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BASIC COMPONENTS OF ADVANCE HEALTHCARE DIRECTIVES

Probate Code sections 4600 ef seq. (Effective July 1, 2000). The legislative findings
contained in Probate Code section 4650 set forth the laws of public policy which
recognize a patient’s right to control decisions relating to his or her own health care. A
patient’s right of individual autonomy, privacy and dignity, includes the right to exercise
control over health care decisions when modern medical technology has made possible
the prolongation of life beyond natural limits.

An individual has the right to appoint an agent to make medical and other important and
related decisions (e. g. housing). The intent is that the designated agent will be aware of
and carry out the patient’s wishes. The agent is appointed within the Advance Healthcare
Directive. This document is intended to give the agent and treating providers guidance on
the patient’s wishes for his or her care.

People assume they will always be able to make their own healthcare decisions. Often,
this is true until the very end, yet other times, sadly, it is not true at all. In the first case,
consider that you are dying of cancer. You have time to make and communicate your
decisions to your health care team and to your family. On the other hand, take the
example of someone who suffers a traumatic brain injury as the result of a car accident, a
drug overdose, or another accident. This person often can’t contribute anything at all to
medical decision making. It is interesting to note that most of the legal cases surrounding
Advance Healthcare Directives involve such, often younger, individuals.

DESIGNATED AGENTS: ERRONEOUS ASSUMPTIONS

Selection and appointment of an agent or agents who make health care decisions is a
threshold consideration. In the event of one’s incapacity, an Advance Healthcare
Directive authorizes that agent or agents to follow the directed detailed instructions,
including end-of-life decisions, relief from pain, organ donations, and designation of a
primary care physician. The statutory form may be modified or supplemented as an
individual may desire to include personal preferences and values, treatment desires and
directives, and requested consultations.

It is a common misconception that spouses automatically assume agency authority when
their spouse has become unable to make medical decisions. there is no automatic right or
entitlement of a spouse to make such decisions. Probate Code section 4717 places a
spouse in the generic category of family member, with no expressly provided priority.
Case law provides that marital status alone does not provide an agency relationship
between spouses

Similarly, most parents don’t think about the fact that once their son or daughter is 18,
they have no decision-making authority for their child’s health care in the absence of an
advance directive.



Another erroneous assumption is that the Advance Directive is like a cookbook that can
be followed literally. However, often, the decision to be made is not black or white or
there is disagreement among physicians or family members.

EXAMPLE — Mrs. C, a lady in her 80s, has two adult daughters. The sisters have a long
history of animosity and this has continued during their mother’s last years of life. One
sister allegedly exerted undue influence on her mother, prevented her sister and family
from having contact with her mother, and committed financial elder abuse. Eventually, a
neutral conservator of the person and estate had to be appointed to handle Mrs. C’s
affairs because her daughters couldn’t agree on anything. All existing appointing
documents were suspended and decision making was in the hands of the professional
fiduciary who was appointed as the conservator. Even this didn't stop the bickering. The
conservator did his best to manage the situation and negotiate pretty much everything
between the sisters. This worked reasonably well for six months or so until Mrs. C
became quite ill and was hospitalized. She took a sudden turn for the worse and decisions
had to be made regarding her care. Despite the fact that the conservator had authority to
make medical decisions on behalf of Mrs. C, the “bad” daughter presented her
suspended “proof” that she was to make her mother’s healthcare decisions to the
hospital administrators. They were unaware that the documents had been suspended, and
allowed the “bad” daughter to make the decision to admit Mrs. C to the ICU where she
was being kept alive by machines and medications. The “good” sister was horrified
because she knew that her mother did not want heroic measures and she demanded that
the hospital accept the conservator’s decision and not her sister’s. The relationship
between the conservator and the “bad” sister was so damaged that his attorney advised
him to resign from his position. Meanwhile, Mrs. C was still in the ICU. A successor
conservator was appointed at an ex parte hearing with authority for end-of-life decisions.
We'll return to Mrs. C later when we discuss how the conservator made these important
decisions.

AUTHORITY OF DESIGNATED AGENTS

The decisions to be made by a designated agent may include:

A. Which decisions can my health care agent made? At what point can they
start making these decisions for me?
B. What guidelines will I establish for the selection or dismissal of health

care providers and the consent or refusal of particular medications, tests
and treatments?

What should happen to my body and organs after I die?

What legal action(s) may be needed to carry out my wishes?

What end-of-life care decisions do I wish to direct to my physician and
designated agent(s)?

Mmoo



Even if a health care agent is properly designated, the agent’s authority is often less than
certain. For example, it is unclear whether an agent can consent to the off-label
administration of a drug or to the principal’s enrollment in a clinical trial. Another
example: case law is less than consistent on whether a designated agent has the authority
to enter into an arbitration agreement (for example, at a health care facility or retirement
home) on behalf of his or her principal.

Determination of capacity becomes an important consideration in the use of Advance
Healthcare Directives. It is typical for these documents to require written declarations
from one, and sometimes two, physicians before the agent can take over. It makes sense
why we do this — no one wants to fear that their agent will “pull the plug” prematurely
and we must protect our older and vulnerable adults from undue influence and other
forms of elder abuse. How is capacity determined? This often depends upon whether the
client/patient is in an acute care setting or is living in the community. In the acute care
setting, it is usually not difficult to obtain the required capacity declarations (although we
will have an example of an exception) but when a client/patient is in the community with,
for example, signs of dementia, it can by a bit tricky to obtain the necessary
declaration(s). Often, the longtime family physician is uncomfortable being the “bad
guy” and breaching her relationship as a trusted advocate for her patient. In some cases,
the client will be referred for neuropsychological testing to determine capacity but
client’s will sometimes refuse to attend and/or cooperate. This “grey area” period of time
can be dangerous for the client and frustrating for the family who want to be sure he is
safe and properly cared for. As a trusted advisor, you can help to explain the importance
of allowing the capacity determination to be made in a timely fashion.

EXAMPLE — Ms. R was 63 when she was diagnosed with stage 4 cancer. Having never
married nor had children, Ms. R had the foresight to engage a professional fiduciary
immediately and to update her estate planning documents to reflect this person as her
legally authorized decision maker. A year or so after her diagnosis, Ms. R became
acutely ill and was transported to the hospital. After several weeks in the hospital, Ms. R
decided that she wanted her fiduciary to take over her financial and healthcare decision
making. She recognized that she was no longer capable of doing so on her own. Ms. R’s
documents stated that they would not go into effect until she was declared incapacitated
in writing by one of her treating physicians. As a result, the fiduciary requested a consult
with the geriatric psychiatrist at the hospital. The psychiatrist interviewed Ms. R and
concluded that she did not lack capacity because, “she was able to clearly tell me why
she needs help.” He refused to write a capacity declaration indicating that Ms. R could
no longer make her own decisions. The fiduciary and Ms. R decided to have Ms. R’s
attorney prepare documents that would allow the fiduciary to take over immediately
without the physician’s declaration. Once the documents were prepared, the attorney
came to the bedside with his traveling notary. The fiduciary took over decision making.
While the outcome was good the terms of Ms. R’s original documents created an
unexpected roadblock that lead to a delay of a couple of weeks in implementing Ms. R’s
desire to have her agent take over. Needless to say, this was some very stressful two
weeks for all concerned.



THE NEED FOR COUNSELING REGARDING IMPORTANT DECISIONS

Too often, when estate planning documents are sent to the client with a cover letter of
explanation, inclusion of an Advance Healthcare Directive is often an afterthought, i.e.,
check off the boxes in the enclosed Healthcare Directive form and return it. A client
deserves counseling and discussion as to the importance and alternatives in making
significant health care and end-of-life decisions to properly fill out an Advance
Healthcare Directive. This is an often-over-looked task. We hope one of the take-aways
from this presentation is that estate planning lawyers will give higher sensitivity and
priority to explaining and exploring the sensitive decisions to be made in filling out these
personal health care directives.

It is beneficial for all clients to complete a Life Transition Plan. This is essentially an
owner’s manual for someone’s life. While it covers practical matters like financial
information, it also prompts clients to consider and articulate their views regarding
important decisions that their agent might have to make on their behalf. End-of-life
decision making and final wishes is a critical element of the Life Transition Plan. If these
thoughts are properly documented the agent will know exactly how the client felt about
these issues and how they would handle them if they could do so for themselves. In this
way, the agent can employ substituted judgment rather than being limited to determining
what is in the client’s best interest. A benefit of this process is that it will often lead to
less disagreement among family members and less stress for all concerned.

EXAMPLE — I was referred to a lovely couple, Mr. and Mrs. H, by their estate planning
attorney. Mr. H was 88 and Mrs. H was 91. This couple married late in life and neither
had any children or living relatives. Their estate planning attorney suggested that they
appoint a professional fiduciary. I sat with them over several sessions to develop their
Life Transition Plans. When it was Ms. H'’s turn, he said, “I will know when I've had
enough”. When I pushed him to explain to me what the specific signs were that would
allow him to “know”, he struggled. He told me, “I’ll know when I know.” When I pointed
out that he might not have the capacity to understand the signs at the time and that I was
the one who “needed to know " so I could uphold his wishes, he became more willing to
engage in a meaningful discussion. I documented what he told me and then prepared a
draft for his review. Upon reflection, Mr. H made several modifications. This was not a
check-off-the-box exercise, but rather, a series of thoughtful, guided conversations.

CALIFORNIA’S END-OF-LIFE OPTION ACT

California’s End-of-Life Option Act became effective in June 2016, as Health and Safety
Code sections 443 et seq. The Act provides a mechanism for a physician to prescribe a
lethal dose of a drug for a qualified individual. A physician may not assist the
administration of the lethal dose of the drug; the drug must be self-administered by the
qualified individual. To qualify to receive the prescription, the individual must be
mentally competent, have the capacity to make medical decisions. California requires
that the individual seeking to qualify for an end-of-life prescription must follow a



procedure of formal request. The attending physician must determine whether the
individual has legal capacity to make medical decisions. A second physician - the
consulting physician - independent from the attending physician, must confirm the
diagnosis, prognosis, mental capacity of the individual, and all requirements of the Act.

The Act specifically precludes making a decision under the End-of-Life Option Act by
means of a Power of Attorney, Healthcare Directive, or similar document.

EXAMPLE: While I have not yet had the opportunity to work with a client who
is ready to implement the End-of-Life Option Act, I do receive a lot of questions
and comments about this. It is not unusual for clients to tell me to “take me out
back and shoot me if I can no longer " or ‘just send me to
Oregon.” Now that the Act provides a real option in California, I expect that
more and more clients will inquire.

ALLIED INSTRUCTIONS: POLST/DNR

A POLST is a Physician’s Order for Life-Sustaining Treatment. A POLST is intended to
complement an Advance Healthcare Directive; it is not intended to replace that
document. A POLST is a directive with respect to cardo-pulmonary resuscitation (CPR),
medical interventions, and artificially administered nutrition. California law requires that
a POLST form be followed by healthcare providers, and provides immunity to those who
comply in good faith. In the hospital setting, a patient will be assessed by a physician
who will issue appropriate orders. A POLST is a part of the patient’s medical record. It
must be signed by the physician, nurse practitioner or physician assistant who is caring
for the patient as well as the patient or, if the patient lacks capacity, by his or her legally
acting decision maker. A POSLT is more specific than the typical Advance Healthcare
Directive in that it addresses very specific interventions. The physician completing the
form makes refence to the Advance Directive if one is available and this is documented
directly on the POLST.

EXAMPLE — Back to Mrs. C whom we left in the ICU... how did the conservator make
the decision about whether to remove Mrs. C from live support? It turns out that Mrs. C
had a properly executed POLST on file in her medical record. This POLST had been
completed many months prior by Mrs. C’s personal physician, Mrs. C and her
conservator. The document made Mrs. C’s wishes very clear. She did NOT want
treatment with the goal of prolonging life by all medically effective means. She wanted
comfort-focused treatment only. The conservator convened a meeting of the attending
physician, the hospital’s social worker, a representative from a hospice provider and
Mrs. C’s two daughters. The conservator reviewed Mrs. C’s condition and prognosis and
discussed the meaning of her election on the POLST. The conservator allowed the
daughters to ask their questions, but ultimately the conservator made the decision to
remove the treatments that were not in compliance with the POLST and move Mrs. C to
hospice care. Mrs. C passed away a few days later.



EXAMPLE: A conservator has a client who is a long-term resident of a nursing care
Sacility. This patient does have a POLST. The facility is insisting on the insertion of a
feeding tube because their physician and director of nursing feel that the patient would
have additional life expectancy but for the fact that she refuses to take food by mouth.
Her POLST only allows for a “trial period” of artificial nutrition. The conservator has to
decide whether to allow this trial or not. If she does allow it, she will have to go to court
Sfor an order to allow her to remove the feeding tube later. In this case, the conservator
declined to have the feeding tube placed based on the advice of two clinicians unrelated
to the nursing facility.

IMPLEMENTATION IN TIMES OF STRESS

Upon the signing of an Advance Directive, adults should make sure to give a copy to
their primary care physician, their designated agent, and should keep a duplicate original
copy readily accessible. Copies can also be delivered to and scanned into the electronic
medical records at their local hospital or health care facility for easy access in the event
of emergency.

RISKS IN ABSENCE OF A SIGNED ADVANCE HEALTHCARE DIRECTIVE

Very often, a patient is admitted to the hospital and there is no Advance Healthcare
Directive on file and no family member or friend produces one. In this case, some
hospitals will simply take the expedient way out of the situation and accept instructions
from whomever has presented him or herself as the “next of kin”. While we know this is
not legally proper, the hospital just wants someone to make a decision or sign a paper. So
if someone presents as the spouse of the patient, the hospital will frequently turn to that
person even though that person is not the authorized legal representative. This also occurs
when the adult child who lives near mom or dad shows up and starts making decisions
when their out of town sibling is in fact the named decision maker. This is why it is so
important to not only have a valid document but to put in on file with each of your
physicians and at the hospital you typically would be admitted to. Clients should also be
advised to keep a copy in the glove compartment of their cars.

EXAMPLE: Mr. D is a 91 year old retired engineer who never married and who lived
alone. He fell in his apartment and a neighbor found him and called 911. He was
transported to the hospital where he was stabilized. The hospital wanted to discharge Mr.
D to a rehab facility, but Mr. D was unable to consent to the discharge and transfer and
there was no known family or Advance Healthcare Directive. The hospital petitioned the
court for a temporary (emergency) conservator to be appointed so that Mr. D could be
discharged to rehab and so that plans could be made for his further care. The
conservatorship process can be time consuming, is expensive, and puts personal health
information in the public domain.



CONCLUSION

When clients, patients, or attorneys need inspiration beyond medical technology
and legal technicalities, they can look to the wise words from the Book of
Ecclesiastes, which serve as a reminder that dying has been part of life since
time immemorial.

