ADVANCE DIRECTIVES and Healthcare Decision-Making

Making healthcare decision in advance is challempgooth because future
circumstances in which decisions may be necessamyr&known, and because
healthcare language and issues in healthcare olegisaking are unfamiliar. Yet we
can prepare ourselves and our loved ones by tatdmogt key issues and preferences.

A Glossary of Words and Phrases
When completing an Advance Directive and talkinghwvaeople we want as surrogate

decision-makers, clarification of some language @mtepts may help us to better
identify and discuss relevant personal preferenétse are brief explanations of
some key concepts. Talk about these with yourdawees. Ask your physician,
nurse, social services representative or healthadaplain for further information.

“Advance decision-making” refers to

decisions about healthcare alternatives {o

guide future care, including emergency

“Agent” or “Attorney-in-fact”

IS a person
legally appointed through anD&%ANCE
DIRECTIVE or DURABLE POWER OF

treatment. Advance healthcare decisiorls ATTORNEY FORHEALTH CARE to make

are often somewhat general in scope,
stating broad values, preferences and
goals, but can be designed to address
one’s specific medical and life
circumstances.

“Advance Directive” and “Durable Power
of Attorney for Healthcare (DPA-HC)”
are verbal or written communications to
doctors and others stating your
preferences for healthcare decisions that
may be required in the future. Other
examples of written directives are a
“Living Will” or “Directive to Physicians”
which are usually general statements
requesting “no heroics” or “comfort care
only” in a terminal illness. An Advance
Directive or Durable Power of Attorney
legally authorizes asUBSTITUTE
decision-maker” or AGENT” to speak for
you when you cannot speak for yourself
and usually includes statements about

your healthcare preferences to guide yopr

AGENT. It is very importanto talk about
your healthcare preferences with your
AGENT in addition to any written

statement. Your doctor(s) should be tolg
about your Advance Directive, your
healthcare preferences, and the name of
your AGENT.

==

decisions for another person.

“Artificial nutrition and hydration” is

nourishment provided by tubes placed into
the stomach through the nose and throat
(“naso-gastric or NG tube”), or into the
stomach or intestines through the skin
(“PEG tube”), or directly into a vein

(“IV"). “Hyper-alimentation” or “TPN" is
delivery of specialized high-tech formulas
that provide complete nutrition through an
intravenous line directly into the
bloodstream. Artificial nutrition and
hydration do NOT include giving food or
water by mouth with a cup, spoon, baby
bottle, syringe, or drinking straw. A
patient with no chance of recovery who
cannot swallow may receive no desired
benefit or comfort from tubes delivering
artificial nutrition and hydration, which do
involve some risks and may be seen as
only delaying a natural death or
prolonging suffering.

“Benefits and Burdens” of a treatment

refer a particular treatment’s process and
results for a patient judged in the light of
that patient's values and desires.
“Benefits’ can include reversal of a
disease process, recovery of a physical or
mental function, or relief of pain.
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“Burdens’ can include risks, discomforts
and costs that must be borne to receive
treatment. Itis possible that the same
treatment, or treatment result, might be
judged by one person as a “benefit” and
by another as a “burden.” For example,
treatment with a low chance of success
(“high risk” treatment) might be seen by
one person as acceptable but by anothe
unacceptable, due to different personal
values and needs. Even routine lab

studies, blood transfusion and antibiotics
may not provide benefits and may impos

burdens.

“Best Interests Decision”is a decision mad
by asuBSTITUTE decision-maker on
behalf of a patient when there is no direq

evidence of the patient's own preference.

A treatment decision made “in the best
interests” of another person should be
based on whether there are mBEAEFITS
thanBURDENS expected from the
treatment in the presumed perspective @
the patient. If the patient's values are
known, for example through remembere
conversations or an ‘BVANCE
DIRECTIVE,” then it is possible to make a
“SUBSTITUTED' or “PROXY" decision.

“Capacity / Incapacity” refers to the ability
of a person to make and communicate g
informed choice (see NFORMED
CONSENT’) about a particular decision. A
person's capacity to make healthcare
decisions is specific to the need for a
particular healthcare decision, and does
not require, for example, the ability to
balance a checkbook or name the curre
date or President. The capacity for
communicating a decision usually does
include an ability to give some reasons,
based upon personal values and
preferences, for the decision. However,
the reasons do not have to convince oth
— giving reasons is simply evidence that

,  the choice has been carefully thought over
the in the light of one's personal values.

