service staff; there are
no price lists and no money changes hands on Club property. At all
times staff must keep a respectful distance until they are
summoned, the non-fraternization rule. The most painful aspect of
working at the Club is the salary scale. The members, through
Council, set salary levels and salaries are not based solely on
performance evaluation or on Club earnings. What a staff member
should be earning is also based on the perceptions of a bunch of
people who are financially insulated from the real world. Their
first concerns are to prevent membership fees from rising and keep
food and beverage prices stable. After all, why should they pay
more for their privilege? Granted, management has some input into
the decision-making process, but management is also under constant
pressure to contain costs. Payroll is the largest cost of most
business operations. In our business this results in a constant
staff turnover among service people. It takes such a special
personality to work at the Club that our employment application
asks if you have a good sense of humor. Sure, there are arrogant
CEO’S, brain dead academics, rude lawyers and cranky matrons who
can be tolerated on a regular basis only if you can appreciate the
absurdity of the contact, but for the most part the members are the
cream of society and act like it. Long term staffers know it’s all
a matter of getting to know your people. Young people trained in
hotel schools find it difficult to work in a low paying, skills
demanding environment where you are treated like a personal
servant, you must act like you appreciate it and must go to the
staff washroom to break wind. (Employee Handbook, p.6)

The main floor
bar is the unofficial command and control center of the Club. It is
not a particularly big area, but it is the focal point of activity
for service. Every single drink for the Club is made here and
shipped to the various floors by dumbwaiter. I was the head
bartender for too many years before becoming the Food and Beverage
manager and to this day I am at the bar more often than I am in my
office. It’s a fun place to be. The walls of the bar area are also
the staff bulletin boards. So that they may better attend their
flocks, all the bartenders are Ministers of The Universal Light
Church.Com.; their Divinity diplomas hang proudly on the wall
alongside staff artwork, Ron’s truly excellent photos, offensive
cartoons and the employee of the month award given to Bruce for
killing a rat in the ladies’ locker room. We still don’t know what
he was doing in there before the rat showed up. Members are not
allowed in the service area and over the years it became the
gathering place for the staff, a place to meet and gossip, bitch
and whine. Room assignments and time sheets are posted there and it
is the place to go for a chat or a soda when anyone has a break.
It’s also the place to hide a pilfered meal where the Chef can’t
find it. The bar is the only area in the Club where humanity can
retreat from tyranny.

In terms of
food, wine selection and service we are far in front of any other
private Club or hotel in Montreal. Our Maitre d’hôtel, Louis, is by
far the best front of house person in North America. Our Chef’s
reputation for putting out fine food is only surpassed by his
gargantuan ego. He is from France, after all. I am the keeper of
one of the city’s finest wine cellars. Our full time staff is
professional through and through; for a variety of reasons most of
our staff has chosen job security and camaraderie over the higher
salaries and better working conditions that are available in the
public sector. Cancer was my reason for choosing job security.

I would be
seeing Dr. R. once a month for the next while. He took it very
personally when the cancer returned; he wished that I had seen him
sooner, but the cancer had recurred without a single warning
symptom. In the meantime, he was amassing a respectable wine
cellar; he was receiving good buying advice from me and I was
bringing him bottles that were gifts to me from winery
representatives. It had become routine for us to talk about wines
for ten or fifteen minutes after he examined me. He would then ask
Anne how I was really doing and answer any of her questions. This
format used to annoy Anne a great deal until she realized that he
only spoke about wine when everything was alright. There was never
any small talk when he was concerned about my health.

By the
mid-nineties the internet had become truly world-wide, accessible
and a repository of information, albeit not always entirely
accurate. Porn and pop-ups were not the annoyances they are today.
I used the net often for wine research and to look for cancer
information. E-mail was becoming a popular method of communication
and I became involved with a group of long term N.H.L. survivors
through a Listserve organization that matched you up with survivors
of similar cancers. These people wrote great letters and had
remarkable outlooks. Without any deliberate intent on their part
and usually acting independently, they would infect you with their
confidence, understanding and appreciation for life. They didn’t do
it only in what they wrote, but also in how they wrote. This small
group was, to a person, ‘lead by example’ types. They wanted their
stories out in the open so others with cancer might learn something
beneficial from their experiences. In the ensuing years, posting
photos made the communications more personal. New contacts were
constantly being made as more and more people survived longer and
longer. Unfortunately, there were sadder lessons to be learned as
one by one older pen pals succumbed to their illnesses or other
complications. Two concerns had been bothering me for the few years
that we had been talking to each other; first, our age differences.
I was thirty-eight when I was diagnosed; they were all in their
late fifties or early sixties. Was NHL that rare a cancer in my age
group? Second, why had so few of them been prescribed
cyclophosphamide, alone or in combination? Dr. R. didn’t share my
concerns; I was far younger than most of his patients and
cyclophosphamide worked for me. I am still learning from this group
that ordinary people can accomplish extraordinary things when
challenged.

In 1996
Matthew was at John Abbot College after graduating from Loyola. Tim
had been accepted at Nicolet Police College, quite an achievement
for a young Anglophone. Two more goals attained! He had finished at
the top of his class at John Abbot. He had to; of the two hundred
and fifty openings at Nicolet, only twenty-five were for
minorities, women or Anglos. Nicolet was a French speaking only
institution; instructors, courses, materials and private
conversation were in French only; to be hired by any police force
in Quebec you must graduate from Nicolet. Tim had worked extremely
hard at his language skills and had become fluently bilingual in
the course of two or three summers working as a police cadet for
the city of Montreal. Anne was entering midlife as beautiful as
ever; I was attempting a comeback as a student; I had been accepted
as a part-time grad student at Concordia in Urban Anthropology. I
needed a distraction from cancer. I also found that making a
commitment to something that extended well into the future eased
the apprehension I sometime felt about making plans of a temporal
nature.

During my many
years of living with cancer I attended many lectures and discussion
groups on various cancer topics but in the Montreal area I have
never seen or heard of one focus on ‘Life after Cancer’, where long
term cancer survivors could have a forum on topics of interest
unique to their situations. One of my goals is to set up a forum
such as this that would set up signposts for those who are to
follow. Among invited participants would be doctors, lawyers,
psychologists, students, patient advocates, pharmaceutical
representatives and support group people, all experts in their
fields, to talk about what it was like, could be like, should be
like or will be like to live a long life after successful cancer
treatment. Survivors would then tell of their experiences and
concerns about certain areas that were problematic, from late
effects to insurance problems, job discrimination, actual
prejudice, depression, failed relationships and on and on.

A key question
to be asked: What kind of training and preparation do survivors
have for life after cancer? In my situation nobody but my doctor
did any post treatment follow-up; support groups had to address the
needs of people in all stages, from the newly diagnosed, to those
still in treatment, to those cancer free; there were few if any
resources available for long-term survivors. My doctor was the only
one I had contact with since my last chemo and his concerns were
for my physical health. My immediate family and a few close friends
were the ones who encouraged me, supported me and gave my life
meaning.

My experiences
have shown me that there exists at least a two-tiered system of
cancer treatment. Preferential treatment based on status, wealth
and proximity to the top of the power structure became an accepted
fact. Those at the top had greater access to prompt treatment,
better facilities and more extensive follow-up. They were also
better prepared to handle the disruptions to their lives that
cancer may cause. Those lower on the socio-economic ladder were
more likely to wait in line for tests and treatments and were less
prepared for a life after cancer. In North America this is always
the case where ever increasing demands are draining limited
resources. In Canada, with a nation wide Medicare program, a
private health care plan is a necessity for anyone undergoing
cancer treatment. It ensures access to treatments, tests and drugs
not always covered by Medicare but considered necessary by doctors
to improve chances of survival. And don’t get me started on the use
of celebrities with various types of cancers as models or
spokespersons for the ‘cancer of the day’ fundraisers. Fundraise
for cancer research; don’t play one type of cancer against another
in an attempt to favor one cancer over another.

