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The Advisory Panel on Alzheimer’s Disease, congression-
ally mandated by Public Law 99-660 and reauthorized by
Public Law 102-507, was appointed by the Director of the
Office of Technology Assessment, a non-partisan analyti-
cal agency that serves the U.S. Congress. The Panel was
charged to advise the Department of Health and Human
Services (DHHS) and its Council on Alzheimer’s Disease,
as well as the Congress, on Alzheimer’s research priori-
ties and policy recommendations. Its chairperson was
appointed by the Secretary of HHS, and its activities have
been administered through the DHHS. This report is sub-
mitted to the Congress, the Secretary of HHS, and the DHHS
Council on Alzheimer’s Disease; it also is released to the
general public.

While the final version represents the advice and effort of
the entire membership, the Panel wishes to express ap-
preciation to Thomas V. Trainer, J.D., for his leadership in
the development of this report.

The opinions expressed herein are the views of the au-
thors and do not necessarily reflect the official position of
the U.S. Department of Health and Human Services or any
of its components.

All material appearing in this volume is in the public do-
main and may be reproduced or copied without permis-
sion from the Department or the authors. Citation of the
source is appreciated.
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PREFACE

The Advisory Panel on Alzheimer’s Disease, estab-
lished under Public Law 99-660 (amended by Public Law
102-507), was charged with the following mandate:

The Panel shall assist the Secretary [of the Depart-
ment of Health and Human Services] and the
Council {on Alzheimer’s Disease, an intra-gov-
ernmental task force also established under the
same statutes] in the identification of priorities
and emerging issues with respect to Alzheimer’s
disease and related dementias and the care of
individuals with such disease and dementias.
The Panel shall advise the Secretary and the
Council with respect to the identification of —

(1) emerging issues in, and promising areas of, bio-
medical researchrelating to Alzheimer’s disease and
related dementias;

(2) emerging issues in, and promising areas of, re-
search relating to services for individuals with
Alzheimer’s disease and related dementias and their
families;

(3) emerging issues and promising initiatives in
home and community-based services, and systems
of such services, for individuals with Alzheimer’s
disease and related dementias and their families; and

(4) emerging issues in, and innovative financ-
ing mechanisms for, payment for health care
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services and social services for individuals with
Alzheimer’s disease and related dementias and
their families, particularly financing mecha-
nisms in the private sector. (Sec 922[a])

This report focuses upon legal issues arising in the
context of Alzheimer’s disease, matters that affect the per-
son with the disorder, his or her family, health care profes-
sionals, and society at large. It contains a series of public
policy recommendations for actions that are designed to
resolve the problems that now arise in the context of judg-
ments of legal competency and medical diagnoses of prob-
able Alzheimer’s disease (AD) or other related dementing
disorders (ADRD).” These recommendations are high-
lighted in bold type throughout the body of this report.

The report also marks a departure from previous
Panel reporting methods. In pastyears, the Panel has pro-
duced a single annual volume that provided a broad over-
view of emerging issues and needs in biomedical and
health services research, and identified an issue and solu-
tions to a specific problem in ADRD care and treatment,
whether in the area of eligibility, provider training, treat-
ment goals and objectives, or care needs of racial and eth-
nic minority populations. While that method of fulfilling
its mandate has been well received by policy makers and

* The abbreviation ADRD is used when referring to the dementias as an
undifferentiated group of disorders with similar manifestations, e.g., the
population considered to show the cognitive impairments of dementiaasa
result of either Alzheimer’s disease or related disorders. The abbreviation
ADis used when referring to features, such as neuropathological changes,
thought to be specific to the Alzheimer’s disease process rather than true of
dementiasingeneral.
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the public alike, the Panel has decided to develop and dis-
seminate the products of its deliberations as separate,
more focused reports. Thus, over the course of the year,
the Panel will be reporting to the DHHS, the Council on
Alzheimer’s Disease, and the Congress on more than one
occasion. However, our objective remains the provision
of expert, scientifically based commentary and advice on
research and service delivery issues key to understanding
the nature of AD and to providing the most appropriate
care and treatment to persons with Alzheimer’s disease
or related disorders.
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LEGAL ISSUES IN THE CARE
AND TREATMENT OF PERSONS
WITH ADRD

