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MEMORANDUM

To: Senator Gary Wilken
Attention: Sheila Petersop

From: Senator Robin Taylor
Date: 3/6/98
Ref: Senate Bill 291
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Thank you for scheduling SB 291.

Attached is background information, including a sectional
summary, for inclusion in the committee packets. Please
note: This sectional is valid for the Judiciary CS as well as

the original bill.

For your information, the Judiciary Committee made the
following changes, with my full concurrence:

Page 4, Line 25 - delete *probably”

Page 7, after line 17- add any needed organ or
tissue.

Page 8- Delete lines 1-2.

We will need Anchorage on line for approximately four
witnesses and anticipate offnet testimony from Dr.
Bridgettc Carney, Director of Corporate E'hics, PeaceHealth
System, Eugene, OR.

District A:
liyilcr » Ketchikan « Kuprcannf * Meyers (iluick ¢ IVicrslung ¢ Sumiium ¢ Sitka « Wrangell
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Sponsor Statement - SB 291
Page Two

The law is explicit. Every competent adult has the right to
make fundamental decisions regarding his or her medical
treatment. This includes the right to accept or refuse
treatment and to prepare an advance directive.

SB 291 states that an advance directive or living will s
given operative effect only if it has Dbeen medically
determined that the declarant is in a serious medical

condition.

It defines “medically determined” asrequiring a
determination from two physicians, one of whom must be
the attending physician, who have personally examined the
person.

Serious medical condition is defined as A) a terminal
condition; B) a permanently unconscious condition; C) a
condition in which the administration of life-sustaining

proc .ures would not benefit thepatient’s medical

coi.-nion and would causepermanent and severe pain; and
D) a progressive illness that will be fatal and is in an
advanced stage; the person is consistently and permanently
unable to communicate byany means, to swallow food and
water safely, to care for the person’s self, and to recognize
the person’s family and other people; and it is very
unlikely  that the person’s condition will substantially

improve.



Sponsor Statement - SB 291
Page Three

We used Oregon law as the model for SB 291. It allows an
individual to decide for themselves what they want done or
not done in each of these situations. Oregon law was cited
in that JAMA study as respecting the wishes of the patient.

Section eight of the bill sets out the conditions under which
life sustaining procedures can be withheld or withdrawn
when an individual does not have an advance directive.

Section seven makes it clear that nothing in this chapter is
intended to condone, authorize or approve mercy killing or
assisted suicide.

SB 291 will take Alaska into the 21st century with a law
that allows individuals to make decisions regarding health
care with more assurance that those wishes will be carried
out in the event they are unable to speak for themselves.



LEGAL SERVICES

DIVISION OF LEGAL AND RESEARCH SERVICES
LEGISLATIVE AFFAIRS AGENCY

(907) 465-3867 or 465-2450 STATE OF ALASKA
FAX é907) 465-2029 130 Seward Street, Suite 409
Mail Stop 3101 Juneau, Alaska 99801-2105
MFEMORANDTIVT February 23, 1998
SUBJECT: Sectional Summary of SB 291 (Work Order 20-LS1194YF)
TO: Senator Robin Taylor

Attn: Joe Ambrose

FROM: Theresa Bannister
Legislative Counsel

You have requested a sectional summary of the above-described bill. As a preliminary
matter, note that a sectional summary of a bill should not be considered an authoritative
interpretation of the bill and the bill itself is the best statement of its contents.

Section 1. Makes amendments conforming AS 13.26.344(1) to the bill's new provisions in
AS 1S.12.

Section 2. Enlarges the scope of a oeclaration to include directions regarding artificially
administered nutrition and hydration. Changes the test for when a declaration is given

operative effect.

Section 3. Rewrites the recommended contents of a declaration.

Section 4. Indicates how long a declaration is effective.

Section 5. Directs the attending physician to record the condition of the declarant and the
contents of the declarant's declaration in the declarant's medical record when the physician
has determined that the declarant is in a serious medical condition.

Section 6. Directs certain persons to provide certain specified care to patients from whom
life-sustaining procedures or artificially administered nutrition and hydration are withheld

or withdrawn.

Section 7. States that the chapter does not condone, authorize, or approve mercy killing or
permit certain acts or omissions to end life. States that the withholding or withdrawing of
a life-sustaining procedure or artificially administered nutrition and hydration under the
chapter docs not constitute a suicide, assisting a suicide, mercy Kkilling, or assisted suicide.

Section 8. AS 15.12.093 establishes the conditions for withholding or withdrawing life-
sustaining procedures from incapable persons who do not have declarations. AS 1S. 12.095



Senator Robin Taylor
February 23, 1998
Page 2

establishes a presumption that certain persons have consented to artificially administered
nutrition and hydration, establishes exceptions to that presumption, and establishes the
conditions for withholding or withdrawing artificially administered nutrition and hydration.
Section 9. Amends the definition of "life-sustaining procedure."

Section 10. Amends the definition of "qualified patient.”

Section 11. Amends the definition of "terminal condition."

Section 12. Adds definitions to AS 18.12.

Section 13. Repeals a subsection that sec. 7 of the bill now addresses.

If I may be of further assistance, please advise.