Remember then thy Creator in the days of thy youth,

Before the evil days come,

And the years draw nigh, when thou shalt say:

“I have no pleasure in them”,...

Before the silver cord is snapped asunder,

And the golden bowl is shattered,

And the pitcher is broken at the fountain,

And the wheel falleth shattered, into the pit;

And the dust returneth to the earth as it was...
Ecclesiastes 12:1-17.

And in the end, from the same source, there are further words
of comfort:

“[T]o everything there is a season, a time to be born and a time
to die...” Id. At 3:1-2.



INCLUDED RESOURCE MATERIAL

Marshall S. Zolla, Incorporating Personal Values into Advance Healthcare
Directives, Los Angeles Lawyer Magazine, October 2015 [Attached]
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Aging Life Care Association — professional care managers - www.aginglifecare.org
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National Hospice and Palliative Care Organization — www.nhpco.org
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Knocking on Heaven’s Door: The Path to a Better Way of Death by Katy Butler

Facing the Finish: A Road Map for Aging Parents and Adult Children by Sheri Samotin
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Incorporating Personal Values into Advance Healthcare Directives

THE PATIENT PROTECTION AND AFFORDABLE CARE ACT,' health
insurance, Medicare, deductibles, prescription medication, copays,
portability, stop-loss caps—the components of healthcare in California
are a mélange dizzying enough to confuse most people. Nevertheless,
the California Health Care Decisions Law? grants individuals the
power to make their own decisions about their healthcare plans,
including decisions regarding future incapacity. Attorneys advising
clients with respect to the designation of a healthcare agent or agents,
end-of-life decisions, alleviation of pain directions, and other aspects
of medical care, should encourage discussion of these issues with
family members and ensurc that their decisions
are recorded with specific and appropriate doc-
umentation.

The U.S. healthcare system is costly. Am-
erica’s total healthcare bill for 2014 was $3
trillion.? The complicated insurance maze also
adds to the stress that a spouse or family mem-
ber faces when making healthcare decisions
for another person. Given this daunting land-
scape, an advance personal healthcare directive can help prevent
uncertainty, family tensions, and decisions that may run contrary
to the patient’s wishes. A completed advance healthcare directive
should be given to and discussed with one’s designated agent(s),
primary care physician, and personal attorney. Many hospitals will
scan an advance directive into one’s personal medical record for
ready reference and safekeeping.

As the legislative findings sct forth in Probate Code Section 4650(a)
acknowledge, “an adult has the fundamental right to control the
decisions relating to his or her own health care, including the decision
to have life-sustaining treatment withheld or withdrawn.” In furtherance
of this policy, Probate Code sections 4670 et seq. provide the statutory
guidance for advance healthcare directives. The key term “healthcare
decisions” is defined in specific statutory provisions.*

Selection and appointment of an agent or agents’ to make healthcare
decisions is a threshold consideration. In the event of one’s incapacity,
an advance healthcare directive authorizes that agent or agents to
follow the dircctive’s detailed instructions, including end-of-life-deci-
sions, relief from pain, organ donation, and the designation of a
primary care physician. The statutory form may be modified or sup-
plemented as an individual may desire” to include personal preferences
and values, treatment desires and directives, and requested consulta-
tions. Preprinted forms are available from the California Medical
Association (CMA),? the California Hospital Association (CHA),®
and local hospitals such as Cedars-Sinai Medical Center. 10

It can be instructive (and personally beneficial) for attorneys,
before counseling clients, to complete our own advance healthcare
directives.!! The decisions to be made include:
¢ Whom should I choose to be my healthcare agent(s)?
® Which decisions can my healthcare agent make?
® What guidelines will I set for the selection or dismissal of healthcare

© Los Angeles Lawyer, Los Angeles County Bar Association. Reprinted with permission.

providers and the consent or refusal of particular medications, tests,
and treatments?

¢ What should happen to my body and organs after I die?

e What legal action(s) may be needed to carry out my wishes?

¢ What end-of-life care steps do I wish to direct to my physician
and designated agent(s) to take?

This last question involves many choices. An advance healthcare
directive addresses whether a person elects to prolong his or her life
artificially under certain circumstances such as: 1) the person is close
to death, which mechanical life support would only delay, 2) the

Even if a healthcare agent is properly designated, the reach

of the agent’s authority is often less than certain.

person is unconscious or in a persistent vegetative state, and the
treating doctors do not expect the person to recover, 3) the person
has a terminal illness, and there is little or no likelihood of improve-
ment, 4) the person’s quality of life would not be acceptable to the
person under standards described in the directive. Alternatively, the
advance healthcare directive may specify that the person has chosen
to prolong his or her life as long as possible within the limits of gen-
crally accepted healthcare standards. Whatever onc’s choices are
about artificially prolonging life, additional decisions may be made
about its end. Hospice and palliative care preferences may be specified
in an advance healthcare directive.

Recent Cases

To validly execute an advance healthcare directive, however, a person
must have legal capacity.!2 The mental capacity of a client is measured
by the standards set forth in the Due Process in Competence Deter-
mination Act,'3 and the attorney’s role in assessing a client’s capacity
to sign an advance dircctive is not without ethical considerations.!*
In addition, the scope of a designated healthcare agent’s authority
has been the subject of recent California appellate court decisions,
particularly regarding the scope of an agent’s authority to consent
to arbitration of healthcare disputes. These cases offer guidance for
the drafting of advance directives and counseling of clients about
how to set forth their healthcare goals.

In Garrison v. Superior Court,!5 the court held that a daughter
who had a durable power of attorney to make healthcare decisions
for her mother could bind her mother to an arbitration agreement
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in the admission documents of a residential
care facility. In so holding, the court reasoned
that the decision whether to agree to an arbi-
tration provision in an admissions document
was “part of the health care decision making
process.” The Garrison court concluded that
under the terms of the durable power of
attorney and the applicable provisions of the
Health Care Decisions Law,'é the daughter
had the authority to enter into the arbitration
agreement on behalf of her mother. The opin-
ion referenced three provisions in the Probate
Code. First, Probate Code Section 4683(a)
provides that, subject to any limitations in
the power of attorney for healthcare, “An
agent designated in the Power of Attorney
may make health care decisions for the prin-
cipal to the same extent the principal could
make health care decisions if the principal
had the capacity to do so.” Second, Probate
Code Section 4684 provides that “[a]n agent
shall make a health care decision in accordance
with the individual’s health care instructions,
if any, and other wishes to the extent known
to the agent. Otherwise, the agent shall make
the decision in accordance with the agent’s
determination of the principal’s best interests.”
Third, Probate Code Section 4688 provides:
“Where this division does not provide a rule
governing agents under powers of attorney,
the law of agency applies.”

In Hogan v. Country Villa Health Ser-
vices,'7 following Garrison, the court held
that a mother’s designation of her daughter
in a durable power of attorney for healthcare
authorized the daughter to enter into a bind-
ing arbitration agreement. The Hogan court
explained that “an agent under a health care
power of attorney...is cmpowered to exccute
arbitration agreements as part of a long-term
health care facility’s admissions package,
without violating the principal’s constitutional
right to a jury trial.” 18 In this case, the mother
signed a healthcare power of attorney desig-
nating her daughter as her agent, but chose
not to limit the authority of her agent to
sclect or discharge healthcare providers or
institutions. The court considered whether
that grant of authority included the right of
the daughter to sign an admission agreement
that contained an arbitration provision. Ap-
plying the general law of agency and Pro-
bate Code Section 4617 (which addresses
the selection and discharge of healthcare
providers and institutions as a healthcare
decision), the Hogan court answered in the
affirmative. The daughter had the authority
to sign an admissions agreement containing
an arbitration provision. In following the
analysis in Garrison, the Hogan court deter-
mined that in the suit for elder abuse filed
by children of the decedent against the nursing
home, the arbitration clause in the admissions
contract should have been enforced.
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Flores v. Evergreen at San Diego LLC'?
reached a different result on different facts.
The court of appeal affirmed the trial court’s
denial of the nursing home’s motion to compel
arbitration, finding that there was no evidence
that a wife, suffering from dementia and
other ailments, had authorized her husband
to act as her agent to bind her to a nursing
home arbitration agreement. In this case,
there was no advance healthcare directive,
and husband did not have power of attorney,
and he had not been declared her conservator
or guardian. The Flores court rejected the
nursing home’s contention that the husband’s
act of signing the arbitration agreement cre-
ated agency status, explaining that the con-
duct of the principal was necessary to show
agency. The Flores opinion further explained
that although the nursing home presented
evidence that the husband had acted as if he
were his wife’s agent, establishment of agency
required conduct on the part of the wife con-
ferring that status. A person cannot become
the agent of another merely by representing
himself or herself as such. To be an agent, a
person must actually be so empowered by
the principal.20

A different result was seen in an unpub-
lished case.2! Waterman v. Evergreen at Peta-
luma LLC2? was a civil action for personal
injuries and elder abuse brought by Waterman
as successor-in-interest to her deceased father
and for wrongful death brought in her indi-
vidual capacity. She had signed two arbitra-
tion agreements at the time she admitted her
father into Evergreen Skilled Nursing Facility.
Her father had signed an advance healthcare
directive containing a power of attorney for
healthcare. Waterman was his designated
agent for healthcare decisions and his attor-
ney-in-fact. In this case, the wording of the
arbitration agreement signature lines was
ambiguous, leaving it unclear whether Water-
man signed the agreement as her father’s
agent or merely as the responsible party. She
also signed the resident agreement with the
nursing home as her father’s responsible party,
not as his agent or attorney-in-fact. In addi-
tion, neither the advance healthcare directive
nor the financial power of attorney had been
triggered so as to empower Waterman to
waive her father’s jury trial rights by binding
him to arbitration. The advance healthcare
directive provided that her authority as her
father’s agent became effective only when
his primary physician determined that he
was unable to make his own healthcare deci-
sions. The financial power of attorney pro-
vided that it would take effect only if Water-
man’s father became incapacitated or unable
to manage his own financial affairs, and that
his incapacity was required to be determined
by written declaration of two licensed physi-
cians. None of the trigger events occurred.
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The court of appeal affirmed the trial court’s
conclusion that there was no statutory or
contractual basis for concluding that Water-
man was authorized to waive her father’s
right to pursue legal action rather than arbi-
tration. Consequently, no valid arbitration
contract existed, and the Evergreen Nursing
Home’s petition to compel arbitration was
properly denied.

Another unpublished but instructive case
found no agency authority and no right to
bind the patient to arbitration. In Hatley v.
Superior Court,2? the Hanford Nursing and
Rehabilitation Hospital sought arbitration of
two civil actions for negligence and elder
abuse. The trial court ordered arbitration of
the entirce case, but the court of appeal granted
a writ and held that the petition to compel
arbitration should not have been granted.
(The Supreme Court had granted a hearing,
then ordered the case transferred back to the
appellate court with directions.) As in the
Waterman case, there was no advance health-
care directive signed by the patient. The cvi-
dence made it not difficult to conclude that
the decedent’s nephew did not have authority
to bind the decedent to an arbitration con-
tract. Another question was whether the dece-
dent’s spouse validly executed the arbitration
agreement on the decedent’s behalf. The
answer was no; the cvidence established no
such authority. The court, following Flores,
held that no statutory basis existed for a per-
son, including a spouse, to agree to arbitra-
tion based solely on a familial relationship
with the patient absent express authority to
do so.24

The Flores and Hatley opinions further
illustrate that a detailed and comprehensive
statutory scheme exists in the Health and
Safety Code?’ regarding the signature of a
patient’s agent, responsible party, or legal
representative on an admission contract to
a nursing home and the authority for medical
decisions if a patient lacks capacity. However,
the statute does not define the precise scope
of that authority, and case law holds that it
does not include the right to consent and
bind the patient to an arbitration provision.26

Spousal Authority

As the cases above indicate, it is often family
members who become agents for patients
who lack capacity. It is a common misper-
ception, however, that spouses assume agency
when their spouses become unable to make
medical decisions. In reality, there is no auto-
matic right or entitlement of a spouse to
make such decisions. Probate Code section
4717 places a spouse in the generic category
of family member with no expressly provided
priority. In addition, case law provides that
marital status alone does not create an agency
relationship between spouses.?” Without



direct agency authority (i.e., express appoint-
ment of a spouse as designated agent), federal
and state law create obstacles for healthcare
decisions by limiting access to a patient’s
medical information and records.28 The chief
goal of these laws is to guarantee protection
of an individual patient’s health information
while balancing the need to provide quality
healthcare. Good practice dictates that when
drafting advance healthcare directives, express
HIPAA?Y and California’s PAMRA3? autho-
rization is to be included.3!

Gray Areas

Even if a healthcare agent is properly desig-
nated, the reach of the agent’s authority is
often less than certain. For example, it is
unclear whether an agent can consent to the
off-label administration of a drug or to the
principal’s enrollment in a clinical trial. Another
issue is if the patient’s wishes for treatment
for an unanticipated condition are unknown,
may the agent apply his or her own values to
make a decision, or can the agent base a deci-
sion on the substituted judgment standard of
Probate Code sections 2580-862 These deci-
sions often have no clear guidelines, which is
why hospitals and medical centers have ethics
committees to guide healthcare providers,
assess risk management, and advise healthcare
agents and families who struggle in the emo-
tionally difficult gray area in which many crit-
ical decisions affecting loved ones are made.
Another potential source of guidance for agents
and family members is a hospital’s chaplaincy
service, which offers consultation with clergy
of diverse faiths in times of stress and ultimate
decision making.32

The UCLA Medical Center and Cedars-
Sinai Medical Center, for example, have chap-
laincy programs with clergy from a diversity
of faiths. It has been wisely observed that
“{cJonversations around the hospital bed cut
through the intellectual subtleties of theology
into hard core of being.”33 Probate Code sec-
tion 4700 allows an individual to set forth
provisions and values regarding personal
healthcare preferences other than those set
forth in the statutory form. Well-informed
counsel often suggest to clients that they add
their own personal healthcare wishes and
values, including consultation with clergy if
they so desire, to assist their designated agents
in making future healthcare decisions in unan-
ticipated medical situations.

Personal healthcare planning in anticipation
of future incapacity should be made in good
health. Designation of a healthcare agent or
agents, end-of-life decisions, alleviation-of-
pain directions, and other aspects of medical
care should be the subject of sober reflection,
discussion with family, and specific and appro-
priate documentation. The Book of Ecclesiastes
provides appropriate guidance in this regard:

“So appreciate your vigor in the days of your
youth, before those days of sorrow come and
those years arrive of which you will say: ‘I
have no pleasure in them.””34 ]

! Patient Protection and Affordable Care Act, 124
Stat. 119;42 U.S.C. §118001 et seq.; see also National
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(2015).

