


Chapter 1

The phone rang while | was reaching down to tighten the straps on my ltalian cycling
shoes.

“Hello,” | answered as | held the receiver between my shoulder and tilted head while |
finished cinching up my shoes.

“Hewwo0000,” said the nasally, high-pitched voice on the line. “Theeese is Mr. Shimano

cawwing.”

It was Marvin, one of my long-time riding buddies. He was the practical joker of the
bunch and always called with a new voice.

“Well, Mr. Shimano, we're meeting at 10 o’clock at the shop. Do you think you can
catch a flight from Japan and be there in an hour2” | asked.

“Nooooo probwem,” he said and hung up.

| had met Marvin at our bike shop when he was shopping for new pedals. He had
purchased several high-end bikes from us over the years and we had started riding
together on Sundays and sometimes evenings during the week. We were pretty even in
fitness and | enjoyed our rides together. Marvin also was one of those guys who always
spoke his mind so you always knew where you stood with him. And his daily calls,
which sometimes fooled us with his accents, added a little humor to our sometimes long
days.

In my job as a bike shop owner, | tried to speak my mind but wound up having to choose
my words carefully when dealing with customers. We all prided ourselves on being
totally honest in our dealings with people, but you never knew when someone didn’t want
to hear the truth (maybe the problem with their bike was something they did wrong but
didn’t want to admit it) and sometimes conflicts arose. And | would be the first to admit
that | didn’t handle confrontation very well. Our son, Brendon, who was the head
mechanic, told me nearly every day that “we can't please everyone, all the time. All we
can do is be honest with them and if they choose not to hear, that's their problem. It is
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| listened to him every day, and truly did try to take his advice, but after 30 years of
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trying fo not alienate anyone, old habits didn’t fade away overnight. The result was,
unfortunately, a fairly high level of stress. | didn't feel so stressed out at work, but
realized it when | got home and couldn't relax.

That was one of the reasons | liked cycling so much. You could jump on the bike after
work and just cruise — no phones, no problems, no timelines. In fact, for nearly 20 years
| had been riding the roads and trails around Fruita, Colorado, including most of the
western part of the state and the eastern side of Utah, all the while relieving stress and
gaining muscle and fitness. | watched my diet very carefully, trained with a heart rate
monitor to avoid overextending, and read everything | could about training wisely.

| had started our bike shop in our garage at home as a summer respite from my
elementary teaching job. | loved teaching and having summers off allowed me extra time
to ride as well as an extra source of income repairing neighborhood bikes. My son
Brendon, still in high school, helped out and learned the ropes through trial and error. It
was when Brendon graduated that we decided to give bike shopping a try full time. |
decided to take a year off from teaching and we rented a little space in downtown Fruita.

After maxing out our credit cards (something | wouldn’t recommend to anyone starting
their own business), we opened up shop and prayed for business.

Luckily, the mountain bike boom in this country was starting, and we were in the heart of
mountain bike country. Moab was only 90 miles away and we were riding some of the
best trails and roads in the region, right in our own backyard. Fruita hadn’t been
discovered yet and there was no official trail system, but we could ride from our shop and
be on any number of great off road rides within 15 minutes. We didn't realize how
lucky we were — no crowds, no restrictions, no dogs - just miles and miles of old Jeep
roads and really sweet single track.

The first year in the shop was rather lean, but we watched our money carefully and
reinvested any profits back into inventory. After that first year, we decided to stay in the
shop and try to make a living. It was then that things really took off and we began to
grow. We gained loyal customers and Brendon became an accomplished mechanic,
and when we decided to move down the street to a larger store, my wife Gail decided to
come join us. We needed another person and she was working at another job, so it
seemed a natural transition. The move worked out well and we added a much needed

woman to our sales force.



This was when | met my riding buddies. Besides Marvin, there was Dick, who was about
our age and ability level, and Kurt, a younger M.D. They had all bought bikes from us
and had formed an informal riding group that met every Sunday morning at the shop.

We had done many of Colorado’s best rides together, often taking the families along for
a picnic or a short vacation. We all had dabbled in racing and usually tried to make as
many of the closer races as was possible.

This morning, | pulled my jersey over my head and stopped by the fridge on my way out
to retrieve my chilled water bottles. | stuck one of them into my center jersey pocket in the
back and carried the other one to the garage to be placed into the cage mounted on the
down tube of my bike.

| reached up and grabbed hold of my lightweight Tommasini racing bike and lifted it off
its ceiling hooks. | stood for a moment and admired my pride and joy.

| had ordered the deep purple, hand built ltalian frame a year ago and had carefully
built it up with Campagnolo Record components. After building the wheels, | had
assembled, adjusted, and lubed the fine machine so it ran like a Swiss clock. No rattles
and squeaks in my rig.

| had waxed the frame, adjusted the saddle height, stem height, and saddle fore and aft
within a millimeter of my standard riding position. | had arrived at these precise
measurements after years of reading manuals and through experimentation and trial and
error. | had never suffered any major aches or pains caused by poor riding position, and
| was very particular about how all the parts and pieces worked and fit together.

| reached for the floor pump, aired the tires to 105 psi (just right for my 140 lb. frame |
had discovered through the same period of trial and error), snapped my helmet chinstrap,
and walked my bike to the curb.

| swung one leg over the top tube, clipped into my right pedal, and pushed off. | reached
down and started my heart rate monitor mounted on the handle bars and clicked into the
other pedal with an audible snap.

The bike lurched forward as | stood on the pedal for a second. | accelerated thru the
intersection and then settled into a harmonious rhythm as my stroke evened out. | had
become used to warming up for the first few miles, something | had added to my

4



regiment as | had gotten older, and had discovered that my legs didn’t get as sore after
my rides. | also noticed a boost in my performance on the bike after a gradual build up
to my normal riding speed.

| glided down several tree-lined streets before | turned on the main thoroughfare that led
to our bike shop. | looked up into the bright, clear April sky, feeling the morning sun
warm on my face and the cool desert air flowing through my helmet. This was one of the
best times of the week for me, astride my bike, challenging myself to ride a little farther or
a little faster — all the while enjoying the beautiful countryside surrounding our hometown.
| never grew tired of my many varied routes | had laid out, and today was my favorite.

We would leave the shop, ride through town, then turn onto a two lane, hilly and gradual
highway that would lead us to the base of the Colorado National Monument. From
there, we would climb over twothousand feet in the next twenty miles, winding through
some of the most spectacular scenery in all of Colorado. From the summit, we could
either descend on the eastern route or ride part way down and turn around, adding more
miles and elevation gain. We often rose up to the Glade Park Store which added even
more climbing, then returned by the same route for 65 miles total — a long day.

Your reward for all this leg busting climbing was the exhilarating and thrilling descent.
Miles and miles of 35+ miles-per-hour, big —gear cranking through the multitude of
twisting and banked turns leading back to the valley floor.

| had ridden this route over 200 times, in all kinds of weather, winter and summer, and |
never tired of the challenge. In fact, as | rode to the shop, | felt my heart rate jump a few
beats in anticipation of the fun that lay ahead. As | rode up to the parking spaces in front
of the shop, | noticed Kurt's Jeep parked at an angle. His bright blue Serotta road bike
was mounted on the back, while it appeared that Kurt was in the front, changing into his
riding clothes.

| stopped in front of the shop near the door, propped my bike against a large, round pole
that served as support for the overhanging roof, and strode over to Kurt's Jeep.

“Hey, how's it going,” | said as Kurt emerged barefoot.
“Good, good,” Kurt replied as he stuck out his hand to shake mine.

Kurt was tall, dark, and very lean. He had the typical serious cyclist’s body — not an
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extra ounce of body fat anywhere. His well-defined leg muscles were testimony to the
many hours he spent each week cranking the pedals. He was obviously in another class
above the other three of us, but he didn't flaunt his superiority or ride away from us on
our rides (even though we all knew he could do so effortlessly). It seemed he enjoyed our
Sunday rides as he hardly ever missed them, and | like riding along with him.

“How'’s the flu symptoms2” Kurt asked as he sat down in the front seat and pulled on a
sock.

“They seem to have gone away. They lasted for that one week but the rest seemed to
help.”

| had endured a week off the bike after experiencing a bout of flu like illness — nauseq,
muscle aches, and chills.

| had gone to see Kurt as a patient and had seemed to recover nicely.
“Where's the other guys2” Kurt asked.
“You know them. When they ride together, they're always late.” | added.

Sure enough, Marvin was usually punctual by himself, but when he was to pick up Dick,
something always went wrong and they were forever late. It wasn’t annoying to me
today, though, because | felt so good and eager to ride after being off the bike for a
week.

Just as Kurt was lacing up his last shoe, Marvin’s gold Blazer turned the corner and
screeched to a stop next to Kurt’s Jeep. The passenger door swung open and Dick
jumped out and nearly ran to the locked front door of the shop.

“Open up,” he entreated as | fished for keys out of my jersey.

“Dang prostate, too much coffee,” Dick mumbled as | maneuvered the door open from
the side to get out of his way before he made a beeline to the restroom.

“I'll get out the Depends for our ride,” Marvin yelled toward Dick’s rapidly disappearing
backside.

“Ha, ha, very funny,” Dick shot back as he slammed the bathroom door shut.



“| had to speed all the way down here,” Marvin said as he turned toward us with a big
grin on his face.

Kurt closed the door to his Jeep, click-clacked in his cycling shoes to the rear and lifted his

bike off the rack.

“| sure love this bike,” he said as he stood at arm'’s length, balancing his ride with his
fingertips.

“It descends so smoothly, you hardly have to move — you just hang on.”

Marvin then lifted his Serotta off the roof rack, attached the front wheel, squeezed his
brakes, and leaned his bike against the side of the Blazer. He pulled a Campy
headband from his jersey pocket and stretched it around his partially balding head.

Dick returned from his duties and slapped me on the shoulder.
“Thanks, bud. That was close.”

“All in the line of duty,” | replied as | walked over to the door and turned the key in the
lock.

| grabbed my bike, leaned it over, and threw my leg over the top tube. | pushed off into
the street, clicked into my pedals, and proceeded to ride around the street in small circles.
| wasnt completely warmed up yet, and because the guys usually took off at a pretty fast
clip, | needed a bit longer to make sure | wouldn't hold them up.

Finally everyone was on their bikes, clipped into their pedals, and we headed off toward
the mountain. We were in a light-hearted mood as we rode two-by-two chatting and
laughing, with an occasional slap on the back to emphasize a point. It felt good to be
cruising down the highway as the muscles warmed and the lungs expanded with each
gulp of fresh spring air.

Suddenly, a wet stream of water flew through the air, catching me on the right rear
shoulder.

“Nice shot,” | yelled as | shot a glance back in the direction of my nemesis on these rides
- water-shooter Marvin.

“You'll get yours,” | yelled as | shook my fist in the air.
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“Yeah, yeah, promises, promises,” Marvin responded.

We all leaned into the head wind as we turned off the highway onto Monument Road as
we approached the first climb.

Derailleurs began clicking as each rider shifted into his favorite climbing gear. Everyone
has his own personal style of climbing — some like to spin and keep the muscles supple
while others like to mash the big gears. | usually favor the spin technique, but since this
first climb wasn’t too overly steep, | moved the chain onto the 19 tooth cog and stood on
my pedals for a few short strokes to gain a little distance on my partners. This prompted
a little reprisal from my buddies as they responded to the challenge.

Kurt was the first to pass on the left, his body pumping vertically as he leaned the bike
from side to side as he smoothly motored away.

Dick was the next to zip around me, but what a difference in riding style. Dick’s body
was all over the bike as his legs flailed away at the pedals. He certainly had power, but
he was wasting a lot of energy with all that extra movement. | knew that Kurt could
sustain his speed, but Dick would soon wilt and drop back.

Marvin rode up alongside me and cast a knowing glance at the accelerating Dick and
whispered.

“There he goes again, riding off like a madman.”

| nodded in agreement as | reached over and deftly shifted Marvin’s derailleur into an
impossibly huge gear that he couldn’t turn at this speed. He immediately dropped off the
pace as he struggled to reverse his derailleur.

| grinned and dropped my cadence to allow him to catch up again. He quickly
responded, and as he rode up next to me he grabbed hold of my jersey and catapulted
himself forward. | was expecting this ploy and was already standing on the pedals. As |
rode up to Marvin’s wheel, | shouted,

“I'll tell you what. You pull me to the top and I'll let you draft on the way down.”

“Sure, sure,” Marvin responded as we both knew that drafting on the way up was much
harder for him than drafting on the way down.



| moved up next to Marvin and we both settled into a comfortable rhythm and cadence
that we knew we could maintain to the top.

Up ahead, Kurt and Dick continued their cat and mouse game of accelerating and
drafting, testing each other’s strength. They would eventually tire and drop into a gear
they could handle while staying seated and betfore long the four of us would regroup and

cruise to the summit.

Chapter 2

| began drinking from my second water bottle after about an hour of climbing. My legs
had begun to feel heavy with a hint of a cramp in my left hamstring. | had experienced
these before and knew the only way to avoid them was to drink more water.

This wasn’t a normal occurrence for me so early into a ride. | could usually climb all day
in the heat without using lots of water. And | was struggling to keep up with the others,
dropping behind with each gain of elevation.

| glanced down at my heart rate monitor. It registered 165 BPM — way above my normal
climbing range. | suddenly felt flushed, as if a huge envelope of superheated air was
forcing me backward. My speed began to slow as | became light headed, swerving to
stay out of the gravel at the side of the road. My stomach began to lurch and | quickly
realized that | had to stop and get off the bike.

| braked to a stop next to a small pinon tree and sat my bike down in the dirt at the edge
of the road and crawled into the meager shade. | took another swig from my bottle and
stretched out my left leg, hoping to avert the very painful cramp that | could feel
developing in the back of my thigh. | rubbed the spot, but a large knot was developing.

| quickly pulled my knee to my chest but it was too late as a debilitating spasm rocked my
taut muscle. | yelled out in pain as | extended my leg, trying desperately to straighten the
muscle. | knew that | must relax the leg, but that was not an option at this point.

Finally, after several excruciating minutes, the muscle responded and | stretched out and
breathed a long sigh of relief. | hope | never have to go through another one of those
again, | thought as | massaged the golf-ball sized knot in my thigh.



As | sat, trying to regain the use of my leg, | realized that | also generally felt pretty lousy.
My head throbbed and my upset stomach complained when | tried to take a bite from an
energy bar. | gingerly shifted my leg, hoping to avoid another spasm, when Kurt rode

up.
“What's going on2” he asked as he eased his bike off onto the shoulder.

“Well, | got this humongous cramp in my leg and I'm trying to work it out. | dont feel so
hot either.”

“We all road to the top and noticed you were gone. Marvin said you were right with
him until this last curve.”

Dick and Marvin arrived and braked to a stop. | stood up and stretched my leg as far as
| could.

“Got a nasty cramp in the back here. | had to stop for a minute.”
“I've had those before,” Dick chimed in. “They’re no fun.”

“Are you okay to ride down2” Marvin asked.

“Yeah, | think so. It's almost all down hill, so I'll just take it easy.”

| picked up my bike, we all pushed off, and in single file we began the descent. Kurt led
off, then Dick, then Marvin, then me. | wanted to be able to go at my own speed and
could drop off the pace if | wanted to without anyone having to go around me. | began
to regain some strength as we rounded the sweeping curves, and because | was so
familiar with the course and loved to cut the corners tightly, | began to gain on the others.

“This is so much fun,” | said to myself as | passed Marvin and then Dick. | was gaining
on Kurt as we slowed to show our passes at the ranger station. We all regrouped as we
chatted with the ranger and as we pulled away for the ride back, Kurt rode up next to
me.

“Why don’t you come by and see me next week. Maybe we should run some tests.”
“Sure, I'll give you a call.”
We cruised back to the shop and | waved to the guys as they stopped at their vehicles. |
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still felt a bit shaky and needed to get out of the heat. | realized that | had probably gone
out too soon after the episode with the illness and | just needed to rest up another week.

| struggled on home, hung up my bike, and flopped down on the couch in front of the air

conditioner.
“How come you're home so soon?’ | heard Gail call out from the computer room.
“| wasn’t feeling so good today,” | called back.

| heard her scoot her chair back and she appeared in the hallway. She came over and
knelt down beside the couch and felt my forehead.

“No fever. Can | get you something2”
“No thanks. | think | need to just rest up some more.”

| watched her as she stood up and left for the kitchen. How could | be so lucky to have
met this wonderful woman thirty years ago and have her fall in love with me, | thought to
myself. Little did | know how much more | would grow to love her and appreciate her
loving nature over the next few trying years.

