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As health care providers expand the availability of hospice
services and palliative care services to assist severely or termi-
nally ill patients in transitioning to end-of-life care, there is a
concurrent need to encourage and expand conversations on
advance directives, the important role they play, and impact
they can have not only on end-of-life care, but also on unex-
pected medical care episodes. The beginnings of a move to
increase awareness can be seen in recent media attention on
the importance of advance care planning.'

Advanced care planning can be seen, simply, as a fundamen-
tal aspect of patient self-determination. As the United States
Supreme Court Stated in 1891, “no right is held more sacred,
or is more carefully guarded, by the common law, than the
right of every individual to the possession and control of his
own person, free from all restraint or interference of others,
unless by clear and unquestionable authority of law.”> This
fundamental right of self-determination (which includes the
right to informed consent and to refuse treatment), devel-
oped first in common law and professional ethical standards,
has since been codified into statutory law, both on the federal
and state level. With respect to advance care plannrng in
particular, the Patient Self Determlnatlon Act of 1990

CMS Conditions of Partrcrpatron Florida Statutes’ , and

the Joint Commission standards’ all require hospitals to
inform patients of their right to formulate advance directives.
Despite this strong regulatory support, studies continue to
indicate that the number of adults (with and without serious
illnesses) that have completed an advance directive remains
relatively low. For example:

o Both the Centers for Disease Control and Prevention
(“CDC”) and the Agency for Healthcare Research and
Quality ("AHRQ”) report that, even among severely
or terminally ill patients, fewer than 50 percent had an
advance directive in their medical record.”

o A survey of nearly 1,700 California adults showed that
76% of those responding did not have a written advance
directive (and less that 40% had heard of the term “ad-
vance directive.”)8

Additionally, despite the fact that most states” laws strongly
support respecting patient’s wishes as expressed through their
advance directives, implementation of supportive processes to
assure that an individual’s wishes are known, and that care
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is provided in accordance with those wishes, continues to
present a challenge. A study sponsored by the Robert Wood
Johnson Foundation found that nearly a third of terminally
ill participants did not want cardiopulmonary resuscitation
(CPR), but less than half of their physicians knew of their
preference AHRQ has reported that between 65 and 76
percent of physicians whose patrents had an advance directive
were not aware that it existed.’

Fortunately, healthcare providers throughout the country

- and of particular interest here in Florida - continue to
discuss the importance of improving, and finding ways to
increase, the public’s knowledge about advance directives
and end-of-life plannrng For example, the UF Health
system recently convened a task force to improve dissemina-
tion of information regarding advance directive not only to
hospital and clinic patients, but throughout the communi-
ty. The Florida legislature recently considered legislation to
recognize the Physician Order for Life-sustaining Treatment
(“POLST”), currently endorsed in at least 13 states.”” And
CMS is considering reimbursing physicians for advance care
planning, 1nclud1ng the explanation and discussion of ad-
vance directives.” All of these efforts recognize the fact that
the best time and place for advance care planning is probably
not upon admission to the hospital, the only currently ‘legal-
ly’ required time that such information be provided.

There is clear consensus that in order to assure that health
care providers are delivering care in accordance with their
patient’s wishes we must improve the number of individu-
als with advance directives. Less discussed is that it is also
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important to educate not only patients and potential patients
(a.k.a. the public) regarding the different kinds, require-
ments, applications and limitations of each advance directive
under the applicable law, but also health care providers. A
2012 article in the AMA’s American Medical News reported
that “[m]isunderstandings among physicians about living
wills, advance directives and do-not-resuscitate orders are
common.... A series of surveys by QuantiaMD, an online
physician learning collaborative, found that nearly half of
health professionals misunderstood the components of living
wills. Ninety percent of those surveyed were physicians.”14
Despite very detailed policies regarding advance directives,
the legal department of UF Health Shands Hospital rou-
tinely receives questions regarding the implementation,
effect and/or validity of different kinds of advance directives.
Following is a brief summary of the most commonly recog-
nized advance directives and the requirements for each under
Florida law"” that I hope will provide Risk Rx readers a basic
foundation for continuing education in this very important
area:

Living Will

Originally designed by attorney Luis Kutner and the Eutha-
nasia Society of America/Euthanasia Educational Council in
1967", the Living Will is probably the best known ‘advance
directive. Generally, a Living Will sets forth an individual’s
wishes regarding withholding and/or withdrawal of life-pro-
longing procedures in the event that s/he has lost the ability
to express her/his wishes and is suffering from a terminal
illness, end-stage condition, or persistent vegetative state.