2 PROR. CODF §§4600 et seq.

3 STEVEN BRILL, AMERICA’S BITTER PiLt, 473 (2013).

4 ProB. Conk §§4615, 4617.

5 Pros. CopE §4607.

& ProB. Cobt §4701.

7 ProB. Cobk §4700.
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.calhospital.org/sites/main/files/file-attachments/forms
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12 Pros. Conk §4609 (capacity); see also PRos. CODE
§§4120, 4657; Civ. Cont §2296; In re Marriage of
Greenway, 217 Cal. App. 4th 628 (2013).

13 ProB. Conk §§810-813; Pros. Cope §§1801, 1881,
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Lasting Wishes

California's new Health Care Decisions Law smooths the procedural path
for those who wish to control their medical treatment in their last days

nd-of-life issues and concerns are as
ancient as biblical sources and com-
mentaries' and as modern as the new
California Health Care Decisions
Law, effective July 1, 2000.? These
dramatic issues have affected the
American consciousness since 1976,
when In re Quinlan,® a well-publiciz-
ed and watershed case, brought the
age-old and critical issue of decision making at the end of life into
contemporary society. In Quinlan, Karen Ann Quinlan’s father sought
a court order to have his daughter, who had long been in a persis-
tent vegetative state, removed from a respirator. The New Jersey Su-
preme Court held that Karen had a right of privacy that encom-
passed the right to decline medical treatment under both the U.S. and
New Jersey Constitutions and that could be asserted on her behalf by
her guardian.¢
When Karen Quinlan became comatose in 1975, no state recog-
nized a patient’s right to set limits on life-prolonging medical efforts.
Since then, all 50 states have enacted legislation governing the
requirements for some type of advanced healthcare directive.
The California Health Care Decisions Law is codified in Sections
4600 through 4805 of the Probate Code.® The Legislative Findings con-
tained in Probate Code Section 4650 set forth the new law’s public pol-

LOS ANGELES LAWYER / DECEMBER 2000

icy,” which recognizes a patient’s right to control decisions relating
to his or her own healthcare. A patient’s right of individual autonomy,
privacy, and dignity includes the right to exercise control over health-
care decisions when modern medical technology has made possible
the prolongation of life beyond natural limits.®

Before the passage of the Health Care Decisions Law, there were
five statutorily recognized ways in California in which a patient could
make his or her treatment preferences known in case of subsequent
incompetency: 1) advanced directives pursuant to the Natural Death
Act,?2) durable powers of attorney for healthcare, 3) statutory sur-
rogacy,'* 4) a court-appointed conservator,? and 5) other judicial
intervention.” The first two have been superceded by the new law.14

Similarly, before this year, there were three primary kinds of doc-
uments that addressed the healthcare of incompetent patients: 1)
advance directives pursuant to the Natural Death Act, which allowed
a patient in good health to authorize his or her doctor to forego life-
sustaining treatment in the event of terminal illness; 2) durable pow-
ers of attorney for healthcare, which appointed an agent to make appro-
priate decisions for an incompetent patient; and 3) statutory surrogacy
provisions. Conflicts existed among the different forms. Realizing that

Marshall S. Zolla is a certified family law specialist who practices in
Century City. Deborah Elizabeth Zolla is a secondyear law student at
Loyola Law School in Los Angeles.
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California law did not adequately address numerous important issues
concerning healthcare decisions for adults who lack capacity, the
California Legislature decided to provide procedures and standards
in this area and adopt consistent rules governing healthcare decision
making by surrogates.

The Health Care Decisions Law'® makes numerous revisions to
prior law in order to promote the use and recognition of advance direc-
tives and improves the effectiveness of directives in the realization of
patients’ wishes once they become incapable of making decisions for
themselves. The Health Care Decisions Law applies to all powers of
attorney for healthcare no matter when they were executed.’® A
durable power of attorney for healthcare that was valid under prior
law remains valid under the new law.” The new law allows patients
to execute a directive about the use of life-sustaining treatment and
to appoint a third party to carry out their wishes. Appointed individ-
uals are given the authority to act in the principal’s best interests when
the healthcare wishes of the principal are unknown or unclear in his
or her directive.!®

Included in the new law is a statutory form Advance Health Care
Directive® that improves on earlier forms by using simpler, more mod-
ern terminology that will make the directive easier to use and under-
stand. The new form will help people focus on the decisions that
ultimately involve soul-searching questions, such as whether or not
to prolong life, whether or not to withhold or withdraw artificial nutri-
tion and hydration, instructions concerning cardiopulmonary resus-
citation, relief from pain, and donation of organs at death. The use of
the statutory form is not mandatory for an enforceable advance
healthcare directive in California,? and an individual who chooses to
use the form may complete or modify all or any part of it.? The form
can be found in Probate Code Section 4701.

A patient can still make his or her treatment preferences known by
statutory surrogacy.? This approach is used when the patient, despite
having executed an advance directive, may be faced with unforeseen
changes, such as new medical treatments and procedures, that would
substantially alter the person's choice of treat-
ment.? This approach is commonly used when
the patient does not execute a living will and
does not appoint a surrogate decision maker
pursuant to the durable power of attorney for
healthcare law. Surrogate decision makers

is required by the patient’s right of autonomy but because it is in the
patient’s best interests to achieve a treatment plan that the patient
would have wanted if the patient had been able to so designate.?

The doctrine of “substituted judgment” focuses on the patient’s
treatment preferences to the extent they are discoverable. This deci-
sion-making standard considers factors such as statements made by
the patient while competent regarding medical decisions and the
religious, moral, and philosophical convictions of the patient. When
the patient’s wishes are unexpressed or unclear, it becomes harder
to justify third-party treatment decisions because there is too little infor-
mation to ensure that the decision reflects the patient’s own prefer-
ences. In such a case, the surrogate decision maker’s own standards
and philosophy exert a substantial influence on the treatment deci-
sion. In effect, the surrogate decision maker makes the treatment deci-
sion rather than giving voice to the patient’s decision. This situation
is one in which the surrogate decision maker evaluates the patient’s
then-existing status and makes a treatment decision based on what
he or she concludes is in the patient’s best interests.?

There is no simple solution to the complex problem of determin-
ing future medical decisions. It requires balancing the interests of
many different parties and concerns. Patients and their families have
an interest in being treated with respect and dignity. The state has an
interest in protecting its citizens from premature death. The medical
profession has an interest in protecting its integrity and ensuring that
scarce medical resources are put to the best uses. Finally, the judicial
system, in the absence of direct legislative guidance, has an interest
in ensuring that existing legal standards are not violated in the pur-
suit of these conflicting interests.3?

Attorneys drafting advance healthcare directives should be aware
of potential ethical pitfalls. The client is the person for whom the doc-
ument is being drafted, not the spouse, adult child, or friend who may
have first contacted the attorney.! One of the main decisions for the
principal is naming his or her agent. The issue of capacity raises
another ethical dilemma. The Due Process Incompetents Determin-
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are also effective when something unexpected
happens, such as the expiration of an exe-
cuted durable power of attorney.® Judging
from statistics that indicate that only approx-
imately 10 to 20 percent of adults have advance
directives, surrogate decision makers are fre-
quently used.®

How does a surrogate decision maker
elect a choice when none has been made?
Who are the individuals or family members
charged with the responsibility to make such
decisions? There exists a significant gap in the
new Health Care Decisions Law because the
proposed statutory provision listing possible
adult surrogates with a relationship to the
patient to be selected by the primary physician
was deleted from the proposed legislation
and was not enacted as part of the new law.?
Courts have responded by looking for what
the patient would have chosen.?” A judgment
based on a search of the patient’s competent
life for his or her preferences, values, and
commitments is appropriate—not because it
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signed a durable power of attorney for healthcare on June 1, 1992. The direc-
tive was signed as part of his estate plan after careful financial planning and
discussions with his family. He was 87 years old.

In May 2000, at age 95 and still active playing bridge, golf, and traveling,
he fell ill. After being admitted to the hospital, the family was asked to
obtain his advance healthcare directive so that his medical wishes could be
known and carried out. In reviewing his directive, in the midst of his deteri-
orating health condition, the authors noticed that the seven-year time limi-
tation in the directive had expired. That sparked an inquiry into the California
statutes governing advance healthcare directives, in which the authors dis-
covered that the seven-year limitation of former Civil Code Section 2436.5 was
continued in 1994 in Probate Code Section 4654 and then repealed in 1999.
In addition, state, federal, and case law had changed to cope with evolving
medical technology. In particular, California had enacted its new Health Care
Decisions Law, which became effective on Jjuly 1, 2000.

As he slipped into unconsciousness, end-of-life decisions had to be faced,
discussed, and resolved with family, attending physicians, and rabbis. The
authors decided to research and write this article in honor and memory of their
father and grandfather.

Theodore Zolla died on July 5, 2000, at the age of 95.—M.S.Z. & D.E.Z.

Iheodore Zolla, father and grandfather of the authors, completed and
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ations Act® sets forth standards for determining
if a person has the capacity to perform particu-
lar acts, including the capacity to give medical
consent.®

For 15 years following Quinlan, various state
courts struggled with the right-to-die issue and
arrived at conflicting decisions. More than 100
cases covering some aspect of right-to-die issues
and dilemmas were litigated throughout the
country, with withdrawals of medical care per-
mitted in some instances and denied in others.
Each case contributed its own special nuance
to the ongoing debate.

Evelution of Califeraia St
and Gase law " S

With the enactment of the 1976 Natural Death
Act, California became a pioneer in the area of
healthcare decision making for adults without
decision-making capacity.* Durable power of
attorney statutes had been in effect since 1979,
and durable power of attorney for healthcare
statutes were enacted in 1983.% In 1990, the fed-
eral Patient Self-Determination Act was codi-
fied. However, not until 1994 were a diverse
number of statutes consolidated and expanded
into the California Power of Attorney Law.®® As
indicated in the 1994 recommendation report
from the California Law Revision Commission,® placement of the
Power of Attorney Law in the Probate Code reinforced its nature as
an estate planning device.

The years between the the enactment of the durable power of attor-
ney statutes in 1979 and the Power of Attorney Law in 1994 saw a num-
ber of groundbreaking and widely cited judicial decisions dealing with
these practical and increasingly difficult medical, ethical, and Jegal
issues. In 1983, in Barber v. Superior Court, two physicians were
charged with murder and conspiracy to commit murder after life
support measures were terminated for a deeply comatose patient in
accordance with the wishes of the patient’s immediate family.** The
doctors petitioned the court of appeal for a writ of prohibition to dis-
miss the charges. The court of appeal granted the writ, holding that
cessation of heroic life support measures was not an affirmative act
but rather a withdrawal or omission of further treatment.

The Barber court emphasized that the physicians’ omission to con-
tinue life support procedures, although intentional and with the
knowledge that the patient would die, was not an unlawful act. The
doctors had no legal duty to continue medical treatment when the
patient had virtually no chance of recovering and when the family con-
sented to the termination. Further, the court underscored that the fail-
ure to institute formal guardianship proceedings did not render the
physicians’ conduct unlawful. There was no such statutory require-
ment for guardianship and, under the circumstances, the wife was the
proper person to act as surrogate decision maker for the patient.

The court also held that there was no legal requirement for prior
judicial approval of a decision to withdraw treatment.2 Moreover, the
opinion stated, “Although there may be a duty to provide life-sustaining
machinery in the aftermath of a cardio-respiratory arrest, there is no
duty to continue its use once it has become futile in the opinion of qual
ified medical personnel.” Despite the breadth of its language, however,
Barber did not dispose of the issue of who can consent to treatment
because the issue arose as part of a defense to a charge of murder—
specifically, whether the doctors could rely on requests from the
family of the patient. Indeed, the court was aware of the difficulty of
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determining who should be included in the patient’s “family” for the
purpose of decision making by surrogate.3

The Bartling v. Superior Court decision* came one year after
Barber. William Bartling had executed a living will and a durable
power of attorney for healthcare evidencing his wish to discontinue
ventilator life support. The Glendale Adventist Medical Center
refused to withdraw the ventilator. The trial court denied Bartling’s
request for an injunction against further treatment; the court of
appeal reversed, holding that his expressed wishes in his advance
directive should have been honored. The appellate court held that
the right of a competent adult patient to refuse medical treatment is
a constitutionally guaranteed right that must not be abridged* and
“if the right of the patient to self-determination as to his own med-
ical treatment is to have any meaning at all, it must be paramount to
the interests of the patient’s hospital and doctors.”

In 1986, the Bouvia v. Superior Court case, which involved a
patient’s desire to refuse nutrition and hydration, generated a great
deal of controversy.*” In Bouvia, the trial court denied the patient’s
request to have her feeding tube removed. The court of appeal issued
a writ of mandate reversing the trial court order and holding that a
competent patient had the right to remove a feeding tube even though
she might be kept alive for 15 or 20 years if it were left in place. The
language of the court majority is as direct as its ruling: “[The] [peti-
tioner sought to enforce only a right which was exclusively hers and
over which neither the medical profession nor the judiciary have
any veto power.™8

The divided opinion in the Bouvia case was not without dissension
and controversy. The majority concluded that the patient’s decision
to allow nature to take its course was not equivalent to an election to
commit suicide.* A concurring opinion struggled with the suicide issue
and poignantly observed, “Whatever choice Elizabeth Bouvia may ult-
mately make, I can only hope that her courage, persistence and
example will cause our society to deal realistically with the plight of
those unfortunate individuals to whom death beckons as a welcome
respite from suffering.”® The Health Care Decisions Law is a signif-

LOS ANGELES LAWYER / DECEMBER 2000

Reprinted With Permission



icant step in that direction.

Conservatorship of Drabick® is another influential case. In Drabick,
the conservator sought court approval to remove the nasogastric
feeding tube of the conservatee, who was in a persistent vegetative
state. No one opposed the action; the conservator simply wanted a
court order to protect the healthcare providers.®? A county public
defender appointed to represent the conservatee-patient agreed with
the proposed termination of treatment. Nevertheless, the probate court
denied the conservator’s petition on the ground that continued feed-
ing was in the patient’s best interests. The conservator appealed.
The court of appeal reversed the probate court and allowed removal
of the feeding tube. The court held that, in California, each adult has
a right to determine the scope of his or her own medical treatment,
which includes the legal right to refuse medical treatment such as arti-
ficial nutrition and hydration. Further, incompetent patients retain the
right to have appropriate medical decisions made on their behalf. An
“appropriate medical decision” was defined as one that is made in the
patient’s best interests, as distinct from one made in the interests of
the hospital, the physicians, the legal system, or anyone else.®

The Drabick court observed that under Probate Code Section
2355, which provides that the conservator need not obtain judicial
approval of its decision absent disagreement among interested par-
ties, the probate court will review a conservator's proposed decision
only if there is a dispute among interested parties or if the conservator
seeks confirmation of a proposed action. Thus, as a practical mat-
ter, the court will become involved only if, for example, there is a fam-
ily dispute, a doctor demands judicial confirmation, or a conservator
seeks judicial confirmation as a precaution.