TLB:jdr
9S-101.jdr
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Bridget Carney
2002 McLean Blvd
Eugene, Oregon 97405
(541)-431-0878

ACADEMIC AND PROFESSIONAL EDUCATION

Social Ethics/Health Care Ethics, Graduate Theological
Union, Berkeley, California

Graduate Studies in Philosophical and Theological
Ethics, Pacific Sahool of Religion, Berkeley,
California

Community Health/Cross Cultural Nursing

Minor: Business Administration, University of

W ashington, Seattle, Washington

Seattle University, Seattle, Washington

PROFESSIONAL EXPERIENCE

Corporate Director of Ethics--PeaceHealth System
(Sisters of St.Joseph of Peace), Eugene, Oregon
Lecturer--School of Nursing and Dept, of Philosophy,
Seattle University, Seattle, Washington

Clinical Lecturer(Spring)--School of Nursing,
Undergraduate Community Health Nursing, Seattle
University, Seattle, Washington

Bioethics Consultant--Lacrnna Honda Hospital, San

Francisco, California
Bioethics Consultant--Episcopal Homes Foundation--Los

Gatos Meadows, Los Gatos, California

Medical Ethics Committee Member--Medical Center of
University of California, San Francisco, California
Teaching Assistant--School of Nursing, Graduate course
on ethics in nursing, University of California, San
Francisco, California

Camp Nursa--90 differently-ahled children and 50
counselors on Whidbey Island, Washington,(Summers)
Hospice Nurse--Community Home Health Care, Seattle,

W ashington(part-time, summers)

121002
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1981-89 Staff Nurse--primary care medical/surgical oncology and
bone marrow' transplant unit. University Hospital,
Seattle, Washington

1985-07 Hospice Nurse--Group Health Hospice, Seattle,
W ashington(part-time)

1985-86 Faculty Member—School of Nursing, Undergraduate
Community Health Nursing and Senior Practicum Community
Health. University of Washington, Seattle, Washington

1984 Teaching Assistant--School of Nursing, Uhdergraduate
Community Health Nursing. University of Washington,
Seattle, Washington

CURRENT PROFESSIONAL AND ACADEMIC MEMBERSHIPS

American Society of Law, Medicine and Ethics
Associate Member of the Hastings Center
Associate Member of the Parkridge Center

Sigma Theta Tau National Honor Society of Nursing
Society for Bioethics Consultation

Society for Health and Human Values

ACADEMIC COURSES TAUGHT

N521--Ethical Considerations (Graduate)

P1352--Health Care Ethics (undergraduate)

N480C--The Changing Family (Undergraduate)
N413--Community Health Nursing--Clinical (Undergraduate)
N267--Ethical Dilemmas and Nursing Practice (Graduate)
CHCS 402--Community Health Nursing (Undergraduate)

CHCS 423--Community Health Nursing, Senior Practicum
(Undergraduate)

COMMISSIONS AND BOARDS OF INQUIRY

1996ff Institutional Review Board:Sacred Heart Medical Center

1996ff Supportive Care of the Dying:Coalition for Compassionate
Care(Seven Catholic hospital systems and Catholic Health
Association)

1992-93 Institutional Review Board: California Public Health
Foundation, Berkeley, California

1982 Ad hoc committee investigating the establishment cf a
hospital nursing ethics committee. University Hospital,
Seattle, Washington



By Federal law we are
required coprovideyou the
following information
aboutyour healthcare
rights under Oregon law.

Every competentadulthas
the right to make
fundamental decisions
regarding hisorher
medical treatment. This
includes the right to accept
or refuse treatmentand to
prepare an advance
directive.

Thispam phlet describes
the advance directive
document available in
Oregon. We encourageyou
to discuss this information
withyourphysician,
fam ily members.friends
and anyone else who may
be involvedfyou
become ill

rhJOt Systemn

’PATB (1119

%
Inform ation for Patients
AboutHealthcare Decisions

IncludingAdvance Directive Form

In some cases an illness or injury may prevent you from
expressing your wishes regarding the medical care you would like

to receive.

Oregon law allows you to use a legal document so you can retain
control over the medical care you receive when you are unable to
exqress vour wishes. That document is called an Advance

Directive.

Although the Advance Directive is a legal document, you do not
need a lawyer to prepare it. This document, which accompanies this
pamphlet, as the last six pages, has instructions that will aid you in
completing it. Once you complete it. tear it out of this pamphlet and
put it in a safe place. Give copies to family, friends and healthcare
providers that are interested in your healthcare.

You are not required to complete this form and no healthcare
facility will refuse to care for you or otherwise discriminate against
you based on whether or not you have completed an Advance
Directive. Regardless of your decision, it is important that you
discuss your wishes with your relatives, close friends, spiritual
advisor, attorney, physician and other caregivers. Open
communication with people who care about you will greatly
improve your chances of receiving the healthcare you want if you
become unable to express your desires directly.

Legacy Health System indudcs Bishop Moms Car; Center, Emanuel Hospital U Health Center. Cood Samaritan
Hospial a Medial Centre. Mendun Park Hostxta). Mount Hood Medical Center. Legacy Visiting Narse on
and CareMark/Managed Healthcare Norhwrsx PPO.



Legacy Health System
Statem ent

Legacy Health System is an We are further committed to individuals to make healthcare
organization of healthcare serving all in need within our decisions, including the right to
providers dedicated to caring, resources. Our purpose is to accept or refuse medical or
compassion and excellence. provide and manage compre- surgical treatment.

We are committed as a hensive, accessible, integrated We are committed to serving
healthcare system to enhance healthcare services that all patients in need whether or
the quality of life by improving ~ emphasize cunical excellence, not the patient has executed an
the health status of the value and human sensitivity. Advance Directive.
communities we serve. We respect the right of

While we are unable to wimess the Advance Directive, you may contact the following departments if
you have any questions:

Bishop Morris Care Center Social Services 227-3791
Emanuel Hospital & Health Center Social Services 280-4103
Patient Relations 280-4042
Pastoral Services 280-4151
Good Samaritan Hospital & Medical Center Pastoral Services 229-7057
Social Services 229-7629
Patient Relations 229-2408
Legacy Visiting Nurse Association Social Services 220-1000
Meridian Park Hospital Admitting 692-2283
Mount Hood Medical Center Community Health 661-9287

You should also make sure you speak with the following people about your Advance Directive:
» Family * Physician

* Close Friends  Attorney

* Spiritual Advisoi



Your Rightto M ake
Health Care Decisions in Oregon

Do I have to accept all
medical treatment that is
available? No. You have a right
to accept or refuse any proposed
medical tests or treatment.