How is it properly executed?’” A Living Will must be signed
by a competent adult (the “principal”) in the presence of two
subscribing adult witnesses, at least one of whom cannot be
the spouse or a blood relative of the principal. If the prin-
cipal is physically unable to sign, one of the witnesses must
sign for the principal at her/his direction and in her/his (and
the other witness) presence.18

When does it become effective? A Living Will becomes
effective only during an end-of- life situation. Before with-
holding/withdrawal" of life-prolonging procedures can be
done in accordance with a patient’s Living Will, the patient’s
attending physician must determine that the patient is inca-
pacitated, and s/he and another consulting physician must
each determine and document that:

1. the patient is suffering from a terminal condition, end
stage condition or persistent vegetative state, and

2. the patient is unlikely, within any reasonable medical
probability, to regain capacity (and thereby be able to
directly exercise his/her right to refuse treatment).
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Florida law provides the following definitions for the above
referenced conditions precedent to implementation of a Liv-

ing Will:*

e Terminal condition - “a condition caused by injury, dis-
ease, or illness from which there is no reasonable medical
probability of recovery and which, without treatment,
can be expected to cause death.”

o End-stage condition — “an irreversible condition that is
caused by injury, disease, or illness which has resulted
in progressively severe and permanent deterioration, and
which, to a reasonable degree of medical probability,
treatment of the condition would be ineffective.”

o Dersistent vegetative state - a permanent and irreversible
condition of unconsciousness in which there is:

o the absence of voluntary action or cognitive behavior
of any kind [and]

e an inability to communicate or interact purposefully
with the environment.

A person may designate an individual — a ‘surrogate’- to
carry out their wishes as expressed in the Living Will, but
does not have to; a Living Will stands on its own to represent
the patient’s wishes.  Once the two physicians have made
the requisite findings and documentation, a patient’s wishes
regarding which life-prolonging procedures s/he does or does
not want in specific end-of-life circumstances can be imple-
mented.

In the Florida statutory “suggested” Living will*! form, a
patient directs “that life-prolonging procedures be with-

held or withdrawn when the application of such procedures
would serve only to prolong artificially the process of dying,
and that [s/he] be permitted to die naturally with only the
administration of medication or the performance of any
medical procedure deemed necessary to provide [her/him]
with comfort care or to alleviate pain.” While such general
guidance helps, the more detail provided in a Living Will,
the better guidance a health care provider and the patient’s
loved ones have to assure that the patient’s exact wishes can
be fulfilled. For example, the form available through UF
Health hospitals and clinics prompts the patient to give more
specific direction regarding artificial nutrition and hydra-
tion and cardiopulmonary resuscitation. It also encourages
additional instructions regarding not only specific treatments
desired (or not), but also “conditions that are important to
making life acceptable to [the patient]” in order to “help your
doctor know exactly what [the patient’s] wishes are.”

While a Living Will form may provide directions regard-
ing a patient’s preferences relating to CPR, it is important
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to distinguish a Do Not Resuscitate Order from a Living
Will. QuantiaMD (cited by American Medical News above)
performed a survey wherein it provided characteristics of a
patient who had a living will and asked survey respondents
to identify the patient’s code status. “Of about 10,000
respondents, 44% incorrectly identified the patient as having
a DNR, and 16% did not know the code status. About
41% correctly identified the patient’s status as a full code.
Similarly, The Realistic Interpretation of Advance Directives
(TRIAD III) nationwide study reported in The Journal of
Emergency Medicine concluded that most physicians misin-
terpret a living will as a DNR designation, and that the more
sub- specialized the physician, the less understanding there is
regarding the role and differences of each.”

»2

A Living Will may provide directions regarding the patient’s
desire to forego CPR, but in order to implement those wish-
es, a physician medical order must be entered. Regardless

of the Living Will instructions, without the physician’s Do
Not Resuscitate Order, CPR must be initiated. Furthermore,
prior to issuing a DNRO on an incapacitated patient that is
based on a Living Will or an incapacitated patient’s surrogate
or proxy’s request, a physician must document the conditions
precedent to implementation of the Living Will discussed
above. (N.B. - a DNRO may be entered on a capacitated pa-
tient’s request without the existence of any of the three con-
ditions required for a Living Will to take effect.) Moreover,
a DNRO simply addresses the withholding of cardiopulmo-
nary resuscitative efforts in the event of cardiac or respiratory
arrest. It has no impact on any other care to be withheld or
withdrawn from a patient.