In 1990, the U.S. Supreme Court decided its first right-to-die case,
Cruzan v. Divector, Missouri Department of Health. In Cruzan, the exis-
tence of a constitutionally protected right to refuse treatment was
affirmed on a national level. The Cruzan opinion upheld a constitu-
tional right to die and recognized a constitutionally protected liberty
interest to refuse treatment—but the Court left to the individual
states the task of establishing their own guidelines on life or death treat-
ment decisions for incapacitated persons. The Supreme Court’s opin-
ion opened the door to enactment of advance directive statutes like
those enacted in California by holding that an appointed surrogate deci-
sion maker would have the right to refuse treatment on behalf of an
incapacitated individual. But the Cruzan Court also made it clear
that a patient’s rights are jeopardized if he or she fails to leave explicit
advance instructions.

Ceaflicts hetween Healtheare Praviders and Patients

In our society, sensitive services such as termination of life support
create potential conflicts between healthcare providers and patients.
Tension arises when healthcare providers insist on providing care in
accordance with their own beliefs and refuse to grant patients access
to medical care that the providers find objectionable.5

The constitutional complication inherent in this provider-patient
conflict emerges in an analysis of the interaction between the free exer-
cise and establishment clauses of the First Amendment and patients’
right to privacy.” If religious healthcare providers, institutions, and
health plans are allowed to refuse to provide services on religious or
moral grounds, patient access to healthcare may be significantly cur-
tailed.*® Although the right to refuse life-sustaining medical treat-
ment is constitutionally protected, patients may experience difficulty
in getting religious providers to implement their advance directives.®
No federal or state law has established a fundamental right to health-
care. Thus, in conflicts between religious beliefs and healthcare
choices, it is not surprising that religious beliefs have received more
statutory and legal protection. However, consistent with the consti-
tutional protections that prevent both the imposition of religious

LOS ANGELES LAWYER / DECEMBER 2000

beliefs as well as limitations on individuals to refuse life-sustaining treat-
ment, patient rights to services must not be compromised.
Policymakers should devise alternative means to ensure that patients
can go to providers willing to honor their treatment requests.®

The fact that a patient has the right to refuse continued medical
treatment, however, does not give rise to a concomitant physician duty
to discontinue care upon request. This principle is illustrated by
Conservatorship of Morrison v. Abramovice.® In that case, the con-
servator-daughter of a 90-year-old woman in a persistent vegetative
state sought removal of a nasogastric feeding tube from her mother.
The hospital physicians refused the daughter’s request due to “per-
sonal moral objections.” At issue was whether a conservator can
require a physician to comply with a treatment request against the
physician’s personal moral objections. The court answered this ques-
tion by basing its holding on the prevailing view among medical ethi-
cists that a physician has the right to refuseto follow a conservator’s
direction to withhold life-sustaining treatment on personal moral
grounds, but must be willing to transfer the patient to another physi-
cian who will follow the conservator’s direction.®

Physicians not only have the right to refuse to follow a patient’s
direction to withhold life-sustaining treatment but customarily are not
punished for ignoring a patient’s preferences about life-sustaining care.
Accumulated evidence indicates that physicians and healthcare
providers often ignore patient preferences about life-sustaining care.s
But the likelihood of wrongfully treated patients recovering com-
pensatory damages has been placed in doubt. Courts and commen-
tators alike have suggested that actions for life support not con-
sented to by the patient are analogous to actions for wrongful life and
should, for that reason, be rejected.®

End-of-life issues continue to be presented to the judicial system
for resolution, as evidenced by the recent grant of review by the
California Supreme Court in In re Conservatorship of Wendland.
The Wendland case involves a struggle between the wife, mother, and
sister of a 42-year-old man who was brain damaged and cognitively
impaired in a motor vehicle accident but is conscious and sometimes
able to respond to simple commands. The patient’s wife sought per-
mission to remove the feeding tube and to allow her husband to die;
the mother and sister objected. The trial court refused permission to
remove the feeding tube. The court of appeal reversed with directions
in a lengthy and detailed opinion that has now been superseded by
the supreme court'’s grant of review.

The debate over adequate and affordable healthcare and ethical
decision making at the end of life has permeated political, medical,
legal, religious, and bioethics discourse during most of the past
decade® and continues to command widespread national and inter-
national attention.® Technological advances in the medical field per-
sist in outpacing the ability of society to accommodate them.® Because
no one knows when tragedy or illness may strike, adults of all ages
would best be served by considering, completing, and signing an
advance directive under the new Health Care Decisions Law. Upon
signing an advance directive, adults should give a copy to their doc-
tor and their family and should keep a duplicate original or copy in a
safety deposit box.

The values the patient and physician bring to the bedside are not
similarly constituted. A patient’s values and considerations may com-
prise religious, sociological, economic, and psychological influences.™
A physician’s values may be similarly derived but may be tempered
by experiences and training in the medical field.” The legal counselor
can help by providing focus and well-reasoned advice. Mere techni-
cal expertise is not enough; concern for the overall well-being of the
client requires consideration of the client’s financial, moral, religious,
family, and personal set of values.

If clients, patients, or attorneys need inspiration beyond medical
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technology and legal technicalities, perhaps
they can look to the wise words from the
book of Ecclesiastes, which serve as a
reminder that dying has been part of life
since time immemorial:
Remember then thy Creator in the
days of thy youth,
Before the evil days come,
And the years draw nigh, when thou
shalt say:
“I have no pleasure in them”;...
Before the silver cord is snapped
asunder,
And the golden bowl is shattered,
And the pitcher is broken at the
fountain,
And the wheel falleth shattered, into

the pit;
And the dust returneth to the earth
as it was....”

And in the end, from the same source,
there are further words of comfort: “[Tjo
everything there is a season, a time to be
born and a time to die...."” n

12 Kings 4:8-37; Psalms 23, 41:4; Isaiah 38:1-8; Jeremiah
17:14; TALMUD (Shabbat 151b); JoserH CARO, SHULCAN
ArucH, Yorex De'ax 339.
2 ProB. CopE §§4600 ef seq. (effective July 1, 2000).
3In re Quinlan, 355 A 2d 647 (NJ. 1976), cert. demied,
429 U.S. 922 (1976). Chief Justice Rehnquist described
Quinlan as a “seminal decision” on the issue of the
right to refuse treatment.
‘I
S Bretton J. Horttor, A Survey of Living Will and
Advanced Healthcare Directives, 74 N.D. L. Rev. 233
{1998). This article surveys selective state statutes con-
cerning end-oflife treatment decisions, living wills,
healthcare agent designation laws, and surrogate deci-
sion-maker laws. See also Rachel Pergament & Brian
Raphael, Gerontology and the Law: A Selected Annotated
Bibliography: 1995-1998 Update, 72 S. CAL. L. Rev.
1461, 150203 (1999); Emle W. D. Young, Ethical Issues
at the End of Life, 9 STAN. L. & PoL'y Rev. 267 (1998).
Young’s article discusses ethical issues related to end-
of-life decisions and the challenge facing “courts, leg-
islatures, healthcare professionals and bioethicists to
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ing patients and their families as death approaches.”
¢ The provisions of the Power of Attorney Law gov-
eming powers of attorney for healthcare and the Natural
Death Act were repealed, and the Power of Attorney
Law no longer applies to powers of attorney for health-
care. ProB. CoDE §§40104310, 4600-4805; HEALTH &
SAFETY CODE §§7185-7194.5; ProB. CoDE §4050(a).
7 Pros. CODE §4650:

The Legislature finds the following: (a) In

recognition of the dignity and privacy a person

has a right to expect, the law recognizes that

an adult has the fundamental right to contro]

the decisions relating to his or her own health
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Modern medical technology has made possibl

the artificial prolongation of human life beyond
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tinued health care does not improve the prog-

nosis for recovery may violate patient dignity

and cause unnecessary pain and suffering,
while providing nothing medically necessary or
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controversy, a court is normally not the proper
forum in which to make health care decisions,
including decisions regarding life-sustaining
treatment.
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For Aging Parents

25 Tough Questions You Must Answer to Face Your Finish

Take some time to consider the important and tough questions below. Use the space provided
to make notes. You may find that it is helpful to come back to these questions after you have
worked through the remainder of this workbook.

1 Where would | prefer to live as | age? In my current home or elsewhere?

2 Where do | want to die?

3 If I need memory care am | willing to be placed in a memory care specialty unit?

4 If I need help with activities of daily living am | willing to move to an assisted
living facility?
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5 If | need custodial care am | willing to move to a nursing home?

6 Under what circumstances, if any, would | agree to move in with one of my adult
children?

7 Who should | choose to make decisions for me if/when I can’t make them for
myself? Who should act as a backup for my first choice?

8 What will happen to my “stuff”?

9 What needs to be discussed and decided about money?

|
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10 Do I want to leave an inheritance for my family or my favorite cause, or do | want
to spend my money while I'm still here to enjoy it or for my care?

11 How do | feel about surrendering some of my independence? Am | willing to
accept certain changes, like giving up driving myself or setting my own schedule?

12 Am | comfortable with my spouse providing hands on care including bathing and
toileting for me?

13 Am | comfortable with my adult child providing hands on care including bathing
and toileting for me?

14 Am | prepared to provide hands-on care including bathing and toileting for my
spouse?
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15 Who will care for me if | can’t care for myself and my spouse or children can’t
either (or | don’t have a spouse or children)?

16 Will | know when | can no longer make my own decisions without help? Is there
someone besides me watching out for this?

17 Do | want to be resuscitated?
18 Do | want a feeding tube or other “heroic” measures?
19 How do | feel about hospice care?
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20 What are my “final wishes"? What kind of funeral do | want?

21 Shall | donate my organs or my entire body to science?

22 Do | want to be buried or cremated? What do | want to become of my remains?
23 How do | define a meaningful life?

24 What do | see as my purpose?

25 What is the legacy | hope to leave?
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Faun # CP111-B

Pteorders From: MED-PASS 800-438-838:

EMSA #111 B POLST complements an Advance Directive and | paient Middle Name:  Medical Record #. (optional
(Effective W/1/2016y 1S not intended to replace that document. :

Physician Orders for Life-Sustaining Treatment (POLST)

First follow these orders. then contact PatientLast Name: Date Form Prepared:
Physician/NP/PA. A copy of the signed POLST | SRR e e e S
form is a legally valid physician erder. Any section | Patient First Name. Patient Bate of Birin:

not completed implies full treatment for that section. |

A

CARDIOPULMONARY RESUSCITATION (CPR):  f patient has no puise and is not breathing.
If patient is NOT in cardiopulmonary arrest, follow orders in ) Sections B and C. |

Check ALl
One ; O Attempt Resuscitation/CPR (Selecting CPR in Section A requires selecting Full Trealment in Secticn B)
| [ Do Not Attempt Resuscitation/DNR  (Allow Natural Death)
MEDICAL INTERVENTIONS: If patient is found with a puise and/or is breathing. |
Check [J Full Treatment - primary goal of prolonging life by all medically effective means.
One In addition to treatment described in Selective Treatment and Comfort-Focused Treatment, use intubation,

advanced airway interventions, mechanical ventilation. and cardioversion as indicated.
O Trial Period of Full Treatment.

[J Selective Treatment - goal of treating medical conditions while avoiding burdensome measures.
In addition to treatment described in Comfort-Focused Treatment, use medical treatment. IV antibiotics, and
IV fluids as indicated. Do not intubate. May use non-invasive positive airway pressure. Generally avoid
intensive care.

O Request transfer to hospital only if cormfort needs cannot be met in current location

[0 comfort-Focused Treatment - primary goal of maximizing comfort.
Relieve pain and suffering with medication by any route as needed; use oxygen. suctioning. and manual
treatment of airway obstruction. Do not use treatments listed in Full and Selective Treatment unless consistent
with comfort goal. Request transfer to hospital only if comfort needs cannot be met in current location.

Additional Orders

Check
One

ARTIFICIALLY ADMINISTERED NUTRITION: _____ Offer food by mouth if feasible and desired. |
O Long-term artificial nutrition, including feeding tubes Additional Orders:
O Tnal period of artificial nutrition, including feeding tubes.
O No artificial means of nutrition, including feeding tubes.

T ey

INFORMATION AND SIGNATURES:

Discussed wnth 00 Patient (Patient Has Capacity) O Legally Remgmzed Dec:suomnakel

O Advance Dtrecllve dated | available and reviewed —) Health Care Agent if narned in Advance Dfrecnve
O Advance Directive not avadable Name: ARy %
O No Advance Directive Phane:

S'gnatu}e of Physxcuan I Nurse Practitioner / | Physucnan Assistant (Physncnan/NP/PA)
_My signature below indicates 1o the best of my knowledge thal these orders are consistenl with the patient’s medical condiion and preferences.

Print Physician/NP/PA Name: | Physician/NP/PA Phone #: . Physician/PA License # NP Cert. &

|
|

mf’hysician)NPfEA Signature: (required) | Date:

Signature of Patient or Legally Recognized Decisionmaker
I am aware that ihis form 1s voluntary. By signing this form. the legally recognized decisionmaker acknowledges that this request regarding
resuscitative measures is consistent with the known desires of and wilh the best interest of, the individual who 1s the subject of the form.

Print Name: ’ Relationship: (write self if patient)

Signature: ((equired}i | Date:

w‘ et FOR REGISTRY
i

Mailing Addresns?streeUcity/statef’zip): " Phone Number: USEKE ONLY
|

SEND FORM WITH PATIENT WHENEVER TRANSFERRED OR DISCHARGED

‘Form versions with effeclive dates of 1/1/2009, 4/1/2011 or 10/1/2014 are also valid
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SIDE 2 OF 2

HIPAA PERMITS DISCLOSURE OF POLST TO OTHER HEALTH CARE PROVIDERS AS NECESSARY

Patient Information

Name (last, first, middle): Date of Birth: Gender:
M _F

NP/PA’s Supervising Physician Preparer Name (if other than signing Physician/NP/PA)
Name: Name/Title: | Phone #:

[

|
Additional Contact ONone ol
Name: Retationship to Patient: | Phone #:

|

Directions for Health Care Provider

Completing POLST

¢ Completing a POLST form is voluntary. California law requires that a POLST form be followed by healihcare providers,
and provides immunity to those who comply in good faith. In lhe hospital setting, a patient will be assessed by a physician,
or a nurse practitioner (NP) or a physician assistani (PA) acting under the supervision of the physician, who will issue
appropriate orders that are consistent with the patient’s preferences.

e POLST does not replace the Advance Directive. When available, review the Advance Directive and POLST form to
ensure consistency. and update forms appropriately to resolve any conflicts.

