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Myth 1:
Everyone should have a Living Will.

Living Will, without more, is not the document mgstople need. As a threshold goal,
most people should have a Health Care Power ofAdio(or Health Care Proxy) that
names a trusted person as agent or proxy. A stiébalternative is to execute both
documents or a single, combined "Advance Directthat names a proxy and provides
guidance about one's wishes. Unfortunately, becalus&tutory restrictions or
inconsistencies within state law, many practicittgraeys advise clients to execute
separate rather than combined documents. State@edirective laws are slowly
moving toward acceptance of flexible, combined adeadirectives, but the states differ
significantly in this regard.

The reason for the primary importance of the praggointment is simple. Most
standardized living will forms are quite limitedwhat they can accomplish and what
conditions they cover. For example, most providgructions that apply only if the
individual is in a terminal condition or permangnihconscious, yet the majority of
health care decisions that need to be made fagmtatiacking capacity concern questions
about day-to-day care, placement options, andneatt options short of "pulling the

plug.”

Moreover, most boilerplate instructions expressyf@jeneral sentiments about not
wanting treatments that serve only prolong the glyirocess. Relatively few people
disagree with this sentiment. However, applying ia particular set of facts is more
difficult than at first meets the eye. Virtually mderventions only prolong the dying
process. Any intervention can produce multiple egognces, some predictable, some
not so predictable. If an aggressive and possibilyfpl course of treatment will give the
patient a 1 in 3 chance of recovering to the pofiriieing able to converse again with
loved ones for a least a few more months, is tbpetenough to treat aggressively? What
if the odds were 1 in 257?

Living will instructions always need interpretatja@ven when the terminal nature of an
iliness is clear. An agent or proxy under a headtte power of attorney can do precisely
that. The proxy, who should know the patient's galintimately, can respond to the
actual facts and variables known when an actuditheare decision needs to be made.
Short of possessing a crystal ball, no one carigate the specific and often
complicated circumstances fate will place thenTime proxy acts not only as legal
decisionmaker, but also as spokesperson, analptemreter, and advocate.



One caveat: if there is no one close to the indi@idvhom he or she trusts to act as
health proxy, then the health care power of attpst®uld not be used. In this
circumstance, the Living Will is safer, despitelitsitations.

Myth 2:
Written Advance Directives Are Not Legal in Everyage.

False. Every state recognizes both the proxy amapliwill type advance directives,
although the laws of each state vary considerabtgrnminology, the scope of
decisionmaking addressed, restrictions, and thradbties required for making an
advance directive.

A more frequently raised question is whether araade directive written in one state
will be recognized in other states. In other worslshe directive portable across state
lines. Many states expressly recognize out-of-sdt@nce directives if the directive
meets either the legal requirements of the statrevbxecuted or the state where the
treatment decision arises. Several states ard sitetiis question. If there is doubt, the
rules of the state where treatment takes placeheattate where the advance directive
was signed, will normally control. However, evemif advance directive fails to meet
technicalities of state law, health providers stilbuld value the directive as important, if
not controlling, evidence of the patient's wishes.

The threshold problem with most state provisiordraslsing portability is that they
presumably require providers to be fully knowledgeaf the other state's law. Most use
language derived from the Uniform Probate Codesamdar to the following provision
included in the now defunct Uniform Rights of therihinally Il Act:

A declaration executed in another state in compé&anith the law of that state or
of this State is validly executed for purposeshis fAct].

Colorado and Utah offer a more user-friendly appha@ recognizing out-of state
directives:

Unless otherwise provided therein, any medical paf@ttorney or
similar instrument executed in another state $l@fpresumed to comply
with the provisions of this [Act] and may, in gofaath, be relied upon by
a health care provider or health care facilityhis tstate.

Thus, in these, states providers may assume thatutqof-state directive is valid unless
they have actual knowledge to the contrary.

Myth 3:
Just telling my doctor what | want is no longer latly effective.

False. While it is better to have a written Advabgective, oral statements remain
important both on their own and as supplementsritben directives.



Oral instructions may take many forms. A personsatally unable to execute an
advance directive may provide oral instructiong Hva reduced to writing by the doctor
or another person, acting for the patient. Sestedés treat such statements as formal
Advance Directives if withessed properly. Less farimstructions in the nature of
conversations with family, friends, or physiciandl wot have the same legal status of a
written Advance Directive.

Nevertheless, informal oral statements have twomant attributes. First, good health
care decisionmaking requires good communicationrgnadl interested parties, and oral
communication is our most natural and, indeed, @rjnmode of communication.

Ideally, a formal advance directive serves to hid kind of communication, not to
replace it. Second, oral statements constitute itapbevidence of one's wishes and help
expand upon, clarify, and reinforce individual gneinces. The contents of the written
Advance Directive should reflect a continuing case¢ion among the individual,
physician, family, and close friends.

Myth 4:
An Advance Directive means "Don't treat."

False. While it is true that most people use AdeaDeectives to avoid being kept alive
against their wishes when death is near, it issdake to assume that the existence of an
advance directive means, "Don't treat.” Advancedlives are also used to say that the
individual wants all possible treatments within thaege of generally accepted medical
standards. What is said depends upon one's partisighes and values. Moreover, even
when an advance directive eschews all life-sustgitieatments, one should always
assume (and insist upon) continuing pain contiarhfort care and respect for one's
dignity.

Myth 5:
When | name a proxy in my Advance Directive, | giup some control and flexibility.

False. An individual gives up no authority or cl®izy doing an Advance Directive. As
long as the person remains able to make decismssy her consent must be obtained
for medical treatment. Health care providers categully ignore the patient in favor of
one's agent or written instruction. Indeed, in ngbates, health care advance directives
are "springing.” That is, they have no legal efiediess and until the patient lacks the
capacity to make a health care decision. In a minof states, immediately effective
directives are permissible, but the maker alwaiainme a right to override the proxy or
revoke the directive.

There are situations in which a competent patibdtcates decisionmaking by saying,
for example, "Do whatever my daughter thinks isBd4owever, this form of delegation
of decisionmaking is effective only from momenttoment and needs to be rechecked
at every significant decision point. Neither thexyr nor a written instruction can
override one's currently expressed choice.



