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THOUGHTS FOR THOSE IN ACUTE NEED OR CRISIS

AYBE YOU’RE FREAKED OUT. Your loved one is hos-
pitalized. Maybe it's a surprise, a shock. Maybe
s/he’s in critical condition in an intensive care unit
(ICU). Maybe terminal. Maybe there’s a decision you have
to make -- perhaps a life-and-death decision. How pre-

pared are you to make it?

You and your family assemble at the hospital -- a
foreboding environment. A teeming, technical, yet bland
place where time moves strangely and what lies ahead is
not explained. You’re left alone with your languishing

loved one, your uncertainties, doubts, and fears.

To ensure that your family’s best interests are served,
you must proactively unearth all kinds of information
by asking endless questions, up front, of virtually every
person who interacts with you in a professional capacity.
To ensure that your loved one doesn’t languish, you must
have that information before each next choice point --
some moment that practically begs for a decision. How do
you get it? How do you know what to ask for? How do you

anticipate when the next choice point may occur?

If this loved one is your last living parent, and if

s/he dies, you may have the double task of closing the
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parental home and beginning to settle the family estate.
A task that, depending upon circumstances, may not be
able to wait another day if you’re half a continent from
your own life and home. The need to begin this work may

arise even as your loved one lies dying.

THIS BOOK OFFERS A COMPILATION OF GUIDANCE YOU WON'T

FIND ELSEWHERE. My experience during and after two ter-

minal hospitalizations taught me that healthcare estab-
lishments neither talk about nor offer the information
you most need to know -- especially what you need to
know to help you in your hours and days of need, whether
your loved one is terminal or hospitalized for less severe
conditions. To the limited extent that institutions talk
about matters vital to you, their communication is not
offered in advance; it usually coincides with some dis-

concerting or agonizing choice point.

f you are your loved one’s designated personal rep-
resentative (known also as proxy, agent, surrogate,
or Medical Power of Attorney) and your family’s values
are like mine, communing with your loved one, receiving
direction from your loved one, and avoiding detrimen-
tal emotional shocks are among your family’s most vital

interests.
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You may need help in making a 1life-and-death decision.

But if you’re not sure what death’s onset looks like, you

won't know that a 1life-and-death decision may be looming.

Unless you happen across an *angel”! in the hospi-
tal halls or during telephone calls, you may be at the
mercy of people who, for various reasons, do not offer
ample guidance, or any guidance, or don't even do their
job well. Perhaps they do their job well but their job def-
inition or professional orientation is limited in scope
and doesn’t reach as far as providing the kind of care
families expect for their loved ones -- the kind of care

we provide for one another.

During two hospitalizations fifteen months apart and
totaling almost six weeks, my family received virtually
zero advance notice of things to come, let alone any guid-
ance. Without notification of what was likely or possible
to happen, we experienced repeated, deep, destabilizing
-- and unnecessary -- shocks. Our equilibrium suffered,
and important opportunities were foreclosed, vanishing
opportunities to commune with and receive treatment
direction from our loved ones. Without guidance, our best
interests were not served by providers or by institutional
staff and representatives. Rather, we had to discover for

ourselves how to have our best interests served, moment
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by moment, time and again -- during the most urgent,

stressful, and vulnerable of times of our lives.

hus, this book. WITHIN A FEW HOURS®* READING, YOU'LL
LEARN WHAT IT TOOK US MONTHS TO LEARN AND PIECE

TOGETHER from disparate sources (years, actually, if
we include my subsequent research and contemplation).
Through these pages, you and I will converse in the peace
and quiet of your own reading environment. Unlike my

family, YOU WON'T HAVE TO LEARN SOLELY ON THE SPUR OF

THE MOMENT, when unexpected choices are conveyed with
no prior notice. As if they would not rock your world. As
if the choices before you weren’t emotional bombs. As if
the casual notification of the need to choose didn’t add
additional shock to the cataclysmic, intrinsic shock of a

loved one down, possibly on their deathbed.

IF YOU ARE IN CRISIS, if right now is your spur-of-
the-moment, I wish I could sit with you and help you per-
sonally. This book will have to be my stand-in. Although
writing a book is primarily a mental exercise, I have
tried to imbuethis one with heart and soul; I hope that at

times you can sense their presence and feel bolstered.

TO SAVE TIME, you may want to skip our italicized

stories that begin each chapter. If you need infor-
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mation you can act on right now and are inclined to con-
sider my suggestions without substantiation, read each
chapter’s ‘“notes,"” summarizations that look like this
following each chapter’s opening story. Then read sec-

tions that address your most pressing concerns.

Afterward, when you have the time, I suggest you read
our stories. The snapshots describe events that occurred
to my family and which could occur to yours. Our stories
are vital to a complete understanding of the narrative;
they will help you identify, understand, and overcome
needlessly stressful situations associated with serious

hospitalizations -- especially those that turn terminal.

Godspeed --

G S
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HE NIGHT MY FATHER DIED, her connecting flight was
I delayed. She was aboard a conveyance that takes untold
millions of living human beings as close to the heavens

as all but a very few will go during our earthly existence.

My wife returned to earth, we surmise, at the very
moment that Dad’s newly-freed spirit may have been making
a voyage in exactly the opposite direction (assuming, that is,
that newly-freed spirits exist and have, or even need, a sense
of direction).

Deborah’s plane was scheduled to land in south Florida at
11:30 p.m. Due to a passenger emergency, it made an unsched-
uled stop en route. Our original plan had me picking her up
at the airport and driving to Dad’s nearby hospice room for
their last communion. I had stayed at his bedside later than
usual, but after learning of the delay, I piloted Dad’s van
through the seventeen-mile drive to his assisted living apart-
ment, where I'd been living for the previous two weeks. There,
I did another round of endless tasks associated with closing a
home half a continent from my own—ijockeying the phone,
notes to myself, financial files, online research, legal queries,
property dispositions, a canned dinner. 1 fell asleep on the floor;
my dad’s hospital-style bed had been returned to Medicare.

Almost immediately, the phone rang. The hospice nurse
breathlessly told me that my dad’s own breathing had

17




18

NOTES FROM THE WAITING ROOM

unexpectedly changed to end stage. In her experience, his
passing might occur at any moment, even though its immi-
nence caught her by surprise. Well, that was my father, 1
reflected. He was a black-and-white type of guy who did not
engage in subtleties, and his dying process mirrored that in
this seemingly sudden turn toward the end.

I made the midnight drive back on empty boulevards,
speeding a little but not as much as I would have liked. I didn’t
want to risk being pulled over and further delayed. The hospi-
tal parking lot, full to capacity during the daytime, was barren
now as I slipped his van into the spot closest to the entrance.