» POLST must be completed by a health care provider based on palient preferences and medical indications.

A legally recognized decisionmaker may include a court-appointed conservator or guardian, agent designated in an Advance
Directive, orally designated surrogate, spouse. registered domestic pariner, parent of a minor, closest available relative, ar
person whom the patient's physician/NP/PA believes best knows what is in the patient's best interest and will make decisions
in accordance with the patient's expressed wishes and values to the extent known.

A legally recognized decisionmaker may execute the POLST form only if the patient lacks capacity or has designated that the
decisionmaker’s authorily is effective immediately.

= Tobe valid a POLST form must be signed by (1) a physician, or by a nurse practilioner or a physician assistant acting under
the supervision of a physician and within the scope of practice authorized by law and (2) the patient or decisionmaker. Verbal
orders are acceptable with follow-up signature by physician/NP/PA in accordance with facility/community poticy.

» |f a translated form is used with patient or decisionmaker. allach il lo the signed English POLST form.

» Use of original form is strongly encouraged. Photocopies and FAXes of signed POLST forms are legal and valid. A copy
should be retained in patient's medical record, on Ultra Pink paper when possible.

Using POLST

s Any incomplete section of POLST implies full treatment for that section.

Section A:

o If found pulseless and not breathing. no defibrillator (including automaied exlernal defibrilfators) or chest compressions
should be used on a patient who has chosen "Do Not Attempt Resuscitation.”

Section B:

= When comfort cannot be achieved in the current setting, the patient, including someone with "“Comfort-Focused Treatment,”
should be transferred to a setting able to provide comfort (e.g., treatment of a hip fracture).

= Non-invasive positive airway pressure includes continuous posilive airway pressure (CPAP), bi-level positive airway pressure
(BiPAP), and bag valve mask (BVM) assisted respiralions

« |V antibiotics and hydration generally are not "Comiort-Focused Treatment.”

= Treatment of dehydration prolongs life. If a patient desires [V fluids, indicate “Selective Treatment” or “Full Treatment.”

= Depending on local EMS protocol, "Additional Orders” written in Section B may not be implemented by EMS personnel.

Reviewing POLST

it is recommended that POLST be reviewed periodically. Review is recommended when:

s The patient is transferred from one care setting or care level to another. or

» There is a substantial change in the patient’'s health status, or

e The patient’s treatment preferences change.

Modifying and Voiding POLST

¢ A patient with capacity can, al any lime, request alternative treatment or revoke a POLST by any means that indicates intent
to revoke. It is recommended that revocation be documented by drawing a line through Sections A through D, wriling “VOID”
in large letters, and signing and dating this line.

= Alegally recognized decisionmaker may request to modify the orders, in collaboration with the physician/NP/PA, based on
the known desires of the patient or, if unknown, the patient's best interests.

This form is approved by the California Emergency Medical Services Aulhori‘ty in cooperation with the statewide POLST Task Force.

For mare information or a copy of the form, visit www.caPOLST.org.

SEND FORM WITH PATIENT WHENEVER TRANSFERRED OR DISCHARGED
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Health

California End of Life Option Act

Information for Our UCLA Patients

You have been referred to a patient advocate because you have requested an aid-in-dying
drug from your physician or you discussed this issue with another health team member.

if you are an adult with a terminal iliness, it is your right to make this request, and we at
UCLA want to provide the best support and care throughout your iliness, whether you
receive and use this drug or not.

The California End of Life Option Act, which took effect on June 9, 2016, includes several
safeguards and criteria designed to ensure that that the law is appropriately used for
eligible individuals who request an aid-in-dying drug. At UCLA, we have developed a process
that we hope will be helpful to you and your family, as we recognize the significance of
these decisions for everyone involved. We have designated a group of specially-trained
patient advocates who serve to further educate you and your family about the specifics

of the process. Patient advocates also provide physicians with guidance on regulatory
compliance, should you choose to proceed with an aid-in-dying drug.

What makes you eligible to receive an aid-in-dying drug in California?
You are:

e An adult, 18 years of age or older

¢ Terminally ill with six months or less to live, as verified by two physicians

e Mentally capable of making your own healthcare decisions

e Able to prove that you are a resident of California

e Acting voluntarily

¢ Making an informed decision that includes having information about other end-of-life
options that may be heipful to you

¢ Being informed that you may choose to obtain the aid-in-dying drug but not take it
* (Capable of administering and ingesting the aid-in-dying drug all by yourself
In order for you to receive the aid-in-dying drug, your attending physician and a consulting
physician must examine you and determine that you are an eligible recipient under the California

End of Life Option Act. If there are any concerns about your mental capacity, or indications of a
mental disorder, you may be referred to a mental health specialist for an evaluation.
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Who Will Help You With the California End of Life Option Act?

Once you have made a request for the aid-in-dying drug, your physician or other healthcare
provider will refer you to a patient advocate — a specially-trained psychologist or social
worker — for a collaborative consultation. This meeting is intended to educate, inform and
assist you with your goals of care. The patient advocate will help you understand what you
need to do to obtain the aid-in-dying drug. The patient advocate will also ensure that all the
appropriate requests, notes and paperwork are signed and filed in your chart prior to drug
prescription. Patient advocates want to make this process as easy as possible for you. If you
choose to include your family, the patient advocate will also assist them. You are invited

to bring one or more of your family members, a person you identify as your caregiver, or a
close friend to the meeting.

What Can You Expect During This Consultation?
The patient advocate will:
* Familiarize you with the law and what is required of you and your physicians.

¢ Discuss your understanding of your current medical condition, review past
psychological and social history, and discuss what an aid-in-dying drug means to you.

o Provfde you with appropriate referrals to additional resources that might be helpful
to you.

* Facilitate a referral to an independent consulting physician, as required by the law.

* Answer your questions or help you to think through your — and your potential loved
ones’ — thoughts, concerns and feelings as you go through this process.

¢ Advocate for you when appropriate and develop a plan to ensure that your needs
have been met, and that you have made this decision on your own and have not been
pressured by others.

This may be your first referral to a clinical social worker/psychologist or you may have had
a clinical social worker/psychologist as a routine part of your care throughout your disease
process. In either case, this individual, serving as a patient advocate, will be someone who
believes that patients can make decisions for themselves and serve as active participants
in their medical care. In addition, the social workers/psychologists on our patient advocate
team are all committed to the principles behind the California End of Life Option Act as
their participation is voluntary.
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What Topics Might Be Discussed During the Consultation?

Ideas you could consider discussing or getting help with from your advocate include:

What brought you to this decision?
What is meaningful to you in your life right now?
Under what circumstances would you imagine using this drug?

Are you lacking resources with regard to assistance at home, management of pain or
other symptoms, or psychological support?

What issues are you currently most troubled by?
What worries, concerns or fears are you currently facing?
How will this decision impact those who love/care for you?

What losses have you been facing as a result of your illness and what kind of help
have you received?

Are there specific tasks and goals that you hope to achieve before your life ends?
Have you prepared any legacies for those you love? (e.q., letters, videos, notes)

Are there any communications that you hope to have with friends/family/loved ones?
If so, do you need help with these?

Have you made a financial will or an estate plan? Have you made an ethical will?
Have you completed a current advance healthcare directive?

Do you or your family have any concerns of faith, conscience or spirituality that
would affect your decision?

Have you and your physician discussed your goals and values of care?

What questions do you have or information do you need about this process?

How Is the Consultation Appointment Arranged?

Your physician should request an appointment with a patient advocate. If your physician
has not made such a request you may call to schedule such an appointment.

For patients with cancer: Call the Simms/Mann - UCLA Center for Integrative
OncologyvCenter at (310) 794-6644. Ask to schedule an appointment with a patient
advocate related to the California End of Life Option Act.

For patients with other illnesses: Call UCLA Care Coordination at (310) 267-9702
and ask to schedule an appointment with a patient advocate related to the California
End of Life Option Act.
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What or Whom Should | Bring to the Consultation?

* One or more of your family members, a person you identify as your caregiver, or a
close friend, if you choose

* Proof of residency in the form of one of the following if you have it: A driver's
license or other identification issued by the state of California; registration to vote in
California; evidence that you own or lease property in California; filing of a California
tax return for the most recent tax year

Is This Consultation Required?

The consultation with the patient advocate is not required by law. At UCLA, it is part of
our policy to assign a patient advocate for each patient who makes a request for an aid-in-
dying drug and whose physician believes may be an eligible candidate. In order to ensure
that you and your physician have the support that you need to move through the process
of assessing eligibility and compliance with the law, the appointment with an advocate is
required at UCLA.
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Aid-In-Dying Options: Finding One's Way to Clarity

The decision to consider an aid-in-dying drug is only one of the many considerations that
need to be taken into account when facing the challenges of an irreversible, life-threatening
iliness. We believe that having such an iliness creates an opportunity for discussion around
end-of-life issues and possibly gives you time to make preparations. It may give your family
much needed time as well.

We recognize that initiating this process with your physician and with the patient advocate
does not necessarily mean that you will use the aid-in-dying drug. In states with a similar
law, approximately one-third of the patients who received a prescription for an aid-in-dying
drug opted not to take the drug. They may have chosen not to use the drug for a variety of
reasons, including never reaching clarity about what to do, changing their minds, deciding
to allow the disease process to takes its course, adequate symptom control, dying from the
disease or other reasons.

Considering the use of an aid-in-dying medication is a major decision that includes a multi-
layered and complex process — one that likely affects far more than one person. Perhaps more
than any other major life decision, this one is also infused with matters of moral, ethical and
spiritual values — values that one may not even share with those nearest and dearest to them.

Sometimes, we may move toward those big life decisions with distinct clarity and certainty,
but at the last minute, we might discover: “Oh, | really can't marry you,” or “| really don't
want to take over the family business.” Discovering our heart’s true intentions can be an
ever-evolving journey. Just when we think we are certain, another layer gets pulled back and
reveals a deeper truth. Trying to sort out and decide if this is the best option for you and your
loved ones will involve a similar exploration.

It is not unusual to hear some patients, feeling so ravaged by treatments, express deep
frustration and weariness: "OK! That's it! I'm done. No more!” Their physician might then say,
“But there's this drug trial coming up.” And the patient's response might then be, “OK, I'm in!"
We don’t always know our own truth until our circumstances demand that we reevaluate.

This may apply to your loved ones and family members as well. It is quite possible that they
may have their own hesitations or conflicts in participating in this option. Or, they may honor
your choice and want to support you, but they still have their own reservations or struggles.

This is a time for deep reflection and even deeper communication for all those concerned —
sorting out possibly competing values in order to arrive at the best choice for you. Please take
that time and venture into those conversations with yourself and loved ones. That heartfelt
truth-telling may offer its own guidance and clarity to each of you. It is our hope that by talking
through this process — potentially many times and at different points in your treatment and
iliness — and thinking about all of the options available, you will discover your best path.
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Questions to consider for reflection:

What circumstances brought me to considering this option?
What fears might | be bringing to this decision-making process?
What expectations might | be bringing to this decision-making process?

Which values would be primary to me in considering this option and making
this decision?

Which of my values might be in conflict with this decision?
Whose values in addition to my own do | need to consider?

If | exercise this option, what might | gain and what opportunities might | lose
(e.q., for healing, personal growth, relationship to others)?

if | exercise this option, what might my family gain and/or lose (e.qg., time with you,
opportunity to provide you with care, healing, conversations, personal growth,
relationships)?

Can | offer loving allowance to myself and those around me to have conflicting
feelings and values?

These will likely be ongoing conversations with yourself and loved ones, until a decision
feels right. Take advantage of professional support and guidance to facilitate this process.
Your patient advocate can be an essential guide in the process. Other resources to
consider include an interfaith chaplain, your spiritual community, your loved ones, support
groups, your physicians who know you, or a therapist. It may also be a more private
discussion with yourself and those most close to you.

Always keep in mind that moving through the process of qualifying yourself to receive
the aid-in-dying drug never obligates you to take it. The End of Life Option Act is here to
provide one more option for you at end of life.
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California End of Life Option Act

Information, Suggestions and Options for Patients

What is the California End of Life Option Act?

The California End of Life Option Act allows physicians to prescribe an aid-in-dying drug
for individuals who qualify under the Act. One goal of this act is to allow specific types of
terminally ill patients, those with six months or less to live, to bring about the end to their
lives in a peaceful way at a time of their choosing.

What makes you eligible for the medical aid-in-dying drug in California?

The California End of Life Option Act has specific criteria that define which patients can
access the aid-in-dying medication. You can qualify if you are:

e An adult (18 years of age or older)

¢ Terminally ill with a prognosis of six months or less to live, as determined by two
physicians (your attending physician and a consulting physician)

* Mentally capable of making your own healthcare decisions without a psychiatric
impairment that might interfere with this capacity

* Able to prove that you are a California resident
® Acting voluntarily

¢ Making an informed decision that includes having information about other end-of-life
options that may be helpful to you

¢ Aware that you may choose to obtain the aid-in-dying drug but not take it

* Capable of self-administering and ingesting the aid-in-dying drug, without assistance from
another person

* Willing and able to comply with all procedures, as required by the law

How do you obtain the aid-in-dying drug at UCLA?

* The process begins when you express a request for the aid-in-dying drug to your
physician. There is no commitment that you use the drug by making the request. Your
request starts a process in which you can obtain more information and your eligibility is
determined. You decide if you want to take the next steps.
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If you think you might want an aid-in-dying drug and/or would like more information, you
should tell your physician.

If your physician is a participating physician (meaning he or she chooses to participate in
the provision of aid-in-dying drugs as permitted by the Act), he or she will refer you to a
patient advocate who will help you and your physician comply with the law. Your advocate
will also provide you with the opportunity to explore your thoughts and needs.

If your physician is not a participating physician, he or she is not obligated by the law to
act upon your request. You may choose to go to a different physician who is voluntarily
willing to prescribe an aid-in-dying drug.

If your physician does not prescribe the aid-in-dying drug, you can ask members of your
medical team to connect you with a patient advocate who will provide you with more
information. No member of the UCLA medical team is obligated by law to participate, and
thus, only medical professionals and staff who are voluntarily participating will assist you.

What are the responsibilities of the patient under the law to obtain the
aid-in-dying drug?

Requests

A total of three requests must be made.

a Make two oral requests, 15 days apart, directly to your doctor. Neither of these requests
can come from anyone else; they must be initiated by you and made voluntarily.

s These requests can only be made to your doctor, and cannot be relayed to your doctor
by a resident, fellow, nurse, nurse practitioner or any other medical employee.

s Make a third written request, which can be done on the same day as the second oral
request or at a later time. The written request must be made on the Request for an
Aid-in-Dying Drug to End My Life in a Humane and Dignified Manner form. This form is
available on the Medical Board of California website:
mbc.ca.gov/Forms/Licensees/aid-in-dying_request.pdf.

