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Medical, Ethical and Legal Obligationsto Honor
Individual Preferences Near the End of Life

By Patricia A. Bomba and Jonathan Karmel

[ Introduction

The Patient Self-Determination Act! affirms an in-
dividual’s right to accept or refuse treatment. This right
does not end when a person is near the end of life. Specif-
ically, an individual has the right to accept or refuse any
or all life-sustaining treatment near the end of life. Deci-
sions to forgo life-sustaining treatment may change in the
final year of life as the person’s health status, prognosis
and personal goals for care transition from focusing on
longevity, to functionality, to quality of life. A seriously ill
person who might die in the next year, and has the abil-
ity to make medical decisions regarding life-sustaining
treatment, should discuss goals, values and wishes with a
physician, and complete the New York State Department
of Health (NYSDOH) Medical Orders for Life-Sustaining
Treatment (MOLST) form (DOH-5003).2

Based upon the individual’s goals for care, the patient
may choose to allow natural death and forgo an attempt
at cardiopulmonary resuscitation (CPR). For example,
an individual may request a Do Not Resuscitate (DNR)
medical order, while still wishing to have a trial of intu-
bation and mechanical ventilation, and hospitalization.
As the health status worsens, the patient may consent
to a Do Not Intubate (DNI) medical order in addition to
the DNR order. When this individual’s condition further
deteriorates, having no further hospitalizations may be
requested by the patient. At each stage, no matter the
decision, this individual has a right to be treated with
dignity and respect.

Health care providers will always offer comfort
measures (palliative care) despite the medical orders to
discontinue certain treatment contained in the MOLST.
Comfort measures have the primary goal of relieving
pain and other symptoms and reducing suffering. Food
and fluids will be offered by mouth. Medications, reposi-
tioning, wound care, and other measures such as oxygen,
suctioning and manual treatment of airway obstruction
will also continue to be used to relieve pain and suffering.

There are several statutes governing the ethical
framework for withholding and/or withdrawing life-
sustaining treatment, if an individual loses the capacity
to make these decisions. The Health Care Proxy Law
empowers an adult to appoint a health care agent (HCA)
to make treatment decisions based on known wishes or
best interests.? The Family Health Care Decisions Act
(FHCDA) enables a patient’s family member or close
friend (Public Health Law surrogate) in a hospital or
nursing home setting to make health care decisions when

the patient is not able to do so and there is no HCA.* In
addition, the Surrogate’s Court Procedure Act (SCPA) sec-
tion 1750-b permits a SCPA Article 17-A guardian or an
actively involved family member to make medical deci-
sions for individuals with developmental disabilities (DD)
who lack the ability to make these decisions.”

HCAs and Public Health Law (PHL) surrogates may
not undo health care decisions the patient already made
before losing capacity.® Nor can they disregard the prefer-
ences and values of the patient, including the patient’s
religious and moral beliefs, and substitute their own pref-
erences or values when making new health care decisions
after the patient loses capacity.” Health care professionals
also have an ethical obligation to honor individual prefer-
ences and cannot disregard the values, preferences and
prior decisions made by the patient in favor of requests
for treatment made by the HCA, PHL surrogates, family
or other loved ones.?

Both FHCDA and SCPA1750-b have explicit guide-
lines and special requirements for making decisions to
withhold and/or withdraw life-sustaining treatment. In
all cases, the statutes affirm “person-centered” care and
require that treatment decisions be based upon the indi-
vidual’s personal values, beliefs and goals for care and not
those of the decision-maker.

[I.  The Ethical-Legal Framework for Making
Medical Decisions

A. Health Care Proxy Law

A HCA may make medical decisions on behalf of a
patient (principal), after two physicians concur that the
patient lacks medical decision-making capacity. A HCA
is generally authorized to make decisions as if the HCA
were the principal. Occasionally, the health care proxy
document may limit the authority of the HCA. AHCA is
required to make decisions according to the principal’s
wishes, including religious and moral beliefs. If these
wishes are not reasonably known and cannot with reason-
able diligence be ascertained, the HCA may make deci-
sions according to the principal’s best interests, except
for a decision to withhold or withdraw artificial nutrition
or hydration. A HCA is authorized to make a decision to
withhold or withdraw artificial nutrition or hydration
only if the HCA has reasonable knowledge of the princi-
pal’s wishes regarding the administration of artificial nu-
trition and hydration.? “Clear and convincing evidence”
of the principal’s wishes is NOT needed for a HCA to
make decisions about life-sustaining treatment. However,
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a HCA cannot override a principal’s prior instructions
to health care professionals or the principal’s advance
directive.!