Myth 6:
| must use a prescribed Advance Directive form fay state.

Usually false. In most states, you do not haveswaispecific form. About 37 state
statutes include forms for appointing proxies ardieeating comprehensive advance
directives. In the majority of these, the forms ep&ional. In about 18 states, the forms
must be "substantially followed" or certain infortia disclosure language must be
included in the form. Even with these requiremeatsinges and additions to standard
language are permissible. Indeed, any form carshadld be personalized to reflect the
individual's particular values, priorities, and hes. If you do not agree with language
contained in an approved form, change the languégkanging the language creates
any doubt about the validity of the form, then fnt legal consultation is in order. Above
all, it is a mistake to pick up an "official" forand just sign it unchanged, without first
being sure that it truly reflects one's specifishés.

Myth 7:
| need a lawyer to do an Advance Directive.

No, a lawyer is not needed. Yes, a lawyer is afbktpsource, but not the only resource,
nor necessarily the best resource for all persddgance directives are not difficult to
complete, but they require a few steps to do Well.these steps for yourself, even if you
already have an advance directive.

First, obtain an "official" or generally accepteatrh for your state, plus at least one or
two additional advance directive forms from otheurses. See the attached resource list
for forms. This helps you see the variations indsplifferent advance directives cover
and the alternative instructions they provide. Tdren-publishing business may be
burgeoning, but most are inadequate in one regpextother. Even with the best
drafting, there is no perfect form for everyoneople are different.

Second, discuss the contents of the forms with pbysician, close family, and the
person you may name as proxy. Most people fincethiéscussions difficult to initiate,
but they are extremely important. Gather informaitout your current medical
condition and its implications for future medicabplems; clarify your own values and
wishes; and ask your physician, close family, arakyp if they are willing to support you
in the way you want.

Third, complete the form you choose, being suradw or modify language to reflect
your wishes more accurately. Be sure to followwiiteessing instructions for your state
exactly. Most, but not all states, require two ctatgly disinterested witnesses. If you
have a potential family conflict, special legal cem, or unusual request, additional legal
drafting help may be needed. These circumstande®rcaonsultation with a lawyer
experienced in personal planning.



Myth 8:

Doctors and other health care providers are notaddlg obligated to follow my Advance
Directive.

Legally false, but as in many endeavors, realityldies the waters. As a matter of law, it
is clear that medical providers cannot treat afviddal against his or her wishes.
Consequently, if a physician acts contrary to @&p#s clear instruction directive or
contrary to the decision of the patient's autharigeoxy, the physician risks the same
liability he or she would face if the physician weo ignore a refusal of treatment by a
fully competent patient. Treatment would constitateattery. However, a few factors
complicate the situation.

First, the doctor or health facility sometimes ax know about the existence of an
advance directive. While federal law requires hiadgi nursing homes, and home health
agencies to ask about and to document your AdvBireetive, the document often does
not make it into the appropriate record. It is apthte patient and those close to the patient
you to ensure that everyone who might need a cbflyeadirective in fact has a copy.

Second, as noted earlier, people often do not sgpheir wishes very clearly or

precisely in advance directives. Simply using gahlanguage that rejects "heroic
measures" or "treatment that only prolongs theglpirocess" does not give much
guidance. Therefore, interpretation problems m#geatGiving a proxy broad authority to
interpret one's wishes will help avoid this probjesrcept that sometimes proxies
themselves are not quite sure what the patientdwwaht done. This fact underscores the
importance of discussing one's wishes and valudstive intended proxy.

Third, in most states, if a physician or facilitgjects to an Advance Directive based on
reasons of conscience, state law permits the phayswr facility to refuse to honor it.
However, facilities must notify the patient of thpolicies regarding advance directives
at the time of admission. If a refusal occurs,ghgsician and facility should provide
assistance in transferring the patient to a praidggt will comply with the directive.

Fourth, persons who are dying, but living in thenoaunity, may face problems in having
an advance directive followed if a crisis occurd amergency medical services (EMS)
are called (for example, by calling "911"). EMS smamnel are generally required to
resuscitate and stabilize patients until they aoeidgpht safely to a hospital. States are
beginning to address this situation by creatinggdares that allow EMS personnel to
refrain from resuscitating terminally ill patientdo are certified as having a "do not
resuscitate order" and who have an approved idem{guch as a special bracelet).

Myth 9:

If I do not have an Advance Directive, | can relywany family to make my health care
decisions when | am unable to make decisions forsaly.

This is only partly true. If an individual does r@ve an advance directive naming a
health decisions agent or proxy, several stateessly designate default "surrogates,"
typically family members in order of kinship, to keasome or all health care decisions.



Only a few of these statutes authorize a "clogmniti to make decisions, and then
normally only when family members are unavailable.

Even without such statutes, most doctors and héatilities routinely rely on family
involvement in decisionmaking, as long as therechree family members available and
there is no disagreement. However, problems cae dacause family members may not
know what the patient would want in a given sitoiatior they may disagree about the
best course of action. Disagreement can easilyramnide family consent. A hospital
physician or specialist who does not know you welly become the default
decisionmaker.

In these situations, patients risk having decisimasle contrary to their wishes or by
persons whom they would not choose. Moreover, famgmbers and persons close to
patients experience needless agony in being faethke life and death decisions
without the patient's clear guidance. It is fatéreto make one's wishes known and to
appoint a proxy ahead of time through an Advancedive.

Myth 10:
Advance Directives are a legal tool for old people.

False. Don't think of this as an "old" people'siesdt may be natural to link death and
dying issues with old age, but that is a mistakemih comes to advance directives.
Consider that perhaps the most well known landreatkt cases those of Nancy Cruzan
and Karen Ann Quinlan involved individuals in th2@'s. The stakes are actually higher
for younger persons in that, if tragedy strikegytmight be kept alive for decades in a
condition they would not want. An Advance Directigean important legal planning tool
for all adults.
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ABA Commission on Legal Problems of the Elderly

Health Care Advance Directives Form
Sources

Partnership for Caring

Planning for Incapacity: A Self-Help Guide.