“Competence / Incompetence’are terms
often used to mean the same as “capacity /
incapacity.” “Incompetent,” however, is
a  also a legal term meaning that a judge has
made a legal determination that a person is
incapable of making certain decisions and
Sneeds an appointed “conservator” to make
those decisions. A “conservator of the
person” can be given authority by a judge
to make medical decisions.

ra
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’Q‘CPR” or “Cardio-Pulmonary
Resuscitation”is an attempt to restore
heartbeat or respiration when either of
these vital functions “arrests” or stops.
CPR can include any or all of several
different methods: 1) chest compressions
— by hand or machine, to circulate blood
(this often breaks a patient’s ribs); 2)
assisted breathing — through a tube in the
windpipe and use of a respirator or
ventilator to pump air into the lungs; 3)
intravenous (IVV) medicines — to stimulate
heartbeat; 4) electrical shock — to stabilize
irregular heartbeat. CPR was originally
designed for unexpected cardiac arrest in
otherwise healthy people, and is often
ineffective for patients with already
compromised health.

“Extraordinary / Ordinary” is an older
ethical language no longer useful (now
replaced by BENEFITS/ BURDENS) in
determining appropriate treatments. Many
‘ordinary’ treatments and diagnostic tests
in modern healthcare may offer no
BENEFIT and may increase or prolong
suffering by interfering unnecessarily with
natural dying.

“DNR”, “Do Not Resuscitate, “DNAR”,
“Do Not Attempt Resuscitation”, or

rs ‘No Code” is a decision written by a
physician not to use cardio-pulmonary

U

—h

d

n

\

nt

e

resuscitation (CPR) if either heartbeat or
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respiration stops. It is part of a shift of | “Informed consent” is better called
direction from curative care toward care(to “informed decision-making” for it means
“Support Natural Death”. A “DNAR” either accepting or declining a particular
decision is usually written in a hospital treatment, after appropriate medical
record as a doctor's order when death i  information and recommendation. In a
accepted as the natural outcome of carg or life-threatening emergency consent to

Is imminent and the medical situation provide immediate treatment is presumed;
makes emergency resuscitation efforts otherwise, the patient’s consent is required
unlikely to succeed in providing any by law for all medical treatments. The
lastingBENEFIT. (A “Pre-Hospital DNR doctor's responsibility in informed

Order” is a physician order recognized decision-making is to provide to the
outside the hospital by emergency patient (OrSURROGATE/ AGENT of the
responders, so that ambulance transport of patient) understandable information about:
a patient to a hospital can be initiated (1) the facts of the healthcare situation, (2)

without otherwise automatic CPR effort§  the options or choices available, (3) the
in a medical emergency.) A DNAR order likely effects of each option, including the

=

does not mean that other medical possibility of no treatment, and (4) a
treatments will not be used when recommendation. The patient's (or
appropriate. Itis even compatible with AGENT'S) responsibility is to get enough
aggressive medical interventions, clarity about the healthcare situation and
including surgery, when these offer hope the doctor's recommendation to weigh the
of significantBENEFIT. However, a DNR BENEFITSandBURDENS of each alternative
order can be — and most often is — writtgn in light of the patient's personal values,
along with additional orders such as then to make and communicate a decision.
“COMFORT ORPALLIATIVE CARE Only” OF | «| jfe_prolonging procedure” or “life-

No intensive treatment” or "No support system”is any medical means to
hospitalization”. sustain, restore, or supplant a vital bodily

“Durable” in regard to a Power of Attorney,  function (ie, one essential for life). A life-
for Health Care means that the authority  prolonging procedure may help a person
of theAGENT will “endure” beyond the survive an immediate threat in order to
time when the signer of the document (the recover, may be a continuing necessity for
“Principal”) can make and communicate survival, or may only artificially postpone

his or her own choices. In fact, tReENT the moment of death — or may simply be
usually onlyhas decision-making ineffective.

