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PSYCHIATRIC ADVANCE DIRECTIVES

MARIA J. ©CONNELL

The right to personal sovereignty is arguably one of the most valued
and fundamental freedoms in American society. Protections of this right for
persons with disabilities are manifest throughout our legal system (i.e., the
Americans With Disabilities Act of 1990, Rehabilitation Act of 1973 and
the 1992 Amendments, and the Patient Self-Determination Act of 1990)
and are central to the ethical principles that guide medical and research
practices. However, an individual’s right to self-determination is not ubiqui-
tous. It is mediated by resources, opportunities, and law and is predicated on
one’s capacity to make rational, autonomous decisions (Backlar, 1995). The
ethical principle of autonomy, or respect for persons, defines an autonomous
person as one who is “capable of deliberation about personal goals and of
acting under such deliberation” (National Institutes of Health, 2008). For
practitioners and researchers, to respect autonomy involves giving “weight
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to the autonomous person’s considered opinions and choices while refraining
from obstructing his or her actions” (National Institutes of Health, 2008).
Persons with mental illness, however, continue to face considerable obstacles
in exercising their rights to self-determination within the parameters of these
statutes.

As the focus of mental health practitioners has shifted to recovery from
mental illness (defined as living a meaningful life, despite one’s illness), it is
time to leave behind vestigial assumptions of incapacity and dependency that
taint our understanding and approach to treatment of persons with mental
illness. People with mental illness are “first and foremost, citizens who have
the right to expect that they will be treated according to the principles of law
that apply to all other citizens” (National Council on Disability, 2000, p. 7).
Although many may experience intermittent periods of impaired capacity, it
is critical to remember that (a) decision-making capacity is neither a static
trait nor a dichotomous (all or nothing) state, and (b) a person who has
lost the capacity to make treatment decisions has not lost the right to do so
(Dunlap, 2000).

In 2003, the Final Report of the President’s New Freedom Commission
on Mental Health (2003) put forth as its first recommendation that “services
and treatments must be consumer and family centered [and] geared to give
consumers real and meaningful choices” (p. 5). This poses particular chal-
lenges for mental health service providers, administrators, and courts: namely,
how to incorporate strategies for promoting consumer self-determination into
the system while ensuring that those who need access to care the most, but
may not recognize it, receive it. This challenge is not insurmountable, how-
ever. In this chapter, I explore the “beneficence vs. autonomy” dilemma fur-
ther in the context of psychiatric and medical treatment and present advance
directives for health care decisions as a potential solution to this inherent
ethical dilemma.

THE BENEFICENCE VERSUS AUTONOMY DILEMMA

Being able to distinguish between rational, autonomous decision mak-
ing and impaired decision making is critical to ensure that an individual’s
right to self-determination is protected and respected, even if the ultimate
decision is incongruent with providers’ recommendations. The challenge
for persons with mental illness is that it is often only when there is a dis-
crepancy between a patient’s choices and a provider’s recommendations that
one’s ability to make rational, autonomous decisions is questioned. During
these periods, the right to voluntary or self-determined choice often must
be balanced with other guiding principles and legal statutes—namely, the
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right to beneficence and protection from undue harm. If an individual is
deemed impaired, governmental responsibilities under the doctrines of parens
patriae (responsibility to act as a “parent” on behalf of a disabled citizen)
or police powers (responsibility to protect each citizen from harm) may take
precedence over his or her right to self-determination. Civil commitment
and mandatory treatment laws can be enacted under either of these con-
stitutional powers, depending on the nature of the concerns. Although the
motive for enacting such legislation is often benevolent and may be in the
“best interest” of the patient, the restriction of individual liberty and freedom
that ensues carries its own harmful consequences. In the 2000 report com-
missioned by the President and Congress, From Privileges to Rights: People
Labeled With Psychiatric Disabilities Speak for Themselves, the National Council
on Disability concluded that the “manner in which American society treats
people with psychiatric disabilities constitutes a national emergency and a
national disgrace” (p. 6). This report called for the elimination of coercion,
involuntary treatment, and other aversive treatments from the mental health
service delivery system.

However, the professional and legal consequences of not intervening in
a person’s best interest, particularly when restoration of capacity is expected,
are often considered as dangerous as the effects of reduced self-determination
for the individual. Mandatory treatment may be necessary at times to ensure
that patients receive care that protects them and others from harm (Geller,
2012; Torrey & Zdanowicz, 2001). Practitioners may face liability for failing to
protect clients who are not able to make decisions adequately for themselves.
Some family members place great trust in the belief that their loved one will
be shielded by the mental health system from making harmful decisions. The
failure to do so, in the interest of self-determination, may be viewed as essen-
tially leaving patients to “rot with their rights on” (Appelbaum & Gutheil,
1979, p. 306).

