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ABSTRACT

1. BACKGROUND AND HISTORY

This issue’s “Legal Briefing” column covers recent legal
developments involving the Patient Self-Determination Act
(PSDA). Enacted in the wake of the U.S. Supreme Court’s
Cruzan decision in 1990, the PSDA remains a seminal event
in the development of U.S. bioethics public policy, but the
PSDA has long been criticized as inadequate and ineffective. Finally, recent legislative and regulatory changes promise to revitalize and rejuvenate it. The PSDA has been the
subject of recent articles in The Journal of Clinical Ethics.1
I categorize new legal developments concerning the
PSDA into the following eight sections:
1. Background and History
2. Rules and Requirements
3. Criticism and Challenges
4. Failed Efforts to Amend the PSDA
5. Personalize Your Care Act of 2013
6. New Regulations
7. New Regulatory Guidance
8. Expanded Enforcement

By the late 1980s, it was clear that individuals had an indisputable right to refuse treatment.
But it was also clear that patients often lost that
right when they lost capacity to make healthcare decisions. Even the U.S. Congress recognized that healthcare providers often subjected
people to “unwanted and sometimes unnecessary treatment, treatment that unnaturally prolongs the dying process.” The healthcare system had “become obsessed with extending life,
at times neglecting the caring component of
medicine and trampling on the rights of patients.” Advance directives were seen as a key
part of the solution. Without an advance directive, “doctors and families often just don’t know
a patient’s wishes and fear the awesome responsibility of guessing what the patient would have
thought was best.”2
To encourage people to complete advance
directives, Senator John Danforth (R-Missouri)
introduced the “Patient Self-Determination Act
of 1989” in the U.S. Senate in October 1989.3
The bill had a simple goal: require Medicare
and Medicaid providers to inform patients of
the rights that they already have under state law
to complete an advance directive. The Subcom-
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mittee on Medicare and Long-Term Care of the
Senate Committee on Finance held hearings.4
But Danforth’s bill died in committee. In April
1990, Representative Sander Levin (D-Michigan) introduced the Patient Self-Determination
Act of 1990.5 This bill also failed to advance.6
But it is important to note that these early versions of the PSDA were more ambitious than
the version later enacted. For example, they
would have required facilities to “periodically
review” advance directives and to establish “institutional ethics committees.”7 Compliance
would have been burdensome and expensive.
Then, on 25 June 1990, the U.S. Supreme
Court issued its opinion in Cruzan v. Director,
Missouri Department of Health.8 As readers of
this journal are well aware, Nancy Cruzan was
in a persistent vegetative state. Her family
wanted to withdraw her clinically assisted nutrition and hydration.9 But the Missouri Supreme Court denied the family’s petition because they failed to present clear and convincing evidence that this treatment plan was consistent with Cruzan’s wishes.10 The Supreme
Court affirmed, holding that the Constitution
does not prohibit a state from requiring a family to present “clear and convincing evidence”
of a patient’s wishes before having authority to
withdraw life-sustaining medical treatment.
The Cruzan case shined a bright spotlight
on the importance of advance care planning.11
This salience was apparently sufficient to reinvigorate the PSDA. Representative Levin introduced a new PSDA bill the same week.12 While
Levin’s bill did not advance on its own, all of
its provisions were included in the 400-page
Omnibus Budget Reconciliation Act of 1990
(OBRA). Introduced on 15 October 1990, OBRA
was signed into law just 20 days later, on 5 November 1990, by President George H.W. Bush.13
OBRA did not refer to the PSDA provisions as
the “Patient Self-Determination Act.”14 But the
name stuck.15 The PSDA went into effect on 1
December 1991.