This is the title of a series of state specificdgsi published by Legal Counsel for the Elderly, Aoan Association
of Retired Persons, Projects Section. 601 E St#t, Washington, DC 20049. (Tel. 202-434-2120) Go4§5.00
per guide ($3.00 if 10 or more copies ordered).

Health Care Powers of Attorney: An Introduction and Model Form.

Published by the American Bar Association, Comroissin Legal Problems of the Elderly. This publice&stion
booklet provides background information about Heedtre decision-making along with a sample healtle power
of attorney form and instructions that can be detdand used by readers. Copies are availabletfrerABA
Commission on Legal Problems of the Elderly, 74th reet N.W., Washington, D.C. 20005-1022, atsi of
$1.50 to $.75, depending on the quantity orderedflifther information send an e-mail message to
alvarezm@staff.abanet.org, call 202-662-8690 or F662-8698.

Values History Form,

by Joan Gibson, Center for Health Law and Ethigstitute of Public Law, University of New Mexico8ml of
Law, 1117 Stanford, N.E., Albuguerque, NM 87131l(5685-277-5006). The form is also published iGihson,
"National Values History Project,” Generations,(S4pplement 1990), pp. 51-64. Instead of focusimg@articular
medical scenarios and treatments, this form offeiestions to help individuals clarify their fundarted values,
priorities, and perceptions of the world that fahm foundation for one's decisions. It can be Veipful as a
preparatory step in doing an advance directivejthsiigeared to a more educated and sophistocatdignce.

LOCAL SOURCES:

Local Title lll-funded (Older Americans Act) legsérvices programs, local hospitals, state or loffedes on aging,
bar associations, or state medical associationsathhgve informational literature on advance maddirectives,

including forms.

American Bar Association

740 Fifteenth Street, NW
Washington, DC 20005-1022
Telephone: 202-662-8690
Facsimile: 202-662-8698

Email: alvarezm@staff.abanet.org

http://www.partnershipforcaring.org/Advance/indexah

ADVANCE DIRECTIVES

“Advance Directive” is a general term that applieswo types of legal documents. The two basic sypleadvance
directives, which may be called by different nanzes;



Living Wills

Medical Powers of Attorney

These documents let you give instructions aboutrtbdical care you want to receive in the eventybatbecome
unable to speak for yourself due to serious illresacapacity. (See Talking About Your Choices.jiving will
provides specific instructions. A medical powertibrney names a person that you trust to makeidasi on your
behalf. (See Appointing A Health Care Agent anchBea Health Care Agent.) Each state treats thesemnts
somewhat differently. (For more information seedarently Asked Questions.)

You can obtain state specific documents at this sitebby clicking on Download State Specific Docuntse

You can obtain a printed set of documents for $500s tax where applicable: $.41 for New York 8tedsidents
and $ .29 for Washington, DC residents). Call 1-880-9455, (option 2) to order by credit card, or

Send a check or money order to:

Partnership for Caring Publications

325 East Oliver Street

Baltimore, MD 21202

Be Sure To Specify The State You Are Ordering

http://www.partnershipforcaring.org/Advance/talkirsgt.html

TALKING ABOUT YOUR CHOICES

We gratefully acknowledge the
funding assistance provided by
The Robert Wood Johnson Foundation

click here for the pdf version of this booklet

IT'S ALL ABOUT TALKING

This booklet introduces you and your loved onethéoissues surrounding end-of-life decision makitigall about
talking- talking to your loved ones about your lieahre preferences; talking to your doctor abauwir yptions so
that you can make informed decisions. Talking le#ocrisis can help you and your loved ones prepaigny
difficult decisions related to health care at thd ef life.

Exploring your thoughts and talking about your desiis an ongoing process. Start by planning far god-of-life
care.

Contact us at Partnership for Caring: America'scesifor the Dying if you have any questions. Arfdiréo the
resource list for other agencies and organizatioasmight be helpful to you.

Quick Guide to Contents{click on any section to view)

. Advance care planning

. Talking about the issues

. Talking with family and friends

. Talking with your doctor

. Preparing the right advance directive
. Talking with your health care agent

. Acting as a health care agent

. Understanding life-support measures
. Learning about pain management
10. Glossary

11. Resources

1. Advance care planning

O©CoO~NOOUTA,WNPE

You can prepare for a potential medical crisisaijrig steps today that ensure your participatidintiare health



care decisions :

GATHER the information you need to make the rigimices for you. TALK about end-of-life decisionsthwiyour
family, friends, doctor, the clergy and any otheose to you to help determine what quality of &fed which
decisions are important to you. PREPARE and sigarmack directives that accurately reflect your densand
comply with your state's law. INFORM your loved srend doctor about your preferences and give tfognes of
your advance directives.

Back to quick guide

2. Talking about the issues

The following questions may help you discuss thesees with family, loved ones and an agent:
How do you want to be treated at the end of yda® IAre there treatments you particularly wanteive or
refuse? What are you afraid might happen if youteaake decisions for yourself? Do you have anyi@aar fears
or concerns about the medical treatments that yightmeceive? Under what circumstances? What mihlese
things frightening? What do phrases like no henogasures or dying with dignity actually mean to3/@Reople
often use these expressions with different mearjings

Back to quick guide

3. Talking with family and friends

Decisions about end-of-life medical treatmentsdeeply personal and should be based on your vahgebeliefs.
Because it is impossible to foresee every typarofimstance or illness, it is essential to thinkyéneral about the
quality of life that is important to you. You shdwonsider your:

Overall attitude toward life, including the acties you enjoy and situations you fear; Attitudelwgbndependence
and control, and how you feel about losing themigirris beliefs and moral convictions, and how théect your
attitude toward serious illness; Attitude towardlte, iliness, dying and death; and Feelings tovamactors and
other caregivers.

Other factors may be important, such as considénagmpact of decisions on family and friends determining
whether loved ones will support your decisions eoning end-of-life treatments. Bring your familydafniends into
the process. Talk with them. They might need taadte on your behalf if the medical condition pregeyour
active participation in decision-making. Discussiavith loved ones are a vital foundation for makamgl-of-life
decisions. Conversations that focus on decisiodsadny you are making them will relieve loved ones &ealth
care providers from the need to guess what you dwvaht.