Chapter 3

Monday morning | called Kurt's office. | made an appointment for Tuesday afternoon. |
thought it probably was a waste of time, but Gail had encouraged me to follow up on
Kurt's suggestion, so | did it to keep everybody happy.

Sitting in the waiting room, watching the receptionist making calls, | fidgeted in my chair.
| hated to waste time, and | had been sitting here for at least 15 minutes. My mind
wandered to all the things | could be doing at work and | wondered if there was
something going on right now that required me to be there.

| was jolted back to reality when the nurse opened the door and called my name. |
followed her to one of those upright scales that also measure your height.

“Stand up tall,” she ordered.

| kicked off my shoes and climbed up on the platform. One hundred forty-two pounds
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and five foot seven she wrote on my chart.

“Follow me,” she said as she turned and led me down a hallway to an open examining
room. | climbed up on the table and the nurse took my temperature and blood pressure.

Both were normal.
“The doctor will be here in a minute,” she stated as she closed the door behind her.

| looked around the room. There was a chart detailing the bones and many intricate
parts of the inner ear, an eye exam chart, and a water color painting of a beachside
cottage.

On the counter were glass jars filled with tongue depressors, cotton swabs, and gauze.
There was also an assortment of instruments for looking into and down various parts of
the human anatomy. | shivered as | realized some of these would probably be used on

me.

Just as | began to settle in to my surroundings, | heard my chart being lifted from the
plastic holder next to the door and the door swung open. Kurt reached out and shook my

hand.
“You're looking a bit better than the other day,” he reminded me.
“Yeah, I'm feeling better.”

He opened up the jar of tongue depressors, took one out, and picked up one of the
instruments. After snapping a tool onto the end of it, he asked me to open my mouth. He
placed the wooden depressor over my tongue and looked down my throat, up my nose,
and in my ears. He felt my neck, my armpits, and my abdomen. He listened to my heart
and lungs and when he was finished, he sat down on his stool and began writing in my
file. | sat patiently, looking out the window, when Kurt dropped his pen and looked up.

“| can’t find anything obviously wrong with you, Gary. | think you need to take it easy
for a while until you get rested again.”

| was relieved as well as reassured that this visit wasn’t necessary, but | thanked Kurt and
stood up, tucked in my shirt, and left the office.

Outside, the day was warm and sunny, without a hint of wind.
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“What a day for a ride,” | thought before | realized that this was a working day. |
returned to the shop, grabbed some lunch, and jumped back into the routine that
consumed most of my days.

Chapter 4

It was cloudy with a hint of rain, as | pedaled my new Serotta down the flat pavement of
the Frontage Road next to the railroad tracks. This was part of my twenty —five mile time
trial course — the route | used to tell myself whether or not my fitness was improving. |
would leave from home, ride over the rolling hills on the Redlands, turn onto Monument
Road, and return home via the flat, but windy, River Road. | had been keeping track of
my times for quite a while trying to maintain a twenty miles-per-hour pace for the entire
ride. This was pretty difficult because on the hills your speed would drop considerably,
so on the descent and flats, you really had to crank to maintain an average speed of
twenty mph.

My new bike was a treat that | had bestowed upon myself with the hope of improving my
performance even more. It was lighter and felt faster, and was more responsive than my
old bike — a good sign the old one was getting fatigued.

But today, it was my body that felt fatigued. | rode the first part (the Redlands loop and
the descent back onto River Road) pretty quickly, but when [ tried to push into the
headwind on the last leg, my body complained. And now, as | looked down at my
cyclometer, | realized that | was riding as poorly as | felt. My average speed had
dropped below eighteen mph. | let up on the pedals and sat up, deciding to just cruise
the rest of the way home.

Ever since that day several months ago on the Monument when | had bonked and
experienced the leg cramp, my times had been declining and my recovery between rides
was taking longer and longer. | just didn't feel right and the snap in my once strong legs
just wasn't there. | couldn’t climb like before and my heart rate soared when | tried to
push my effort beyond normal. | was also having trouble sleeping, being awakened by
night sweats; and | was plagued with a constant sore throat and sinus pain. | couldn’t
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keep up with my riding buddies anymore and my solo rides had become efforis in pure
frustration because of my inability to maintain a good pace.

The sun was just setting as | rolled into my driveway. | raised the garage door, hung up
my bright orange new rig, and dejectedly threw my riding gloves in the clothing basket
hanging on the wall. | wearily sat down on the step, unlaced my shoes, and sat thinking
for a moment, trying to decide what to do next about this lack of energy. | had never
before felt this bad for such an extended time, and it was becoming very frustrating.

| decided to call Kurt in the morning to set up an appointment, and try to pick his brain
for causes to explain this malaise.

| slowly stood up, struggled to pull the skin tight, damp jersey over my head, and shuffled
off toward the shower.

| undressed, filled the tub, and slipped into the warm water. The soothing effects of the
steamy bath helped me to relax and as | soaked my weary body, my mind drifted back to
the first date | had with Gail.

We had met when she was just a young teenager. We had gone on a group picnic on
the Monument and had taken a moonlit walk together. Gail had put her arm around my
waist as we walked and we had a wonderful evening together. | thought about how we
had dated all through school together and how after graduation, we had decided to get
married. How lucky | am to have raised a son and daughter, and to now be blessed with
two grandchildren. We are very happy together and have a very successful bike shop -
now if we could only figure out this nagging illness that is putting a crimp on my active
lifestyle. | sure hope Kurt has some answers, | thought as | placed a warm washcloth over
my face and sank down deeper into the water, trying to get my mind back again onto
more pleasant thoughts.

Chapter 5

This time, I'm sitting in a different waiting room, passing the time while waiting for my
appointment with the specialist Kurt has sent me to.

After visiting with my riding buddy, he had referred me to an internist, someone he
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thought could probe a little deeper (not literally | hoped) into my physical difficulties. This
was all new to me, having been healthy most of my life, and | was relying on Kurt to steer
me in the right direction.

As | waited, | noticed how much all waiting rooms look alike. The same type paintings
on the walls, same magazines on the coffee table, and the same stuffed chairs. | couldn't
help thinking that | hoped this was the last one | would be seeing for a while.

After about 20 minutes, and a very boring article on the virtues of keeping your furnace
filter clean, | was ushered into another small exam room. After the traditional
temperature and blood pressure, the doctor appeared and sat down in a high backed
chair. He introduced himself, and then began quizzing me about my symptoms. He then
did a thorough physical exam and ordered a blood analysis (I would have to go next
door after the exam to get this done). He left while | got dressed and then reappeared
and told me he would send his results to Kurt.

As | drove home, | wondered if all internists were as impersonal as this guy. Maybe he
was just having a rough day. He was thorough, but whatever the reason, he had done
nothing to reassure me that he had a clue what was ailing this once happy biker.

Kurt called in a few days. The internist had found nothing unusual in the blood work and
his exam had not revealed any abnormalities. His conclusion was, as | had guessed, that
as far as he could tell, there was really nothing wrong with his patient.

Kurt asked me what | wanted to do next, but | wasn't prepared to answer that question,
so | just begged off and hung up.

That night, after dinner, as | sat brooding by myself, Gail sensed that something was

amiss.
“Do you want to tell me what happened today?2”
Startled by her question, | remained silent for a moment, and then began my tirade.

“You know, I've been riding for over twenty years and | think | can tell when something is
wrong, no matter what the experts say. There is something deep down that’s wrong,

something that isnt helped by rest. In the past, | could lay off a day or two, but now, I'm
just as tired on the rides after |'ve rested as | am before. If | overdo it, my body refuses to
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do anything.”
| stopped to make sure she was still listening.

“And you know how I've had to take more time off work and | need to rest more during
the day. And I've been taking all these vitamins, and herbs, and supplements — nothing
seems to help. And my rides — | can’t ride everyday now — and my endurance is down to
about half what it was. And if | try to push the pace at all, my body just refuses to
respond. | just don’t know what to do next.”

Gail sat stoically quiet, listening to me rant on and on. | guess she knew that all the
frustration would emerge one day, and this just happened to be that day.

“Well, why don’t you have Kurt refer you to Lynn Cobb’s husband? She goes to the club
with me and | hear her husband is one of the best infectious disease specialists around.
Maybe he can find something.”

Oh man, just what | need — another specialist | thought to myself while | answered.
“Okay. It might be worth a shot. I'll call tomorrow.”

And so it began again. | started paying weekly visits to Dr. Cobb. He wrote down
everything | said on yellow legal pads, filling page after page. We explored every
option, talked about every disease known to mankind. He took quarts of my blood for
analysis. We tested for HIV, Lyme's disease, tick fever, and a lot more | never heard of.
Dr. Cobb ordered CAT scans, MRI’s, and x-rays. They photographed and scanned every
nook and cranny of my anatomy, and in the end, after nearly six months of scrutiny, Dr.
Cobb drew a blank. He believed | suffered from some sort of immune system dysfunction,
but could not pin it down any further. All the tests had come back negative and he
believed that “he had taken it as far as we could go.” He gave me a prescription for an
antibiotic, hoping that a low grade infection might be causing my symptoms, but | was
skeptical. Kurt had tried that for 2 months and all | got from that was intense stomach
pain and diarrhea. | was thankful for Dr. Cobb’s persistence, but | was also
exasperated. | had thought that he would find the answer. It wasn't from lack of effort.
It's as if this illness was not giving up any clues or markers; as if it was either something
new that’s unknown or something at a certain stage that is undetectable.

With these, and many other depressing thoughts crowding my mind, | went home, sat

down in my recliner, and got really pissed off.
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Chapter 6

| gazed out the window at the bare desert landscape that stretched as far as the eye
could see. Gail sat next to me, reading a Good Housekeeping. | reached over and
squeezed her thigh and she looked up and smiled.

“| love you,” she whispered softly.

“| love you, t00.”

She reached into her purse, pulled out her ever-present water bottle and took a swallow.
“We should be getting close,” she said as she resumed her browsing.

| looked out the window again just as the pilot cut the power to the engines and the plane
noticeably slowed and banked fairly hard to the right. The terrain was now marked by
higher plateaus and ranch houses surrounded by green fields.

We had never been to Arizona before and it had been a long time since we had taken
any kind of vacation with just the two of us. We were excited, even if it was a sort of
business trip.

Atter several more visits to Kurt for sore throats, swollen lymph glands, fatigue, and night
sweats, he had suggested that | visit the Mayo Clinic in Scottsdale. It had become
obvious to me that Kurt had run out of options locally, and | also sensed that he was
maybe running out of patience with me. | had been in to see Kurt and his partners over
15 times, and after the experts couldn’t find anything conclusive, | got the feeling that Kurt
thought | had become a whiner, maybe even a hypochondriac.

| had tried to suck it up and endure this ordeal, but | was getting progressively worse.

My rides were down to about 25% of normal in distance and even less in intensity. |
could not sleep through the night without waking in a cold sweat, requiring me to get up
and change into dry clothes. And | was constantly battling infections, mostly in my
sinuses which had always given me problems. And recently, the lymph nodes in my neck
had become swollen and sore. All in all, there were a lot of worrisome symptoms making
my life (and those who had to live around me) miserable.
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And so, | had jumped at the chance to fly off to the renowned Mayo Clinic (the fact that it
was February in Colorado had nothing to do with the decision). The Mayo's excellent
reputation and the chance for a bit of R & R away from the shop conspired to boost our
spirits and lift our expectations.

The plane banked even further to the right and | peered out at the flat and wide expanse
of Phoenix — the city seemed to stretch clear to the horizon. | also noticed the thick brown
cloud hovering over the center of the city.

“| hope we're not staying in the middle of that,” | said to Gail.
“In the middle of what?” she asked as she leaned over my lap to see for herself.

The seat belt sign then blinked on and a little chime went off to remind us to buckle up.
The stewardess, who happened to be passing by at the same time, leaned in and asked
me to move my seat back forward. | reached over, grabbed hold of Gail’s hand and
squeezed it. | was a bit nervous about landings, but | was more thrilled with the chance
to find a cure, and as the plane touched down, | began to feel better already.

Chapter 7

The first thing we noticed as we stepped off the airplane, besides the blazing sun, was
the warmth. We had left Colorado in the middle of February with snow on the ground
and with high temperatures in the low 40’s. It had to be 80 degrees here in the high
desert. We both shed our jackets and walked down the concourse into the terminal, and
began searching for the baggage claim area. After asking for directions, we found a
bench near the baggage conveyor and sat to wait for the plane to be unloaded.

It wasn’t long before the luggage began appearing and Gail spotted one of our bags
and | rather clumsily drug it off the fast moving line. Several people around me dodged
aside as | swung the large, heavy bag onto the concrete floor.

“Excuse me,” | mumbled as | sat the bag upright onto its wheels so | could move it. Gail
had bought this gigantic piece of luggage just for our trip.

“Look how nice it will be to have just two bags instead of the usual 3 or 4 we usually
take,” she had commented at the time.
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It sounded like a good idea to me too — at the time. That was before she loaded it to the
brim with shoes, hair dryers, and layer after layer of clothing.

“This thing has to weigh two-hundred pounds,” | muttered to myself as | hauled it over to
the bench, away from the crowd.

Well, at least people get out of my way and give me a wide pathway, | thought as |
wiped the sweat off my forehead. Gail deftly snagged the smaller, twenty-pound bag off
the moving belt and together we began the search for the rental care area.

“What's the name of that company again2” | asked as | scanned the row of rental car
booths.

“I don’t know. Let me look again.”

She had booked our car over the internet with a no-name company | had never heard of.
Not a good ideq, | had thought at the time, but they were cheap and | hoped reliable.

“There it is,” she said, pointing to a small booth on the end with no line behind it.

This doesn’t look too good, either, | thought to myself. We lugged (or rather | lugged) our
baggage over to the counter and Gail produced the reservations for our car.

“Let’s see,” the clerk said. “That will be two hundred fiftythree dollars plus the insurance,
which is on hundred thirty-three.”

Gail looked at her quote and looked up at the clerk.

“| have this quote from your company. All they said was two hundred fifty-three. They
didn’t say anything about any additional charge.”

“Well, ma’am, you are required to have insurance. You can call your agent if you would
like and arrange for coverage through your company.”

Gail and | looked at each other. No wonder it was a lot cheaper than the other guys —
they left off the insurance charge. And do they think we're going to sit in this terminal for
hours while we try to find our agent back in Colorado and arrange for coverage. | don't
think so.

“Just pay her and let’s get out of here,” | said as Gail forked over the credit card.
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“That's a pretty lousy way to do business,” she said as she signed the credit card bill.

She snatched up the paperwork and we set off again — this time in search of the rental
car company’s shuttle.

| hope they don't charge extra for that too, | thought as we approached the outside
awning. But, no, lo and behold, there stood a small bus with a smiling driver just waiting
to whisk us away from here to our destination — all at no charge.

Just wait till he get's a hold of this two-hundred pound barbell I'm lugging around. That'll
wipe the smile off his face, | thought to myself.

“Good afternoon,” he said very pleasantly. “You folks going to the warehouse2”
“Yes, we are. Here's our paperwork.”

“Well, let me help you with your luggage. Ifll be just a few minutes while we wait for the

others to arrive.”

The driver grabbed the small bag from Gail and deposited it in the rack along on side of
the bus. He then approached me and deftly lifted up my bag and planted it right next to
the other one in the rack.

“You folks can go on in and sit down if you'd like,” he said without even breathing hard
— like he was used to hoisting two hundred pound bags all day.

| just stood in amazement, waiting for a hernia to pop out, or even for him to grab his
shoulder and flex it or something — but he did neither. He just returned to his spot by the
front of the van and resumed smiling.

| looked at Gail and wondered if she thought | was the wimp of the year, but she just
grabbed my hand and led us onto the bus.

It wasn’t long before we were off, and after a short ride, we were deposited at the rental
care warehouse. Gail went in to get the keys while | stayed outside to watch that guy
unload the bus. Bag after bag he unloaded, lining them up in a neat row next fo the
office. Ours were the last ones and | was sure he would have a hard time this go round,
especially after lifting all those other bags first.

At last he came to the “barbell”, grabbed it by the handle and hoisted it up right out of
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the rack and placed it at the end of the row of luggage, all in a smooth, easy motion.
“No way,” | said quietly under my breath. “Who is this guy2”
The driver turned to me, smiled, and said, “Have a nice vacation.”

| reached into my pocket, pulled out a $10 bill and held it out. He took the bill, placed it
in his pocket, and tipped his hat before walking into the office.