You can also ask your UCLA patient advocate for a copy of the form.

Witnesses

Your written request form must be signed by you and two adult witnesses.

The two witnesses attest that to the best of their knowledge and belief, you are:

s The person requesting the drug

Known to them or have provided proof of identity

Voluntarily signing the request in their presence

Appearing to be of sound mind and not under duress, fraud or undue influence
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e There are also specific rules about who can be a witness, including the following:

Only one of the two witnesses to the written request may be related to you by blood,
marriage, registered domestic partnership, adoption or be entitled to a portion of your
estate upon your death.

Only one of the two witnesses may own, operate or be employed at a healthcare
facility where you are receiving medical treatment, including a health facility where
you reside.

A witness may NOT be your attending physician, a consulting physician, a mental
health specialist or your patient advocate.

Proof of Residency
® You must provide proof of residency in the state of California. Residency may be proved
with one of the following:

A driver’s license or other identification issued by the state of California
Registration to vote in California

Evidence that you own or lease property in California

Filing of a California tax return for the most recent tax year

Informed Decision
® You must make an informed decision that is based on an understanding and
acknowledgment of relevant facts.

® These relevant facts must come from your physician and inciude:

Your medical diagnosis and prognosis

Potential risks associated with taking the aid-in dying drug

Taking the prescribed drug will likely aid your dying

The possibility that you may choose not to obtain the drug

The possibility that you may change your mind and decide not to take it

The availability of other feasible alternatives or additional treatment opportunities
including, but not limited to, comfort care, hospice care, palliative care (symptom
management) and pain control

* You may withdraw the request for an aid-in-dying drug at any time.

® You can decide that you do not want to ingest the drug at any time.

Required Form to Complete Before Using the Drug

¢ California state law requires that you complete a Final Attestation for an Aid-in-Dying
Drug to End My Life in @ Humane and Dignified Manner form 48 hours prior to ingesting
the aid-in-dying-drug.
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e This form restates your intent to take the drug and your awareness of the consequences.

Even if you complete this form, you are not obligated to take the drug and can choose not
to take the drug.

* You also need to identify someone who can deliver the final attestation form to your
attending physician after your death. The form may be delivered by a family member, your
healthcare provider (e.g., hospice) or another representative that you designate.

How does your family/caregiver fit into this process?

* You will be counseled by your physician and the patient advocate about notifying a famity
member, if you have one, regarding your request for an aid-in-dying drug.

* You will not be denied access to the drug if you do not notify your next of kin or family
member, although we at UCLA strongly encourage patients to discuss this important
action with family members and/or those you identify as closest to you.

¢ Your physician and patient advocate will also provide counseling on the importance of having
another person present when you take the drug, although this does not have to be a family
member. One important reason for this is that the drug must be ingested in a short period of
time (two minutes) so that you do not fall asleep before taking the full dose.

¢ Your patient advocate may be helpful in identifying how and what to tell your family
members and if you deem it appropriate for them to participate in counseling sessions
that would allow you and your family to talk about this action together.

e We recommend that you think about the impact that this action may have on your family
members. End of life can be a particularly meaningful time for you and those who love
and care about you. Shortening this phase could leave out the possibility for specific
meaningful events and healing. There could be positive effects of shortening this phase
and some unintended ones too. If you make the choice to proceed with the aid-in-dying
drug, you might want to prepare those closest to you for your impending death. We
encourage this for all of our patients as they face serious illness, but as the disease
progresses, these communications are even more important.

e The people that love and care for you will miss you and grieve your absence in their lives. This
is true whether you die from your iliness or from ingesting an aid-in-dying drug. Sometimes,
loved ones need time to talk about the loss and think about what it will mean to live without
you. Families that approach end of life with open lines of communication are often more
prepared and the survivors typically manage the grief process better than families that do
not discuss the impending loss.
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End of life also provides an opportunity to express one's wishes and feelings such as sadness and
grief. We encourage patients and families to take some time to think about the ways they may
want to express themselves to each other. It can be a time to heal relationships, express and feel
love, recount accomplishments, and share life histories. We encourage individuals to take this
time to be thoughtful about their current situation and to make self-directed choices.

Your patient advocate will talk to you about whether there are any letters, videos or notes
that you may wish to leave to specific people as legacies. Legacies can be last gifts of your
words and feelings expressed to your loved ones. These can help facilitate healing through
the grief process. (See article on legacies and ethical wills for more information.)

What are the responsibilities of the physician under the End of Life Option Act?

Attending Physician

Your attending physician is one of your doctors who has primary responsibility for
your healthcare. This will most likely be the physician who is caring for your disease
(e.q., your oncologist, neurologist, cardiologist), but it could also be your primary-care
physician or a palliative-care physician.

Your attending physician, if he/she is participating in this act, is the one that will be
responsible for writing the prescription for the aid-in-dying drug. Some patients may
need to be referred to an additional attending physician that will participate and write the
prescription. It is common for patients with complex medical conditions to have multiple
attending physicians who care for them.

Examination

The physician must examine you and determine if he/she believes that you have a terminal
diagnosis with six or less months to live; he/she must document these findings in your chart.

The physician must document both of your required oral requests for an aid-in-dying drug in
your medical chart, and he/she must make sure that the requests are at least 15 days apart.

The physician must put the completed Request for an Aid-in-Dying Drug to End My Life in
a Humane and Dignified Manner form into your medical record. This form should be your
third request (this is your only required written request).
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Referral to a Patient Advocate
UCLA Policy requires that your physician also refer you to a patient advocate.

The advocate will:

Familiarize you with the law and what is required of you and your physicians

Discuss your understanding of your current medical condition and the meaning that
having an aid-in-dying drug has for you

Provide you with appropriate referrals to additional resources that might be helpful to you
Facilitate a referral to an independent consulting physician, which is required by the law
Answer questions and help you, and potentially your loved ones, think through your
thoughts, concerns and feelings as you go through this process

Advocate for you when appropriate and develop a plan to ensure that your needs

have been met, and that you have made this decision on your own and have not been
pressured by others.

The patient advocate's goal is to ensure that a uniform practice is used here at UCLA,
taking into consideration the needs of each individual patient

Counseling by Your Physician
Your physician is obligated to discuss the following with you prior to writing a prescription
for an aid-in-dying drug:

Explain and make sure you understand your medical diagnosis and prognosis and
clarify any misunderstandings

Tell you about the potential risks associated with taking the aid-in dying drug

Inform you of the likely result of taking the prescribed aid-in-dying drug: the hastening
of the dying process

Inform you that you may choose not to obtain the drug

inform you that you may change your mind and decide not to take it at any time
Offer you other feasible alternatives or additional treatment opportunities,
including, but not limited to, comfort care, hospice care, palliative care (symptom
management) and pain control

Suggest to you the importance of telling your family and/or next of kin

Inform you that by law, you must take the aid-in-dying drug in a private place, and that
it may never be consumed in a public place (beach, park, etc.)

inform you to store the drug in a safe location where other people, such as children or
vulnerable individuals, cannot access it

Inform you and your loved ones where to return this drug if there is any remaining or if
you choose not to use it

Your physician will request that you have someone involved with your care (a family
member or friend) return your Final Attestation for an Aid-in-Dying Drug to End My Life in
a Humane and Dignified Manner form to the prescribing physician.
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Other Obligations on the Part of Your Physician
e Determine that you have mental capacity to make healthcare decisions

e Refer you to a mental health specialist (psychologist or psychiatrist) if he/she is uncertain
of your capacity to make healthcare decisions or if there are indications that you have a
mental disorder

e Make certain that you have seen a consulting physician to confirm that you have a
diagnosis with an expectation of six months or less to live

¢ Ask you if you have changed your mind prior to writing the prescription

¢ Mail or hand deliver the prescription to the designated pharmacy (the physician cannot
give you the prescription)

¢ Make sure that you are a California resident, as defined above
e Complete a checklist to make certain that all steps are followed

e At UCLA, your physician must complete a Physician Orders for Life-Sustaining Treatment
(POLST) with you; this form reviews important issues such as Do Not Attempt Resuscitation
(DNAR) requests. The POLST is described in more detail below.

e If at any point you are determined ineligible for this act, your physician who accepted the
request and referred you to the patient advocate must inform you of disqualifying reasons

* Your physician cannot prescribe this drug solely based on age or a disability

¢ Within 30 calendar days of writing a prescription for an aid-in-dying drug, the attending
physician must submit a copy of your written request (the Request for an Aid-in-Dying
Drug to End My Life in a Humane and Dignified Manner form) to the California Department
of Public Health (CDPH) through the Office of Regulatory Affairs at UCLA

* Your physician will also be required to submit additional mandatory forms to the CDPH, as
required by the End of Life Option Act

What are the responsibilities of the consulting physician under the End of
Life Option Act?

* The consulting physician must examine you and determine if you have a terminal diagnosis
with six or less months to live; he or she must document these findings in your medical chart

¢ Determine that you have mental capacity to make healthcare decisions

¢ Refer you to a mental health specialist (psychologist or psychiatrist) if there are
indications that you have a mental disorder
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What are the responsibilities of the mental health specialist (if you are
referred to one) under the End of Life Option Act?

* The mental health specialist can be a psychologist or psychiatrist.

* The mental health specialist, through one or more appointments with you, will determine
in his/her best professional judgment whether you have capacity — as defined by the Act
— to make this decision and that you are not suffering from impaired judgment due to a
mental disorder.

What can you expect from the pharmacist at UCLA under the End of Life
Option Act?

* The pharmacist will fill the prescription and provide it to you or to an individual you have
designated to pick up the drug.

¢ The pharmacist will educate you and provide information about the best way to ingest
this drug.

* The pharmacist will educate you about an antiemetic (anti-nausea) medication and how to
take it.

¢ The pharmacist will educate you about a timeline of eating, drinking and how to achieve the
desired outcome of the drug while reducing the chance of other effects.

What other resources are available to me?

Psychological Support

e Having a serious illness is upsetting and it can cause feelings of sadness, depression,
anxiety, loss, and fear. These feelings are normal under the circumstances. Many patients
who experience these feelings benefit from someone that they can talk to about their
worries and concerns.

e One role of the patient advocate is to help address these issues and provide you with
recommendations that may be helpful.

e Many times, patients benefit from both psychological counseling — especially by
individuals who understand your disease — and appropriate anti-anxiety and anti-
depressant medications; together, these interventions can help improve the quality of
your life even though the disease may still be progressing.

e We want you to live as well as you can despite the limitations of the disease and even if you
decide that using an aid-in-dying drug is the best option for you near the end of your life.

e Receiving psychological support, and/or taking anti-anxiety or anti-depressant
medications, can be part of your end-of-life care, regardless of whether or not you choose
to have an aid-in-dying drug available to you.
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Palliative Care

Palliative care focuses on symptoms such as pain, shortness of breath, fatigue,
constipation, nausea, loss of appetite, difficulty sleeping, anxiety and depression. It also
helps you gain the strength to carry on with daily life.

Palliative care can and should occur throughout the entire continuum of care for cancer
and other serious illness. It is more often associated with more advanced stages of the
disease and is an important component of quality end-of-life care.

Anyone receiving an aid-in-dying drug should be receiving palliative care for symptoms
throughout their care.

For patients who are considering an aid-in-dying drug, it is important that you have been
given the opportunity to make certain that your symptoms have been well managed.

You can arrange an appointment with a palliative-care physician to make certain that your
symptoms have been addressed to the best capabilities of modern day medicine.

In some clinics, there is a palliative-care nurse practitioner that can assist with these same
types of symptoms.

Hospice Care

Cicely Saunders, considered the founder of hospice, stated: “You matter because of who
you are. You matter to the last moment of your life, and we will do all we can, not only to
help you die peacefully, but also to five until you die.”

Hospice care focuses on quality of life rather than prolonging life.

Hospice care focuses on employing medical care that alleviates symptoms, reduces
suffering and improves quality of life. It is usually utilized in the final stage of care in a
serious illness.

Hospice care emphasizes the treatment/alleviation of physical discomforts, as well as
psychological and spiritual discomforts, during a time when a life nears its end - although
the timeframe may be somewhat uncertain.

Hospice care is an option for humane and compassionate care when a disease cannot be
stopped and comfort is the highest priority.

Hospice is not necessarily a place, but a type of treatment. Hospice care can be done in
the home or in a skilled nursing facility. There are few hospice programs that are actual
free-standing facilities.

The focus is on the patient and the family as a unit.

Patients are best served on hospice when they have had some time to stop invasive
medical treatments, which can cause additional discomforts.
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* Too often, referrals to hospice care occur just days before a death, and this is often

traumatic for everyone involved. Sometimes, hospice is not brought up by families or
physicians, or there is a concern that entering hospice care means you are “giving up.”
Another way to frame this is that hospice care is the best care available for the phase of
the disease that you are dealing with at this time.

Hospice does not provide all the caregiving that a patient needs, but hospice does provide
assistance to the family in making good decisions around pain medications and reduction
of symptoms such as nausea or constipation. Hospice companies always have a 24-hour
on-call nurse and a telephone number for assistance. This allows patients to stay in their
own environment rather than be rushed to a hospital to address symptoms.

It is a reasonable choice to have hospice care, even if you ultimately decide that you would
like to use the aid-in-dying drug. One option does not exclude the other.

Physician Orders for Life-Sustaining Treatment (POLST)

This form, usually printed on bright pink paper, states what kind of medical treatment
patients want toward the end of their lives. It is placed in your medical records and
usually placed on the back of a door or at the foot of your bed in your home in the
event the paramedics are called.

Any patient with a serious disease should have a discussion with his/her physician around
goals of care. A patient requesting or considering an aid-in-dying drug must discuss issues
such as what quality of life is acceptable to you and what you are hoping to be able to do
in the time you have left.

The POLST form is completed and signed by both the patient and a physician. POLST
gives seriously ill patients more control over their end-of-life care. It is a document you
will keep with you at all times, and copies should be made for your healthcare providers so
they can honor it.

For a patient seeking an aid-in-dying drug, a POLST should be completed. This will prevent
unwanted treatments or procedures if the patient is not in the hospital and a medical
professional (e.g. paramedics) are present.

A POLST communicates information about resuscitation, artificial nutrition, hydration,
other treatments, and comfort care. It also indicates the name of your healthcare power
of attorney.

