





OUR STORY

ONE DAY, AFTER LUNCH

God does not send us despair in order to kill us;
He sends it in order to awaken us to new life.

—HEerMANN HESSE, Reflections

have found that stories, especially real-life stories, have power. The cross-

cultural anthropologist Angeles Arrien calls storytelling one of the “healing
salves . . . It has long been recognized that . . . [stories] return to us the quali-
ties of wonder, hope and awe.” Bill and I have a story, and here it is. Believe
me when [ say we have been there.

One day, after a vigorous noon-hour workout at the local health club, my
husband, Bill, returned to his office, munching on a tuna-salad sandwich. About
thirty minutes later, he walked into his friend Skip’s office and asked for a Ro-
laid, complaining of a stomachache. Thirty minutes after that, he collapsed on
the floor in excruciating pain; paramedics were summoned. I am told the pain
of acute pancreatitis is comparable to childbirth, but I get ahead of myself . . .

After the 911 call, Skip called me. I am a consultant and work from home.

On that particular day I was at my computer, working intently on an analysis of

1 Angeles Arrien, The Four-Fold Way: Walking the Paths of the Warrior, Teacher, Healer and Visionary
(San Francisco: HarperSanFrancisco, 1993).
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employee interview data and, frankly, had not even showered or dressed. I was
still in my pajamas from the previous night. The date was October 23, 2000, a
day I will never forget, as it marked the commencement of a trip into hell that I
feared we would never survive.

It was about 2:10 when I got Skip’s call. He told me not to panic, but wanted
me to know the paramedics were transporting Bill to the hospital. Because this
was an emergency situation, he was taken to the hospital closest to his workplace.

Bill had five of the signs of a medical emergency as defined by the Ameri-
can College of Emergency Physicians: (1) difficulty in breathing or shortness of
breath, (2) chest or abdominal pain or pressure, (3) fainting, (4) sudden dizzi-
ness, and (5) sudden, severe pain.?

Although Bill was in severe pain, he was conscious and talking while being
loaded into the ambulance. Skip told me Bill had asked him not to call me: he
didnt want to worry me. Bill knew, of course, about the many family member
deaths during my younger years, and my terror of a repeat episode. Skip obvi-
ously ignored this request and called me anyway.

I thought it couldn’t be that serious if Bill was still conscious, so I took the
time to finish my interrupted thought about the employee data before I saved
the file. Boy, was that a mistaken assumption.

At 2:18 I showered, threw on some clothes and drove quickly to meet Skip
and another of Bill’s colleagues in front of his office. Since I did not know where
Bill had been taken, I followed them in my car to the nearest hospital. As I came
to expect, the hospital required me to provide insurance information before I
was allowed access to my husband.

Bill was sitting on an emergency room bed, doubled over in terrible pain.
The staff X-rayed his abdomen, drew blood, and did a CT scan. Then they
placed a tube down his throat to drain and remove the contents of his stomach.
His pain would be eased when that was done, they promised, but relief was not

forthcoming.

2 American College of Emergency Physicians, “When Should I Go to the Emergency Department?”,
hetp://www.acep.org/webportal/PatientsConsumers/HealthSubjectsBy Topic/emcare/whentogotoed
.hem.



The emergency room (ER) doctor frequently stopped by to speak with us,
and told me he had asked for a consultation with a specialist. When the special-
ist arrived, he asked me—and Bill, who could not speak through the pain—
how much alcohol Bill typically consumed. I replied he was not a drinker. The
doctor repeated the question, apparently not believing me. I replied, “About
six beers in a banner year.” He then asked me if I knew for certain, adding that
many drunks are good at hiding their drinking.

Having earlier experienced alcoholism and recovery in my own family, I was
aware of this. As a result, Bill and I had discussed alcohol use before ventur-
ing into our relationship some fourteen years earlier. So when the doctor asked
again about Bill’s alcohol use, my patience ran out for the first of several hun-
dred times to come. I stepped in close and told the doctor forcefully that I
knew for a fact Bill was not a closet drinker. I had now answered his question
for the third and last time and we were 70z going to discuss it again! Little did I
know that I would be asked this question thirty more times over the course of
Bill’s illness: alcoholism is the number one cause of his disease.