Back to quick guide

4. Talking with your doctor

Do not wait until a crisis occurs before discussingcerns about end-of-life treatments with youstdo Chances
are that he or she is waiting for you to startadbeversation. When you discuss your concerns aoidest
Let your doctor know that you are completing dinest. Ask your doctor to explain treatments andpdores that
may seem confusing before you complete your direstiMake sure your doctor knows the quality & tHat is
important to you. Make sure your doctor is willitegfollow your directives. The law does not fordeygicians to
follow directives if they disagree with your wishfes moral or ethical reasons. Give your doctoopycof your
completed directives. Make sure your doctor kndvesrtame and telephone number of your appointedhhesle
agent. Assure your doctor that your family and yappointed health care agent know your wishes.fldakpoint:
reassess your decisions over time. They might ehasgircumstances in your life change.

Back to quick guide

5. Preparing the right advance directive

Talking with loved ones, friends and others clasgdu helps determine your preferences concermdepélife
treatments. Make certain that those preferencédwilespected even if you lose the ability toipgrate in your
health care decisions: sign an advance directAgvance directive” is a general term that describestypes of
legal documents that "speak” for you in the evédim@apacity:

A living will allows you to document your wishesramerning medical treatments at the end of lifenédical

power of attorney (or health care proxy) allows you to appoint a pergou trust as your health care agent, who is



authorized to make medical decisions on your behalf

Advance directives are legally valid throughout theted States. The laws governing advance direstiary from
state to state, so sign advance directives thaplgowith your state's law. Also, advance directicas have
different titles in different states. Contact usifdormation about appropriate documents for ystate.

Back to quick guide

6. Talking with your health care agent

Your agent should be a person whom you trust, wiowk your wishes about medical treatment and whwllisg
to take responsibility to ensure your wishes allevied.

Appointing an agent or accepting such an appointiwem raise questions you might never have considgou
may reach a deepened understanding of yourselyaurdrelationship with the person you appoint oovappoints
you. Taking time to talk about the issues can t@aarding experience in itself.

SELECTING AN AGENT:

Select someone whom you trust and who understandsdgcisions. Because you are asking your agerddept
significant responsibility, be certain to ask yagent if he or she is willing to act on your behblft everyone is
able to be an effective agent. Talk to your ageouayour wishes regarding end-of-life medical tneent. Even
family members may not know how much treatmentadoone would be willing to accept near the enlifef
Talking clarifies what you want and diminishes gerat's potential guilt and anguish over whetheohghe is
doing the right thing. Prepare and sign the apjmtgforms for your state. Keep the original angegiopies to
your agent and alternate agents, family and doetodshave it placed in your medical record.

BENEFITS OF HAVING AN AGENT :
The agent knows you and understands your wishes afedical treatments. He or she can make decigions
situations you might not have anticipated. An adperst flexibility. He or she can talk with your pkgyans about
your changing medical condition and authorize tregit or have it withdrawn as circumstances chafgeu have
prepared a living will, your agent can interpranisituations that were not foreseen. Be sureakentlear in your
living will that your agent should make decisiomstmw to interpret it or when to apply it. Your agean advocate
for you. If health care providers resist followigigur wishes, your agent can negotiate with themtake any other
necessary steps to see that your wishes are horioneabst states, your agent can make decisionsimeyyou lose
the ability to make a medical decision, not justisiens about the end of life.

Back to quick guide

7. Acting as a health care agent

Providers and patients (or their agents) don'teéalbugh. As an agent, you will be responsible forkimg with
providers to ensure that your loved one's wistmeuding preferences about end-of-life treatmemts,honored. If
you become the decision maker for a loved one, ttakdollowing steps:
Establish open communication with the doctarldentify the attending physician. Make an appuoiert to speak
about your loved one's care. Be assertive in egjprgyour wishes. Clearly state the reasons bgjondrequests
without being hostileAsk questions.To be effective and to make informed decisioraxHes much as possible
about your loved one's condition and prognosigolf don't ask, the physician might not tell yourgtleing you
need to know to make an informed decision. Ask ablmigoals of the treatment plan- often, a phgsisi
definition of recovery can be different from whataicceptable to you or your loved one. Some prosidey have a
hard time withholding or withdrawing treatmereek the assistance of a social worker or patient
representative.Such professionals can help improve communicdteween you and the physician if necessary.
Don' be afraid to speak to the facility's administation. If the physician is unresponsive, go directly i &r her
superiors, including the chief of medicine, riskmager, hospital lawyer or administrator.

Back to quick guide

8. Understanding life-support measures

Life support replaces or supports a failing bodlilgction. When patients have curable or treatabtalitions, life
support is used temporarily until the illness aedise can be stabilized and the body can resummahfonctioning.
At times, the body never regains the ability todtion without life support.



When making decisions about specific forms of $ifport, gather the facts you need to make infordeetsions.

In particular, understand the benefit as well aslthrden the treatment will offer you or your lowete. A treatment
may be beneficial if it relieves suffering, restfenctioning or enhances the quality of life. Hagne treatment can
be considered burdensome if it causes pain, preltmgdying process without offering benefit or sitttithe
perception of a diminished quality of life. A pen&decision to forgo life support is deeply peedokivhen
gathering information about specific treatmentgjarstand why the treatment is being offered and ihowl

benefit your care.