INTRODUCTION

Alzheimer’s disease (AD) currently affects an esti-
mated 4 million Americans. Manifested initially by mild for-
getfulness, this devastating disease eventually erodes all
cognitive and functional abilities, leading to total dependence
on caregivers and, ultimately, to death. The prevalence of
AD increases dramatically with age. Persons age 65 to 74
have a 1 in 25 chance of having AD; for those 85 and older,
the likelihood rises to a staggering level, approaching 1 in
every 2 persons. Those age 85 and over represent the most
rapidly growing sector of the American population, portend-
ing a dramatic increase in the overall number of cases of AD
in the coming decade.

Persons with Alzheimer’s disease and related dementias
(ADRD) often are unaware of the toll taken by the multiple ef-
fects of the disease process at work within them. Initially, they
evidence increasing “forgetfulness”; over time, they find them-
selves unable to work or to manage home life and personal care.
Eventually, the inexorable course of the disease leads toloss of
cognition and total dependence. On average, an individu-
al's progressive incapacitation, with the attendant depen-
dency and need for family or other forms of care, may last 6
to 8 years (1,2). Attimes, it can extend decades. In the pro-
gression of the disorder, persons with AD lose their ability to
make decisions about even the most basic aspects of daily
living: when and what to eat; how to dress; how to groom;
how to toilet. They become dependent upon 24-hour super-
vision and need more intensive therapeutic interventions,
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most often aimed not at the disease itself, but at its second-
ary behavioral and psychiatric symptoms of agitation, wan-
dering, and inappropriate behavior.

Intervention most often first comes from family and
otherinformal caregivers. The farnilies of those with Alzheimer’s
disease experience increasingly substantial burdens as the re-
sult of the caregiving role. In an effort to delay institutional
care, spouses and other family members often attend to the AD
patientin the home, at the cost of lost wages, lost jobs, and lost
time to tend to one’s own needs. The incidence of compro-
mised physical and mental health among family caregivers is
significant as well (3). While respite care, adult day programs,
and other community-based health care services may help re-
duce the growing pressure experienced by family caregivers,
these services are of limited availability in many areas and are
not sought by many family caregivers (4).

One of the most common results of this increased
caregiver burden is placement in long-term care facilities, add-
ing to the family burden in economic terms. Indeed, ADis one
of the late life health problems most greatly feared by American
families, due both to the enormous suffering it causes and to
the significant costs it incurs. Persons with ADRD oftenre-
quire extended periods of nursing home care; when coupled
with their lostincome and the lostincome of family caregivers,
the result may be economic disaster. For many persons with
AD, the last years of life are spent in a long-term care facility,
the costs of which are borne primarily by today’s welfare sys-
tem (5,6).

Inits previous reports, the Panel considered a host of
medical, ethical, and health economic issues arising at their
interface with Alzheimer’s disease. We have examined issues of
eligibility, health care financing, and professional training. Panel
reports have shed light on the special concermns of ethnic and
minority populations facing AD; and we have wrestled with is-
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sues of values that control caregiving decisions made by
and for persons with ADRD. In this report, we turn to legal
issues, another area of growing concern in the care and
treatment of AD. Central to the discussion are questions
of autonomy and incapacity, medical decisionmaking, and
long-term care.!

THE LAW AND ALZHEIMER’S DISEASE

Today, the U.S. legal system contains very little codified
“law” specific to Alzheimer’s disease and related dementias,
notwithstanding the fact that these disorders are thought to
affect over 4 million AD patients and perhaps again as many
family caregivers and to cost nearly $100 billion dollars annu-
ally.2 Relatively few statutes, whether at the Federal, state, or
localjurisdictional level, contain any reference to Alzheimer’s
disease itself. A nationwide computer-based research inquiry
conducted by the Panel found that in 1993, only 85 Federal and
200 state statutes in any area of jurisprudence included a

1 A computer search of court cases involving persons with AD yielded
a variety of topics central to issues of judgment or what, in law, is re-
ferred to as “capacity.” They included cases that focused on the capac-
ity of a person with AD to marry; to enter into contracts with profession-
als; to enter into a durable power of attorney; tc be tried for criminal
acts; to serve as a witness in trials; to be excused legally for failing to act
within a required time in the payment of property taxes, in lease re-
newal, or in response to a court pleading; and to undertake estate plan-
ning, such as the preparation of wills or trusts.