Gail emerged, gave a tag to an attendant and he left to find our car. | sat thinking about
how | was going to throw the “barbell” into a 3ft. high trunk without looking like a wimp,
or worse, hurting myself permanently.

| didn’t have long to form a plan as the attendant drove up, popped the trunk, and we
each grabbed a hold of one end of the “barbell” and stowed it easily into the trunk.

“Could you come by the hotel and help me lift this out later2” | thought about asking him,
but | could see that we were on our own from here on out.

Maybe the hotel has a crane service, | wished to myself as we drove toward the hotel.

Luckily, the hotel in Scottsdale was easy to find, and either | got my second wind, or Gail
helped me lift the “barbell” out of the trunk (I don’t remember which), and we wheeled it
into the lobby to check in.

After unpacking and taking a little nap, we grabbed a brochure in the hotel lobby noting
the tourist’s spots in Scottsdale and decided to take a walk.

We strolled down the palm tree — lined boulevard next to or hotel, checking out the
location of a super market; a close, spacious park with a wide, paved path around its
perimeter; a small shopping mall; and several restaurants. We sat down on a bench,
opened up the brochure and decided to visit the botanical garden just down the road
from our hotel, and the zoo, because it was so close to the botanical garden.

| have a real problem getting around in cities, and when you are ill, it makes it even more
fatiguing, and so we tried to limit our driving to the essentials. We were to discover as
we ventured out from our hotel that getting around Scottsdale and Mesa was a snap -
very little traffic during the day and wide, well-marked streets.

We were also pleasantly surprised to find a natural “park” right in the center of town
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(and not far from our hotel) with a hiking trail roaming throughout the entire area. Since
this “park” was only 5 minutes away, we decided to take our next walk there.

We folded the brochure, thankful that we had somehow inadvertently chosen a hotel right
in the center of all these activities.

“Well, looks like we will have plenty to do without having to do a lot of driving,” Gail
said.

“It sure does. We'll have time around my appointments to have lots of fun.”

| put my arm around my wife and we walked back to the hotel.

“What do you feel like eating?” Gail asked.

“| don't know. Why don't we ask the clerk at the hotel what's good around here close?”

As we entered the lobby, Gail walked over to the front desk. The young clerk looked up
and smiled and Gail asked about restaurants. | could see her drawing a map for us on a
notepad and gesturing as she explained her directions.

“She says there is a really good Mexican restaurant not too far from here. Does that
sound okay?”

“Sure, that sounds fine. Let's go upstairs and get changed.”

We climbed the stairs to our second floor room and while Gail showered | watched the
news. Wow, | thought, as | ignored the TV, it sure feels good to get out of the cold and
info some shorts again. | think we're going to have a really good time here. | turned the
TV off and closed my eyes, feeling confident and comfortable for the first time in a long

while.

Chapter 8

| was sitting in a cavernous auditorium, waiting for my number to be called. As | looked
around the room at the hundred or so patients, each waiting for his or her number to be
called, | couldn’t help but notice that at age 53, | was probably the youngest person

among the crowd. Most were elderly; some were in wheelchairs, some on oxygen, and
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a few who looked like they could expire at any moment.

At the front of the auditorium, in the center, was the main receptionist area. This is where
you are required fo check in first, are given a number, and sent back to your seat to wait,
and wait, and wait.

| don't usually mind waiting, but | had been fasting since dinner last night and it was now
nearly 10 AM and my stomach was beginning to grumble.

| was waiting for a blood analysis that required a 12 hour fast (something | had done
many times after 25 or so doctor visits) but | was beginning to get a bit anxious. We
have lots of things to do that are fun, | thought to myself, and this isnt one of them. But
then | felt a bit guilty as | looked around again and realized that most of these people
were also fasting and quite a few looked a lot worse off than me. Gail returned from the

restroom and sat down next to me.

“Still waiting2”

“Yeah, but I'm doing okay compared to some of these other people.”
Gail looked around her as if noticing the large group for the first time.

“You're right. It looks as if some of these people need to see a doctor as soon as
possible.”

Just as she finished, my number was called and | descended the steps, was greeted by a
nurse, and followed her into a curtain — walled room where 5 or 6 technicians were
busily drawing blood.

| was seated next to an overly obese woman who smiled at me as | sat down in a chair
with large, flat arm rests. | was instructed by a middle-aged, tall woman to turn my arm
over while a rubber bandage was tied around my bicep.

“Make a fist,” the woman ordered as she tapped the skin around my elbow with her
index and middle finger.

“You're going to feel a pinch,” she said as | felt her search for the vein with a needle.
She reached up and released the rubber bandage with her left hand while holding the
needle securely with the right hand. She then began to fill vial after vial with my blood —
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stopping at 6 or 7. She then held a square of gauze over the entry wound and slipped
the needle out of the vein.

“Here, hold this tight,” she instructed me while she grabbed a pre-cut piece of tape and
taped the gauze down.

“Keep pressure on this for a minute or two,” she said as she peeled off pre-named
adhesive labels from a sheet of paper. She attached one to each of the vials and handed
me a small, clear plastic cup with a screw-on lid.

“We need a urine sample from you. When you're finished, drop it off in the receptacle
at the back of the auditorium. The restroom is right over there.”

| looked up to see several guys waiting in line behind a locked door, each with an
identical plastic cup in his hand.

| stood up, got in line, filled my cup as ordered, and joined Gail out in the auditorium.
“| have to leave this in that box by the door,” | told her as we climbed the stairs.
“| bet you're famished,” she said. “The cafeteria is down this hallway.”

We fairly ran down the carpeted aisle to the cafeteria where there were many round
tables surrounded by a wide assortment of vending machines. They also had a buffet of
fresh cooked foods you could choose from.

Gail opened up the soft-sided cooler she had brought filled with sandwiches, fruit, and
cookies. | went over to one of the vending machines and inserted my dollar. Out came a
can of grape juice which | opened and drank. | returned to our table and finished off my
lunch. We had an appointment that afternoon with a doctor, but had time to rest and
relax before meeting with her, so we found a lounge area equipped with recliners. Gail
took out a magazine and | adjusted the chair with my feet up and closed my eyes.

We had passed the first hurdle on the way to our cure and | indeed felt more positive
than | had in a long time. In fact, | was actually looking forward to the next step in the
process — our afternoon appointment with the doctor. | dozed off into a light sleep and
let my mind wander as Gail gently turned the pages of her magazine.

“It's time to go,” Gail whispered softly as she lightly touched my arm.

24



| stirred, rubbed my eyes, and looked at my watch. | returned the chair to its normal
position, took Gail’s arm, and stood up. | reached down and pulled the tape and gauze
off my arm, throwing it in the trash. No swelling or bruising — she’d done a clean job.

We ambled over to the elevator, rode it up to the third floor, and, to our astonishment
were greeted by another auditorium with just the same arrangements as the first. And it
seemed as if the same one hundred people were here too.

We slowly descended the stairs to the main receptionist, checked in, and were given
instructions to wait for my name to be called. As | surveyed the large crowd, | just hoped
that all these people weren’t waiting for the same doctor.

Returning to the top section, we found seats, and Gail took out her magazine. | wished
that | had brought something to read, when | spotted a USA Today. | reached over,
grabbed the newspaper, turned to the sports section, and settled in for a long afternoon.

Atter | finished the sports, | perused the other sections, checked out the weather forecast
(a lot of good that does when you're cooped up inside huge auditoriums all day), folded
the paper and returned it to the chair where | had found it.

As | sat twiddling my thumbs, | began to look around the room. Sure enough, some of
these people were the same ones | had seen in the blood-drawing auditorium. |
wondered if we were destined to follow each other around for the entire 5 days of
appointments.

Then | began to see if | could decipher any pattern to the names being called. Were they
alphabetical? No, they didnt seem to be. Were they arranged in order of arrival? |
sure hoped not, because most of these people were here before us. And what if my
name was at the bottom of the list2 We could be here well into the evening. And what if
they had forgotten to add my name - then everyone would be called before they
discovered their error.

And then, just as | was about to walk down to the receptionist table, my name was called
by a nurse holding a file.

“Are you Mr. Tompkins2”

“Yes, | am.”
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“Please follow me.”

Gail and | traipsed after the nurse and were shown into a really tiny exam room. If the
doctor is a really big person, | thought to myself as | looked around, all three of us aren't
going to fit in here. We sat down on two high-backed, stiff chairs and waited.

Luckily, when the door opened, a slightly built woman of Indian origin entered and with a
very strong accent, introduced herself.

| stood up and shook her hand and Gail asked if it was alright if she stayed during the

exam.

“Sure,” the doctor answered without showing any emotion whether it was really alright if
Gail stayed or whether she was just being polite.

She sat down at a very small desk (what else would fit in here) placed against one wall,
opened my file, and began perusing through the pages. She eventually began taking
notes on a long, legal yellow pad while Gail and | sat solemnly, watching the doctor
write. We infermittently made eye contact, and | even shrugged my shoulders slightly,
indicating that | didn’t have a clue what this lady was doing that she couldn’t have done
in her own office before we arrived.

After filling several pages of notes, the doctor finally looked up and asked,
“So, tell me about your illness.”

That was my cue — she had no idea what she had unleashed. | had memorized, added
and deleted, rehearsed, and recited my spiel so many times already that it was almost
automatic. | had actually embellished parts of the story (not lying — but emphasizing)
hoping to strike a cord in the doctor’s diagnostic repertoire. | also hoped to stress that |
felt this illness was worthy of serious investigation — something | obviously had failed to
accomplish heretofore.

As | began, | was careful to pause and gauge the doctor’s reaction to my words; but as |
continued, she showed no emotion — only copious note-taking. During my story, Gail
contributed details that | might have overlooked or added facts that | had forgotten. All in
all, I thought we did a real bang-up job, a firstclass presentation. We gave the important
developments, all the salient symptoms, and backed it up with dates. The doctor
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occasionally interrupted to ask questions or to ask us to repeat something we had
covered too rapidly, but her mood remained unchanged - totally noncommittal.

After we had covered the whole spectrum, we paused and again watched our doctor
write notes for several more minutes. She then looked up and motioned for me to get up
on the exam table.

She placed her stethoscope in her ears and listened to my heart and lungs. She then
looked into my throat, nose, and ears, and asked me to turn over on my back. She
palpitated my abdomen and pressed her fingers into my armpits and groin.

“Now turn onto your side and pull down you shorts and undershorts please.”

This was a new one for me, but | did what she asked. | watched as she pulled on rubber
gloves, took out a tube of KY jelly, and inserted an index finger into my rectum. She
probed about for a minute, then took off the gloves and tossed them into the trash. She
handed me a tissue and said that | could get dressed. She moved back to the desk and
wrote a few more notes. Finally, she sat her pen down and turned her chair to face us.

“Well, you seem to be in pretty good health overall. Your prostate is fine and | dont
detect any abnormalities in the examination. | think we should set you up for an EKG
and a chest x-ray, and have you see our infectious disease specialist.”

This sounded an awful like a road we had been down before as I'd had an EKG recently
at home and, of course, spent 6 months with one of the most renowned infectious disease
specialists in the country, but if that's what they want, let's move on —after all, this is the
Mayo Clinic.

The doctor excused herself, left the room, and shortly reappeared with an itinerary for our
next 3 days. It included an EKG, chest x-ray, and doctor appointments. She also had a
note for us to visit the financial aide office before we left. Not a good sign, | thought, as |
shared the note with Gail.

We thanked the doctor, left the 3 floor, and took the elevator down to the 1 floor which

housed the financial aid center.

Gail gave the note to the receptionist who left her desk to get her supervisor. Another
bad sign, | thought as the receptionist returned with a tall, neatly-dressed, careertype
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woman.

“Hello, I'm Ms. Hilliard, the day supervisor. We've just been informed by your insurance
carrier that they will cover only the first doctor visit here at the Mayo Clinic. Everything
after that will be your responsibility.”

“There must be some mistake,” | said.

“We called our insurance company before we left and were assured that at least 2
doctor visits and the tests would be covered.”

“I just got this far this morning,” she countered, “and it's very specific. They won't cover
the extra care because they are disputing the higher costs of our services.”

| looked over at Gail, then down at the carpet while | collected my thoughts.
“Why don't we call our carrier while we're here and get this straightened out2”

Ms. Hilliard, who seemed eager to resolve this issue as quickly as possible, immediately
picked up the phone and placed the call.

“Hello,” she said into the receiver. “This is Ms. Hilliard with the Mayo Clinic. I'm calling
about the insurance coverage of Mr. Gary Tompkins.”

There was a pause, while whoever she was talking to on the line left to find the
appropriate person. Finally, someone answered and Ms. Hilliard explained the situation.
They talked for several more minutes before she abruptly hung up.

“Well,” she began, “they have agreed to pay for two doctor visits, but because our rates
for the tests are higher than they anticipated, they will not cover those.”

This would have been nice to know before we had gotten a twenty4wo hundred dollar
blood test done, | thought. Now what do we do? Rather than argue after a long,
enervating day, | decided to take up the issue when | was more up to it.

“Thank you,” | spoke to Ms. Hilliard politely (who had tried her best, | thought), “We'll
have to work this out another day.”

We left the counter and walked to the rental car.

“What'll we do?’ Gail asked as we drove back to the hotel.
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“I dont know. | guess we'll have to cancel those tests scheduled for tomorrow. | just had
the EKG done last week back home. Maybe they can send the results down here.”

We drove the rest of the way in silence — not a good turn of events for our first day |
thought. | just hope tomorrow is more promising.

Chapter 9

Early the next morning, | called Kurt's office back home. The nurse said she would fax all
of my test results down to the Mayo as soon as the receptionist arrived. | then called the
financial aid office at the Mayo's, got someone other than Ms. Hilliard, and told them to
expect the test results within the hour.

As | hung up, | realized | was becoming exhausted with the hassles and the amount of
stress | had encountered. Driving to the clinic, waiting for hours before each
appointment, and now this — we needed a day out in the fresh air and sunshine.

So we decided after breakfast, to take in the Botanical Gardens. The drive was very
short, and after filling our water bottles at the office, we spent the morning strolling,
sitting, and enjoying the warmth of a mid-February, Arizona day. It was very relaxing
and felt so good to be in shorts and tshirts again. My illness coupled with the cold
weather at home, had begun to take a toll on my mental state, and this return to warm
weather and a relaxing day with Gail was just what this doctor ordered.

After lunch, we returned to the hotel, and after slipping into our swim suits, went down to
the pool for a nap. We spent most of the afternoon just dozing, reading, and holding
hands. There weren’t many other guests, so it was a quiet and restful time for us both —
giving us a brief hiatus from what had become a rather hectic and tumultuous start to our
vacation.

We decided, after showering, to check out the mall in Scottsdale. We strolled arm in
arm, bought presents for the grandkids, and checked out several of the mall’s restaurants.
After dinner, we drove back to the hotel, called the grandkids, and took an evening stroll
down to a little ice cream shop we had noticed on our first day here.

Gail ordered a cup of yogurt; | went for a decaf latte. We sat outside and watched the
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Arizona stars come out. To me, it almost felt like old times again, when | was healthy
and Gail and | could enjoy each others company without the spectra of “the illness”
hanging over us. | had enjoyed immensely our day together — the 1# in a long, long
time, and | was sure Gail had too. Life could indeed be wonderful, | concluded, if only
for a day.

Chapter 10

The appointment for the infectious disease doctor wasn’t until 4:30, so Gail and |
decided to tour the zoo in the morning. Yesterday’s relaxing mood carried over into this
day, and after lunch at the zoo, we returned to the hotel for naps.

Gail decided to stay behind at the hotel for this appointment, and as | drove alone to the
clinic, | rehearsed what | was going to say different to this doctor. It seems | wasn't really
getting through to anyone so far with the rote, memorized version of my history, so |
decided to be as to the point and emphatic as | could regarding what | considered to be
the most debilitating symptoms. | was also determined to do my best to elicit a
responsible plan of action from this doctor, something concrete that | could do to get
myself back on track.

With all these thoughts crowding my mind, | pulled into the underground parking garage,
took the elevator up, and again looked out over a vast auditorium. Obviously, every
floor had one of these, but what | saw today gave me encouragement. Yes, this room
was huge, but at this hour, there were only a handful of people waiting. | practically
skipped down to the central desk, reported in, and took a seat. | didn't even bother to
find a magazine to read. How long can this take, | thought, if there are 2 or 3 doctors
here and only 5 or 6 patients waiting?

So | sat, shifting my position frequently, anticipating my name to be called at any
moment. And | watched, as the others left, one by one, leaving me totally alone in this
mammoth arena. | really grew panicky when the nurses and the receptionist turned off
their disk lamps, closed up shop, and left.