COMMONLY USED LIFE-SUPPORT MEASURES:

¢ Artificial nutrition and hydration: artificial nutrition and hydration (or tube feedinsupplements or
replaces ordinary eating and drinking by givindharoically balanced mix of nutrients and fluids thgb a
tube placed directly into the stomach, the uppiasime or a vein. Artificial nutrition and hydrai can
save lives when used until the body heals. Long-tattificial nutrition and hydration may be given t
people with serious intestinal disorders that imgeir ability to digest food, thereby helping tinéo
enjoy a quality of life that is important to theBut long-term use of the tube feeding frequentlgiien to
people with irreversible and end-stage conditi@ften, the treatment will not reverse the coursthef
disease itself or improve the quality of life. Sohealth care facilities and physicians may not agvith
stopping or withdrawing tube feeding. Thereforelese this issue with your loved ones and physieiad
clearly state your wishes about artificial nutritiand hydration in your advance directive

e Cardiopulmonary resuscitationCardiopulmonary resuscitati¢g@PR) is a group of treatments used when
someone's heart and/or breathing stops. CPR isiusedattempt to restart the heart and breathimyay
consist only of mouth-to-mouth breathing or it @aaclude pressing on the chest to mimic the heart's
function and cause blood to circulate. Electriccéhand drugs also are used frequently to stimuete
heart. When used quickly in response to a suddentdie a heart attack or drowning, CPR can lee lif
saving. But the success rate is extremely low émppe who are at the end of a terminal diseaseepsoc
Critically ill patients who receive CPR have a dnghhnce of recovering and leaving the hospitatol
do not wish to receive CPR under certain circuntganand you are in the hospital, your doctor muisée
a separate do-not-resuscitate (DNR) order on thd.diiyou are at home, some states allow forra no
hospital DNR order. This order is written by a phig and directs emergency workers not to staR.CP

e Mechanical ventilation:Mechanical ventilation is used to support or reglthe function of the lungs. A
machine called a ventilator (or respirator) foraggnto the lungs. The ventilator is attached talze
inserted in the nose or mouth and down into theldpiipe (or trachea). Mechanical ventilation oftensged
to assist a person through a short-term problefargrolonged periods in which irreversible resporg
failure exists due to injuries to the upper spcld or a progressive neurological disease. Sorogl@en
long-term mechanical ventilation are able to ertfgmselves and live a quality of life that is imjaort to
them. For the dying patient, however, mechanicatikaion often merely prolongs the dying processlu
some other body system fails. It may supply oxydpen it cannot improve the underlying condition. &ih
discussing end-of-life wishes, make clear to lowrds and your physician whether you would want
mechanical ventilation if you would never regair #bility to breathe on your own or return to aliyaf
life acceptable to you.

ADDITIONAL ISSUES:

The distinction often is made between not stariegtment and stopping treatment. However, no legathical
difference exists between withholding and withdragva medical treatment in accordance with a pagievishes. If
such a distinction existed in the clinical settingyatient might forgo treatment that could be bera out of fear
that once started it could not be stopped. Itgallg and ethically appropriate to discontinue ncatlireatments that
no longer are beneficial. It is the underlying dis&, not the act of withdrawing treatment that eaukeath.

Back to quick guide

9. Learning about pain management

A common fear of both terminally ill persons anditioved ones is that the dying person will exgece great
suffering and pain. Many of us are more afraidyfd in pain than of death itself. Pain shouldteated as
seriously as the disease. Pain can significanthainthe quality of life of individuals, even cangithem to give up



on living. A plan to manage pain should be as cetecas a plan to manage the disease.

In most cases, severe pain and physical discormdorbe managed through effective use of pain manegeand
palliative care (symptom control). This can be agglished through medical means, such as medicatamsotics
and non-narcotics), surgery and nerve blocks, andmedical means, such as relaxation therapiefgdualback,
massage and good nursing care.Reasons that marigddy ill patients experience a great deal ohpaid
suffering include:

Failure to tell others about their pain; Failurgpodviders and family to accept patients' reportibgut the severity
of their pain; Failure of providers to considerrpas seriously as other aspects of a patientesginLack of
knowledge among health care providers about treetaie and appropriate use of medications and otioés to
control pain; Fear that providing or taking adeguarcotics will lead to addiction; Lack of accassufficient
guantities of medications for patients on very hilglses of narcotics; and Fear of causing deathrdydging
aggressive pain management.

People with terminal illness may require extreniatge doses of narcotics to control their pain.diteghe fact that
clinical experience has shown that those who takeatics for pain management rarely become psygioatly
addicted, myths about addiction from the use ototfes are a serious barrier to effective pain rgangent. Fears
of causing death are similarly misplaced. It is ami@ant to recognize that the disease is causintpdeet the
medications and procedures used to control pain.rRanagement is provided simply to keep the dpegon
comfortable.

WAYS TO ENSURE GOOD PAIN MANAGEMENT:

e Ask your doctor how he or she will manage any pla&t might result from your illness. Different typef
illness might require different approaches. Theauoshould have a plan in mind or see that you have
access to appropriate pain specialists.

e Consider what trade-offs you are willing to makegdain management. Some people would rather endure
more pain if it meant they would be more alert.

e Don't be afraid to let your caregivers know when goe in pain. You should expect to have your pain
taken seriously.

o Describe your pain as specifically as possible.thetdoctor know how it is affecting your ability do
specific things; when it is better or worse; whieffiells on a scale of 1 to 10.

e When a pain management plan is implemented, fall@plan! The goal of good pain management is to
keep you from experiencing pain. Once you are in paequires much more medication to bring thinpa
under control.

Back to quick guide

10. Glossary

Advance directiveA general term that describes two kinds of legautieents, living wills and medical powers of
attorney. These documents allow a person to gsteuctions about future medical care should hderb® unable

to participate in medical decisions due to serithsss or incapacity. Each state regulates theofiadvance
directives differently.

Assisted suicideProviding someone the means to commit suicide, asa@supply of drugs or a weapon, knowing
the person will use these to end his or her life.

Brain death: The irreversible loss of all brain function. Mogidtes legally define death to include brain death.
Capacity:In relation to end-of-life decision-making, a patibas medical decision-making capacity if he @ Ishs
the ability to understand the medical problem &®drisks and benefits of the available treatmetibop. The
patient's ability to understand other unrelateccepts is not relevant. The term is frequently useetchangeably
with competency but is not the same. Competenaylégal status imposed by the court.

Do-not-resuscitate orderA DNR order is a physician's written order instimngthealth care providers not to attempt
cardiopulmonary resuscitation (CPR) in case ofieardr respiratory arrest. A person with a valid®brder will

not be given CPR under these circumstances. Alththug DNR order is written at the request of a @ei his or
her family, it must be signed by a physician toshkd. A non-hospital DNR order is written for inmitluals who are
at home and do not want to receive CPR.