2 The National Foundation for Brain Research, which serves as the clear-
inghouse for Federal activities conceming the Decade of the Brain, has esti-
mated that the total annual costs of dementia in the U.S. exceed $113billion
(1991 dollars), with direct costs (medical care, nursing home care) esti-
mated at over $18 billion, and indirect costs (caregiver time, premature
death) estimated at $94 billion.
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specific reference to Alzheimer’s disease. A preponder-
ance of these statutes provide only for the establishment
or operation of government task forces or panels on
Alzheimer’s disease? rather than for the regulation of a
substantive area of law. The research query also searched
court decisions of record. Of over one half million deci-
sions recorded by the Westlaw legal computer system, only
260 decisions include any reference to Alzheimer’s dis-
ease per se. Of these 260 identified cases, 50 contain only
passing reference to AD. It should be noted that this figure
may be somewhat conservative. A second computer-
aided search, using the term senile dementia, a term for-
merly used to describe what we know today as ADRD,
identified an additional 130 cases, again a very small num-
ber. The search demonstrates the paucity of legal prece-
dent in the area of ADRD, suggesting also that future deci-
sions or statutes likely will not be based on precedent.

While little statutory, case, or regulatory law deals di-
rectly with Alzheimer’s disease, a number of general areas of
law have a significant effect upon persons with Alzheimer’s dis-
ease and their families. The balance of this report will
focus on those issues, among them legal issues bearing
on autonomy and incapacity, and on medical decision-
making.

3 The few statutes dealing with substantive legal matters demonstrate the
difficulties that arise when attempting to draft legislation dealing with a
specific illness or disorder in the absence of sufficient knowledge of the dis-
ease. Thus, a Utah guardianship statute, for example, requires that the pro-
posed ward in a guardianship hearing be present in the courtroom unless
there is “clear and convincing” evidence that the ward is “in the fourth level
or stage of Alzheimer’s disease.” While ADis a progressive disease, clini-
cians have not adopted any type of system or strategy to identify AD by such
“stages,” and, thus, would be unlikely to be able to present clear and con-
vincing evidence regarding the “stage” of the disease, notwithstanding the
statute’s clear wish for them to do so.

18
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AUTONOMY AND INCAPACITY

A fundamental principle of the U.S. legal systern is that
peoplet are autonomous—entitled to make their own decisions,
whether in minor matters such as choosing what to eat, read,
orwear, or in major issues such as deciding whether to marry,
move from one’s home, or refuse medical treatment for a ter-
minaliliness. To the greatest possible extent, our legal system
supports the concept of self-determination. The legal system
begins from the presumption that all persons have both the
right and the ability to make their own choices and decisions,
so long as those determinations are within the law. This legal
presumption remains in effect until a court determines other-
wise,’ based on fact finding and due process.

While legal statutes place a premium on autonomy and
self-determination, they also recognize that a range of im-
pairments may render a person incapable of independent
decisionmaking, causing them to present a potential hazard to
themselves or to others. Physical or mental impairments—
among them, Alzheimer’s disease or related dementias, stroke,

4 “Personhood,” for the purposes of the law, most often refers to individuals
over 18 years of age; some areas of law extend this definition to include
minors of mature judgment.

5 Generally, a court’s determination that a person no longer can make his
or her own decisions is made prospectively in the conduct of a guardian or
conservatorship proceeding [discussed laterin this report under the section
Involuntary Transfers of Decisionmaking]. While occurring less frequently,
courts may review the past actions of an impaired person and determine
that the person lacked the capacity to make a particular decision at the time
he orshe acted. As aresult, the legal effect of the past actis setaside, asin
the case of contested wills, questioned gifts, and disputed contracts for goods
or services. Suchlegal challenges most often are brought before probate or
chancery court, but, depending upon the nature of the dispute, also maybe
brought in the general trial courts of a particular locality.
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mental illness, developmental disability—may limit a
person’s capacity to make choices or to undertake activi-
ties in one or more areas of life. To respond to questions
of impaired decisionmaking ability, our legal system has
adopted two separate approaches to the problems that
arise in the wake of “incapacity” or “incompetence”s
(hereafter referred to collectively as “incapacity”) to make
decisions as the result of that impairment.

