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PATIENTS WHO NEVER LEAVE US
Does the cosmos contain keys for opening up my
diving bell? A subway line with no terminus? A cur-
rency strong enough to buy my freedom back? We
must keep looking. I’ll be off now.

—Jean-Dominique Bauby, 1996

I met Bill twice. The first time was 7 weeks before he
died and the second was the day of his death. As a
neurologist and palliative care physician, I was con-
sulted to clarify Bill’s wishes and, if necessary, help
him die.

Bill had been diagnosed with amyotrophic lateral
sclerosis (ALS) 2 and a half years ago at the age of 34.
He was happily married to his wife Laura and was a
vibrant father of 2 children ages 5 and 10. He lived in
a gray, humble home on the edge of the same town
where he was raised, with family and lifelong friends
close by. He made his living by using his hands as a
carpenter. He had a true zeal for living, spending
time with family and weekend evenings at the local
racetrack.

All that changed quickly. ALS is always cruel, but
was particularly brutal for Bill. Within a year of his
diagnosis, he was in a wheelchair. Within 18 months,
he had a feeding tube; within 2 years, a tracheotomy
for mechanical ventilation. Bill was originally ambiv-
alent about the ventilator. He actually never said
“yes” when he needed it, but he never said “no” ei-
ther, signaling a willingness to confront the unimag-
inable and try life in a new health state.

The turning point was when he could no longer
move his fingers. The last to go was his right index
finger and with that last flicker his ability to move the
joystick on his motorized wheelchair—his gateway
to the world and the last remnant of an indepen-
dence we too often take for granted. The ruthless
progression continued and he soon became “locked-
in.” He lay motionless in his wheelchair with a wash-
cloth inserted in his mouth to help control painful
masseter spasms and absorb the saliva he was unable
to swallow. Other than his eyes, his only movements
were blinking and furrowing his brow.

Although visiting nurses provided respite for 4 hours
a day 6 days a week, his family was the primary care-
giver. His wife Laura worked during the day and tended
to him at night, waking up every hour to adjust his
ventilator or reposition a painful limb. His parents, Me-

lissa and Frank, and his brother Tom tirelessly tended
to his most basic needs in shifts and assumed many of
the parenting responsibilities for his children. Slowly,
his ambivalence turned to clarity, his zeal turned to
dread, and the love for his family and friends grew
stronger. That is when I was called.

My first visit with Bill and his family was on a
cold February afternoon. I visited Bill with members
of his care team that knew him best—his neurologist
and his nurse practitioner. They had been with Bill
since his diagnosis and from recent discussions that
the nurse practitioner had with Bill’s wife and
mother, it was clear that Bill had had enough. His
wife, parents, and brother were present. By blinking
his eyes, a movement-triggered communication
board allowed him to communicate his wishes. The
tearful family meeting reaffirmed what each family
member knew individually as a result of one-on-one
discussions with Bill alone. He wanted the ventilator
removed.

He was explicit about the where, when, and how.
He wanted to be in his home and the date and time
were precise—April 27, at 4 PM. This allowed him to
spend one final week with his children and receive
March’s disability check. He wanted 5 individuals to
be present: his wife, parents, brother, and one life-
long friend, Ted. He also requested to be “asleep.”

We left that day with a feeling of somber accom-
plishment. Bill communicated his wishes, his family
understood and agreed, and we all were satisfied that
no outstanding issues were interfering with Bill’s de-
cision. And I assured Bill that we would medicate
him to help him “sleep.”

During the 7 weeks between the first and final
visit, our team was in frequent contact with Bill and
his family. I called the family the week prior to final
visit to make sure there were no unanswered ques-
tions, hesitations, or changes to the plans we dis-
cussed 6 weeks earlier. There were none.

The morning of Bill’s death was cold and rainy,
and at 9 AM, I received a call from his visiting nurse;
wrong medications and doses were delivered to his
home. I spent the next several hours calling and coor-
dinating with our hospital pharmacy the delivery of
medications to my office where I carefully labeled
and methodically (and very uncomfortably) drew
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sedatives into syringes. Drugs in hand, Bill’s neurol-
ogist, nurse practitioner, and I took a solemn and
seemingly longer than the hour drive to his home.

As we pulled into the driveway, Bill’s children
were playing in the yard. Picnic tables were set up
outside with dirty paper plates and cups upon
them—evidence of a day long event of friends and
family coming to say their last good-byes. His
mother greeted us at the door and ushered us to see
Bill. He lay motionless in his wheelchair, in the same
room, in the same location, and in the same position
he had been 7 weeks earlier. We reacquainted our-
selves with his immediate family and were intro-
duced to Ted.

I sat next to Bill and said “How you doin’, pal?
Hanging in there?” With the washcloth rolled up in his
mouth, he looked directly at me, and greeted me by
furrowing his brow. By the look in his and his family’s
eyes, I knew the plans had not changed. I avoided small
talk as our presence and purpose was so palpable that
the typical social niceties seemed unnecessary and po-
tentially inappropriate. “You ready?” I said and his brow
furrowed in the affirmative. I told him we needed a few
minutes to organize ourselves. This would also give him
time to say his final good-byes.