“What's going on2” | said to myself. “This can’t be happening.”

“Gary Tompkins2” someone called out in the semi-darkness.
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“Over here.”

A young male nurse appeared and asked me to follow him. We walked over to a scale,
he weighed me, and then asked me to go down a hallway and take the first door on the
left. | followed his directions and found the doorway and went in and sat down. The
room was an exact duplicate of the first one Gail and | had been in on the first day of our
visit. It seemed a bit larger this time because Gail wasn't along, but as | waited | found
myself becoming increasingly annoyed. Here | sit, having had an appointment at 4:30,
and it now is almost 5:30. There is no one here- no doctor, no nurses, no receptionist- it's
probably just me and the janitor. Don't these people think that my time is valuable? |
could be having dinner with my lovely wife at a nice restaurant somewhere. But no, here
| am staring at these same four, very close walls. I'll give him another 10 minutes, and
then I'm out of here.

Finally, with a rush, an older man appeared, carrying my file under one arm. He
introduced himself, apologized for being late, and sat down at his desk. He began to
aggressively flip thru the pages of my file, looking through tiny reading glasses propped
on the tip of his nose.

| watched as he quickly thumbed thru the faxed pages from Kurt's office and | thought to
myself; this guy hasn’t even opened my file before he barged in here. He doesn’t have a
clue what my history is, what my extensive blood tests might reveal, or what all those
accumulated pages (representing years of tests and doctor visits) might tell him about
what it is that is giving me such grief. It appeared to me, with much chagrin, that here is
a man who could be late for a dinner reservation at a very expensive restaurant; who has
maybe only 45 minutes to get home, deal with his anxious wife, change, and drive thru
traffic. | don’t have a chance in hell competing with that.

Finally, he closed the file with a thump, looked up at me over his reading glasses, and
asked me to sit on the table. He took out his stethoscope, listened to my heart and lungs,
thumped on my back and abdomen, then washed up and asked me to sit down again
next to his desk.

“Your blood tests are normal,” he began as he returned to his seat, “and | cannot see
anything obviously wrong with you from the examination.”

| stopped him before he could continue.
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“What about chronic fatigue syndrome?2”

“Chronic fatigue syndrome is where we put people when we can find nothing definitively
wrong. As you know, it is a kind of catch-all, and there is no known specific treatment.”

He then paused and looked me in the eye.

“| believe you should go on home. There is nothing we can do for you here at the Mayo
Clinic.”

With that, the doctor arose, grabbed up the file, and left the room.
| sat for a moment longer, too stunned to move. | couldn’t believe what | had just heard.
“There is nothing we can do for you at the May Clinic2”

The words had stung me thoroughly, leaving my mind reeling, trying to comprehend their
implications to my overall plan.

| stood up, walked out into the now empty auditorium, and decided to take the stairs
down to the parking garage to give myself time to collect my thoughts. But when | got to
the main lobby, | was so disoriented and devastated that | plopped down in one of the
oversized chairs next to the stairway. Out in the lobby, a doctor was visiting with a very
young, good-looking administrator (probably asking her out to dinner) but all | could see
was someone to complain to about what had just happened.

“No, they wouldn't believe it,” | mumbled to myself.

No one would believe that we flew all this way, spent hours in waiting rooms and

thousands of dollars in expenses only to be told ‘There is nothing we can do for you at
the Mayo Clinic.” And besides, what good would it do anyway. This is the last resort.
This is the place where they cure the world’s worst diseases and they can’t do anything

for me?

| suddenly realized that | was talking out loud to no one, in a strange lobby, a thousand
miles from home. “Maybe they will lock me up for observation in the psychiatric ward —
at least I'll get someone to pay attention,” | continued, not really caring who was
listening. And then a huge wave of disbelief swept over me again, and | sank deeper
into the chair. | simply could not believe what had just transpired. That was the most
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audacious, humanly demeaning act of unprofessionalism | had ever experienced. It was
not only unethical but devoid of human sympathy and empathy. What a crushing,
debilitating blow it dealt. | put my face in my hands and could only shake my head. |
truly felt like crying right there in the lobby of the Mayo Clinic.

By the time | had recovered enough to deal with the essential tasks of getting out of there
and driving back to the hotel, the doctor and administrator had left. | hadn't even noticed
if they had gone separate ways or together. | looked around and notice a pay phone
against the far wall. Gail sounded worried when she answered.

“Where are you? s something wrong?”
“I'm still here at the clinic. 1'm on my way now. ['ll tell you the details when | get there.”
“Why are you so late2”

“Well, they just told me to go home — that they can’t do anything for me here.”

“What do you mean; they can’t do anything for you there?2”

“Just that — some idiot just told me to go home - so that’s what I'm going to do. I'm done
with this place. Let's just take our days left and go have some fun. I'll tell you the rest
when | get back.”

“I love you,” she said softly.
“I love you, too,” | whispered.

| replaced the phone, calmly walked to the car, and drove back to the hotel where | told
her the whole incredulous story. We then held each other tightly for a long time,
consoling each other with the fact that the events of the past few days were totally
insignificant when compared to the love we shared. We still had each other, and at that
moment, nothing else in the whole world mattered.

Chapter 11
“Where the hell is everybody,” Bob yelled as he entered the bike shop.

“We're all hiding back here,” | answered from the hidden confines of my office. “We
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saw you coming.”

“Well, you're too late. I'm already in,” he replied as he stopped at the check-out counter
in the center of the store. Brother Bob, five years my senior, and a clinical psychologist
from Billings, was visiting for a few days before traveling to Moab with some buddies to
ride bikes and do some painting — his two leisure-time activities.

“We're glad you're here,” Gail said as we emerged from the office and she gave him a
hug.

“Me too. It's good to see you guys,” Bob responded as he slapped me and Brendon on
the shoulders. “Of course, Gail's much better to look at than you two.”

“We do that on purpose,” | answered. “So you'll buy more stuff.”

“You guys have the best selection of road bikes and gear that I've ever seen,” Bob said
as he glanced around the store. “I could spend a lot of money here.”

“We won't stop you,” | countered, “but then I'd have to deal with that ugly phone call

III

from your wife when she gets your visa bil

“You're right. | can’t get anything by that woman.” Bob then looked directly at me.
“And how are you doing?2”

| suddenly realized that | was being asked that question a lot lately. | didn't think |
looked all that ill, but | wondered if people were seeing something in me that | couldn't.

“Oh I'm not doing so hot. The fatigue is getting worse and I've still got the night sweats.
And | can’t work much either, so these guys have to do most of my job, as well as their
own. And that makes me feel guilty when I'm not here, so | don't really relax away from
the store. It's not a real good situation.”

“That's too bad. I'm sorry you're not getting any better.” Bob looked away for a minute,
and then continued. “I talked with a doctor buddy of mine at the hospital in Billings and
he said it sounded like you have a blood disorder of some kind. I've got his name and
number if you'd like to call him. | told him to expect you to call.”

“Sure,” | answered, “I'm open to all ideas at this stage.”

“Good. And how are the antidepressants working2”
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“Not so good. The side effects are worse than the illness. The doctors cut the dosage
down to where | can handle it, but it was so low that they didnt feel that it was having
any effect.”

“Yeah, that's a problem with some of them. | took Wellbutrin after my arm surgery and |
tolerated it real well. And it seems that siblings should have a better chance of accepting
it. It also helped me get my sleep rhythm back.”

“That would be wonderful. I'll give my new primary doctor a call. She's a good
customer of ours and she just got her M.D. degree after having a family.”

“Well, here’s the doctor in Billings. This is his office number. Just call his secretary and
tell her who you are. She will have him call you right back. Are you up to a short ride
tomorrow with your brothers2”

“Ill try,” | said rather reluctantly.

Lately, more and more of my days were becoming total rest days — not the ideal situation
for making any kind of plans.

“I'll just have to wait and see what tomorrow brings,” | said. “You want to wait around
and have dinner with us2”

“Sure, that sounds fine. | need Brendon to look at my bike for a minute, if he would Ill
go get it off the car.”

Bob turned and walked out the front door. He usually had Brendon check over his bike
when he stopped in and it was usually in need of some repair. | only hoped, as |
watched him wheel his bike in, that | could muster up enough energy to at least ride a
short distance with them all tomorrow.

Sunday morning dawned slightly overcast with the hint of maybe rain later. There was
no wind, though, as | pedaled down my street cruising to loosen underused, stiff muscles
and to gauge my energy levels. These days, | could never count on how I'll feel when |
wake up. Most days, | felt well enough to do some work in the garden or to go for a
short ride. But on other days, | barely had the energy to get my own breakfast before
needing fo take a rest. These low energy days were relegated to sleeping, reading, and
pondering about what kind of life | might be forced to fashion out of my present
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existence. If this was as “good as it gets,” then what value am | going to be to others?
What was my role to become to my family and to my community?2 Could | function with
this uncertain, indiscriminate energy-level fluctuation? Would anyone hire someone like
that? Not likely, was my conclusion; and | had no idea what | could physically endure or
emotionally compromise myself to tolerate. | had been a contributing member of society
for forty years and to realize now that | basically had nothing left to offer was very
demoralizing. This misery that this illness was causing was also compounded by the fact
that not only was | losing ground physically, but by the gnawing reality that no one within
a thousand miles had the faintest idea what was wrong with me.

We had relied on so many doctors, hoping someone would step up to bat for me and go
that extra bit of effort. But now, after our disappointing visit to the Mayo’s, adding fo this
encroaching disillusionment was an oppressive atmosphere marked by a loss of hope.
Not an all encompassing total rejection of all optimism; but rather a growing uneasiness,
a dark gathering storm of discouragement. | guess after so many disheartening attempts
to find the cause of my illness and the endless procession of denials; it was only natural to
come fo feel that way. That is why, | suppose, that | spent over a year without visiting
one doctor. Rather than add to the frustration, | turned inward, trying to come to grips
with the fact that | might not get any better — or, very likely worse. This was a very trying
time, a transition time, a time where my thoughts turned occasionally to trying to decide if
| really wanted to live the way my declining health was dictating. It was also a time
when | came to the conclusion that my life had probably changed forever; that my past
lifestyle was over, never to be the same again. That is a very crushing admission to a
young, grandfather who had envisioned years of active health in his future. It is also one,
| decided, that must be made; because to continue on the path that | was traveling
(running helter-skelter after every cure that popped up without even a diagnosis) was very
damaging to my psyche and making life miserable for those around me.

It was toward the end of this transition year that Bob had come to visit. And it was on
this beautiful Sunday morning after | rode around the block that | decided to go for it
today. How many times will | be able to ride again with all my brothers and Brendon,
just like the old days? We had had some wonderful, memorable rides together on the
bikes when Bob visited, and | missed those days terribly. | knew that | was good for only
20-30 minutes today (no hills, no strain, just pedaling along at a regular clip) but at least
| would be there in the middle of our family riding group.
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| was relishing that idea as | turned the corner of my street and saw Bob riding onto the
driveway leading to our garage. He stopped at the doorway as | rode up, and looked

over at me.
“You look good on that thing.”
“Thanks. It's a lot faster than | am.”

“Someday you’ll be back smoking us all on those short hills that you hammer over on the
top of the Monument.”

“| hope so too. These legs are shrinking daily.”
Bob turned into the garage. “I need some air.”

We pumped his tires, | adjusted his shifting, and we sat down to wait for the guys to
arrive. Kent drove up in his new Subaru, unlatched his Serotta from the roof rack, and
clipped in the front wheel. He leaned his bike against the front fender while he
scrounged around in the back for his gloves and helmet.

“Got any energy bars back there2” Bob yelled. “This old guy sitting here needs some.”
Kent looked up as he snapped the chin strap on his helmet.
“I'm afraid I'm fresh out. But it looks like both of you old guys could use some.”

Even though Kent is only 5 years younger than me and I'm 5 years younger than Bob, we
all at one time were fairly close in fitness. Our rides were long and sometimes grueling,
but no one ever complained or was left behind. Brendon, besides being much younger,
was the cyclist of the bunch. He always rode with us, but could toy with us when he
wanted to. His favorite trick was to lag behind on the main climb lulling us into thinking
he was tired, causing us to slacken our pace. But then, just as the climb steepened, he
would inevitably start creeping closer, slowly gaining ground. And then, before you
could respond, he was on your wheel, then accelerating past at a pace that you only
could hope to attain in your dreams. Kent would sometimes break away, trying to bridge
up fo his wheel; but more times than not, Brendon would simply escape out of site and
turn around at the summit while us “old” guys brought up the rear. It was one of the
things that made riding with the family guys so much fun.
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Kent snapped into his pedals, and started down the street while Bob and | gathered
ourselves up and pushed off from the curb. We rode to Brendon’s house to pick him up.
He was in the front yard, ready and waiting.

“There he is — the Greg Lemond of Fruita,” Bob yelled out as we approached.

Brendon smiled and walked his bike out to the sidewalk.

“Where are you old guys going... down to the donut shop and back?” Brendon quipped.
“No, that's too far,” Bob said. “We're just going around the block a couple of times.”
“Well, where are we really going?” Kent asked.

“Well, lets do my 30 minute country ride as a warm-up,” | replied.

“That's fine — you lead the way,” Kent said.

With that, the three brothers and one son set off down the street with me in the lead.

We turned at the town circle and headed north into the flat farm land surrounding the
city. It was a beautiful day, with some clouds hanging out, but not a trace of wind. We
rode two by two — Kent and Brendon in the lead and Bob and | in the rear. We cruised
out to a wide sweeping curve heading east and maintained a moderate pace for me
(which I'm sure was a very easy pace for the guys). | had since quit using my heart
monitor as it was too depressing and was now using my body’s signals to tell me to slow
down or turn toward home. Luckily today, | was so far feeling fine.

We turned again at the next road and headed south, back toward town. The guys were
beginning to warm up as our pace quickened — | could not keep up and began to drop
back. As soon as they discovered that | couldn’t stay with them, they slowed the pace
and allowed me to catch on.

“How’re you doing2” Bob asked.

II|I

m okay,” | responded.

We rode into town, stopped at Brendon’s for a break, and regrouped to head out
towards the monument. | rode with them to the turn heading south, and then decided that
my 30 minutes was up. Even though | felt okay, | knew that | should not go on. My
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energy level for the day was up.

Up to that point, | had felt pretty much like my old self — one of the few times that the
illness had not dominated my every waking moment (and most of my dreams as well). |
was one of the group again, enjoying the respite, when | realized, as | watched them
ride off together toward my favorite ride, that | wasn't really one of the group again.
They had just been humoring me with a little warm-up ride before the real thing began.
Their intentions were good — they believed that this is what | wanted (it originally was).
But as | stood on the curb, my legs shaking, | felt an overpowering impulse to just sit
down and scream. Who was |, who | had been for so long, was no longer there. What
was left was a mere shell of my former self, a fragment of what once was. It was at that
moment that the true insidiousness and true depth of destruction that the illness was
capable of causing became clear to me. It had robbed me of not only my health, but my
identity. It had bullied its way into my life, taking small, almost insignificant, bits of
energy — leaving me with the feeling that | could handle the slight losses. But the overall,
malevolent nature of this illness had lulled me into complacency, while the small losses
began to add up into large deficits. Over the course of 5 years, | was approaching the
red on the ledger sheet of healthy vitality. And today, standing at the roadside, that fact
had become unobtrusively clear.

There | stood, having no idea what was wrong with me, no solid ideas to find out, and
finally realizing just how much the illness had taken out of me.

Finally, | disconsolately turned my bike around, clipped into the pedals, and slowly
pedaled my bike back down the street.

My only wish at that moment was to have enough energy to pedal the mile or so back
home where | could drop into a chair and begin to forget this dreadful day.

Chapter 12

Gail sat dozing in the passenger seat of our truck as | drove down the narrow, twisting
highway. We were on our way to Salt Lake City and an appointment with a chronic
fatigue specialist.
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In the year or so since I'd seen a doctor, | had scrupulously avoided setting myself up for
further disappointment. | had recently read in Boundless Energy by Deepak Chopra (an

M.D. and an expert on Ayurvedic techniques for healthy living), that one of the three
greatest “creators of stress” in our lifetimes was disappointment. Since | felt we had
experienced our share of disappointment in the last few years, | felt no need to purposely
seek it out. (The other two, by the way, were rejection and doubt — emotions we had also
endured in abundance.)

But since time tends to cloud your memory (especially when the memories were better
forgotten), we decided to give the doctor thing one more try.