Designation of a Health Care Surrogate

All too often discussions regarding Advance Directives

focus primarily on Living Wills. While undoubtedly an
important advanced care planning tool, it is by no means the
only one, and perhaps not even the most important one. A
Living Will is important for an end-of-life event, but there
are many potential health care encounters that do not require
a decision on the provision of life-prolonging procedures, but
which require guidance from the patient — at a time when
the patient cannot her/himself provide that direction. Clear-
ly, written instructions for every contingency is impossible.
For example, a healthy, active 65 year old patient who has a
bad car accident receives emergent life-saving treatment, but
once stabilized must remain in an induced coma while they
recover, during which time several invasive procedures are
required. How can one assure that one’s preferences for care
at such times are communicated and respected?

A Designation of a Health Care Surrogate (‘HCS”) permits
a person to appoint a trusted individual with knowledge
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regarding her/his health preferences (and life philosophy)

to speak for a patient during unanticipated episodes of

care when a patient cannot speak for her/himself. Unless
specifically restricted, a HCS can also make withholding/
withdrawal decisions for a person during end-of-life. Thus

a well-informed HCS can provide more than a Living Will
alone; that is they can help health care providers respect your
wishes in more circumstances that the Living Will can alone,
and potentially with more detail than usually provided in a
Living Will.

“Of about 10,000

respondents, 44% incorrectly
identified the patient as
having a DNR, and 16%
did not know the code
status. About 41% correctly
identified the patient’s status
as a full code.”

- http://www.amednews.com/article/20121029/profession/310299941/4

How is it properly executed? Like the Living Will, a Desig-
nated Health Care Surrogate must be signed by the principal
in the presence of two subscribing adult witnesses. If the
principal is physically unable to sign, s'he should direct one
of the witnesses to sign on her/his behalf. As with a Living
Will, only one witness may be a spouse or blood relative.
Additionally, the HCS is prohibited from being a witness.

A copy of the designation must be provided to the HCS. If
the principal desires, s/he may name an alternate HCS on
the same instrument in case the primary HCS is unable or
unwilling to serve in that capacity when needed.” Whether
written or oral, documentation used to designate the HCS
should have contact information for the HCS (and alternate
where appropriate). Unless limited by the principal in the
designation, an HCS has the authority to: give, or refuse in-
formed consent for medical carezs; make end of life decisions;
apply for public benefits to help pay for the cost of the princi-
pal’s care; consent admission or transfer of the principal to or
from a health care facility; obtain all medical records needed
to carry out her/his duty; authorize release of information
and medical records to provide for the principal’s health care.
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When does it become effective? A Designation of Health
Care Surrogate becomes effective at such time as the patient’s
attending/treating physician determines that the patient
lacks capacity to make health care decisions regarding her/
his own health care, or to give informed consent for her/his
care. Such incapacity must be documented in the patient’s
record before turning to the HCS for decisions regarding

the patient’s care. It remains effective until such time as the
patient’s attending/treating physician determines that the
patient has regained capacity.26

Health Care Durable Power of Attorney

A Health Care Durable Power of Attorney (“Health Care
DPOA”) serves the same purpose as the Designation of
Health Care Surrogate — it appoints a person who will speak
on behalf of the patient in the event of incapacity.

How is it properly executed? A Health Care DPOA must
be executed with the same formality as any other power of
attorney. Therefore, it requires not only two subscribing
witnesses to the principal’s signature, it also must be nota-
rized.”” Additionally, unlike a “regular” power of attorney,
which is not valid if the principal is incapacitated, a ‘durable
power of attorney’ must contain the following (or similar)
words: “This durable power of attorney is not terminated

by subsequent incapacity of the principal except as provided
in chapter 709, Florida Statutes.”>® Finally, the Health Care
DPOA must speciﬁcally grant the power to make health care
decisions to the agent.2 Individuals who are DPOAs often
mistakenly assume that they have the authority to make
health care decisions; however, most DPOAs with which UF
Health Shands Hospital is presented are limited to financial
matters. Therefore, it is important for health care providers
to carefully read the DPOA upon which a purported “health
care” DPOA is relying to claim s/he has authority to speak
for the patient. A bona fide Health Care DPOA has the
same authority, unless otherwise stated or limited, as a Desig-
nated Health Care Surrogate.

When does it become effective? Like the HCS, a Health
Care DPOA becomes effective upon a determination, and
documentation, by the patient’s attending/treating physician
that s/he is incapacitated, and ends upon a finding that s/he
has regained capacity.