First, the legal systern has established methods through
which persons voluntarily may delegate certain of their
decisionmaking rights to others. This arises most oftenwhena
risk of incapacity is recognized, such as when a medical diag-
nosis of a mentally disabling disorder is made early inits course
(discussed below inVoluntary Transfers of Decisionmaking). For
people who have never been alert (unimpaired) or who, when
alert, made no provisions for transfer of decisionmaking, the
law provides a second means of transfer. Under this alternative
approach, animpaired individual’s rights are removed involun-
tarily and given to another (discussed below inInvoluntary
Transfers of Decisionmaking).

Critical to the voluntary or involuntary transfer of
decisionmaking is the legal determination regarding capacity
orincapacity. With either approach, the legal system must
establish, through a formal set of procedures, whether a person
has the ability to make his or her own reasoned decisions. No

6 “Incapacity” and “incompetency” are synonymous legal determinations
thatidentify a person as being unable to care for self or property. The terms
“incapacitated” or “incompetent” may be used by lay persons and the medi-
cal profession to describe someone as functionally or clinically unable to
engage inrational decisionmaking. However, insofar as jurisprudence is
concemed, an individual is entitled to retain his or her legal right to make
decisions until and unless a court of law holds a hearing and makes alegal
finding of incapacity or incompetency.
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single standard has been codified for this legal determination.
Rather, the courts broadly look to ascertain whether the person
in question understands the basic nature of the decision or de-
cisions being made, reaches his or her decision or decisions in
areasoned manner, and understands the consequences of the
determination.

Alzheimer’s disease presents particularly complex prob-
lemns for the legal system in efforts to make determinations of
capacity or incapacity. The disease is difficult to diagnose inits
early stages. To date, a review of court opinions of record sug-
gests that little, if any, uniformity exists in either how the diag-
nosis of AD is established or how its severity is measured.

In most of the cases reviewed, the sitting judges simply
appear to have relied upon physician or psychologist statements
regarding the degree of mentalimpairment. The testifying
expert most often was not asked about past experience or edu-
cation in working with AD patients. More often than not, the
expert appears not to have been asked how the diagnosis was
reached. In the few cases in which specific information regard-
ing the diagnostic process was elicited from the expert witness,
the diagnosis most often was based upon test scores (usually,
the Mini-Mental State Examination—MMSE) and on positron
emission tornography (PET) and magnetic resonance imaging
(MRI) scans.

The Panel observes that this approach to the assess-
ment of legal capacity in persons with AD poses a number of
problems, including: (a) reliance on a medical evaluation in
the absence of specifically identified tests; (b) adequacy of the
diagnostic screens, if used; (c) the familiarity of the medical
witness with current practices in diagnosis and evaluation of
potential AD; (d) reliability of determinations made through
an evaluation performed at a distinct point in time; and (e)
absence of measures of judgment.

21
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From a clinical perspective, the determination that an
individual may be suffering from the early stages of AD cannot
be made easily or lightly, given its profound consequences for
individuals and families alike. For this reason alone, courts
should not be satisfied with a suggested diagnosis of AD in the
absence of clear medical evidence to support that diagnosis. As
will be discussed in greater detail below, even when the diagno-
sis of AD has been established, a presumption of incapacity would
be premature.