Dr. Bateman had come highly recommended by a customer of ours who was also a
patient of hers. We had learned that she was conducting clinical case histories of people
with my symptoms and had come up with some solutions and techniques to help. It
seemed fo me to be the right thing to do at this stage of the illness (and besides, we had
no other concrete options available to us). | had decided, though, to approach this
meeting with a questioning attitude and a sensible dose of skepticism. That way, we
would not be set-up for a major letdown like our futile adventure in Mayo land. | also
believed that if it was a bust, we could quickly put it behind us and chalk it up as just
another step in the wrong direction — not a devastating loss in the overall scheme of
things.

These thoughts, though, were beginning to fade as we approached Provo, Utah, near
Salt Lake City. | had been driving for nearly 3 2 hours (most of it interstate) and | hadn’t
really noticed how tired | had become until | began to notice that traffic was starting to
pick up and the roadway had turned into six lanes. Cars were cutting in front of us,
switching lanes with abandon and seldom with the aide of a turn signal. And the speed
was increasing fo the point where we were doing eighty to just keep up. Before | could
stop to let Gail drive (I don't think we could have gotten off that thing anyway) we were
in the midst of a full-blown, big-city rush hour.

For someone with very litfle energy left and even less patience, driving in heavy traffic
became a labor of frustration. Cars were passing us on the left and right side, some
honking and some cutting right in front of us to exit. And worst of all, as we were being
swept along by this monster with a mind of its own, was the fact that we didn’t have a
clue where we were going. | had figured that we could stop along the way before we
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reached Salt Lake and get our bearings, but we had been consumed by this mass of cars
before | had the chance, and now | had no idea where we were going. We had a map
that Brendon had printed off the computer, but we weren’t recognizing any of the
overhead road sign names (probably because we weren't in Salt Lake City yet).

Finally, | decided to plow ahead and merge into the far right lane as reasonably quick as
possible to get off this roller-coaster of a freeway. And so, ignoring all my long-term
driving habits (skills learned on quiet smalltown streets and dirt roads) | glanced in my
mirror, saw a small opening, and twisted the wheel. We darted into the right lane,
leaving a foot or two between our truck and the car following us. The next step, which
involved Gail as the navigator, was to spot a sign that said “exit” within a reasonable
amount of time so we could prepare ourselves in advance. Of course, those signs come
up pretty quickly when you're traveling 85-90 mph and trying to avoid a multi-car pile up
in the middle of rush hour, so we missed several before Gail motioned for me to turn at
the next off ramp.

Luckily, | saw it approaching, turned on my turn signal (I don’t know why — no one else
was using theirs) and whipped onto the narrow single-lane pathway off the freeway.
What a relief — just enough room for one car at a time. We rolled to a stop at the bottom
of the road and turned right into a 7-11.

| turned the engine off and rested my forehead against the padded steering wheel. | felt
like | had just run @ marathon. My heart was thumping wildly in my chest and my head
was throbbing uncontrollably with each massive contraction of the heart muscle.

“Whew, | forgot how much | hate to drive in big cities,” | said to no one in particular.
“Yes, that was kind of scary,” Gail replied.
“Why don't you go into the store and ask for directions to our hotel.”

After several minutes of complete silence, | garnered enough energy to open the door
and step into the 7-11.

“Oh, you're almost there,” the helpful clerk replied after | asked for the best route to the
Holiday Inn. “Just go down that frontage road over there for about a half mile and you'll
see your hotel on the right. It's right by the mall with the factory stores.”
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“Thanks,” | said. “You've just save my life.”

| even felt rejuvenated enough to drive that half mile to the hotel. We checked in and
found a restaurant just down the street and spent a relaxing evening dining and strolling
through the mall.

Next morning, it was pouring rain, and after eating breakfast in the hotel, we set out for
our 10 AM appointment. | had been praying for a route to the clinic that avoided having
to get back on the Indy Speedway. The hotel clerk had been very accommodating by
showing us a way to the clinic by driving down the frontage road right in front of the
hotel and connecting us to side streets that would take us all the rest of the way. It
sounded really simple (even in the rain) and | would have driven to Idaho to avoid that
darned freeway. We only made a couple of wrong turns (hard to see tiny street signs in
the rain) and made it to the clinic right on time.

We were ushered into another small room (Are all doctor’s exam rooms designed by the
same guy?) by Dr. Bateman’s assistant. She started her computer and began asking

questions.

“Tell me about your family history. Any major injuries? When did your symptoms start?
What are you now taking for them?

She was very thorough and stopped occasionally to ask more detail or to clarify a point.
After quite a while, Doctor Bateman arrived, shook our hands, and sat down to listen to
the rest of the interview. We continued on with more questions probing the exact nature
of my illness, before Dr. Bateman stopped us and asked.

“What is it you want us to do exactly2”

| couldn’t answer directly because | was taken a bit off guard. What do you mean,
“What is it you want us to do2” | want you to tell me what's wrong with me and to give
me the cure — the sooner the better.

But before | could answer, she noticed my hesitation and suggested, “Would you like us
to come up with a plan of action2”

That sounded reasonable to me and pretty close to what | was about to blurt out.

“That sounds about right,” | said as we picked up the interview at the point where we
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had left off. Dr. Bateman interjected her own questions from time to time during the
course of the remainder of the hour we talked. After completing that phase, she
suggested we do a physical. Her assistant checked things out and when we finished, we
all assembled back in the interview room.

Dr. Bateman began, “Well, you fit the classic mode for a person suffering from chronic

fatigue syndrome. You display all the symptoms: sudden onset of a flu-like illness, night
sweats, fatigue that gets worse after exertion, and persistent infections. Otherwise, you
are in prefty good physical shape with no signs of a serious disease. We'll give you a

print-out of our results and of our recommendations before you leave. But for now, we'll
go over these one by one.”

She handed me a handful of samples of a new anti-viral drug.

“Some people seem to respond to this anti-viral medicine. The thinking is that CFS is a
viral-caused illness that can be helped by attacking one of the better known viruses. She
went on to recommend sleep meds, antidepressants, energy stimulants, diets, and lifestyle
changes.

Gail and | asked a few questions, thanked them, and left with our samples and fact sheet.
We left feeling generally upbeat and slightly optimistic. Dr. Bateman certainly seemed to
be very knowledgeable about CFS and was reasonably certain about her diagnosis.

And although not promising a cure, she thought that we could alleviate a lot of the
symptoms.

We decided to have lunch, do a bit of shopping, and head home mid-afternoon,
hopefully to avoid the full congestion of traffic we had experienced earlier during rush
hour.

Thankfully, the drive home was a lot less enervating and a whole lot more pleasant;
possibly because we were returning home with the assurance of a diagnosis and the
makings of a concrete plan to do something worthwhile to battle my worsening
symptoms.

Chapter 13
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The first part of the plan, the antiviral drug, produced no noticeable improvement in any
of my symptoms.

The energy stimulants, while boosting my energy reserves, only caused me to do more
activity than | should have, with the resultant relapse over the next few days. This was
just like before when | would exercise beyond my body’s ability to recover; only worse
now because of the artificial energy boost, so these drugs were also abandoned.

The third recommendation, the higher protein-lower carbohydrates diet, helped
immensely. We purchased the book Protein Power and began to see results within a few

weeks.

Dr. Bateman had suggested that she thought from my blood work that | had become
“insulin resistant”. She explained that this is a condition caused from a diet with too
much emphasis on carbohydrates. For me, this was very true. Due to my former large
energy expenditures, | had concentrated on consuming large doses of carbs to replace
what | was losing. Lots of pasta, potatoes, rice, bread, and fruits were the mainstay of
my diet, and over the years these caused my blood glucose levels to rise dramatically.

This in turn, caused my body to produce large amounts of insulin to counteract the high
glucose levels. Over time, this overabundance of insulin causes the cells to become
resistant, and your blood glucose levels become harder to maintain at a healthy level.
This has all sorts of bad reactions: an increase in fat circulating in the blood (high
triglyceride levels); deposits of fatty cells around the abdomen (a high risk factor for heart
attack); and a precursor for the onset of adult diabetes.

For me, cutting back on high-glycemic carbohydrates and including more lean protein
with every meal (low fat cottage cheese, yogurt, egg whites, and lean meats) resulted in
pretty dramatic changes.

First, | lost twenty pounds in about six weeks — mostly around my abdomen. The new
Levis | had purchased in Salt Lake were suddenly two sizes too big. | went from a thirty-

two inch waist to a twenty-nine inch waist in that short time.

Even more importantly for my mental state was the improvement in my energy level. |
could feel the difference almost immediately. | began to extend my rides to forty-five
minutes with a few (7-10 minute) bursts of moderate heart-rate intensity thrown in. This

doesn’t sound like much when compared to my previous 3-4 hour rides, but it marked a
44



significant improvement over my recent efforts.

My rides before the new diet had dwindled down to 15-20 minutes at very low intensity.
In fact, it had become a real chore to even get out on the bike, and when | did, it just
wasn’t any fun anymore. | had to be careful to not get caught out away from home with
a headwind working against me (with the resultant overextension of my energy reserves).
That's all it would take (5 or 10 minutes of labored riding at an uncomfortable pace) to
cause several days of really low energy levels. This would then lead to a general feeling
of unwellness and would take a heavy toll on any mental enthusiasm - leaving me

depressed and really grumpy.

But the new, lighter me felt better and | began to pursue my new diagnosis with evangelic
zeal. | researched the disease thoroughly, using the internet and the resources it
provided. | joined the C.F.S. Club of America and began receiving their newsletter. |
corresponded with several other sufferers and we shared insights and herbal remedies via
the internet. And the more | learned, the more | came to believe that | had found the
logical illness that had inflicted such distressing symptoms and had confounded us all so
long with such difficulty in diagnosing. Dr. Bateman was convinced; the progression of
the illness matched those of other known CFS sufferers; and | sorely needed to find a
diagnosis, that | became completely satisfied that | had CFS. And even though | knew
that the illness had no cure, | believed that through proper diet, vitamin and herb
supplementation, and change in lifestyle, that | could change the course of the malady
and maybe even bring it to a manageable and livable level. | was, | thought, on my way
to recovery.

Chapter 14
“Do you think we should call a realtor2” Brendon asked.
“That's probably the best idea,” | responded.

“Oh,” Gail interjected, “I didn’t tell you. Tamar knows someone who is looking to buy a
bike shop. They go to their church.”

This could be an opportunity worth considering. We set about making lists of questions
and concerns we would need to consider before we could sit down with anyone to
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discuss any details.

“We had better call Dorie,” | said. “She can give us ideas abut how to approach this.
Dorie was my dad’s second wife and our accountant. She had many years of experience
in dealing with mostly businesses and we valued her advice and her expertise.

Gail picked up the phone and dialed.

“Hi Dorie. This is Gail. We may have a buyer for the store. Could we come by

sometime and go over some questions we have?”
She listened for a moment, and then put the receiver down without hanging up.
“She says she could come by tomorrow afternoon. Would that be alright2”

“Why don't we take her out to dinner tomorrow night and then we wouldn’t be
interrupted,” | responded.

“Would that be okay with you, Brendon2”
“Sure, that sounds fine,” he replied.
Gail picked up the phone again.

“Why don't you come by a little before closing, Dorie, and we'll take you out to dinner
and can talk then.”

Gail listened for a moment, then answered several unrelated, family questions, and then
said goodbye.

“She says that will be fine. So we need to each write down things that we want to ask

n

her.

Gail handed each of us a note pad and | retreated to my hide-a-way resting place in the
second floor storeroom. As | stretched out on my lounge chair, | let my notebook fall to
the floor. My thoughts were on the very sad realization that the past eighteen years were
about to come to an end. We had come so far since our little store in Fruita when we just
kind of jumped into business without much of a plan from my teaching job which
provided a steady income and a secure future. Brendon and | had learned a lot, and
along with Gail later, had enjoyed working together as we watched our customer list
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grow ever larger. We had made some very good friends through our store, and | for
one, would miss the day-to-day contact with our cycling clientele.

But | also felt that selling the store was the right move at this time. From a health
standpoint, | was more than ready to move on so that | could concentrate on regaining
my strength. | truly felt that some time off without the stress of the shop would allow me to
do just that.

Gail was very nervous, as she was with all major lifestyle changes, especially about

finances.

“How will we be able to pay all of our bills2” she had asked more than once after | had
brought up the subject of selling.

Hoping to ease her concerns, | had told her, “We will be able to pay off all our car loans
and the house mortgage when we sell the store, so our needs won’t be as great. Plus,
Dorie believes | will be eligible for Social Security disability. We'll just have to make

some adjustments.”
That seemed to help a bit, but she had brought up another point.
“And of course, I'll have to find another job.”

She was understandably apprehensive about having to go out into the job market at this
stage of our lives, and | tried again to reassure her.

“Don’t worry. Everything will work out. You have lots of marketable skills.”

From the expression on her face, | could tell that she wasn’t convinced. This sudden
change was going to be more traumatic for her than | had anticipated. We had planned
on keeping the store until we retired and then maybe passing it on to Brendon, but
circumstances as they had become had altered those plans. We all knew, however
grudgingly, this was the only path left open to us.

Life at the shop had become somewhat problematic. Brendon and Gail had increased
their workloads even more to account for my frequent absences and, when | was there, |
was forced to take frequent rest breaks, so they had to cover for me when difficult
situations arose or when a decision was needed. | could feel the beginnings of tension in
the air (not toward me or between each other, but toward the job and its" demands).
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And above all else, | was concerned that running our little family bike shop would cease
to be fun; or even worse, affect their health. | vowed that | could not allow that to
happen. Being sick was not my fault, but allowing this illness to harm my family was
something | could control. If stress was such a huge contributor to my current health
problems (as several doctors and countless articles had observed), | didn’t want to see
them lose their enthusiasm and forgo their healthy lifestyles due to increased pressure
from the demands heaped upon them by our current circumstances. And because | had
no idea how long my recovery could take, | didn't think | could have stayed home to try
and recover knowing they were working, doing my job. Knowing | would have been
responsible for making their lives miserable would have become a whole new source of
stress for me and counter-productive to the original plan.

So, as | sat thinking in my lounge chair, weighing the options available to us, it became
increasingly clear to me that keeping the shop was just not a viable alternative.

| had no idea what the future held in store for us, but the past eighteen years had been a
real blast. | had thoroughly enjoyed combining my hobby with my vocation. The shop
had prospered and grown and provided a living for two families and allowed us all to
work together toward a common goal.

Chapter 15

“Tell me about your illness,” the psychotherapist asked as he sat writing on a legal pad
with his feet propped up on his desk.

“Well, do you want the long or the short version2” | asked back.
“How about the short version for now,” he replied.

| sighed as | appreciated his reluctance to delve into the overwhelmingly boring and
lengthy history of my five-year struggle with this illness. | also saw no point in reciting the
entire series of events to a therapist whose only job here today was to satisfy the Social
Security Administration that | was currently unable to work and was deserving of
receiving a disability stipend.

| had been paying into this fund for forty some years and had never made a claim
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before, and was now in need of assistance. | had been sent to this appointment as a
stipulation in the process of applying for disability; to prove, | had guessed, that | was not
making up my illness.

| had told the initial investigator my entire story, explaining in detail about the onset of my
iliness and the elaborate sequential events that had led me to my current state. She had
recorded all this via a lengthy telephone interview and had left me with the encouraging
words...

“This claim will probably take 4-6 months to process and we'll let you know if we require

more information.”

| had already sent them all the pertinent information from all the doctor’s visits and the lab
work, so | couldn’t fathom what else they could want. But as | was soon to learn, | had
severely underestimated the thoroughness of the Social Security Administration.

When | had learned via registered mail that | would need to have a full physical exam
and be evaluated by a therapist, | went into a rage. What did they think — that | was
blessed with an overactive imagination and had decided to just dream up all these
symptoms? Did they think that | enjoyed spending thousands of dollars and wasting
enormous amounts of time visiting doctors all over the country2 Did they think | enjoyed
being tired all the time, enjoyed waking up every night at 2 AM soaking wet from night
sweats; that | really loved those sinus infections that never seem to end; and did they think
that | sold my business because | just wanted some free time? And what about the
copious files | had sent them from my thirty-plus doctor visits that detailed my illness down
to every minute note written during my long and arduous odyssey? What more could
they possibly want?

Well, | was just about to find out as the therapist continued.

“Tell me about your childhood,” he asked after | had given him the short version of my

illness history.

Tell me about your childhood! What has that got to do with anything even remotely
relevant to why I'm here today?

The therapist, noticing the longer than usual period of reticence, spoke up.
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“| know, that seems a bit unnecessary, but they send me a list of questions that you have
to answer, so just give me the basics.”