2. RULES AND REQUIREMENTS
The PSDA applies to a range of healthcare
facilities that participate in Medicare and Med-
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icaid, including hospitals, nursing facilities,
home health agencies, and hospice.16 The PSDA
spans fewer than 500 words in a more than
8,000-word list of requirements for participation in Medicare and Medicaid. But while it is
short, the PSDA imposes five distinct duties on
participating careproviders.17
First and most famously, the PSDA requires
providers to:
1. “maintain written policies and procedures”
to provide written information to each adult
individual receiving medical care concerning both
a. the individual’s rights under state law to
make decisions concerning medical care, including the right to formulate advance directives, and
b. the provider’s written policies respecting the
implementation of such rights.18
The PSDA further requires providers to:
2. document in the individual’s medical record
whether the individual has executed an advance directive,
3. not condition the provision of care or otherwise discriminate against an individual
based on whether the individual has executed an advance directive,
4. ensure compliance with requirements of
state law respecting advance directives, and
5. provide education for both staff and the
community on issues concerning advance
directives.19
As it does with most other federal Medicare and
Medicaid legislation, the U.S. Department of
Health and Human Services (DHHS) quickly
implemented the PSDA through regulations.20
The requirements were included as Medicare
“Conditions of Participation” relating to “Patient Rights.”21 While the regulations largely
parrot the statutory text, they interpret and expand the statute in several places. For example,
if a provider cannot implement an advance directive on the basis of conscience, the regulations specify the elements of a valid “statement
of limitation.”22 At a minimum, it must:
1. clarify any differences between institutionwide conscience objections and those that
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may be raised by individual physicians,
2. identify the state legal authority permitting
such objection, and
3. describe the range of medical conditions or
procedures affected by the conscience objection.
Congress has never amended the PSDA itself.23 But, in 1997, Congress clarified the scope
of the PSDA when it enacted the Assisted Suicide Funding Restriction Act of 1997. This statute mandated that the PSDA must not be construed to require any provider “to inform or
counsel any individual regarding any right to
obtain an item or service furnished for the purpose of causing, or the purpose of assisting in
causing, the death of the individual, such as by
assisted suicide, euthanasia, or mercy killing.”
The Assisted Suicide Funding Restriction Act
further mandated that the PSDA not be construed to “apply to or to affect any requirement
with respect to a portion of an advance directive that directs the purposeful causing of, or
the purposeful assisting in causing, the death
of any individual, such as by assisted suicide,
euthanasia, or mercy killing.”24
3. CRITICISM AND CHALLENGES
For decades, a significant volume of medical and legal literature has criticized the PSDA.
Commentators began expressing concerns during the first few years of the PSDA.25 And the
criticism has continued for the next 20 years.26
Much of it has focused on the PSDA’s failure to
more ambitiously and expansively address
problems in end-of-life healthcare decision
making. For example, some had hoped that the
PSDA would have fixed or pre-empted inadequate patient rights protections under state
law.27 Others have criticized the PSDA on a
number of other grounds, such as failing to meet
the needs of patients with limited English proficiency.28 In 1999, I joined this growing chorus.29 I argued that the PSDA “has promoted the
execution of uninformed and under-informed
advance directives, and has undermined, not
protected, self-determination.” I concluded that
the PSDA “looks like an utter failure.”
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I may have been too strong. To be fair, facilities have generally complied with the law.30
But the outcome has been simply increased
documentation of advance directives. The
PSDA has not increased the completion of either advance directives or advance care planning.31 Some commentators have argued that
this was an inevitable organizational failure.32
After all, the PSDA mandates advance care planning information at the wrong place, at the
wrong time, by the wrong person, and through
the wrong mechanism. In short, most agree that
the PSDA has been, at most, a “modest success.”33
In just the past year, major legal and medical professional associations have urged Congress to expand and update the PSDA. For example, in August 2012, the American Bar Association House of Delegates passed a resolution calling on Congress to amend the PSDA to
require that:
1. Every patient or patient’s authorized representative be given an opportunity to discuss
issues relating to advance care planning
with an appropriately trained professional
representative of the provider organization
within a reasonable time after the patient’s
admission to a facility covered by the PSDA,
2. Health insurance exchanges developed pursuant to the Patient Protection and Affordable Care Act of 2010 be required under the
PSDA to provide advance care planning information and resource options for followup assistance,
3. In the absence of a validly executed advance
directive, any clear, undisputed expression
of a person’s healthcare wishes with respect
to healthcare should be honored, as long as
consistent with applicable law.34
Similarly, in 2013, the American Academy
of Nursing (AAN) called for the PSDA to be “updated and expanded” beyond its mere “clerical
function” of providing advance directive forms
to patients on hospital admission.35 The AAN
urged that the PSDA’s requirements be expanded to include conversations about advance
care planning in outpatient settings, primary
care clinics, long-term care facilities, and com-
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munity based home care and acute care settings.
The AAN also called for information on the
planning process to be provided to both patients
and significant others.