The doctor finally apologized, explaining that Bill had acute pancreatitis and
would be hospitalized for several days. No food or water by mouth would be al-
lowed until his pancreas calmed down. I later learned that all the medical com-
munity knows to do for pancreatitis is to maintain the patient while the disease
runs its course.

Let’s call this facility “Hospital A” to distinguish it from the three others to
come. Hospital A admitted Bill to its intensive care unit (ICU), hooked him
up to several monitors, and provided a morphine pump to self-administer pain
medication.

One of the monitors to which Bill was connected measured how much oxy-
gen was getting to his body. When the oxygen level was too low, an alarm would
sound. I stayed in Bill’s hospital room that night and the alarm went off some
forty times. In spite of my coaching him to breathe deeply, he was clearly not
getting enough oxygen. The next morning, about fifteen hours after admission,
the same specialist told me that to ensure Bill got enough air, we needed to tem-
porarily place him on a ventilator, a machine that forcibly delivers humidified air

under pressure to a patient’s lungs. This temporary solution lasted six months.
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Bill and I both said, “I love you,” and a nurse asked me to leave the room as
the process could be “upsetting” for family members to watch. Bill was anesthe-
tized into unconsciousness to ease the placement of the tube down his throat,
which connected him with the ventilator. The doctors were still advising me a
five- to seven-day stay was probable.

Over the course of the next week, Bill’s condition continued to deteriorate.
His breathing, even on the ventilator, grew so bad that when the staff had to
transport him down one floor for tests, he desaturated: his oxygen consump-
tion fell far below acceptable levels.

Nurses drew blood at least daily to determine what was going on metaboli-
cally. More and more tubes were placed into my unconscious husband: intrave-
nous ones (“IV lines”) to deliver medicines—drugs I did not yet understand—
and other lines to hydrate and nourish his body.

In those early days, my focus was on what had caused this to happen to a per-
fectly healthy human being. My brother-in-law researched acute pancreatitis on
the Internet, and my sister delivered the printed results daily when she visited.
During his seven months of hospitalization, we explored and discounted every
causal agent of his disease. To this day, Bill is one of the 15 percent of docu-
mented pancreatitis patients whose illness was idiopathic: cause unknown.

Skip and Bill’'s boss came to Hospital A daily and sat with me for hours.
Bill's employer dispatched the company jet to Florida to fly Bill's mother to
the airport closest to the hospital; his children’s air travel was also covered. The
company even covered all of their hotel expenses. I came to understand that
those emloyed by his organization—among many others—did not expect him
to survive.

Bill's prognosis worsened. During the second week, for the first of four times,
Bill “coded”: short for code blue, the hospital special-response code for a heart or
breathing stoppage. His ventilator tube got plugged with mucus and he stopped
breathing. Thanks to his nurse’s rapid response and the coordinated efforts of his
respiratory therapist, he survived.

Now the doctors were saying Bill might have ARDS—adult respiratory dis-
tress syndrome—and one speculated that he might also have congestive heart

failure. So I researched both of those conditions.
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on full life support, still on daily kidney dialysis, and still receiving massive blood
transfusions. He was also being nourished with a feeding tube inserted in his ab-
domen. (A Hospital C doctor had inserted the tube the day before the transfer,
admitting afterward that he might have punctured Bill’s colon in the process.)

Upon our arrival at Hospital D, our final hospital, every department head
consulted on Bill’s case during the first three hours—a far cry from the poorly
coordinated reception he had received at the world-famous out-of-state facility.
The surgeon came to me and said, “Your husband is about as sick as anyone
can be and still be alive.” His assistants scurried around, securing my permis-
sion to operate and advising me of the survival rate: less than 5 percent. At this
point, we were so past probable survival I could barely digest the information.
All'T could do was get a room there for myself, pray, and try to rest up for the
next day: in all probability, Bill’s last day on this earth.