I still feel
we need a greater variety of survivor role models; ordinary people
who live their lives as best they can. High achiever survivors or
celebrity role models perpetuate a myth about what it takes to
survive cancer and how we should live our lives after surviving the
initial stages. Celebrity role models are media sponges that
prevent any attention from being directed towards the majority of
survivors who are ordinary people, ordinary heroes. And please,
don’t ever say around me that cancer is not the death sentence it
once was. Yell that one out loud in a funeral parlor or a
palliative care ward.

Events heavily
sponsored by pharmaceutical companies involved in promoting cancer
therapies are o.k. for the free lunch; listen to what long term
survivors have to say. We have tread upon new ground and are the
guides for those to follow. I had to get that off my chest.

This is a
project I am going to have to get some help to set up. Long term
survivors are out there; after all, it’s every cancer survivor’s
goal to be able to look back and say “Way back then, when I was
first diagnosed…..”

Tim and
Matthew gave me a T-shirt for my birthday that read, ‘A champion is
someone who gets up even when they can’t!’ It was a good, light
celebration. Every birthday party for me that I can attend is
another goal attained. I needed to have my spirits lifted; we just
found out that the night bartender at the Club has been diagnosed
with liver cancer. Jerry and I have been friends and workmates for
over twenty-five years. Our wives have become good friends on their
own over the years. He had been complaining of stomach pains,
cramps and bowel problems since Christmas and has been off work now
for about three weeks. We thought he was being treated for an
ulcer. I only spoke to him briefly yesterday; he didn’t sound too
good. He’s normally such an upbeat, irreverent guy that it was
depressing to hear him sound so lost. He didn’t even want to hear
the c-word. He’s scheduled for surgery in a couple of days so we’ll
have to wait and see. We appear to have our own little cancer
cluster at the Club; two lung cancers, one ovarian cancer, one NHL
and one liver cancer; five out of forty-one employees. Makes you
kind of wonder what the Club is built over. The company that
supplies our group health insurance must be thinking about raising
our rates.

Shortly after
my birthday I came down with one of those winter colds that you
just can’t shake. This virus just covered Montreal. People at the
Club had it, everyone at home was ill and it was rampant at Anne’s
school. Our family doctor actually told us not to come to his
office; he diagnosed me over the phone and called in a prescription
to the pharmacy for me. I had night sweats a couple of times but I
was running a fever most of the time anyway. After checking in with
him, Dr. R. had me go in for bloods just the same but everything
came back OK; I carried that sucker cold for about two months. The
fear never really leaves you.

I spoke to
Jerry after he had surgery but he won’t give us many details except
to say that there is cancer and he’s on ‘some kind of chemo.’ We
have to get as many details as we can from his wife, Ana. She is
somewhat reluctant to even talk about Jerry’s situation with Anne,
because ‘Jerry wants to keep it private.’ Anne wanted to introduce
her to the Friends and Family group at Hope and Cope, but she says
she’s not ready for that yet and won’t go. The only pertinent thing
she’s said is that his cancer is more severe than he knows and he
doesn’t want to talk about his situation at all, that he doesn’t
seem to care anymore. Anyway, Ana has asked us to wait for him to
wake up, not to push him yet. Push him! I’d like to kick his ass
awake.

Tim was
sworn-in as a Ville de Montreal police officer in April; another of
my goals attained! He’ll be twenty-one in June. God, take care of
him. He looked so young standing there in full dress uniform. I
know he’s well trained, well equipped and well intentioned, but
this city is full of scumbags. He asked for and received an
assignment to Station 21, which oversees the city’s busiest and
most violent crimes area. Montreal’s downtown area is divided in
half by St. Laurent Boulevard, not a geographical division but a
cultural and linguistic separation. West of St. Laurent is English
Montreal; French Montreal is east of St. Laurent. Rue Ste.
Catherine is Montreal’s main downtown business thoroughfare; it
runs one way West to East. Where Ste. Catherine intersects St.
Laurent and for about ten blocks in all directions is an area
unofficially known as Montreal’s Panhandle, an area that is world
famous for its bars, strip clubs and after hours joints. It is just
as infamous for its whores, drugs, weapons and violence. Any sin
you are looking for can be found on the Main, twenty-four hours a
day and Tim’s station is right in the heart of this world. Station
20 patrols the English area west of St. Laurent. My brother Kevin
just retired after a thirty year career as a police officer; he was
both a constable and a Sergeant at Station 20 for almost twenty
years before being promoted to Lieutenant with the Organized Crime
Unit. He had strongly advised Tim to ask for a posting at either of
these two stations; he told him one year of service at either of
these stations was the equivalent of five years experience. He had
appointed himself Tim’s unofficial ‘Rabbi’ upon his retirement and
would keep an eye on his early career. When Kevin retired as the
head of the O.C.U. he was known for his thorough investigative
techniques and for being an exceptional police officer who took his
mandate extremely seriously. After retirement there still is only
black and white thought in my brother’s mind. There can never be
any grey area with regards to the law or morality as far as he is
concerned. At his retirement he was one of the highest ranking
English officers on the force and was resented by some fellow
officers for his upward mobility. He did not want those officers of
rank who harbored resentment towards him to be able to vent on Tim.
In Montreal linguistic politics have always played a major role in
personal advancement on the police force; every English- speaking
officer must be bilingual while French speaking officers, who are
in the majority, do not have this requirement. As in just about any
work situation, federalist versus separatist camps exist at all
levels on the force; there were a lot of things for a rookie
officer to be aware of beside the danger on the street and doing
his or her job safely and well. Tim quickly learned to walk the
tightrope of the department while Kevin kept a watchful eye from a
distance.

Near the end
of May I had a few nights with the dreaded sweats. I hadn’t been
feeling all that well; nothing serious, just that achy, sore all
over, tired feeling. My dear wife settled the issue quickly and
once and for all by having me weigh myself. “More than a five pound
weight loss and we call Dr. R. Deal?” The scale showed me down nine
pounds. The call went out.

Dr. R. was
away in France visiting his daughter until June 4th. Did
I want to see Dr. Caplan? “No, thank you, I’ll call Dr. R. on June
5th.”

The next four
or five days went by too quickly. God must have sensed we were
overly concerned with my situation and sent us a distraction. Now
we could worry about someone else. Tim had been injured on the job.
I was in the den reading when Anne yelled at me to pick up the
phone, it was Tim. Basically told, Tim and his partner had gone
into a burning apartment building just before the fire department
had arrived, going floor by floor knocking on doors to wake people
and to help them get out. They had to break some doors down to
ensure there was nobody inside. Tim’s partner tore up his knee when
he repeatedly tried to kick in door. It turned out to be a
camouflaged steel door with a reinforced frame. They later found
out that the apartment was a crack house, luckily empty of
occupants at the time. Tim had to help his partner down three
flights of stairs to safety; he then went back inside to bang on
doors until firemen arrived.

The doctor
said he had a bad case of smoke inhalation but there didn’t seem to
be any permanent damage. They flushed his lungs then released him
the next morning. He would be off duty for about ten days.

 


 


 


 


 


 


 



Chapter
IX

It never seems
to end.