How will I know how to
decide? Your doctor will tell you
what treatment or testing he or she
recommends. Your doctor will also
cdl you that there may be
alternatives and risks. Ifyou want
to know more, your doctor will tell
you abouc the treatment or test,
the available alternatives and the
material risks. When you have
enough information, you decide
whether to have the test or
treatment.

How can 1plan ahead for a
time when I may be unable
to make decisions? Oregon has
an official form you can sign to
cover future situations where you
are unable to decide. The form is
called an Advance Directive. It has
two main parts, one called "Health
Care Instructions” and the other
called "Appointment of Health Care
Representative."

How can | control what
health care I get if | become
unable to make health care
decisions? By completing the
"Health Care Instructions"” on the
Advance Directive form. This lets
you control the medical treatment
vou set and under what
circumstances you will get it.

How do | appoint someone

else to act for me? By making
the “Appointment of Health Care

Representative” on the Advance
Directive form. This lets you select
another adult as your represent-
ative. That person should be
someone you trust to decide about
your health care when you cannot
do so yourself. Your representative
cannot act for you unless you
become unable to make your own
decisions. You may also appoint an
alternative representative. The
representative and any alternate
must sign the form agreeing to
serve. The Advance Directive form
lets you say what decisions those
persons may make for you. Itis a
good idea to discuss your wishes
with the person(s) you appoint.

How does an advance
directive take effect? ifyou
are an adult able to make your
ourn decisions, you can sign an
Advance Directive at any time.
You do not have to fill out and sign
the form ifyou do not want to. But
ifyou do, your doctor must follow
it or allow you to be transferred to
a doctor who will. Signing the form
will not afreet your insurance.

How do I obtain and sign my
advance directive? Health care
facilities and some stationer)' stores
have the official form. Lawyers
and doctors may have one or help
you obtain one. In Oregon, the
only reliable way to be sure your
wishes are followed is to use the
official form. Read and follow the
"Important Information” at the
beginning of the form. If the
printed form does not express your
wishes, you may cross words out
or write your own words in. Do not
add anvching about money or

property. The form must be signed
by you and two witnesses who
must satisfy special requirements.
Send a copy to your doctor and to
the person you choose as a
representative. Keep the original
where it can be easily found.

How long does an advance
directive remain in effect?
You may write in an expiration
date. Ifyou do not, the form will be
good until you revoke it. You may
revoke it at any time and in any
manner, but the best way is by
notifying those who have your
form. Unless you say otherwise on
the form, a new Advance Directive
takes priority over an older one.
Your representative can withdraw
at any time by notifying you or
your doctor. Divorce revokes
appointment of a spouse but you
can reaffirm appointment by
signing a new directive.

Are there any decisions my
representative can make?
Yes. Your representative may not
decide about mental health
treatment, sterilization, abortion,
psychosurgery, shock treatment or
mercy killing. You can make
advance decisions about mental
health treatment using an official
form called a "Declaration for
Mental Health Treatment,"
available from some stationery
stores or your local mental health
agency'.

How will my representative
make decisions for me? Your
representative must acr. in the way
you specify on an Advance
Directive form. He or she must also



follow your known wishes. If your
representative does not know what
you want, he or she must act in
your best interest. Your represent-
ative does not have to pay your
medical bills.

Can my representative
prevent or stop life support?
Yes. ifyour Advance Directive
form says so. Ifyou have not
given specific instructions, the law
specifies four critical medical
conditions in which your
representative may decide about
life support for you:

« Life support would not benefit
you and would cause you
permanent and severe pain:

* You are close to death and life
support would only postpone the
moment of your death:

 You are permanently unconsc-
ious: or

* You are in an advanced stage of
a progressive, fatal illness.

The law also allows your
representative to decide about life
support in ocher circumstances you
designate on the form. But you
must get routine care for your
cleanliness and comfort. Life
support will not be prevented or
stopped if your form says you
would want ic continued.

Can my representative order
or stop food or water by
tube? Yes. if your Advance
Directive form says so. In addition,
your representative may prevent or
stop tube feeding if you have
clearly said that you would refuse

it. Otherwise, you must get tube
feeding that would prolong your
life, unless you have one of the
four critical medical conditions chat
the law specifies. Your represent-
ative cannot refuse food or water
you can take in a normal way.

How are decisions made for
me if 1 do not have an

official form? Ifyou have one of
the four critical medical conditions
that the law specifies, an Oregon
statute allows close relatives and
friends to decide about life support
for you. Otherwise, the law does
noc clearly identify the decisions
that relatives or friends may make
for you. Relatives, friends or others
may seek clear authority from a
court by being appointed your
guardian.

Is an advance directive |
signed under another state’
law good in Oregon? Yes. if
you did noc live in Oregon when
you signed it. Oregon residencs
may only use an Oregon form.

Are Oregon's earlier official
forms still good? Yes. Ifyou
signed a "Power of Attorney for
Health Care" or a "Directive to
Physicians™ before November 4.
1993 you can still use it. Even
though the old forms are similar to
the Advance Directive, there are
some big differences:

» A Directive to Physicians says
that you do not want life support
which would only postpone your
death when you are close to death,
it does noc cover any other
situation.