It was Saturday, not a day ordinarily chosen for surgery, but necessary for
this time-critical procedure. Bill was somewhat alert that morning, so I told
him what we were going to do: cut out the growths in his abdomen that were
causing all the problems. I kissed him, silently praying it wasn't goodbye.

Then I joined the thirteen friends and family members who had miracu-
lously showed up to provide support—miraculous in that they had flown from
all over the country with less than twenty-four hours’ notice, miraculous in that
nurses who knew us “three hospitals ago” were present, miraculous in that they
all loved both of us, even though the original friendships had begun with only
one of us. We filled the waiting room, waiting to hear if the 5-percent survival
rate had prevailed with my honey, my husband, my Bill. When the surgeon
emerged following the surgery, his first response was, “Wow! What a crowd!”

As he assured us that Bill had done well throughout the surgery, a collective
cry went up. He described removing four basketball-sized pseudocysts from
Bill's abdomen, then packing it with surgical gauze to absorb the drainage and
let the swelling go down. In two days he would go back to the surgical site to
remove the gauze and close the wound. The surgeon sat with all of us patiently,

answering questions for twenty minutes. We hail this man as the person who
saved Bill’s life.



Even though Bill went septic again that night and on many subsequent oc-
casions at Hospital D, this surgery marked the turning point for his extraordi-
nary recovery. Literally, from the moment he left surgery, Bill began to heal.

Several days after he finally regained consciousness, Bill began to write me
notes. He was so weak that his letters were only about an eighth of an inch high,
and they all ran together. The poor guy couldn figure out why I couldnt read
them! But he was now strong enough to ask the nurse to turn his bed around so
he could see the helipad and watch the helicopters arrive with hospital patients.

He began physical and occupational therapy in earnest. I learned about and
helped with his exercises and was the sole administrator of the same on week-
ends and holidays when the physical therapy (PT) and occupational therapy
(OT) staff was not present.

I learned how to dress Bill’s surgical sites and came to know the names and
understand the purposes of the eleven drainage tubes and pumps implanted in
his abdomen. I learned how to “deep suction” his trach and empty the traps of
water collected in his ventilator tubing. By this time, he had developed MRSA:
multi-resistant (or methicillin-resistant) staphylococcus aureus, also called a
hospital-acquired infection or, in medical language, a “nosocomial” or “iatro-
genic” infection. So now I had to wear a gown, mask, and gloves when in his
room. I had also become quite handy at assisting with patient movement, foot
massage, and boot replacement or removal. The boots are a device placed on
the feet of long-term hospital patients to automatically squeeze and release the
feet, thus preventing blood clots.

My skills and Bill’s condition improved daily, so much so that by early
March—five months after his initial hospital admission—he was strong enough
to transfer out of Hospital D to the rehabilitation unit. Even his kidneys began
working again and, although not perfect, they were functioning well enough
that dialysis could be discontinued.

Always the optimist, I believed Bill's progress was now a certainty, although
he still had occasional line infections and continual feeding tube problems.
Slowly, doctors removed tubes and weaned him off the ventilator. He contin-
ued to improve. In late March, exhausted but comfortable with Bill’s condi-

tion, I went to New Mexico for four days to relax—collapse was more like it.
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On the Thursday after my trip, Bill complained to both me and the nurses
about being quite tired. He was too tired to do his scheduled therapy that day
and the next. Since this was not an uncommon complaint, neither the other
healthcare providers nor I took it too seriously. On Friday, he complained of
a headache and was quite crabby. For once I chose to go home that night to
sleep in our bed because his behavior had worn me out.

At 6:30 the next morning, the phone beside my bed rang. I answered it and
heard a nurse telling me to get to the hospital as fast as I could: Bill had coded
in the rehab unit and been readmitted to intensive care. I threw on clothes and
flew to the hospital. Once I got there, the doctor treating Bill told me that on
a routine middle-of-the-night check, the care partner had come in to take his
temperature and check his pulse, finding him barely breathing. She called a
code, at which point he began having seizures and stopped breathing.