Grimly, 1 hiked up several flights of stairs and strode
through the labyrinthine hallways I'd come to learn as if they
were my new neighborhood. In the soundless hospice wing,
the solitary nurse approached and told me my father had died
twenty minutes earlier.

She expected me to want her hug—or to want to hug her.
Maybe she needed that hug, or to give it, and I regretted that
I didn’t have it in me. I didn’t share that thought with her,
although I wondered in that moment if she thought me defi-
cient as she stiffened from my unavailability. In retrospect, I
surmise that at her lonely post, a midnight guardian of those
who die, she needed a respite from unavailability and stiff-
ness, hallmarks of the remains of the newly departed.

I was not present at my mom’s passing fifteen months
prior, and by the time I'd flown in, her remains were ashes.
I'd never seen or encountered human death. I'd never experi-
enced the evidence death leaves behind. I'd only experienced
the absences of living far away from family visited once or
twice a year and old friends seen once or twice a decade.

Had circumstances been different, my wife and I would
have been present when Dad died, to be with him as his spirit
took its leave. Instead, nineteen days after taking himself into
the hospital, twenty minutes after his passing, I entered my
father’s room alone.



19

New Terms for a Clear Conversation U PSS PR FE PR PR R PR ¥

New Terms To Define Hospital Experiences

NOTES FROM THE WAITING ROOM DISSECTS EVENTS you may encounter dur-
ing a loved one’s hospitalization and death. If things are to go pootly,
chances are this will occur during the last weeks and days of your loved
one’s life. Since approximately fifty percent of Americans die in hospitals,?
Notes from the Waiting Room focuses on what happens in that setting.

During this conversation I introduce a variety of new terms. Famil-
iarity with these terms is key to understanding what can occur when
loved ones’ lives end in hospitals and the nature of hospitalization as we
experience it.

As far as I know only two of these terms are, at the time of this writ-
ing, in general use in the medical world: discontinuity of care and time-
based trial.

While a list of definitions might seem like an unusual way to begin a
book, this list actually summarizes much of what Notes from the Waiting
Room has to offer. The group of terms as a whole provides a framework
for an in-depth discussion of hospitalization in general, and end-of-life
experience in particular, whether in the hospital or elsewhere.
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In addition to clarifying things, the right terminology serves two
other important purposes. First, naming an experience helps us make
meaning of it. Once we begin making meaning of experiences, we can
better assess what we’ve been through. We can begin to figure out how
systems function. Second, naming an experience offers several impor-
tant personal benefits. Our experience is validated; we're not crazy or
wrong. We realize that we're not isolated; we're not alone, either in our
experience or our understanding of it. Naming an experience serves to
formalize and normalize it (i.e., to see something as common rather than
as an exception). Once we understand that our experiences are normal,
we can examine institutional and societal behavior from a place of con-
fidence, rather than sheepishly feeling that something is wrong with us
for having “gotten ourselves” into some problem situation.

Opting to use new terminology makes us proactive proponents,
and components, of change within the system. For example, when pro-
viders and institutions start hearing us refer to ourselves as “patient-
families” again and again, they can’t help but begin to modify their
viewpoint of their customer base. When we inject the term “forecast-
ing” into our conversations in doctors’ offices and at the bedside, a new
level of consciousness and attentiveness is bound to arise over time.
Ask and ye shall receive.

With this in mind, here’s my list of new terms and concepts to use
when discussing the continuum of experiences during hospitalization
and end-of-life.

Redefining Hospitals

The dictionary defines hospitals as places providing medical or sur-
gical care. The trouble is that hospitals and lay people define care dif-
ferently. This mismatch results in turmoil and anxiety when people
experience what hospitals and providers consider to be care. Thus, it’s
useful to explicitly define what hospitals offer. Aside from Emergency
Department services and walk-in clinics, in the context of serious and/or
extended hospitalizations, hospitals provide bodily repair services under the
direction of independent physician-scientists.
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EVERYBODY WANTS TO GO TO HEAVEN; nobody wants to die to get there.
In other words, being dead might not be so bad, but dying may be
needlessly distressing, for both the patient and the family.

The Experiences Behind This Book

THIS BOOK IS NOT ABSTRACT. I have been involved with two deaths—those
of my eighty-year-old mother, Ruth, in January 2004 and my eighty-
four-year-old father, Mort, in May 2005. Both occurred during multi-
week hospitalizations. Both were needlessly distressing.

[ write from my involvement as a son who watched both parents die;
as a personal representative (the designated power of attorney) for both
health and financial matters, making critical decisions (including a life-
and-death decision) on my father’s behalf fifteen months after my moth-
er’s death; and as a trustee responsible for settling the family estate.

In both my parents’ cases, their dying process was rife with unneces-
sary grief. | don't mean the natural grief that accompanies loss. I mean
the needless grief we experience during health crises due to unforeseen
patient-family languishing, unnecessary pain for our loved one, and
requirements to make decisions we may not feel qualified to make—but
which we must make nevertheless. The needless grief was not intrinsic



30 NOTES FROM THE WAITING Room

to the situation (unexpected terminal illness) but was due to shocking
extrinsic (external) causes.

I write as a layperson for lay people. I expose what causes much of
the needless shock (and resulting grief) that can accompany any hospi-
talization and end-of-life experience.

[ am not suggesting that grief be eliminated or is unnecessary. Griev-
ing is part of loss, and healthy grieving is part of healing. In Notes from the
Waiting Room, the focus is not on this natural grief but, rather, on how to
prevent needless grief caused by shocking situations that need not occur.

Nor am I suggesting that every hospitalization past and future was
and will be bad. It is possible to encounter truly caring providers. It is
possible for communication to occur smoothly and for all to be right
with your loved one’s treatment. Such was not my family’s experience,
twice in a row, for the only parents I had.

Had my experience been limited to a single parent dying, I would
not have proceeded with this book. I would have been just another fam-
ily member among millions, griping about inexplicable and troubling
experiences during a loved one’s hospitalization or demise.

My second parent’s demise included more of the same problems for
the family, although different in their causes and details. The family
was similarly impacted, even though we thought we had learned about
hospitalization pitfalls, having lived through our mother’s terminal
hospitalization.

Since these events occurred in different institutions, neighboring
cities, and fifteen months apart, a pattern seemed to emerge. As I consid-
ered our experiences, I set out to learn if they represented the norm.

Because I don't have medical initials after my name, [ want to authen-
ticate myself to you, brief you on my research, and introduce you to the
array of professional helpers who ultimately confirmed my early theses
(they where uninvolved with my later theses, specifically those inform-
ing The Option to Die in PEACE, although some have reviewed it).