 


I had my
bloods done at the lab then ambled over to Dr. R.’s office to wait
while Anne went to get a tea. By the time she arrived a few minutes
later I was stretched out on my side in his examination room as a
technician prepared me for a bone marrow biopsy. According to
hospital regulations, a bone marrow biopsy is to be performed under
a local anesthetic; because of the use of an anesthetic you must
remain under observation for four hours. Because I didn’t want to
miss work if at all possible, Dr. R. scheduled most of my scans in
the evening and by mutual agreement he didn’t use an anesthetic for
a bone marrow biopsy if it took place in his examining room during
the day. This way I could go to work right afterwards. It hurt like
hell, but it hurt anyway when the anesthetic wore off. Anne had to
leave the room when he started to corkscrew my spine. “When I’ve
finished, let him have a cup of coffee then go upstairs to the
ultrasound department with him. I’m not going to get caught by
surprise this time. If the ultrasound doesn’t give me answers, I’ll
arrange for a C.T. scan later.”

About an hour
later we were back in his office. “Just wait outside for a few
minutes; I’m expecting Dr. G. any time now.” “Aw, shit!” was all
Anne said. Ten minutes later he strolled in, walked right up to us
and asked us to follow him into Dr. R.’s office. Dr. R. had my
pictures on the screen and the two of them consulted and low-talked
for a couple of minutes, then Dr. G. turned and said to us, “First,
I must say I was deeply touched by your card, congratulations.
Secondly, there is no need for me to even attempt an exploratory.
The pictures told Arthur everything he needs to know. You will not
need my services this time around. Good luck and God bless.” He
shook our hands again and left the office. I had sent him a thank
you card on my fifth anniversary of sobriety. This guy can almost
be human, I thought.

Dr. R. just
sat there for a minute, templing his fingers. “This is a massive
recurrence with metastasis to at least twenty sites in the abdomen,
chest and groin areas, very definitely a rapid growth situation.
This time we are going after it with a sledgehammer. I’m going to
start you on a regimen called CHOP, a new, highly successful
treatment protocol for most kinds of late stage NHL. However, I
will be adapting the dosages to your specific requirements. As a
result you will be experiencing the side effects early and rather
severely. I’m planning for that occurrence; you should too. I’d
suggest you make arrangements with your employer for some time off,
at least initially. Mrs. McGarr, your main job will be to see that
he eats properly and gets plenty of rest. One of the less critical
side effects is the loss of the senses of taste and smell. This
will affect the appetites of most patients, making them lethargic
towards food. He must eat regular meals.” He then went on to say
that I would be receiving between six and twelve cycles of
treatment, depending on how I was responding. Each cycle lasted
twenty days with ten days off between cycles. During the ten day
break between cycles, I would have to go for a C.T. scan; I would
have one today to be used as a base measurement. “Any questions?
Blood tests once a week and you will have your first session
tomorrow morning.” He handed me a pile of sheets of some material
he had put together for me to read and told me to write down any
questions I might have. “Be here about eight a.m. and we’ll go to
see Mr. Goldstein.”

The period of
grace was over; three occurrences in nine years. I didn’t feel like
a survivor anymore. All the fears and uncertainties came rushing
back. I could think of nothing of a positive nature that would
block out the worst case scenario thinking that had taken over my
mind. I stayed pretty quiet, lost in thought right through the C.T.
scan and all the way home. “Are you hungry?” Anne asked, “Let’s
pack some sandwiches and drinks and head over to the canal for a
picnic.” We had our picnic beside Lac St. Louis in Lachine then
walked its shoreline and talked for hours. Anne is the person you
want to have beside you when you are full of doubts and misgivings
about yourself. She is a pillar of strength and has that uncanny
ability to share her strength and nurture without smothering. We
needed each other to be able to tell the kids, again. For the rest
of the summer that park and its walkways would be our place for
peace and tranquility, another world just ten minutes from our
house and one of Montreal’s many natural treasures.

The next
morning Anne and I dazedly followed Dr. R. down the corridor to the
Oncological Pharmacy to see Mr. Goldstein. He then went on his way;
his waiting room was overflowing. After telling us how sorry he was
to see us under these circumstances, Mr. Goldstein started to get
down to business. To better hear him, I quickly moved forward,
forgetting there was a Plexiglas barrier between us. I hit that
barrier so hard I saw stars. The noise was so loud that Dr. R.
stopped and came back to us to see if I was o.k. Anne was doubled
over with laughter; as soon as the shock wore off I started
laughing too. Distractions can be good things. Mr. Goldstein waved
the doctor off and started again. CHOP stood for the drug
combination of Cyclophosphamide, Hydroxydoxorubicin, Oncovin
(Vinicristine) and Prednisone; a very successful treatment for
certain cases of NHL, but caused many side effects. He went on for
another five minutes about these side effects then went inside to
get everything ready, telling me to get comfortable in one of the
chemo rooms. This was the first time I’d been in one of the
administering rooms. Most rooms had five or six comfortable lazy
boy chairs for the patients and armchairs for their supporters.
There were books and magazines to read and just about everyone had
a Walkman. There is only one patient protocol to follow. Veteran
patients get first choice of everything. That’s the house rule.
Actually, there is a second protocol; you have to ignore anybody
who is throwing up near you.

While you are
undergoing treatment you are both a survivor and a patient; it
takes a special kind of caregiver to appreciate and work with this
ambiguity. Oncology nurses are a breed apart from other nurses.
This is not a slight to other areas of the nursing profession, but
cancer care nurses are with you for the duration of your
treatments. These nurses have to pay meticulous attention to
detail, be extremely knowledgeable about the drugs and procedures
they administer yet be upbeat, smiling and encouraging to a group
of usually frightened, nervous and very demanding people. At the
same time they have to be genuine and sincere to a group of people
who are past the bullshitting stage. To a person they are
angelic.

Linda was to
be my nurse for the duration of my protocol. As she set about
preparing my I.V. she made small talk with us, attempting to find
out what kind of a character I was going to be. I later found out
they informally classified patients into categories such as ‘low
maintenance’, ‘demanding’, and ‘pain in the butt’. “Each treatment
will take about four hours. You may feel some nausea; if you do I
will add a little something to your I.V. to help settle you.” She
then started the drip and I was on my way. About an hour later Anne
went for a tea and brought me back a coffee. There was red juice
running into my vein; it burned a little but was a good distraction
from the woman in the next chair who was throwing up. Anne had to
leave the room. Then it was over. I had gotten through with only a
tinge of nausea.

Linda came
over with prescriptions and a litany of instructions as we prepared
to leave. “This one is for cyclophosphamide, follow the schedule.
This is for prednisone and this one is an anti-nausea medication.
Take the Zofran even if you don’t feel sick, it’s a preventative.
Good luck, call me if you have any questions or problems. Hopefully
I’ll only see you in about a month.”

We saw Mr.
Goldstein on the way out, told him how it went and he went over my
schedule for the next twenty days. “Take them all and take them on
time. And, get back to work as soon as possible. Physical activity
will be good for you and your work will occupy your mind, what’s
left of it.” I went back to work the next day.

My
prescriptions cost three hundred and twelve dollars for twenty days
worth of drugs. Thirty-two dollars apiece for the anti-nausea drug
Zofran. That just about made me sick. Thank God for my private
insurance. I had to pay up front, but my insurer re-imbursed me one
hundred per cent. I started my pills later that evening and taking
no chances I went to bed early. The next morning I also woke up
early, surprising the crap out of myself by how good I felt. Off to
work I went.

The first of
the side effects kicked in about fifteen days after my treatment.
Anne and I had gone out for dinner on Friday night. Over coffee she
noticed I had something in my hair and reached over to pluck it
out. In doing so she plucked a clump of hair right off my scalp.
The next morning there was hair all over our pillows; I went right
out and had my head shaved, telling the barber I would shave my
moustache when it was necessary. About a week later I did just
that. By the end of the cycle I was completely hairless. And I mean
completely. I stayed that way for the next nine months. Being
hairless didn’t really bother me, but losing my moustache did.
Another effect, the prednisone ‘puffiness’ made me look like a
mutant with a fat head. But hey, I only used the mirror for
introspection. OK, first cycle over.

