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I. INTRODUCTION

Advances in medical care and technology have blurred the boundaries between
life-and-death and have challenged our expectations about how Americans should
experience the end of life.! Chronic illnesses, including cancer, organ system failure
(primarily heart, lung, liver and kidney failure), dementia, and stroke are now the leading
causes of death for Americans and few “die suddenly.” Rather, most will live long, but
with increasing disability.>** However, health care, legal and social policy and practice
have yet to catch up with this reality. Studies indicate that the end of life is associated
with a substantial burden of suffering among dying individuals,>®"® and that negative
health and financial consequences extend to family members and society.***

Most deaths (80%) occur in hospitals or nursing homes, often in the context of
aggressive high-technology treatment, even though most people, when asked, would
prefer to die at home.*>*®*" This transition in the venue of death has been fueled by the
development of technology that is capable of sustaining life in very compromised states
and, in the view of some, of extending the dying process. For example, just 30 years
ago, the development of the percutaneous endoscopic gastrostomy (PEG) tube was a
revolutionary advance aimed at establishing long-term enteral feeding in infants. The
PEG tube has evolved into a common medical procedure for both children and adults,
especially older adults suffering from various forms of dementia,*®*® an application quite
different from its original intent. This and other interventions delay or slow dying in the
United States, although they do not necessarily improve the dying process.

Advance directives (ADs) or advance health care directives were developed to
provide a practical process for ensuring patient autonomy at the end of life.?%<:%
Ideally, addressing end-of-life issues with the aid of one’s physician will enhance the
quality of end-of-life care by helping the patient, family, and provider to converge on a
unified plan that gives “voice” to the patient’s preferences for medical care within the
spectrum of reasonable clinical options. The decision maker appointed to implement
the agreed-upon wishes (and perhaps the preferences themselves) can then be
recorded in an AD.?® The vision of ADs is that patient autonomy can be translated into
treatment decisions made by physicians and families on behalf of the incapable patient,
which reflect the decisions that the patient would have made for himself or herself.

ADs began as simple requests to avoid medial treatment that would prolong life in
undesirable conditions. However, they have evolved, becoming increasingly detailed
and specific, often containing patient preferences for a variety of medical treatments in
hypothetical medical scenarios.?* The activities leading up to the completion of an AD --
discussion of clinical circumstances and prognosis, understanding a patient’s goals in
this clinical context, and outlining plans for future care to approximate those goals --
constitute the process of advance care planning (ACP), which is central to end-of-life
decision making and AD completion. ACP, in its most advanced form, is a
comprehensive, ongoing, and holistic communication pattern between a physician and
his or her patient (or the patient’s designated proxy) about values, treatment



preferences, and goals of care.”?® ACP broadens the framework of ADs by
emphasizing not only decisions about whether to use a treatment but also by making
practical arrangements (e.g., anticipating treatment modalities to have them in place).
Additionally, ACP helps to identify what course serves the patient best and then outlines
specific steps to make that course more likely. Thus, ADs are not an end in
themselves; rather, these documents are most effective when incorporated into a
comprehensive ACP process®’?® and the patient’s goals are incorporated into the care
provided by the health care system to the patient.

This report examines the empirical evidence about the degree to which ADs and
ACP have met their intended goals. We explore what the medical literature reports
concerning the use of ADs and ACP, disparities among groups in their use, and
interventions to enhance the use and value of ADs and ACP.



II. TERMINOLOGY

There is some variation in the use of terminology concerning ADs, ACP and end-
of-life care, and this variation is at times a source of misunderstanding. Some of these
differences relate to words having specialized meanings in the context of end-of-life
care as well as due to geographic variation. Each state regulates the use of ADs
differently; statutes enacted at the state level often conflict in the definition of terms.
Relying largely on the terminology of the Uniform Health-Care Decisions Act (the 1993
federal legislation that encouraged making and enforcement of advance health care
directives and provided a means for making health care decisions for those who have
failed to do s0)?° and the Patient Self-Determination Act (PSDA),*® we will use the
following definitions:

e Advance health care directive or advance directive: A written instructional
health care directive and/or appointment of an agent, or a written refusal to
appoint an agent or execute a directive. Although the President’s Council on
Bioethics defines an AD as including verbal instructions,** we do not include
verbal instructions in the definition because this has not been the common use of
the term in the medical literature and it is inconsistent with some states’ AD laws.

e Agent: Anindividual designated in a legal document know as a power of
attorney for health care to make a health care decision for the individual granting
the power; also referred to in statute as durable power of attorney for health care,
attorney in fact, or health care representative.

e Individual instruction: An individual's direction concerning a health care
decision. This may be written or verbal describing goals for health care,
treatment preferences, or willingness to tolerate future health states.

e Instructional health care directive: Also referred to as a “living will”; a written
directive describing preferences or goals for health care, or treatment
preferences or willingness to tolerate health states, aimed at guiding future health
care.

e Advance care planning: The process of discussing, determining and/or
executing treatment directives and appointing a proxy decision maker.

e Proxy: Substitute decision maker.

e Surrogate: Proxy by default; a person who, by default, becomes the proxy
decision maker for an individual who has no appointed agent.

e Guardian: A judicially appointed guardian or conservator having authority to
make a health care decision for an individual.



Many see the appointment of an agent as more important than creating an
instructional health care directive because the latter cannot address all the changing
aspects of a health care situation whereas an agent can make decisions based on the
latest available information. In addition, the wording of instructional directives is often
problematic and it is difficult to address every possible circumstance that could arise in
some future medical state. All 50 states and the District of Columbia recognize the
appointment of an agent for health care decisions; however, three states do not have
laws a3l§thorizing instructional health care directives (Massachusetts, Michigan, and New
York).

ADs are employed to extend patient autonomy into the period in which the patient
has lost the ability to make decisions for him or herself. This is important because many
of the decisions toward the end of life are value-laden; meaning that they depend on an
individual's view of the value of specific health states and how treatments meet their
personal goals. ADs are implemented most often toward the end of life when decisions
about life-sustaining treatments must be made. Decisions often include which
treatments to employ or remove. A special set of terms is often used, which are defined
here modified from the Uniform Health-Care Decisions Act,? the National Hospice and
Palliative Care Organization®® and other sources:

e Artificial nutrition and hydration: Atrtificial nutrition and hydration (or tube
feeding) supplements or replaces ordinary eating and drinking by giving nutrients
and fluids through a tube placed directly into the stomach (gastrostomy tube or
G-tube), the upper intestine, or a vein.

e Capacity: Anindividual's ability to understand the significant benefits, risks, and
alternatives to proposed health care and to make and communicate a health care
decision. The term is frequently used interchangeably with competency but is
not the same. Competency is a legal status imposed by the court.

e Cardiopulmonary resuscitation: A group of treatments used when someone’s
heart and/or breathing stops. Cardiopulmonary resuscitation (CPR) is used in an
attempt to restart the heart and breathing. It usually consists of mouth-to-mouth
breathing and pressing on the chest to cause blood to circulate. Electric shock
and drugs also are used to restart or control the rhythm of the heart.

e Do not resuscitate order: A physician’s order written in a patient’s medical
record indicating that health care providers should not to attempt CPR in the
event of cardiac or respiratory arrest. In some regions, this order may be
transferable between medical venues. Also called a DNR (do not resuscitate)
order, a No CPR order, a DNAR (do not attempt resuscitation) order, and an
AND (allow natural death) order.



Intubation: Refers to "endotracheal intubation” the insertion of a tube through
the mouth or nose into the trachea (windpipe) to create and maintain an open
airway to assist breathing.

Life-sustaining treatment: Medical procedures that replace or support an
essential bodily function. Life-sustaining treatments include CPR, mechanical
ventilation, artificial nutrition and hydration, dialysis, and certain other treatments.

Mechanical ventilation: Treatment in which a mechanical ventilator supports or
replaces the function of the lungs. The ventilator is attached to a tube inserted in
the nose or mouth and down into the windpipe (or trachea). Mechanical
ventilation often is used to assist a person through a short-term problem or for
prolonged periods in which irreversible respiratory failure exists due to injuries to
the upper spinal cord or a progressive neurological disease.

Minimally conscious state: A neurological state characterized by inconsistent
but clearly discernible behavioral evidence of consciousness and distinguishable
from coma and a vegetative state by documenting the presence of specific
behavioral features not found in either of these conditions. Patients may evolve
to the minimally conscious state from coma or a vegetative state after acute brain
injury, or it may result from degenerative or congenital nervous system disorders.
This condition is often transient but may exist as a permanent outcome.**

Palliative care: Also called “comfort care,” a comprehensive approach to
treating serious illness that focuses on the physical, psychological, and spiritual
needs of the patient. Its goal is to achieve the best quality of life available to the
patient by relieving suffering, controlling pain and symptoms, and enabling the
patient to achieve maximum functional capacity. Respect for the patient's culture,
beliefs, and values is an essential component.

