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I. Introduction

Nearly 30 years have passed since the
portable orders for life-sustaining treat-
ment (POLST®) initiative began.' Oregon
was the first state to establish a POLST
program, in 1991. POLST programs have
now been initiated, with some variation,
in almost every state.” * The growth in the

use of POLST speaks to the overwhelming

1 Oregon POLST, POLST History Timeline,
https://oregonpolst.org/history-timeline (ac-
cessed May 7, 2019).

2 Natd. POLST Paradigm, National POLST
Paradigm [State] Program Designations, htep://
www.polst.org/programs-in-your-state (ac-
cessed May 7, 2019).

3 U.S. Govt. Accountability Off., Advance Care
Planning: Selected States’ Efforss to Educate and
Address Access Challenges (Feb. 2019), https://
www.gao.gov/assets/700/696985.pdf (accessed
May 7, 2019).

. Lesson La.ieieiiiiiiieeeee e,
Lesson 2.uueeiiiieciiiieeeeeeeiiieeeeee,
. Lesson 3.
cLesson 4.
Lesson S.uvveiiiiiiiiiiieieeeecciiieeeeee,
Lesson Gu.eeeeveeeveeeiieeiieeieeeeeens
. Lesson 7.
LLesson 8..evvviiiiiiiieeee e

yearning of individuals to have their pref-
erences regarding end-of-life care known
and respected. However, the phenomenal
increase in those availing themselves of
POLST also presents new challenges,* °
particularly in the present climate of man-
aged care. Attorneys frequently express
concern that POLST form orders have re-
placed the advance directive. Although an
advance directive is often not sufficient,
POLST form orders were always meant to

4 Charlie Sabatino, POLST: Avoid the Seven
Deadly Sins, 39(4) Bifocal 60 (2018), hteps://

www.americanbar.org/content/dam/aba/admin

istrative/law_aging/bifocal-39-4-final.pdf (ac-
cessed May 7, 2019).

5 Thaddeus Mason Pope & Melinda Hexum,
Legal Briefing: POLST: Physician Orders for
Life-Sustaining Treatment, 23(4) ]. Clinical
Ethics 353 (2012).
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support, not supplant, the advance direc-
tive. Part of the reason for the misunder-
standing concerning how POLST form
orders complement the advance directive
is that attorneys often lack familiarity with
what actually happens in the clinical set-
ting throughout the trajectory of a client’s
illness.

This article presents scenarios in which
medical doctors work with patients and
their families throughout the course of an
illness to ensure quality care for patients
and implementation of their end-of-life
treatment preferences. The article also il-
lustrates how both the medical and legal
professions can ensure that patient’s and
client’s wishes for care near the end of life
are elicited sensitively, recorded accurately,
and honored when needed. In addition,
to highlight several important new devel-
opments in POLST programs, the article
builds on the excellent in-depth POLST
review by Wolf and colleagues in 2014.¢
Elder law attorneys, in collaboration with
health care professionals, can play a vital
role in preserving the public trust by en-
suring the integrity of advance directive
and POLST discussion and implementa-
tion.

To illustrate the practical approach to
the challenging medical and legal issues
in health care decision-making, in Section
IT we trace the journey of an aging couple
working with their children, their attorney,
and the health care system as the couple’s
health declines. As we present the unfold-
ing narrative in a series of scenarios, we
discuss the key common legal issues con-
fronting the attorney. In Section III, we
provide a summary of lessons learned that

6 Robert B. Wolf et al., 7he Physician Orders for
Life-Sustaining Treatment (POLST) Coming
Soon to a Health Care Community Near You, 49
Real Prop. Tr. & Est. L.J. 71 (2014).
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may serve as a helpful reference for legal
professionals working with elderly clients.

II. Scenarios

A. Scenario 1: An Elderly Couple Faces

Progressive Cognitive Impairment

1. Legal Issues Explored

This initial scenario presents a slow-
moving tragic situation common among
the elderly: progressive cognitive impair-
ment. As a geriatric specialist begins to
recognize her patients symptoms, the
patient’s longstanding attorney is about
to become engaged in the myriad legal
challenges arising from his client’s mental
decline. This scenario focuses on (a) deter-
mination of the client’s decision-making
capacity, (b) identification of a surrogate
to help the client make medical and legal
decisions, and (c) the ethical and legal du-
ties related to sharing the client’s personal
health information.

2. Scenario

Ralph O’Holleran is an extremely suc-
cessful 82-year-old businessman. He and
his wife, Judy, have been married for 60
years. They met in college and married
the year they graduated. Judy is also 82
and mentally sharp. (She usually wins
bridge games.) Judy raised the couple’s
three children and kept the household
running while Ralph worked long hours
building his business. Judy is involved
in a range of volunteer activities and has
always deferred all decision-making to
Ralph. He manages all the finances and is
the patriarch of the extended family. All
three children live out of state. The oldest
child, Jonathan, is a software engineer and
tends to be somewhat overbearing with
his siblings. His sister, Rachel, is a profes-
sor of English at a liberal arts college. She
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returns home when emergencies arise but
does not visit frequently. The youngest
child, Larry, has struggled with substance
use disorder and has been in and out of
treatment for years.

During the past year, Ralph has expe-
rienced several memory lapses. Learn-
ing new tasks and remembering people’s
names have become more difficult; twice
he forgot he paid a bill and paid it a sec-
ond time. His geriatrician conducts formal
cognitive testing and diagnoses mild cog-
nitive impairment (MCI). She encourages
Ralph to complete an advance directive
and appoint a health care decision-maker.

3. The Geriatrician’s Response

The geriatrician is acutely aware that
receiving an MCI diagnosis is overwhelm-
ing and devastating for many patients.
Although many patients are aware of
forgetting things and may fear the onset
of dementia, without a formal diagnosis,
they commonly experience some degree of
denial. The goal of Ralph’s geriatrician at
this visit needs to be modest; she must be
supportive in sharing the diagnosis with
Ralph and in providing him with the ini-
tial steps he needs to move forward on his
new path.

After explaining the results of Ralph’s
formal cognitive testing and how the re-
sults were scored, the geriatrician pauses.
Most patients are unable to process fur-
ther information immediately after being
given such bad news. By pausing, the geri-
atrician gives Ralph time to digest what he
heard and to ask further questions when
he is ready. It is important for the geri-
atrician not to give Ralph more medical
information than he is ready to hear at
this time. It is also entirely possible that
Ralph is not yet ready to discuss the pos-
sibility of MCI progressing to dementia.
The amount of information patients want

e-Issue Volume 15

about a poor prognosis varies greatly.” * As
patients develop cognitive impairment, it
becomes increasingly difficult for them to
process information without a friend or
family member present to help them re-
member what the doctor said and to fol-
low through on next steps.

The geriatrician realizes that Ralph
needs to begin planning while he is still
able to participate and is capable of shar-
ing his wishes and values. She knows that
most people initially find it easier (less
emotionally charged) to talk about who
would serve as an appropriate surrogate
than to talk about care preferences near
the end of life. The geriatrician has cared
for Ralph for a long time and realizes
the heartache that Ralph and Judy have
experienced because of their son Larry’s
problems with substance use disorder. The
geriatrician is also aware that Judy is ex-
tremely passive and has always deferred to
Ralph in decision-making and that none
of the children live in the area.

Although Ralph may not yet be ready
to engage in philosophical discussions
about his goals of care, the geriatrician
knows the importance of a cognitively
impaired patient consulting an attorney.
She feels strongly that Ralph should con-
sult an attorney to appoint a surrogate
decision-maker by completing an ad-
vance directive. She provides Ralph with
the American Bar Association (ABA) list
of resources on advance care planning,’

7 Kuldeep N. Yadav et al., Approximately One
in Three U.S. Adults Completes Any Type of
Advance Directive for End-of-Life Care, 36(7)
Health Affairs 1244 (2017).

8  Nancy L. Schoenborn et al., Older Adult Pref-
erences for Discussing Long-Term Life Expec-
tancy: Results From a National Survey, 16(06)
Annals Fam. Med. 530 (2018).

9  ABA, Advance Care Planning Resource List,

https://www.americanbar.org/content/dam/
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gives him a state-specific booklet'® about
advance directives, and emphasizes that
his first priority should be to formally ap-
point a surrogate. Although the geriatri-
cian indicates that she can help with this,
Ralph feels more comfortable doing this
with his attorney.