Mental Health Advance Directive

A less commonly known, but potentially very valuable ad-
vance directive is the Mental Health Advance Directive. The
Florida Department of Children and Families has designed a
“Mental Health Advance Directive” that not only allows the
patient to designate a mental health HCS, but also provides
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a patient with numerous prompts in order to provide very
detailed direction on the kinds of treatments, medications,
facilities, and physicians that s/he would or would not find
acceptable, as well as directions regarding persons to whom
information may be disclosed.

How is it properly executed? A Mental Health Advance
Directive is executed in same manner as a Designated Health
Care Surrogate form, requiring that the principal execute in
the presence of two subscribing witnesses, neither of which is
the named surrogate or alternate, and only one of which may
be the spouse or blood relative of the principal.

When does it become effective? A Mental Health Advance
Directive becomes effective if the principal has been admit-
ted to a facility on an involuntary basis, and the treating
physician has determined that the principal is incompetent to
make his/her own treatment decisions, and remains effective
until principal regains competency (or, if for some reason a
court grants the authority to a Guardian Advocate).

Health Care Proxy

A Health Care “Proxy” is not an advance directive — it

is what happens when an individual has NOT provided
guidance — through a HCS or Health Care DPOA - on who
should speak for her/him if s/he is incapacitated and requires
healthcare. In a recent study, Yale researchers reviewed the
records of more than 100,000 veterans who received care
between 2003 and 2013 and found that 7% of the time the
patient identified geople outside their immediate family as
their next of kin.’ However, unless that person was specif-
ically designated as a HCS or Health Care DPOA, Florida
law, and most other state laws, would not have permitted
that person to make health care decisions for the patient if an
alternate decision-maker was needed. Under Florida law,

if an incapacitated patient has not designated a surrogate,
the person(s) who the hospital must turn to for decisions, in
descending order of priority is/are:’"

1. a court appointed guardian, if one already exists (but
note, in the case of a need for mental health consents
for an involuntary patient under the Baker Act, a court
must appoint a Guardian Advocate if the patient has not
designated an surrogate)
2. the patient’s spouse
3. an adult child of the patient, or if there is more than one,
a majority
. a parent of the patient
. a sibling of the patient, or if there is more than one, a
majority
6. an adult relative who has exhibited special care for the
patient

[S20
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7. a close friend of the patient
8. a clinical social worker not afhiliated with the provider

While this may be the patient’s own preference order, it may
not be. Part of the conversation health care providers should
be having with their patients is to let them know who the
law provides will make decisions for them in the event of an
unanticipated health care crisis (including decisions regard-
ing withholding/withdrawal of life-prolonging procedures) if
the patient has not provided directions.

Anatomical Gifts

Under Florida law, an
anatomical gift made by

the decedent her/himself

in advance is considered an
“advance directive.” A com-
petent adult may arrange for
the donation of all or part of
her/his body through an or-
gan and tissue donor card, a
Living Will or other advance
directive (in addition, s/he
make such designation in

a regular will, on a driver’s
license, or by registering on-
line with a donor registry).”

How is it properly executed? Like the Living Will or surro-
gate designation, the donor card or other advance directive
regarding an anatomical gift must be signed by the principal
in the presence of two subscribing witnesses.

When does it become effective? The donation becomes
effective upon the principal’s death, and is irrevocable at that
time. The donation cannot be revoked, modified or denied
by a family member, guardian, or a designated health care
surrogate after the principal’s death.”

While the above listing discusses the more common forms of
advance directives, a person may leave instructions regarding
any aspect of health care that they wish; there is nothing in
Florida law that limits the content of an advance directive to
only end-of-life, mental health, or alternate decision-maker
instructions. And while this article has focused on the op-
tions for advance care directives, it is important to remember
that having advance directives is just part of addressing end-
of-life care or other unpredictable health care circumstances.
Equally (if not more) important is having discussions with
your physician(s) and family, so that they are aware of your
thoughts on these important issues. CMS’s recently proposed
reimbursement codes for advance care planning is an import-
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ant step in supporting the discussion with physicians; some
insurance plans already provide reimbursement for the con-
versation. Providing reimbursement should help encourage
physicians to initiate these discussions in an office setting,
which is much better than waiting until a patient is admitted
to a hospital, which is currently where most patients first en-
counter an advance directive form. The more we encourage
advance care discussions and planning, and written directives
which can be readily available, the more we can assure that
we are providing care consistent with our patient’s wishes
when they are unable to express their wishes directly.
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