The beneficence—autonomy dilemma is not unique to psychiatry. Every
physician in America has taken the Hippocratic Oath of “primum non
nocere”—"“first, do no harm.” Principles of informed consent and patient-
centered care are considered cornerstones of medicine. Meaningful involve-
ment of patients in medical treatment decisions is standard practice and
involves not only asking patients what they want, but first providing them
with accurate information about the available options and engaging with
them in a process of weighing risks and benefits associated with various
options and then having them decide what course of action is most consis-
tent with their preferences, goals, and values. When a person is not physi-
cally or cognitively able to communicate his or her preferences for treatment,
then physicians, family members, or courts must decide on the best course
of action given the information at hand. Highly publicized court cases such
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as In re Quinlan (1976; see Case Example 1) and Cruzan v. Director, Missouri
Department of Health (1990; see Case Example 2) brought to public light an
individual’s right to choose what happens with his or her body over what
others may think is best (Thomasma, 1991).

After each of these landmark court cases (presented in the case exam-
ples throughout this chapter), advance directive statutes rapidly emerged
(and later changed) across the states. An advance directive is a written legal
document in which a person specifies his or her preferences for health care or
end-of-life treatment prior to a time when he or she might not be capable of
communicating such preferences. Living wills, Durable Power of Attorney for
Healthcare Decisions, Do Not Resuscitate orders, and wishes regarding organ
donation are all examples of advance directives. Ten years after the New Jersey
Supreme Court ruled in the Quinlan case, 41 states had enacted “living will”
laws that recognized the written wishes of an individual regarding end-of-life
treatment, made in advance, as evidence of what an individual would decide
if he or she were able to communicate in the moment (Sabatino, 2010).
Fourteen years later, immediately following the U.S. Supreme Court decision
in the Nancy Cruzan case, Congress passed the Patient Self-Determination
Act of 1990, which required all Medicaid-funded facilities to (a) inform all
patients upon admission, and in writing, of their rights under state law to
make health care decisions, including acceptance and refusal of treatment,
and to create an advance directive; (b) create written policies regarding
advance directives; (¢) document in each chart whether a person has an
advance directive; (d) ensure compliance with state laws; and (e) provide
education about advance directives to staff and the community (Omnibus

CASE EXAMPLE 1
Karen Ann Quinlan

In 1975, 21-year-old Karen Quinlan was admitted to the hospital after friends found
her unresponsive and not breathing. Neurologically, Ms. Quinlan was considered

to be in a “persistent vegetative state” and was thought to be kept alive only by a
ventilator and feeding tubes. After several months of watching their daughter deterio-
rate, with no hope for recovery, Karen’s parents made the heart-wrenching decision
to have the hospital remove the ventilator and let Karen die naturally. The hospital
refused out of concerns that because Karen had brain activity, albeit slow and irregu-
lar, removal of the ventilator itself might be equivalent to euthanasia. The case went
to the Supreme Court of New Jersey, where it was decided that in the absence of
conclusive evidence of her wishes regarding life sustaining interventions, Karen'’s
rights to privacy and choice could be “asserted on her behalf by her guardian.” They
concluded that “there is a real and in this case determinative distinction between the
unlawful taking of the life of another and the ending of artificial life-support systems
as a matter of self-determination.” (In re Quinlan, 1976, p. 34)
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CASE EXAMPLE 2
Cruzan v. Director, Missouri Department of Health

In 1990, the U.S. Supreme Court presided over the case of Cruzan v. Director,
Missouri Department of Health. After a tragic car accident, 25-year-old Nancy Cruzan
suffered severe brain injuries and was left in a “persistent vegetative state.” After
being kept alive by a feeding tube for 5 years, with no hope for her recovery, Nancy’s
parents requested that the hospital remove the feeding tube. The hospital required

a court order, and the Missouri Supreme Court ruled against the request. The case
was brought before the U.S. Supreme Court where the Missouri court’s decision was
upheld on the grounds that it was not unconstitutional for Missouri to require “clear and
convincing evidence” of a person’s wishes regarding life support removal, that the Due
Process clause of the Constitution, which allows individuals the right to refuse medi-
cal treatment, applied to competent persons, and that Due Process did not require
acceptance of “substituted judgment” in the absence of clear and convincing evidence
of a person’s wishes. With additional testimony as evidence, the case was presented
again before a Missouri court, which granted permission to remove Ms. Cruzan’s life
support. Twelve days later and 8 years after her accident, Nancy Cruzan died.