In addition to the attorney referral, the
geriatrician encourages Ralph to begin
involving others in his health care. She
senses that this will be extremely difficult
for Ralph, who has always been the per-
son in charge. She strongly urges Ralph to
grant access to his medical portal to the
person he will appoint as his surrogate and
explains how the Health Insurance Porta-
bility and Accountability Act (HIPAA)
authorization is done in her practice. She
also indicates that over time he should be-
gin bringing to his clinic visits those he
trusts most. She suggests that he bring
Judy at first and later bring one of his
adult children.

The geriatrician strongly encourages
Ralph to see his attorney and formally
appoint a surrogate. This is an important
first step in promoting attorney and health
care professional collaboration.

As noted in number 10 in Section 111,
Lessons Learned, good advance care plan-
ning is the product of teamwork.

B. Scenario 2: The Attorney Introduces an
Advance Directive

1. Legal Issues Explored

Following the suggestion of his geri-
atrician, Ralph consults with his attor-
ney regarding an advance directive. This

aba/administrative/law_aging/acp-resource
-list-final.pdf (accessed May 7 , 2019).

10 Natl. Hospice & Palliative Care Org., Advance
Care Planning, http://www.caringinfo.org/i4a/

pages/index.cfm?pageid=3277 (accessed May
7,2019).
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scenario focuses on lost opportunities in
such a legal consultation: (a) the attor-
ney’s cavalier attitude toward the client’s
advance directive, (b) the attorney’s failure
to explore the client’s concerns about the
diagnosis and end-of-life wishes, and (c)
the attorney’s failure to provide adequate
instruction on what to do with the ad-
vance directive once it is signed.

2. Scenario

Ralph and Judy meet with their busi-
ness attorney to update their estate plan.
Ralph mentions his recent diagnosis in
passing, and the attorney “throws in”
advance directive forms as part of the
couple’s updated estate plan. No discus-
sion occurs regarding Ralph’s health care
wishes other than Ralph indicating that
because he does not want to burden Judy
with difficult medical decisions, he wants
to appoint his oldest son, Jonathan, as his
surrogate and daughter Rachel as his al-
ternate surrogate. He also mentions that
he wants the “plug pulled” if he no longer
recognizes his family members. Judy tells
the attorney to name Ralph’s surrogates to
serve as her surrogates, and Ralph agrees.

Because Ralph is an especially private
person and is ashamed of his diagnosis,
he does not discuss his health care wish-
es with anyone other than making Judy
promise that she will never put him in a
nursing home. He does inform Jonathan
and Rachel that he named them as his sur-
rogates. Ralph mails copies of the estate
planning documents for them to sign and
return but does not provide them or his
geriatrician with a copy of his signed ad-
vance directive.

3. 'The Attorney’s Insufficient Response
It is perfectly natural for Ralph to meet

with his business attorney to get his affairs

in order. The business attorney knows


https://www.americanbar.org/content/dam/aba/administrative/law_aging/acp-resource-list-final.pdf
https://www.americanbar.org/content/dam/aba/administrative/law_aging/acp-resource-list-final.pdf
http://www.caringinfo.org/i4a/pages/index.cfm?pageid=3277
http://www.caringinfo.org/i4a/pages/index.cfm?pageid=3277
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Ralph well and is the attorney with whom
Ralph feels most comfortable. However, if
the attorney is not familiar with aging is-
sues and advance directives, he could be
doing Ralph a disservice by not referring
him to an experienced elder law attorney.

Unfortunately, many attorneys make
the same mistake that Ralph’s attorney
did in considering the advance directive
a “throw-in” document. This practice not
only devalues the document but also de-
prives Ralph of a discussion with another
trusted professional about his choice of
surrogate and his preferences regarding his
future health care. In an elder law prac-
tice, the advance directive should be con-
sidered one of the most important docu-
ments the client will ever sign.

The fact that Ralph mentioned his MCI
diagnosis should have triggered the attor-
ney to be especially diligent about eliciting
discussion on an appropriate surrogate.
Ralph still may be too sensitive about his
diagnosis to discuss his concerns about de-
mentia and end-of-life decision-making;
however, it is incumbent on the attorney
to push Ralph a little by urging him to ex-
plore some of the resources suggested by
his geriatrician. This may require several
meetings, but it is well worth the effort.

The ABA Commission on Law and
Aging recently published an excellent
resource, Advance Directives: Counseling
Guide for Lawyers, which details best prac-
tices for attorneys in drafting and dissemi-
nating advance directives.!" It provides a
checklist of issues for attorneys to discuss
with clients. Because this guide was devel-
oped with input from both medical and

11 ABA Commn. on L. & Aging, Advance Di-
rectives: Counseling Guide for Lawyers (2018),
http://www.americanbar.org/content/dam/
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legal professionals, it effectively addresses
the concerns of both professions in assist-
ing patients and clients with advance care
planning.

The guide suggests that the attorney
send a copy of the advance directive to the
client’s primary health care professional
along with a cover letter eliciting his or
her input. It also suggests that the attor-
ney provide copies of the advance direc-
tive to all surrogates named in the docu-
ment and a list of resources to assist them
in their future duties.'> '

It might also be useful for the attorney
to seek the client’s permission to send cop-
ies of the advance directive to all family
members not appointed as surrogates to
ensure that any concerns can be addressed
while the client is still able to speak for
himself or herself. This may minimize an-
ger and surprise at a time of crisis, helping
the family focus on the needs of the client,
not on the ensuing battle concerning sur-
rogacy. It may even be appropriate for the
attorney to offer a family meeting if the
client is worried about the consequences
of sharing the advance directive.

In this scenario, Ralph’s attorney makes
the same mistake regarding Judy’s advance
directive. Little discussion takes place with
Judy regarding her choice of surrogates or
her health care preferences. Even though
Ralph’s need for an advance directive is

12 ABA Commn. on L. & Aging, Making Medi-
cal Decisions for Someone Else: A How-To Guide
(2009), https://www.americanbar.org/content/
dam/aba/administrative/staff-diversity-council/
making-hc-decisions-for-someone-else-final.
pdf (accessed May 7, 2019).

13 The Conversation Project & Inst. for Health-
care Improvement, How to Choose a Health
Care Proxy & How 1o Be a Health Care Proxy
(2017), http://theconversationproject.org/wp
-content/uploads/2017/03/ConversationPro

aba/administrative/law aging/lawyers-ad-coun
seling-guide.pdf (accessed May 7, 2019).

ject-ProxyKit-English.pdf (accessed May 7,
2019).
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somewhat more urgent due to his diagno-
sis, the attorney should not have underes-
timated the importance of Judy’s advance
directive. When meeting with a couple, it
is essential that both partners be given the
opportunity to fully express their wishes
and values and that “me too” utterances
be explored for nuances and differences.

Above all, the attorney should empha-
size that advance care planning is more
than the preparation of a “one-and-done”
document — it is a process over time." It
is imperative to explore the client’s willing-
ness for the attorney to become involved
with the client’s health care professionals
and surrogates and to have the client sign
the appropriate waiver and consent forms
if the client is willing.

The attorney should definitely suggest
that Ralph discuss his new advance direc-
tive with his geriatrician and ensure that
the physician places a copy of the docu-
ment in Ralph’s medical record.

For more suggestions, see numbers 1, 2,
3, and 4 in Section 111, Lessons Learned.

C. Scenario 3: Ralph’s Health Slowly

Declines

1. Legal Issues Explored

Ralph’s illness has progressed signifi-
cantly in 2 years. This scenario focuses
on (a) the issues involved when the client
loses his or her driver’s license and (b) the
importance of revisiting the client’s legal
needs at various stages of progressive ill-
ness.

2. Scenario
Ralph’s cognitive abilities are slowly
declining. Although he and Judy never

14 Amber E. Barnato, Challenges in Understand-
ing and Respecting Patients’ Preferences, 36(7)
Health Affairs 1252 (2017).
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speak of his memory lapses, she is increas-
ingly covering for him, reminding him of
peoples’ names, all of his appointments,
and when to take his medications and giv-
ing him driving directions on how to get
home. About 2 years after his diagnosis,
Ralph got lost while driving home, and
Judy reported the incident discretely to
the department of motor vehicles. Ralph
failed the test the department subsequent-
ly gave him, and his driver’s license was re-
voked. It is now slowly dawning on other
family members and friends that Ralph
is becoming increasingly cognitively im-

paired.