A POLST is very important for patients seeking an aid-in-dying drug because it also allows
you and your physician to indicate that you want to die naturally or by means of the aid-
in-dying drug and that you do not want anyone to attempt to bring you back when the
likelihood is that you will not survive anyway.
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The POLST should indicate “Do Not Attempt Resuscitation” (DNAR). If you previously

completed a POLST, but did not indicate DNAR, you should complete a new one prior to
ingesting the aid-in-dying drug.

Your patient advocate can help you prepare a POLST that you can take to your physician
to discuss further and finalize.

What if | am not an English speaker?

If you are not an English speaker, you may still request the aid-in-dying drug; however, you
must use a trained interpreter when your healthcare provider does not speak the same
language as you do. The UCLA Health Interpreter/Translation and Deaf Services Program
is available to our patients and families.

The interpreter may not be related to you by blood, marriage, registered domestic
partnership, adoption or be entitled to a portion of your estate upon your death.

An interpreter must meet the standard put forth by the California Healthcare
Interpreting Association or the National Council on Interpreting in Health Care or other
standard accepted by the deemed acceptable by CDPH. The interpreter may read the
Request for an Aid-in-Dying Drug to End My Life in a Humane and Dignified Manner
form to you and verify your agreement with this document by making an additional
declaration about their fluency.

If you do not speak English, you will need an interpreter to engage in all formal counseling
and attestations. This can be arranged for you with your patient advocate. Our interpreter
team can also be reached at (310) 267-8001.

What can your physician not do under the Act?

Your physician cannot administer a medication through injection or IV that is intended
to end your life. This act only allows the physician to prescribe a life-ending medication
that you ingest yourself if you have a terminal illness and are expected to live less than
six months.

Can | take the aid-in-dying drug while an inpatient in the hospital?

No, you cannot take the aid-in-dying drug in a UCLA hospital.

At UCLA, you may make a request for the aid-in-dying drug while an inpatient, but you
cannot bring the drug to the hospital and take it as an inpatient.
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What will be listed on my death certificate as the cause of death?

The physician will comply with the law, which states that the cause of death on the death
certificate will not be listed as suicide. No actions taken in accordance with the End of Life
Option Act constitute suicide, assisted suicide, homicide or elder abuse. The physician will
list the underlying disease as the cause of death, as recommended by the CDPH.

Will using the End of Life Option Act affect my will or insurance?

The End of Life Option Act specifically mandates that you should not be negatively
affected by making this choice.

The law states that wills, insurance, contracts, and annuities are not affected if a qualified
individual shortens their time before dying by taking an aid-in-dying drug that was
prescribed to him/her by his/her physician.

What is the drug that | will be prescribed?

There is more than one drug or combination of drugs that may be used as an aid-in-dying
medication. Discuss this with your physician and pharmacist.

Your doctor should prescribe a medication (antiemetic) that is used to reduce the
likelihood of you becoming nauseated or vomiting the drug.

Are there other states where a law like the California End of Life Option Act
has been used?

Yes. Oregon, Vermont and Washington have similar laws that allow for patients to ingest a
prescribed drug when they have a terminal iliness.

These states have a documented history of using this process.

Oregon and Washington have published their data and outcomes, which were reviewed
here at UCLA prior to our own implementation.

While a small number of qualified individuals have utilized these acts, there have been
positive effects on end of life, including increased discussion among patients and
physicians, higher use of palliative care and hospice, and fewer deaths in hospitals.

Informational Resources

To read the full law - California End of Life Option Act (ABX2-15) - visit:
leginfo.legislature.ca.gov/faces/billTextClient.xhtmi?bill_id=201520162AB15

Compassion & Choices is an organization that has supported the passage of these bills. The
organization also has educational materials on their website: compassionandchoices.org

Reprinted With Permission



Checklist of things to do before taking the drug

O Complete the Final Attestation for an Aid-in-Dying Drug to End My Life in a Humane and
Dignified Manner form 48 hours prior to ingesting the drug; this is to be returned to
your physician.

O Review the step-by-step instructions for taking the drug given to you by your pharmacist
and follow them precisely.

a

Have someone with you when you take the drug.

(] Make sure whoever is with you understands that you DO NOT WANT ANYONE TO
ATTEMPT RESUSCITATION.
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Preparing for Your Own Death:
Instructions and Essential Information

The following topics are important for patients who are considering, and may choose to
use, the aid-in-dying drug. You should share this with your family too, if they are part of
this process with you. We recognize that initiating this process with your physician and the
patient advocate does not necessarily mean that you will use the aid-in-dying medication.
Approximately one-third of the patients in other states with a similar law who received a
prescription for an aid-in-dying drug did not take the drug. They may not use the drug for a
variety of reasons, including never reaching clarity about what to do, changing their minds,
deciding to allow the disease process to takes its course, adequate symptom control, dying
from the disease, or other reasons.

Regardless, there are some important factors to know when considering the use of an aid-in-
dying drug.

Enroliment in Hospice

It is important to enroll in hospice. Hospice care is a type of care that focuses on quality of
life rather than on prolonging life. Hospice typically helps families provide care to their loved
ones in their own homes. We recommend that people with terminal illnesses enroll in hospice.
Patients in hospice tend to live with better quality of care, have fewer hospitalizations and
are more likely to die at home surrounded by their loved ones. Patients in hospice are likely
to have more peaceful deaths with the support that they need. It is helpful to the family, too,
as hospice provides help to loved ones and supports them after death. At the time of death,
hospice is simpler for families because only one call is needed to the hospice, which will then
help coordinate with the funeral home. Hospice is a good option even if you know that at
some point you may use the aid-in-dying drug.

If Not Enrolled in Hospice

If you have not enrolled in hospice and you are imminently planning on using the aid-in-dying
drug, you may want to make sure that you have made arrangements in advance with a funeral
home. Most funeral homes will contact the physician for your family once they have picked up
your body. Your family should have contact information available for the funeral home. Your
physician will likely sign the death certificate. Your family or attendants do not need to call 911
or the coroner in an expected death, although the coroner will become involved if you have not
chosen a mortuary.
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With Your Physician, Sign a POLST Form and Indicate DNR

Make certain that you and your physician have recently completed a Physician Orders for Life
Sustaining Treatment (POLST) form. The POLST is completed and signed by you, the patient,
and your physician. The POLST for patients choosing to use an aid-in-dying drug should
clearly indicate “do not attempt to resuscitate” (DNR).

Once You Have Qualified for the End of Life Option Act

Once your physician has indicated that you have qualified to have the prescription, discuss
with your physician whether you should have the prescription filled now or at a later time.
Some people wait to have the prescription filled and you should discuss the pros and cons of
this decision with your physician. Issues to consider include:

* Making sure you have access to it when you need it
e How long the drug will last, as you may not take it for some time

* Whether you are ready to pay for the prescription now (this may involve a consult with
your insurance company about paying for the medication)

e How long it takes to get the medication once the prescription is written
e |f you do not use the medication, who will have access to it and will they dispose of it properly

If you do decide to have the medication filled, please make certain you review the instructions
for consuming the drug as well as all steps leading up to it. The pharmacist should consult
with you and provide you with a written handout describing the medications and how they
should be used.

Your physician will also prescribe anti-nausea medication to be taken prior to taking the
aid-in-dying medication to ensure that you do not vomit the aid-in-dying drug after ingesting it.

You Must Have Ability to Ingest and Digest the Medications

To use the California End of Life Option Act you must ingest the medication yourself. You
must be able to either swallow half a cup of liquid, consume applesauce or yogurt with the
drug mixed into it, or self-administer the drug into your feeding tube. The mixture containing
the lethal dose of medication must be ingested within 1-2 minutes. This is very important,
because typically, an individual will fall asleep within 5 minutes of taking the medication. If
you have swallowing problems, this could interfere with your ability to successfully use the
California End of Life Option Act.

If you have any doubts about your ability to consume/ingest this mixture in 1-2 minutes,

we highly recommend that you practice swallowing half a cup of water within 2 minutes or
practice self-administering half a cup of water through a feeding tube in the same amount of
time before attempting to use the life-ending medication.
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Where Can You Take the Aid-In Dying Drug?

You are allowed to take the drugs in the privacy of your own home or yard. You are not
allowed to take the drug in any public place including a beach, park or other public area.
You are not allowed to take the drug while in the hospital at UCLA and likely not at other
hospitals. If you are living in an assisted living facility you will be allowed to take the drug.
Nursing facilities may or may not allow you to take the drug. You will have to ask.

Who Should Be Present At Your Death?

This is a deeply personal decision. Some people have their close friends and family members
present while others opt to have just one person. You may also choose a caregiver to be
present. Whomever you choose, you should determine if the person is comfortable with being
there and not someone who is likely to panic and decide to call 911.

Most people are looking for a peaceful death; therefore, the choice of which person you have
present may be very important in ensuring that it is peaceful. You may ask someone from
your medical team to be present; however, if they are not comfortable being present or do not
support your decision, this is not a good idea. Ideally you want someone who supports your
decision.

Whoever is present should be someone who wants to be helpful by creating the
environment that you want. Once you have decided whom you would like to have present
and tend to you during the process, you may want to have a conversation and reflect about
more personal considerations and desires. Here is a checklist of things to consider and
guide you through a deeper reflection and conversation:

e  Whom would you want to be present?

* Would you want to be held, caressed or touched?

® What kind of atmosphere would you want?

* Are there photos, special objects or animal companions you would want nearby?
¢ Particular flowers, candles, or scents?

* Would you prefer silence, or a particular piece of music played?

* Would you want a particular poem or prayer read?

* Would you want loved ones to reminisce and share stories as if it were a party, or just
carry on as if it were an ordinary day?

There are no right answers to any of these questions ~ except what you would want.

Those attending will also need to help make sure you stay awake and take the medication
quickly, and help you to sit upright for the first 20 minutes after you have taken the medication.
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The Dying Process

Your attendants/loved ones will need to make sure you stay awake and take the medication
quickly (within 1-2 minutes) to avoid failing asleep before ingesting all of the medication. Your

attendants/loved ones will also need to help you to sit upright for the first 20 minutes after
taking the medication.

Usually within a very few minutes you will appear to be sleeping. How long it takes an
individual to die can vary and every individual is different. In other states that have used
aid-in-dying medications, people tend to die quickly, but every individual is different. How
much time passes before death can vary, and there have been reports of it taking from 10-to-
20 minutes to hours. The factors that affect the length of time can include how sick you are
(overall condition) and how easily your body absorbs the medication. Be assured that once
you are in a non-responsive state (usually takes 5-10 minutes after taking the medication),
you will not experience any suffering.

Once the Death Occurs

In your packet you will find a companion document called, “Preparing for Death: Guidelines
for Family, Loved Ones or Caregivers.” There are explicit guidelines and instructions for
your loved ones and caregivers on what needs to take place in a logistical way, as well as
guidelines and suggestions to fulfill your requests and create the most meaningful and
peaceful experience possible.

Your survivors will likely need to tend to a host of legal documents and to the settling of

your estate and affairs. By law, using aid-in-dying medication is not suicide. The underlying
diagnosis will be listed as the cause of death on the death certificate. Making the choice to
use the aid-in-dying medication does not affect your life insurance, health insurance, accident
insurance or annuity policies. ‘

Disposing of Unused Medications

Disposing of unused medications is very important and must be done safely and properly. The
U.S. Drug Enforcement Agency has developed guidelines for disposing of medications. It is
not uncommon for patients near end of life to have many medications left over. It is important
that these medications are safely handled and they cannot be used by someone else. If you
choose not to use the aid-in-dying medication, please safeguard this medication from others
until you can dispose of it properly.

¢ The aid-in-dying medication is a controlled substance and is not accepted at every
location that accepts medications.

¢ Never flush unused medications of any kind down a toilet or drain and do not throw it into
the trash.
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The best disposal method is to use a designated drop-off facility.

The Los Angeles County Sheriff's Department, along with the Los Angeles County
Departments of Public Health and Public Works, has created the Safe Drop-Off Program.
There is a handout in the patient packet that lists the Safe Drug Drop-Off locations.

The Santa Monica Police Department has a drop-off box located outside the police station,
at 333 Olympic Blvd, Santa Monica, CA 90401. For questions, call (310) 395-9931.

Many cities have special days designated as “Take Back" days in order to safely remove
old drugs and controlled substances from the street.

To find a facility that accepts controlled substance medications, visit:
nodrugsdownthedrain.org/NoDrugs. Be aware that the location needs to say that it
accepts “"CONTROLLED SUBSTANCES," not just medications.

A statewide recycling program called CalRecycle can also help you find a place near you.
They can be reached at (800) 732-9253. Make sure that when you call, you specify that
you need to dispose of a controlled substance so that they do not misdirect you. They can
assist with other recycling issues as well, such as needles (sharps) or other medications.
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Preparing for Your Own Death: Personal Checklist

There are a lot of factors to take into consideration when you make the decision to begin
the process outlined in the California End of Life Option Act. Beyond the decision itself,
there are many personal matters to think about and there may be some specific tasks you
wish to accomplish. It can be time consuming and takes some energy ahead of time, but
may be helpful to you and your family to think through these issues. There can be positive
experiences in actively addressing these issues and some relief in knowing that you have
taken care of some unfinished business. Many have found these to be areas to consider, in
addition to our "“Preparing for End of Life"” checklists you'll also find in the Patient Packet.

Whether or not you receive or use the aid-in-dying drug, these steps can be helpful in pre-
paring. We want to note that we also recognize that at the time you receive this, you may
also be quite ill. This list is not a demand or meant to add additional pressure on you. If you
have a small amount of energy and time, then this list can be used as an opportunity to
decide what is most important for you and your family.

Personal Communications With Your Family and Friends About Healthcare
[J Have | discussed my condition with my family/friends in complete honesty?

[0 Have | told my loved ones EXACTLY what medical interventions that | want and do not
want? Do they know at what stage of iliness | would choose to forgo certain therapies or
artificial life support? Share and discuss your advance directive, POLST and other important
paperwork indicating your wishes with them.

O My family needs to know whom | have put in charge of my medical decisions when | can no
longer make them. My healthcare proxy or surrogate medical decision-maker needs to
understand and agree to carry out my wishes and desires regarding my end-of-life care.

O Do | need a private discussion with anyone, if it would help them to accept my decision?

Personal Considerations

0 What are my beliefs about death? Do | need to make peace with myself or with any spiritual
figures of my faith? At UCLA, talk to your patient advocate if this is something that is
important to you. He or she can direct you to spiritual resources.

O Do I need psychological, emotional, spiritual care, counseling or support? At UCLA, your
patient advocate can help with appropriate referrals.

[0 Do I have anything amiss with my family/friends to fix? Can I fix them now?

a

Do | have letters to write? Calls to make?
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Are there people that you want to make peace with before you die? It can be helpful to make
a list of people that you want to have a final communication with either to express love and
gratitude, or to address old grudges, enemies, etc. Attempt to settle those affairs. You may
use this list as a quide:

“I'm sorry.” “Thank you.” "Goodbye."
“l forgive you.” “I love you."