Before choosing a HCA, there are very important is-
sues for the principal to consider. This person must, or at
least should:!!

® Meet legal criteria (be a competent adult, at least 18
years old);

¢ Be willing to speak on behalf of the principal;
¢ Be willing to act on the principal’s wishes;

e Be able to separate the HCA’s own feelings from
those of the principal;

¢ Live near the principal or be willing to come to that
geographical location if needed;

* Know the principal well;

® Understand what values, goals and morals are
important to the principal;

* Be willing to discuss sensitive wishes;

* Be willing to listen to wishes expressed by the
principal;

* Be willing and able to work with those providing
care to the principal to carry out those wishes;

e Intend to be reasonably available in the future;

* Be able to handle potential conflicts between the
family and close friends of the principal;

* Be willing and able to handle the responsibility of
carrying out end-of-life wishes; and

e If chosen as an alternate, be willing and able to act
if the primary HCA is unwilling or unable to act.

B. Family Health Care Decisions Act

Under FHCDA, a surrogate is selected from the sur-
rogate list when there is no HCA to make all medical
decisions in a hospital, nursing home or hospice after the
attending physician and another health or social services
practitioner at the facility have concurred that the patient
lacks capacity. For decisions to withhold or withdraw
life-sustaining treatment, there are specific clinical criteria
which must be satisfied. Additionally, the facility’s ethics
review committee must agree with the decision in certain
situations.!?

The FHCDA surrogate is also required to make treat-
ment decisions “in accordance with the patient’s wishes,
including the patient’s religious and moral beliefs,” or, if
the patient’s wishes are not reasonably known and can-
not be ascertained, “in accordance with the patient’s best
interests.”13

The FHCDA surrogate must be fully informed about
the patient’s medical condition and the risks, benefits,
burdens and alternatives of possible life-sustaining treat-
ment. The FHCDA surrogate must then consent to with-
holding or withdrawing life-sustaining treatment, for
which medical orders are written. The surrogate’s assess-
ment must be based upon the consideration of:

e the dignity and uniqueness of every person;

e the possibility and extent of preserving the patient’s
life;

e the preservation, improvement or restoration of the
patient’s health or functioning;

e the relief of the patient’s suffering; and

¢ any medical condition and such other concerns
and values that a reasonable person in the patient’s
circumstances would wish to consider.

C. Surrogate’s Court Procedure Act § 1750-b

SCPA1750-b allows an Article 17-A Guardian or ac-
tively involved family members to make medical deci-
sions, including end-of-life decisions related to the with-
holding and/or withdrawing life-sustaining treatment
for individuals with developmental disabilities (DD) who
lack the ability to make these decisions. A person with DD
who has capacity can make end-of-life decisions. A per-
son with DD who has capacity to choose a HCA can com-
plete a health care proxy and choose a HCA. If the person
with DD subsequently loses capacity to make medical
decisions, the HCA then can make decisions in accor-
dance with Health Care Proxy Law. If the person with DD
lacks the capacity to make decisions and does not have a
HCA, the provisions of SCPA 1750-b apply. In that case,
the guardian shall base all advocacy and health care de-
cision-making solely and exclusively on the best interests
of the person with DD and, when reasonably known or
ascertainable with reasonable diligence, on the person’s
wishes, including moral and religious beliefs.!* Clear and
convincing evidence of the patient’s wishes is also not
needed in order for a surrogate to consent to MOLST de-
cisions in accordance with FHCDA and SCPA 1750-b.

D. Medical Orders for Life-Sustaining Treatment

Preferences for treatment and decisions about the
care of seriously ill persons near the end of life are acutely
needed in an emergency. More often than not, a seriously
ill individual lacks the capacity to make these decisions
when chronic medical conditions acutely decompen-
sate. MOLST orders provide health care professionals
with clear direction for the life-sustaining treatment
the individual wishes to receive, as well as those to be
avoided, based upon current, not future, health status and
prognosis.
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MOLST is a clinical process that emphasizes the dis-
cussion of the patient’s goals for care and shared medical
decision-making between health care professionals and
patients who are seriously ill or frail, for whom the phy-
sician would not be surprised if they might die within
the next year. The completion of the MOLST form results
in a standardized set of documented medical orders that
reflect a patient’s preferences for life-sustaining treat-
ment. MOLST, however, is not an advance directive.