3. Loss of Ralph’s Driver’s License

The loss of Ralph’s driver’s license is a
big wake-up call that Ralph needs assis-
tance and must ensure that his affairs are
in order while he is still able to express his
wishes and values. He visits his geriatri-
cian soon after losing his driver’s license,
reluctantly allowing Judy to attend the
appointment. The geriatrician learns that
Ralph has completed an advance directive
and requests a copy. She makes a note in
her medical record that Ralph has selected
his oldest son, Jonathan, to serve as his
surrogate, with his daughter, Rachel, as
the alternate. She again encourages Ralph
to give Jonathan access to the medical por-
tal and consider giving access to Judy to
enable her to help with appointments and
follow-up. The geriatrician offers another
visit with Jonathan to discuss supporting
Judy in the home, maximizing Ralph’s
ability to stay engaged with friends now
that he can no longer drive, and helping
Ralph and his family have a conversation
about what matters most to him.

Much of Ralph’s geriatrician visit after
losing his driver’s license focuses on his
anger and depression related to that loss,
his despair about his worsening memory
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loss, and his frustration with his growing
dependence. The geriatrician encourages
Ralph to have a follow-up conversation
with the attorney to ensure that his affairs,
including his financial affairs, are in order
and offers additional resources to support
Ralph’s advance care planning.'>'® 7

Had the attorney shared Ralph’s ad-
vance directive with his geriatrician and
surrogates shortly after Ralph signed it,
the family may have been more prepared
to support Ralph through the trauma of
the loss of his driver’s license.

See numbers 1, 2, 3, 4, and 10 in Sec-
tion III, Lessons Learned.

D. Scenario 4: Four Years After Diagnosis,
the Couple’s Health Worsens

1. Legal Issues Explored

Judy’s illness trajectory, which differs
from Ralph’s, presents its own inherent
challenges. This scenario shows (a) the im-
portance of listening to the client even if
an advance directive exists, (b) how the ad-
vance directive could be a helpful spring-
board for discussion, (c) the value of sup-
ported decision-making for elderly clients,
and (d) how the discussion about goals of
care guides the POLST discussion.

2. Scenario

Ralph is beginning to wander; there-
fore, Judy no longer feels it is safe to leave
him alone at home. When she attempts to
arrange for additional help in the home to
give herself some relief, Ralph fires every-
one the home health care agency provides.
Judy, at age 86, is becoming increasingly

15 ABA Commn. on L. & Aging, supra n. 11.

16 'The Conversation Project & Inst. for Health-
care Improvement, supra n. 13.

17 Prepare for Your Care website, https://prepare
foryourcare.org/welcome (accessed May 7,
2019).
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stressed and exhausted and experiences
more frequent chest pain. One day, while
Jonathan is visiting, Judy has a severe epi-
sode of chest pain, and he drives her to
the academic health center about 15 miles
away. Judy is diagnosed with a severe
myocardial infarction (heart attack), and
Jonathan notifies Rachel, who arranges
to fly in that afternoon. Fortunately, Judy
remains cognitively intact, but she is now
too frail to care for Ralph at home.

Judy’s myocardial infarction was severe
enough to reduce her heart’s pumping
ability, causing congestive heart failure.
Judy’s heart pumps out only 25 percent
of the total amount of blood in its left
ventricle with every beat compared with a
normal heart that pumps out 55 percent.
This loss of contraction ability causes Judy
to become short of breath when walking.
She tires easily and needs help with house-
work, grocery shopping, and other instru-
mental activities of daily living. She needs
to limit the amount of salt in her diet and
take medications for her heart failure. Ju-
dy’s condition requires that she be closely
followed by her medical team.

Judy is at increased risk of having a
life-threatening abnormal heart rhythm
at any time. As a result, she is offered an
internal cardiac defibrillator (ICD), a sur-
gically implanted device that will give her
heart an electric shock if she experiences a
severely abnormal heart rhythm, with the
goal of preventing sudden cardiac death.
Judy informs Jonathan and Rachel that
she is unsure whether she wants an ICD
and wants their help in making this deci-
sion.

Judy’s reservations and the severity of
her heart disease lead the medical team to
begin asking questions about her goals of
care. The team asks whether Judy has an
advance directive. She tells the team she
has one and has appointed Jonathan as


https://prepareforyourcare.org/welcome
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her surrogate and Rachel as the alternate.
Judy tells Rachel where all of her legal pa-
perwork is at home, and Rachel agrees to
bring in a copy of Judy’s advance directive
for placement in her medical record.
Because Judy is a capable decision-
maker, her medical team, without having
a copy of her advance directive, begins
discussing with Judy (and with her per-
mission, Jonathan and Rachel) her goals
of care. Judy, after talking with Jonathan
and Rachel, indicates that she wants to
return to the hospital if she has another
cardiac event but does not want cardio-
pulmonary resuscitation (CPR) or to be
placed on a breathing machine. Her medi-
cal team records these wishes as medical
orders on a POLST form as “do not at-
tempt resuscitation (DNR) and limited
treatment.” Both Judy and her doctor sign
the form, a copy is placed in her medical
record, and Judy is given a copy to take
home. With Judy’s permission, copies are

provided to Jonathan and Rachel.

3. Judy’s Declining Health

Judy’s trajectory to death'® is profound-
ly different from Ralph’s; therefore, her
medical team approaches the discussion of
her goals of care differently from the ap-
proach Ralph’s geriatrician used to discuss
his goals. Although frail, Judy is cogni-
tively intact and capable of serving as her
own decision-maker. Thus, her advance
directive is not determinative because she
is still capable of guiding her own care.
Nonetheless, if Judy’s advance directive
had been available to her medical team,
the team would have become aware of her
ultimate intention to involve Jonathan
and Rachel in her care. Discussing what
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Judy wrote in her advance directive would
have been an excellent starting point to
facilitate deeper conversation with her
medical team about her care goals' in the
context of her congestive heart failure.

Being able to refer to a patient’s advance
directive provides a helpful way for health
care professionals to initiate a deeper con-
versation with families regarding a specific
medical decision. For many patients, the
advance directive makes it easier to express
their goals beyond the four corners of the
document and to speak more specifically
about treatments related to their current
state of health.

Judy’s medical team should review the
advance directive with her while she is still
capable of doing so to confirm that the
document still reflects her wishes and that
the surrogates she listed are still the people
she wants to speak on her behalf if she be-
comes unable to speak for herself.

Because Judy has capacity, an advance
directive is not needed for making a deci-
sion about placement of an ICD. How-
ever, having an advance directive is im-
portant for Judy in the event she someday
loses capacity. In most states, her default
decision-maker is her spouse,® Ralph,
who, unfortunately, is now incapable of
making medical decisions on his own be-
half, let alone hers. In addition, she defi-
nitely does not want Larry (her youngest
son) making any medical decisions for
her. Thus, in Judy’s case, it is especially im-

19 Rachelle E. Bernacki & Susan D. Block, Com-
munication About Serious lllness Care Goals: A
Review and Synthesis of Best Practices, 174(12)
JAMA Internal Med. 1994 (2014).

20 ABA Commn. on L. & Aging, Default Sur-
rogate Consent Statutes (Jan. 1, 2018), https://

www.americanbar.org/content/dam/aba/admin

18 Jennifer Moore Ballentine, Supporting Patients
During Serious Illness (Cal. St. U. Inst. for Pal-
liative Care 2018).

istrative/law_aging/2014 default surrogate

consent_statutes.authcheckdam.pdf (accessed
May 7, 2019).
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portant to ensure that a formal appoint-
ment of a surrogate is made in an advance
directive and that a copy of the advance
directive is placed in her medical record to
ensure that she receives care according to
her wishes.

It is common, however, for frail elders
who are still capable of making their own
health care decisions to seek support and
consultation from their surrogates. The
terms “assisted decision-making” and
“supported decision-making” are often
used to describe the process of frail but ca-
pable elders turning to trusted advocates
for consultation and reinforcement.

Judy differs from Ralph in another im-
portant way. She not only has capacity to
make her own medical decisions but also
is more comfortable and willing to en-
gage in a goals-of-care conversation. She is
more interested in receiving information
about her prognosis and treatment op-
tions than Ralph is in receiving informa-
tion about his. Following a conversation
about the risks and benefits of treatment
with her medical team, Judy indicates her
preference for “DNR and limited treat-
ment” on her POLST form.