» APower of Attorney for health
care allows your representative to
stop life support ifyou checked the
line on the form referring to "life
sustaining procedures." Icallows
your representative to prevent or
stop food and water by tube ifyou
checked the line on the form
referring to "artificially administ-
ered nutrition and hydradon."
Otherwise, the form allows your
representative to forego tube
feeding for you only if you have
one of the four cridcal medical
condirions that the law specifies.

» Unless you sign an Advance
Directive, the directive to physi-
cians remains in effect unless or
until you revoke it. The Power of
Attorney for health care expires
after seven years unless you are
already incapable when icexpires.

How can | find out more?
By calling Oregon Health
Decisions, a private nonprofit
corporadon (241-0744 or toll free
1-800-422-4805), or by
consulting an attorney.

NOTE: This statement reflects
Oregon law effective November 4,
1993. It is a general summary of
the rights of competenc adults in
Oregon. It does noc contain all the
technical details of the law. .Also, it
does not deal with decisions for
minors, for chose who are now
mentally incapable, or abouc
treatment outside Oregon.

Copynghl 1993. Oregon Sure 9.u Hu!* Liw Sceuon.
The Secuon hereby auu-.onees anyone io icpnm ihis
suremeni as long'is icis repnmed in ns encrety
(including (his paragraph) and v*nhou: ny change in
wording.



Advance Directive
Youdo nothave toJilloutand sign thisform

PART A

Important Information About This Advance Directive
This is an important legal document. It can control critical decisions about your healthcare. Before
signing, consider these important facts:

Facts Ahout Part B (Appointing a Healthcare Representative). You have the right to name a
person to direct your healthcare when you cannot do so. This person is called your "healthcare
representative.” You can do this by using Part B of this form. Your representative must accept on Part

E of this form.
You can write in this document any restrictions you want on how your healthcare representative

will make decisions for you. Your healthcare representative must follow your desires as stated in this
document or otherwise made known. Ifyour desires are unknown, your healthcare representative
must try to act in your best interest. Your healthcare representative can resign at any time.

Facts About Part C (Giving Healthcare Instructions). You also have the right to give instructions
for healthcare providers to follow if you become unable to direct your care. You can do this by using

Part C of this form.

Facts About Completing this Form. This form is valid only ifyou sign icvoluntarily and when
you are of sound mind. Ifyou do not want an Advance Directive, you do not have to sign this form.

Unless you have limited the duration of this Advance Directive, it will not expire. Ifyou have sec an
expiration date and you become unable to direct your healthcare before that date, this Advance

Directive will noc expire until you are able to make those decisions again.
You may revoke this document at any time. To do so, notify your healthcare representative and

your healthcare provider of the revocation.
Despite this document you have the right to decide your own healthcare as long as you are able to

do so.
If there is anything in this document that you do not understand, ask a lawyer to explain it to you.

You may sign Part B, Part Cor both parts. You may cross out words that do not express your wishes
or add words that better express your wishes. Witnesses must sign Part D.

PRINT YOUR NAME, BERTH DATE AND ADDRESS HERE:

Name Birth Date

Address

UNLESS REVOKED OR SUSPENDED, THIS ADVANCE DIRECTIVE WILL CONTINUE FOR

Initial One: My Entire Life Othe:Period(__Years)



PARTB

Appointment of Healthcare Representative
lappoint as my healthcare representative. My healthcare
representative's address is

and my healthcare representative's
telephone number is

lappoint as my alternate healthcare representative. My
alternate healthcare representative’s address is

and my alternative healthcare representative’s telephone number is.
I authorize my healthcare representative (or alternate) to direct my healthcare when I cannot do so.

Note: You may not appoint your doctor, an employee of your doctor or an owner, operator or
employee of your healthcare facility unless that person is related to you by blood, marriage or adoption
or that person was appointed before your admission into the healthcare facility'.

1. Limits. Special conditions or instructions:

Initial if this applies:
lhave executed a Healthcare Instruction or Directive to Physicians. My healthcare

representative is to honor it.

2. Life Support. "Life support” refers to any medical means for maintaining life, including procedures,
deuces and medications. Ifyou refuse life support, you will still get routine measures to keep you clean

and comfortable.

Initial if this applies:
My healthcare representative MAY decide about life support for me. (Ifyou do not ircnai this

space, then your healthcare representative MAY NOT decide about life support.)

3. Tube Feeding. One sort of life support is food and water supplied artificially by medical deuce,
known as tube feeding.

Initial if this applies:
My healthcare representative MAY decide about nibe feeding for me. (Ifyou do not irmal this
space, then your healthcare representative MAY NOT decide about tube feeding.)

SIGN HERE TO APPOINT A HEALTHCARE REPRESENTATIVE

Signature of Person Making Appointment

Date

[ >my ip.



PART C

Healthcare instructions
Note: In filling out these instructions, keep the following in mind:

1.The term “as my physician recommends'* means that you want your physician to try life support if
your physician believes it could be helpful and then discontinue it ifit is not helping your health

condition or symptoms.
2. *'Life support™ and “tube feeding'* are defined in Part B above.

3. Ifyou refuse rube feeding, you should understand that malnutrition, dehydration and death will
probably result.

4. You will get care for your comfort and cleanliness no matter what choices you make.

5. You may either give specific instructions by filling out Items 1 to 4 below or you may use the
general instruction provided by Item 5.

Here are my desires about my healthcare if my doctor and another knowledgeable doctor confirm that |
am in a medical condition described below:

1 Close to Death. If am close to death and life support would only postpone the moment of my

death:
A. Initial One
Iwant to receive tube feeding.
Iwant tube feeding only as my physician recommends.
1DO NOT WANT tube feeding.
B. initial One

Iwant any other life support that may apply.
Iwant life support only as my physician recommends.
Iwant NO life support.