Budget Reconciliation Act of 1990). Today, every state has some form of
statute in place to protect the creation of advance directives for health care,
usually under Living Wills or Durable Power of Attorney for Health Care
laws, but specific legislation varies by state.

TYPES OF ADVANCE DIRECTIVES

Advance directives may be written directives that outline the type of
care desired, directives that appoint a proxy decision maker (Durable Power
of Attorney for Healthcare), or a combination of both. In written directives,
people can indicate their preferences for things such as treating physicians,
hospitals, emergency contacts, and particular treatments (including medica-
tion, electroconvulsive therapy, restraints, and seclusions). Many states have
specific advance directive toolkits and forms to help guide the process. These
toolkits often include space to include other descriptive information that
may be helpful in providing context to the decisions outlined, such as reasons
for preferring one treatment over another, past history with medications, and
things that a person has found to be helpful or unhelpful in the past. Many
states also require the appointment of a proxy decision maker, or Durable
Power of Attorney for Healthcare, to serve as the voice for the person during
times when he or she may not be able to speak for himself or herself, although
this has been another challenge for many people with psychiatric disabilities
who may not be able to identify a “trusted other” to assume this role.
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To create an advance directive, two conditions must be met: (a) a per-
son must be able to have the capacity to make health care decisions at the
time of execution (the moment the advance directive is signed, witnessed,
and notarized); and (b) a person must be able to communicate his or her pref-
erences effectively in such a document (Fagerlin, Ditto, Hawkins, Schneider,
& Smucker, 2002). The document must be explicit: If it is prepared in a hap-
hazard manner, or if it includes contradictions and requires someone else to
interpret its meaning, it may be of little assistance. Yet, being too specific in
an advance directive may also contribute to its lack of utility in a crisis situ-
ation because the specific preferences outlined may not be available options.
On the other hand, given the complexity of the decisions that treatment
providers face on a daily basis, a directive containing simple expressions of
what a person wants and rejects may not suffice in estimating preferred care.

As Froberg and Kane (1989) pointed out,

[a] critical element in decision-making is determining what we value . . .
choices are rarely black and white. More often than not, they involve
trading one desirable (or undesirable) outcome for another. . . . Moreover,
values are not static but may change over time or in response to specific
experiences. (p. 356)

To maximize the likelihood that an advance directive will be followed, if
and when the need arises, most states have advocacy organizations that can
assist with the drafting of advance directives free of charge. Recent research
also suggests that structured facilitation, in the form of collaborative, guided
discussion between a patient and clinician or advocate, may be a particularly
useful method of executing an advance directive (Swanson, Swartz, Ferron,
et al., 2006). Such facilitated discussion provides an opportunity for shared
decision making, joint review of prior history (when done with a clinician or
other known person), and secondary input into the phrasing of preferences.

ADVANCE DIRECTIVES FOR MENTAL HEALTH TREATMENT

In 1982, Thomas Szasz proposed the creation of a “psychiatric will” that
would allow a person who was mentally competent to refuse future invol-
untary psychiatric treatment: “Competent American adults should have a
recognized right to reject involuntary psychiatric interventions that they
may be deemed to require in the future, when they are not competent to make
decisions concerning their own welfare” (p. 766, italics in original). Mental
health crisis plans are not uncommon, and today Wellness Recovery Action
Plans and person-centered treatment plans are valuable tools used in many
treatment facilities.
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In recent years, the Patient Self-Determination Act has been interpreted
in a broader sense to cover, in a legal manner, the self-determination rights
of persons with mental illness during periods of impaired decision-making
capacity through the creation of psychiatric advance directives (PADs). The
primary difference between PADs and other medical directives is that PADs
are plans for periods of mental health crisis and are concerned with “resto-
ration, recovery, and ongoing life,” rather than with death (Backlar, 1997).
While there is typically little or no distinction between medical and psychiat-
ric advance directives in state or federal law (both are one and the same under
the Patient Self-Determination Act), the application of advance directives to
psychiatric treatment does pose some unique challenges and concerns.