Judy’s medical team makes her aware
that few people with similar advanced
health problems survive an out-of-hospital
cardiac arrest.”’ The team informs her that
television and movies misrepresent the
truth by portraying survival rates for out-
of-hospital cardiac arrest that are much
higher than those in real life.”> Studies of
out-of-hospital cardiac arrest for patients
of all ages and health conditions have
found an approximately 8 percent rate of
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successful resuscitation. For patients with
advanced illness and frailty, rates drop to
3 percent or less depending on the health
condition.”

As a result of this discussion and reflec-
tion on her wishes and values, Judy feels
strongly about avoiding resuscitation,
intensive care, and mechanical ventila-
tor support. Because emergency medical
personnel are obligated to provide all in-
dicated life-sustaining treatments unless
they have medical orders to the contrary,
her medical team is aware that her ad-
vance directive alone will not be enough
to ensure that her wishes are honored in
a crisis. Emergency medical personnel are
not allowed to act on an advance directive
because it is not a medical order.

The short video “POLST: When Ad-
vance Directives Are Not Enough™ helps
demonstrate the importance of POLST
form orders. POLST form orders are nec-
essary to turn wishes expressed in advance
directives into action as medical orders
when patients want their wishes to be
implemented in their medical care.”> At-
torneys and health care professionals alike
might suggest to clients and patients that
they and their surrogates watch this video
together to enhance their understanding
of the advance care planning process.

In Judy’s current situation, Jonathan
and Rachel benefit from being integrated

23 Datricia Jabre et al., Family Presence During
Cardiopulmonary Resuscitation, 368(11) New
Eng. J. Med. 1008 (2013).

24 Oregon POLST, YouTube, POLST: When
Advance Directives Are Not Enough (Apr. 8,
2013), https://www.youtube.com/watch?v=md
PtHu0-KPU (accessed May 7, 2019).

21 Robert M. Taylor et al., Improving Do-Not-
Resuscitate Discussions: A Framework for Physi-
cians, 8(1) J. Supportive Oncology 42 (2010).

22 Susan J. Diem et al., Cardiopulmonary Resusci-
tation on Television: Miracles and Misinforma-

tion, 334(24) New Eng. J. Med. 1578 (1996).

25 Oregon POLST, POLST Guidebook for Health
Care Professionals, click link to guidebook,
which is titled Guidance for Oregons Health
Care Professionals (rev. Feb. 14, 2019), hteps://
oregonpolst.org/polst-guidebook (accessed May

7,2019).
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into the decision-making process early
and serving as consultants in supporting
their mother’s decisions. By doing so, they
are able to learn much more about her
wishes and values.

Jonathan and Rachel could have ob-
tained further guidance on their roles as
surrogates by watching the video “POLST:
When Is the Right Time?”** when they
initially agreed to become surrogates for
their parents. All too often, those who are
appointed as surrogates receive little guid-
ance on how to perform their responsibili-
ties. Surrogates need guidance from the
person they represent, along with an in-
depth understanding of his or her wishes
and values, as well as guidance from the
medical team. Both medical and legal pro-
fessionals can provide assistance on how
to conduct conversations about end-of-
life care and provide tools for facilitating
them.?>#

To more fully understand their role,
surrogates need guidance on how the
wishes expressed in a patient’s advance di-
rective will ultimately need to be turned
into medical orders with a POLST form.
In this case, Judy remains a capable de-
cision-maker and signs the POLST form
with her doctor. She may indicate that it
may be more appropriate for her care to
focus on her comfort when she no longer
has capacity to make her own medical de-
cisions. In this context, Jonathan would
work with her medical team to complete a
new POLST form that reflects her wishes
for comfort measures only when she is in
a more compromised state of health. See

26 Oregon POLST, POLST: When Is the Right
Time? (Apr. 30, 2018), https://www.youtube.
com/watch?v=LoGM-ayzKc0 (accessed May
7,2019).

27 ABA Commn. on L. & Aging, supran. 11.

28 'The Conversation Project & Inst. for Health-
care Improvement, supra n. 13.
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numbers 3, 5, 7, and 10 in Section III,
Lessons Learned.

E. Scenario 5: Challenging Surrogate
Decisions Arise During Ralphs Acute Illness

1. Legal Issues Explored

This
quences of inadequate end-of-life care
discussions with clients and their families,
vague advance directives, and the lack of
early surrogate involvement. The scenario
focuses on (a) the need for good commu-
nication between clients and their families
regarding end-of-life wishes, (b) the need
for the advance directive to be part of the
client’s medical record; and (c) the need
for greater specificity about the clients
values guiding end-of-life wishes in the
advance directive.

scenario describes the conse-

2. Scenario

Larry (the youngest son) comes to town
later the same day that Judy is admitted to
the hospital. He goes to his parent’s home
and finds Ralph, now 87, with a fever and
extreme breathlessness. He calls 911, and
Ralph is admitted, with aspiration pneu-
monia, to the nearest hospital (which is
not the academic health center where Judy
has been admitted). Because communi-
cation is terrible between Larry and his
siblings, Larry does not immediately no-
tify Jonathan and Rachel that Ralph has
been taken to the hospital. Thus, Larry
is the only family member in the emer-
gency department, and Ralph is not able
to provide any information. The hospital
does not have a copy of Ralph’s advance
directive in his medical record. Larry in-
structs the emergency physicians to “do
everything” to save Ralph. Ralph is placed
on a mechanical ventilator in the intensive
care unit (ICU).

When Jonathan and Rachel return to


https://www.youtube.com/watch?v=LoGM-ayzKc0
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the family home that evening, they find
Larry’s belongings and no sign of their fa-
ther or Larry. They call Larry and go to
the local hospital to find their father in re-
straints, sedated, and on a ventilator in the
ICU. They tell the medical team that their
father did not want Larry to make medical
decisions for him and that they, not Larry,
were appointed as surrogates in their fa-
ther’s advance directive. The medical team
instructs Jonathan and Rachel to bring in
a copy of Ralph’s advance directive and
schedules a family meeting for the next
day. Fortunately, Judy told Rachel where
their important papers are located. Rachel
was able to find both Ralph’s and Judy’s
advance directives, which confirmed that
Jonathan is Ralph’s chosen surrogate and
that Rachel is the alternate. However, the
directive gives no guidance about Ralph’s
treatment wishes other than stating that
he does not want life-sustaining treatment
if he no longer recognizes his family.
When Jonathan and Rachel return to
the hospital with their families, Ralph has
awakened confused; he appears to rec-
ognize Jonathan and Rachel but not his
grandchildren. Jonathan and Rachel do
not know what to do and cannot agree
on treatments their father would want.
Meanwhile, Ralph remains in the ICU for
4 days until he is breathing again on his
own and is discharged to another medi-
cal unit to regain strength while plans are
made to discharge him to a skilled nursing

facility.

3. Consequences of Ralph’s Advance
Directive Not Becoming Part of His
Medical Record

Had the attorney provided a copy of
the advance directive to the geriatrician
for placement in Ralph’s medical record,
much of this confusion would have been
avoided. In addition, had the attorney
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encouraged Ralph to have early surrogate
involvement and discussion with the chil-
dren, Jonathan and Rachel would have
been more cognizant of his wishes and
Larry would have been made aware that
he was not appointed as surrogate.

Hospital personnel followed Larry’s
instructions because there was no ad-
vance directive in Ralph’s medical record.
They had no other choice because they
were unaware of Ralph’s treatment wish-
es for this emergency and the only family
member available was urging the medi-
cal team to “do everything.” Thus, the
very person Ralph did not want making
medical decisions for him gave directions
for his care.

Even if the advance directive had been
in Ralph’s medical record, Ralph’s advance
directive would have provided little guid-
ance as to his wishes. Although the ad-
vance directive would have clarified who
is the appropriate surrogate, the vague
instructions would have been of limited
help to Jonathan. A previous discussion
about Ralph’s wishes and values would
have provided greater guidance. Vague
statements such as “when I no longer rec-
ognize my family” are of limited assistance
without further clarification about who
Ralph means by “family” and what “no
longer recognize” really means.”