authority when the Principal is unable 10| « jmited time trial” refers to a decision to

speak for himself or herself (though inan 3 particular treatment for a defined

ADVANCE DIRECTIVE the AGENT can be period of time, in order to test its

given authority that begins immediately)|  effectiveness in reaching a defined goal.
“Futile treatments” are, in the strictest use Defining a goal and time period for

of the term, treatments known to medicdl treatment is particularly helpful in making

science to be physiologically ineffective.|  decisions about the prolonged use of life-

Physicians should not offer, provide or support systems.

continue futile treatments. “Palliative” or “comfort care relieves or
prevents pain and discomfort, assures

—
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hygiene, and supports personal dignity.
Palliative care includes medications and
also wholistic and patient initiatives such
as exercises and lifestyle changes,
relaxation skills, meditation, music and
massage. Palliative care may be part of
supporting natural death, or part of

aggressive curative or rehabilitative care.

Hospices are centers of expertise in
palliative care.

“Persistent Vegetative State (PVS) )" and
“Brain Death” are not the same. Both
are usually due to a lack of oxygen in th
brain for a few minutes. “Brain death”, i
which the entire brain including the brairn
stem is irreversibly dead, is a legal
definition of “death” in most state2VS
Is a condition in which the brain stem is
alive, though the cerebral cortex is
irreversibly dead. The brain stem contrg
many basic “vegetative” body functions,
including regulation of heartbeat, blood
pressure, body temperature, breathing g
the sleep-wake cycle. PVS is sometime
called an “open eyes coma” because s
“waking” (eyes open) state exists
simultaneously with a permanent loss of
any ability to think or intentionally

respond to the outside world (“coma”). If

nourishment is provided by tubes, and
occasional infections are treated with
antibiotics, a patient in PVS can continu
for years or decades.

“Substituted” or “Proxy” decisions are
decisions made bysUBSTITUTE
DECISION-MAKER based on wishes
previously expressed by the patient
through an AVANCE DIRECTIVE and/or
from conversations. When the patient's
own wishes are unknown, decisions mu
be based on thesEST INTERESTS of the
patient.

“Substitute” or “Surrogate” decision-

197
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maker is a person who makes decisions

on behalf of another. The substitute
decision-maker might be amGENT”
authorized by the patient either orally or
by an ADVANCE DIRECTIVE or DURABLE
POWER OFATTORNEY, a “conservator”
authorized by a judge, or can be someone
selected informally. In the absence of a
formally authorized substitute decision-
maker, close family members, often
collectively, act in this role.

“Terminal” condition is a situation caused

S

nd
S

t

by illness or injury that will result in death
in a relatively short time, usually defined
as six months or less. Thereis a
significant ambiguity in the meaning of
“terminal condition.” It may mean either
that 1) death will result in spite of any life-
prolonging treatments or 2) death will
result if no life-prolonging treatments are
provided. In the first meaning, a treatment
could be called “futile” even though it
might succeed in extending life for a short
time. In the second meaning, a person
might live in a “terminal condition” for
years if life-sustaining interventions are
received.

“Verbal Directives” are the patient’s

spoken decisions during the course of
healthcare. “Advance Verbal Directives”
are decisions and statements of
preferences such as are in abvANCE
DIRECTIVE, provided verbally to
healthcare personnel. A patient can
verbally designate 8URROGATEOr AGENT
to make health care decisions by
personally informing the primary care
physician. This verbal designation is
authoritative only during the course of
treatment, illness, or stay in the hospital.
It is always good to speak up on these
matters, and then when convenient to
write such preferences down in an
ADVANCE DIRECTIVE so that they are
effective into the future.
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Some Themes and Issues related to Advance HealthedPlanning

that merit discussion with your “Agent” and loved ones, yar physician, and possibly a written statement:
Your “Agent’s” advocacy for you:

“This is my life and death. | feel very stronglyoaib keeping my dignity at the end of my life.

| rely on you to advocate for and implement

my pecsves and choices, even if you might make

different choices for yourself. Please ask mefor clarification you need.”

“Benefits and Burdens” of treatments

Generally it is not helpful (or easy!) to make
list of specific treatments that you do not want;
for example, “I don’t want tubes,” “I don’t want
a respirator,” or “No heroics”. It is more helpfy
to think in terms of the goals and prioritigsu
would use in making such decisions.