NYSDOH approved MOLST for use in all health care
facilities throughout New York State in October 2005. A
Dear Administrator Letter (DAL) was sent to hospitals,
nursing homes and EMS in January 2006. Upon comple-
tion of a successful community MOLST Pilot Project in
Monroe and Onondaga Counties from 2005-2008, leg-
islation enacting MOLST was passed and then signed
by Governor David Paterson. This law also changed the
scope of practice for EMS responders across New York
State to permit MOLST orders for DNR to be honored
in nonhospital settings in addition to non-hospital DNR
orders and non-hospital DNI orders only on the MOLST
form.

In 2010, MOLST became a NYSDOH form. This is the
ONLY form approved by NYSDOH for both DNR and
DNI orders in the community. All health care profession-
als, including EMS, must follow the MOLST orders in all
clinical settings, including the community.

On January 21, 2011, the Office for People with De-
velopmental Disabilities (OPWDD) approved use of the
DOH-5003 MOLST form for individuals in the OPWDD
system in all clinical settings, including the community.
However, the individual’s physician must follow certain
legal requirements before a MOLST can be signed for a
DD person. Further, the OPWDD MOLST Legal Require-
ments Checklist must be attached to the MOLST form.

lll. Authority to Make MOLST Decisions

When a patient has properly consented to MOLST
orders via a shared, informed medical decision-making
process and has made decisions regarding life-sustaining
treatment, the MOLST form will document the patient’s
wishes, given the patient’s current health status and
prognosis.

A HCA CANNOT overrule the clear wishes of the
principal as expressed in the MOLST, unless the agent
has a good faith basis for believing that the principal’s
wishes have changed or do not apply to the present cir-
cumstances (e.g., the principal’s condition has changed,
and he or she would have made a different decision, had
he or she known about the change). Similar logic is ap-
plied when a surrogate makes MOLST decisions in accor-
dance with FHCDA and SCPA1750-b.1>

A. An Example of What Should Happen with MOLST

A nursing home resident indicated that he wished
to meet a life goal —e.g., attend a grandson’s wedding.
Because of that, he requested to receive full treatment,
including CPR, on his MOLST. His daughter was his
HCA. She was aware of his goals for care based upon
his current health status. He then had a catastrophic
stroke, which precluded the possibility he could attend
his grandson’s wedding. This major change in his health
status triggered a review of his MOLST orders. Since his
HCA stood in the principal’s shoes, she had to establish
new goals for his care and treatment based upon his
prior preference that he did not wish to live hooked up to
machines like his late brother. Therefore, a palliative ap-
proach was discussed with the HCA with the focus on the
quality and not the longevity of his life. The HCA could
then request the change in the MOLST orders in accor-
dance with the principal’s wishes based upon the change
in circumstances and the determination of new goals for
care.

If, however, this same resident had previously con-
sented to DNR/DNAR/Accept Natural Death on page
1 and Limited Medical Interventions on page 2 of the
MOLST, the HCA could not “undo” the DNR order, be-
cause the MOLST had provided a clear statement of the
resident’s wishes and represented clear and convincing evi-
dence. There was in that instance no reason to believe that
the resident’s wishes would have changed or would not
have been applicable in the event of a catastrophic stroke.
The MOLST DNR order provides more than just “reason-
able knowledge” of the principal’s wishes; it provides
clear documentation of those wishes.

B. One of the Most Frequently Asked MOLST
Questions

One of the most frequently asked questions with re-
spect to MOLST is whether a HCA or a PHL surrogate can
demand life-sustaining treatment and hospitalization for
a nursing home resident, when the resident loses capacity
and the resident’s health status worsens. If that request
conflicts with the resident’s prior decisions, made when
the resident had capacity and the medical orders were
issued by the attending physician on the MOLST, the an-
swer is NO. Yet this situation continues to occur.

C. An Example of What Should Not Happen with
MOLST

A 77-year-old female with multiple medical condi-
tions, including agoraphobia, was admitted to a nursing
facility approximately six years ago, when she was no
longer able to manage her activities of daily living. Her
family rarely, if ever, visited or communicated with her.
Her grandson served as her HCA. At the time of her ad-
mission, she had the capacity to make medical decisions.
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About four years ago, she began to refuse to leave her bed
with very rare exceptions. As a result, she developed
severe pressure sores due to her refusal of bathing, turn-
ing, and positioning. Serial psychiatric consultations were
obtained. These confirmed that the patient still had the
capacity to understand the risks and benefits associated
with her refusal of care.