Patient Self-Determination Act: An amendment to the Omnibus Budget
Reconciliation Act of 1990, the law became effective December 1991 requiring
most United States hospitals, nursing homes, hospice programs, home health
agencies, and health maintenance organizations (HMOSs) to provide to adult
individuals, at the time of inpatient admission or enrollment, information about
their rights under state laws governing ADs, including: (1) the right to participate
in and direct their own health care decisions; (2) the right to accept or refuse
medical or surgical treatment; (3) the right to prepare an AD; and (4) information
on the provider’s policies that govern the utilization of these rights. The act
prohibits institutions from discriminating against a patient who does not have an
AD. The PSDA further requires institutions to document patient information and
provide ongoing community education on ADs.

Permanent vegetative state: A vegetative state is a clinical condition of
complete unawareness of the self and the environment accompanied by sleep-
wake cycles with either complete or partial preservation of hypothalamic and



brainstem autonomic functions. The persistent vegetative state is a vegetative
state present at one month after acute traumatic or nontraumatic brain injury, and
present for at least one month in degenerative/metabolic disorders or
developmental malformations. A permanent vegetative state (PVS) can be
diagnosed on clinical grounds with a high degree of medical certainty in most
adult and pediatric patients after careful, repeated neurologic examinations by a
physician competent in neurologic function assessment and diagnosis. A PVS
patient becomes permanently vegetative when the diagnosis of irreversibility can
be established with a high degree of clinical certainty (i.e., when the chance of
regaining consciousness is exceedingly rare).*

Withholding or withdrawing treatment: Forgoing or discontinuing life-
sustaining measures.



ITI. HISTORY OF ADVANCE DIRECTIVES/
ADVANCE CARE PLANNING

End-of-life issues have long been the focus of intense societal debate as providers,
medical ethicists, policy makers, legislators, and the public have considered essential
guestions concerning patient autonomy, quality of life at the end of life, and withdrawal
of life-sustaining treatments.> As far back as 1914, case law established the
requirement to obtain a patient’s consent for invasive medical procedures, based on the
right of self-determination.?’ Traditionally, health care ethics have largely been based
on professional authority and beneficence. Physicians made most patient care
decisions and focused primarily on cure or comfort. As medical technology advanced
(e.g., CPR and mechanical ventilators), the focus of care shifted to the more technically
feasible pursuit of sustaining life.

By the 1960s, patient and consumer rights movements, as well as hospice care
advocates, sought to free terminally ill patients from aggressive and ultimately futile life-
sustaining treatment through legal measures with the development of the earliest form
of AD, the “living will.” Living wills were designed to maintain the patient’s “voice” in
medical decision making and empower individuals to dictate the terms of their own
medical care at the end of life.?#%%%2

Initially, it was the states, rather than the Federal Government, that moved to give
legal support to living wills. In 1976, California passed the Natural Death Act, the first
law to give legal force to living wills; soon thereafter states passed legislation
authorizing proxy directives. In 1990, Congress enacted the PSDA,* requiring most
health care facilities to ask patients whether they had an AD; to provide written
information on rights to make treatment decisions to adult patients on admission or
enrollment to a health care facility; and to make AD forms available to patients who did
not have one.?* The PSDA was designed to acknowledge a patient’s right to either
refuse or accept medical treatment, empowering patients by safeguarding their
autonomy and preserving self-determination, protecting patients against maltreatment,
fostering communication between patients and their physicians, and protecting
physicians from litigation in end-of-life decision making.?%3"4344

Case law has generally upheld patient wishes as the main standard of appropriate
care. Interestingly, ground-breaking cases have, for the most part, involved young
women. For example, a pivotal case from 1975 involved Karen Ann Quinlan, a 21 year
old woman who, after cardiac arrest, was resuscitated but remained in a persistent
vegetative state. In 1976, the New Jersey Supreme Court granted her parents the right
to withdraw life-support, holding that an individual’s constitutional right to privacy
outweighed the state’s interest in preserving life.>*®> When the ventilator was removed,
Karen Ann Quinlan continued to breathe on her own and, sustained by tube feedings,
lived until 1985.%° Ethicists and many in the medical profession interpreted the court’s



decision as broad enough to encompass a patient’s decision to decline medical
treatment under certain circumstances.*

A case that further clarified legal authority in end-of-life decision making involved
Nancy Cruzan, age 32, who in 1983 was involved in an automobile accident that left her
in a persistent vegetative state. Years later, Cruzan’s parents concluded that their
daughter would never recover and that she would not have wanted to be kept alive in
her current state. The hospital refused to discontinue artificial nutrition and hydration
without a court order. A trial court issued the order but the Missouri Supreme Court
reversed the trial court decision on the basis that Ms. Cruzan’s parents were not entitled
to terminate her medical treatment in the absence of “clear and convincing evidence”
that this choice reflected her wishes. A seven-year court battle reached the Supreme
Court,*® which ruled that, while Cruzan had the right to refuse tube feedings, the state
could demand clear and convincing evidence that this was her expressed desire on the
basis that a state may constitutionally set high barriers for decisions to withdraw food
and water from incompetent patients when the patients have not spoken clearly
themselves.

Today, ACP and ADs, which are recognized in some form throughout the United
States, are widely accepted not only as a way to identify preferences for life-sustaining
care for use when patients have lost decision making ability but also as a general
framework for decision making near the end of life.2%4748:49



IV. ETHICAL ISSUES IN ADVANCE
DIRECTIVES AND ADVANCE CARE PLANNING

Patient autonomy and individual choice are core values in Western bioethics and
important components of end-of-life decision making.>*>* As such, ensuring the
centrality of the patient’'s and the family’s voice in medical decision making and honoring
patient preferences for end-of-life care are key goals in patient and family-centered
care, 1012131452335 Vst ethicists agree that the principle of patient autonomy can be
translated into the actions of protecting and promoting patients’ ability to make informed
decisions resulting, ideally, from capable and uninfluenced deliberation. In this context,
medical procedures should be provided to patients only if the procedures are
reasonably likely to achieve the patient’s goals.> In situations where aggressive
therapeutic interventions will not or have ceased to be effective to reach the goals of the
patient, care should shift to other interventions including palliative care. These goals
should include consideration of the psychosocial and spiritual interests of the patient.>®

ADs are a tool to implement patient autonomy -- nearly always toward the end of
life -- for patients who have lost the capacity to make decisions for themselves. The AD
may derive from the process of ACP in which patients (and their families) receive
information about a patient’s clinical condition and consider the patient’s values and
goals in order to guide clinicians in their duty to act in the patient’s best interest. This
interactive process is revisited at critical junctures in the patient’s care, when prognosis
changes and when desired by patients and proxies. Essential to this process is
communication between patient/family and clinician. The content of information, the
way in which the information is provided, and continuity are critical to the ACP process.
In its optimal form, ACP is a series of interactions in which patients come to expect that
they will be fully informed of their clinical status and have direct input into significant
decisions, families -- to the extent desired by patients -- are aware of patient decisions
and the values on which they are based, and providers become well versed in patients’
values and how they connect to treatment preferences and decisions. In this context,
providers can analyze clinical circumstances in the context of patients’ goals and
communicate to patients recommendations about care decisions that patients and
families can accept or reject.

An obstacle to decision making toward the end of life arises when families (or
rarely patients) desire care of greater aggressiveness then is deemed warranted by
providers. This often occurs in the setting of mistrust or disagreement over prognosis.
Other times, conflict centers on families desiring life-sustaining treatment in
compromised health states (e.g., PVS) for which providers find such treatment to be
inappropriate. These situations are most commonly the result of poor early patient-
provider communication and ACP.>® Rarely, these conflicts are the result of
philosophical or religious differences that result in providers implementing what they
perceive to be “futile” care. Providers may respond to this situation by attempting to
reduce the influence of patient/family preferences on care decisions. Under these



circumstances, the lack of socially-held values on the overall goals of medicine and
what is futile care, may hamper ACP.

A number of mechanisms to facilitate ACP have been suggested. These include
detailed elicitation of patient preferences for medical treatments under a variety of
conditions,>” exploration of patient values in construction of approaches to care,”® and
mechanisms to facilitate discussion and specification of a proxy.>® These issues are
discussed more fully in Section VI.B. These mechanisms include the following steps,
each of which is necessary if an AD is to have an impact on medical

Care:20'21'37'43'47'50'60'61

e The patient, informed by ACP conversations with one’s provider, considers proxy
specification and goals of care.

e Optimally, the proxy participates in the ACP conference.

e The AD is completed with proxy specification and a description of goals or
desired treatments.

e The AD is available to clinicians and proxy.

e The patient’s preferences or goals, as reflected in the AD, are accurately
interpreted and applied to the clinical situation.

e The proxy and provider honor the patient’s choices in fashioning and
implementing the care plan.

Still, a number of practical limitations to the use of ADs and ACP have been
identified,***"°%>>®% including:

 Patients have difficulty predicting their future treatment preferences.*

e AD documents provide guidance for only a limited set of future medical
possibilities.®?

e Proxy decision makers may have difficulty converting patients’ documented
treatment preferences into clinical decisions.?*%

e Preferences for life-sustaining treatment appear to depend on the context in
which they are made.**

e Some patients have limited desire to exert specific control over end-of-life

medical decision making and would prefer instead to leave future specific
decisions to their families or physicians.?"®®
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e Expressed preferences may be subjugated to physician influence concerning the
clinical appropriateness of life-sustaining treatment,®®°"%

The ethical framework that underpins ADs and proxy decision making is a
hierarchy in which the patient’s own choices dominate, and, if these are not known, the
proxy’s application of the patient’s values to reach a decision guides care. This
“substituted judgment” is based on knowledge of the patient’s goals, on the patient’s
prior behavior, or on discussions with the patient about preferences. A major goal of
ACP is to help proxies understand this. Too commonly, the proxy is unable to render a
substituted judgment and must make a best-interest decision on the patient’s behalf.
Thus, the proxy’s primary role is to support patient autonomy by attempting to work with
clinicians to have medical care achieve the goals of the patient, if these are possible
given the clinical circumstances. Because expressed preferences often do not match
clinicgg circumstances, goals of care are often more malleable in directing medical
care.