4. FAILED EFFORTS TO AMEND THE PSDA
So far, these calls for changes to the PSDA
have not met with success. Bills to amend the
PSDA were first introduced within two years
of its enactment. For example, the National
Organ Donor Awareness Campaign Act of 1992
would have required that the provision of information under the PSDA “be coordinated with
the provision of organ donation information.”36
A 1994 bill introduced by the PSDA’s original
proponent, Senator Danforth, would have provided for the “portability” of advance directives
by specifying that “an advance directive validly executed outside the state in which such
directive is presented must be given effect to
the same extent as an advance directive validly
executed under the law of the State in which
presented.” The same bill also would have extended the PSDA to dialysis centers.37
Since the early 1990s, dozens more bills
have been introduced to expand and strengthen
the PSDA. For example, in the 112th Congress,
the Senior Navigation and Planning Act of 2012
would have mandated advance care planning
education campaigns, an information phone
line, and a clearinghouse. It also would have
required the inclusion of advance care planning
materials in the Medicare and You handbook.38
In the 111th Congress, nearly 10 separate bills,
like the Advance Directive Promotion Act of
2009,39 called for similar measures.40 One bill
would have even required student loan lenders
to discuss advance directives.41 But none of this
legislation was enacted.
In the United States, much of the public
debate over end-of-life issues has occurred in
the courts rather than in the legislature.42 The
legislature is better positioned to deliberate
about how to balance the competing interests
at stake. For example, legislatures can conduct
more extensive, resource-intensive hearings.
But the lack of legislative movement suggests
that end-of-life medicine is “too hot” for the
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political branch of government, especially in
the wake of the highly charged public rhetoric
regarding “death panels.” A Pennsylvania court
hearing a right to die case summarized this sentiment as follows: “Legislatures are often slow
to act, and where the legislature has failed to
act, the courts must respond to protect individual rights.”43
5. PERSONALIZE YOUR CARE ACT OF 2013
The PSDA requires that patients be apprised, at the time of admission, of their right
to complete an advance directive. It also requires providers to do some community education. But it neither requires providers to engage patients, nor compensates them for engaging patients, in early advance care planning, particularly in community and clinical practices.
The PSDA takes only a last chance, safety net
approach to advance directive completion.
Other legislation has tried to complement
the PSDA in this respect. For example, Medicare has long covered an “initial preventive
physical examination” (IPPE), also known as
the “Welcome to Medicare Preventive Visit.”44
The IPPE includes physicians’ services consisting of a physical examination with the goal of
health promotion and disease detection. In
2008, the Medicare Improvements for Patients
and Providers Act of 2008 expanded the definition of the IPPE to include education, counseling, and referral with respect to screening
and other preventive services as well as endof-life planning.45 The required “end-of-life
planning” means verbal or written information
regarding “(A) an individual’s ability to prepare
an advance directive in the case that an injury
or illness causes the individual to be unable to
make health care decisions; and (B) whether or
not the physician is willing to follow the
individual’s wishes as expressed in an advance
directive.”46
While useful, including end-of-life planning
only at the IPPE is limited in the same way that
the PSDA is limited. Just as the PSDA is limited to disclosure on facility admission, the IPPE
is limited to disclosure on Medicare “admission.” In response, the bill that would become
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the Affordable Care Act (ACA) was, at one time,
intended to more directly offer incentives for
the use of tools for early end-of-life decision
making.47 Earlier drafts of the bill contained a
provision that would have reimbursed physicians under Medicare for periodically consulting with patients about advance care planning
and discussing POLST (physician orders for lifesustaining treatment, an important complement
to advance directives for persons with advanced
illness), when available and applicable.48 In
contrast to an advance directive, which must
be interpreted to be implemented, a POLST
form translates the patient’s wishes into immediately actionable medical orders. Moreover,
POLST is transportable from one care setting to
another, and is authoritative in hospitals, nursing homes, and ambulances. A growing body
of evidence demonstrates that POLST is an
important complement to advance directives for
persons with advanced illness. But political
backlash (involving talk of “death panels”) ultimately forced the removal of this provision.49
Still, the March 2010 enacted version of the
ACA did authorize “annual wellness visits”
under Medicare.50 So, through regulations in
late 2010, the DHHS authorized Medicare coverage of advance care planning conversations
as an element of this “annual wellness visit.”51
But this also proved controversial,52 and the
regulation was rescinded just six weeks later.53
In 2011, Representative Earl Blumenauer (DOregon), the proponent of the (ultimately eliminated) “voluntary advance care planning” language in the original ACA, introduced new legislation that would have provided Medicare and
Medicaid coverage for advance care planning
conversations and would have provided grants
to develop POLST programs.54 But his bill died.