If Ralph had discussed his goals of care
with his geriatrician while he was still able
to, it is likely that he would have expressed
the desire to avoid mechanical ventilation
and ICU admission as his dementia ad-
vanced.*® Had Ralph involved Jonathan

29 Angela Fagerlin & Carl E. Schneider, Enough:
The Failure of the Living Will, 34(2) Hastings
Ctr. Rpt. 336 (2004).

30 Bertrand Guidet et al., Effect of Systematic
Intensive Care Unit Triage on Long-Term Mor-
tality Among Critically Ill Elderly Patients in
France: A Randomized Clinical Trial, 318(15)
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and Rachel in his medical care earlier, as
Judy did, the three could have had mean-
ingful discussions with Ralph’s medical
team on how to deal with such medical
scenarios should they arise.

See numbers 3, 4, and 10 in Section
ITI, Lessons Learned.

E Scenario 6: Ralph Is Admitted to a
Skilled Nursing Facility

1. Legal Issues Explored

The family has now reached the point
of having to make the painful decision
of placing Ralph in a skilled nursing fa-
cility. This scenario focuses on (a) the
appropriate signatories for the POLST
form orders, (b) the surrogate’s role in the
POLST discussion, (c) the interplay be-
tween the advance directive and POLST
form orders, and (d) the appropriateness
of offering a feeding tube to a client with
advanced dementia.

2. Scenario

Judy feels tremendously guilty about
placing Ralph in a memory care unit of a
skilled nursing facility, but Jonathan and
Rachel realize that she can no longer care
for him at home. During Ralph’s admis-
sion, the social worker asked Jonathan and
Rachel for a copy of Ralph’s advance di-
rective and discussed how much medical
treatment they thought he would want.
The social worker indicated that they
would need to meet with the advanced
practice nurse, who is part of the care
team at Ralph’s nursing facility.

When Jonathan and Rachel meet with
the care team, they agree that Ralph
would not want CPR but cannot agree
on whether he would want to return to
the hospital if he became ill or whether

JAMA 1450 (2017).
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he would want to have a feeding tube
placed. Thus, orders for both these op-
tions were included on his POLST form,
which the advanced practice nurse and
Jonathan signed.

3. Changes to POLST Form Orders as
Ralph’s Health Status Changes

The medical landscape has changed
significantly since the POLST program
initiative began. As a result, several impor-
tant changes have occurred in the POLST
environment, particularly since the com-
prehensive POLST review by Wolf and
colleagues in 2014.%' One of those chang-
es is the growing number of states that
permit advanced practice nurses to sign
POLST form orders.

The scope of practice for advanced
practice nurses has expanded substantially
since the early 1990s, when the POLST
initiative began, in Oregon.”> At that
time, only physicians could write medical
orders regarding life-sustaining treatment;
thus, the term “physician” was incorporat-
ed into the original POLST name when
Oregon developed its POLST program. In
2001, advanced practice nurses were au-
thorized to sign POLST forms in Oregon.
A growing number of states, including
California, West Virginia, and New York,
have more recently authorized advanced
practice nurses to sign their state’s specific
version of POLST forms. A study exam-
ining more than 25,000 POLST forms
completed by advanced practice nurses in
Oregon found that by 2015, 11 percent of
all POLST forms in the state were being
completed by advanced practice nurses.*

31 Wolfetal., supran. 6, at 71.

32 Pope & Hexum, supra n. 5, at 353.

33 Sophia A. Hayes et al., The Role of Advanced
Practice Registered Nurses in the Completion of
Physician Orders for Life-Sustaining Treatment,
20(4) J. Palliative Med. 415 (2017).
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A small West Virginia study com-
pared the rate of errors (e.g., failure to
date the document) between physicians
and advanced practice nurses signing
POLST forms. Forms completed by ad-
vanced practice nurses had fewer errors
than those completed by their physician
colleagues.’* Thus, having an advanced
practice nurse meet with the family to
complete the patients POLST form
is common practice in an increasing
number of states.”> As a result, in 2019,
Oregon changed the first term of the
POLST abbreviation: Physician orders
for life-sustaining treatment became por-
table orders for life-sustaining treatment
to include advanced practice nurses and
physician assistants.*

A second substantive change since the
2014 Wolf and colleagues review is the
growing awareness in the medical commu-
nity that feeding tubes are not effective for
patients with advanced dementia. When
POLST forms were created in the 1990s,
the initial form included four sections:
(1) Resuscitation, (2) Scope of Treatment
(patient wishes regarding hospitalization,
ICU admission, and mechanical ventila-

34 Lori A. Constantine et al., Nurse Practitioners’
Completion of Physician Orders for Scope of
Treatment (POST) Forms in West Virginia: A
Secondary Analysis of 12 Months of Data From
the State Registry, 30(1) J. Am. Assn. Nurse
Practs. 10 (2018).

35 Nat. POLST Paradigm, New Resource With
POLST Form Signature Requirements for
Each State (Mar. 6, 2018), https://polst.org/
2018/03/06/new-resource-with-polst-form-sig

nature-requirements-for-each-state (accessed
May 7, 2019).

36 Oregon POLST, 2019 Oregon POLST Form
Summary of Changes Made (authorized Jan.
2, 2019), https://staticl.squarespace.com/sta
tic/52dc687be4b032209172e33e/t/5bbbc867
81651502248927¢2/1539033193475/2018.1

0.08+2019+POLST+Form+Summary+of+Ch
anges.pdf (accessed May 7, 2019).
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tor support); (3) Antibiotics; and (4) Arti-
ficial Nutrition by Tube. In 2011, Oregon
removed the section related to antibiotics,
finding that the medications were offered
about one-third of the time in the final 60
days of life regardless of the orders on the
POLST form.*”” An increasing number of
states have removed the antibiotic section
or never put it on their forms in the first
place. In addition, there is no agreement
in the medical community on a defini-
tion of “antibiotics for comfort,” one of
the treatment options offered in the anti-
biotics section of the early versions of the
POLST form. Thus, in keeping with the
commitment to data-driven quality im-
provement, it made sense to remove the
antibiotics section from the form.*

The section of the POLST form or-
ders about artificial nutrition by tube has
come into question more recently. Recent
data about the use of long-term artificial
nutrition by tube have not shown to be
beneficial for those with advanced demen-
tia. ©° Specifically, such treatment does
not lengthen life for those with advanced
dementia and increases suffering. The rate
of pressure ulcers is twice as high (likely
due to the use of restraints) in patients
receiving artificial nutrition by tube.* In-
creasingly, national medical organizations
have recommended against the placement

37 Susan E. Hickman et al., 7he Consistency Be-
tween Treatments Provided to Nursing Facility
Residents and Orders on the Physician Orders
for Life-Sustaining Treatment (POLST) Form,
59(11) J. Am. Geriatrics Socy. 2091 (2011).

38 Oregon POLST, supra n. 1.

39 Joan M. Teno et al., Feeding Tubes and the Pre-
vention or Healing of Pressure Ulcers, 172(9)
Archives Internal Med. 697 (2012).

40 Shao-Hwan Lan et al., Tube Feeding Among El-
ders in Long-Term Care Facilities: A Systematic
Review and Meta-Analysis, 21(1) J. Nutrition
Health Aging 31 (2017).

41 Teno etal., supra n. 39, at 697.
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of feeding tubes in those with advanced
dementia.*> %

Artificial nutrition by tube does length-
en life in other medical contexts such as
amyotrophic lateral sclerosis (ALS, or
Lou Gehrigs disease), permanent veg-
etative state, and stroke resulting in dif-
ficulty swallowing. In all these contexts,
an informed consent process is completed
(often with surrogates) prior to the sur-
gical placement of a feeding tube. How-
ever, such placement is never a medical
emergency, providing an opportunity to
weigh the risks and benefits of the treat-
ment. Medical science is becoming clearer
about the lack of benefit of feeding tubes
in patients with advanced dementia.*
As a result, Oregon removed feeding tube
orders from the POLST form in January
2019. Other states are also considering
removal of these orders from their states’
version of the POLST form.

Thus, it was not appropriate for Ralph’s
medical team to offer Jonathan the option
of artificial nutrition by tube for Ralph,
considering Ralph’s advanced dementia,
because it is anticipated that the treatment
would increase Ralph’s suffering without
providing any medical benefit. Because
such treatment is used in other situations,
the advanced practice nurse could have in-

42 Am. Geriatrics Socy. Ethics Comm. & Clini-
cal Prac. & Models of Care Comm., American
Geriatrics Society Feeding Tubes in Advanced
Dementia Position Statement, 62(8) J. Am. Ge-
riatrics Socy. 1590 (2014).