Have | created my “bucket list"? What am | able to accomplish with the time | have left?
This may help inform your choices around when to take the aid-in-dying drug and your goals
for medical care. We also know that you may not have the opportunity to do all of this; you
may want to think about what is possible for you, setting smaller goals, while still listing
other goals that may or may not be obtainable. Use this list to help create your “goals of
medical care.”

To whom do | give my personal belongings? If you are married, most likely all of your
belongings will transfer to your spouse or family. If you are single, then you must
specify what you want done with these items. There may be special items that you want to
designate for special people or give in advance.

Who gets my special items, such as photos, mementos, etc.?

Have I labeled (identified) the people in my photos? To whom do my photos (pictures,
negatives, discs, etc.) go? This should not be a pressure to do more than you are capable of
doing. If you go through pictures, you may want to do this with a friend or family member
as you may have special photos you wish to be shared at your funeral or memorial if
appropriate in your culture.

If 1 am single and have children who are minors, have | set up a guardian for my children for
the immediate time after my death? Short-term money for them?

Have | set up the paperwork for where my children will go permanently?
What should | sell before my death? House? Car? Furniture? Land?
Have | made arrangements for the care of my pets?

What unfinished projects around the house, at work, or in the community would | like to
complete? Again, this should not be a pressure about what you can and cannot do.

If I have young children, have | left letters or videos to them? Please see the enclosed
article on written legacies.

Are all my digital photos/videos in one place? What about my computer(s)? Have | left
passwords my family will need after | die?

Reprinted With Permission



Personal Reflection and Communication About the Dying Process

In addition to logistical considerations regarding the aid-in-dying drug, there remain personal
considerations about your desires that require reflection and communication to your family
and loved ones throughout this process. Here is a checklist of things to consider and guide you
through a deeper reflection and conversation:

O Whom would you want to be present?
Would you want to be held, caressed or touched?

What kind of atmosphere would you want?

Ooaoao

Are there photos, special objects or animal companions you would want nearby? Particular
flowers, candles, or scents?

O

Would you prefer silence, or a particular piece of music played?

O

Would you want a particular poem or prayer read?

[J Would you want loved ones to reminisce and share stories as if it were a party, or just carry
on as if it were an ordinary day?

There are no right answers to any of these questions — except what you would want.

Funeral/Memorial/Wake/Celebration of Life - Planning and Logistics

Each person and family is different in how they treat death and if, how and where they
memorialize someone who has died. It is sometimes determined by religious practices,
spiritual beliefs or cultural norms. It may also be governed solely by personal preferences
and choice, having no ties to other cultural or religious backgrounds. When there is no
religious or cultural framework, families especially may want to know preferences. This
section provides opportunities to think about what you may or may not want to help guide
your friends and family.

O Where do | want my body to be taken? Which funeral home/mortuary? Do you have a
preference?

0O How do you want your body handled after your death? Do | want to be embalmed? Buried?
Cremated? Do | want a green burial (an environmentally-friendly natural burial)? Would my
family want this also?

O

What are my burial/casket preferences?

O wWhom do | want notified of my death?

O

Do I want to write my own obituary?
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0O a

Do | have burial plot? if cremated, where should my ashes be scattered or interned?

Do | want/need a headstone/grave marker? Have | written out what | want inscribed on it?
Design?

Do | want a ceremony of some kind, such as a funeral/wake/memorial service or celebration
of life?

Do | have special needs for my ceremony? Military? Religious? At home?

Who will deliver the eulogy or are there several people that you would like to speak about
you and your life? Ask him or her in advance.

Should | pre-pay funeral/burial/cremation expenses? It can often be less expensive when
done in advance. If this is hard for you, do you want to designate someone to make these
arrangements in advance? If so, talk to them.

Do | want to identify a charity “in lieu of flowers"? This is often very helpful to programs that
are supported by philanthropic funds and can be helpful to others or causes you believe in.

Who needs to be made aware of my death? Make a contact list for your funeral or
memorial notices.
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Preparing for Death:
Guidelines for Your Family, Loved Ones or Caregivers

Once your loved one has chosen to take this step, and make use of the aid-in-dying drug,
you may be the one — or one of several — who has been asked to tend to this process and
be a witness. This is intended to briefly give you a sense of what to expect — before, during
and after — as well as some practical information and quidelines.

While you have been asked or chosen to tend to this process for your loved one, it is quite
possible that you may have your own hesitations or conflicts in participating as a matter of
conscience. You may honor your loved one’'s choice and want to support him or her, but still
have your own reservations or struggles. Take the time you need to reflect on your possibly
competing values so that you can arrive at a plan you can live with. Upon reflection, have
that conversation with your loved one. A heart-felt truth-telling may offer guidance and
clarity for each of you.

We all know that death is a part of life and that each of us will likely face it at some point
either as a witness, or ultimately at the end of our own physical life. Some people have no
direct experience with the dying process, and may know death only through images in the
media. Our cultures have moved us away from helping us process this as a part of everyday
life. If we have witnessed death, depending on the circumstances, it may have been
something beautiful and peaceful or something far from that.

Nothing prepares a person for being present at the death of a loved one, other than experience
— and many of us do not have that history. Even if one did have a particular experience, it still
wasn't with this loved one. Even a “planned death” will stir emotions that we may not have
anticipated. After all, the disease that leads up to this moment was not planned.

We know that deaths that allow time for preparation often can be helpful for the survivors
because there has been time to prepare, anticipate, talk, forgive, share, and make
arrangements. Our hope is that this deeply personal choice will afford the opportunity to
make such preparations, have those conversations, and ultimately find a deeper meaning
and sense of peace.

Being present and tending to someone in their last moments when someone has made
this personal choice is an act of courage and a demonstration of great love and service.
Don't forget to breathe and go easy on yourself.
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In Preparation for the Process

You will likely have had a conversation with your family member or loved one about when
and where the drug will be taken and what his or her wishes are with respect to many things.
Remember that the drug cannot be ingested in a public place. That is against the law.

If that conversation has not happened, or has not been finished, you may want to initiate and
facilitate such a conversation and these questions might help quide you:

¢ Whom does he/she want present?
e Would he/she want to be held, caressed or touched?
¢ What kind of atmosphere would he/she want?

* Are there photos, special objects or animal companions he/she would want nearby?
Particular flowers, candles, or scents?

* Would he/she prefer silence, or a particular piece of music played?
¢ Would he/she want a particular poem or prayer read?

* Would he/she want loved ones to reminisce and share stories as if it were a party, or just
carry on as if it were an ordinary day?

There are no right answers to any of these questions — except what he or she wants.
There are some additional things you need to know:

® Is your loved one enrolled in hospice? Be sure to have the name and phone number of the
hospice available to you.

* Has he/she signed the Final Attestation for an Aid-in-Dying Drug to End My Life in a
Humane and Dignified Manner form 48 hours prior to ingesting the drug?

¢ What is the name of the physician who wrote the prescription? This attestation needs to be
returned to the physician, and the physician will then be able to sign the death certificate.

If the patient is in hospice, the decision may be made for hospice attendants to be present in
the house when the patient takes the drug. If that is the case, such attendants may choose to
step outside of the room. Participation in this law is voluntary, and some individuals may not
be in agreement with facilitating a death with an aid-in-dying drug. That does not mean that
they will not be with you or attend to your or your loved one's needs, but they may choose to
be out of the room at the time the drug is ingested and return to attend to the person dying
if needed. They will also help with the body once the death has occurred. It may be important
to clarify with the hospice attendant just how he/she will be present.
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If the patient is in hospice and a hospice attendant is not present, it may be important to
discuss in advance if he or she would like to have the hospice nurse or social worker notified
should there be an extended dying process. Identifying who communicates with hospice is
important. It may be the patient’s legal surrogate decision-maker or a family member.

The Dying Process

The instructions for taking the drugs will have been provided. You will need to make sure your
loved one stays awake and takes the drug quickly (within 1-2 minutes) to avoid falling asleep
before ingesting the entire dose. You will also need to help your loved one sit upright for the
first 20 minutes after taking the drug.

Usually within a few minutes, the person will appear to be sleeping. How long it takes an
individual to die can vary and every individual is different. We have learned from other states
that already have experience with this medication that people tend to die quickly, but every
individual is different. How much time passes varies, and there have been reports of it taking
from minutes (@approximately 10-20 minutes) to hours. The factors that affect the amount of
time can be how sick the person is (overall condition) and how easily his or her body absorbs
the drug. Be assured that once the person is non-responsive (usually 5-10 minutes after taking
the drug), he or she will not experience any suffering. If he or she does not die as soon as you
expect, do not panic. Do not call 911. Do not attempt to resuscitate your loved one. This is a time
of waiting, much as when someone’s disease has progressed and natural death is near. It may
be helpful to think about any additional time of waiting as a vigil, which often occurs during the
last hours of a person’s life during a natural death.

Although there is not any specific activity you need to do, this can be an important time to
create the atmosphere that you have talked about with your loved one regarding his or her
desires — perhaps reading a poem, saying a prayer, singing a special song, caressing a hand,
stroking a forehead, sharing tender feelings, offering reassurance, or simply holding the
space of calm in stillness.

Caregivers may also administer any of the medications that they have been using or may have
been provided by the physician or hospice if there are any symptoms that ordinarily would be
treated. For example, atropine may be used under the tongue when excessive oral fluids seem
present, and morphine or other pain medications may continue to be administered if the patient
seems to be in pain. Medications for pain and agitation can be taken in advance as well if these
have been part of the patient’s regimen of symptom management.

Those present at the death will witness some or all of the following changes that frequently
occur during the natural dying process: snoring, gurgling noises, changes in rate of breathing
(sometimes slower, sometimes faster), increased paleness or grayness of the skin, and
cooiness of the skin. One might also observe release of bowel and bladder, no response,
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eyelids slightly open, pupils enlarged, eyes fixed on a certain spot, no blinking, jaw relaxed
and mouth slightly open. Lowering the person to a semi-upright position and turning the
person onto his or her right side, a position that may also improve absorption of the drug,
may alleviate snoring and gurgling noises. Generally, there are no physical movements or
signs of distress, although it is not uncommon for people to twitch or make sounds after
death has occurred. Death has occurred when breathing has stopped for five minutes and no
pulse or heartbeat can be felt.

As a witness, you might experience the moment of death in any number of ways. It might be

an intensely meaningful or even spiritual encounter. Or it may seem surprisingly ordinary, even
anti-climactic. You may feel instant grief. You may feel numb. You may feel relief. Or you may be
angry. There are no correct feelings or responses — only yours.

After Death Occurs

There is no hurry to notify anyone or have the body removed. Nothing has to be done right
away. Some people want to stay in the room with the body; others prefer to leave. Take

as long as you like to observe any cultural or spiritual traditions, gather family together,
reminisce, mourn, or celebrate life. It is not unusual and can be healing for some to tend to
the body in a tactile, physical way — apply lotion or fragrant oils, bathe the body, or comb the
hair; others will not opt to do this. You might ask a member of your religious community or a
spiritual counselor to come. If you have a list of people to notify, this is the time to call those
who might want to come and see the body before it is moved. Very often the mouth will

open — placing a rolled up towel under the chin can close the mouth. It is not necessary to
do this, but often people are distressed by the open-mouth appearance.

We recommend that either you or others in attendance make sure the body is lying flat as
the joints can become stiff after death and cannot be moved. This stiffness is called "rigor
mortis” and begins sometime during the first hours after death.

If hospice is involved, a plan for what happens after death is already in place. You only need
to make the one call to hospice.

If your loved one is not enrolled in hospice, please contact the funeral home with which you
have pre-arranged pick up. Most funeral homes will contact the physician for you, but you
may want to have that contact information available. The physician for your loved one will
likely sign the death certificate. You do not need to call 911 or the coroner in an expected
death, although the coroner will become involved if you have not chosen a mortuary. In the
patient packet that was given, you will find resources about mortuaries, burial and cremation.
Ideally, these issues will be worked out in advance of the ingestion of the drug.
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Disposal of Aid-in-Dying Drug

Disposing of unused drugs is very important and must be done safely and properly. The U.S.
Drug Enforcement Agency has developed guidelines for disposing of medications. It is not
uncommon for patients near end of life to have many medications left over. It is important
that these medications are safely handled and cannot be used by someone else. If your loved
one died before having the opportunity to use the aid-in-dying drug, please safeguard this
drug from others until you can dispose of it properly.

¢ The aid-in-dying drug is a controlled substance and is not accepted at every location that
takes medications.

e Never flush unused medications of any kind down a toilet or drain or throw them into
the trash.

® The best disposal method is to use a designated facility:
= The Los Angeles County Sheriff's Departments, along with the Los Angeles County
Departments of Public Health and Public Works, have created the Safe Drop-Off Program.
There is a handout in the patient packet that lists the Safe Drug Drop-Off locations.
» The Santa Monica Police Department has a drop-off box located outside the police station,
at 333 Olympic Blvd, Santa Monica, CA 90401. You may call them at (310) 395-9931.

e Many cities have special days designated as “Take Back" days in order to safely remove old
drugs and controlled substances from the street.

e To find a facility that accepts controlled substance medications, visit
nodrugsdownthedrain.org/NoDrugs. Be aware that the location needs to say it takes
“"CONTROLLED SUBSTANCES,"” not just medications.

¢ A statewide recycling program called CalRecycle can also help you find a place near you.
They can be reached at (800) 732-9253. Make sure that when you call, you specify that you
need to dispose of a controlled substance so that they do not misdirect you. They can assist
with other recycling issues as well, such as needles (sharps) or other medications.

Next Steps

When you witness and tend to such an event, you will experience feelings of grief and
personal loss, but you may also feel disconnected from people, places or things. It can feel as
if you are walking in a fog, without your bearings in the “real world.” This can be especially
difficult when you are thrown into the intensity of making funeral/memorial arrangements.

These are profound events — the death and the witnessing of the death. Life will never quite
be the same again. How could it be? It would only make sense that you may feel disconnected
or strange. It may be hard to understand your feelings yourself, let alone explain them to
others, especially to those who have never witnessed a death.

Reprinted With Permission



Over the following weeks and months, some may experience emotional and spiritual rawness
that stirs up feelings of anger as well as grief and even guilt. For others, it can be truly
liberating. We only really know what we need to deal with as we move into and through our
grieving process, step-by-step, day-by-day.

There are a number of ways to find support as you learn to carry this experience and loss —
including bereavement groups and individual counseling. In the patient packet that was given,
you will find specific resources on grief support groups. Some feel a need for solitude and
retreat from everyday life for a while. It may take a false start or two. Be kind to yourself and
find what serves you. You have given someone a great gift beyond measure.
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