In March 2013, Representative Blumenauer
introduced a new version of his bill, titled the
Personalize Your Care Act of 2013.55 The bill
supports advance care planning in five ways.
First, it provides Medicare and Medicaid coverage for a “voluntary advance care planning
consultation” every five years or in the event of
a major change in health status.56 This periodic
revisiting of advance care documents and goals
of care recognizes that an individual’s prefer-
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ences can change over time. It also recognizes
that the advance care plan should be updated
if an individual develops a serious or chronic
illness, if additional curative and palliative
treatment options become available, and to consistently reflect the individual’s current circumstances and preferences. On the other hand,
particularly with sudden conditions like quadriplegia, the updated plan might reflect only
transient and not settled long-term preferences.
Second, the Personalize Your Care Act of
2013 expands the definition of “advance directive” to also include any “other statement that
is recorded and completed in a manner recognized under State law by an individual with
capacity to make health care decisions and that
indicates the individual’s wishes regarding
medical treatment in the event of future incapacity of the individual to make health care
decisions.” Most notably, this would expand the
PSDA, requiring facilities to provide information and education about POLST in addition to
traditional advance directives.57
Third, the Personalize Your Care Act of 2013
helps make advance care planning documents
accessible wherever care is provided. The legislation ensures that an individual’s electronic
health record is able to display his or her current advance directive and/or POLST, so that
his or her wishes are easily accessible and respected.
Fourth, under the Personalize Your Care Act
of 2013, advance directives would be portable,
that is, that advance directives completed in one
state are honored in another state. The states
have taken at least four different approaches to
portability. First, some states will honor the
originating state’s advance directive so long as
it complies with the law of the receiving state.
Second, some states will honor the originating
state’s advance directive so long as it just reasonably or substantially complies with the law
of the receiving state. Third, some states honor
the originating state’s advance directive so long
as it complies with the law of the originating
state. Fourth, some states will honor the originating state’s advance directive so long as it
complies with either the law of the receiving
state or the law of the originating state.
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In light of this variation, portability is clearly
an area in which federal law is needed and
could be very effective. The Personalize Your
Care Act of 2013 provides: “an advance directive validly executed outside the State in which
such directive is presented must be given effect by a provider of services or organization to
the same extent as an advance directive validly
executed under the law of the State in which it
is presented.” The bill has an express pre-emption clause that would pre-empt any state law
with inconsistent portability provisions.
Finally, the Personalize Your Care Act of
2013 provides grants to states to establish or
expand POLST programs. For instance, the National POLST Paradigm Program Task Force
provides consultation, guidance, and mentorship to developing states for program and form
development, recognizing the uniqueness of
each state.58 These programs have a track record
of promoting patient autonomy through:
a. documenting and coordinating a person’s
treatment preferences,
b. clarifying treatment intentions and minimizing confusion,
c. reducing repetitive activities in complying
with the PSDA, and
d. facilitating appropriate treatment by emergency personnel.
Representative Blumenauer’s Personalize
Your Care Act of 2013 has been referred both to
the House Committee on Energy and Commerce,
and to the House Committee on Ways and
Means. Each committee will consider those provisions of the bill that fall within its jurisdiction. Unfortunately, the measure is not expected
to pass.
6. NEW REGULATIONS
Furthering the objectives of the PSDA are
new re-imbursement carrots in the electronic
health records (EHR) incentive program.59 To
spread the use of EHRs to improve healthcare
quality, the Centers for Medicare and Medicaid
Services (CMS) issued “meaningful use” standards.60 These relate to having complete and
accurate information, to ensuring access to the
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information, and to assuring the empowerment
of patients. By satisfying specific criteria, providers can earn incentive payments. One of
these measures is “whether more than 50% of
unique patients 65 years old or older admitted
to a hospital’s inpatient place of service have
an indication of an advance directive status recorded as structured data.”61 CMS has already
paid more than $8 billion in incentive payments, and advance directive documentation
has presumably increased. But these significant
financial incentives could increase the already
documented risk that clinicians will badger or
coerce patients into completing advance directives or POLSTs. A significant population of individuals are reluctant to complete advance directives. Some may distrust how clinicians will
use them. Some find it too painful to imagine
future states of critical illness. Others are simply not ready, because they have not yet reflected and discussed their preferences.