2. Permanently Unconscious. If lam unconscious and it is very unlikely that 1 will ever become

conscious again:
A. Initial One
1want ro receive tube feeding.
I want tube feeding only as my physician recommends.
I DO NOT WANT rube feeding.

B. Initial One
1want any other life support that may apply.
I want life support only as my physician recommends.

Iwant NO life support.



3. Advanced Progressive IlIness. If | have a progressive illness that will be fatal and is in an
advanced stage and Iam consistently and permanently unable to communicate for any means,
swallow food and water safely, care for myselfand recognize my family and other people, and it is
vet}' unlikely that my condition will substantially improve.-
A. Initial One

I want to receive tube feeding.

I want tube feeding only as my physician recommends.

1DO NOT WANT tube feeding.

B. Initial One
Iwant any other life support that may apply.
1want life support only as my physician recommends.
Iwant NO life support.

4. Extraordinary Suffering. If life support would not help my medical condition and would make me
suffer permanent and severe pain:
A. Initial One
Iwant to receive tube feeding.
1want tube feeding onlv as mv physician recommends.

1DO NOT WANT tube feeding.

B. Initial One
Iwant any other life support that may apply.
Iwant life support only as my physician recommends.
Iwant NO life support.

5. General Instruction.
Initial if this applies:

I do not want life to be prolonged by life support. 1also do not want rube feeding as life support.
Iwant my doctors to allow me to die naturally if my doctor and another knowledgeable doctor contirm
Iam in any of the medical conditions listed in Items 1to 4 above.

0. Additional Conditions or Instructions.

Insert Descnption of what You want Done

7. Other Documents. A "healthcare power of attorney" is any document you may have signed to

appoint a representative to make healthcare decisions for you.

Initial Pﬂe: . . . .
. I'have Prevmusly signed a healthcare power of attorney. | want it to remain in effect unless 1

appoint a healthcare representanve after signing the healthcare power of attorney.



I have a healthcare power of attorney and, | REVOKE IT.
I DO NOT have a healthcare power of attorney.

Date

SIGN HERE TO GIVE INSTRUCTIONS

Signature

PART D

Declaration of Witnesses

We declare that the person signing this Advance Directive:

1 Is personally known to us or has provided proof of identity;

2. Signed or acknowledged that person's signature on this Advance Directive in our jpresence;
3. Appears to be of sound mind and not under duress, fraud or undue influence;

4. Has not appointed either of us as healthcare representative or alternative representative; and

5. Is not a patient for whom either of us Is attending physician.

WITNESSED BY:

Signature of Witness Date Printed Name of Witness

Signature of Witness Dace Printed Name of Witness

Note: One witness must not be a reIativ?Sgbx blood, mamafe or adoa:ion) tofthe erson si%nin this

AdVﬁnC Directive. That W|fness must a otbe%wemled 0an PO lon the? rﬁon's ate hgon
deatn. That witness must also not own. operate or be employed at a heafthcare Tacility wnere t

person Lsa patient or resident,



PARTE

Acceptance by Healthcare Representative

| accept this appointment and agree to serve as healthcare representative, | understand | must act
con5|gtent| V\ﬁPh the desires o?(tlne erson | represent, as ex |[r)esser(] |nth|s Agvance Directive or

otherwise make known to m? ono know the desires of the person [ represent, [ have a duty to
Inwhat | believe In good faith to be that Eersonsffest mferest | understand that this document

zwwameto deug]e anout t épersons nealthcare only while that erson C nnot 00 50. | Understand
fhat t epersgnw 0 appointed me. may revoke Eomtmewt Iﬁl earn that this Eocument has
been suspended or revoked, [ will inform the person's current healthcare provider if known to me:

Signature of _ Date Printed Name of Healthcare Representative
Healthcare Representative

S nature of Date Printed Name of Alternate Healthcare
emative Healthcare Representative Representative
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After 25 years'of public outcry'about
lho right to die with dignity.- doctors ‘V
still arc Ignoring patients; last wishes,1:,i
according to a now study of terminally {lm
M patients. o

The study, reported In the current
Issue of The Journal of the American ;
Medical Association, has found ,1101
doctors often misunderstand orMgnorc
the patients' requests, with the result
that large numbers of people still die
alone, In pain and tethered to mechanl-'!
cnl ventilators In Intenslve care units,

Twenty-flvo years since the living;11
will movement began, the study's nu-7-
thors say they have discovered that tho (V,
wills, which are supposed to give terml-,
nally 111 pntlonls legal ('safeguards:!
against *unwanted' medical vtreatment,"*
offer virtually no protection.}’ v 11
' The study also found thatincreasing ]'
communication 'between 'doctors and™
patients did not help. "People think ad-
vance directives are solving the prob-.-
lum," said Ur. William Kuaus, one of
the researchers who directed the study.

"We have very good Information that
they aren't; that nothing has changed —
the amount of pain at the cud of life, the
number of people dying alone attached
to machines”

The $20 million study, financed by the
Hubert Wood Johnson Foundation, took
place at six medical cculers around the
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The high-tech twilight zone

ELLEN GOODMAN

If you aru headed for Missouri - a layover
in SI. Louis, a weekend in Kansas Cily - let
me suggest that you pack a little something
extra ia your baggage, A Living Will, for ex-
ample.

Heller yet, u signed und notarized Durnblc
I'owor of Attorney. Or perhaps a checklist of
30 life-susLnining treatments and your person-
al attitudes toward them.

You might he wise to send copies of these
to a lawyer und to a member of your family.
And be sure to tell them that if get sick or
have an accident in Missouri, they'd belter get
your body out of the slate as quickly as possi-
ble.