Beginning Research
After my father’s death and before starting this book, I engaged in
two levels of research into these matters. The first level was the kind of
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An Antidote to Profoundly Serious Problems
OFFER THIS BOOK AS A GUIDE AND AS A SOLUTION for profoundly serious
Iproblems you may face during your loved one’s hospitalization—
especially if that hospitalization becomes an end-of-life event. Potential
problems include, but are not limited to:
e Institutional practices that are questionable at best and detri-
mental at worst
e Stress and heartbreak associated with not getting information
with which to make critical decisions in a timely manner
e Unquestioned ideas and expectations about what our medical
system provides that shape our experience and add angst to it
e Last intimate opportunities with your loved one infringed upon
or lost
e Bureaucratic runaround
e Unnecessary and harmful shock due to the above
e Enduring a terminal hospitalization because you don’t know
about or understand the alternatives.
This book will guide you to become qualified in advance, learn-
ing how to best represent your loved one by proactively and effectively
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dealing with “the system,” and by offering an alternative to hospitalized
dying and death.

Understanding “The System”

THE SYSTEM MAY BE PERSONAL OR IMPERSONAL. The system shows up as insti-
tutional and personal assumptions, hierarchies, values, ethics, proce-
dures, rules, obstacles, omissions, and intersections of diverse interests.
Contributing factors include:

The patient’s—your loved one’s—mindset, values, and ethics
Your own mindset, values, and ethics

Your family dynamics, values, and ethics

Our cultural milieu (societal and medical conventions)
End-of-life medical entities and concerns—the curative, or allo-
pathic, medical system comprised of doctors, nurses, hospitals,
insurers; and hospice (a system providing end-of-life comfort, or
palliative, care)

Legal entities—the law itself, legal counsel, and governmental
agencies

Funeral and burial choices and entities

Financial entities—banks, retirement fund companies, insur-
ers, the government, and more mundane, day-to-day grantors of
credit or service providers such as power, telephone, and internet
providers (discussed in the companion book, How to Efficiently
Settle the Family Estate).

During and after your loved one’s death, you will likely deal with the
system in its entirety (especially if the deceased is your second parent to
die or your spouse). If you are the legally responsible person, you will
encounter most or all the entities listed above as you grapple with each
phase of your loved one’s journey and the aftermath of their death.

Remember that you and your family are part of the system. This is true
no matter what your viewpoint. To some extent, other entities in the
system respond to your expectations and initiatives, your language and
demeanor. To be sure, many of their activities occur due simply to how
they function.

In any case, dealing with the entities during hospitalization and
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O MATTER WHAT YOUR LOVED ONE IS HOSPITALIZED FOR, s/he is
Nat significant additional risk without your effective personal
representation.

Effective means that you know how to function in the role of per-
sonal representative, and that you do so in ways that make a positive dif-
ference in your patient-family’s experience and outcome.

Effectiveness in this role also requires that a protective legal frame-
work be established around your patient-family by executing a series of
legal forms. Without the suite of five legal documents I call “Power Docu-
ments,” you run a real chance of the system freezing you out of decision-
making. Will it? Who knows—but why place yourself at such a risk?

Thus, we begin with two chapters discussing “front-end” matters.

Chapter 1, “Be An Effective Personal Representative,” examines how to
function as a personal representative in a uniquely challenging environ-
ment, offering numerous steps you can take to ensure that you do.

Chapter 2, “Making Effective Declarations: The Essential Power
Documents,” presents the legal requirements you must meet in order to
be recognized as your loved one’s legal and authoritative voice, without
which you and your loved one could be rendered powerless.
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If you feel particularly eager to delve directly into the everyday
situations encountered during hospitalization or the weightier aspects
of whether even to go, Sections 2 and 3 await you. Chapters 3 through
9 discuss progressively more disquieting and significant situations.
Should you skip to them, I strongly urge you to return here and read
Section 1: understanding what effective personal representation entails
and constructing a secure legal framework around your family’s affairs
are your patient-family’s bedrock foundations, and the only aspects of
hospitalization that are under your sole control.
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HE HOSPITALIZATION SECTION examines a range of incidents that typi-
Tcally occur in hospitals. Some may be known to you; many are prob-
ably not. If you haven't experienced them for yourself, you won't know
about them, because hospitals don't tell you.

I will point out, clearly and uncompromisingly, hospital faults as my
family experienced them. I'll untangle what leads to grave conditions
with grievous consequences, some of which I consider malpractice (as in
“bad professional practices,” distinct from bad medicine, although the
lines do blur). I'll state my conclusions in direct terms.

By the end of this section, you’ll know how to avoid experiences
similar to ours as much as is possible. You'll also understand my fami-
ly’s felt responses to our experiences and why you should avoid our fate.
Although I stated this in the preface, it bears repeating: My goal is that
you understand both intellectually and emotionally the conditions and events
a family is likely to endure when dealing with end-of-life hospitalizations in the
hope that you will act to preclude unnecessary pain.

It would be easy to sidestep criticizing these institutions because
they, and treatment providers who work in them, improve and save lives.
Sidestepping would be wrong, because their way of serving induces angst
among their patient-families. It would be doubly wrong, because for
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those facing end of life, the conditions I'll describe infringe on precious,
irreplaceable moments in the days prior to death.

In critiquing hospitals, it’s important to differentiate between the
services they provide. These include emergency trauma care (the emer-
gency room in the Emergency Department, or ED), walk-in specialty
clinics, short-term stays for acute problems (like broken bones and non-
catastrophic surgeries), and finally, the area this book focuses on: extended
hospitalizations of a week or more, typically near or at the end of life.

Because of the many personal circumstances resulting in hospital-
ization, it may help readers to approach this section with some mental
flexibility. Much of what I present here is applicable to almost any hos-
pitalization. Because any hospitalization can shift from serious to very
serious, one might say this presentation can apply to every hospitaliza-
tion. And because this book emanates from my family’s particularly egre-
gious felt responses during two terminal hospitalizations, my recurring
focus includes profound issues arising during end of life and the weeks
leading to it.

This conversation focuses primarily on the ways hospitals func-
tion and how this impacts patient-families. In this respect, the health-
care industry is like the stereotypical “geek,” a technically skilled person
who’s uncomfortable with everyday social discourse. That’s of little con-
sequence at a dinner party, and of enormous consequence when your
loved one is dying in a geek-like environment—especially when the
institutions proclaim far and wide that they provide loving care (which
is, plainly, false advertising).

Hospitals differ from one another in many ways. These include poli-
cies, staffing, hierarchy, culture, and more. Use the information in this
section as a guide. Ask, ask, ask, to clarify how things work at any insti-
tution your loved one is bedded within.