“Well, | grew up in Fruita,” | began rather reluctantly, “and | have two brothers, a dad, a
mom who is deceased, and | had several dogs. | went to all the required schools there,
never flunked a grade, met my wife in high school, and married her in college. We have
two kids and three grandkids,” | paused to see if he was getting all this as he was
scribbling like mad while | was talking. He surely can't find this in the least bit
interesting, | thought, as | continued.

“My hobbies include bike riding, when | used to have enough energy to swing my leg
over the top tube of my bike; camping at my cabin when | can find someone to drive me
up there; and woodworking in my garage when | don’t have to clean up.

The therapist stopped writing and put down his pad and pencil.

“You know, | don’t have any influence one way or the other in the decisions that the
Social Security Administration makes regarding these cases. | just ask the questions and
you provide the answers. In fact, they don’t even ask my opinion — they just take into
account the response you give. My only job here is to report my findings. | understand
your exasperation with the whole process, but one thing the Social Security
Administration is adamant about is to investigate these claims very thoroughly and I'm just
one of the hurdles you have to jump over to get where you want to go.”

He paused, measuring my response to his little speech.

“| see,” | finally said, a tiny bit embarrassed that | was making light of a guy who was
just trying to make a living here.

“Ask your next question,” | quietly and solemnly entreated him.

The rest of the interview was as monotonous as the first, but | tried to answer him honestly
and succinctly. We survived our ordeal, and as he completed his report, | could tell that
he didn’t believe | had a snowballs change of being approved.

“Well,” he summarized, “you definitely have the symptoms of Chronic Fatigue Syndrome.
The problem is that some doctors and some agencies do not recognize it as a legitimate
disease. That's unfortunate, but the way it is.”
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We shook hands, and as | left the building, | wondered just what it was going to take to
get someone to listen to me, to take these symptoms seriously, and to stop creating
obstacles at every juncture of this increasingly more complex journey.

Chapter 16

Dr. Fowler's office sat on a busy street just one block from St. Mary’s Hospital. | had
been sent to her as the next hurdle in my quest to obtain disability. She was a former
customer of ours, having bought her families bikes from us since her kids were litle. She
had recently completed her M.D. degree and had set up shop in her own private
practice. | had, in fact, listed her as my primary care physician for our H.M.O insurance
coverage, and was delighted when the Social Security Administration had chosen her as
the doctor to give me a physical. | regarded her as a friend and as someone who would
stick with a patient as long as it took to find a diagnosis.

As | turned into the driveway and parked next to her building, | noticed that | was early. |
shut off the engine and sat in the warmth of the cab, gathering my thoughts. | have been
to see so many doctors — general practitioners, internists, sleep therapists, infectious
disease specialists, psychotherapists, C.F.S. specialists, and veterinarians (not really, but |
would go if | thought it would help) — and I've told my story so many times that it is
engraved in stone permanently somewhere in what's left of the part of my brain that's
responsible for regurgitating rote facts. 1'd been poked, prodded, drained, x-rayed, CAT
scanned, interrogated, embarrassed, told to leave, ignored, and looked upon as a
whiner. And where has all this gotten me? Absolutely nowhere, | deduced. Yes, it's
true; | had lost some excess weight and had gained some temporary energy. But that
progress had proven to be short-lived. The weight had stayed off; but the energy level
had begun to taper off again shortly after our visit to S.L.C. until it had sunk to an all time
low point. | could barely function these days and the night sweats had become so
disruptive to my sleep cycles that | was not only tired most of the time, but also sleepy. It
seems that | could take a nap almost anywhere or anytime of the day.

So, all in all, my condition had deteriorated to the point where | was no better off than
when this whole process had begun. And, in fact, in many ways, it had taken an abrupt
and markedly turn for worse in the last few weeks.
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So, | thought to myself as | sat in Dr. Fowler’s parking lot, what can | do different today to
change the outcome of this visit2 Should | demand more thorough testing? That takes a
lot of money and we had lost our insurance carrier when we sold the store. We had tried
to obtain the same coverage individually, but we were turned down because | had a pre-
existing illness (an illness they had covered previously under our group insurance
coverage).

Finally, | decided to just be the same person | had always been with Carol. | was going
to put myself in her hands and trust her to do her best. | knew that hadn’t worked in the
past with other doctors, but | had a good feeling about today.

| locked the door to the truck, entered her office, signed in, and sat down to read the
Field and Stream that was on top of the magazines on the table next to my chair (Carol

was partners with two male doctors, one of whom was obviously a hunter).

After the physical part of my exam and after | was dressed, Carol came back in and
pulled up a chair next to me.

“Gary, everything checks out with you exam, but I'm concerned with your lack of energy
and the continuing night sweats. Let's get your blood and urine checked and see what
that tells us.”

| thanked her and decided to get my blood checked the next morning at the clinic in
Fruita near where we live. That way | could fast for the required 12 hours and be close
to home to catch up on the missed meal. It was difficult enough keeping up what little
energy | could sustain without losing nourishment.

Carol called the day after the blood analysis.

“Gary, your white count is abnormally low. It is 2.0, while the normal range is 4.8-10.0.
| want you to go back down tomorrow and have it re-checked to see if it fluctuates.”

| agreed and hung up the phone. | began to think about white cell counts and went to
my file cabinet and dug out the file marked “CFS”. | found the copy of my very
expensive blood test from the Mayo Clinic. | ran down the list, came to the white cell
count, traced over to the figures, and saw a red lettered 3.0 in the “low” column. | went
into the computer room, turned on the computer, and entered “white cells” into the search
function. Up came 13,000+ entries for “white cells” and | scrolled into one that
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emphasized low counts. | read about the functions of all the various types of white cells,
what each type does in your system, where they are produced, and what the normal
ranges are.

Because the white cells are responsible for destroying foreign cells of viruses, bacteria,
and abnormal cancer cells (and because my counts have been down for quite a while),
that would explain the frequent, chronic infections | had been struggling though the past
few years.

| then began a new search by entering “chronic fatigue syndrome”, but could not find
any evidence of this illness causing low white cell counts. | made a note to remind myself
to ask Carol if she knew of any other possible causes of low white cell counts. | didn't
have long to wait.

Early the next morning, the phone rang - it was Carol.

“Gary, I'm worried over your low white cell counts. I've made an appointment for you
with an oncology doctor. | want you to have a bone marrow biopsy. This is a procedure
where they insert a needle into your hip bone and extract a small amount of marrow
cells. They then test these for abnormal cells. It is not a very complex procedure, so don't
worry about that — it's not any more difficult than a blood test. Do you have any
questionse”

| couldn’t think of any, so she continued.

“The doctor’s name is JoAnn Virgilio. Her office will call you for the day and time and I'll
send over a referral. I'll be in touch with you later on.”

| thanked her and quietly replaced the phone on its base. My mind was in a whirl, trying
to understand the implications of this latest development. “Bone marrow biopsy”,
“abnormal cells” - that sounded too much like cancer.

| suppose somewhere in the depths of my mind | had considered cancer as a possibility,
but | had been tested and retested, and not one of those “experts” had even suggested |
have a bone marrow biopsy. And what about those low white counts at the Mayo. Two
years ago, my white counts were 3.0, with normal being 4.8-10.0. No one had even
mentioned that fact to me. What about Kurt? He had gotten those same results from the
Mayo. Had he even looked at them? Or did he look at them and dismiss the results as
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unimportant?

| was a little dumbfounded that something could have been surfacing as long as two
years ago, but decided to wait for the biopsy and take it one step at a time. But the seed
of apprehension had been sown, and the next few weeks would prove to be more than a
little tense.

Chapter 17

Gail parked the truck in the hospital parking lot after we had driven around for nearly 10

minutes.

“The parking here is really terrible,” she commented. “We just happened to get lucky.
Next time we'll use the valet parking.”

We locked the truck, she grabbed my hand, and we crossed the lot. We entered the
hospital thru the main entrance, walked toward the elevator, and split up to use the

restrooms.

As | washed my hands, | looked up at my image in the mirror. What | saw shocked me.

| was scared, and it was obviously displayed on my face. | looked away hoping the
feeling would disappear, but it didn't. | took a deep breath, turned out the light, and
walked over to the elevator lobby to wait for Gail. She soon appeared and we rode up
to the fourth floor oncology unit. We walked down the long corridor hand | hand, signed
in at the reception area, and found a seat to wait for our turn.  The receptionist called
one of the units to announce our arrival and they told her to send us back. We walked
back down the same corridor we had just come down to the first nursing station. We
were met by Maggie, an oncology nurse who had been one of our customers in the bike
shop, and she weighed me and took my vital signs. She then explained the procedure to
us and asked if | had any allergies. Because | had reactions to chemicals used to deaden
my gums during dentistry, they decided to not use a similar anesthetic during the
procedure. We were escorted into a large room where an IV was started. They would
use this to give a mild sedative and to provide fluids. Gail left the room and | was turned
onto my side, my shorts pulled down to expose the protruding bone at the top of my hip.

Shortly, the physician’s assistant entered, introduced himself, and turned to the nurse.
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“Are we ready?2” he asked.

“Yes,” answered Carol, the nurse at my head regulating the IV. “We've called the lab
and they’re ready.”

The P.A. approached me and inspected the site.
“Are we deadened?” he asked.
“Not yet,” Carol answered.

The P.A. grabbed a syringe off the instrument tray and began to inject the site. | was
really drowsy by this time, but asked them about the allergies. He responded that the
drug he was using wasn't similar to the dental anesthetic, and resumed his work.

The first sensation | experienced was a heavy, pushing feeling, like something exerting
great pressure on my hip. The second sensation was of a sudden twisting, probing
motion causing me fo cringe and grit my teeth. Carol squeezed my hand and said
something like “Its okay, just hang in there.” | looked up into her face and saw a look of
concern. Not a good sign, | thought.

“Turn his hip a bit toward you,” the P.A. entreated Carol.
| felt her touch my left hip and gently roll me toward her.

And then, there it was again — that twisting, probing motion - only more severe. | felt
sweat break out on my forehead and had the sensation that | might pass out. Carol
spoke first.

“His blood pressure is unstable. Are you all right?” she asked me.

Illl

m feeling like | could pass out.” | answered.

The twisting and probing stopped momentarily, but began again as soon as the blood

pressure normalized.

“This is becoming a real ordeal, | thought to myself. | don’t know how much more of this
| can take.” And then it was over.

“| think we have enough for a sample,” the P.A. announced.
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A band aide was put over the site, | was turned over, and everyone left the room.
| let out a large sigh as Gail entered the room and came over to take my hand.

“You look terrible,” she commented. “That took a lot longer than 10 minutes.” | wearily
looked up at her and shook my head.

“That was miserable,” | said. “l nearly passed out.”

Carol reentered the room and adjusted the IV drip.

“It'll take a while for him to stabilize. We'll keep him here until he can walk.”
“How long will the test results take2” | asked.

“It's usually a few days. They have to send it out.”

| lay there for a while, trying to regain my composure. | finally sat up and then decided
to try and stand. That went okay and before long | was ready to leave. Carol took out
the IV, checked the biopsy site for swelling, and released us.

We shakily wandered out into the corridor and shuffled down the carpeted hallway until
we reached the elevator. | looked toward my wife.

“Next time we do the full sedation.”
“| agree,” she said. “Make sure you tell them.”

She held my arm while we entered the elevator and stabilized me while we descended.
She left me in the lobby in a big, fat chair while she retrieved the truck. She parked
under the awning covering the entryway and helped me into the passenger seat. My hip
was already aching and | had to sit sideways on the other hip to relieve the pain. |
dozed on the way home and nodded off in the early evening, sleeping soundly thru the
night. It was to be the last night of restful slumber | would enjoy for quite a while.

Chapter 18

| was watching the 5:00 news when the phone rang. Gail was working in the kitchen,
closest to the receiver. She picked up the phone, said hello, and then there was a long
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pause.
“What?” she blurted out loudly.
“What are you saying?2”

| could tell something was amiss, so | turned the volume down, carefully stood up, and
walked toward the kitchen. The expression on her face told the story — something was
definitely amiss.

“Someone from the oncology clinic is calling to schedule an appointment for you to begin
chemotherapy,” she stammered.

“Hand me the phone,” | said.

When | put the phone to my ear there was no one there, then | heard voices in the
background, and finally the oncology doctor, Dr. Virgilio answered.

“Hello,” she said, “is this Gary?2”
“Yes, it is.”

“Gary, we have found some abnormal cells in your bone marrow. You have a form of
leukemia called hairy cell leukemia. It is a very rare type, but thanks to a recently
developed drug specifically designed to combat this disease, a very curable one. So the
good news is that if you have to have leukemia, this is the one to have. We have a 90-
95% cure rate. We want you to start chemotherapy next Monday. It involves a catheter
being placed in your vein and a pump with the chemical is sent home with you. You
carry this around for 7 days and then you are done. We have one patient who's been in
remission for 5 years and one who has just finished treatment about 6 months ago. Do
you have any questions2”

At this stage, looking at my wife sitting on the couch with a look of desperation on her
face and coupled with my own mind spinning out of control didn’t exactly give me the
state of mind to formulate coherent questions. Sure we probably will have hundreds of
questions, but right then | couldn’t think of a single one.

“Not right now,” | answered.

“Well, if you develop any sort of fever, or chills, or anything you can’t explain, you need
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to call us right away. Your white cell counts are extremely low and you are vulnerable to
catching things. We need to see you Monday morning at 10:00 to start your therapy.
And I'm sorry that | had to give you the bad news, but just remember that this is one of
the curable cancers. Ok2”

“Ok”, | mumbled, and the line went dead.

Gail got up, tears streaming down her face and | relayed the information | had just heard
myself. | talked as rapidly as | could, hoping to not leave out any of the important
details. When | couldn’t think of anything else to say, | just stared into her eyes and we
grabbed hold of each other and cried together.

“Damn,” | whispered into her ear. “I knew something was wrong all this time. But
nobody would listen. Five years we've been trying to find out what was wrong.”

“I| know, | know,” she sobbed. “But she said it was 95% curable2”
“That's what she said.”

After tightly holding on to each other for several minutes, Gail took the phone and went
into the bedroom to call the kids.

| sat down on the couch. | couldn’t believe it. Me, cancer. I've tried to live a healthy
lifestyle for over 20 years and now | have cancer. I've got lots of things yet to do with my

life — and now | have cancer!

Then it hit me again — ANGER; deep, gut-wrenching, wanting-to-hit-something-really-hard-
anger.

How could | have endured all those doctor visits, all that money? We even had to sell
our business because of this; and not to mention all those untold days, weeks, and months
of downright hopelessness and despair, desperately trying to figure out just what the hell
was wrong with me. How could not one — not one of those professionals — not even have
an inkling, a small clue that maybe it could be leukemia. Not one even intimated that |
could have cancer. Not one stepping forward and said, “Let’s get a test to rule out
leukemia.”

No one thought of this, of course, except Carol Fowler. Thank God for her. She had the
courage to step forward and suggest something that, yes, was very painful and invasive,
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but which could have been done long ago.

| lowered my head and covered my face with my hands. Oh no, | have cancer. “Please
Lord; give me courage to understand and to deal with whatever | must in the next few
months. | don't believe | can face this alone. Please give me strength.”

Gail reappeared down the hallway and we again clutched hold of each other, trying to
make sense of all this confusion and grappling with the vast unknown that accompanies
everyone’s cancer diagnosis. Then suddenly, we were jolted back to reality by the phone
again.

“Hello,” | murmured.

“Hi Gary. This is Carol. | just received word from Dr. Virgilio that you have some
‘abnormal cells’ in your bone marrow. They’re called ‘hairy cells’ which is a form of
leukemia. She says that they have a 90-95% cure rate, so that is promising.”

“Carol,” | interrupted, “Dr. Virgilio called us already. | appreciate your call, though,
because | wanted to talk with you anyway. | wanted to see what you know about this
disease.”

“Well, | have one patient who lives in Denver that has been in remission, | think, for over
5 years. And | have another case, a counselor, who has been treated about 6 months
ago. She seems to be doing fine. In fact, if you would like, | could call her and maybe
she would be willing to talk to you about all the specifics.”

“That would be okay with me, Carol.”

“Good, I'll give her a call right now. You hang in there and I'll be in touch with you. Did
Dr. Virgilio tell you about the dangers of low white counts2”

“Yes, she did. She said to call with any fever or chills.”

“Yes, it's very important that you do that. You are very vulnerable right now.”
“Thanks again, Carol.”

“That's okay. I'll call Ann right now.”

| hung up the phone and relayed the new information to Gail.
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“Did you call dad2” | asked.
“Yes, | did. But | didn't call your brother Bob.”

| pressed the memory button and #7 on the face of the phone as it dialed his number.
His wife answered and | gave her the news. She summoned Bob and we talked for
several minutes. He was very supportive and | promised to keep him informed. After |
had hung up the phone for only a minute, the phone rang again. It was Ann.