This traveler’s advisory comes to you cour-
tesy of the Supreme Court. On Monday, the
court ruled that people do have the right to
slop medical treatment, but only If they are
conscious and competent or have left “clear
and convincing evidence" of what they wanL
Otherwise, you may have no more rights than
a museum exhibit, a comatose testimony to
some slate’s definition of “life.”

If you are like Nancy Cnizan, for example,
25 years old at the time of a car crash, you
could end up in a permanent vegetative state
for 10. 20. 30 years with no way out. If you are
struck down without leaving behind a full rec-
ord of your altitudes about the major bioethics
questions of Die day, you could become, as Jus-
tice Illrcnnan put it in his eloquent dissent, "n
passive prisoner of medical technology."

This is the bottom line in the case of Joe

ami Joyce Cruzan’s daughter, She lion spent
the seven unconscious years in a Missouri hos-
pitul being fed what the nurses call "supper"
through a feeding lube. It’s the ease us well for
Christine liusalnccld, a 20-year-old patient in
the same hospital, who Is wheeled in the Hamc
unconscious slate to “music therapy” where
they play gospel to the former fan of heavy
metal.

The court ruled Hint Nancy had not made
her wishes known clearly enough. She hnd
only talked about life and denth the way most
of us do, conversationally, casually. Sho
"wouldn’t want to live that way." She "didn’t
want to live as a vegetable."

Without more certainty, the majority ruled
that Missouri's right to protect "life" was
greater than tho family's right to defend her
"liberty" from medical treatment. In nstriking
psssngc, Justice Hclmqulst said that there is
"no nulomaUc assurance that the view of close
family members will necessarily be the snme
as the patient's.”

In short, tlie state was more trustworthy
than the family. Especially the state of Mis-
souri, which has set llself on tlie extreme end
of the pro-life sijeclium.

"Once you become Incompetent, you're out
of it, and your family’s out of It" soys Boston
University bioclhicisl George Annas. ‘Hie
view of the court is that Nancy Cruzan should
exist to protect the stale's unqualified Interest
in life. Thnt it's ulways better to be nlive than
dead. You can treat someone without her con-
sent, blit you can't sfo/i treating her without
conscnL”

This decision cannot help hut raise the
anxiety of Aim~cii'is who have come to regard

the end of life, the high-tech "twilight zone,"
with fear and loathing. For the overwhelming
minority of Americans, some 70 to 80 percent,
death comes after a series of decisions be-
tween patients, families and doctors about
treatments to begin, try, end. For each Ameri-
can In a Cnizan-like condition, there are many
more who arc or will become incom|)ctoiiL be-
fore they die.

"l think it is important for people to know
they will not lose control at the end," anys Su-
san Wolf, an otliicisL at the Hastings Center.
"Tlinl knowledge allows people to keep going."”

Indeed, without that assurance, we may
see more preemptive suicides by people like
Janet Adkins, who sought out the so-called sui-
cide machine before she would lose her mind
to Alzheimer’s. We will also, surely, see doc-

tors who hesitate to try experimenla”rcat
moots out of fear they can't be cndcdjfl|

Missouri Is so far the most intrusi*W ate
but the court gives the green light to others
In the meantime, the Cruzana' only ho|>e foi
an end to the intrusive treatment Is to movi
their daughter, ijerhaps down the road to Ar
kansos.

Once, In the '70s, there were families tliul
look a brain-dead child from one stale to an-
other that recognized this death. In the 1990a,
we may have to shop again for a state that will
allow patients and families to end treatment
without a suitcase full of documents.

For now, however, a recommendation. The
Living Will. Don't leave home without it.

Ellen Goodman is « Globe columnist.
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Living wills not always binding

O Dear Ann lenders: Last
year, | buried my 91-year-old
father. After recurring bouts of
cancer, he suffered a stroke. To
see this once-vital man reduced
to such a condition was heart-
breaking.

The doctor insisted on
inserting a permanent feeding
tube. | explained' that my
father had made provisions for
his care in such an event and
did not want to continue his life
that way. The doctor’s reply
was "Do you wanLyour father
to starve to death?~""'1

The shock of being the sole
caretaker for my 85-year-old
mother, and” now a dying
father, was too much for me.-I
let the feeding tube be inserted.
My father died in the ambu-
lance on the way to the nursing
home ' , T
Ann.'-please tell jpur readers
that the person making the
medical decisions for an ill per-
son must be very strong. And
just as important as a living
will is a medical power of attor-
ney. Without it, a living will
doesn’t always hold much
weight. Virginia in
Farmington, Michr—"

Dear Virginia: J received a
great deal of mail after my col-
umn on the Medical Directive
appeared. Many readers made
a point of saying that living
wills are not binding in every
state and, even when they are
honored, the laws often change.

One woman let me know
that her grandmother, had
made specific provisions in her
living will for pain killers, but
when the time came, her doctor
refused her request. Another
reader sent alarming informa-
tion about how unrelated peo-
ple can file suit in court to pre-
vent a person from terminating
medical  treatment, even
though they have no personal
involvement in the situation.

The next letter might pro-
vide some help:

0O Dear Ann Landers: Your
informed nnd compassionate

ANN,;". ..
LANDERS

column about living wills and
the Medical Directive gave mil-
lions of Americans invaluable
information about the medical
choices available to them at the
end of their lives.

The Medical. Directive.;is
quite” comprehensive and
includes a power-of-attomey
form, an organ-donor form and
a place for a physician’ signa-
ture. However, some states
have their, own requirements
that may not be covered in the
Medical Directive. For this rea-
son, we recommend that people
attach a state-specific form to
their Medical Directive.