While the MMSE and other mental status tests are use-
ful to distinguish normal from impaired cognitive function, they
are not necessarily the best tests against which to evaluate the
specific cognitive losses and loss of judgment that arise in AD.”
Research (7) has found that results on this and other similar
global measures of mental status may be affected by specific
non-cognitive characteristics of the person being evaluated, such
as physical health, socioeconomic status, and education. For
example, a person with AD who had attained a high level of
education may test relatively high on a cognitive screen; yet
the score may be low relative to the person’s score when healthy.
Significant cognitive loss may be present but may not be iden-
tified through screening measures since scores from these tests

7 Mental status screens play a valuable role in the rapid evaluation of cogni-
tive status; however, in and of themselves, such screens are not adequate for
forming a specific diagnostic opinion regarding a particular aspect of cogni-
tive function, such as language, memory, judgment, or psychomotor skills.
Since the primary function of screens such as the MMSE is to assess overall
cognitive status in a brief and rapid fashion, the screens lack detail about
any single aspect of cognition. Detailed assessment requires the use of ad-
ditional instruments specific to the area of cognition in question. The Agency
for Health Care Policy Research Panel on Early Recognition and Initial As-
sessment of Alzheimer’s Disease and Related Dementia [sic] has developeda
bibliography containing what researchers and clinicians agree to be the semi-
nal references for ADRD-relevant cognitive screens.

22



LEecAL Issugs INADRD CARE AND TREATMENT

are judged against a scale that has been set to a relatively low
common denominator. Similarly, persons with low education
may have relatively low cognitive screen scores, but may not be
suffering from AD. Moreover, in AD, particularly in its earlier
stages, capacity may vary from day to day or even from mom-
ing to night; a single test instrument administered on a one-
time basis may not reflect the overall state of impairment or
lost judgment.

Ahost of significant diagnostic advances over the de-
cade have led to the availability of more accurate evaluative tech-
niques to aid in the establishment of a diagnosis of AD, whether
for use in clinical care or in court-related evaluations of im-
pairment. The Alzheimer’s Association, in collaboration with
the National Institutes of Health National Institute of Neuro-
logical Disorders and Stroke (NINDS), has developed diagnos-
tic criteria that have been found to have an 80-90% accuracy
rate, a standard with a higher degree of certainty than found
when relying on standard mental status examinations. (A copy
of these criteria is found at the back of this report section.)
Recent basic research findings suggest that new and more pre-
cise tools may not be long in development.

However, even the most accurate measure of lost cogni-
tive capacity or the diagnosis of AD itself provides insufficient
information upon which to make alegal determination of lost
capacity? The concepts of cognition and judgment—the latter
being the focus of the legal proceeding—are not synonymous.
In addition to cognitive and neuropsychological assessment,
other aspects of judgment should be evaluated through the as-
sessment of occupational capacity or other measures of the prac-

8 Even with the limited number of legal decisions of record involving
Alzheimer’s disease, a number of courts have ruled that a diagnosis of AD
alone is insufficient proof that a person is unable to make reasoned deci-
sions.
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tical aspects of functioning. Moreover, in forming a legal opin-
ion of capacity, courts should evaluate historical evidence from
the individual in question and informed others (such as family)
as well as direct information regarding the individual’s ability
to make choices, understand the questions at hand, and to com-
prehend the outcomes of those choices. Through suchmeans,
courts will be able to distinguish more clearly between the loss
of memory (“forgetfulness” or early cognitive impairment) and
judgment.

Other difficulties in the legal determination of capacity
among persons with ADRD extend to the knowledge base of the
medical experts and family of the personin question. The ex-
pertise and background of the medical witness, oftentimes a
family doctor who has treated the patient for years, may not
reflect current knowledge of the diagnosis and treatment of AD.
This may lead to untoward findings. For example, one of the
primary and early effects of the disease—forgetfulness—does
not affect a person’s ability to make informed decisionsin the
early stages of AD; yet evidence of forgetfulness may be central
in the legal decisionmaking process. Similarly, family caregivers
may have conflicting interests in the outcome, particularly if
caregiving has become particularly burdensome to thermn.

Each of these questions arises in the conduct of a legal
evaluation of capacity in a person with AD, without regard to
the degree to which the disease has progressed. With the ex-
ception of the latest stages of the disease, during which time
the individual in question most likely has lost the ability to rec-
ognize family or to communicate with any clarity, the ques-
tions are no easier to answer. The middle phase of the dis-
ease—a period that varies widely from AD patient to AD pa-
tient, given the 6-20-year span of the disease—is characterized
by significant personality change and loss of judgment and
memory, notwithstanding the fact that both speech and mobil-
ity remainintact. At this stage, courts and family alike may
find it difficult to determine whether an AD patient’s decisions
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are an expression of a desire for continued autonomy, or are a
reflection of the disease process itself.