Hospice careA program model for delivering palliative care talividuals who are in the final stages of terminal
illness. In addition to providing palliative canedapersonal support to the patient, hospice inclwdgport for the
patient's family while the patient is dying, as Mg support to the family during their bereavement



Living will: A type of advance directive in which an individdalcuments his or her wishes about medical treatment
should he or she be at the end of life and unabbeiinmunicate. It may also be called a "directorphysicians”,
"health care declaration,” or "medical directivetie purpose of a living will is to guide family méers and
doctors in deciding how aggressively to use mediealtments to delay death.
Medical power of attorneyA document that allows an individual to appoint some else to make decisions about
his or her medical care if he or she is unableotoraunicate. This type of advance directive may biscalled a
health care proxy, durable power of attorney faltimecare or appointment of a health care agerd.pnson
appointed may be called a health care agent, aatepgttorney-in-fact or proxy.
Palliative care:A comprehensive approach to treating serious dirileat focuses on the physical, psychological,
spiritual, and existential needs of the patiestghtal is to achieve the best quality of life aaklé to the patient by
relieving suffering, by controlling pain and sympis, and by enabling the patient to achieve maxirfwmrational
capacity. Respect for the patient's culture, &li@hd values are an essential component. Patliedire is
sometimes called "comfort care” or "hospice-typeeca
Surrogate decision-makingSurrogate decision-making laws allow an individoragroup of individuals (usually
family members) to make decisions about medicattnents for a patient who has lost decision-makaygacity
and did not prepare an advance directive. A mgjofistates have passed statutes that permit sueragcision
making for patients without advance directives.
Withholding or withdrawing treatmentforgoing life-sustaining measures or discontindfrem after they have
been used for a certain period of time.

Back to quick guide

11.Resources

AIDS Hotline

1-800-342-AIDS (2437)

Operated by the Centers for Disease Control aneeRtion. Provides general information about AIDS &V, as
well as referrals to HIV testing facilities, medisarvices, counseling, and support groups. Ttesetneone
available to answer calls 24 hours a day and thesgitain a national database of AIDS resources.

ALS Association

2101 Ventura Boulevard

Suite 321 Woodland, CA 91364

1-800-782-4747

Provides information and educational materials 8b@$ (Lo Gehrig's Disease). They will provide ne#ds to
physicians, support groups, and drug trials.

Alzheimer's Disease and Related Disorders Associati

919 N. Michigan Avenue

Suite 100Chicago, IL 60611

1-800-272-3900

Provides general information on the disease arred$ to over 200 local association chaptersgeciic services.

American Academy of Hospice and Palliative Medicine

11250 Roger Bacon Drive,

Suite 8Reston, VA 20190-5202 703-787-7718

Fax: 703-435-5490

aahpm@aahpm.org

http://www.aahpm.org

Can provide referrals in many parts of the coutdrghysicians who specialize in palliative caren @so direct
professionals to training programs for palliatieze

American Association of Retired Persons
601 E Street NW

Washington, DC 20049

1-800-424-3410

or 202-434-2277



Provides a wide range of services including coungehdvocacy, benefits, and entitlement informatetivities
and assistance to people who are homebound.

American Pain Society

5700 Old Orchard Road

First Floor Skokie,IL 60077

847-375-4715

Association of pain physicians. Provides refertalpain facilities, physicians, and support groups.

Cancer Care, Inc.

1180 Avenue of the Americas

New York, NY 10036

1-800-813-HOPE (4673)

In New York, 212-302-2400

cancercare@aol.com

http://www.cancercare.org

Provides support groups, educational programswamkishops for cancer patients and their familidseyloperate a
national referral service, and counselors on gtaivide assistance to callers. Cancer Care alsiisheb Helping
Hand, a useful resource guide for cancer patierdthers.

Cancer Information Service

1-800-4-CANCER (422-6237)

Has 19 offices across the country. Answers anytourerselated to cancer and Cancer treatment. Pesvidferrals
to hospice, home care, and support groups.

Genetic Alliance

(formerly The Alliance of Genetic Support Groups)

4301 Connecticut Avenue,

NW Suite 404 Washington, DC20008

1-800-338-GENE (4363)

or 202-966-5557

Fax: 202-966-8553

info@geneticalliance.org

http://www.geneticalliance.org

A nonprofit coalition of support groups, consumers; professionals dedicated to promoting the comimerests
of children and adults with, or at risk for, gexealisorders. Specializes in linking people intexdsh genetic
conditions with organizations that can provide suppnd information.

Partnership for Caring:

America's Voices for the Dying

National Office

1620 Eye Street, NW Suite 202

Washington, DC 20006

Phone: 202-296-8071

Fax: 202-296 8352

Hotline 800-989-9455

pfc@partnershipforcaring.org

www.partnershipforcaring.org

Advocates for the rights of dying patients, progidlegal and educational information about endfefdiecisions,
and operates a counseling service for people wi#istipns and concerns related to the implementafiadvance
directives and other end-of-life issues.

Hospicelink
1-800-331-1620
Provides general information on hospice care afedreds to hospices across the country.



National Hospice and Palliative Care Organization

1901 N. Moore Street, Suite 901

Arlington, VA 22209

1-800-658-8898 (hospice referral)

703-243-5900 (other questions)

http://www.nho.org

Offers information, patient advocacy, professiogdlication, and referrals to hospice programs thrauigthe
country.

National Self-Help Clearinghouse

25 W. 43rd Street,

Room 620 New York, NY 10036

212-642-2944

www.selfhelpweb.org

Part of a country wide affiliation of clearinghoas@rovides referrals to self-help organizationstual-support
groups; and other national, state, local and conimuesources.

Visiting Nurse Association of America

11 Beacon Street,

Suite 910 Boston,MA 02108

1-888-866-8773

or 617-523-4042

Fax: 617-227-4843

Provides referrals to visiting nurse agencies natide and supports visiting nurse agencies in g@inmitment to
provide the most effective, innovative, and pertimad community-based care.