A C.T. scan,
then bloods then a few pleasant words with Linda. Another four
hours having various chemical poisons pumped into my body. Anne had
to pay another three hundred and twelve dollars at the pharmacy. I
prepared a nice dinner for all of us and finally, a quiet evening
with Anne to talk things over. The next day at the Club I received
one of the most amazing calls I have ever received. Dr. R. called,
asked if I was sitting down and then told me that the C.T. scan
only found three active sites out of the twenty-three it had shown
just thirty days ago. He said that if things kept progressing this
well he should be able to limit the protocol to six cycles. “I’m
very happy for you. Please call your wife immediately to let her
know the good news.”

Two days later
I thought I was dying; my white cell count had plummeted. Dr. R.
had warned me that it would drop. I could handle a low count by
itself, but one of the guys at the Club had a child who was home
with the chicken pox. I wasn’t particularly worried; I had the pox
as a child. But I had come down with a rash on my forehead, chest
and back. It was extremely painful and I had a high fever. I had to
leave work. By the time I arrived home Anne had already spoken to
Dr. R.; he would be waiting for us at the E.R. When we arrived a
half hour later he had me wheeled into an examination room where he
and a resident quickly looked me over; he then had me placed in
isolation. “What the hell are shingles?” I asked Anne. Then I was
alone, all by myself. No visitors, not even Anne until they ran a
battery of tests.

To this day I
do not know what a normal white cell count should be in p.p.m.;
mine was less than three thousand. I was placed in the special
isolation unit to protect me from anyone and anything. No visitors;
staff had to wear suits with breathing apparatus. I had specially
prepared meals and my very own sani-toilet. The room held only a
bed; no storage locker nor nightstand. They filled me with bag
after bag of I.V. antivirals. Only Anne was allowed in to see me on
the first day. She actually looked good in her sterile gown and
mask. On the second day Tim brought me up a lawn chair to stretch
out in. I had to spend four more days like this before my cell
count went up enough to allow me to have non-family visitors and
two more days before I could go home.

My next cycle
was cancelled. I went back to work and was my usual cheery self
except for one small thing; food had absolutely no appeal to me.
Nothing I ate or drank had any taste or smell to it. It had
happened overnight. I woke up in the morning not knowing what to
eat and couldn’t find anything that appealed to me. The same thing
happened at lunch. Dinner was Bar-B-Q chicken that felt and tasted
like wet cardboard. Anne tried everything from bland to spicy;
nothing had any appeal to me. Then I accidentally discovered dates.
Ivan, the Club Hall Porter was a closet pastry chef; he had made
date squares and handed them around. I couldn’t get enough of them.
Then it started; date squares, date bread, oatmeal date cookies and
date turnovers. For some inexplicable reason, I could handle and
appreciate the taste and texture of this sweet fruit. The downside
to dates is that they rapidly and severely speed up the digestive
processes, if you know what I mean. But I digress. I am a cookie
freak. Many years ago when I lived in Toronto with Mike Duffy we
had an apartment adjacent to the Dad’s Cookie Company. They had an
outlet that sold products with defective packaging or products that
couldn’t be sold to retailers. Two or three times a week we would
stop in and buy as much as we could carry; then we headed to the
beer store for a two-four. Cookies and beer, what a treat! I’ve
maintained a cookie habit all of my life, the last several years
without the beer. I survived on date cookies for four months.

Anne and I
cancelled our vacation plans for the summer. Instead we made plans
for a weekend trip somewhere in September. Joining me on my
hospital visits was a lousy way for Anne to spend her summer time
off. My bloods had stabilized and a C.T. scan showed no increased
activity whatsoever yet Dr. R. advised against going away. After my
third chemo session Dr. R. told me that as a precautionary measure
I would have to go on a maintenance schedule of neutropenic
injections. These injections stimulate white cell production in the
bone marrow. Did I want to come into the hospital for these
injections, or would I prefer to do it myself? Regardless of my
choice I would have to pay for the injections myself, as Medicare
did not cover them except for AIDS patients. One hundred and fifty
dollars for each injection, twenty needles per cycle. You do have
private insurance, don’t you?

I went to see
Mr. Goldstein about this. He tells me that the injections are too
expensive for the hospital to keep in supply and are ordered only
as needed. He asked me what area I lived in then asked me to give
him a couple of minutes. When he came back he told me he had made
arrangements with a pharmacy in my area. “See Mark and he will open
an account for you. He’ll give you thirty days credit. You should
receive your insurance cheque by then to pay the bill, but if you
don’t, he’s a forgiving guy. Remember these are intra-muscular
injections; use your thigh area for less bruising. Call me if you
have any problems. I quickly did the math. It would cost me three
thousand three hundred and twelve dollars a month to be able to
endure free chemotherapy. For once I was speechless.

My insurance
company refused to pay my claim, stating that the injection was not
on their list of approved substances. Dr. R. intervened, as did my
employer and that had the desired effect. Thank God; otherwise I
would have had to put the three thousand dollars on a credit
card.

When I went
back to work our new office manager took most of the financial
pressure off of us. She offered to advance me any monies I would
need if there were any more insurance problems. I have to like her
even though she’s only been here for a couple of months. The G.M.
has threatened our insurer that he will switch providers if they do
not honor my future claims.

I saw Jerry at
the hospital when I went for my bloods. I really was not prepared
for that encounter; he looked to be but a shell of himself, so
fragile and weak with absolutely dead eyes. His wife Ana asked me
to talk to him to try and boost his spirits. Shit, after seeing him
I needed a boost. It was now late September; we had known for a
while that he had been misdiagnosed. He actually had colorectal
cancer that had spread to his liver, not the liver cancer that he
had been treated for unsuccessfully. Now it had spread to his lungs
after being on a useless chemo for three months. He had initially
been treated at a hospital in Montreal North, near his home, a
hospital with no reputation whatsoever for cancer patient care. The
weirdest thing, something I cannot understand to this day is that
his wife worked in the radiation department of the Jewish General
Hospital, my hospital. By the time we convinced him to get a second
opinion at the JGH, get properly diagnosed and have proper
treatment prescribed, Jerry was seven months post diagnosis with
virtually no treatment. He told me that his doctor was going to
stop treatment, that there was nothing they could do for him now. I
told him that I couldn’t believe he took that for an answer. He was
going to call me later after he saw his doctor, but I didn’t see
him or speak to him for almost two months; all communication was
through his wife and, as strong as she was, she was nearly a basket
case.

Simply put,
Jerry went home to die that September afternoon. In November, at
Ana’s request I had our Chef make Jerry a large batch of rice
pudding, one of the few things he still liked and could eat. Anne
and I dropped by to see him with goodies from the people at the
Club. He weighed about one hundred and fifteen pounds and looked
dead lying in the hospital bed that had been set up in what was
once their bedroom. Ana had taken a leave of absence to take care
of him and also had an overnight nurse coming in so she could get
some sleep. There was no more treatment for him, just pain relief;
the guy really was dying. Anne asked about his daughters and was
told by Ana that they stayed out a lot with their friends; they
didn’t like to see Jerry this way. “We all want him to go to the
hospital, but he won’t hear of it.” Anne motioned to me that it was
time to leave. We said a tearful good-bye, promised to stay in
touch and left. The son of a bitch really was dying.

Ana, Jerry’s
wife, had her hands full with her situation but always made a point
of checking to see how I was doing, ‘was there anything she could
do for me?’ She had the strength and ability to always show concern
for others.