Most of us choose to accept or reject a
specific treatment because it promises (or not
provide something that we valu&Ve submit to
even painful and invasive procedures when th
promise benefits important to us. Likewise, wg
may reject a treatments, even minor pain or
inconvenience, if we expect no personal benel

Our values and goals help us clarify
personally the “burdens” and “benefits” of
various healthcare treatments. Here are somq
topics that tend to be important when making
healthcare decisions, and are good to talk abog
relief of pain
ability to experience / enjoy relationship
ability to engage in favorite activities
ability to think
ability to communicate
suffering and anxiety of self and others
reconciliation and tying up of loose ends
dependence / independence
financial cost
ability to move about
control of bodily functions
privacy
dignity and dignified dying
religious values

Additional issues you may want to clarify:
Antibiotics / Pneumonia
fighting some infections / allowing some
infections as an OK way to die:
pneumonia as an "old person’s friend”
Artificial food and fluids
various methods of “tube feeding” :

Coma
a “permanent” “long lasting”
"possibility” vs “likelihood” of recovery
Comfort Care / Palliative Care
potential side effect of pain medications:
depressing respiration and shortening life
CPR
rates of survival of resuscitation attempts
to "down time” (ie, without oxygen to brain)
Home [EMS] DNAR Order
eyementia and Alzheimer's disease
e Dialysis
Head / Brain Injuries
itHome / Board & Care / Nursing home - SNF
Hospice
[Acute] Hospitalization
 Intensive care / ICU
Limited time trials
ut. for some efforts / treatments / interventions
Multi-system organ failure
5 “Natural death” and
“Support Natural Death” Orders
“No Interventional / Curative Treatment” orders:
"Intensity of Intervention Orders”- including:
Do Not Resuscitate (DNR)
Do Not Attempt Resuscitation (DNAR)
Do Not Intubate (DNI)
Do Not Defibrillate (DND)
Do Not Hospitalize (DNH)
No Intravenous Lines (NIL)
No Blood Draws (NBD)
No Feeding Tube (NFT)
No Vital Signs (NVS)
Prognosis / statistical chances / risks
PVS — Persistent Vegetative State
Quadriplegia / Paraplegia
spinal cord injuries
Quality of life and Sanctity of life
basic qualities of a life worth living
ultimate values and perspectives of faith
Respirator / Ventilator

NG, PEG, TPN; IV fluids for hydration

artificial or supported breathing

Tough choices

“Just because a condition can be treated doesndanmmeshould be. My choice is that if | develop a
life threatening but treatable disease — say, praien— while dying of something else, or suffering

from a progressively devastating disease,

| wantreatment of that secondary disease. For

example, don’t use antibiotics to cure pneumoniamwtancer or Parkinson's or dementia is slowly
killing me, or stop dialysis if | have multi-systéaiure. | consider an infection or kidney faituto
be an OK, even a preferable, way to die. And pi®yain relief even it may hasten dying.”
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EXAMPLES OF LETTERS THAT COULD BE ATTACHED TO AN ADVANCE DIRECTIVE

To my Kids and Grandkids,

Please note the date on this paper. | attendedkskap on end of life decisions and it has promptedo get
some things written down for you.

| feel strongly about quality of life-not only fone but for all of you tooThe time may come when | am
dependent on others for my physical care. | hogeytbu can feel good about hiring help if I need it

| feel comfortable about Assisted Living facilitiedien | need it and will try to make sure that dobe the place
that | wish to go and get myself on a waiting éstyou won't have to cope with this decision.fHil to do this,
you may want the help of a Case Manager. You camgee information about this from Senior Servioésur
County.

Please stay emotionally close but don't put yaaslion hold over a long period of time-you cartttigese years
back and it would make me feel good to know that g living your lives to the fullest.

| am presently in my right mind but if | should glgmentia or Alzheimer’s or have a stroke or whatemay
not be thinking clearly at all. Please remembertwhasaying now while I'm relatively lucid and dblisten to
pleas to take me home to live with you, etc. | dowant to have this happen to us.

If I should have a major physical and mental assaugh a major stroke or dementia or have a diagods
terminal illness, | do not want my life prolongddhis includes the use of a respirator, tube feedwidluids for
hydration, dialysis, ICU care, etc. This also inigls the more ordinary things like antibiotics fafections,
radiation or surgery unless used to relieve paio. hot want CPR performed to attempt to reviveatrhis
point. | dowant pain medication to relieve pain and discotrdad anxiety.