7. NEW REGULATORY GUIDANCE
On 15 April 2010, President Obama issued
a Memorandum on Hospital Visitation to the
Secretary of DHHS.62 While largely focused on
visitors for lesbian, gay, bisexual, and transgender patients, in this memorandum, the President asked that DHHS “ensure that all hospitals participating in Medicare or Medicaid are
in full compliance with regulations . . . promulgated to guarantee that all patients’ advance directives . . . are respected.” The President further requested that DHHS “issue new guidelines
. . . and provide technical assistance on how
hospitals . . . can best comply with the regulations and take any additional appropriate measures to fully enforce the regulations.”
By May 2010, CMS, the relevant DHHS
agency, promulgated a proposed rule.63 After
receiving and reviewing comments, CMS promulgated a final rule in November 2010.64 But
perhaps more significantly, CMS revised two
section of its State Operations Manual (SOM).65
This manual contains interpretive guidelines
that elaborate on the regulations. And it contains instructions for surveyors on how to monitor compliance.66
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In September 2011, CMS first revised SOM
Appendices A and W.67 Appendix A relates to
hospitals. Appendix W relates to critical access
hospitals. CMS published a further update in
December 2011.68 The revisions provide additional guidance to surveyors on how to assess
compliance with advance directive requirements. For example, they provide tips on conducting patient and family interviews and directions for performing document review.
In September 2012, CMS revised Appendix
PP, the section focusing on long-term care facilities. CMS published a further update in
March 2013.69 Federal regulations have long
provided that a nursing home resident “has the
right to refuse treatment. . . .” But in its SOM
update, CMS strengthened the implementation
of this standard by better clarifying that “the
resident may not be treated against his/her
wishes.”70 Specifically, CMS issued detailed
guidance for surveyors, helping them to identify noncompliant practices, policies, and procedures.
Surveyors conduct observations, interviews,
and record reviews to assess compliance at two
different levels. First, they determine whether
“orders are consistent with the resident’s documented choices and goals.” Second, they determine whether “any treatment or interventions have been ordered . . . that are inconsistent with the resident’s documented acceptance
or refusal of treatment or with an existing advance directive.” In short, the new CMS guidance directs surveyors to ensure (1) orders
match wishes and (2) treatment matches orders.
Furthermore, the new guidance not only
strengthens the rigor of the inspection process
relative to life-sustaining treatment, but it also
increases the penalties for noncompliance. The
new guidance provides that “failure to obtain
and implement medical orders related to lifesustaining treatments” is the highest level deficiency: “Level 4: Immediate Jeopardy to Resident Health or Safety.”
7. EXPANDED ENFORCEMENT
In the past 20 years, a number of individuals have brought lawsuits against healthcare
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providers, alleging violations of the PSDA. But
these claims have been uniformly dismissed.
The courts have consistently held that the PSDA
affords individuals no private cause of action.71
Indeed, Congress specifically avoided changing
this when, in March 2005, it enacted the infamous “Act for the Relief of the Parents of
Theresa Marie Schiavo.” This law gave jurisdiction to the United States District Court for
the Middle District of Florida “to hear, determine, and render judgment on a suit or claim
by or on behalf of Theresa Marie Schiavo for
the alleged violation of any right . . . relating to
the withholding or withdrawal of food, fluids,
or medical treatment necessary to sustain her
life.” Some legislators may have been concerned
that this law might imply that other patients
were entitled to litigate PSDA violations. Accordingly, the Schiavo Act specifically provides
that “nothing in this Act shall affect the rights
of any person under the Patient Self-Determination Act of 1990.”72
Since patients and families cannot themselves enforce the PSDA, enforcement authority rests with CMS.73 CMS, in turn, contracts
with the states to monitor healthcare facilities
that want to be eligible to provide care to Medicare and Medicaid beneficiaries.74 So the state,
usually through its health department or department of human services, has the responsibility
to certify a facility’s compliance or noncompliance with quality and performance standards
in Medicare and Medicaid regulations.