My insurer has
finally seen the light and has decided to list the neutropenic
injections and pay for future prescriptions for all users. Their
actuarial department must have done their homework and realized it
would be cheaper in the long run. Bastards. If everything went as
planned I would have only two sessions left. Please let it be so.
My teeth are starting to bother me now and I’m going crazy with
dry, itchy skin. Anne has me so greased with lotion that I’m
sliding off of myself. It felt like I had a case of body dandruff.
I was entirely hairless and the skin had stopped storing body oils.
I was constantly flaking unless I was externally lubricated.

Anne and the
boys were ready to kill me a couple of days ago. It is traditional
at our house that I make my world famous chili for the Grey Cup
game. The boys invited their lady friends over to watch the game
with us, have a couple of beers and sample my cooking. Let me just
say that no matter how often I tasted that chili as it was
simmering it didn’t seem to have much taste or kick, so I kept on
adding jalapeno and Jamaican peppers and chili pepper. I enjoyed it
tremendously especially since I couldn’t taste or smell it, until
it settled in my stomach and started burning. Tim and Matthew said
it was one of my best chilies ever. Anne and the two girls screamed
a lot and dived into the guacamole. The chili played havoc on the
girls’ digestive systems for a couple of days but they didn’t
suffer any permanent damage. The Alouettes won the Grey Cup. Next
year I’ve been asked to make an Irish stew.

 


 



Chapter
X

Death of a
friend.

 


I have a
week’s vacation this year at Christmas time. The Club is closing on
the twenty-fourth of December until January third; this replaces a
performance bonus and a Christmas party. We all need the break;
we’ve been open seven days and nights a week since early November
and most of us are ready to drop. My chemo is going all right but
I’m completely exhausted all the time. Jerry is rapidly fading but
wants to spend Christmas at home. His family has convinced him to
go into the hospital right after Christmas. His daughters have
turned around completely; they’ve taken charge of decorating the
house for Christmas and have placed a small tree in Jerry’s room.
Jerry and I have talked quite regularly and he has opened up to his
family. But he’s so weak; he must be spoon fed his rice pudding. He
seems pretty well at peace with himself. Ana is not yet ready.

Anne and I
went to visit Jerry in the hospital on December 29th. He
has no family of his own to speak of; the room was full of Ana’s
relatives. Ana is Portuguese, from a large family and many of them
were there on deathwatch. Jerry was the lucky one, he was in a
coma; the silence in the room filled with Ana’s relatives was
louder than any wailing could have been and forced us to leave
after just a short visit. I was at the Club the next day doing my
year end inventory when Ana called to say that if I wanted to say a
final goodbye to Jerry I should come around as soon as possible,
that he was going. I was able to spend about twenty minutes with
him before he died. He was a good, good man. Ana is a remarkably
strong woman.

God voiced His
sadness at having to take Jerry from those who loved him by telling
Mother Nature to run rampant over our part of the country. What was
to become known as the greatest natural disaster to ever hit the
Montreal region began with the New Year.

It started as
rain on January 2nd, 1998. By the time we arrived at
Jerry’s wake that night freezing rain had started. Although road
conditions were treacherous we had no choice but to drive. Jerry
was laid out in the coffin in a golf shirt and jeans, the way he
dressed most of the time and the way his daughters wanted him
buried. The next morning Tim drove us to the Church in east-end
Montreal for the service; I have never seen the roads and traffic
that screwed up in all my winters in Montreal. The snowplows
couldn’t get on the roads; ice covered everything. The trip to the
cemetery was a disaster with only three of about twenty cars in the
procession and, luckily, the hearse making it to the cemetery. The
freezing rain just came pouring down. The mechanism to lower the
coffin at the gravesite was frozen solid, covered in ice. Jerry had
to be lowered to his final resting-place with ropes. Good old Bruce
slipped and fell into a waiting site. I never saw a rather portly
person do a vertical leap like that before. He landed on his feet,
unsmiling. We finally got Jerry settled in then we headed out to
try to make it to our various destinations. Tim took Anne back to
our place; the schools had been closed and the children sent home.
I walked very carefully down the mountain road with several others
to go back to work. The ice storm had officially begun. That was
the last time I was to see Tim for seventeen days. By darkness, the
freezing rain had formed ice that was inches thick on everything. A
state of emergency was declared that evening. Electricity started
going out in various parts of the city as power lines collapsed
under their ice burdens or trees or poles toppled over onto power
lines. Public transportation came to a halt. By the next morning
the city had closed the downtown core to all pedestrians and
traffic; offices and businesses had to close. Traffic in and out of
the city came to a standstill as the bridges were closed. The skies
continued to drop that freezing crap. Streets in residential areas
were littered with fallen trees, hydro poles and wires and
abandoned vehicles, impassable to traffic and almost impossible to
walk.

There was
first a city wide then a region wide power blackout as the
hydro-electric towers from James Bay supplying the Montreal region
collapsed under the weight of the ice. Three hundred and sixty
towers, one hundred and ten feet tall, covering a distance of
thirty miles came tumbling down. It was never supposed to happen.
In the city, only those with fireplaces or those who cooked or
heated with natural gas had any comfort. The city was in complete
darkness except for those few buildings with back up generators;
gasoline for them would soon become hard to obtain. Within a day
the cold weather returned and it became extremely treacherous to
attempt to move around. Nothing in the city was moving and you
couldn’t find a candle, battery or cooking fuel of any kind
anywhere. Yet there was an eerie beauty about the city. Our part of
town was like an ice-covered battlefield. As Anne and I walked
around checking on neighbors we couldn’t help but be impressed by
the quiet and the monstrous ice designs covering once familiar
objects. The moonlight both reflected and highlighted massive icy
stalagmites that hung from trees and buildings, the frozen art
masking the danger to those making their way through the
debris.

By the third
day police and firemen began door to door evacuations of the
elderly, the sick and those with absolutely no heat. Anne’s parents
were moved to a school gym along with hundreds of other people.
That was one worry off of our minds. By now Hydro-Quebec had
bypassed the main electrical supply chain and areas with
underground cables began to flicker on. Unfortunately, only three
per cent of Montreal has this type of electrical supply. Luckily
for us my brother Kevin lived in such an area and we moved in with
him for a few days, even though his power was flickering on and off
every few hours.

The Club
stayed open throughout this fiasco, albeit on an emergency basis.
Very few staff made it to work and we could only offer primitive
services. Our building manager, in anticipatory genius had
partially hooked us up to a generator in a next door building.
Exposed cables or not, it was well worth it; our freezers and
fridges were working and we had emergency lighting and natural gas
operated kitchens. It cost me a bottle of Johnny Walker Black a day
to the maintenance guy next door, but we were in business. I was
able to make it in every day and worked at different tasks, from
answering phones to cooking then I would walk back to Kevin’s place
for the night. My last scheduled chemo session was postponed for
the duration because the hospitals were only handling emergency
cases. On day two my father tripped over his oversized cat and tore
ligaments in his knee; it took us five hours to find a hospital
that could admit him. After surgery he spent three days in a
corridor because there wasn’t a room available. With the help of a
couple of buddies we grabbed him from that hospital and moved him
by car to the heated comfort of a friend’s apartment.

Tim called in
every couple of days. He was working sixteen- hour days and
sleeping in a downtown hotel when he could. The word was out that
the Club was open and we soon had police and emergency people
coming by for coffee and sandwiches. A sense of camaraderie was
starting to form amongst those of us who were ‘downtowners’; the
general population still wasn’t allowed downtown because of ice
falling from the tall buildings, ice that actually broke sidewalks
and roads. An island wide power blackout hit the city again as
Hydro switched grids. All the bridges to the city remained closed;
no fresh supplies were coming into Montreal grocery stores. There
was little replacement food as people emptied out their non-working
fridges and freezers.