Chapter 3, “Differing Sensibilities: Care and Communication in Hos-
pitals,” analyzes the schism we experience due to the related issues of
what constitutes care and the communication disconnect between the
medical establishment and laypersons. We will reorient our thinking
about what hospitals are and provide (and to who), so as no longer to be
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E HAVE TOGETHER EXAMINED the nature of hospitals and hospital-
Wizations, with a particular focus on understanding and protecting
ourselves against detrimental, unanticipated impacts on patient-families.

Hospitals, physicians, and the related cast of providers play a vital
and respectable role in our lives. They are ever-present when we need
them, and in many instances we are grateful for their accomplishments
on our behalf.

This does not change their shortcomings, or our experiences due to
them, nor our felt responses when enduring those experiences.

Since we are part of the system, it behooves us to ask ourselves what
we want and expect of the rest of it. The medical world practically pulses
with internal initiatives to change. Yet, hospitals are pounded from with-
out by a public clamoring for reform, trying to resuscitate this nation’s
medical system because the system itself manifests ill health. We may
want to ask ourselves how much change is possible, and whether or not
incremental changes will fundamentally transform the system into
something it currently is not.

Hospitals will provide a hospital experience. How can they not? Expect-
ing something different is like going to a roadside diner with gleam-
ing stainless steel counters, very sharp knives, and a preoccupied staff,
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with the expectation of eating a five-star meal. Even if the diner is
redecorated with a warm motif and its staff trained in attentive customer
service, in the end our overall experience of the meal will be a diner
experience, not a gustatory masterwork.

Dying in an institution will yield an institutionalized death. How can
it not?

We are part of the system, and we are the part that can most readily
change our experience. Doing so requires that we understand fully what is
at stake—because even more things happen during institutionalized dying
than we've uncovered thus far.

We have to talk about death. Straight on. Is doing so distasteful?
Scary? A depressing drag on happiness?

Perhaps it is at first. Just like anything we don’t want to discuss...like
some personal problem between spouses, friends, or adversaries. For as
long as we don’t discuss the problem, it sits there in the pit of our stom-
ach or the set of our neck, shoulders, and jaw. Weighty tension intrudes
on our life. Until finally we let it out and deal with whatever conflict
may ensue (sometimes not any!). Then, we are relieved.

So, too, with discussing dying and death. By opening the conversa-
tion and engaging with where it leads, we can and will relax. We can, to
mix metaphors, get the weight of the unspoken thing off our shoulders
and instead try it on for size, considering which approach may feel right.
We can loosen the set of our jaw with the fluid of our thinking and feel-
ing. By speaking openly about death with one another, we can gain a fresh
appreciation for the lives we are living.

Section 3 presents an uncompromising look at death from a physi-
cal, emotional, spiritual, and practical perspective. Here, we'll consider
our options going forward.

Chapter 8, “Death Looks Like This,” offers a discussion of death as I expe-
rienced it during my father’s hospitalization. Every aspect of effectively
managing hospitalization evolves from the possibility of losing a loved
one during it. Everything presented in Section 2 is thrown into sharper
focus when reflected against the one-way mirror that death may be
likened to. Try as we might, we cannot view what’s beyond that boundary.
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O MATTER YOUR PROCLIVITIES, bringing a little of heaven’s imagined
Npeace into our end days is a valuable personal and societal goal. A
peaceful demise makes sense spiritually, ethically, socially, and econom-
ically. I propose that we make it our business to make peaceful dying the
norm, or at least a normal and supported option. Make viable a pathway
to death that embraces dying as the end of human experience, rather
than the beginning of a medical melee.

Notes from the Waiting Room postulates that because institutions will
be institutions, we as individuals and families must take responsibility
for the nature of our end days and how they play out...that a more natu-
ral way of dying aided by medical technology for pain relief and comfort
will serve everyone involved better than relentless medical intervention
in clinical settings.

Fortunately, the institutions may end up joining in this vision by
adding to their service model in- and outpatient palliative care services
(albeit primarily in response to economic and demographic realities,
rather than an innate sense of mission). Until they do, in a manner and
to an extent that the majority of hospital-goers receive care—whether
curative or terminal—under a palliative umbrella, much needs to change
regarding how hospitals and providers function.
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Section 4 focuses primarily on steps hospitals and medical provid-
ers can take to reform their practice to better humanize their patient-
familys’ experience.

Chapter 10, “Epilogue and Proposals for Medical System Reform,” first
closes my father’s apartment and my family’s personal story, then sets
forth numerous suggestions for medical reform.

In suggesting reform I want to acknowledge that physicians and nurses
have voluntarily undertaken extensive training (for which they may have
accrued substantial debt), and enter demanding professions, through
which they attempt to help their fellow humans in direct and often pro-
found ways. Their patient-families form a kaleidoscope of humanity, and
they never know which type is going to cross their horizon next. They
shoulder responsibilities unknown to many of us.

That said, we will utilize hospitals, even if increasing numbers of us
choose not to die in them (a choice not everyone can or will make). We
ought not abandon the effort to reform the medical establishment any
more than its practitioners (distinct from the insurance industry) would
abandon us—even though we would all be better off if the system aban-
doned dubious notions of what constitutes care, and own up to the reali-
ties of what it can and does provide.

In that regard, Notes from the Waiting Room concludes with thoughts
addressed to medical providers.
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316n91
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for, 53
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Acute need or crisis, thoughts for
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avoiding terminal hospitalization,
243-44
death looks like this, 219-40
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139-141
hospital maze, 162-64
hospitals, care and communication
in, 101-3
Option to Die in PEACE, 243-44
personal representative, 60-61
Power Documents, 79-80
providing care in hospital, 119-20
resuscitation/Do Not Resuscitate
(DNR), 183-84
Administration, hospital. See
Hospital administration
Advance directives, 25, 86
need for, 64-65
See also Living Will; Medical
Durable Power of Attorney
Agent, for Power Documents, 26,
62, 83,91
Agonal respiration, 236

Algorithms
communication, 287—289
diagnostic, 287
Allopathic physicians, 268, 317n101
American Medical Association,
palliative medicine
subspecialty, 246
...And a Time to Die (Kaufman), 255,
304
Anecdotes. See Family anecdotes
Anesthesia, general, DNR order and,
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Asclepius, 103, 312n37
Assisted dying, 248
See also Patient-directed dying;
Self-directed dying
At-home (unattended) deaths,
236-37, 316n82
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37-38
companion book on Estate
Settlement, 309n6, 316n84
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personal representative role, 74
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See Family anecdotes
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Baby Boom generation, 276, 295