Empirical studies suggest that the patient-proxy relationship exists on a contractual
to covenantal continuum: disease trajectory, clarity of prognosis, and the clarity and
type of patient instructions affect whether proxies are to simply heed patient wishes or
need to participate actively in decision making.” Several studies have shown that
some patients prefer that proxies make decisions based on what they think is best
rather than based on what the patients would have wanted at the end of life.*”"*

Using ADs to extend patient autonomy requires that clinicians know when patients
lose capacity (or decision making ability) in order to invoke the AD. This skill must be
coupled with the realization that capacity may wax and wane and variable levels of
capacity may be required for different decisions. In practice, decision making capacity
is often assessed informally or inconsistently’? and there are many misconceptions
about capacity in a clinical context.”® There is little consensus or clinically relevant
empirical data about how to assess a person’s level of understanding of specific
treatment decisions.”* Furthermore, there is a need to explore how and in what ways
elements of ADs and treatment choices need to be modified to allow greater
participation of cognitively impaired patients.

Despite the plethora of practical obstacles, from an ethical perspective, it is
imperative that ACP be carried out to the best abilities of providers, patients and
families. Without knowledge of the patient’s goals to guide care, default medical care
often ends up being "everything that can be done" or not as much as might usefully be
done, neither of which serves the patient well.

11



V. METHODS

In preparation for a National Institutes of Health State of the Science Conference
on "Improving End of Life Care" in December 2004, RAND conducted a systematic
review of the evidence published between 1990 and 2004 regarding the effectiveness of
interventions, including ADs and ACP, for improving end-of-life outcomes.” The 2004
review was conducted for the National Institute for Nursing Research (NINR) and the
Agency for Healthcare Research and Quality (AHRQ). In this report, we update the
systematic review to include the period 2004-2007 and incorporate new topic areas for
the period 2000-2007 not included in the original review.

We address the following questions:

e What does the literature say about the utility, feasibility, ethical issues, and
success of implementation of ADs and ACP for a diverse array of patient
populations and across health care settings?

e What are the salient considerations necessary to more widely apply ADs in
vulnerable populations, such as the cognitively or physically disabled, and in
determining what will be a wise course for policy development?

e What are the salient legal considerations regarding the wider promotion of
ADs/ACP?

e What are the potential methods that can be used to promote and document ADs
more widely (including the role of health information technology (HIT) and social
marketing)?

RAND searched the traditional health literature databases (e.g., MEDLINE,
LOCATORplus, Lexus Nexus, CINAHL, EconLit, Psychinfo, and Wilson Select Plus) for
relevant publications. These articles involved human subjects, but did not include
individual case reports. To update the original systematic review, we conducted a
literature search of articles published in peer-reviewed journals in the United States
between 2004 and 2007. We used the literature, search criteria, search terms,
protocols, evaluation methods, and materials developed for the original NINR/AHRQ
review.

We conducted a separate search of the literature from 2000 to 2007 to identify
systematic reviews, randomized or clinical controlled trials, epidemiologic studies, and
gualitative studies related to additional topics not addressed in the original review,
including legal/policy issues in ADs/ACP; HIT and ADs/ACP; intellectual/physical
disabilities and ADs/ACP; and social marketing/public engagement and ADs/ACP.

12



Our main search strategy, described in detail in Appendix A, included a list of
terms intended to identify all research publications, within the time period specified,
associated with ADs/ACP and with the following topics:

e Palliative or end-of-life care.

e Global and specific satisfaction with ADs/ACP.

e Measures and measurement.

e Patient, family/caregiver, and health system factors.
e State legislation, policy, or regulations.

e Legal considerations.

e HIT and ADs/ACP.

Additional resources included the Database of Reviews of Effects, the National
Consensus Project for Palliative Care, and where specifically relevant, Health Canada.
Each systematic review or intervention/observation study was reviewed by at least one
project member for relevance and if relevant was summarized and included in this
report. The evidence reviewed for this report is organized as follows:

A. Use of ADs and ACP.
B. Interventions to increase use of ADs and ACP.

C. ADs and ACP among disabled persons.

D. Interventions to improve AD completion and ACP including HIT, social marketing,
and legislation/policy.

E. Outcomes of ADs and ACP.

13



VL. LITERATURE REVIEW RESULTS

ADs were instituted in response to the perception that care toward the end of life
needed to better reflect patient wishes. ACP and ADs were intended to translate the
fundamental values of biomedical ethics into bedside care, which was dramatically
transformed by the technological breakthroughs of the 1960s though 1980s. The
variety of efforts to promote ADs and ACP has been extensively evaluated. Despite two
decades of legislation and advocacy, studies show that AD completion rates are
low?0:42:37:38.43.48.76:81 g that these documents often do not drive care.®? A variety of
interventions have been undertaken, most of which have not been successful in altering
care. Certain groups of individuals and venues of care have been particularly resistant
to the penetration of ACP and ADs. However, some regional efforts have demonstrated
social change, including changes in expectations, and integration of ACP and ADs into
care across venues, improving the match of technological care with patient goals. This
section summarizes the data concerning AD and ACP use and its effect on care,
interventions to increase ACP and AD use, ACP and AD use among disabled persons,
and potential mechanisms of improving ACP and AD use.

A. Use of Advance Directives and Advance Care Planning

1. Overview. Despite the institutionalization of ADs in state and federal law and
widespread public support for ACP from healthy and ill populations as well as the
medical community, the accumulated evidence shows that adoption of ADs is low. Most
of the literature suggests that between 18% and 30% of Americans have completed an
AD 202231384348 7581 pcytely ill individuals, a group for which ADs are particularly
relevant, complete ADs at rates only slightly higher than the healthy population.®*%* At
most only one in three chronically ill individuals in the community have completed ADs
(e.g., 35% in dialysis patients; 32% in chronic obstructive pulmonary disease (COPD)
patients).?>8

Patient factors associated with desire for end-of-life planning information and
completion of an AD include older age, greater disease burden, White race; higher
socio-economic status; knowledge about ADs or end-of-life treatment options; a positive
attitude toward end-of-life discussions; a long-standing relationship with a primary care
physician; and whether the patient’s physician has an AD.”>®” The evidence is mixed
regarding the relationship of patient health status and AD completion or end-of-life
planning discussion.®®%° Care planning differs by clinical environment (e.g., intensive
care unit (ICU) versus outpatient settings), medical condition (e.g., cancer versus heart
failure) and acuity of illness.”%:91:92

2. Venue of care. ADs and ACP, by design, should have their greatest impact in
the hospital and ICU settings. However, the literature suggests that the effect in high-
technology medical settings has been modest. A structured literature review of the use
of ADs®? found that less than 50% of severely or terminally ill patients had an AD in their
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medical record. Additionally, between 65% and 76% of physicians whose patients had
an AD were unaware of its existence. Having an instructional health care directive did
not increase documentation of preferences in the medical record and ADs often were
not considered applicable until the patient was incapacitated or “absolutely, hopelessly
ill.” Most providers and families waited until the patient was actively dying before
preferences were invoked to direct withholding or withdrawing of life-sustaining
treatments. The report also found that proxies often were not present or too
overwrought to make decisions and that providers tended to predict patient preferences
that reflected under-treatment relative to patient wishes. On the contrary, proxies
tended to predict treatment preferences that were more aggressive then patients would
have wanted. In a separate study that included medical record evaluation after patient
death, the authors found that 55% of patients with cancer have ADs but only 14-24% of
severely or terminally ill persons without cancer had an AD.”

Itis in the ICU, where most aggressive care is provided, that ADs and ACP appear
to have a particularly weak effect. The majority of deaths in the ICU involve
resuscitation or withholding or withdrawing life-sustaining treatment.”® The condition of
patients receiving care in the ICU and the complexity of care patterns often makes it
difficult to determine patients’ preferences and values. Enthusiasm for technology and
cure by patients, families and providers often overshadows consideration of patient’s
wishes, quality of life, and assessment of treatment burden versus treatment benefit.**

A review by Thelen® found contradictory evidence regarding the impact of proxy
knowledge of patient preferences on end-of-life care in the ICU: some studies show that
family awareness of patient preferences (written or verbal) influenced decision
making®°® while others did not.297:9899.100.101 Ba4q597 systematic review of decision
making in the ICU found that decision making often was confused regarding what was
appropriate care for dying patients and commonly included inadequate communication.
Disagreement between patients, families and caregivers regarding use of life-sustaining
treatment was common.