When my
brother lost power we went back to our place. A neighbor had
acquired a generator and was helping the neighborhood restart
furnaces. We still had no power but we were warm again. I had
borrowed some fondue fuel from the Club to heat soup and we cranked
up the barbecue to use as a stove. Anne actually had to drink her
tea without milk for a few days. It took Hydro eleven days to
restore power to most of Montreal and about another week for the
city to get back to business. Those were two very difficult weeks
to endure, but Montrealers really came together to help each other.
Now it was time for me to get back to business.

I had my last
chemo session early in February. The C.T. scan didn’t show a thing
and my bloods were good. Dr. R. said that this dose was an
insurance dose, on the house. I don’t have to take any more
prescription poison. I can’t say enough about how well I’ve been
treated by everybody at the treatment center. They are very
professional, yet very human; honest, sincere, caring and, at the
right times, funny.

Early in March
Dr. R. sent me for a M.R.I. The results showed I was completely
free of any signs of cancer. It had been a very difficult eight
months, but that was now in the past; I could start living my life
one more time. I will see Dr. R. once a month until the end of the
year. I had been collecting special bottles of wine for just this
occasion; I was able to give him a good supply for his cellar as a
thank you.

My major
responsibility at the Club is the purchase of all wines, beers and
spirits and their storage and inventory. All wines and spirits must
be purchased through the government controlled Société des Alcools
du Quebec, a monopolistic agency that sets prices and controls what
selections are available. As a permit holder I privately import a
lot of wine, but it too must pass through the SAQ so various taxes
and fees may be applied. The mark-up is horrendous; wines are at
least thirty per cent more expensive in Quebec than in neighboring
Ontario. There are, in Montreal, many local and international
companies that are sales representatives for various winemakers and
producers from around the world; these are the people I deal with
on a daily basis and these are the people who drop off sample
bottles for us to try, hoping I’ll buy their products for our wine
lists. Then there are the gifts as a thank you or as an enticement
to buy. The Club is a major buyer of wine; our members demand the
best wines be made available at reasonable prices. I keep three
wine cellars with several thousand bottles. When we need special
wines for gourmet or theme dinners the wine representatives are
eager to help. Since I no longer drink I am constantly giving
bottles of wine away to staff, friends and family, with the
condition that they write a wine review of any bottles they are
tasting. I then add these reviews to my collection of tasting
notes. Dr. R. benefits a lot from the fact that I no longer drink.
Mr. Goldstein is a scotch drinker; I’ll try to get him a bottle of
twenty year old Glenmorangie.

 


 


 


 


 


 


 


 


 


 



Chapter
XI

Friends and
Supporters

 


In March 1998
the Club hired a new General Manager. This one seemed like a nice
guy but had no food and beverage experience to speak of. Strangely
enough, I felt negative vibes coming off him. His reputation is one
of being a cutter and a slasher. Well, good luck to him; we’ve been
cut and slashed until there’s almost nothing left. We haven’t had a
salary increase in two years and most of us work unpaid overtime on
a regular basis. There will be a long line-up of employees at his
door demanding a raise before he’s settled into his new chair. We
also have a new office manager, recently hired who, shall we say,
is a very aggressive woman who knows her bookkeeping, is a systems
person, her system. She fully intends to cut costs, cut spending,
cut staff and on and on, her way. She too knows almost nothing
about food and beverage. The Council is forcing us to ‘coddle and
burp’ these two and do our jobs at the same time. The word is that
they hate each other so it’s going to be a rough year. Louis, our
Maitre d’ is so fed up he’s thinking retirement. He’s had a lot of
his authority removed by the new guy. He can no longer hire
independently and reservations and bookings have been moved up to
the office, taken away from him. The service staff is in an uproar
over that. My position now involves being a consultant to the new
people because of their lack of food and beverage experience and a
verbal punching bag for Louis whenever his frustrations boil
over.

I’ve started a
little sideline just in case the worst happens at the Club. I had
been writing a ‘Wines and Spirits’ book for about a year now and
used the almost finished text as the basis of a wine course I gave
at the Club for the staff. I was encouraged enough by its reception
to finish it then to update the copy. Now I’ll try to find a
publisher.

Because the
Canadian dollar is only worth about twenty-five cents U.S., we are
heading to the Maritimes again this summer to visit Anne’s brother
Gary in Saint Andrews, New Brunswick, on the Bay of Fundy, where
they’ve recently bought a summer house. The Fundy area is a fairly
affluent tourist area which draws a lot of Americans from the New
England states and charter flights and cruises full of European
visitors. The region has some of the most beautiful and picturesque
ocean terrain in North America, without the tourist trappings and
development that stigmatizes the Eastern U.S. coast. The only
drawback is that it is a twelve to fourteen hour drive from
Montreal. We’ve been to the Maritimes before and visited P.E.I. and
Nova Scotia, but this summer we’ll be putting our feet up and
staying put at Gary’s place in Saint Andrew’s. He and his wife Liz
are good people; they are great hosts and guides and have been very
supportive of us.

When we return
from our Maritime trip Anne wants me to go back to Hope and Cope
with her. She had continued working with the caregivers’ support
groups over the years and felt that my experiences as a multiple
occurrence survivor would be of some help to the patients’ groups.
These groups were getting larger with a number of newly diagnosed
people joining, but were also suffering from a high dropout rate.
In her words, she felt that my still positive attitude after all
that I’d been through would give encouragement to the many newly
diagnosed. I told her that I didn’t care enough. After I picked
myself up I readily agreed to give it my best shot.

I know I’m
repeating myself, but there aren’t enough superlatives in the
English language to describe the people and the organization that
is Hope and Cope. The Jewish General Hospital was founded on and is
governed by Jewish tradition, originally supported and funded by
the Jewish community and is a teaching hospital of McGill
University. Quebec hospitals are basically funded, or rather under
funded, by the government for their operating budgets; a hospital
such as The Jewish General still relies heavily on the Jewish
community for funding for expansion projects and to maintain their
high level of service to the public. It maintains kosher kitchens
and follows Jewish tradition for holiday observance. It has a
strong tradition of medical research and, thanks again to the
Jewish community, is one of the best- equipped hospitals in Quebec.
Its doors have always been open to members of all ethnic and
religious communities. Hope and Cope had its origins in this very
same community, founded by people who saw the urgent need for
support and services for those newly diagnosed and those already
living with cancer and their families. Hope and Cope has three or
four paid professionals on staff but is principally staffed by
trained volunteers who are either cancer survivors or who have or
had cancer in their circle of family or friends. It is a community
of support and encouragement for all who live with cancer, from the
newly diagnosed to those in palliative care and their families.
Bereavement support and follow-up care are also important services
provided by Hope and Cope to members of the cancer community.

The various
support groups meet on a regular basis and maintain a policy of
confidentiality to encourage open discussion. Listening to personal
cancer stories and experiences has been one of the most
enlightening experiences of my life. My appreciation for the
strength of the human spirit and the resilience of the physical
body has grown immeasurably. Of course, these same groups can, at
times become no more than rooms full of guilt, self-pity and
relentless whining, the ying and yang of cancer.

Hope and Cope
also organizes and sponsors seminars and lectures on topics
relevant to those living with cancer, their caregivers and medical
support staff. Guest speakers are regularly invited to address
audiences and cancer workshops are held several times a year. There
is an excellent library, a peer to peer support program and a young
adult support group.