Approximately two-and-a-half years later, her attend-
ing physician and the psychiatrist both agreed she con-
tinued to have the capacity to make decisions regarding
life-sustaining treatment. A MOLST form was completed.
Her goals for care were to focus on the quality of her life.
She specifically wished to avoid aggressive interven-
tions, and wanted to die a natural death in the nursing
home, being cared for by the staff who had served as her
surrogate family. Her MOLST reflected DNR, DNI, no
feeding tubes, no hospitalization and Comfort Measures
Only. Her goals and preferences for care and treatment
remained unchanged with the passage of time, when the
MOLST orders were reviewed and renewed in accor-
dance with the nursing home’s policies and procedures.

The resident became acutely ill with symptoms
of sepsis, a diffuse infection likely due to the pressure
sores. The nurse practitioner (NP) contacted her HCA
to review her acute deterioration in health status and to
review the treatment plan, which was consistent with his
grandmother’s previously made decisions and goals. Her
grandson stated he understood his grandmother’s wishes
and was supportive of the palliative care plan of care.
The resident was treated with antibiotics and comfort
measures.

However, over the next three days, her oral intake
diminished. She ultimately stopped eating and drink-
ing and appeared to be imminently dying. The NP again
called the grandson to update him of her continuing de-
cline. He subsequently arrived at the facility and insisted
that the resident be transferred to the hospital for acute
care, violating his grandmother’s known wishes and al-
ready executed medical orders. The NP spoke with him
to try to help him deal with the reality of the situation.
She refused to call 911, because she and all the facility
staff knew what the resident wanted and didn’t want.
However, the grandson called 911. When EMS arrived,
the grandson allegedly became quite agitated. He insisted
that his grandmother be transported to the hospital. After
reviewing the MOLST, the EMS staff called Medical Con-
trol for guidance. Because of the grandson’s agitation, the
resident was transferred to the Emergency Department.
She was then admitted to the facility’s intensive care unit,
where she had a stormy and painful medical course and
ultimately died. An analysis of this case revealed the fol-
lowing due to the failure to follow the resident’'s MOLST
orders:

® The resident’s legal rights and decisions as
evidenced by her MOLST orders were violated.
She was transferred against her will and without
her consent, and her right to refuse treatment was
violated.

¢ From a medical perspective, the medical staff
erroneously failed to follow her documented
wishes, in part due to the agitation of the HCA.

¢ The nursing home staff felt immense moral distress.
They felt they had failed their ethical obligations to
the resident.

® From a regulatory perspective, there were also
violations. CMS Clinical Standards and Quality for
Advance Care Planning Survey Deficiency F tag
155 states clearly that the failure to follow MOLST
orders by allowing hospitalization results in
“Immediate Jeopardy.” !¢

Unfortunately, the provisions of the Public Health Law
are not always sufficient to ensure that patient rights will
be respected.

IV. Why There Are Failures in Following MOLST
Orders

e Clinicians, patients, families and medical decision
makers are unaware of their moral, ethical and
legal obligations to follow MOLST orders and
the implications of their failure to follow MOLST
orders.

e Unfortunately, advance care planning is not
recognized by everyone as a dynamic
communication process. Too often, the emphasis is
placed on the completion of the forms rather than
the communication process. Many clinicians have
difficulty with having the discussion and have
inadequate training in conflict resolution.

* Sometimes when the attention of the physician is
primarily directed on the conversation, appropriate
legal documents and/or medical orders may not be
completed or may be completed incorrectly.

¢ One of the most serious problems is that family
members tend to avoid having conversations
centered on the personal values, beliefs and goals
for care. Thus, they do not really understand what
matters most to the individual seeking MOLST
orders.

® Sometimes the patient has chosen the wrong HCA.

e There is also a lack of understanding by both health
care professionals and family of the difference
between a traditional advance directive (health
care proxy and/or living will) and medical orders
(MOLST).
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e The assessment of capacity determinations and
documentation of capacity as well as the patient’s
personal values, beliefs and goals for care and the
statutory requirements may either be absent or
inadequate. Therefore, all of these problems may
affect whether a MOLST is or can be honored.

e Unfortunately, the health care system is
fragmented. Therefore, key information may not be
consistently accessible when there are transitions
in patient care. Further, health care professionals
are not always able to easily access advance
directives and/or MOLST orders in the patient’s
medical record.

V. Recommendations

A. Clinician Training Should Be Strengthened

In 2014, the Institute of Medicine (IOM) released
“Dying in America: Improving Quality and Honoring
Individual Preferences Near the End of Life,” a com-
prehensive review of end-of-life care in the U.S.1” The
IOM report concluded that the U.S. health care system
was poorly designed to meet the needs of patients near
the end of life and that major changes to the health care
system were needed to meet end-of-life care needs and
informed patient preferences in a high-quality, afford-
able, and sustainable manner. The report proposed a high
national priority for a patient-centered, family-oriented
approach to care near the end of life.