“Carol Fowler asked me to call. | know what you're going thru right now and I’'m here to
help.”

We talked for quite a while. | had thought of questions regarding the treatment and the
side effects and things like how long she was out of work. She was very helpful and
positive and after she was gone, | was glad Carol had thought of having her call. | told
Gail about what we had discussed and | think both of our spirits were lifted a bit just
knowing more specifics about this disease, and knowing someone who had gotten thru
the worst part and was now on the road to recovery.

We spent the rest of the evening talking and reassuring each other.

| remember thinking to myself before | went to bed, how lucky | was to have met and
married this wonderful woman. Little did | know how much more | would learn to
appreciate my wife and her loving nature and how my love for her would grow even

more in the coming months.

Chapter 19

It was a Friday, three days after we had received word of my cancer diagnosis. Tamar
and the grandkids were at the house, having spent the afternoon. | had taken a nap and
after everyone had washed their hands, | was giving each of them a goodbye hug. |
hadn’t felt quite right for an hour or so, and now, | was beginning to feel downright

awful.
“Gail, I'm not doing so good. | think maybe we should call.”
She came over and felt my forehead like all mothers do.
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“Let’s take your temperature. You feel a bit warm.”

She disappeared into the bathroom and | could hear the medicine cabinet open. She
reappeared, holding a thermometer. | took it from her, checked to make sure it was an
oral, not a rectal, thermometer and shook it down before placing it under my tongue.
She checked her watch, then turned and hugged the grandkids.

Tamar came over and gave me a hug and they all scooted out the door. | heard their
van drive away as Gail removed the thermometer and held it in front of her bifocals.

“One hundred and one, point six. We're going to the E.R.” she said matter of factly as
she wrapped an afghan around my shoulder.

She helped me out to the car and as | settled into the passenger seat, | began to tremble.
| suddenly felt very cold, very chilled, and my legs were beginning to shake
uncontrollably.

As we backed out, Brendon was just driving up and Gail rolled down her window, telling
him of our plans. She quickly rolled up the window and we left for the 15 minute drive to
the hospital.

By the time we arrived at the E.R., | was shaking so violently that the afghan wouldn't stay
put and my fever had escalated. We were rushed onto a gurney and warm blankets
were spread over my out-of-control body. Gail explained the cancer diagnosis to the
nurse and suggested they call Dr. Fowler.

They tried to draw blood in my left arm, but after 2 attempts, gave up and summoned
another nurse who finally managed to get a sample from the right arm. They started a
warm saline IV, and as | sweltered with fever, the head of the E.R. arrived. He was
another former customer of ours and | recognized him as | lay shaking.

“Hey, guy. What's going on with you2” he asked.

| told him about the cancer diagnosis and the onset of these current symptoms. He
examined me head to toe as he continued asking questions. When he touched my hip at
the site of my recent bone marrow biopsy, | flinched. The site was extremely sore and
tender to the touch. They were searching for a site of infection, any place that could be
causing this reaction.
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Dr. Fowler’s on call doctor then arrived and | could hear him talking to the E.R. doctors.

After several disquieting moments, he pulled the curtain aside and said they had decided
to insert a needle into the biopsy site to see if it was infected.

A tray was brought over; he deadened the area, and withdrew his sample.

By this time, whether thru worry about my current situation with my symptoms intensifying
or because the combination of just learning | had a life-threatening illness compounded
by a raging fever, | came to the conclusion that | was about to die.

When | closed my eyes, | saw images of people and places from my past, including my
mom who had been dead for 25 years. My mood alternated from agony and fear to
uncharacteristic calmness, leaving me wondering if this was how it was before you leave
the world. | had heard that near-death experience was similar, where a profound
peacefulness overflows you while flashbacks from your life float thru your consciousness
in rapid succession. My only hope was that whatever was happening would happen
soon.

And then, unexplainably, and just as rapidly as it had started, the chills subsided, the
fever spiked, and | returned from the other side.

The undiscovered site of infection (perhaps responding to the massive doses of three
different antibiotics being pumped into my system) retreated for the time being, leaving
me very tired and drained.

| was moved to a hospital room near the oncology clinic where we had the biopsy taken.
After several hours of sleep, | was awakened by the morning nurse.

“Mr. Tompkins, would you sit up for a moment,” she asked.
Sure, | thought, I've got nothing better to do.

She untied the hospital gown in the back and it fell off my shoulders. | looked down to
view a sea of bright red rash. It was on my thighs, groin, buttocks, chest, and back (so
she said anyway).

“What's going on¢” | quizzed her.

“It looks like a reaction to the antibiotics,” she said as she quickly left the room.
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She reappeared in about 5 minutes and proceeded to close off all the IV solutions

dripping into my vein.

“Dr. Virgilio has called your primary doctor and the infectious disease doctor to consult
with her on what is going on. She will be in soon to see you. In the meantime, we'll stop
all the offenders for now and order you some breakfast.”

Atter she left, | lay back down and propped my head up with my arm. Wow, what a
night. | have never had such a night. | am so glad to be alive after last night. | don't
care if | have leukemia and am reacting to whatever it was, they were giving me. | am
still alive. And as | basked in the knowledge that | was going to live at least one more
day, | thought back to how my family had all responded to our little crisis.

Brendon had followed us up to the E.R. and Tamar had arrived shortly after him. And
they were right there with us, Gail and me, holding my hand, and speaking soothing
words throughout the whole ordeal. Thank heavens for my family. Without them, | would
truly be lost.

Chapter 20
Monday morning. The day of “The Beginning”. Today we start “The Cure”.

These and some other thoughts totally unrelated to anything relevant drifted through my
semi-conscious mind as | lay in my own bed. Could it be? This is the day we finally
begin the treatment to restore my body to its former self. Ann had said they told her
within a year, she would feel just like her old self again. That certainly would be
wonderful; | thought as my mind replayed images of me flying down the Monument on
my road bike. “I could surely stand some of that energy again,” | muttered to myself as |
turned to illuminate the dial on the alarm clock next to the bed — 8:37. Oh, man, since
coming home from the hospital yesterday, all | want to do is sleep. Probably was
something to do with them coming in every few hours to check on “the rash”.

“The rash” was now fading quickly, showing up now as light pink instead of bright red.
After stopping the triple antibiotics, they had chosen only one, but it had continued to
react, so they had stopped them all and prayed that the chills and fever wouldn’t return.
They didn’t, and we were sent home on Sunday, just in time to get up Monday and return
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to the hospital to start the chemotherapy. | threw the covers aside, slipped on my sandals
and wandered into the living room.

“Hi. Are you alright” Gail asked as she sat reading her Bible.

“| think so. Do you see any obvious red rashes anywhere, besides where they were
yesterday?”

“Come over here and I'll check.”

She had me slip my t-shirt off and turn around.

“Nope, nothing new. It looks like you're home free.”

“Good, | don't think | could stand another E.R. visit quite this soon.”
“Well. Today's the day,” she commented as she looked up.

“Yes, you're right. Let's eat and get dressed and get that stuff cooking.”

Chapter 21

“Turn your arm toward me slightly,” the tall, red-headed nurse instructed as she stretched
the tape measure between my elbow joint and my shoulder. She then measured from a
point on my shoulder to the approximate position of the top of my heart.

“We're going to insert this tiny line into your vein on your forearm and thread it into the
top chamber of your heart,” she went on as she held up a thin, flexible hollow tube.

“We'll cut it to the right length and then have you move your arm around to make sure it's
in the right place. I'll put it in so you shouldn’t feel a thing after the initial prick, okay?2”

| reluctantly nodded, my mind going back to the bone marrow biopsy that was supposed
to feel no worse than a blood test.

“let’s do it,” | told her.

She swabbed the area on my forearm with iodine where she was going to insert the line,
put on gloves and mask, and began.
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“Ok, just a little prick af first.”

| felt a slight needle poke, and then nothing more.

“It's in,” she said. “That wasn't too bad was it2”

Too bad - | didn't feel a thing. This lady, | thought to myself, is very good.

“Okay now, lift your arm away from your body,” she asked as another nurse helped me
support my arm.

“That looks good, now move it up towards your head. That's fine. Everything looks
great. You're all done with me.”

| thanked here and Maggie appeared with a small rectangular box that looked like a
replica of one of the first transistor radios from the old days.

“This is your pump,” she began as she brought it over close for me to observe.

“This little window shows how many cc’s of fluid are in here. We've calculated your
daily dose according to your body weight, so every day this number will be getting
smaller until next Monday, when we'll take this thing out of your arm. You can carry this
on your belt, in a backpack, or however you want. Do not get it wet and if for some
reason you need to shut it off, push this button 3 times. If you should drop it and the
chemicals leak out, I'll give Gail a hazardous disposal kit, but don’t get it on you.”

She paused to see if | was getting all this.
“Any questionsg”

Again, | was too overwhelmed to think of anything at the moment except to ask about
side effects.

“Well, some people get nauseous, and nearly all get real tired. We'll need to monitor
your white counts every couple days — what's left of them anyway — and you will still
need to practice your neutropenic hand washing, diet, and oh, stay away from sick
people and crowds.”

The neutropenic process had been started in the hospital over the weekend when the
white counts had dropped to .9 (normal is 4.8-10.0). This meant that everyone had to
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wash their hands before entering the room and if they even had the sniffles, they weren't
allowed in.

| also couldn’t eat any food like spinach or strawberries that couldn’t be thoroughly
cleaned, and all fruit had to be peeled by someone else. No raw food or nuts were
allowed nor any deli or buffet food.

“I think I've got it,” | said, “but where's the tuning knob on this thing2”

“For what they cost, they should play music,” Maggie remarked. “We'll see you on
Tuesday.”

Gail helped me strap my pump around my waist and to stand up. 1I'd become a bit
wobbly upon standing and she didn't care to see me take a dive so soon after our
hospital stay. She helped me out of the room and down the hallway to the elevator.

“Well, we're on our way,” | said.

Gail just smiled as | noticed the weariness etched in her face around her eyes. This past
weekend's events had taken their toll on her too. In fact, | thought, this whole ordeal
(starting years ago and culminating with last week’s phone call and compounded by the
ER and hospital visit) had been just as traumatic to her as it had been to me. | squeezed
her hand and told her | was sorry for all this and that | loved her. She just gripped my
arm and said she loved me too and that we’d get thru all this together. We rode the
elevator down and drove home with my new pump full of hairy-cell-killer hazardous

material.

Chapter 22

| switched on the nightlight, and looked at the clock — 4:28. | had been dreaming | guess
— tiny purple, hairy-looking bad guys were floating in my bloodstream, taking up all the
space so that the good guys (the white cells) couldn’t do their job. And for some reason,
the only way to get rid of the bad guys was to kill off everybody and hope that the
factory could start all over and produce more good guys.

And then | realized that the dream had come true. | looked at my pump — 74. Well, ot
least the stuff is going somewhere (I hope not on the floor — we’d have to break out the
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hazardous material kit).

Boy, my arm sure is sore, | thought as | adjusted the light so | could take a look at the site
where the line was inserted. Sure enough, it was red and swollen along the vein. |
rubbed it and it was warm to the touch. This cant be good, | thought to myself. I'll have
to show this to Maggie when we go in today.

“Yeah, you've got some inflammation going on there,” Maggie said after | had shown
her the redness.

“Put a warm, moist towel over it and then cover it with a heating pad.”

“| can do that,” | said. “I don’t have much else to do.”

“Anything else funny going on2” she asked.

“Nope. |'m still walking every morning and evening and no signs of infection.”
“Well, your white counts are still around 1.0, so you still need to be really careful.”

“Gotcha,” | said, and we left the clinic by the long way so | could get my afternoon walk
in before it got dark.

Chapter 23

“That thing has got to come out,” said Dr. Cobb as he inspected my swollen, red arm.
“I'll call someone to come over right away.”

We were meeting with Dr. Cobb today to go over a plan of attack for when an infection
set in. He did not say “if”, but “when” an infection takes hold. He was the infectious
disease specialist whom | had seen before and whom was called to consult during the
“red rash” days in the hospital. The oncologist had called upon him again to come up
with something to combat the nasty bugs that invade your body when your immune
system is on holiday. He had already explained that the bugs that are present in your gut
and on your skin can even cause an infection, so we need to be prepared. He had
devised a drug schedule of hopefully non-reactive antibiotics that | could take at home at
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the first sign of a fever. | appreciated his efforts and told him so.

“That's okay; we just want to get you thru this without any major setbacks. Your body is
going through enough trauma without adding fuel to the fire.”

There was a knock at the door and Maggie appeared.

“We're ready for you across the hall to take that line out. We have another person lined
up fo put another one in your other arm.”

We thanked Dr. Cobb and followed Maggie to an exam room. She turned off my pump,
disconnected the tubing, and pulled the offending line out. | felt relief almost
immediately.

“Keep up the moist compresses for a day or two until the redness goes away,” she said
as she disposed of the line into a metal container.

“Now, we'll get the new line in and then we'll hook up your pump again and you'll be all

n

set.
“Thanks, Maggie. Is that same nurse that put this one in still here2”

“No, she's off today. But don’t worry — we have another lady that does those, and she’s
very good.”

We were ushered across the hall again and put in an exam room. Shortly, a nurse
knocked and entered. She was in a bit of rush, | thought, as she turned on the lamp and
began to unwrap the sterile kit that contained the new line. | watched to make sure she
didn’t drop anything or touch her nose or something. With my immune system
nonfunctional at the time, | didnt want to inject bugs directly into my heart via a
contaminated line. She talked and chewed her gum while she worked, which made me
even more nervous, and sure enough, she touched one glove on the non-sterile table
holding the kit. Luckily, she caught herself, and reached for a new kit. After she opened
this kit, my mind began talking to itself...

“Oh please, slow down and take your time. I've had this once, so | know how easy and
effortless this can be. And please don't pick you nose.”

At last she was ready. | turned away and felt a severely painful attempt to puncture a
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vein.

“Darn it. That thing just rolled away from the needle,” she said as she pushed it in
further, trying to make contact.

“I'm sure sorry,” she said. “These big needles are very uncomfortable.”
“You're telling me! | felt like blurting out.”

“Well, shoot,” she complained as she withdrew the needle. “We'll have to try another

n”

one.

Oh swell, | thought to myself, | have Count Dracula’s apprentice here poking around my
veins with a needle the size of a pencil and now she needs to try another one.

“Ok, honey, here’s another big stick,” she warned as she jabbed again into the tender
flesh of the underside of my forearm.

| jumped again as | felt her pushing and pulling and twisting the needle. | had had
enough blood work done to know when they’ve found the vein, and | could tell she hadn't
been successful with this one either. Lucky for me, she realized that she was through. |
felt her withdraw the needle and place a gauze pad over the wound.

“I'm sure sorry. | know how these things hurt. But your veins just turn and disappear.
We'll have to do something else.”

Maggie appeared and the two of them talked for a moment. Maggie then went over to
the wall phone and punched one of the unlit buttons. She talked briefly, then hung up the
phone and came over.

“We're going to send you down to x-ray and have one of the doctors insert a new line in
through your chest,” she demonstrated by placing her fingertips on a spot just below her
clavicle. “It's a surgical procedure but you'll be awake. After you're done, we need to
see you back up here to get your pump working again.”

She disappeared for a moment and returned with a wheelchair.

“They're expecting you and thought they could get you in right away,” she said as she
helped me into the chair and off we went.
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Gail paused for a moment while we waited for the elevator. | turned my mutilated left
arm over fo reveal a swollen elbow joint and a rapidly discoloring forearm. | tried to
bend the elbow but was met with stiffness and tightness.

“Look at this,” | said to my wife while elevating the arm with my right hand. “Can you
believe thate”

“It's bleeding into the tissue. We'd better have them look at that downstairs,” she
answered.

| was ushered into a large room with machines and monitors all around the edges as
soon as we arrived at x-ray. A tall, slender nurse, clad in surgical blues with a hair net
and mask over her nose and mouth wheeled me over to a table in the center of the room.
Gail was asked to wait in the waiting room. The nurse asked me to try and stand and
she grabbed hold of my right arm and lifted as | stood.

“Hold onto the side of the table,” she instructed, “while | get rid of this chair.”

She returned and helped me get up on the table and she looked down at my swollen left
arm.

“That looks kind of nasty. Let me get an ace bandage to put some pressure on that.”

She went to the side of the room and opened a drawer and returned with a rolled,
stretchy bandage. She wrapped the elbow and taped the end.