43 Alzheimer’s Assn., Feeding Issues in Advanced
Dementia (2015), hteps://www.alz.org/media/
Documents/feeding-issues-statement.pdf (ac-
cessed May 7, 2019).

44 Susan W. Tolle et al., It Is Time to Remove Feed-
ing Tubes From POLST Forms, 67(3) J. Am.
Geriatrics Socy. 626 (2019).

45 Oregon POLST, Professional Resource Library,

https://oregonpolst.org/professional-resource

-library (accessed May 7, 2019).
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dicated to Jonathan why feeding by tube
for his father would not meet his father’s
goals of care. Jonathan then would not
have to wonder later why tube feeding
was never considered as a possible treat-
ment. It was appropriate for Jonathan to
choose no CPR, given Ralph’s present
state of health and the low likelihood of
treatment success.

For more in-depth discussion, see
numbers 5, 6, and 8 in Section III, Les-
sons Learned.

G. Scenario 7: Ralphs Life Comes to an End

1. Legal Issues Explored

Despite some unnecessary interven-
tions and some communication glitches
along the way, Ralph reaches the end of
his life without a final trip to the hospi-
tal, at peace with his family. This scenario
focuses on (a) the correlation between
POLST form orders and place of death,
(b) how POLST form orders complement
the client’s advance directive, and (c) how
POLST form orders change to reflect the
client’s goals of care while still honoring
his or her advance directive.

2. Scenario

During the next 6 months, Ralph’s cog-
nition declines further. He rarely speaks
and no longer recognizes Judy or his chil-
dren. He is admitted twice to the hospital
with pneumonia. He becomes agitated
during his second hospital stay, has to
be restrained to prevent him pulling out
his IV, and develops a pressure ulcer. He
is having increasing difficulty swallowing
and is losing weight despite careful hand-
feeding and supplements.

When not in the hospital, Ralph sleeps
most of the time, is passive, and appears
to be relatively content. Troubled by his
obvious decline, Jonathan and Rachel
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have heated discussions about Ralph’s
goals of care. Rachel is concerned about
how trips to the hospital have become
distressing for her father and thinks he
should not be admitted to the hospital
if he gets pneumonia again. Jonathan
doubts what to do and sincerely wishes
he had done more than just sign the ad-
vance directive as surrogate. He and Ra-
chel both wish they had talked with their
father about his care goals when he was
still capable.

Judy quietly shares with Jonathan and
Rachel the conversation she had with
Ralph about “pulling the plug” if he no
longer recognizes his family. A care con-
ference is held at the nursing home, and
Jonathan and Rachel decide the focus of
their father’s care should be completely on
his comfort. Jonathan and the advanced
practice nurse complete and sign a new
POLST form, with orders for “DNR and
comfort measures only,” and Ralph is en-
rolled in hospice. Three weeks later, he
dies peacefully at the skilled nursing facil-
ity with Judy holding his hand.

3. Location of Death

A majority of Americans prefer not
to die in the hospital.* States vary sub-
stantially in the likelihood of people dy-
ing in hospitals, in nursing homes, or in
homelike settings and of people receiving
intensive care in the final 30 days of life.”
Many factors, in addition to advance care
planning, are at work in these regional dif-
ferences, but it appears that differences in
patient preferences are not.

46 Amber E. Barnato et al., Are Regional Varia-
tions in End-of-Life Care Intensity Explained by
Patient Preferences? A Study of the U.S. Medi-
care Population, 45(5) Med. Care 386 (2007).

47  Susan W. Tolle & Joan M. Teno, Lessons From
Oregon in Embracing Complexity in End-of-Life
Care, 376(11) New Eng. J. Med. 1078 (2017).
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Although arandomized controlled trial
of POLST use has not been conducted,*®
multiple studies have shown a strong as-
sociation between location of death and
specific orders on a POLST form —
stronger than that seen with an advance
directive.” The first study demonstrat-
ing a strong association between POLST
form orders and reduced deaths in the
hospital, conducted in 1995, showed that
5 percent of patients with orders stating
“DNR and comfort measures only” died
in the hospital.*® Subsequent studies in
Oregon and West Virginia showed that
the rate of in-hospital death of patients
with POLST form orders for comfort
measures only was substantially lower,
6.8 percent in Oregon and 10.8 percent
in West Virginia,."> > > These studies
support the use of POLST to turn pa-

48 Kendra A. Moore et al., 7he Problems With
Physician Orders for Life-Sustaining Treatment,
315(3) JAMA 259 (2016).

49 Sandra L. Pedraza et al., POST Forms More
Than Advance Directives Associated With Out-
of-Hospital Death: Insights From a State Regis-
try, 51(2) J. Pain Symptom Mgt. 240 (2016).

50 Susan W. Tolle et al., A Prospective Study of the
Efficacy of the Physician Order Form for Life-
Sustaining Treatment, 46(9) J. Am. Geriatrics
Socy. 1097 (1998).

51 Alvin H. Moss et al., Ltr. to the Ed., Physi-
cian Orders for Life-Sustaining Treatment
Medical Intervention Orders and In-Hospital
Death Rates: Comparable Patterns in Two State
Registries, 64(8) J. Am. Geriatrics Socy. 1739
(2016).

52 Erik K. Fromme et al., Association Between
Physician Orders for Life-Sustaining Treatment
for Scope of Treatment and In-Hospital Death
in Oregon, 62(7) J. Am. Geriatrics Socy. 1246
(2014).

53 Dana M. Zive et al., Change Over Time in the
Oregon Physician Orders for Life-Sustaining
Treatment Registry: A Study of Two Decedent
Cohorts, ]. Palliative Med. (2018), https://doi.
0rg/10.1089/jpm.2018.0446 (accessed May.
7,2019).
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tient wishes in advance directives into
action as medical orders when patients
desire treatment limits.

Jonathan and Rachel did not hold a
conversation with Ralph regarding his
wishes related to life-sustaining treat-
ment in the event he developed advanced
dementia. His advance directive stated
and his limited communication with
Judy indicated that he did not want
life-sustaining treatment if he no longer
recognized his family. It is difficult to
know exactly when that line was crossed
because Ralph had difficulty recogniz-
ing family members for some time, yet
Jonathan and Rachel continued to au-
thorize hospitalizations, including inten-
sive care. Hospitalizations in those with
advanced dementia are often associated
with increased agitation and the use of
restraints. Such transitions between care
settings near the end of life are common
and are considered burdensome by fam-
ily members.™

Some attorneys have raised questions
about POLST form orders supplanting
advance directives.’> *® The completion of
POLST form orders does not mean that
the orders supplant the patient’s advance
directive. POLST form order changes are

54 Joan M. Teno et al., Site of Death, Place of
Care, and Health Care Transitions Among U.S.
Medicare Beneficiaries, 2000-2015, 320(3)
JAMA 264 (2018).

55 Kerry R. Peck & Kyle T. Fahey, POLST Up-
dates: What Atrorneys Need to Know (Sept. 27,
2018), https://www.americanbar.org/groups/

health law/publications/aba health esource/
2014-2015/october/polst (accessed May 7,
2019).

56 Cal. Advocs. for Nursing Home Reform,
CANHR Policy Brief: Physician Orders for Life-
Sustaining Treatment (“POLST”) Problems and
Recommendations (2010), http://canhr.org/
reports/2010/POLST WhitePaper.pdf  (ac-
cessed May 7, 2019).
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common near the end of life as a patient’s
health status changes.”” >

When the patient has an advance di-
rective, changes to his or her POLST
form orders are guided by the advance
directive, thus ensuring that the patient’s
wishes are honored more effectively as
his or her health declines. As was true
in Ralph’s case, a POLST form order is
changed not because the patient’s wishes
as expressed in his or her advance direc-
tive changed, but because the patients
health status changed. Thus, the POLST
form orders must change in order to apply
the patient’s wishes to his or her change in
health status.

Many frail patients wish to be hospi-
talized to receive basic medical treatment,
not intensive care. As they get sicker (as in
Ralph’s case, no longer recognizing fam-
ily members), a change in POLST form
orders may be needed to comply with the
patient’s original goals of care. Patients of-
ten desire to have comfort-focused care as
they near the end of their lives.” Although
it appears that Ralph may have wished to
limit trips to the hospital much sooner
than Jonathan and Rachel authorized,
in the end, his dying peacefully with his
wife holding his hand and without life-
sustaining treatment appears to align with
his original goals.