State-specific advance direc-
tives are available free of
charge from state health
departments, local.hospitals
and state bar associations.
Choice in Dying will also pro-
vide a copy of a state-specific
advance directive to anyone
who werites us at Choice in
Dying, 200 Varick St., New
York, N.Y. 10014 or calls our
toll-free number: 1-800-989-
WILL.

Thank you, Ann, for getting
the word out. — Karen Orloff

Kaplan, executive director,
Choice in Dying
Dear aren Kaplan:

Thank you for your fine sugges-
tion. For my readers who may
have missed it the last time.

you can order the Medical
Directive (two for $6; five for
$11) by writing to The Medical
Directive, P.O. Box 6100,
Holliston, Mass. 01746-6100.



Eventually the case wound up
in court. The doctors petitioned
to withdraw nonbeneficial medi-
cal care; the court declined to
intervene. Six months later, still
comatose but receiving aggres-

In this couttkhfére than a milion deaths occur in
institutions annually; 70 percent of them are the result of
a noncontroversial decision not to medicate, operate or
resuscitate. Although only about 12 to 20 cases a year
actually end up in court, those that do can alter state and
Federal laws, as occurred in the now-historic Cruzan
case. Nancy Cruzan had lain for eight years in a Missouri
Rehabilitation Center (the same one now housing Chris-
tine Busalacchi), while her family fought the state all the
way to the U.S. Supreme Court for permission to remove
her feeding tube in accordance with her own previously
stated wishes. They won, and the ruling became a major
catalyst for the Patient Self-Determination Act (see below).

Who Plays God?
Even so, the controversy continues to rage. At one end of
the debate are people who believe the Hippocratic oath
compels physicians always to prolong life—never to as-
sist, even passively, in cutting it short. At the other ex-
treme— Derek Humphry and his suicide manual, Final
Exib, Dr. Jack Kevorkian and his "suicide machine"— are
those who believe assisted suicide is an act of mercy. In
the middle are people who feel that withholding life sup-
port in accordance with a patient's instructions is accept-
able, while actively helping someone to die is not.
Opinions may be shifting. In arecent Washington State
referendum a proposition calling for physiciai assisted
euthanasia was defeated by only a narrow margin. Like it
or not. Americans are being brought face to face with the

sive treatment. Helga died. Her treatment cost in excess
of $700,000, paid for by her insurance and Medicare.
"If we have the right to keep a comatose woman on a
respirator for over a year, then how does that justify the
lack of health care for so many others?" Dr. Miles asks.

issue of dying. .Although no one can choose whether to die,
more and more we are being given a choice of how (or how
not) to die. Signing a living will and naming a medical
proxy can help insure that our wishes will be carried out. m

No Easy Answers

It’s true that the financial toll of maintaining a
terminally ill patient has become mind-boggling.
Life-support costs range widely, up to or even
exceeding S2,000 a day, and these patients take
up needed space in intensive-care units.

The emotional cost to families is also immea-
surable. Many have likened it to "living in a fu-
neral home, waiting for the funeral."

As serious as these problems are. even worse
ones could result from legalized euthanasia. In
the Netherlands—where mercy killing is techni-
cally illegal but openly practiced—some people
are worried. The guidelines for "justified eutha-
nasia," spelled out by the Dutch courts, say the
patient must request death and that his condition
must be irreversible. Frits Wester, a spokesman
for The Netherlands Christian Democrats party
and a leading voice against euthanasia, says:
"We get a lot of letters from old people who are
afraid to go in hospital because they're afraid
somebody will kill them."

Other critics point to a possible slide from
"voluntary" death toward coerced death, insti-
gated either by medical personnel who deem a
patient too costly to maintain, or by family mem-
bers who may want to speed up inheritance.

78 Family Circle

"Advance D irectives" Advice
If you check into a hospital, expect to be asked about your
"advance directives." This query is required by the 1990
Federal Patient Self-Determination Act. You don't have to
sign a living will, but you must be informed of that choice.
Here's how to prepare advance directives on your own:
= Assign a health-care proxy and an alternate. To do this,
make out a health-care proxy form (see below). You don't
need a lawyer, just two adult witnesses. Be sure that the
people you name know your wishes and are willing to make
life-and-death decisions for you.

= Sign a living will. Include what you do want as well as what
you don't. For example: Don't say “no medication” if you
would want painkillers. Instead, specify "comfort care."
Update your living will and health-care proxy every year or
so and alert your doctor to their existence. You can cancel
your advance directives at any time.

= Send lor Iree living-wili and health-care proxy forms.
Write to Choice in Dying, Box FC, 200 Varick St., New York,
NY 100X4. (For appropriate forms, specify your state.) 1
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,au-
Tftor's seriousness of purpose and ensures that the
court is not being asked to make a life-oftdeath »
decision based upon casual remarks." lure
O'Connor, 72 N.Y.2d at 531. 531 N.E.2#at 613.
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CONTENTS OF THE LIVING WILL

The Uving Will should state completely and explicitly

those areas of health care about which the individual
has made definite decisions as to whether he or she
wishes, or does not wish, to refuse the treatment.6
Moreover, the individual should decide whether any
desired treatment is to be tned only for a limited
period of time and then discontinued if significant im-
provement is not made after that period of time.

The American Medical Association has prepared a
Medical Directive7 which sets forth in simple chart form
common treatments and procedures (from blood
transfusions to the use of pain medications) on which
an individual records whether he or she definitely
wants a particular medical treatment, does not want it.
is undecided about it. or wants the treatment tried (at
least for a time). The Medical Directive also suggests
that these “common” decisions be made based upon
various "scenarios", from a persistent vegetative state
to one in which the individual suffers from some brain
damage which impairs the ability to recognize people
and to communicate understandably, but does not
have a terminal illness. Many practitioners will find re-
viewing the “Medical Directive" helpful in counseling
clients as to the types of decisions which they should
consider expressing in a Living Will.