When I went
back the second time I had made up my mind that I could contribute
something to a group. I soon found out that I could get something
in return. Openly sharing stories and experiences showed me again
that ordinary people are capable of extraordinary accomplishments.
Ordinary people showed me that living a cancer life doesn’t give
you character, it reveals it. The cancer experience is a learning
process that encompasses both unlearning poor and relearning proper
lifestyle skills. To think otherwise is to consider oneself nothing
but a victim.

After a few
months of the patients’ group at Hope and Cope I told Anne that I
was running out of steam. There was a lot of negative energy with
recent groups, a lot of bitching and whining and a general attitude
of ‘what is the medical community going to do about my cancer?’
Some nights there were even complaints about the coffee. There have
not been many people contributing, a fact not lost on most of the
group leaders. This time, instead of letting me walk away, I was
asked if I would be interested in working one on one with people
who had ‘special needs’. To the uninitiated, a cancer diagnosis
might seem to be the ending of the world as you know it, a
situation so grave as to occupy every resource you could possibly
muster and every waking moment. To someone living with cancer the
realization of the severity of your situation is always present.
There is also the awareness that cancer is only one of the many
things to be handled and managed if you are to participate in and
enjoy life as it meant to be lived and enjoyed, to the fullest. In
my own life that concept is so strongly ingrained that I can
actually enjoy guilt free time off from the cancer world. Anne has
also decided to take time off from her group at Hope and Cope to
rejuvenate. She understands the need to take a break; unfortunately
she will have a tough time for a while with self imposed guilt from
walking away.

I am not blasé
in dealing with my cancer, nor am I trivializing the struggles of
others. I’ve worked too hard getting to a wellness stage to take
anything for granted, but telling my cancer story over and over
again, even if it is to new people, feels like I’m saying ‘listen
to what I did, you can do it too.’ I much prefer just going about
my life, doing rather than telling. Again, not to downplay my
struggle with cancer, but I had lots of help along the way. I had
the best doctors, the best medicines available and an incredible
support team, starting with Anne and the kids. A much tougher
battle to wage, because I had to fight it alone, was the battle
with the bottle. There is no break from living with the ism of
alcohol.

February 1999
was my fiftieth birthday, another goal attained and Anne threw a
surprise party for me which I knew about well in advance to make
sure that I would be showered and shaved so I could fake being
surprised without looking like a bum. Besides that she had to run
the guest list past me for approval; she knew how I felt about some
old ‘friends’. It was a really good night with a mix of new
friends, old acquaintances and family. I didn’t want any gifts;
instead I came up with the idea of having the guests buy a book or
give money to buy a book for the library at Hope and Cope. The idea
went over well and we received several hundred dollars; the good
people at Hope and Cope had me pick the books myself for their
shelves. It took about a week, but I was able to donate about
twenty-five books to the library in the names of friends and
family.

The dentist
looked into my mouth and said, “Shit!” In March of that year I
started receiving treatment for ongoing dental problems that were
both side effects and after effects of my last chemotherapy. Over
the last year or so I had spent a lot of time and money trying to
save my award winning smile, with little success to speak of. Now I
was at the dental department of The Jewish General for more
intensive work. I thought Medicare would cover most of the work
done here as it had been accepted that the problems were a direct
result of the chemo. Oddly enough, the government considers the
need for teeth to be a cosmetic problem and cosmetic items are not
covered by Medicare.

After just a
couple of visits it became obvious that I had major problems. How
serious things were would depend on what the dentist meant by
‘shit!’ While playing high school hockey I twice took pucks to the
face that caused me to lose several teeth. By the time I was
seventeen I had lost seven top teeth. In University I took a slap
shot to the face that broke my cheekbone under my right eye
resulting in the loss of a few more teeth. By the time I finished
playing competitive hockey I had lost twelve teeth on top and two
on the bottom. I had a full plate on top and a bridge on the bottom
and a smile worth about forty-five hundred dollars. But I guess
that’s what happens when you began playing hockey before helmets
and face shields became mandatory.

Shortly after
I had finished the CHOP chemo, I had started to lose the enamel on
my teeth and they had become loose; over time a few teeth had
become fused to my lower jaw. The dentist decided to extract all my
teeth and perform surgery on my lower jaw to level it out. A couple
of weeks later I was fitted for upper and lower dentures. The whole
process took about three months; even with my private insurance it
cost me over six thousand dollars. I was quickly becoming a poverty
stricken cancer survivor with a great smile. I had to learn to chew
all over again to keep from choking on food. I had to learn to slow
down when I ate. It took months before I was confident enough to
eat in public; speaking, at times was embarrassing. Those several
months were most difficult to endure.

In the fall of
that year there was no small talk when I visited Dr. R. He told me
that my bloods from my last two visits had shown high blood sugar
levels. ‘Was there any diabetes in my

family?’ Yes,
my father. “I want you to see an endocrinologist for a full series
of tests. Would you be comfortable with a woman doctor?” OK, I’ll
write you a referral and the doctor’s office will call you to
schedule an appointment. Now that we have settled that issue, do
you know of a good California white, something a little different?”
“Try a Tablas Creek white; Southern Rhone grapes grown California
style. The 1998 is available.” “Thanks, good-bye. See me in three
months.”

Dr. S. was a
very busy endo who kept me waiting for over two hours in a very
crowded animal pen. She was on staff at the Jewish General, The
Montreal Children’s Hospital and was a teaching doctor at McGill.
She only saw patients in the afternoon at the Jewish General. Over
a two year period I missed more time from work seeing her than I
missed in four years of chemo sessions. She ran me through a
complete battery of tests and diagnosed me with Type B diabetes,
non-insulin dependent for the time being. I would have to regularly
monitor my sugar levels, improve my diet and take oral medication
to help control my blood sugar levels. Because of my cancer history
she wanted to monitor me closely for a while. What a pile of crap!
She didn’t even ask if I drank and she had my file from Dr.R. on
her desk. I told her I was lucky that my pancreas was producing any
insulin at all after so many years of alcohol abuse. “Uh, well yes.
Well, a drink or two a day certainly won’t hurt you.” I’m gonna
have problems with this one.

When I got
home I told Anne that I know shit happens, but this was getting to
be a bit bothersome. How much more crap was I supposed to live
with? She reminded me of something that Dr. R. had said when I
called him once complaining about a severe cold I had. “Hey, you
can get regular sick too, just like anybody else.” I think for a
long while I thought that having cancer excluded me from getting
any other illness except those related to cancer. And of course no
accident could ever take me out, that would be totally unfair.
About the only problem I will have with diabetes will be seeing Dr.
S. and having her send me for thyroid tests then meticulously
examining my thyroid area for lumps, etc. because she mistakenly
thinks I have thyroid cancer. She’s done it every damn time she’s
examined me. Then she checks her notes and offers a profuse
apology. I really don’t want to start over again with another
doctor, but this lady is beginning to scare me. That whole
department is screwed upside down because they are overwhelmed with
patients. Diabetes and related diseases appear to be epidemic. It
might have something to do with a lot of people not being able to
put down the fork.

So now I live
with three chronic conditions. On the one hand I need no daily
reminders that more than once I was ill. On the other hand daily
medication and diet have become part of a lifelong routine to
ensure that I will grow old and die no earlier than was expected
before cancer was diagnosed. Anne knows how to put things into
proper perspective. “What’s the problem? You don’t even take sugar
in your coffee; your non-alcoholic beer is recommended by the
Canadian Diabetes Association and this will give you new material.
Your cancer jokes were getting boring.” I did a little research;
there is not too much diabetes humor out there. Tim and Matthew are
both a little concerned about the genes they have inherited; pay
attention to your lifestyles, boys.