Some people mistakenly believe that
setting limits on specific medical treat-
ment is the same as withdrawing care.®

57 Dana M. Zive et al., Timing of POLST Form
Completion by Cause of Death, 50(5) J. Pain
Symptom Mgt. 650 (2015).

58 Jennifer Hopping-Winn et al., 7he Progression
of End-of-Life Wishes and Concordance With
End-of-Life Care, 21(4) ]. Palliative Med. 541
(2018).

59 Fromme et al., supra n. 52, at 1246.

60 Anna DeForest, Better Words for Better Deatbhs,
380(3) New Eng. J. Med. 211 (2019).
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However, one can withhold or withdraw
medical treatment and have a complex
and extensive plan of care for comfort. A
comfort-focused care plan is much more
than the absence of specific treatments.
It is an extensive care plan that, with the
combined efforts of loved ones and the
medical team, maximizes the patients
comfort and minimizes his or her physi-
cal, emotional, and spiritual suffering.
Even though it was not possible for Judy
to take Ralph home as he was dying, it
was possible for Judy to be present and be
supported as she spent her final moments
with her dying husband.

See numbers 5, 9, and 10 in Section
III, Lessons Learned, which follows.

III. Lessons Learned

Although Ralph died peacefully with
Judy by his side, there are lessons to be
learned from Ralph and Judy’s journey.
Their journey could have gone much
more smoothly with much less angst and
suffering for both Ralph and his family if
Ralph’s attorney and geriatrician had part-
nered more effectively with each other and
the entire family. Lessons learned from
Ralph and Judy’s journey follow.

A. Lesson 1

One of the most important actions an
attorney can take is to send a copy of the
advance directive to the client’s health care
professional to ensure that it becomes part
of the client’s medical record. To rely on the
client to do this, particularly a client with
MCI, is unwise. Had the advance direc-
tive been available to Ralph’s geriatrician
at her next consultation with Ralph, she
would have had the opportunity to review
the document with Ralph and been able
to clarify his wishes and enter his choice of
surrogates into his medical record. In ad-
dition, the act of the attorney reaching out
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to Ralph’s geriatrician could have served as
an impetus for dialogue between these two
professionals as well as for a more in-depth

discussion with Ralph himself.

B. Lesson 2

The second most important action
an attorney can take is to send a copy of
the advance directive to all surrogates ap-
pointed in the document. Many states
do not require surrogates to sign the ad-
vance directive.®’ As a result, many sur-
rogates are not aware that they have been
named in the advance directive until it is
too late for them to discuss the principal’s
wishes because he or she lost capacity to
engage in such a discussion. Even though
Ralph told Jonathan and Rachel that he
chose them as his surrogates and they each
signed the advance directive, they neither
understood the full import of the docu-
ment nor recognized the need for further
discussion. Relying on the client, particu-
larly a client with MCI, to share copies of
the advance directive with appointed sur-
rogates is ill-advised.

C. Lesson 3

Sending a copy of the advance directive
to the named surrogates without a copy of
suggested resources to help them under-
stand their responsibilities is insufficient.
Many excellent resources are available that
adapt to individuals’ different learning
styles, health literacy levels, and language
and cultural backgrounds.®

Although it may not be cost-effective
for all clients, some clients welcome the
opportunity to have the attorney meet

61 Charles P Sabatino, Overcoming the Bal-
kanization of State Advance Directives, 46(4)
J.L. Med. & Ethics 978 (2018).

62 Nad. POLST Paradigm, Resource Library,
hteps://polst.org/resources/resource-library

(accessed May 7, 2019).
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with them and their surrogates to discuss
the advance directive and explain what
duties are expected of the surrogates.
Some attorneys offer an annual “Surro-
gacy 1017 class, inviting clients to bring
their surrogates for a general education
about the surrogate role. Occasionally, at-
torneys invite a health care professional to
join the teaching team to provide a more
directed discussion about medical issues
and various health care system challenges.

Had Jonathan and Rachel had the
benefit of educational resources that en-
couraged them to hold conversations with
Ralph about his goals of care while he was
still able to converse with them, much of
the family anguish could have been avoid-
ed and Ralph may have been spared some
unwanted and uncomfortable invasive in-
terventions.

D. Lesson 4

The attorney should send a copy of the
advance directive, with the client’s per-
mission, to all immediate family members
not named as surrogates in the advance di-
rective. Had Larry been made aware that
he was not named as Ralph’s surrogate af-
ter Ralph signed the advance directive, he
may not have been happy about Ralph’s
choices, but he would have had the oppor-
tunity to discuss the situation with Ralph
while Ralph still had capacity. This would
have enabled Larry to better understand
Ralph’s rationale. Also, Larry would have
been made aware of his father’s wishes and
may have been able to relay this informa-
tion to the emergency medical team.

The emergency room is not the ideal
location for a child to learn that he or she
was not chosen as surrogate. It is difficult
enough for the chosen surrogate to make
immediate serious medical decisions on a
loved one’s behalf without having to deal
with an upset and angry family member.
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It is also not fair for health care profes-
sionals to be forced to mediate such con-
flict when their focus should be on the
patient’s needs.

Had Ralph called a family meeting
right after he signed the advance directive,
Larry would have had an opportunity to
ask questions and Ralph could have ap-
pealed to all his children to support Jona-
than as his chosen surrogate should a cri-
sis occur. Of course, Larry could still have
gone rogue, but there would have been
less opportunity for him to interfere with
his father’s care if everyone involved had
been made aware of Ralph’s wishes and his
advance directive had been placed in his
medical record. If Larry had gone rogue,
Ralph’s care could have been referred to
the hospital ethics committee for appro-
priate resolution.

E. Lesson 5

Even though an advance directive is
not enough, a POLST form should not be
viewed as a replacement for an advance di-
rective. In Ralph’s case, the advance direc-
tive, once accessed, provided the valuable
service of naming Ralph’s surrogates —
the people Ralph chose to make his health
care decisions for him in the event of his
incapacity. However, his advance directive
provided little guidance to the health care
professionals and Jonathan and Rachel
about his wishes because it was difficult
to determine when to act on the vague
wishes that he did express.

Ideally, an advance directive should
share more detail about a client’s values,
wishes, goals of care, and philosophy of
life than about specific treatment prefer-
ences. It should also provide the surrogate
with enough flexibility to nimbly respond
to unexpected complexities and circum-
stances that might occur in the course of
an illness. Such an advance directive pro-
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vides an excellent springboard for goals-
of-care discussions with surrogates and
health care professionals and encourages
dialogue between the medical and legal
professionals. Nevertheless, an advance di-
rective does not provide actionable medi-
cal orders. The POLST form is needed to
turn the wishes expressed in an advance
directive into medical orders. Thus, the
advance directive and POLST form orders
work together to ensure that the patient’s
wishes are honored.

If a patient has capacity to discuss goals
of care during a health care crisis, as Judy
did, it is possible for a POLST form or-
ders to be completed without an advance
directive. However, POLST form orders
should not be generated in a vacuum with-
out cither the patient’s input or advance
directive. With an advance directive, the
health care professional has the security of
knowing that he or she is dealing with the
surrogate chosen by the patient. In addi-
tion, the health care professional is able to
guide the POLST discussion on how to
apply the patient’s wishes, values, goals of
care, and philosophy of life when selecting
the best treatment options given the pa-
tient’s current health care status. Although
not ideal, a POLST form may be com-
pleted for an incapacitated patient with
no advance directive or named surrogate.
In this case, the surrogate would be estab-
lished by state laws and/or regulations.®®

E Lesson 6

A patient should never feel pressured
into completing a POLST form.* Ralph’s

geriatrician was correct in dealing gently

63 Natl. POLST Paradigm, POLST Legisla-
tive Guide (Feb. 28, 2014), http://polst.org/
wp-content/uploads/2017/02/2014.02.20-PO
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with Ralph concerning his MCI diagno-
sis. Rather than launching into a discus-
sion about POLST, she urged him to get
an advance directive. Forcing Ralph into
a POLST discussion after he received his
diagnosis would have been inappropri-
ate. At the time, Ralph was probably too
healthy to have a POLST form. A POLST
form is designed for individuals with an
advanced illness or frailty in which death
is likely in the foreseeable future. Signing
a POLST form too early may cause a pa-
tient harm even if he or she agrees to full
treatment of his or her illness.®

A POLST form with the orders “at-
tempt CPR” and “full treatment” does not
change the care the patient will receive.
Emergency medical services automatically
provide these treatments in a crisis to all
patients, both those with and those with-
out POLST form orders to the contrary.
Unfortunately, a POLST form with these
orders “attempt CPR” and “full treatment”
may give the appearance that a thoughtful
goals-of-care conversation took place with
the patient. And a POLST form with out-
of-date orders may increase the decision-
making burden on the family.