There are approximately 1.6 million residents in the 18,000 nursing homes in the
United States.'®® Most long-stay nursing home residents are frail, cognitively and
physically impaired elders who have compromised decision making capability.**®
Approximately 30% of residents die within six months of nursing home admission.***
Decisions about transferring residents to hospitals for more intensive interventions are
common -- more than 25% of nursing home residents are transferred to an acute
hospital each year.’®® End-of-life planning for residents often focuses on feeding tubes
and antibiotics.'®*1%13 Although many caregivers believe that palliation is the
appropriate goal of care for older nursing home patients with functional and cognitive
deficits, terminal care provided to persons residing in a nursing homes is often not so
oriented.” #4115

ADs are completed more often in nursing homes then in other health care

venues.'®7" A systematic review of end-of-life care in nursing homes (1995-2002)
found that the number of nursing home residents with discussions of treatment wishes
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increased after the PSDA.*® Others found that between 60% and 70% of nursing home
residents have some form of AD; however most documents did not contain treatment
decisions.’?*? Using nursing home assessment data, Suri et al.*** found that only
11% of residents had ADs and only 17% had a DNR order on admission and only 6% of
those without an AD completed a document after admission. Use of ADs varied by the
resident’s race and cognitive and physical function. Another study found that AD use
was greater in urban then rural nursing homes.**? AD use has been associated with
various nursing home organizational characteristics; nursing homes with more full-time
equivalent nursing staff per resident demonstrated greater AD completion rates while
for-pr(gi?:[ status and higher Medicaid census were associated with lower completion
rates.

Concerning patient factors, Lambert et al."* found that older persons in long-term
care tended to base AD decisions on information gathered from personal experiences
with death and illness and obtained little information from professionals or the media.
Instead, elders relied on spiritual, emotional and social considerations. Rurup et al.*?®
found that differences in religious beliefs and the provider’s perspective of the nursing
home resident resulted in different attitudes about end-of-life care decisions. White**®
found that the stress of moving to a nursing home, the health status of the resident,
concern for others, age, and residents’ understanding of ADs all influenced AD
completion on admission to a nursing home. Dobalian'?’ found that the percentage of
nursing home residents who had AD care plans varied substantially by residents’ age,
ethnicity and income. Racial and ethnic minorities were less likely to have advance
care plans than Whites; nursing home residents with less daily contact with friends or
relatives and lower household income were less likely to have DNR orders or life-
sustaining treatment restrictions in place.

Travis et al.'*® examined patterns of care during the last year of life for a group of
nursing home residents and found that while most residents died receiving palliative
care, their progression toward a palliative care plan was often slowed by indecision or
inaction on the part of key decision makers and sometimes interrupted by aggressive
acute care until the last few days of life. Transfer across sites of care is common near
the end of life, with approximately 25-30% of Americans cared for in three or more
settings (home, hospital, nursing home) in their last months of life 129130131.132133 pying
patients, in particular, are at risk for transitions across settings.*** One of the goals of
ADs is to help clinicians in different care settings provide care that is consistent with the
patient’s wishes.

3. The role of culture, race, and ethnicity in advance directive use and advance
care planning. There has been considerable attention to knowledge and attitudes about
and completion of ADs and ACP among racial or ethnic minority groups in the United
States. Studies tend to find that some race/ethnicity groups, such as African-
Americans, are less likely to engage in ACP or complete ADs, but results across studies
are mixed. While most studies have found that African-Americans and Hispanics are
less likely then Whites to complete ADs and are less likely to specify that life-sustaining
treatments be withheld or withdrawn in these documents,”®*3>*4! other research
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suggests that African-American and Hispanic adults are just as likely as Whites to have
an AD.142'143'144

Morrison and Meier**® surveyed 700 adults 60 years or older from 34 randomly
selected senior centers in New York to determine AD use and willingness to engage in
ACP among healthy and ill White, African-American and Hispanic populations. More
than 80% of respondents reported being comfortable talking to their physician about
ACP and said that they would like to have a conversation about end-of-life care. There
were no significant differences in completion rates across the three racial/ethnic groups.
Thirty-five percent of participants had completed a health care proxy, comparable to
completion rates in White populations found in other studies. However, Hispanic
respondents, compared to Whites and African-Americans, were more likely to want their
physician or family member to initiate these discussions; were more likely to value
collective decision making rather than individual family decision making; and were more
likely to worry that they would not be treated “as well” as others or that physicians might
prematurely discontinue life-support if they made decisions for less aggressive care.
Perkins et al.**® interviewed European, African, and Mexican-American community-
dwelling adults and found that while all groups agreed with the idea of end-of-life
planning, Mexican-Americans and African-Americans were less receptive to the need
for an AD. Blackhall et al.,**° in a study of 800 older White, African-American, Mexican-
American, and Korean-American adults found that ethnicity was strongly related to
preferences for life-sustaining technology in terminal iliness, but the relationship
between ethnicity and preferences was complex. Whites were the least likely to want
life-support, whereas Mexican-Americans were more likely to want it. Korean-
Americans were more positive about the use of life-sustaining treatment than Whites but
did not want such technology used personally. African-Americans generally felt it was
acceptable to withhold and withdraw life-support, but were the most likely to want to be
kept alive on such treatment.

Kwak and Haley**’ reviewed 33 empirical studies investigating racial/ethnic
variation in end-of-life decision making and found that non-White groups had less
knowledge about ADs and were less likely than Whites to support the use of ADs.
There were various reasons for these views: African-Americans were found to more
often prefer the use of life-support; Asians and Hispanics were more likely to desire
family-centered decision making (rather then an autonomy-based model); and
Hispanics were less likely to believe their actions could change the future and were
more concerned that life-sustaining treatments would be withdrawn prematurely.
Similar results were found in a qualitative study by Shrank et al.**® In the nursing home,
African-Americans were found to be about one-third as likely to have an AD as Whites,
even after controlling for health and other demographic factors. 48149

Limited uptake of ADs in the African-American population has been attributed to
distrust of the medical care system and the unfavorable reaction to the concept of ADs.
Some researchers argue that cultural differences in AD completion rates are not
grounded in racial/ethnic differences, but are based in economics and that failure to
execute an AD is based on a differing set of beliefs relative to the dying process.**°
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This perspective views race and ethnicity as surrogates for economic and educational
differences in access to health care.’™ Yet, other research has shown that when socio-
economic factors are taken into consideration, minority groups still tend to express
different preferences than Whites for end-of-life care.'*®

Differences in minority compared to non-minority views on ADs have been found to
include spiritual concerns, cultural concerns, and individualization -- that is, each person
should be considered unique, and therefore, the circumstances of their death are
unique and their wishes and needs should not be stereotyped based on culture.*>?
Johnson et al.*® reviewed literature published between 1966 and 2003 to explore
spiritual beliefs that may influence the treatment preferences of African-Americans.
They found two commonly overlapping themes: the belief that only God has the power
to decide life-and-death and a belief in divine intervention or miracles. Consistent with
studies noted above, African-Americans were more likely than Whites to favor life-
sustaining treatments regardless of illness severity and less likely to complete an AD.
Similarly, True et al.”>* examined differences between African-American and White
patients with cancer regarding spirituality and found that African-Americans were more
likely to report using their spirituality to cope with their cancer as compared to their
White counterparts, and patients who reported a belief in divine intervention were less
likely to have a living will.

Some research suggests that ADs, as currently constituted, are not compatible
with the cultural traditions of some patients.**'*® Searight et al.**® identified three basic
dimensions of end-of-life care that vary culturally: communication of “bad news,” locus
of decision making, and attitudes towards ADs and end-of-life care. Some evidence
suggests that Hispanic, Asian, Chinese, Pakistani, and Native-American communities
prefer to avoid the emotional and physical stress caused by addressing end-of-life
issues, and family members actively protect the terminally ill from knowledge of their
condition. In terms of decision making, relative to persons of African-American or
European decent, Korean and Mexican-Americans appear more likely to consider family
members, rather than the patient alone, as holding the decision making power regarding
life-support. In Asian cultures, family-based medical decisions are a function of an
orientation towards the extended family, rather than the patient’s self-interest.®* lllness
is considered a “family event” rather than an individual occurrence.

An additional factor associated with less AD use among persons in minority groups
may include poor communication between White health care providers and racial/ethnic
minority patients for whom English is a second language.** However, there is little
evidence of racial/ethnic differences in satisfaction with or expectations about
ACP.21'75'156

4. Role of patient/provider communication in advance directive use. Many see
ADs as a mechanism to help physicians and patients begin to talk about end-of-life
care.'®*” However, discussion about ADs requires an emphasis on anticipatory
planning and communication research reveals that physicians typically spend little time
(less than one minute out of a 20 minute visit) discussing treatment and planning.*®
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Although initiation of ACP is viewed as the responsibility of the physician, conveying
prognosis and treatment information is widely regarded as a difficult task for health care
providers. Breaking bad news is difficult for many physicians.**®

How clinicians talk with patients about end-of-life care does matter. Fried et
al.**%%! identified three major informational influences on patient decision making
concerning treatment preferences: treatment burden, treatment outcome, and the
likelihood of the outcome (recognizing that patients’ valuations of outcomes may change
over time). For some patients, treatment burden would be bearable if the treatment
outcome was desirable, but patients were less willing to endure perceived burden for
marginal outcomes. Certain outcomes were so unacceptable that they determined
preferences regardless of burden. However, some participants’ responses revealed
that their willingness to tolerate adverse outcomes may increase as their illness
progresses. A number of studies have found that older patients are more interested in
discussing the outcomes of serious illnesses (specifically how various illness and
treatments might affect their valued life activities) than specifying desired medical
interventions.'®® These findings suggest that patient-centered approaches to end-of-life
planning should incorporate consideration of both treatment burdens and treatment
outcomes, including the likelihood of these outcomes.