The Committee recommended the development of
quality standards for clinician-patient communication
and advance care planning. They also recommended the
development of appropriate provider training, certifica-
tion and licensure to strengthen palliative care knowl-
edge and skills for all clinicians. Because advance care
planning and MOLST are key elements of palliative care,
they must be integrated into the curricula of all medical,
nursing, social work and chaplaincy schools.

B. Public Education and Engagement in Advance
Care Planning Should Be Encouraged

“Most people nearing the end of life are not physi-
cally, mentally, or cognitively able to make their own
decisions about care. The majority of these patients will
receive acute hospital care from physicians who do not
know them. Therefore, advance care planning is essential
to ensure that patients receive care reflecting their values,
goals, and preferences.”!8

However, many people do not understand the need
for advance care planning, which is the process of plan-
ning for future medical care in the event individuals lose
the capacity to make their own medical decisions. Lack
of capacity can occur suddenly due to unexpected ill-
ness or injury, from which an individual may or may not
recover. In either case, when an acutely ill person is near
death or actively dying, end of life decisions are needed.

Advance care planning helps ensure that the patient’s
treatment preferences are documented, regularly updated,
and respected.

Early initiation of advance care planning is relevant
at all ages. No age group is immune from acute illness or
injury, complex chronic conditions or death. Improving
communication and advance care planning is critically
important for persons of all ages who are facing the end
of life, including adults, adolescents and children. Fact-
based public education that encourages advance care
planning and shared medical decision-making that is well
informed should be made available along the life cycle.

New York State has developed and implemented a
community approach to advance care planning with two
complementary programs that were highlighted in the
IOM Report: The programs were Community Conversa-
tions on Compassionate Care (CCCC)'” and MOLST. Posi-
tive outcomes were achieved and lessons were learned
from more than a decade’s experience.?’

C. TheUse of eMOLST Should Be Expanded

eMOLST?! is a web-based application that allows
eMOLST orders and documentation of the conversation
to be accessed from anywhere with Internet access. New
York’s eMOLST system is accessible to all users at all
times at www.NYSeMOLSTregistry.com. eMOLST helps
health professionals follow a standard clinical process
for the MOLST discussion and guides them through all
necessary documentation of the ethical framework and
legal requirements. The system includes programming
to prevent errors and allows physicians to sign MOLST
orders electronically. At the end of the eMOLST process,
both a DOH-5003 MOLST form?? and the appropriate
MOLST Chart Documentation Form for Adult Patients?
or Minor Patients?* (aligns with NYSDOH Checklists)?®
or the OPWDD MOLST Legal Requirements Checklist for
Individuals with Developmental Disabilities?® are created.
eMOLST works for all patients: adults, children and per-
sons with developmental disabilities.

New York’s MOLST forms can be completed online in
eMOLST and are automatically included in the registry.
A copy can be printed for the patient. eMOLST does not
require or rely on an EHR system and can be used with
paper records. eMOLST is operational statewide and cur-
rently operates in all browsers and all devices, including
on tablets. eMOLST ensures quality and patient safety, re-
duces patient harm and helps achieve the triple aim, im-
proving the care experience, health outcome and reducing
cost. Use of eMOLST is important, since key policy rec-
ommendations in the IOM Report include certain specific
relevant actions. These include:

e The encouragement of all states to develop and
implement a Physician Orders for Life-Sustaining
Treatment (POLST) paradigm program in ac-
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cordance with nationally standardized core
requirements.

¢ The requirement to use interoperable electronic

health records that incorporate advance care plan-
ning to improve the communication of individuals’
wishes across time, settings, and providers, docu-
menting (1) the designation of a surrogate/decision
maker, (2) patient values and beliefs and goals for
care, (3) the presence of an advance directive, and
(4) the presence of medical orders for life-sustain-
ing treatment for appropriate populations.

Fortunately, the New York State MOLST is a national-
ly endorsed POLST Paradigm Program. Further, eMOLST
is the only such model in the country and was cited in the
IOM Report.?’

VI. Conclusion

As the populations of both New York State and the
United States of America age, the importance of the
implementation of advance care planning is significant.
Encouraging the completion of advance directives such
as the Health Care Proxy, discussions by physicians with
patients about their values, wishes and goals and imple-
menting the use of eMOLST to facilitate the completion
of MOLST forms is crucial. Finally, end-of-life wishes
of patients must be honored by all parties and greater
efforts must be made to educate both the general popula-
tion and all health care professionals.
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