Bankruptcy, national, 274

Banners as billboards, 110-11

Beliefs, identifying, 264-65, 317n99

Bias, medical, 267

Blanket, need for, 100

Bodily repair services, 104-7, 291

Body after death. See Corpses;
Death looks like this

Buck, Jari Holland, 108

Burial options, 224, 315n79

C
Caduceus, 312n37
Cancer, terminal diagnosis, 248-49
Cardio infarction (heart attack),
200, 201, 315n72
Cardiopulmonary resuscitation
(CPR), 189, 191
implied consent for 911 calls,
195-96
no-CPR directive, 89
Care, 22, 108-16, 309n5
caregiver stress, 69, 317n102
defining, 103-4, 108-09
discontinuity of, 22, 129-31
in hospitals, 52-53, 108-16
pastoral care, 36-37
provision by family, 126-27
recap, 116
as human endeavor, 105
Mom-and-Apple-Pie, 109, 121, 292
our understanding vs. medical
establishment’s, 105
taking care of yourself, 61 71
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See also Treatment
Caregiver stress syndrome, 71,
317n102
Care team. See Treatment group
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Cell phones, 70, 311n29, 312n46
Certification of death, 237
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167
Chaplain, 139-41, 154-56, 285,
313n55
author’s interviews with, 35-36
defined, 154
as expert communicator, 155
first question to ask, 155
forecasting/ethical assistance and,
154-56
Charge Nurse, 168
Chart
hospital, access to, 69, 311n28
medical, flagging of DNR on, 183,
193
personal representative’s, 69
See also Medical records
Chemical life support, 38, 137-38
Chen, Pauline, 265, 304
Clinical ethicists, 36
See also Ethics
Closest relative, 82
Code Blue, 191
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Coma, 236
Communication, 52-53, 99-16, 291,
292-93
absent and careless, 292-93
algorithms, 287-89
discontinuity of, 129-31, 133
“don’t ask, don’t tell” norm, 72
in hospitals, 108-16
as intrinsic part of care, 103-4
lost opportunities for, 176
Patient’s Bill of Rights and, 72
poor, extrinsic shock and, 37
recap, 116
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significance of, 103-4
what we really need to know from
hospitals, 115-16
who is/should be addressed, 41,
310n19
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defined, 24-25
lost opportunities for, 176, 245
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268-69
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to), 131-34
Condition Critical (Lamm and Blank),
273-74, 305-6, 317nn105-6
Confusion, 234
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care, 290
loss of, 260
reforms suggested, 290
taking control. See Option to Die
in PEACE
transferring, 267-68
See also Option to Die in PEACE
Corporatization of hospitals, 122-24
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father’s remains, 223-25
handling the body, 236-37, 316n82
spirituality and, 225-26
uses for, 224, 315n79
viewing the remains, 226-27
See also Death looks like this
Cost shifting, 254
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Cremation, 238
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as 7 ten-thousandths of lifespan,
263-64, 317n98
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beliefs about, 264-65
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certification of, 237
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factual description of, 223-25

fear of, 261

finality of, 223
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hospitals, managed and timed in
256-58

media depictions of, 227-28,
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medical bias against, 267
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options for, existing, 248-54
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signals of, 231-33
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versus demise, 27
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in, 222-23
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Defibrillation, 189, 193, 314n64
Definitions, 19-27
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Delusions, 235
Demise, defined, 27
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Power Documents, 77-94
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Do Not Resuscitate (DNR)
conversation, 97, 179-212, 287
Code/Full Code/Code Blue, 191
conclusion and recommendations,
210-12
definitions, 189-90
DNR
active status, requirements for,
185-86, 190-91
cardiac DNR, 197
conditional DNR, 197
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emergency/first responders and,
92, 190, 195-96, 314n63
questions to ask, 186-87, 193
treatment goals and, 187-89,
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DNR directive, 185, 189, 190
DNR form, 88-89, 190
accessibility of, 92
definition of, 189-90
differences from Living Will, 190
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submission at hospital
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192-93
definition of, 190
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208-09
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191
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permanence of, 194
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DNR status
emergency/first responders and,
79, 92, 195-96, 314n63
verifying, 192-93
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doctor interpretation, 198
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effectiveness of, 196, 314-15n68
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future choices, 209-10,
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treatment goals and, 187-89
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“Don’t ask, don’t tell,” 72, 211
Double effect, principle of, 264,
317n99
Durability, power of attorney, 83
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active, 309n11
assisted, 248
due to “wrong turn,” 249-50
fear of, 261
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ties, or hospice, 268-69
medical bias against, 267
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patient-directed, 262-63, 265,
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process of. See Demise
self-directed, 248-49
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See also Death; Death looks like this
Dying Well (Byock), 307
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Effective, defined, 57
Emanuel, Linda, 194, 314n67
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doctors, author’s interviews
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need to oversee treatment, 126

percent capable of managing hos-
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interviews with, 32

Futility, concept of, 270

G

Genesis of this book, 29-43

Grave Matters (Harris), 307

Gray zone of indetermination, 255
Gray zones, ethical, 186, 198-21111
Grief, 29-30

Hallucinations, 235
Headset, for cell phone, 72
Healing, 23, 107, 309n3
Health care rationing, 274-75,
316n95, 317nn106-7
Healthcare system
as broken, 51, 310n21
changing, 51
opting out of, 51
understanding, 48-49
See also Option to Die in PEACE
Heart attack (cardio infarction),
202, 203, 315n72
Heavenly days
father’s expression, 276
moving toward, 279-80

Heroic action/heroics. See Heroicism

Heroicism, 269-73, 318n112
contemplating our own passing,
272
defined, 29, 317n103
description of, 269
disenfranchisement/racial issues,
272-73, 317n104

in father’s last 19 years, 271
futility, concept of, 270
prior to terminal hospitalization,
270-72
redefining, 269-73
resuscitation for elderly/infirm as,
192
HIPAA (Health Insurance Portability
and Accountability Act), 25
HIPAA Authorization and Release
document, 69, 85-86
submission at hospital admission,
185
Hippocratic oath, 250, 274
Home, dying at, 268-69
Hospice, 251-54, 269
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thoughts for, 292
Hospital-borne infections, 125,
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family-friendly environment, 127-
28, 146, 150

family involvement in care, 97,
101, 117-36, 144

financial crisis brewing for, 295-96

firing issues, 174-75

Hospital Time, 148, 162, 164-66

“hundred best,” 110-11, 117, 127

insurance and treatment goals,
122-23

leaving, procedure for, 174-75

locations of treatment discussions/
conferences, 128-29

Mission Statement, 111

morgue in, 237-38

as multiracial environments,
169-70

non-provision of care, 31, 36-37

nursing care, 105, 123-24, 312n38

opting out of terminal care/treat-
ment. See Option to Die in
PEACE

Patient’s Rights placard, 111-12

physician-owned, 312n42

redefining, 20, 104-7

religiously based, 155, 312n40

responsibility for problems, 292

services provided, 96

training/skill level of staff, 167-70

types, comparison of, 107-8

what we really need to know from,
115-16
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See also Hospitalization; Hospital
maze