Barriers to physician-initiated AD discussions and referral to palliative or hospice
care include clinicians’ reluctance to discuss these matters because they are
uncomfortable or lack familiarity with suitable alternatives to aggressive treatment, lack
of time for these discussions, belief that patients and families do not want such
discussions, association of palliative care or hospice with death, and the belief that ADs
and ACP discussions are not needed,!0163:164.165.166.167

Providers receive little formal training in these areas, and conducting ACP
discussions is complex.*®®*° Most health care professionals do not think that their
training or clinical experience has prepared them well to help patients and families at
the end of life. 9167 170171172173 A g pstantial literature documents serious deficiencies
in end-of-life care education during medical school and residency training in the United
States'’*'"® and large proportions of medical professionals and nurses report feeling
unprepared for end-of-life discussions, such as breaking bad news, addressing patients’
emotional concerns, and discussing patients’ preferences for life-sustaining
treatment,}70171173176.177.178.179 gayeral studies examined the competency of medical
professionals and residents to conduct end-of-life discussions. Most accepted a
professional responsibility to care for dying patients, but the majority felt unprepared to
address end-of-life planning, conduct end-of-life discussions, manage their feelings
about a patient's death, and help bereaved families.*’*8%-182

Moreover, as noted above in Section VI.A.3, not all patients want to entertain ACP
discussions. Clayton et al.*®? examined the attitudes of terminally ill patients, and their
caregivers and providers about how, with whom, and when discussions about prognosis
and end-of-life issues should be initiated with dying patients. They found disparate
views among respondents about the optimal timing, substance, and context for these
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discussions. Patients and families identified five elements as essential for these
discussions:

Feeling comfortable with the health care provider.

Feeling that the provider showed compassion and respect for the patient.

Having the provider clarify the degree of detail that patients/caregivers wanted.

Negotiating who should be present during the discussion.

Involving their continuity physician in the discussion.

Curtis et al.'®® asked patients with severe COPD to rate their satisfaction with
communication with their physicians and found that patients rated physicians highly at
listening and answering questions but reported that most physicians did not address
how long the patients had to live, what dying might be like, or patients’ spiritual needs.

Patients, families and clinicians may inadvertently collude to avoid mentioning
death, dying, or planning for the end of life.***®* As a result, providers frequently
misunderstand a patient’s end-of-life preferences®”***% or tend not to follow instructions
specified in an AD.*®® Even when AD discussions do take place, studies suggest that
clinicians do an inadequate job of communicating with patients and families or providing
relevant information in understandable form.*®®> For example, Fried et al.'®* examined
agreement between patients, caregivers, and clinicians regarding prognosis
communication and found that in 46% of patient/clinician and 34% of caregiver/clinician
pairs, the clinician reported having informed the patient that he or she had a life-
threatening condition, whereas the patient or caregiver reported no such discussion. In
23% of patient/clinician and 30% of patient/caregiver pairs, the clinician reported
discussing an approximate life expectancy, whereas the patient or caregiver reported no
such discussion. Of the patients who reported no life expectancy discussion, 40%
reported that they did not want this discussion. In addition, patients and families recall
only a fraction of the information physicians transmit, and the evidence suggests that
some patients do not desire detailed information.*8"9?

5. Stability of and proxy understanding of patient preferences. In order for ADs to
direct medical care according to patients’ desires, the preferences contained in these
documents must reflect patients’ wishes. Because ADs are static documents, the
stability of patient preferences concerning end-of-life care is important. Several studies
have demonstrated modest stability in preferences over periods of up to two
years. 23183193194 other studies found that patients’ preferences changed enough during
the progression of an illness that ongoing discussion and updating of preferences was
needed.’®!*® The manner in which treatment information is presented can influence
patient decision making, so discussion factors may affect the stability of
preferences.’*” 198199 Moreover, research suggests that changes in patient preferences
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are associated with specific illness events, disease progression, and patient
characteristics as well as end-of-life discussions.?*4388:200.201.202

McParland et al.’®® examined stability of patient preferences over time for nursing
home residents and found that preferences regarding CPR and parenteral and enteral
nutrition changed over both 12 and 24 month follow-up, but only degree of change in
cognitive status proved to be predictive of these changes. Ditto et al.** longitudinally
examined stability of patient preferences for life-sustaining treatments in a sample of
hospitalized elders and found that treatment preferences showed a significant
“hospitalization dip.” Respondents reported less desire to receive life-sustaining
treatments at the recovery interview than they did at the annual interview conducted
before hospitalization. However, the desire for life-sustaining treatment returned to near
pre-hospitalization levels at the annual interview conducted several months after
hospitalization. This dip was more pronounced in preferences for CPR and artificial
nutrition and hydration than in preferences for less invasive treatments, suggesting that
preferences for life-sustaining treatment are dependent on the context in which they are
made -- individuals may express different treatment preferences when they are healthy
than when they are |ll.

The accuracy with which proxy decision makers can predict patient end-of-life
treatment preferences has been shown to vary considerably.**®* However, much of this
research has used hypothetical scenarios of future health care decision making versus
rigorous investigations of actual practice.

Although ADs do not necessarily depend on a proxy’s ability to know patient
preferences, part of the goal of ADs and ACP in general is for surrogates to better
understand how patient goals and preferences would guide medical decision making
toward the end of life. However, observational studies suggest that families rarely
reliably know enough about illnesses and treatments to make “informed decisions,” and
find it hard to “imagine ahead” to anticipate how patient preferences might change over
time. Shalowitz et al.?> reviewed 16 studies examining patient/proxy correspondence
in terminally ill patients, hospital outpatients, and community-dwelling chronically ill
elders. They found that patient-designated proxies and next-of-kin surrogates correctly
predicted patients’ end-of-life treatment preferences in two-thirds of cases (68%
accuracy). Proxies were most accurate in predicting preferences in the context of the
patient’s current health (versus hypothetical scenarios); predictions were least accurate
for patients with dementia or stroke. When proxies erred in predicting patients’
preferences, they tended to provide interventions that the patient did not want,?°+2°%:2%
although this was not consistent across all studies.?®”** There was no difference in
accuracy in studies comparing patient-designated proxies with legally-assigned proxies.
Four studies found that proxies predict patients’ preferences more accurately than do
physicians.?°0207:211212 Tyg studies assessed whether discussion of patients’ treatment
preferences improved proxy accuracy and found conflicting results.®®%°

6. Barriers to advance directive completion. Although older adults and those with
serious illnesses seem willing to participate in end-of-life planning,*®® a significant
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proportion of patients do not fully understand their options concerning end-of-life
care.?® Knowledge of ADs alone does not increase their use, and a majority of patients
who are aware of ADs do not complete a document.**#” A wide variety of obstacles
impede ACP and AD completion,®>?'8 including the following:

e Inadequate knowledge about ADs and how to complete one.

e Perception that ADs are difficult to execute.?*

e Perception that even if completed, AD statements will not be followed by
clinicians.

e Reluctance to broach the issue of “death” and end-of-life planning.

e View that an AD is unnecessary because one’s family or provider will “know”
what to do.

e Perception that ADs are important for others, but not for themselves.*®

An additional barrier to AD completion appears to be the inflexibility of the
documents. While many patients would welcome discussions about end-of-life planning
with their clinicians, they would prefer to delegate decision making authority to proxies
rather than make rigid decisions now for complex decision making in the future.®
Others are willing to state a preference in an AD, but are willing to let a proxy overrule
that decision at a future time.”

B. Interventions to Increase Advance Directives and Advance Care
Planning

Efforts to increase AD completion have primarily been patient and/or provider
educational interventions.?° Early consumer education interventions included studies
assessing how AD completion was affected by providing written AD materials alone,
written AD materials with single educational sessions, or AD materials and/or
educational sessions with limited provider guidance or follow-up. Lorenz et al.”
conducted a systematic review of the literature (1990-2004) to assess the evidence
concerning interventions to improve palliative and end-of-life care, including AD
interventions. Simple, single-component consumer education interventions designed to
increase knowledge of, or completion of, ADs were mostly unsuccessful, or were only
modestly successful. Single-component interventions tended to result in low AD
completion rates, especially for interventions without an educational component or for
mailed forms alone.””?%02#1:222223 Fyrthermore, few of these educational interventions
were shown to decrease the use of life-sustaining treatments. Studies of more
structured and/or “facilitated” end-of-life planning interventions with healthy, chronically
ill, and seriously ill ambulatory geriatric patients and their caregivers demonstrated more
promising, though modest, results.”?** Interventions were more successful when
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severely ill patients were targeted and when multi-component, longitudinal approaches
were used -- that is, interventions using educational materials combined with repeated
treatment preference discussions during clinical encounters over time and with
enhanced accessibility of the documentation of patient wishes, when needed. Only
multi-faceted interventions (e.g., education in combination with reminders and
performance feedback) increased the frequency of physician-initiated AD discussions
with patients.??