If I'm having respiratory problems, you may be askegive special permission to give morphine} a@epresses
respiration and may hasten death. If | have nooresse expectation for recovery that includes algnality of
life i.e. control over bodily functions, mental &gumobility and freedom from severe papiease give
permission for enough morphine to keep me comfatabd know that | would welcome ending my lifettel
sooner and with less misery.

If I am eligible — ie, most likely have 6 monthsless to live — please involve Hospidéey are there to
support all of us through a dignified dying procds aware that nursing homes are not the samessde.
They have an onus to keep patients alive and &g bt able to support dying in the same fasHibelong to
Compassion in Dying. They are in the phone bookcamdbe helpful in finding resources.

| think of Alzheimer’s a lot because of whaom all knew. We talked a lot when after the diagsand it
made me think things through too. If | have a dasisiof Alzheimer’s or any other irreversible detreerplease
discontinue all diagnostic tests, and curativereventive treatments- Continue only comfort cangl, support
my dignity as well as possible short of damagingrnyawn independent livesl do not want any procedures
done to lengthen my life at this point. Thesetidel antibiotics and other medications, surgerytiero
treatment for prolonging my life. 1 do not want®PBerformed if a catastrophic event occurs aftexvie this
diagnosis. Unless they have discovered some ricack for Alzheimer’s between now and the tims ii
relevant, | only want pain relief.

| am a member of the Church. | wapfateciate the support of the minister of my Chas
well as others from the Church as they know the kihsupport | would welcome. | hope your willdisupport
and solace from people who share your faith anerstanding.

As always, my family is the most important thinghte and | hope you will all continue to communioatth
me and stay emotionally close. Know that | love gdu

Mom/Gramma/G



EXAMPLES OF LETTERS THAT COULD BE ATTACHED TO AN ADVANCE DIRECTIVE
To my Children,
| want you to understand what | want if some kifidloess or accident should happen. This informatshould help you and me.

, | have designated you as my “Agent” with DuiRdweer of Attorney for Healthcare decisions.
is listed also, as an alternate. Please inmlveaiplings in your decision process, but keep central in
your considerations what | want and do not ultimately make&eh just to please them.

This is my life and death. | feel very strongly abbaving dignity and comfort at the end of my |¥#ith the paperwork | have done,
legally the doctors are obligated to abide by mghes, yet many times | have witnessed familiesdatiatride these legalities. Please
do not let this happen. will be a valuable resource for you. She istaygt friend and a Registered Nurse. We have
discussed this at length and she knows more thpongnwhat my wishes are.

| would never want a situation like this to causel yo pull away from each other. Use this time tovwgcloser as a family.
Now for my wishes:

If I get a terminal illness and am no longer able to make my own choices, please be tvard. \fou all close.

Involve Hospice as soon as possible. Keep me comfortable ofwrany procedures that prolong my life. Keep me
well medicated with pain medications, anti-anxiety and antiesmuosedications. If these medications hasten my death
at this time it would be OK with me, indeed a blessingh&tvery end, for your comfort, have suctioning available.
Please turn off all other treatments such as oxygen, fpmtteenot needed then.

If you are not comfortable giving ttmain medicationsat the end, would do what | need and want. Get help from
people who will follow my wishes. Please involMespice the earlier the better; they are invaluable.

| would enjoy music, massage and any healing touoked your touch. Do not be afraid, | will knowware there even if it seems |
do not. Of everything | have done in my life, | amost proud of all of you.

1 do want to have visits from the Chaplain at aoggital | am in. They provide a very special segvicencourage you to also utilize
this service. They are people trained to listen jastibe there for you in your time of need.

If  am injured in a motor vehicular crash or similar situation: éaimes the doctors do not know for several daya week what the
prognosis is. In this case listen to them, be suifeve involved!

If I have a high spinal cord injury, many times these are complete (the spinal cosdvered). The doctors may try to have you wait,
but if the injury is complete stop all treatmerghi away. Even with an incomplete injury, at my ae prognosis is poor. | DO NOT
want to live as a quadriplegic. Use your judgmesrehbut know you can stop any treatment at ang,tewen to the point of
discontinuing tube feedings, 1V fluid and stoppaiantibiotics.