Hospitals, care and communication

in, 96-98, 99-106
banners as billboards, 110-11

brochures and handbooks, 112-13

family involvement in, 97, 101,
117-36, 144

lobby placards, 111-12

naiveté in expectations?, 108-9,
113

non-provision of care, 31, 36-37

print advertisements and website
images, 112

recap, 116

redefining hospitals, 20, 104-7

redefining the patient, 113-15

self-serving communication,
109-13

significance of communication,
103-4

what hospitals communicate,
109-13

what we need to know, 115-16

why we expect care, 108-13

Hospital Stay Handbook (Buck), 108,

303-4

Hospital Time, 148, 162, 164-66

How to Efficiently Settle the Family
Estate (Windrum), 309n6,
316n84

How to Get Out of the Hospital Alive
(Blau), 308

How We Die (Nuland), 309

“Hundred best” hospitals, 108-9,
115 125

Hygiene, hospital breaches of, 125

|
ICU. See Intensive care unit (ICU)
Identification, of 1V fluids and
medications, 126
Imperative to act, 53
Incapacity, 62, 311n24
power of attorney and, 83

Independent physician-scientists

bodily repair services from, 105-7,
291

communication among, 129-30,
312-13n47

communication reforms suggested,
287-89

communication with, 128-31,
312-13n47

defined, 21

thoughts for, 291-93

See also Doctors

Infections, hospital-borne, 125,

312n45

Informed consent, 206, 209
Insurance, 134-36

disability, 135

DNR conversation and, 287

end-of-life issues concerning pro-
gression/regression, 257

“gap” insurance, 134-35

hospice and, 251, 316n89

hospital choice/leaving a hospital,
175

hospital treatment goals and,
123-24

Medicaid, 135

Medicare, 134, 135, 251

pre-existing conditions, 135

private, 135

who pays and how much, 134-36

Intensive care unit (ICU)

access to loved ones, reform sug-
gested, 286

firing considered, 174-75

mother, ICU experience, 174-75

mother’s stay, DNR and extrinsic
shocks, 179-83, 197

mother’s stay, engaging nursing man-
agement, 131-33

mother’s stay, low body temperature,
99-100, 103

Intrinsic shock. See Shock
Intubation, 184, 189, 205-8

alternatives/alternate scenarios,
203-4, 207-8
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extubation, 205
refusal to operate without, 199-
201, 206-8
See also Do Not Resuscitate (DNR)
conversation; Resuscitation
Invasive, defined, 314n65
Invasive mechanized breathing
apparatus, 189
1V fluids, mislabeled, 126

Joint Commiission, The (T)JC), 212
accreditation, DNR conversation
and, 287
hospital hygiene, 127
“hundred best” hospitals, 110-11,
117, 127
Journal, personal representative’s,
69
“Juice”/unjuiced story, 31-32

K
Kaufman, Sharon, 32, 254-58
Kiernan, Stephen, 32, 267

L
Lamm, Richard, 273-74, 317n106
Laryngeal Mask Airway, 208
Last Rights (Kiernan), 32, 267, 305
Last Will and Testament, 90, 312n36
See also Living Will
Lawsuits, 131, 313n48
Lawyers
author’s interviews with, 33
availability/schedule of, 166
elder medical-financial specialty,
135-37
location within residence jurisdic-
tion, 83
for Power Documents, 82, 91, 93
size of law firm, 93
Legislation, for PEACE alternative,
259, 316n94
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Licensing, physician, reforms
suggested for, 284
Life support, 38, 255, 310n17
chemical, 38, 137-38
guidance in Living Will, 90
Living Will, 25, 86-88
accessibility of documentation, 92
adding Medical POA contents to,

86
DNR form, differences from, 190,

194-95
DNR statement/directive in, 189,
190
issues to consider, 87-88
renewal/re-execution of, 88
submission at hospital admission,
185
versus Last Will and Testament, 86
versus Medical Power of Attorney,
88
Lobby placards, 111-12
Lost opportunities, 176, 245

“Machine” terminology, 245
Malpractice, 95
shock due to absence of forecasting
as, 144, 292
Meaney, Mark, 32, 155
Media depictions of death, 227-28,
315n80
Medicaid, 135, 212
See also Insurance
Medical anthropology, 32, 309n12
Medical bias, overcoming, 267
Medical chart. See Chart
Medical Durable Power of Attorney.
See Power of Attorney
Medical ethicists, 36, 131
healthcare rationing, policy devel-
opment, 274, 317n106
Medical ethics, 32, 144, 201
forecasting and, 141
non-recognition of DNR as breach
of, 194
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See also Ethics
Medical mistakes, 106, 312n39
non-recognition of DNR as, 194
Medical providers, thoughts for,
291-93
Medical records
access to, 69, 311n28
HIPAA Authorization and Release
and, 69, 85-86
Medical Power of Attorney and,
87-88, 311n32
See also Chart
Medical system reform. See Reform
Medicare, 134, 135, 212
hospice benefit, 251
See also Insurance
Medications, mislabeled, 126
Mending Bodies, Saving Souls (Risse),
308
Metaphors
author’s use of, 316n88
as a way of understanding the
world, 316n88
canyon as death state, 241-42
crucible, end-of-life experiences as,
71, 175-77, 246-47
father’s crude metaphor, 58
getting the weight off, 216
heroicism as crucible, 269-70
metaphorical pond, end-of-life
navigation/tossing waters,
246-47
metaphorical pond, Rilke’s son-
nets/Eldorado Canyon, 241-42,
247
metaphorical pond, ripples in,
49-50
metaphorical stone/renewing
cycle, 232
water, as life-death, 242, 247
water, Ten Tenors, 282
water metaphor/brush with super-
natural, 283-84
water metaphor/living in Dad’s apart-
ment, 281-83
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Mislabeled IV fluids and
medications, 126