“That should help,” she said as she moved to the other side of the table.
“Now, take off your shirt and then lay back.”

| pulled my shirt over my head and swung my legs around and felt her hand under my
head, guiding me to the pillow.

She unfolded a paper sheet with a hole in it and placed it over my torso with the hole
over the site just to the right of my sternum.

“Turn your head to the left, please.”
| turned my head and she covered my face with the corner of the sheet.

“The doctor will be in shortly. He’s going to make a small incision in your chest and
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thread a new line into your heart. It's a short procedure and you should be out of here in
30-40 minutes.”

| could feel her swabbing my chest with something really cold and then | heard a door
open and someone entered. | heard a male voice ask the nurse a few questions | could
not hear and then, after washing his hands, he came over to the table.

“Hi Gary. I'm your doctor and I'm here to put this new line in for you. | have some good
news and some bad news. Which do you want to hear firste”

“I think I'll go for the bad news first.”

“Ok, the bad news is that this procedure has a bit of risk. If | miss the vein going into
your heart, | could puncture your lung. That's not a good thing. The good news is that
I've done 1300 of these and | haven’t missed yet.”

Well, I thought to myself, with my luck today, | could very likely be your first.
“I'm going to deaden the area first so you'll feel a few sticks,” he said as he asked the
nurse for the syringe.

After a few moments, he began.
“I'm going to make a small incision into your chest cavity and then I'll thread this tube into
a vein and then into the top of your heart. You can watch on that monitor above you if

you want.”
| declined.

“After we've got that done, I'll secure the line with a few stitches. You'll have 2 ports,
one for the chemotherapy and one for blood samples. We can leave this thing in for
several months so you won't have to be jabbed in the arm everyday. What kind of
cancer do you have?”

“They call it ‘hairy-cell’ leukemia. It's a very rare type — only 600 cases a year in the
U.S. But they have a 90-95% cure rate with the drug we're using.”

“Great, let's get this done so you can get on with the treatment,” he said.

| felt nothing with the scalpel, but felt the sensation of a wire being pushed into my chest.
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| felt him rotating and bending the wire and began to experience the same sensations of
light-headedness that | had felt during the bone marrow biopsy.

“Are you okay?2” | heard him say.
“Yes, just a bit woozy,” | answered.

“We're going to stop for a minute and let your blood pressure normalize. We're almost
there, just a few more minutes,” he said.

| sighed and closed my eyes. | didn’t know how many more minutes | had in me, but
thought let’s find out.

| felt the pressure again in my chest as the line was threaded into my heart.

“It's in,” he remarked. “Now all we have to do is make sure it's in the right position. If it
rubs the lining of the heart it can lead to inflammation. Then we'll suture it in so it can't

move.”

By this stage, | don't think | was paying much attention. The goal was to hang on long
enough to get out of this place and go home.

After some moving my arm around and several clipping sounds as he adjusted the length
of the new line, he began the suturing. That went rather quickly and after placing a
large, clear sterile bandage over the entire areq, the doctor left after | thanked him and
he wished me good luck.

The nurse retrieved the chair and she wheeled me out to the waiting area. | thanked her
and she patted my shoulder and wished us both good luck as Gail stood up and came

over.
“How did that go2” she asked.

“Mostly okay,” | said. “I only had one bad moment, but I'm okay now. What time is it2”
“It's nearly 6:30,” she said. “Are you getting hungry?2”

“Not really. I'd just like to get out of here.”

“| know. I'm ready to go home too. But first we have to go back upstairs.”
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Maggie was waiting for us in the quiet oncology ward. In fact, we were the only ones
there.

“Well, how’d that go?2” she quipped as we rode in.
“Not too bad,” | answered.
“Let’s get you hooked up again and then you can go home.”

She left for a moment, and then returned carrying the same pump we had used for the
first 3 days.

“We'll just start it again and you'll be all set.”
She cleaned the ends of the line with an alcohol swab, and then looked up into my face.
“You're as white as a sheet. Is something going on2”

“| think so,” | answered. “It feels like the same thing as last Friday night when we had to
go to the E.R.”

And sure enough, the legs began to shake and | became suddenly chilled. Maggie
grabbed a blanket and while she stretched it over my shivering shoulders, she brought
over a portable machine and placed the thermometer under my tongue.

She took it out and | looked up at the red-lettered reading — 39.6.
“Yep, it's happening again,” she said. “I'll give Dr. Virgilio a call.”

While Maggie was on the phone, Gail bundled the blanket tighter and wrapped her
arms around my shaking body.

“Oh, please Lord, take this away,” | heard here say as she attempted to keep us from
tottering over.

Maggie hung up and came over quickly.

“Dr. Virgilio wants you admitted to the hospital. We'll start an IV and get you started on
the antibiotic Dr. Cobb recommended.”

She pulled a bottle of fluid from under the counter and inserted the end into one of the

ports on my brand new line. She then called the pharmacy and ordered the antibiotic. |
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took it orally and we sat for a few minutes, all of us anxious for some change. And sure
enough, after 15 or 20 minutes of the shakes-fewer-chills routine, the thermometer reading
returned to normal and my quivering limbs settled into a mere infrequent tremble. Just like
the first time, the symptoms abated almost as rapidly as they had appeared.

We all sat and stared at each other, wondering if this episode was truly finished or was
just enjoying a brief interlude.

| looked down at my swollen left arm. Even under the bandage | could see deep blue
and purple bruises extending from my wrist to my bicep. And the joint itself was so stiff
that | couldn’t bend my elbow.

“Would you like some juice?” Maggie asked.
“Sure, some orange juice would be fine,” | answered.
It was nearly 7:30 now and Gail and | hadn't eaten since lunch.

Maggie returned with the juice, but | gave it to Gail. My stomach wasn't in any mood to
accept anything right then.  And | wasn't in any mood to spend any more time here if |
didn’t have to.

“Maggie, call Dr.Virgilio and tell her we're going home. If anything happens, we'll call
you right away.”

After a brief exchange, Dr. Virgilio agreed and after reattaching my pump, we said
thanks and goodbye to Maggie, and hopefully to the hospital, for at least the rest of this
day.

Chapter 24

Day 6. It has been three days since our epic adventure at the hospital on Day 3. My
new line is working out wonderfully. We go in every two days for the nurses to change
the dressing and sterilize the area around the opening in my chest. They also take a
blood sample while I'm there through the other port. They have taught me how to clean
and irrigate that port at home, on the days we don’t come in. It is much easier to draw
blood now without having to be stuck every time.
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The white counts are staying around 1.1-1.2, so we still have to be very careful about
washing our hands and our food to avoid catching something. The events of the other
night have not returned. But now | am beginning to feel the effects of the chemotherapy.

The debilitating fatigue is the hardest to deal with. | wake up tired; I'm tired after a
midmorning nap; |I'm tired after lunch; and cant wait for bedtime. And even the slightest
expenditure of energy leaves me exhausted. And yet, despite the overwhelming
weariness, | force myself to get outside every morning and evening for a short walk. |
have decided that | must keep moving, no matter how slight the effort. When | say short,
| mean 10 minutes or so. This is winter time in Colorado, so it takes me 5 minutes to get
on the hat, gloves, and coat. Then | gather up the pump and walk to the end of the block
and back. I'm thinking that these walks at this time are kind of pointless, but it's
something to build on and the crisp, chilly air always feels invigorating.

Eating has become another matter. | have always enjoyed a healthy appetite, but food
now just isn't appealing. Foods that | enjoyed before the chemo now take on the smell of
2-week old leftovers lost in the back of the fridge.

| am subsisting on mainly green tea, oatmeal, fresh apple/carrot juice, bananas, and
crackers. Not exactly your balanced diet, but at this stage, anything that doesn’t make

my stomach hurt is on the menu.

As for what one does all day while tied to a pump - | read, doze, watch movies, and try
to make some sense out of what this whole experience is meaning to me and my family.

On the immediate front, the grandkids are having a hard time figuring out just what is
going on. They can visit only for short periods of time and have to wash their hands as
soon as they arrive. They don’t know what to make of these tube things hanging out of
grandpa’s chest and this pump thing | have to carry everywhere | go. One day they
watched me irrigate the outlet on my new line, which totally freaked them out. And if one
of them is sick, he/or she, isnt allowed to visit. All in all, it's a difficult time for them as
well as for this old grandpa who is used to having grandkids around most of the time.

The rest of my time is spent wondering what it is I've done to warrant such bad luck.

The empirical answer to that question is — nobody knows. The literature I've read via the
internet is inconclusive. This disease strikes 600 people a year in the United States;

mainly men aged 50-55. It is a controllable disease; the drug of choice is 2CDA, the
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drug we're currently using, and no one is really sure why certain people are susceptible
to it.

The area around Grand Junction has a rather high incidence of leukemia in general, and
the oncology clinic where we're being treated has seen 4 cases of “hairy-cell’ in the last
year — a rather high percentage.

In my individual case, my otherwise healthy lifestyle was marred by a severe case of Type
A personality disorder. | was always on the move, doing 2 or 3 things at one time. |
very seldom stopped to eat lunch, and if | did, it was to gulp down my food. My “to do”
list was always full and | was never happy or satistied with myself or the way | did things.
| now realize that these were very destructive traits and habits that led to a very high
stress level. | now realize that | am a recovering perfectionist and have vowed to try and
remind myself to slow down and act with more patience and forgiveness.

| am now also trying to allow myself to let loose of the things that | can’t control or no
longer need to control. This involves simplifying my life, giving up some of the non-
essential activities and saying “no” to those who demand more. It also means that | can
now only do a few select endeavors each day and when I'm tired, | must rest whether the
jobs done or not. It also means that | start and end each day with thankfulness and
humbleness.

And lastly, it means, that if | am to survive this ordeal with any sort of peace of mind, |
am going to have to accept this suffering as a way to uncover true values and character.
To do this | have decided that the anger must leave my mind and that | must learn to
rejoice in what | can do and what | do have. | have decided that despite all that's
happened, | am a lucky person. | now understand that | am surrounded by a very loving,
caring family and friends, and by a very beautiful and wondrous universe. Now, if only |
could get rid of this damn pump.

Chapter 25
“Are you going for a ride today?” Gail asked. It was her usual 8:00 AM call from work.

“Yeah, | think so,” | answered. “Landon and | are going to go for a mountain bike ride

somewhere.”
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“Well, you take it easy, okay?2” she chided me.

“She is always looking out for me, “I thought as | told her | loved her and hung up the
phone.

It had been nearly six months since that terrible night in October when we received the
phone call informing us of the leukemia diagnosis. The line in my chest is gone, the
chemo side effects have long ago dissipated, and all the reactions and problems we'd
had during the treatment are, hopefully, just a distant memory. My strength has begun to
return, my appetite is good, and | have planted a large garden in our back yard. My
goal is to provide as much of our food as possible. Fresh, wholesome food is at the top
of my agenda to help prevent a reoccurrence of the disease.

“Hey Landon,” | yelled from the dining room, “You want to go for a bike ride2”

“Sure,” he answered from the living room as he slurped on the fresh fruit smoothie | had
made for his breakfast.

At 9 years old, he was about at my level of endurance at this stage of my recovery and
we usually did some sort of ride on the Tuesday morning after he had spent the night on
Monday.

“How about we try something new today?” | asked.
“That's fine.”
He is usually very accommodating, | thought to myself — no trouble from that kid.

We dressed up like real mountain bikers — shorts, jerseys, shoes, gloves, and helmets -
Landon, wearing some of my too small clothes from the old days; me, some of the stuff |
was wearing before all this “hairy-cell” business.

We loaded our bikes into the back of the truck, grabbed our H20O bottles and headed
out to 18 Road. Neither of us had been there since all the new trails were built and |
thought we could surely find a short, easy one for a sick, old grandpa and an eager 9
year old.

We drove north of town, past small farms and newer subdivisions.

“See that field over there2” | asked as | pointed out the window to my left.
77



“We used to come out here at night and gather apples when this whole field was full of

trees.”

Landon looked up from his Game boy and gazed out over the alfalfa field. | guess it's
hard to imagine hundreds of apple trees out there when they’ve been gone for thirty
years.

We turned at the stop sign and drove on the pavement until we hit a dirt road. We
bounced along for several miles before we saw the parking lot on the left. | pulled in and
we got out and surveyed the scene. | spotted a single track going off to the east that
looked like it followed the rolling terrain of the high desert before it climbed into the steep

bookcliffs.

“Let’s try that trail over there.”

“Okay.”

| lifted out the bikes, checked the brakes, we buckled on our helmets, and set off.

Landon took off like a jackrabbit — probably because it was the only way to keep up with
the others in his dad’s group.

“Wait up,” | shouted. “Your old grandpa needs to warm up a bit.”

We rejoined and we rode up and down short hills, down into dry creek beds, and thru
pinon and juniper groves. The trail was well packed and we were having a ball.

| stopped after about 20 minutes and we took a rest. Landon chugged water from his
bottle and | gave him a squirt from mine, hitting him in the side of the head.

“That feels really good,” he commented without a hint that he was about to reciprocate. |
was prepared to dodge at any moment, but | guess he valued his remaining H2O more
for drinking than dousing.

“Nice trail, huh2” | stated.
“Yeah, it's fun.”

We pushed off again, riding north towards the steeper hillsides. The trail forked, luckily,
right at the base of the climb and we turned west onto a double track that looked like it
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led us back to our truck through trees and several campsites.

We flew down the road, passing sites with pickups and SUV’s with bike racks on their
roofs and several people sitting around campfires.

We came around a bend and Landon applied the brakes and skidded to a stop. | rode
up next to him.

“Look over there,” he said, pointing to an empty campsite with a still smoldering fire.
“Somebody left their fire burning.”

We wheeled into the campsite, propped our bikes against a nearby juniper, and kicked
dirt on the fire. | reached down and pulled a half burned, still-smoking log out of the fire
and buried it in the sand. Satistied that it was out, we grabbed our bikes and descended
the twisty road back to the truck.

We finished off our H20O, secured our bikes in the back and headed for home.
“Well, that was fun, huh2” | chipped in as we bounced along.
“Yeah, | liked that trail. It was real fun.”

“Good, we'll have to come out again when grandpa gets well and do some other rides,”

| added.

We finally hit the pavement and cruised down the blacktop toward home, sweating and
relaxing, enjoying every minute of our outing together.

Chapter 26

Early summer in the high country has to be one of my favorite times of the year, | thought
to myself as | sat on the front porch of my cabin, sipping hot green tea.

| had been watching two deer quietly nibbling leaves as they lazily made their way
toward my neighbor’s pond for an early morning drink.

| often sat out here in the predawn hours, watching the day unfold. The air is always so
very still at this time of day.
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| had arrived yesterday, done some chinking on the outside of my 25 year cabin project,
and then taken a relaxing walk before beginning dinner. | had gotten tired while doing
the work and had taken a short nap before my walk. | had also gotten tired on the walk
and had to cut it short to make sure of getting back before over exerting myself. This
wasn't like the recovering “new” me, | remembered thinking as | had prepared dinner.
We had received word after the last bone marrow biopsy (taken with a sedative, thank
you) that the “hairy cells” were gone and | should expect complete recovery.

| had progressed toward longer bike rides (up to an hour) and could work in the garden
for an hour or so before taking a rest. All was going according to schedule and | had
made lots of plans for the summer.

| wanted to show Landon all of my old favorite mountain bike trails, and to take all the
kids fishing and boating. | also wanted to finish the chinking on the cabin and | had
even purchased a new chain saw to lay in a supply of wood for the cabin for the winter.

It had felt really good to be gaining strength and stamina with each passing day and my
spirits had been soaring.

Recently bits of doubt had been stealing into my consciousness. Nothing blatant or overt,
just little signs that all was not well.

For one thing, my nights had become interrupted occasionally with the return of the
dreaded “night sweats”. It had been quite a while since | had experienced any of these,
but they were now rearing their ugly heads again.

And my energy levels were tapering off, with some days worse than others.

And, | was experiencing nagging infections again — eyes, sinuses, throat — with treatment
taking a long time to arrest their spread. | had a regularly scheduled appointment for
next week, and | made a mental note to bring up some of these concerns during that visit.

But for now, | moved ever so slightly, hoping the deer wouldn’t notice — they didn't as
they continued nonchalantly on their way. This is the life, | thought to myself. Sitting on
the porch of a house | built myself, using our own trees that | felled and trimmed;
watching deer grazing and the sun coming up. At least for the moment, | was at peace
with myself and the world. In my own mind, it could have been twenty years earlier, long
before cancer, when | could work all day and still have energy to explore the woodlands

80