POLST form completion should nev-
er be mandated or counted as a quality
measure in a health care system. Regard-
less of any financial or other incentives
offered, it is a mistake for health systems
to use the number of POLST forms com-
pleted as a quality measure. In addition,
POLST form completion should not be
an automatic part of the “Welcome to
Medicare” preventive visit because this

65 Susan W. Tolle & Joan M. Teno, Counting
POLST Form Completing Can Hinder Qual-
ity, Health Affairs Blog, (July 19, 2018),
heeps://www.healthaffairs.org/do/10.1377/hbl

LST-Legislative-Guide-FINAL.pdf (accessed
May 7, 2019).
64  Sabatino, supra n. 4, at 60.

0g20180709.244065/full (accessed May 7,
2019).
66 Id.
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encourages premature POLST form use
in older adults who are “too healthy to
have one,” and bases the POLST form
orders on hypothetical circumstances in
the future rather than on an individual’s
current health status. The POLST form is
most effective for making critical care de-
cisions that are likely to be encountered in
the here and now. In addition, premature
use of the POLST form may affect the
patient’s ability to obtain life insurance,*’
with underwriters falsely believing the pa-
tient has a limited life expectancy. For all
these reasons, an advance directive is gen-
erally the more appropriate document for
relatively healthy older adults.®® ¢

G. Lesson 7
The choice of “DNR” and “limited

treatment” orders on a POLST form is not
necessarily contradictory.”® After learning
the dismal survival rates of out-of-hospital
cardiac arrest, Judy prefers DNR if she is
discovered not breathing and without a
pulse. Even though she declines intensive
care and mechanical ventilator support,
considering these interventions as burden-
some and potentially nonbeneficial, Judy
still wishes to be hospitalized if she experi-
ences another cardiac event. She is not yet
ready to choose comfort measures only.
Such treatment limitations are especial-
ly important from a medical perspective
because decisions often have to be made
quickly. Data from the Oregon POLST
Registry shows clearly that other treat-
ment wishes cannot be predicted by mere-
ly knowing the patient’s desire to avoid
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CPR.”* The data also show that POLST
form orders are not only about a person’s
desire to limit treatment, but they are also
about honoring a person’s wishes to receive
selected types of treatment. Many patients
choose a middle ground,”” and it is im-
portant to realize that critical illness is not
necessarily the equivalent of the end of life.

H. Lesson 8

Education is needed about the inef-
fectiveness of tube feeding for the 86 per-
cent of patients with advanced dementia
who develop eating problems.” Research
shows that tube feeding is of little benefit
to those in the advanced stages of demen-
tia; in fact, research has even shown po-
tential for harm, with an increased rate of
agitation and pressure ulcers.”* Neverthe-
less, the option is frequently offered to
families whose loved ones have advanced
dementia, just as it was offered to Jona-
than on Ralph’s behalf.

Reasons for offering feeding tube
treatment include false beliefs in its ef-
fectiveness to achieve a goal of care (e.g.,
prolonged life, wound healing, comfort)
and the complicated underlying symbolic
religious/cultural beliefs related to food.
For example, in one study, 74.6 percent
of physicians believed erroneously that a
feeding tube would offer improved heal-
ing of a pressure ulcer, yet pressure ulcers
occur twice as often in those with feeding
tubes, likely due to the use of restraints.”

Were families better informed about
the natural progression of dementia as an
illness, they would be able to understand

67 Id
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73 Susan L. Mitchell et al., 7he Clinical Course
of Advanced Dementia, 361(16) New Eng. ].
Med. 1529 (2009).

74 Teno etal., supra n. 39, at 697.
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and be prepared for the time when the pa-
tient experiences swallowing difficulties. It
is not simply a decision to feed or not to
feed. It is a realization that the disease has
reached its terminal stage and that there
are better ways to ensure the patients
comfort.

Elder law attorneys should understand
the natural trajectory of dementia, part-
ner with health care professionals, and
encourage the use of decision aids in edu-
cating families about the course of the ill-
ness. Attorneys should also be aware of the
research on the lack of feeding tube utility
for those with advanced dementia in order
to help surrogates understand why this
intervention may not meet the patient’s
goals of care. They also should know that
patients with advanced dementia live just
as long with careful hand-feeding. Hand-
feeding enables tender social interaction
between caregiver and patient, provides
person-centered care, respects food prefer-
ences, encourages family routine, and pro-
motes a pleasant environment. The close
contact inherent in hand-feeding has the
potential to help people build relation-
ships with patients with dementia near
the end of life and increase the quality of
their lives.”®”

H. Lesson 9

POLST form orders work. Despite
Ralph’s convoluted journey as his demen-
tia increased, Ralph’s advance directive
was ultimately honored because he did
not receive any unwanted interventions at

76 AM. Wren & S.R. Bloom, Gut Hormones
and Appetite Control, 132(6) Gastroenterology
2116 (2007).
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With Advanced Dementia, 58(3) J. Am. Geri-
atrics Socy. 580 (2010).
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the end of his life when he no longer rec-
ognized his family. Ralph’s POLST form
translated his wishes into orders for DNR
and comfort measures only, allowing him
to die peacefully in his skilled nursing fa-
cility.

POLST form orders do guide care, as
shown by Ralph’s story and by clinical re-
search.”® For example, studies in Oregon
and West Virginia showed that those who
chose “DNR and comfort measures only”
had significantly decreased odds of at-
tempted resuscitation and increased odds
of having an out-of-hospital death.”” #
Because of the strong association be-
tween POLST form orders and location
of death, POLST form orders reduce un-
wanted transitions of patients (e.g., trans-
fer from home to the hospital). Where a
person dies strongly influences how he or

she dies.®!

I Lesson 10

Good advance care planning is a pro-
cess, a product of teamwork that takes
place over a lifetime. Ralph and Judy’s sce-
nario reveals that documents alone are not
enough. Honoring their wishes involved
much more than pieces of paper. Ongoing
discussions about a plan of care are vital.

Completing an advance directive
should not be considered a one-step pro-
cess. Also, POLST form orders are not
static. Both documents require updates as
a person’s health status, values, or living
situation change. Much depends on good

78 Jean Abbott, 7he POLST Paradox: Opportuni-
ties and Challenges in Honoring Patient End-
of-Life Wishes in the Emergency Department,
73(3) Annals Emerg. Med. 294 (2019),
https://doi.org/10.1016/j.annemergmed.2018
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communication and trust. Had Ralph’s at-
torney elicited more discussion from him
concerning his preferences for future care
and performed the simple task of directly
providing a copy of Ralph’s advance di-
rective to his geriatrician and surrogates,
Ralph may have been spared unwanted
transitions and suffering. At each stage in
life and each change in health condition,
a person’s overall philosophy may remain
the same, but his or her evolving medi-
cal condition may change what orders are
needed to honor his or her goals of care.
As death approaches, changes in treat-
ment preferences often occur. Updat-
ing the POLST form to reflect changing
circumstances ensures that the patients
wishes embodied in his or her advance
directive are honored. This is more likely
if good communication and teamwork
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occurs among the client, attorney, surro-
gates, and health care professionals.

IV. Conclusion

POLST form orders, when used appro-
priately, function much like a trust protec-
tor does for a trust. It ensures that the cli-
ents intent, the client’s wishes as expressed
in an advance directive, are consistently
honored despite changing circumstances.
Rather than usurping the advance direc-
tive, the POLST form order functions as
the co-pilot, translating the patient’s wish-
es into actionable medical orders near the
end of life to preserve the patient’s auton-
omy. Attorneys collaborating with health
care professionals toward a common goal
of honoring client’s and patients’ wishes is
a worthy aspiration.

Coming together is a beginning, keeping together is progress, working together is success.

— Henry Ford