Because of the seizures, the doctors could barely get the ventilator tube down
his throat—his trach opening had grown shut by then. His oxygen level regis-
tered at less than 60 percent, which could mean anywhere between 1 and 60:
the equipment in use was not sensitive enough to measure below 60 percent.
Because the medical team responding to the code could not get Bill’s seizures
under control, they artificially induced a coma. No one could give me a cause
or a prognosis, physical or mental.

Bill was kept comatose and ventilated for six days while the doctors searched
for a medication that would control his seizure activity. For some reason, his
previously injured liver just ate up seizure medications, as it does to this day.

It took four tries, but finally Bill was finally “loaded” with a therapeutic level
of Dilantin, the drug that had controlled his seizures the year before. He was
weaned off his sedatives, and he returned to consciousness.

The next few weeks were ghastly, for Bill and all the rest of us. Bill continually
reported he was in Chicago (we were in a different city). He wanted to go down-
town and get some pizza (he was still NPO, which means “nothing by mouth”).
He insisted on walking to the bathroom “like a man” (he couldn’t even sit up
unaided). He saw and heard a skinny little man under my bed who blew on an
empty pop bottle during the night.



Behind this behavior was some new documented evidence: Bill’s brain was
damaged in the right frontal and temporal lobes. The damage was caused by
suspected endocarditis, a heart-valve infection probably triggered by his MRSA.
The infection had spread and seeded itself in multiple locations of his brain,
causing more infection, seizures, and another stroke. It would be six to twelve
months before we knew the true impact of this horrible episode, the doctors
said. We would have to wait to see if his brain used its capability to regenerate
new pathways.

I never dreamed I would get his body back for him, only to lose his mind.

Bill was confused; he periodically pulled out his tubes. Hospitals are very cau-
tious about using restraints, but I approved the use of soft gloves without thumbs.
Bill figured out how to get those off and soon was trying to get out of bed with-
out help. I had to approve a more aggressive method of restraint: Bill's hands
and feet were tied to the bed. Fortunately and surprisingly, his kidneys continued
working throughout this trauma. His speech therapists, and his occupational and
physical therapists, demonstrated great patience with his mentally limited reper-
toire. Slowly, slowly, Bill came around.

Due to his diligent progress, Hospital D discharged Bill on June 6, 2001, ex-
actly seven and a half months after admission. In order to care for him at home,
I learned how to administer IVs, give shots, dress wounds, and manage seizures
at home. Bill still has a seizure disorder. When he has “break-through” seizures—
particularly severe ones—he is treated by paramedics and at the hospital.

Today, more than six years later, Bill struggles with the reality of a changed
life. The blessings are immense, and so are the losses. He had to wait for over a
year and a half to drive—he had to stay seizure-free for six consecutive months
before he was cleared to drive again. Then he had an accident in my car dur-
ing an “absence seizure” when he was unaware of his surroundings: an episode
caused by taking the generic equivalent of his seizure medication. Although no
one was hurt, he had to wait another six months to drive again. He broke bones
in his feet three times. The factors there were lack of weight-bearing activity
and the onset of osteoporosis from six months of substandard feeding tube nu-
trition. Still, higher levels of nutrition might have placed too much stress on his

newly recovered kidneys: in medicine, the tradeoffs can be complex.
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Bill receives private disability and Social Security, something we never thought
we would see in our lifetimes. Since leaving the hospital, Bill has done extensive
physical therapy; he took up yoga for a time. He still tires easily. He continues
to grapple with balance issues and has lost most of the sensation in his feet. His

Ouk StorY depression and anger can be overwhelming for both of us. But he is alive, and
— there is hope.

One Day For patient advocates, there is a bottom line, and it is this: Never, never give

After Lunch up! There are miracles in the world. I know it, because Bill is one of them. Life

is a gift: seek it.
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