Mistakes, medical, 106, 194, 312n39

Mistreatment, father’s inflamed
wrist and, 171-72

Mom-and-Apple-Pie care, 109, 121,
292

Morgue, hospital, 237-38

Morphine patches, 248-49

Mortuary, 237, 238-39

MRSA, 125, 312n45

N
Naiveté of expectations,
questioned, 101, 108-9, 113
Naropa University Conference
(2007), 269, 272, 317n101
National Institute of Medicine, 212
Netherlands, assisted dying in, 248
New terms, 19-27
911 calls, 195-96
No-CPR directive, 89
Non-institutionalized dying,
defined, 26-27
Nurses
author’s interviews with, 33
Charge Nurse, 168
as communication/information
resource, 130, 312-13n47
firing, 170, 171-74
Licensed Practical/Licensed
Vocational Nurse (LPN/LVN),
167
Registered Nurse (RN), 153-55, 167
RN as patient liaison/advocate,
153-54
thoughts for, 292
training/skill levels, 167
See also Nursing care; Nursing
management
Nurse’s Aide (Certified Nursing
Assistant/CNA), 167
Nursing care
caseloads, 123
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corporatization of hospitals and,
123-25

as hospitals’ primary mission, 105,
312n38

production-line model, 123-24

question on gaps in, 147

reduced patient contact, 124

responses to stress, 124, 312n44

sicker patients and, 124-25

Nursing management
complaining to, 131-35
positions/duties, 167-69

(o)
Operate or die snafu, 198-201, 205-
8, 263, 289-90
Option to Die in PEACE, 26, 241-77
as a choice, 259
contemplating our own passing,
272
cost of hospitalized dying, 268
definition of terms in PEACE acro-
nym, 258-59
disenfranchisement/racial issues,
272-73, 317n104
dying at home, in home-like com-
munities, or hospice, 268-69

eligibility to die in PEACE, 259-60,

290
existing end-of-life options,
248-54
dying expectedly due to “wrong
turn,” 249-50
dying in a planned manner,
248-49
dying under palliative care,
250-51
euthanasia, assisted dying, or
self-directed dying, 248-49
hospice, 251-54
sudden natural or accidental
death, 248
suicide, 248
fears, identifying and overcoming,
260-62
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fear of death, 261-62
fear of dying, 261
fear of losing dignity and
control, 260, 317n96
fear of pain, 261
heroic action, reframing, 269-73
hospitalized death, nature of,
254-58
abandonment concept, 257,
316n92
death brought into life, 255-56
gray zone of indetermination,
255
management and active timing
of deaths, 256-58
moving things along, 257,
316n93
identifying your beliefs, 264-65,
317n99
medical bias, overcoming, 267
natural death, 262
patient-directed dying, 262-63,
265, 317n97
peaceful demise example, 265-66,
317n100
PEACE (Patient Ethical Alternative
Care Elective), 258-59
imperative for, 273-76
need for, 254
overcoming obstacles to, 260-69
recap, 276-77
7 ten-thousandths, 263-64,
317n98
the system, we are part of, 275
taking control of our deaths,
258-60
transferring control, 267-68

Oregon, assisted dying in, 248

Pain

fear of, 261
as fifth vital sign, 251, 286
management in hospice, 248-49
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management under palliative care,

250-51
morphine patches for, 248-49
relief, addiction and, 250-51, 261
relief, loss of consciousness and,
250

Palliative care, 246, 250-51, 316n87

addiction and, 250-51

allopathic physicians and, 268,
317n101

definition of palliative, 250

eligibility, reforms suggested for,
290

future of, 250, 295-298

loss of cognition and, 250

outside of hospitals (Option to Die

in PEACE), 258-59
palliative care team, 252
training for doctors, 284
Palliative medicine, 246, 284
Pastoral care personnel, author’s
interviews with, 35-37
Patient. See Patient-family
Patient advocate, 23, 114, 152-53,
157
need for, 126, 144
See also Personal representative

Patient-directed dying, 262-63, 265,

317n97

Patient-Directed Dying (Preston), 32,

305
Patient Ethical Alternative Care

Elective (PEACE). See Option to

Die in PEACE
Patient-family
defined, 21
family provision of care, 126-27
oversight of treatment, 127
redefining the patient, 113-15
resources, reforms suggested for,
285
treatment, reforms suggested for,
286-90
See also Personal representative;
Reform
Patient liaison, 23, 139, 152-53

author contacted during father’s
hospitalization, 157, 201, 202

author’s interviews with, 33

See also Personal representative

Patient representative. See Personal

representative

Patient rights, 32, 171, 315n77

hospital Patient’s Rights placard,
111-12
Patient’s Bill of Rights, 72

PEACE (Patient Ethical Alternative

Care Elective). See Option to
Die in PEACE

Personal representative, 57-76

cell phone for, 70, 311n29

as champion of loved one’s wishes,
63-65

defined, 22-23

designation as, 62

documentation/records, 68-70

effectiveness, aspects of, 63-71

effectiveness, defined, 55

family benefits of, 73-74

financial representation, 65

functions of, 62-63

importance of, 72-75

information needed from hospi-
tals, 115-16

journal of, 69

legal interpretation of, 30

need for, 63

personal “chart” of, 69

for Power Documents, 62, 83, 91

question-asker role, 65-68, 72-73,
74-75

recap, 76

taking care of yourself, 71

tape or digital voice recorder for,
69-70

time demands on, 70-71, 73

who not to complain to, 131-34

who to talk to, 139-31

See also Power Documents

Physicians. See Doctors;

Independent physician-
scientists



INDEX

Picking the air, 232-33, 235
Plain folk, 33
Planned dying, 248-49
Plastinization, 224, 315n78
Power Documents, 77-94
acceptable documentation, 92-93
acceptance, state laws and, 82-83
accessibility of documentation, 92
agent/personal representative des-
ignation, 62, 83, 91
consequences of having or not
having, 81-82
defined, 25-26
durability, 83
effectiveness/validity of, 90-91
essential, 81-84
Do Not Resuscitate (DNR) form,
53, 88-89
Financial Durable Power of
Attorney, 25, 89-90
HIPAA Authorization and
Release, 69, 85-86
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access to medical records, 84-85,
311n32
agent/personal representative
designation, 22, 62
lack of, consequences, 82
renewal/re-execution of, 84
submission at hospital
admission, 185
versus Living Will, 88
POA abbreviation/acronym, 83
property (financial), 25, 89-90
agent/personal representative
designation, 22, 65
annual re-execution, 84
death of principle (loved one)
ends power, 89-90
documentation accessibility, 92
lack of, consequences, 82
proxies/agents named in, 22, 83
renewal, need for, 84
renewal/re-execution of, 84
See also Power Documents