The end of
November brought us our first winter snowstorm. In the middle of
the storm I had to rush Anne to the hospital by ambulance with what
appeared to be a severe pneumonia. After a couple of hours in the
E.R., she was indeed diagnosed with pneumonia, given a prescription
for antibiotics and told she could leave. She asked to stay in the
bed a while longer because she felt weak and faint; the almost
doctor insisted they needed the bed immediately for another
patient. I helped her into a wheelchair and was pushing her to the
door to get a taxi when she fainted and fell out of the chair onto
her face. The security guard and a nurse guided her back to the
E.R. to the same bed she had just vacated. She wouldn’t come home
for five weeks.

Her
temperature had reached 104 degrees F. by the time they restarted
on her in the Emergency. They immediately whisked her away to the
intensive care unit. First the pulmonary team was called in, then
infectious diseases, then hematology then internal medicine. For
the next seventy-two hours they tested, x-rayed and tested with no
conclusive results. First it could be pneumonia, or pleurisy, or
maybe pleuritis. Then her bloods went crazy with an extremely high
white cell count and her kidneys started acting up, then her liver.
All this time she was being iced down for the fever. She had
symptoms of just about everything but nothing that was given or
done was having any effect. It was decided to move her to a private
room from ICU, but none were available so she was placed in the now
empty day surgery recovery room. It was there that a resident in
infectious diseases came up with the answer that had evaded senior
physicians. While interviewing Anne to fill in her charts he
remarked that he had similar symptoms and had felt just like she
had described four or five years ago when he was finally diagnosed
with mononucleosis. “Have you been tested for mono?” No. “Well,
just to satisfy my curiosity I’m going to order a mono test.”
Bingo! Adult mono is not at all similar to the ‘kissing disease’
one might get as a teenager. Needless to say it is a very difficult
diagnosis for a doctor to make. From that point on they began
treating Anne’s symptoms on a ‘high priority first’ schedule. We
spent another Christmas in the hospital and even though Anne tried
to get home for New Year’s Eve, we spent that too in the
hospital.

Because Anne
was known as a long-term patient, Tim, Matthew and I had to become
her advocates to protect both her rights and her health from the
gaggle of doctors who were attending to her on a daily basis. The
nursing staff loved us. Aside from the fact that we’re good looking
guys, we took care of all her needs and wants except for tests and
medications. Bathing, linen changes, bedpans, feedings, wheeling
her to various parts of the hospital and our own special
twenty-four hour guard service. Anne’s sister Sue supported us with
her humor and countless hours in the hospital. She intuitively knew
how to take care of Anne’s needs. The main doctors remained the
same; their residents and student doctors were constantly changing.
They didn’t much care for our hovering and questions. Too bad; they
were constantly duplicating tests and repeating the same questions
over and over instead of reading the charts. It was as if the
various departments refused to share information.

I was very
busy at the Club, Tim was working his usual three days, four
evenings, seven nights shift and Matthew was in his final year at
McGill, working part-time. I had caved in and purchased a microwave
oven so that we could at least have hot food at home once in a
while. I’ve always hated those machines and would never let one in
the kitchen, but these were difficult times. Three guys living
alone for almost two months can wreak havoc on a house. But we
survived and even managed to have the house in pretty good shape
for Anne when she got home from the hospital. Even the cat and
Anne’s plants had survived.

When all was
said and done, Anne had been treated for mono, pneumonia, pleurisy,
pleuritis, a collapsed lung, hepatitis, kidney problems and lastly,
some form of bacterial infection she caught while in hospital. It
would be another two months before she was strong enough to go back
to daycare. I had been telling Anne for years that her four and
five year old daycare ‘angels’ were nothing but a bunch of germ
carriers. Now, every time that she wipes one of their snotty noses
she smiles and thinks of my warning.

 


 



Chapter
XII

Losing loved
ones.

 


Anne and I
lost a very good friend to cancer in the summer of 2000. We had
gotten to know Elaine Franklin originally as one of Tim’s and
Matthew’s teachers in grade school. Later, Anne taught with her for
several years at that same school. A truly remarkable person,
Elaine had dedicated her life to working with young people as a
teacher, camp director, guidance counselor and friend. She was a
sincerely religious person, a justice seeker and a spokesperson for
those who could not properly speak. She was not an intellectual,
she was extremely intelligent. She possessed humor and wit and
wisdom.

She had been
diagnosed with multiple myeloma two years earlier, but after
treatment had been in remission. Then it returned. She did hard
time chemo for ten months before her doctors concluded that it
wasn’t doing any good and sent her home to rest while they tried to
find something else to try. She was living at the time with a
friend, Angela, who was herself in treatment for breast cancer.
What a world we live in. About three weeks later Angela had Elaine
rushed to the hospital with what turned out to be kidney failure.
She was admitted to hospital for the last time.

Angela called
to tell Anne that Elaine was near death and asked if we would like
to see her before she died. We made our way to the hospital. When
we arrived four or five of her friends were keeping vigil; I was
the only male present. Over the next several hours we took turns
staying with her for short periods of time. She had by now lapsed
into a coma; the only sounds were the sounds of the machinery. Then
her doctor told us he was taking her off of life support and we
could all go in for her final moments. The next half-hour has to
have been one of the most spiritual, strengthening times of my
life. This group of women had been together for many years and I
was the relative newcomer invited into their circle of friends to
be a part of the final moments of a life they had shared with
Elaine. One special connection that Elaine, Angela and I shared was
our enjoyment and appreciation of native culture. There is a Mohawk
reserve, Kannewagge just across the Mercier Bridge, south of
Montreal. Both Elaine and Angela had been there many times over the
years for sweet grass ceremonies. I had grown up with Mohawks at
Loyola and at University and had played lacrosse with them and
against them. They have a very rich and proud culture which is
often misunderstood by the larger white segment of society. We have
taken from them and given nothing back in return. There we stood,
holding hands, a circle of friends with Elaine at the center. As
she took her final breaths I stood quietly but her women friends
were talking to her about some times they had shared. We all knew
the exact moment of her death. We all felt her touch as she passed
through each one of us leaving her body behind. We stood there for
several more quiet minutes, still holding hands. There was sadness
but no grief. I felt a great comfort being part of that circle.

Elaine’s
funeral was truly a celebration of her life. The only mourning that
was done was commonly shared, that her life was far too short. For
what she accomplished in that short period of time she will always
be remembered. Anne and I took the occasion of Elaine’s funeral to
head out to the lakeshore to spend some quiet time together and to
remember lost family and friends. So many have died so young. On
the one hand we grieve for those gone on, on the other we realized
we have been incredibly enriched just by briefly having known these
people.

Late in the
summer Anne’s father died. The old man literally drank himself to
death. He truly loved his family and was a good man but he caused
his wife and family plenty of grief for many of the thirty odd
years that I knew him. My mother-in-law, who is a certified angel,
may have endured on the memories of love, but she believed in and
honored her marriage vows until the moment he died, even though his
needs and demands almost put her over the edge more than once. Anne
loved him. In my own way, I did too.

We were all
with him when he died. His funeral was a quiet, mostly family
affair. Anne seemed to have found inner peace with his passing; she
really grieved for the person he once was, not the person he was at
death. I’m happy that she’s been able to put the dark memories to
rest and embrace the fond ones. It could have gone either way.

My dad has
recently been diagnosed with chronic lymphocytic leukemia at the
age of seventy-six. Because of his age they won’t have him go
through full chemo; instead he’s on a maintenance program with
constant blood monitoring. His only complaint is that the meds give
him the ‘shits’. I guess that’s considered a major side-effect when
you’re that age. I ran his file by Dr. R. and he agreed with both
the prognosis and the treatment protocol. He asked me if my kids
were getting really scared now that two generations of family
medical history had been uncovered.
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