We set up our mobile pharmacy in the kitchen
where we had full view of the living room through
the kitchen counter and cabinets. His children casu-
ally huddled around his chair and after a brief hug,
were escorted out of the house, one by one, in tears
and in the arms of a family member. The contrasting
commitment to what makes life worth living and dy-
ing for was nearly unbearable, as we nervously sat
preparing the syringes, needles, and saline flushes.

Eight of us gathered around Bill’s chair when the
most heartfelt expression of words I have ever heard
was triggered from his robotic sounding communica-
tion board: “I cannot thank you all enough. I love
you more than you will ever know—with all of my
heart and soul. I thank you for loving me and for
being here to help me through the final stage of this
life.” The next 45 minutes seemed like it lasted both
45 seconds and 45 hours.

I quietly said, “I am going to give you some medica-
tion. It will make you sleepy.” His heavy eyelids closed,
and remained so after several attempts by me and his
family to awaken him. I gazed around the room, looked
into everyone’s eyes, and whispered, “It’s time.” As I
placed my left hand on the ventilator tubing, Bill’s
mother placed her hand gently on mine, and together
we removed the ventilator from his tracheostomy. We
turned off the alarm and watched in silence.

The vigil initially reminded me of an apnea test
during a brain death examination. Bill lay motionless

as his shirt vibrated to the beat of his heart. Five
minutes into the vigil, however, his condition
changed. He slowly opened his eyes, looked around
the room, and grimaced in the only way his muscle
would allow. The quiet of the room was deafening.

We were all as paralyzed as he was, as he stared
deeply into our eyes. Was he suffering? Was he gasping
for breath? Was he saying his last goodbyes? Was he
truly aware? The pounding of my heart was so intense
that I could barely hear his heart as I placed my stetho-
scope on his warm, damp chest. I leaned close, stroked
his hair, saying “It’s okay, your family is right here. You
can go.” His wife kissed his right hand, his best friend
knelt down and clutched his right leg, and within 30
seconds his eyes were again closed.

The vigil continued. Every minute or two I listened
to his heart, hearing what I normally see on a
monitor—progressive bradycardia, increasing ectopy,
and finally asystole. His nail beds slowly turned a gray-
ish blue and his color faded. It would take an additional
20 minutes, nearly 30 minutes from when the ventila-
tor was removed, until I pronounced him dead.

We remained clustered around his chair for the next
5 minutes. The only sound was his dog barking in the
backyard. One by one, we all began to reassimilate into
our roles. I retreated to the kitchen to begin cleaning up
the medical paraphernalia left in our wake. Tom, Frank,
and Ted made their way outside to find comfort from
those family and friends who lingered in the yard after
the picnic. His mother called the undertaker and his
wife remained by his side.

Fifteen minutes later, as rays of sun began to
break though the clouds, a black hearse arrived. The
undertaker handed me a death certificate, which I
completed and signed on the hood of one of the cars
in the driveway. I walked into Bill’s home one last
time, handed the death certificate to the undertaker,
and we began saying our good-byes. Handshakes,
hugs, and “you’re welcome” did not seem appropri-
ate, but we did not know what else to do. So we said
our good-byes as best as we could, extending our
deepest condolences, and knowing that we all shared
one of the most profoundly moving experiences of
our lives. As we pulled out of the driveway and began
our journey home, Bill’s two children were playing in
the yard.

Years have passed since Bill died, but this experi-
ence never leaves me, almost haunts me. I have re-
played the scene over and over wondering if things
could have or should have been different. Could I
have coordinated his care better? Did I truly keep my
promise to Bill that he would not suffer? How many
people take action into their own hands because of
inadequate access to palliative care? If Bill had unlim-
ited resources would his decision have been different?
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There was nothing passive about what I did and the
distinction between the last-resort options blurs in the
cautious and ambivalent mind. But Bill was fully in-
formed and he had every right to refuse his ventilator.
His goals were to be at home, asleep, and surrounded by
family and friends. The least worst option, however,
was to help Bill comfortably die in his home sur-
rounded by those he loved most. I will never be com-
fortable with this request, but I know I must continue
to push the comforts of my own professional integrity
and boundaries to help patients and families find cre-
ative solutions to all their hopes, fears, and suffering.

This experience has taught me a great deal. I
learned that the sense of touch is more powerful than

the sense of sight or sound as listening to a heart stop
with a stethoscope is very different from watching or
hearing it on a monitor. I learned that preparing and
administering medications for sedation and person-
ally removing a ventilator is very different from or-
dering or watching it. I learned that although I help
patients achieve their goals and if necessary, die a
comfortable death, I need to spend more time with
patients and their families at the time of death. These
final moments are foreign to far too many physi-
cians, including, I suspect, to many neurologists.
Finally, by being by Bill’s side and helping him
die, I learned that he likely found the key to un-
lock his diving bell.
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