Guo and Harstall**® conducted a systematic review of the literature (1994-2001) on
AD consumer education interventions and found similar results: modest increases in
completed ADs using simple interventions (e.g., written materials alone, materials with
educational videotapes, and physician-initiated discussions) while more comprehensive
interventions (e.g., an education session plus telephone reminder or an interactive
seminar) yielded higher AD completion rates of 30-40%. A comprehensive and
complex education intervention, the Let Me Decide program that incorporated a multi-
faceted educational approach, increased completion rates by 45%. In this intervention,
hospital and nursing home staff and nursing home residents and their families were
educated about ADs, and documents were offered in the context of a specific
intervention designed to elicit preferences.

Interventions to improve provider communication skills have had mixed results.
Some show little effect, while other interventions have increased participants’
knowledge, skills, and attitudes related to end-of-life care.””**> One study of fellows
completing a geriatric medicine rotation focused on end-of-life care found increased
physician-reported preparation for care for dying patients.”** Song®** and Walsh et
al.® reviewed the literature on “breaking bad news” and AD discussion delivery
methods with healthy and ill elderly, including the Study to Understand Prognoses and
Preferences for Outcomes and Risks of Treatments (SUPPORT), and found that end-of-
life discussions contributed to increased patient satisfaction with patient/provider
communication. They found no evidence of negative psychological adjustment or
affective outcomes from these discussions. A controlled trial of preference elicitation
and AD completion with patients awaiting cardiac surgery did not find increased anxiety
among patients or family members but did find increased congruence between patients
and their families concerning preferences.?®

In the nursing home setting, several interventions to improve care at the end of life
have used trained facilitators (e.g., non-physicians, nurses, or social workers) and
structured AD discussion guides to improve concordance between nursing home
resident’s stated preferences and the care received. More detailed and meaningful ADs
in nursing homes were achieved with more and focused discussion.'93199237:238 | 5
randomized controlled trial conducted in six nursing homes from 1994-1998, 1,292
residents were evaluated for utilization and satisfaction with health care over 18 months.
Forty-nine percent of residents in intervention nursing homes and 78% of families of
incompetent residents completed ADs. Satisfaction was not significantly different in
intervention and control nursing homes, but intervention nursing homes reported fewer
hospitalizations per resident (mean, 0.27 vs. 0.48; p=0.001) and less resource use
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(average total cost per patient) than control nursing homes. Mortality was similar
between intervention and control nursing homes (24% vs. 28%, p=0.20).%*°

Numerous other models of interventions to increase AD use have been described,
including:

e Efforts to increase patient/family/provider shared decision making.***
e Discussion guides for clarifying values.?*

e Structured and/or facilitated ACP programs or care coordination models
incorporating ACP.16’100’166'241'242'243'244

e Flexible decision making models such as using ADs as a basis for extrapolation
and interpretation rather than simplistic application of prior preferences to real-
time decisions.’"?%

e Open-ended, process-based approaches for reaching agreement for future
decisions.?*®

e ACP materials that utilize open-ended questions and follow-up to elicit a patient’s
concerns, goals, and values.'®’

e AD materials that aim to make completion easy for patients and families working
alone 3224

e Peer mentoring models.®

e Comprehensive interventions targeted at community-dwelling elderly.?*®

An interesting AD intervention tested the use of five educational booklets designed
to improve end-of-life knowledge, attitudes, and practices in a multi-ethnic sample of
family caregivers of well, homebound, and institutionalized elders.?*® At the three-
month follow-up, there were small improvements in AD completion rates and significant
increases in proportions of caregivers with funeral or burial plans and willingness to
consider hospice. Schwartz et al.?** evaluated the Respecting Choices AD program, in
which nurses and social workers facilitated AD discussions with patients and caregivers.
They found greater congruence in caregivers’ understanding of patients’ preferences,
less willingness to undergo life-sustaining treatment for a new serious medical problem,
but more willingness to receive such treatments for an incurable progressive disease in
the intervention groups relative to the control groups. Shorr et al.??? evaluated whether
administrative prompts or mandatory educational interventions increased
documentation of physician-initiated end-of-life discussions with seriously ill patients.
They found no difference between baseline and three-year follow-up in ACP
discussions (35% at baseline and 34% at follow-up) or DNR orders (29% baseline vs.
27% follow-up). Overall, the research indicates that multi-component, longitudinal
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educational interventions modestly increase AD completion rate and moderately
increase medical record documentation, but more sophisticated technigues are needed
to motivate physicians and patients to initiate ACP discussions and to induce patients to
complete an AD.”™

More intensive and community-wide interventions that involve collaborative ACP
mechanisms have demonstrated more positive results.®3106:242:250.51.252 £qr axample,
Hammes and Rooney?*? conducted a retrospective study of all adult decedents residing
in a defined geographic area who died while under the care of health care organizations
participating in a comprehensive, systematic community-wide AD education program
(Respecting Your Choices). They found that the prevalence of ADs increased from
15% to 85% during the intervention and that the median time between AD
documentation and death was 1.2 years. Almost all ADs requested that treatment be
forgone as death neared, and treatment followed these instructions in nearly all cases
(see also Section VI.D.2.b). A modified version of this model was pilot tested on a small
sample of chronically ill adults (congestive heart failure, end-stage renal disease, and
preoperative open-heart surgery patients) and their caregivers using quality
improvement techniques. The intervention significantly increased congruence in
decision making between patients and caregivers for future medical treatment.?>*?* |n
addition, the intervention group demonstrated greater satisfaction with the decision
making process and less conflict about decisions.

Other palliative care-related interventions incorporating end-of-life planning have
shown that home-based ACP for chronically ill patients was able to decrease
aggressive treatment and that more patients died at home.?*%* For example, Stuart et
al.>** implemented the CHOICES ACP and palliative care program and demonstrated
that intervention patients had increased hospice length of stay, spent less time in a
hospital, and more often died at home. In an implementation of structured models of
decision making (e.g., Physician’s Orders for Life-Sustaining Treatment (POLST))
designed to travel across treatment settings to ensure continuity of care, orders
regarding CPR in nursing homes were universally followed and were honored across
settings. Residents with a POLST received more comfort care and were rarely
transferred to a hospital for life-sustaining treatments (see also Section
VI.D.3.a).132’255’256‘257

25



C. Advance Directives and Advance Care Planning Among
Disabled Persons

ACP is founded on the ideals of self-determination, respect for individuals, and
attention to compassion and palliation, so one might expect that ADs and ACP would be
embraced by the disability rights community. Indeed, the American Association on
Intellectual and Developmental Disabilities (formally the American Association on
Mental Retardation) in its Position Statement on Caring at the End of Life, lists dignity,
autonomy, life, and equality as among its core principles.?® This position statement
endorses ACP and use of ADs. However, there has been considerable friction between
the disability community and those advocating for improved end-of-life care and
policies.

Disability advocates have tended to feel disenfranchised from development of ACP
policy. There is a strong undercurrent of opposition to policies promulgated by end-of-
life care advocates.®®?*® Asch suggests that this conflict arises because the disability
community has focused on different sorts of cases then have end-of-life activists and
because health care providers and those who champion ACP have different views from
disabled individuals concerning how iliness and disability affect quality of life.®

Disability rights activists have raised concerns that ADs and withdrawal of life-
sustaining care, when combined with biased and inaccurate views of patients’ quality of
life, encourage less aggressive care and withdrawal of life-sustaining treatment,
permitting persons with disability to die earlier then warranted.?*®2%%2¢* Many factors
contribute to these concerns, including the history of social and economic persecution of
persons with disability,?®® lack of attention to improving the conditions or
accommodating persons with disabilities so that they can maximize their quality of
life2®32%* and explicit and implicit coercion of disabled individuals.?**%*® Then there is
the paradox that many people in the general population view the situations in which
some disabled persons routinely live as states “worse then death” that they would not
use life-sustaining treatment to achieve or preserve.?®® Some in the disability
community view as unacceptable certain diagnoses given to extremely compromised
health states (e.g. the persistent vegetative state and the minimally conscious state)
and find it unacceptable for clinicians to withhold or withdraw life-sustaining treatment
from persons in such states.?®®?®’ Others argue that the legal mechanisms of decision
making inadequately account for the views of disabled persons.?®® The disability
community also raises the issue of whether biases concerning quality of life translate
into reduced clinician effort to maximize patient’s quality of life, which in a self-fulfilling
manner yields patients accepting less aggressive care.®®

There is no uniform definition of disability. According to the Americans with
Disabilities Act (ADA), a person with a disability “has a physical or mental impairment
that substantially limits one or more major life activities, has a record of such an
impairment, or is regarded as having such an impairment.” Major life activities include
seeing, hearing, speaking, walking, breathing, performing manual tasks, learning, caring
for oneself, or working. Examples of disability so defined include individuals with
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epilepsy, paralysis, Human Immunodeficiency Virus (HIV) infection, substantial hearing
or visual impairment, mental retardation, or a specific learning disability.?®® Based on
this definition, one in every five persons in the United States -- more than 50 million
people -- has a disabling condition that interferes with life activities. About 19% of non-
institutionalized United States civilians have a disability, and almost half of these people
have a severe disability.?”°

The ADA definition is broad. However, the focus of disability advocacy has been
patients with developmental disabilities -- both intellectual and physical -- as well as
psychiatric disabilities and acquired disability not due to aging-related illness. Older
patients with chronic disease who have compromised physical and mental function have
received less emphasis from the disability community. Thus, concerns about the
failings of ACP and ADs among disabled persons have little relevance to treatment of
older patients, particularly those with age-related cognitive impairment.