For some individuals, the deliberations and decisions involved in creat-
ing an advance directive may be especially difficult to make in the moment,
particularly if an impairment affects psychiatric or cognitive functioning or
if an illness is newly diagnosed. The process by which a person evaluates
treatment options in light of individual preferences for care or outcomes is
complex and for many individuals may be a totally foreign process. Moreover,
many mental health practitioners have been trained in models that reinforce
the “expert” role. For example, when they asked psychiatrists about the util-
ity of shared decision making in the treatment setting, Hamann et al. (2009)
found that they were in favor of such models, but only when patients were
“compliant” and had “capacity” for decision making. This sort of circular
reasoning poses a particular dilemma in translating shared decision-making
models into mental health care—people can make their own decisions as
long as they have decision-making capacity, but decision-making capacity
is determined to a large extent by the quality of the decisions they make.
When a poor decision is viewed in light of the person’s mental illness, he or
she is likely to be seen as “symptomatic” or “sick” as opposed to just making
a bad decision. It is important to remember through these deliberations that
society tolerates and even respects poor choices provided that they are made
by people who do not suffer from mental illness. Most persons with serious
mental illnesses retain the same “right to be wrong” most of the time.

Because the application of advance directives to psychiatric treatment
decisions is relatively new, “the groundswell of interest in these instruments
largely precedes the development of a coherent body of governing law”
(Gallagher, 1998, p. 746). Although existing state statutes provide authority
for the use of advance directives in psychiatric settings, “serious questions
remain regarding the scope of the enforceability, particularly in the context
of involuntary treatment” (Gallagher, 1998, p. 746). To my knowledge, only
one court case has tested such authority to date: Hargrave v. Vermont (2001).
The subject of this case was Act 114, a provision in Vermont state law that
allowed for mental health treatment decisions in a Durable Power of Attorney
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CASE EXAMPLE 3
Hargrave v. Vermont, 2001

Nancy Hargrave, a Vermont resident diagnosed with schizophrenia, had been hospi-
talized multiple times since 1995 in the Vermont State Hospital. Twice while hospital-
ized in 1997, Ms. Hargrave was the subject of involuntary medication hearings. In
the first hearing she was found competent to refuse medication, but in the second
hearing she was found incompetent to refuse medication and was administered
psychiatric medication over her objection in a nonemergency situation. On April 14,
1999, Ms. Hargrave executed a DPOA [Durable Power of Attorney for Healthcare
Decisions] designating a guardian and refusing all psychotropic medications. On
April 27, 1999, Ms. Hargrave filed suit arguing that even though she was competent
at the time when she executed her DPOA, it could be overturned via Act 114 solely
on the basis of her mental illness. The federal Magistrate judge ruled that

Act 114 is facially discriminatory against mentally disabled individuals
insofar as it allows their lawfully executed DPOAs to be abrogated when
they have been determined to be “in need of treatment”—in other words,
when they have been found to be incompetent to make their own health
care decisions. No such provision in the law similarly subject non-men-
tally disabled individuals to abrogation of their lawfully executed DPOAs,
even where honoring their wishes might result in their death. (Hargrave v.
Vermont, 2001, p. 28)

for Healthcare Decisions to be overridden if a person was diagnosed with a
psychiatric disability, was civilly committed, and doctors felt that the treat-
ment decisions outlined in the Durable Power of Attorney for Healthcare
Decisions were not resulting in improvement. A federal Magistrate judge
ruled that Act 114 violated the Americans With Disabilities Act because it
explicitly deprived persons with mental illness of the same rights as people
without mental illness (Hargrave v. Vermont, 2001; see Case Example 3).

RESEARCH ON PSYCHIATRIC ADVANCE DIRECTIVES

Research on PADs and medical directives suggests that although a
large majority of people state an interest in completing an advance direc-
tive and articulate the value of doing so, a very small minority of people
actually complete the directives to execution. Despite the overwhelming
interest in such documents, recent studies have shown that only approxi-
mately 7% of people with mental illness have executed such a document
(Swanson, Swartz, Ferron, Elbogen, & Van Dorn, 2006). Although the
prevalence of advance directives among the general population is higher
than among persons using mental health services, it is still alarmingly low

(between 17% and 35%).
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Backlar and McFarland (1996) surveyed relatives and mental health
providers about the completion of a PAD by any of their clients or rela-
tives. They found that out of the 23 family members and the 133 providers
who responded, 64 advance directives had been completed by their clients or
loved ones. In these directives, 40 consumers had identified a proxy decision
maker and 10 consumers had used the advance directive in times of crisis. In
each case the consumer’s wishes had been honored. In terms of content, very
few of the consumers who had completed an advance directive indicated a
preference for no treatment at all.