Call Partnership for Caring: America's Voices for the Dying. We have trained counselors who can help you
navigate the health care system and sort througimformation you are receiving from health carevjters about
end-of-life treatment decisions. If you hear sormgjlthat is confusing or that just doesn't seertrigall
Partnership for Caring at (800) 989-9455. We cdp heu understand the issues important to youasia.

http://www.partnershipforcaring.org/Advance/agest.tgml

APPOINTING A HEALTH CARE AGENT

A health care agent is someone you designate te maklical decisions for you if, at some future tiywi are
unable to make decisions yourself. Your agent ea tlose relative or a personal friend, but shbeldomeone
who knows you well and whom you trust.

Your agent will be your voice and your advocatec&ese making medical decisions is rarely simplig, difficult

to foresee all of the possibilities in advance. iHgwan agent permits the same kind of flexible sieai making that
would occur if you were able to talk with your dart, ask questions, weigh the benefits and burdetie
treatments involved, and make decisions based exifgpcircumstances.

Ideally, your agent should be someone who is maicfo ask questions of the healthcare profestsanarder to
get information needed to make decisions. Your ety need to be assertive to ensure that yourewiahe
respected. Not everyone is comfortable acceptiisgstirt of responsibility; therefore, it is veryportant to have an
honest discussion with the person you plan to app@fore you make the appointment.

When you select your agent, be sure to:

- Ask him or her if they are willing to accept thésponsibility. Not everyone is able to be anatiie agent.

- Talk to your agent about your wishes regardirdy@rlife medical treatment. Even family membersymat know
how much treatment you would want at the end ef [Mfalking clarifies your wishes and diminishesagent's
potential guilt an anguish over whether they airieglthe right thing.



- Prepare and sign the appropriate forms for yiaie.sBe sure your agent, alternate agent and anybo might be
involved with your medical care has a copy.

For more information see Talking About Your Choidesr a more in-depth discussion of appointing @thecare
agent you can order Partnership for Caring's bodkbalthcare Agents: Appointing One and Being One.

http://www.partnershipforcaring.org/Store/bookleist. html

QUESTION AND ANSWER BOOKLETS:

. Health Care Agents: Appointing One and Being One

. You & Your Choices, Advance Medical Directives

. Advance Directives and End-of-Life Decisions

. Medical Treatments and Your Advance Directives

. Artificial Nutrition and Hydration and End-of-d Decisions

. Cardiopulmonary Resuscitation, Do-Not-Resusei@tders, and End-of-Life Decisions.
. Dying at Home

. The Physician-Assisted Suicide Debate: Undedstgrthe Issues

O~NO O WNPE

Patients, family members, even health care professials have many questions about end-of-life care---
options, procedures, legal issues, and more. Oftetihey do not even know what questions to ask. These
award-winning publications address both frequentlyasked questions and provide easy to understand
answers. They help everyone talk about choices, ®ainformed decisions, and are excellent resourcégr
consumers, educators, and professionals.

Health Care Agents: Appointing One and Being One

A health care agent is someone you designate te maklical decisions for you in the event that yaiumable to
make decisions for yourself. Selecting a healtle egrent for yourself or agreeing to be an agerddareone else
requires preparation and communication. Often medph't know what issues to discuss. This bookistvars
commonly asked questions and provides informatiaassist in effective decision making. $5.95 Clitdee To
Order

You & Your Choices, Advance Medical Directives

This illustrated booklet explains the basics ofaatbe directives in simple terms. It describes &psto completing
and distributing living wills and medical powersaiforney and explains how individuals can maké ttteices
known. $3.50 Click Here To Order

Advance Directives and End-of-Life Decisions

Advance directives refer to two legal forms: Atigiwill and a medical power of attorney. (Sometiroaited a
durable power of attorney for health care, or tmeedire proxy, or appointment of a health care ad#ht do | need
advance directives? How do | use them? How caduae the chances of future conflict over mediced2dhese
and 36 other frequently asked questions are alleresl in this booklet. $5.95 Click Here To Order

Artificial Nutrition and Hydration and End-of-Life Decision Making

Deciding whether to use artificial nutrition anddngtion (often called "tube feeding") can causeflairand
anguish for family members. Food and water aresseepfully linked with comfort and caring that wed it
difficult not to provide them, even when they canhelp the patient. This booklet answers questidiosit tube
feeding, patient comfort, and what to consider winatking this decision. $5.95 Click Here To Order

Medical Treatments and Your Advance Directives
This helpful booklet explains the most common $ifgport treatments and talks about pain manageieist.
information can be useful to help complete advathieectives or to weigh the benefits and burdenspetific



choices when decisions need to be made. This bdokledes a questionnaire that helps people egplueir
preferences. $5.95 Click Here To Order

Cardiopulmonary Resuscitation, Do-Not-Resuscitate @lers, and End-of-Life Decisions

The decision to resuscitate someone who has aacaodrespiratory arrest is one of the most comemaiiof-life
decisions people must make. This easy-to-understaokiet answers medical and legal questions about
resuscitation, both hospital and non-hospital daesuscitate orders, and ways to discuss theds$6e95 Click
Here To Order

Dying at Home

More and more individuals are choosing to die ahédn a familiar environment where they can rentainnected
to their family and friends at the end of theielifret often patients and their families do notensthnd what may
be involved in carrying out this wish. This compegehkive booklet answers questions about medicahterd and
other care as well as legal and practical condidesabefore and after death. $5.95 Click Here Tde®

The Physician-Assisted Suicide Debate: Understandirthe IssuesAcross the country, debate about legalizing
physician-assisted suicide continues to rage. Eattip for Caring takes no position on either sitihe debate,
rather, this booklet provides clear easy-to-undeisdiscussion on the issues surrounding the delaiteunbiased,
informative booklet summarizes the major issues\igae before the Supreme Court in 1997, expléiadasis for
the courts decisions, and describes the implicatidrihe decision. $5.95 Click Here To Order

http://www.partnershipforcaring.org/Resources/ghogsset.html

GLOSSARY OF TERMS

The following terms may be used in discussions abnd-of-life decision making.