Living Will, 25, 86-88 Pre-need contracts, 238, 239
Medical Durable Power of Preston, Tom, 32, 262, 265, 317n97
Attorney, 25, 84-85 Prognosis, 23, 143

granting the right powers, 91
hospital admission, forms to sub-

versus forecasting, 141, 145-46
See also Forecasting

mit, 187-88 Proportionality, principle of, 264,
law firm, size of, 93 317n99
lawyer versus online forms for, 82, Proxy, 26, 83
91, 93
original versus copies, 92
recap, 94 Q
renewal/re-execution of, 84 Questions, 65-67

signing and witnessing, 91

with and without, what happens,
81-82

Power of Attorney

agent/personal representative, 22,
83

definition/description, 83

durability, 83

medical, 25, 84-85
accessibility of documentation,

92

asking the right people, 73

asking your loved one, 68

DNR conversation, 186-87, 193

as documentation, 68-70

end-of-chapter prompts, 75

for hospital, DNR conversation,
186-87

hospitalization, front-end (fore-
casting), 146-48

if/else, 287

for nursing staff, DNR conversa-
tion, 191
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Patient’s Bill of Rights and, 72

question-asker role, 67-70, 74-75

question-asker role, building com-
fort with, 76-77

“what if?,” 68-69, 75

See also end-of-chapter prompts

R
Racial issues, 169-70, 272-73,
317n104
Rationing, health care, 274-75,
316n95, 317nn106-7
Reading recommendations, 303-8
Records, medical. See Chart; Medical
records
Records, personal representative’s,
68-70
Reform, 273-74, 284-90
of end-of-life options, 256, 273-74
hospice/palliative care eligibility,
290
hospital administrative (recording
of deaths), 285
of medical system, 246, 273-74,
284-90
patient-family autonomy, 290
patient-family resources, 285
ethical resources in hospital, 285
on-call ethical assistance, 285
patient-family treatment, 286-90
abandonment of treatment,
inquiring why, 289-90
communication algorithms,
287-89
control over dying, 290
disclosure about resuscitation,
287
effective pain management, 286
forecasting, 286
ICU access, 24/7, 286
monitoring for symptoms of
dying, 287
physician training and licensure,
284
end-of-life training, 284
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palliative training, 284
See also Option to Die in PEACE
Refusing treatment, 111
leaving a hospital, procedure for,
174-75
Registered nurse (RN), 153-54, 167
Religiously based hospitals, 155,
312n40
Religious personnel
author’s interviews with, 35-36
hospital chaplains, 139-40, 154-
56, 285, 313n55
hospital mission directors, 106,
155, 312n40
Representation, effective, 55-76
See also Personal representative;
Power Documents
Responsibility for problems, 292-93
Resuscitation, 52-53, 88, 187-96,
311n34
coding (Code/Full Code/Code
Blue), 192
conclusion and recommendations,
210-12
definition/description, 189, 314n64
disclosure about, reform suggested,
287
DNR. See Do Not Resuscitate (DNR)
conversation
effectiveness of, 196, 314-15n68
ethical gray zones, 196-211
future choices, 209-10, 315nn75-6
no-CPR directive, 89
practicalities and legalities of,
189-96
provider viewpoints and, 204-8
real life, messiness of, 193, 314n66
recap, 212
stopping, after it is started, 192-93
treatment goals and, 187-89, 205
unexpected circumstances, 197-
201
See also Do Not Resuscitate (DNR)
conversation
Rilke, Rainer Maria, 242, 247, 283,
316n86, 318n109
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Roles
caregiver, 71, 119
dual/multiple, 59, 74
question-asker, 65-67
Rounds (doctors’), hours of, 41, 147,
162, 164, 165, 314n58

S
Schiavo, Terri, 150, 185, 1886, 255,
314n62
Self-directed dying, 248-49
See also Patient-directed dying
Self-restraint, diminished, 235
7 ten-thousandths, 263-64, 317n98
Shock, 37, 142-45
absence of forecasting and, 139,
142, 144-45
definitions, 24
extrinsic, 24, 143-45
abrupt communication and, 143
absence of communication and,
103-4
acute effects of, 143-44
DNR snafus, 179-82, 196-201
harm of, 144, 284, 293
impact of accumulated, 175
as improvised explosive device
(IED), 175, 314n60
poor communication and, 37
intrinsic, 24, 142-43
toll on family, 74
unnecessary, 139, 143
See also Forecasting
Snafus, DNR, 196-201, 289-90,
315n70
See also Do Not Resuscitate (DNR)
conversation
Social worker, 153
Sonnet II:X1V (Rilke), 283, 318n109
Sonnets to Orpheus, The (Rilke), 242,
247, 308, 316n86
Specialist liaison, 153
Spouse, access to medical records,
69, 311n28
Stiff (Roach), 308
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Stress, caregiver, 71, 268, 317n102
Suffering/bodily distress, 164,
314n57
Suicide, 248, 262
moot for the terminally-ill, 262
Surgery
delays in, 164
intubation and, 199-201, 205-8
“operate or die” snafu, 198-201
Power Documents and, 81
recission of DNR order during, 194,
199-201, 207
who performs?/who is in OR?,
168-69
Symbolic language, 235
“The system,” 245
as a moving target, 295-97
changes in, 245-46
patient-family as part of, 275
reform of, 246, 273-74, 285-90
understanding, 46—47
See also Healthcare system

T
Taboo subjects, 243-44
Tape recorder, 69
Technician, nursing, 167
firing, 171
Ten Tenors, 282, 318n108
Terminology/definitions, 19-27
Terri Schiavo case, 150, 185, 186,
255, 314n62
Testing, delays in, 164
The Joint Commission. See Joint
Commission, The
Theses of this book, 36-37
3 Secrets Hospitals Don’t Want You to
Know (Meaney), 32, 155, 304,
318n111
Time
active timing of hospitalized
deaths, 256-58
for body to respond, 164
compressed time frame, 270
in crucible, 263-64, 270, 317n98
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delays in hospitals, 168
demands, for personal representa-
tive, 70-71, 73
of doctor’ rounds, 41, 147, 162,
164, 165, 314n58
elasticity of experience, 245
Hospital Time, 148, 162, 164-66
self-directed dying and, 249
Time-based trial, 25, 204-5, 211, 289
To Die Well (Wanzer), 309
Training, physician, reforms
suggested for, 284
Treatment, 105
abandonment of, questioning,
289-90
discussions/conferences, 128-29,
141
goals, resuscitation and, 187-89
hospice and, 252
need for family to oversee, 126
plan, 145
reforms suggested for, 286-90
refusing, 111
term use, 22
who provides?, 147, 167-70
See also Reform
Treatment group, 97
conflicts/impasses with, 150
defined, 22
end-of-life decisions and, 256-57,
316n93
forecasting and, 145-46
language/conversing with, 69
number of clients/case load, 107
Power Documents and, 81-82
See also Hospital maze
Trusts (legal documents), 90
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“Unsayable sum” of moments, 242,
316n86

Un-word, 27, 309n10
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Uustal, Diann B., 32, 141, 203
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Variables, 51

Ventilating. See Intubation

Veterans, internment in VA
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Vital sign, pain as, 251, 285

Voice recorder, 69-70

w
Will (Last Will and Testament), 90
relative cost of, 90, 312n36
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