If | have a head injury, this is a grayer area. If there were a possybilitould recover and rehab to a point that | ccuddfairly
independent | would want this. | don't mind endingwith some disability, as long as | can live ig own home, and enjoy all of you.
If you decide to try for recovery and | do not pregs well, | encourage you to stop all treatmenthat time, including tube feedings,
IV fluid and antibiotics. Involve Hospice and tek go.

Another complication that can occur with any illagsspecially as | get older,rsulti-system organ failure. This is my body's way of
letting you know it has had enough. Discontinudidlsupporting treatments at this time. Alwayggen mind the pain medications,
keep me comfortable, even if it hastens my death.

If I am diagnosed witihlzheimer's Diseaseor another progressive dementia: | want no treatpme antibiotics, no prolonging of my
life. Put me in a nursing home as soon as | nedxktthere for my safety and realize | won't knowstrof the time who or where | am.

Be proactive, be my advocatd am in a hospital. Most staff mean well. Rentemnthe squeaky wheel gets the oil. Be insistestt, y
kind. You have a right to be with me. Most ICUigse days are better than they used to be aboily farolvement. You have a right
to be there! Studies show that patients recovernigtter with a shorter hospital stay when fanslynivolved with their care. Talk to
anyone you have problems with, then with the Ch&gese, the Nurse Supervisor and ultimately thee€ior of Nurses or Patient
Care Services.

Know also that if one of you is unable to be théue an inability to handle the situation emotiopalie involved in other ways to
support your siblings. 1 will try to have mostroy affairs in order, but I am sure there will bemtly to do. This is an important time
for all of you and you need to figure out the beay for you each individually to handle the sitoati

I love you all very much and hope you understandhed to give you this information. Death is a ratpart of the circle of life. |
love the Earth and living in my body, but these eveot designed to be permanent. Hopefully you mali need this information for
years to come, as | look forward to being herechialg you as you continue to grow and to meeting oees who you bring into our
family.

I love you all so much!! Mom



WORDS AND PHRASESto help you write a statemeintyour ADVANCE DIRECTIVE

This is some ‘starter text’ you can ‘cut and pasted customize to your needs
when developing an [optional] written statemenyanir Advance Directive

Choice To Prolong Life when benefits outweigh burdas,
with specific illustrations / emphases / clarificabns

| want life sustaining treatment(s) to be providdgthin the limits of generally accepted health care

standards, as long as my agent determines theitsemgtiveigh the burdersf care.

e Some, but not all, of the beneflterant to be considered are: [list benefitsof care /
treatment or condition / outcome / quality of |ifiem your point of view]

e Some, but not all, of the burdehwant to be considered are: [list burdensof care /
treatment or condition / outcome / quality ogJifrom your point of view]

e Some, but not all, specific situatiomswhich | do_notwant my life to be prolonged are
if | am ... [list specific conditions; see examples below]

Choice To Prolong Life,
specifying some conditions / qualities of life asgly to recognizing “benefits” of treatments

| wantlife sustaining treatment(s) to be provided améiht my life prolonged within the limits of
generally accepted health care standards...
...AS LONG AS there is a reasonable possibility
maintaining my life... [or] my abilitiesto ... recognize friends and relatives and enjoy
their visits, including communicate my concerns goy$, and be able to tolerate transfers
to and from bed and take care of needs like basmomal care and eating....

Choice To Prolong Life, with some exceptions (“burdns” / conditions / qualities of life) specified

| wantlife sustaining treatment(s) to be provided améht my life prolonged within the limits of
generally accepted health care standards...
... AS LONG AS there is a reasonable possibility of
maintaining my life... [or] maintaining / recovering my abilities.to[as above]
... EXCEPT that | do_nowant my life to be prolonged,
and | do_notvant any life-prolonging treatments to be provideaontinued, i am:
terminally ill, and the application of life prolonging procedunesild only artificially
delay the moment of my death.
in a persistent vegetative stabe in the judgment of my physician unconscious a
comawhich is likely irreversibleor permanentor unlikely to recover my abilities to
visit with family and friends, and take care of logsersonal needs [etc]
unconscious for ove{ONE / TWO / THREE/...}month(s) without likelihood of
recovering consciousness and my abilities tfsee examples above]
mentally incapacitatedinable to communicate with family or friends, dhid
condition is irreversible or degenerative .
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