Advance Directives:A general term that describes two kinds of legaluinents, living wills and medical powers
of attorney. These documents allow you to giverutdions about future medical care and appointragmeto make
health care decisions if you are unable to make thaurself. Each state regulates the use of adwdinegtives
differently.

Benefits And Burdens: A commonly used guideline for deciding whethenot to withhold or withdraw medical
treatments. A benefit can refer to the successftdame of a medical procedure or treatment. Outsaraa be
medical (e.g. the heart beats again) or functi¢aagl. the person is able to walk to the bathroaer d&keing
incapacitated by a stroke), or it supports theepdi values (for example, the patient is ableiéoadl home as he
wished).

However, a benefit from one point of view can bpexienced as a burden from another and might eede
differently by doctors, patients and families. Ezample, if a patient is resuscitated and the Istarts beating
again, this is a successful outcome from a megiaiait of view and a doctor may consider henefit. To the
patient who is dying from a serious illness or d&® resuscitation may cause further injury ang comtribute to
the overall experience of suffering. This succéssn the doctor’s point of view, might actually beperienced as
an additionaburden by the patient. Discussions of thenefits andburdens of medical treatments should occur
within the framework of the patienttsverall goals for care.

Best interest:In the context of refusal of medical treatmeneind-of-life court opinions, a standard for making
health care decisions based on what others beleve "best” for a patient by weighing the benefitsl the
burdens of continuing, withholding or withdrawirrgatment. (Contrast with "substituted judgment.”)

Brain Death: The irreversible loss of all brain function. Masates legally define death to include brain death.
Capacity: In the health care context, the ability of theigrdttto understand and appreciate the nature and
consequences of healthcare decisions and to makéoamed decision. The term competent is also tiséaldicate
ability to make informed decisions.

Case law:Law made by court cases rather than legislation.

Clear and convincing evidenceA high measure or degree of proof that may beireduegally to prove a
patient’s wishes. A few states require clear ami/icwing evidence that an incompetent patient wovadt to



refuse life-support before treatment may be stoppeess the patient has completed an advanceigd@ect
authorized by the state's law.

Constitutional law: Law based on either federal or state constituti@enerally, it concerns the fundamental
principles that regulate the relation between thvegiment and its citizens. The United States Snpr€ourt has
ultimate authority to interpret the U.S. Constivatiand decide the constitutionality of a law.

Do-Not-Resuscitate (DNR) OrderA DNR order is a physician’s writteorder instructing health care providers not
to attempt cardiopulmonary resuscitation (CPR)aisecof cardiac or respiratory arrest. A person aitalid DNR
order will not be given CPR under these circumstanAlthough the DNR order is written at the requés person
or his or her family, it must be signed by a phiggido be valid.

Double Effect:According to the ethical principle known as theléraf double effect,” effects that would be morally
wrong if caused intentionally are permissible ifefeeen but unintended. An example is the admitimtraf pain
medication with the intention of relieving pain anith the possible unintended secondary effectasténing death.
Euthanasia: The term traditionally has been used to refeh#ottastening of a suffering person's death or 'ynerc
killing". Voluntary active euthanasia involves an intervention requested by a competstividual that is
administered to that person to cause death, fanpbe if a physician gives a lethal injection witte patient’s full
informed consent.nvoluntary or nonvoluntary active euthanasia involves a physician engaging in an act to end a
patient’s life without that patient’s full informezbnsent. See al$thysician-hastened Death (sometimesreferred to
as Physician-assisted Suicide).

Guardian ad litem: Someone appointed by the court to represent theests of a minor or incompetent person in a
legal proceeding.

Incompetent: See "Capacity.”

Hospice Care:A program to deliver palliative care to individealho are in the final stages of terminal illnéss.
addition to providing palliative care and persasigbport to the patient, hospice includes supporthfe patient’s
family while the patient is dying, and bereavenmsrgport.

Legislation: Laws enacted by state or federal representativiessustaining Treatment. Treatments (medical
procedures) that replace or support an essentidllylfanction (may also be called life-support treants). Life-
sustaining treatments include cardio-pulmonaryseisation, mechanical ventilation, artificial ntish and
hydration, dialysis, and certain other treatments.

Living Will: A type of advance directive in which an individamicuments his or her wishes about future medical
treatment if he or she is at the end of life andbl@ to communicate. It may also be called a "tiveco
physicians,"” "health care declaration," or "meddiagctive.” The purpose of a living will is to gld family
members and doctors in deciding how aggressivelig¢omedical treatments to delay death.

Medical Power of Attorney: A document that allows an individual to appoiningone else to make decisions
about his or her medical care if he or she is wabtommunicate. It may also be called a healté jgg0xy,

durable power of attorney for health care, or appoent of a health care agent or surrogate. Theopappointed
may be called a health care agent, surrogatenafton-fact, or proxy.

Palliative Care: A comprehensive approach to treating serioussfirtkat focuses on the physical, psychological,
spiritual, and existential needs of the patiestghhal is to achieve the best quality of life aaklé to the patient by
relieving suffering, controlling pain and symptoraad enabling the patient to achieve maximum foneti
capacity. Respect for the patient’s culture, bsliahd values is an essential component. Palliasive is sometimes
called “comfort care” or “hospice-type care.” (Cast with “best interests.”)

Physician-hastened Death{sometimes referred to as Physician-assisted Suicide) A physician supplies the means,
usually a prescription for a lethal dose of medargtwhich a terminally ill individual can use todetheir own life.
Substituted judgment: The doctrine of substituted judgment permits atividual to make medical decisions for a
patient when the patient is unable to communic&te.decision maker must make the decision thergatieuld
have made under those circumstances. The decisikarrs not permitted to choose what he or sh&shmbest

for the patient, rather what the patient would hetvesen.

Surrogate Decision-Making Laws:Refers to laws that allow an individual or grodpnalividuals to make
decisions about medical treatments for a patierat lnds lost decision making capacity and did ngbgre an
advance directive.

Withholding or Withdrawing Treatment: Forgoing life-sustaining measures or discontindfrem after they have
been used for a certain period of time.