My own preliminary investigation suggests
that surveyors are stepping up enforcement of
the PSDA. For example, my examination of a
new hospital inspection database created by the
Association of Health Care Journalists indicates
there were twice as many inspections relating
to advance directives in 2012 compared to
2011.75 My research in a DHHS database reveals
the same thing. When providers dispute imposed sanctions, they can appeal to an administrative law judge and then to the DHHS Departmental Appeals Board.76 A search for Departmental Appeals Board cases concerning
advance directives found there were as many
cases (11) concerning advance directives since
2010 as in the previous 10 years combined.77
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Right to Refuse
One type of PSDA obligation that surveyors
have been aggressively enforcing is the right to
refuse treatment. For example, the Kentucky
Cabinet for Health and Family Services Office
of Inspector General (OIG) is Kentucky’s regulatory agency for licensing all long-term care
facilities.78 To monitor and enforce the rights of
residents in Kentucky long-term care facilities,
the OIG conducts unannounced inspections.79
For example, according to the South Carolina
Nursing Home Blog, in March 2008, the OIG
issued a citation to Green Meadows Health Care
for trying to revive a resident who had signed a
do-not-resuscitate (DNR) order.80 And, according to the Independent Online, in March 2009
the OIG cited Louisville’s Jefferson Manor after
staff resuscitated 95-year-old Eva Karem, despite a DNR order.81
Other states have similarly sanctioned facilities for resuscitating residents contrary to
their instructions. For example, in June 2012, a
Florida facility was cited for initiating CPR on
a resident “who had stated on admission that
he did not want to be resuscitated.”82 Many additional cases concerning PSDA rights are included in ProPublica’s Nursing Home Inspect
database.83
Furthermore, the states have been sanctioning facilities not only for inappropriate resuscitation, but also for improperly or inadequately
recording residents’ preferences not to be resuscitated. For example, one facility “failed to
place the signed DNRs in the patient’s records,”
placing them “at risk for their [DNR] wishes not
being followed.”84 Another facility lacked “necessary policies and procedures for assuring that
residents’ advance directives would be honored.”85
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been penalized for failing to disclose their medical futility policies. To be clear, the PSDA does
not restrict a hospital’s ability to adopt or implement a medical futility policy. It simply requires
disclosure of the policy.
For example, according to reports by the
Association of Health Care Journalists (AHCJ),
based on information from CMS, in January
2012, clinicians at Milwaukee’s Froedtert Hospital had an actively dying patient who had 21
hospitalizations in the past year and had received 20 units of blood in the past month. Clinicians concluded that this patient had no capacity to benefit either from nearly daily transfusions or from being a full code. But the family would not consent to the proposed treatment
plan. So, pursuant to the institution’s futility
policy, clinicians wrote a DNR order over the
objections of the patient’s family. Surveyors
found that Froedtert violated the patient’s rights
under the PSDA because the “hospital failed to
notify patient of the hospital’s Medical Futility
Policy prior to implementing the policy.”87
Surveyors reached a similar conclusion, in
February 2012, at Botsford Hospital in Farmington Hills, Michigan, according to AHCJ. Surveyors found that there was no information in
the “Patient Folder” informing patients of the
hospital’s “Medical Futility” and “Resuscitation
Not Indicated” policies, even though those policies may limit a patient’s rights to formulate
advance directives and have them honored by
the facility. Furthermore, surveyors found that
patients and surrogate decision makers were not
provided with written information on facility
policies when a physician determines medical
futility and writes an order for “no CPR” (cardiopulmonary resuscitation.)88
CONCLUSION

Right to Futility Policies
Surveyors have also been enforcing other
PSDA requirements. One of these requirements
is to “provide written information” to all admitted patients concerning “the written policies of the provider or organization respecting
the implementation of . . . an individual’s
rights . . . to make decisions concerning such
medical care.”86 Several hospitals have recently

The legislative history of the PSDA indicates
that its proponents had six clearly distinguishable goals for the act.89 These were:
1. to empower people,
2. to produce more advance directives,
3. to ensure the honoring of advance directives,
4. to spur more state advance directive statutes,
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5. to reduce overtreatment, and
6. to control medical costs.
But the PSDA has substantially failed to
achieve most of these goals. Its main outcome
has been just the routine distribution of information about advance directives and patients’
rights to accept or refuse medical treatment.
This should not be surprising. The PSDA’s
mandates are too modest to produce broader
change. Recognizing this, recent legislative and
regulatory efforts have focused not only on enforcing the PSDA but also on expanding and
supplementing the reach of the PSDA. Still,
even this is not enough. CMS alone cannot
achieve the PSDA’s original goals, due to limitations imposed by the PSDA itself. The agency
has repeatedly confirmed that the PSDA “defers to State law to govern advance directive
issues.”90 Consequently, to achieve the original
objectives of the PSDA, state legislatures and
health agencies must strengthen state laws concerning informed consent, advance directives,
POLST, and surrogate decision making.
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