In this section, we summarize the peer-reviewed literature relevant to patients with
developmental and early-acquired intellectual, physical, and psychiatric disabilities. Our
purpose is to understand:

e The views of disabled patients regarding ACP and ADs.

e The preferences of disabled persons for treatments in current and future adverse
health states.

e Disabled persons’ use of ACP and ADs.

e The ways in which decisions are made for disabled persons toward the end of
life.

As we will discuss below, there is little research about ACP and AD among disabled
persons. Where research does exist, it is often restricted to individuals who have
intellectual (usually developmental) disabilities, individuals with psychiatric disability,
and those with physical disability; studies of this last group often include cognitively
impaired persons toward the end of life. We organize our discussion around these
groups.

1. Advance care planning and advance directive completion among disabled
persons.

a. Intellectually disabled persons. Overall, individuals with intellectual disabilities
die at an earlier age than their counterparts in the general population. However, many
live as long as their peers, and disabled individuals and the general population die of a
similar spectrum of causes, namely cardiovascular, respiratory and neoplastic
diseases.?’*?"? The need for ADs and ACP among intellectually disabled adults has
been recognized for over a decade.?”® However, we found only two empirical studies of
ACP or AD use by persons with intellectual disability. In a residential center caring for
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850 persons with severe developmental disabilities, two (0.2%) had completed an
AD.?"* This study did not report whether any ACP discussion had occurred with
residents or their families. In a second study, physicians caring for institutionalized
intellectually disabled persons in the Netherlands found that among the 67 patients for
whom an end-of-life decision was made in 1995, the end-of-life decision was discussed
with only two of them.?”® This study did not report whether any patient had completed
an AD. A review of end-of-life care for people with intellectual disabilities suggested
that issues about end-of-life care were raised infrequently and that there were
substantial obstacles to integrating discussions about end-of-life care with other
services.?’

For some intellectually disabled persons, a substituted judgment is impossible
because they were never able to form or express preferences. However, for most of
these individuals, there is an untapped potential to make end-of-life decisions. A
diagnosis of cognitive impairment does not necessarily mean that a person is unable to
participate in treatment decisions. A study of 90 adults that included 30 with mild
intellectual disabilities and 30 with moderate intellectual disabilities formally evaluated
capability to make an informed medical decision.?’” Most adults with no or mild
disability and almost half of the adults with moderate disability were able to make and
justify treatment choices and at least partially understand treatment information. Most
adults without intellectual disability, 50% with mild, and 18% with moderate disability
were able to partially appreciate relevance of treatment choice to their situation and to
weigh treatment risks and benefits. Performance in all groups decreased with
increasing complexity of decision making.?”® Another small study that focused on older
patients with dementia suggests that individuals who had cognitive impairment and
were incapable of completing ADs were significantly more likely to opt for life-sustaining
interventions.?”

b. Psychiatrically disabled persons. Whether patients with mental illness have the
ability to complete ADs is of concern to patients, families and providers. Measurement
tools exist to formally evaluate capacity to complete an AD, although it is not suggested
by experts that these tools be used routinely.?®*?! Several studies of persons with
serious mental illness suggest that a substantial number of these individuals are
capable of completing ADs.?#%324 One study shows that facilitated discussion
increased the ability of persons with psychiatric illness who have borderline capacity to
complete an AD.*®

We identified three studies of ACP and ADs for medical care in patients with
chronic psychiatric disease affecting function. These studies found that such patients
are generally predisposed to complete ADs and that many are able to do so. A
structured interview study of 142 persons in a community convenience sample who met
state criteria for serious and persistent mental illness found that 72% believed a proxy
should be designated and 62% were able to choose a proxy to make decisions;?*® for
23% of the patients, their proxy would be a health care worker, which would pose
difficulty for completing a durable power attorney for health care. Eighteen percent of
respondents in this study had selected another person to be their proxy, but it was not
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reported how many codified this decision in an AD. Twenty-seven percent of persons
had existing preferences concerning medical treatment, 5% had discussed these with a
physician, and 2% had written them down. Most patients were comfortable with the
ACP interview, and interviewers rated nearly all patients as able to understand the
topic.?®® An evaluation of 18 male veterans on a chronic care psychiatric inpatient unit
found that 83% had the capacity to complete an AD (measured by an informal
psychiatric assessment); of the 15 patients with capacity, 80% had completed an AD.?*
An evaluation of 161 inpatients at a state psychiatric facility found that 44% had full
guardians and were ineligible to complete ADs. Of the remaining 90 patients, only 16
(10% of the full population) were deemed sufficiently competent to execute a health
care proxy and had done so0.?%’

Analogous to ADs for medical care, ADs for psychiatric care aim to identify
preferences concerning psychiatric care and delineate a proxy to make such decisions.
There has been more study of these documents than of medical ADs among psychiatric
patients, but the evaluations show similar findings: few persons with psychiatric disease
have them, but most would like to complete one. A survey study of 1,011 psychiatric
outpatients in five United States cities found that more than 13% had completed a
psychiatric AD; however, 77% wanted to complete one if given assistance.?®® A study
of 303 adults with serious persistent mental illnesses who were receiving community
mental health services found that 53% expressed interest in completing a psychiatric
AD.?® An intervention study that facilitated completion of psychiatric ADs for 106
community-dwelling mental health center outpatients found that most of the preferences
had clinical utility and 46% appointed a surrogate decision maker.?®® A randomized
clinical trial of 469 patients with severe mental illness found that a semi-structured
interview and guided discussion commonly led to completion of a psychiatric AD (61%
vs. 3% in the control group).?®® Evaluation of the outcome of psychiatric ADs suggests
little effect on care received.?**

c. Physically disabled persons. Many studies have described ACP and AD use
among patients with a variety of physically disabling conditions. However, all of the
studies focused on patients with acquired disabilities, and most had chronic conditions,
many toward the end of life. There are important distinctions between those who
acquire disability early in life relative to those who acquire disability as a result of the
aging process. The studies that address disability acquired late in life are described
primarily in other sections of this review. For many areas of physical disabilities, such
as hearing and vision impairment, there is recognition of need for attention to ACP and
ADs,*? but we could find no data on use of these modalities or preferences for care
among these patients.

2. Preferences among persons with disabilities.

a. Intellectually disabled persons. We were unable to find any studies of the
preferences of individuals with intellectual disabilities regarding their end-of-life care.
One study of 60 individuals with severe mental retardation and complex medical
problems, age 2-32 years, in a pediatric nursing facility in Massachusetts evaluated an
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intervention implemented in 1991 to involve families in making resuscitation decisions
for these individuals. After an institutional policy change whereby all parents and/or
guardians were requested to specify formally in writing whether they wished CPR for
their children in the event of cardiopulmonary arrest, families were informed of the policy
change and provided information about CPR, informed that CPR would be initiated by
default in the absence of a DNR order, instructed that they had the right to refuse
treatment, including CPR. Additional information on life-sustaining treatment was
included as well as the opportunity to discuss the issue with clinicians. No patient was
capable of participating. From a baseline of 18% of patients with DNR orders before the
intervention, 43% had DNR orders after the intervention.*

b. Psychiatrically disabled persons. The interview evaluation of 142 persons in a
community convenience sample who met state criteria for serious and persistent mental
illness also asked about preferences for end-of-life care by presenting two scenarios:
(2) if the person had incurable metastatic cancer with pain, would s/he want increased
pain medication even if it resulted in confusion or inability to communicate? (2) if the
person had total paralysis with irreparable brain damage, would s/he desire continuation
of life-sustaining treatment??*® Twenty percent of participants reacted negatively to at
least some component of the interview, although none seriously and 4% did not
complete it. In response to the first scenario, 66% said they would want a physician to
administer as much analgesic as needed even if it meant cognitive suppression.
Concerning the second scenario, 28% felt that life-sustaining treatment should be
stopped immediately, 43% indicated that it should be stopped within a defined period of
time (7-30 days), and 28% felt that it should be continued indefinitely. Many
respondents in the latter two categories indicated hope for a miracle.