A second study in 2001 followed 30 people who created a PAD over
an 8- to 10-month period. At follow-up, the researchers found that although
most of the consumers were still satisfied with the PAD, they believed that
the providers themselves did not have adequate information about the
documents. Three of the four consumers with a PAD had been hospitalized
between the interviews (one was hospitalized twice). In all but one of the
four hospitalizations, the PAD was ignored. The authors concluded that “a
legal change—although necessary—is an insufficient step to engender social
or political change” (Backlar, McFarland, Swanson, & Mahler, 2001, p. 437).

Geller (2000) investigated the use of health care proxies in making
decisions regarding psychiatric interventions in a Massachusetts state hos-
pital. The investigator examined the charts of all patients in the psychiatric
hospital for the presence of an advance directive. Out of 161 patients in the
hospital at the time of the chart review, 71 had full guardians and thus were
not eligible to execute an advance directive. Of the remaining 90 patients,
53 had health care proxies in their chart; however, 34 patients had refused
to sign them. Thus, only 16 patients (10%) had meaningful proxies in their
charts. The author further examined the commitment status (whether they
were voluntary, civilly, or criminally committed) of the 37 patients without
health care proxies and determined that of the 161 patients at the hospi-
tal, a maximum of 40 (25%) were “even in a position to potentially have
a health care proxy that could have meaningfully affected their inpatient
status” (Geller, 2000, p. 10).

In a recent randomized controlled trial, 469 persons with serious mental
illness were randomly assigned to one of two groups: (a) facilitated PADs or
(b) a control group receiving only PAD information and referral for assis-
tance (Swanson, Swartz, Elbogen, et al., 2006). Investigators found that 63%
of persons in the facilitated PAD condition, compared with only 3% in the
control group, executed an advance directive. Out of the 158 individuals
who executed an advance directive (facilitated PAD and control combined),
not a single person used the PAD to refuse treatment altogether. At 1-month
follow-up, persons in the facilitated PAD group reported a greater working
alliance and were more likely to report receiving the treatment they needed,
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regardless of whether a PAD was executed. At 6-, 12-, and 24-month follow-
up, persons who completed a PAD were less likely to experience a coercive
intervention than those who did not complete a PAD (Swanson et al., 2008).

BARRIERS AND CONCERNS

Several stakeholder opinion surveys highlight potential barriers to
the successful implementation of advance directives in psychiatry. A first
major barrier is the lack of information that consumers, mental health pro-
fessionals, families, and other community members have about the applica-
tion of advance directives to mental health treatment (O’Connell & Stein,
2005; Scheyett, 2008; Shields, Pathare, van der Ham, & Bunders, 2014).
Treatment providers have expressed concerns about issues such as poten-
tial legal ramifications associated with the documents, the determination of
decision-making capacity, and logistical issues around the implementation of
psychiatric advance directives (Mezey, Teresi, Ramsey, Mitty, & Bobrowitz,
2000; O’Connell & Stein, 2005; Srebnik, Appelbaum, & Russo, 2004;
Srebnik & Brodoff, 2003; Srebnik & Kim, 2006). Mental health consumers
have expressed concerns that patients might experience an increased sense
of loss of control and distrust if their directives were not honored (Backlar
& McFarland, 1996) and fears that the documents may be used as a way of
validating involuntary treatment (Geller, 2000; Sales, 1993). Despite the
potential benefits associated with the documents, understanding and address-
ing some of the misconceptions or concerns of various stakeholder groups
about PADs may be a critical link to the successful use of these documents

(O’Connell & Stein, 2005).

CONCLUSION

Over the past few decades, the definition of recovery from mental
illness has evolved from a return to premorbid functioning or a remission
of symptoms to one that incorporates finding purpose and meaning in life,
regaining citizenship, and having valued roles, despite one’s ailments or
disability (Davidson et al., 2001; Davidson, O’Connell, Tondora, Lawless,
& Evans, 2005; Davidson & Strauss, 1992; Davidson, Tondora, & Ridgway,
2010; Davidson & White, 2007). Offering people with serious mental
illnesses opportunities for choice and self-determination is considered a
critical component of recovery-oriented care. More than that, it also is an
essential element of delivering care that is responsive to an individual’s needs,
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desires, and values. An emerging body of research suggests that incorporat-
ing elements of choice and self-determination into care may also enhance
treatment engagement and outcomes (see Davidson et al., 2012, for a
review). Yet, the practical and ethical mechanisms for doing so are chal-
lenging, as noted here. Advance planning tools, such as advance directives,
may serve as important vehicles to protect not only the rights of individuals
in treatment but also those of the providers who may be “responsible” for
their care.
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