There are three areas in which it seems to be of partic-
ular importance that the individual state a preference
as to whether he or she wishes the treatment to be
commenced and continued (at all costs), whether it
should be tried, but continued only if there is significant
improvement or not administered at all. These are:

(1) providing artificial nutrition and hydration (the termi-
nation of which will end life m a relatively short time):
(2) administering pain meoications even though they
may hasten death and/or retard consciousness: and
(3) use of other means of prolonging life (sucn as
mechanical breathing machines, kidney dialysis, and
organ transplants) especially those which can be ex-
tremefy expensive. In some junsdictions. such as New
York, a health care agent may make a decision about
artificial nutrition and hydration only if the patient's
wishes in that regard are reasonably known or can be
reasonably ascertained with diligence. N.Y. Pub.
Health Law § 2982(2)(B). In fact, New York encour-
ages an individual to state in the proxy his or her
wishes regarding artificial nutrition and hydration and
other specific areas of health care. N.Y Pub. Health
Law § 2981 (5)(D).

These statements should be as specific as is practica-
ble under the circumstances. Even if the decision is to
attempt to prolong life for as long as possible, that

should be stated explicitly in the Living Will. If tne mdi-
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vidual is unsure of his or her wishes m a particular
area, that lack of assurance should he expressly
stated so that other language in the Living Will or other
evidence is not used to "construe" what the individual
wished.

For many people these decisions are extremely difficult
to make. Certain clients will prefer that others make
them when they are no longer able to do so. Further,
the Living Will cannot cover every conceivable circum-
stance which may arise. Therefore, individuals should
also consider executing a health care proxy.

Although the Supreme Court indicated in the Cruzan
case that a person could designate someone to make
health care determinations, such es the termination of
artificial hydration and nutrition, it did not state whether
the designee could be empowered to make less "dras-
tic" decisions, such as placing the individual in a per-
manent health care facility (e.g., a nursing home) when
the individual is not terminally ill but has lost the capac-
ity to make such decisions. State law often does not
expressly provide whether a medical attorney-in-fact
may make such decisions. Unless proscribed by state
law, it may be appropriate to consider adding to the
document an express provision covering the authority
of the surrogate decisionmaker in this (or similar) situa-
tions. Where it is not certain that this can be done, it is
appropriate, as it generally is in the proxy, to ensure
that a "severability" clause is added.

In addition to discussing an individual's wishes regard-
ing health care, the Living Will should state explicitly
mat the document is intended to constitute a state-
ment which is an expression of the wishes and direc-
tions of the individual as to his or her health care in the
event that he or she is unable to make those deci-
sions. It should specify that it is intended to be bind-
ing upon all persons, including the individual's
pnysician, other health care providers and family. Fur-
thermore. whether or not the Living Will is contained in
the same document as the health care proxy, it should
state explicitly whether the wishes and directions con-
tained in the Living Will are. or are not, binding upon
any health care agent or whether the health care agent
is to have the authority to override the Living Will in
some or all circumstances. The Living Will also should
state whether or not the individual intends the docu-
ment to expire and, if so, wnen.

If state law provides how a Living Will is to be exe-
cuted, that method should be followed precisely. If

state law does not set forth the formalities for execu-
tion, it is recommended that the instrument be dated,
signed at the end by the individual, withessed by at
least two persons, who, as in the case of a Last Will
and Testament, set forth their addresses, and that it
contain an attestation or acknowledgment provision
which is completed by a notary public. The instrument
should also contain a statement immediately before
the witnesses' signatures that they personally know
the individual, that he or she appears to be over the
age specified by state law to execute such an instru-
ment (18 years in almost all jurisdictions in the United
States) and of sound mind, and that the person has
executed the document willingly and free of duress.

Unless prohibited by state lav;, the Living Will should
also contain a "severability" clause.
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Sdtoe states, such as California, have extraordinarily”
conrnlex and "strict" rules governing the contents of a
healtmcare proxy. For example, in California, any
printeolorm of durable power of attorney for health
care int*Jed for use by someone who is not receiy
the advicapf a lawyer, must contain a warning, pr*"'
scribed inre statute, printed in ten point boldfac
type. Cal. Cw. Code § 2433. Although, as indwted
above, it woi®J appear that a majority of the Sarpreme
Court at the tire it decided the Cruzan cas~Touid
have held that tlere was a constitutional ritwt to ap-
point a surrogatreecisionmaker for heallJware pur-
poses, it is uncermin whether the Court*rould hold
that a state statut»vhich prescribed » ¢t procedural
requirements regarreg the form, coaents, method of
execution and duraran of a health mre proxy was for-
bidden by the Constlution. HovsMer, since the
Supreme Court in Crtlan allow#,a state to presence
a standard of evidenc«or a ejection as to health care
decisions that is "highe”~thythat usually applied in
civil cases, itisprcbabl«b#the Court would also up-
hold a state's nghtto prelfnbe a certain form, etc. for
a health care proxy. A~Hdingly, it seems prudent for
practitioners to attem#to»se a form which complies
exactly with the statwry nles of the jurisdiction Nev-
ertheless, as will bwliscussV| below, ft is unclear
whether a healthJlre proxy «ecuted in accordance
with the formalins of one jurisdiction will be respected
in another.

Although t# laws of some state&such as California)
offer the#ernative of witnessing « “notarizing" the
health w e proxy or durable powerof attorney for
heait(#are. it seems best, where prabticable, that the