Analogous to the concern that psychiatrically disabled persons are incapable of
completing ADs, there is also concern that patients with mood disorders might make
life-sustaining treatment choices that they might not make if unaffected by psychiatric
disease. One study of this issue in 43 older patients suffering from major depression
interviewed them on admission to a psychiatric inpatient unit and at discharge about
their desire for specific medical therapies in their current state of health and in two
hypothetical scenarios of medical illness. Twenty-four of the individuals were in
remission from depression at the time of discharge. In the majority of patients,
remission of depression did not result in an increase in desire for life-sustaining
treatment. However, a clinically evident increase in desire for life-sustaining treatment
followed treatment of depression in the 26% of subjects who had been initially rated as
more severely depressed, more hopeless, and more likely to overestimate the risks and
to underestimate the benefits of treatment. The authors concluded that in major
depression of mild to moderate severity, a patient's desire to forgo life-sustaining
treatment is unlikely to be altered by depression treatment. But severely depressed
patients who are hopeless overestimate the risks of treatment, or underestimate the
benefits of treatment and should be encouraged to defer specifying preferences
concerning life-sustaining treatment until after treatment of their depression.?®

30



c. Physically disabled persons. As noted above, a large number of studies have
evaluated preferences among persons with physical disabilities, mostly related to late-
life acquired disability. Most of these studies characterize the views of persons
progressive chronic diseases most often associated with aging, such as
cardiopulmonary disease, HIV, cancer and renal failure. We were unable to find any
guantitative evaluation of preferences among patients with developmental physical
disabilities or younger patients with disabling conditions. However, two small qualitative
studies -- both focused mainly on physician assisted suicide -- evaluated the views of
convenience samples of physically disabled individuals about end-of-life care. The first
was an interview evaluation of 45 individuals that found that concern for autonomy and
self-determination was a central theme for these individuals.?®®> The qualitative analysis
revealed “many study participants stressed the importance of autonomy in end-of-life
decisions, stating that life-and-death decisions should not be in the hands of doctors,
family members, HMOs and other bureaucratic bodies. Many shared the experiences
of friends and loved ones who they said "suffered needlessly" -- whether disabled or not
-- when aggressive treatments for a terminal illness had prolonged pain and suffering.”
These participants were also concerned that disabled persons were devalued in society
and “there was widespread worry, for example, that doctors, HMOs, and others may
hasten death because the lives of people with disabilities are not considered worthy or
valuable.” The second study was a qualitative evaluation of the responses of 55
physically disabled individuals to an on-line open-ended question about vulnerability to
coercion and ability to make their own decisions.?®® There were a variety of views with
most respondents believing that they could make voluntary decisions and wanted the
uncontested ability to do so. Yet, the potential to be influenced by social pressures
came through in many of the responses, for example: “| feel there is potential for the
most vulnerable to feel less worthy. This is a function of a society that values beauty
and health not wheelchairs and deformities.”

The lack of adequate valuation of disabled persons by health care providers and a
major chasm between how clinicians and disabled persons see the world was also a
major theme of the findings from a qualitative evaluation of 13 parents of children with
mixed developmental disabilities, nine adults with physical disabilities and eight family
members.?®® This analysis -- which did not consider end-of-life care -- suggested that
health care must attempt to understand health perceptions from the vantage of the
disabled person including obstacles and goals in order to optimally provide care.

3. End-of-life care for persons with disabilities. This section considers care for
patients with intellectual, physical and psychiatric disabilities, but it does not summarize
care toward the end of life for patients with conditions typically associated with aging,
including dementia.

a. Intellectually disabled persons. We were able to identify only two studies that
evaluated the care provided to intellectually disabled persons at the end of life. In the
above noted residential care facility caring for 850 persons with severe developmental
disability, there were 38 deaths during the 2% year study. For ten of these decedents
(26%), an explicit end-of-life decision was made. During that same study period, the
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institution made 16 end-of-life decisions: 12 were decisions that the resident should not
be resuscitated and four were decisions that the resident should continue to receive full
medical treatment. In 11 of these cases, the referral for an end-of-life decision was
made by the person’s parent or other relative. Among the 12 patients for whom a DNR
decision was made, seven died within one week and two more within the year.?”* In the
survey of physicians in the Netherlands, 89 doctors reported 222 deaths for 1995. An
end-of-life decision was made in 97 cases (44%).%"°

b. Psychiatrically disabled persons. A retrospective medical record evaluation of
191 geriatric psychiatric inpatients with major depressive disorder or bipolar disorder
found that 48% had orders to forgo resuscitation and 12% wanted CPR only (no
ventilation). Patients with suicidal ideation were significantly less likely to choose CPR.
Patierzlg with bipolar disorder and patients under age 70 were more likely to choose
CPR.

D. Interventions to Improve Advance Directive Completion/Advance
Care Planning: Health Information Technology, Social
Marketing, and Legislation/Policy

As noted above, ADs are completed by only a fraction of the adult population;
completed ADs may be unavailable when needed clinically; and even when available,
ADs may not be followed by providers. Increasing the use and effectiveness of ADs --
both with the public and with providers -- requires widespread behavioral change that
motivates both communities to act. In this section, we discuss three different
mechanisms of inducing behavioral change. The topics addressed here include the use
of HIT to increase the completion of ADs as well as their application in a patient’s care,
the role of social marketing to increase the perceived importance of and execution of
ADs, and the role that legal intervention and policy change may have in improving AD
completion implementation.

1. Health information technology. Although health care providers are thought to
be the best catalyst to promote the completion of ADs, clinicians do not routinely bring
up the discussion during the course of a routine visit or even during an acute event.
Even when completed, ADs do not always have the anticipated clinical impact.
According to a study conducted by Morrison and colleagues,*® among those who had
previously executed ADs, only 26% had their directives recognized when they were
hospitalized.

Information technology is widely used in many industries to create efficiencies and
produce better quality products. HIT holds promise to improve the quality of care and
the efficiency with which it is provided.??°3%%391392 LT could facilitate completion and
implementation of ADs. In this section, we briefly define the types of HIT and describe
where and how it is currently being used. We then present available evidence on the
efficacy of HIT in facilitating ACP and the completion/implementation of ADs.

32



a. What is health information technology and how is it used? HIT has been mostly
confined to administrative information technology systems such as billing, scheduling,
and inventory management.*®® Clinical HIT is less common. When we think of HIT, we
mostly think of the electronic medical record (EMR). EMRs are generally commercially
developed (although some notable EMR systems have been developed internally to the
organization) and are implemented in a single provider entity (e.g., hospital, physician’s
office, clinic, etc.). An electronic health record (EHR) incorporates many different types
of HIT and characterizes all of a patient’s care, not just that from a specific provider.3**
Chaudry and colleagues®® recently reviewed the literature evaluating the impact of HIT
on quality, efficiency and costs of medical care. Table 1 lists the most commonly cited
types of HIT examined in the literature and provides a brief description.

HIT investment in the United States is still relatively low, especially as compared to
other countries, particularly Australia, Canada, Germany, Norway and the United
Kingdom. The United States invests less than 50¢ per capita on HIT; the investment in
these other countries ranges from almost $5 to about $192 per capita.>®® A 2004 survey
of United States provider organizations (both inpatient and ambulatory care) found that
approximately 26% of hospitals and 13% of ambulatory providers have installed a basic
EMR. Among hospitals, 10% have installed Computerized Provider Order Entry
(CPOE) and 28% installed Picture Archiving Communications Systems (PACS). Only
about 5% of all hospitals have adopted a more comprehensive system that includes all
three components (EMR+CPOE+PACS). HIT adoption is greater among hospitals or
provider groups affiliated with an HMO or a preferred provider organization;
approximately 38% of HMO-affiliated hospitals adopted a basic EMR as compared to
29% of hospitals without managed care affiliations or investments.*** These numbers
may overstate HIT uptake due to a bias in the survey sampling toward larger hospitals.

Notable HIT users are the Veterans Health Administration, Kaiser Permanente,
Regenstrief, Brigham and Women’s Hospital, LDS Hospital/Intermountain Health Care,
and Partners Health Care ?99:300:302:308310311 |n st cases, HIT systems are integrated
across ambulatory and inpatient settings. HIT is stimulated by a variety of factors,
including governmental initiatives such as the HHS Health Information Technology
Initiative.3*? Although current use of HIT is relatively low, HIT uptake has increased
rapidly starting in 2001. It is not clear whether the accelerating trend will continue, but
this trend does suggest that many more providers will come on-line with at least some
elements of HIT in the coming years.

One of the challenges in developing an EHR is agreeing on and integrating the
specific elements of the HIT systems of multiple providers. The ability to share
information across providers with a uniform instrument reflecting ADs are two care
components important to the appropriate and timely execution of an AD. As described
earlier, even when ADs are completed, they are often not available during an acute care
situation, where they may be most relevant. In many cases, they do not transfer with
the patient or are difficult to find in the medical record. This is certainly true with paper
medical records but it is also a concern in the context of HIT. Without standards for
system development, information sharing across providers and settings is challenging.
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TABLE 1. Types and Definitions of Health Information Technology Systems
Electronic Health/Medical Record A secure, real-time, longitudinal record of patient health
(EHR/EMR) information generated by one or more encounters in
any care delivery setting.*%°
Computerized Provider Order Entry | Allows health care providers to electronically order

(CPOE) laboratory, pharmacy, and radiology services.*
Clinical Decision Support System Either a stand-alone system or integrated with the
(CDSS) EHR/EMR and/or CPOE to support clinical diagnosis

and treatment planning and to promote use of best
practices/clinical guidelines. Such systems might also
include reminders or alerts if integrated with the medical
record.*"’

Electronic Results Reporting An electronic system for reporting lab values and/or
radiology reports (PACS can be included under this
heading). This can also be a stand-alone system or
integrated with the EHR/EMR.**®

Electronic Prescribing Involves use of a large electronic database of drug
information to support selection and ordering of
medications for a patient’s condition. This can be
considered a type of CPOE.**®

Several standards have been suggested to facilitate integrating HIT across
pro