For example, concerned caregivers (family, health care
professional, or adult protective services worker) may believe a
person with AD to be unable to live alone safely because of the
risk of malnutrition, disease, fire, wandering, or other similar
hazards resulting from the increased inability to provide self-
care or to avoid simple dangers. The person with AD mayrefuse
amove to a supervised living setting, such as a personal care
facility or a nursing home. In such cases, a court will be asked
to determine whether this person is making a reasoned deci-
sion and, therefore, exercising personal autonomy in refusing
the move. If the court determines that legal capacity and judg-
ment are present, the person in question will be allowed the
risk of self-harm to safeguard his or her personal autonomy. If,
on the other hand, the court determines that the person no
longer is able to make appropriate decisions, the court will or-
der the person to be placed in the supervised living setting, pro-
tecting the person under the state’s “parens patriae” or “benefi-
cence” powers.

As discussed in the Third Report of the Advisory Panel
on Alzheimer’s Disease, the Panel believes that, to the extent
possible, the autonomy of a person with AD should be preserved
foras long as possible. However, the Panel also recognizes that,
at varying times in the course of AD in any one individual, the
ability to make decisions, to self-direct daily activities, and to
conduct one’s life becomes so severely impaired thatitbecomes
dangerous or hazardous to self or to others. Whileitis the
responsibility of the courts to determine the point at which
people with AD can no longer continue to act autonomously
and decisions affecting their lives must be made by others, the
Panel has observed that the inforrnation upon which these de-
cisions are made is not necessarily complete or based upon state-
of-the-art knowledge of the nature of AD. Moreover, little uni-

25



ApvisORY PANEL ON ALZHEIMER'S DISEASE

formity exists in how the legal system manages questions of
capacity in persons with AD.

For these reasons, the Panel hopes to bring greater as-
surance of autonomy for the AD patient for the greatest length
of time and greater uniformity and clarity to the process ofle-
gal determinations of capacity througha number of recommen-
dations:

oo Current best medical opinion holds that clinical
diagnoses of Alzheimer’s disease should be es-
tablished through careful clinical evaluation at
several different points in time. That evalua-
tion should include, but not be limited to (a)
cognitive screening instruments (such asthe
MMSE); (b) NINDS/ADRDA Alzheimer’s
screening criteria, including other

y neuropsychological assessment tools; (c) mea-
sures of practical aspects of functioning, such
as occupational evaluations. In addition, the
assessment would be incomplete in the absence
of historical evidence provided by the personin
question or informed individuals, such as family
and personal physician. The same determining
procedures and methods should be employed
across legal jurisdictions to bring greater uni-
formity to legal decisionmaking about AD pa-
tients’ capacity.

oo Insofar as medical and legal determinations of
cognitive ability and judgment are concemed, it
isimportant to separate the two concepts forthe
purpose of evaluating capacity. Judgment and
coghnitive ability are not synonymous terms; there
is a difference between lost memory and lost
judgment. Thus,AD’s early feature of memory
loss alone does not necessarily compromise a
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person’s ability to make informed decisions or
to express preferences; impairment of judgment
arises in the course of the disease, not neces-
sarily at its diagnosis.® Courts should weigh
this distinction carefully in competence deter-
minations. Families and medical profession-
als, too, should be better informed about these
distinctions.

oo The complexity of capacity determinations for
persons with AD suggests that greater unifor-
mity in evaluations and the concomitant need
for evaluations at multiple points in time are
needed. A personwith AD maybe competent for
certain purposes at a given time, yet found in-
competent for other purposes at the same time. 10
For this reason, the Panel recommends that
courtsconsider implementing regularly sched-
uled reassessments of the legal capacity of per-
sons with ADRD until such time as verbal and
communication skills are irrevocably lost,
thereby preserving autonomy in as many areas

9 Judgment, too, should be distinguished from personality change, a com-
mon symptomn in AD, but also present in anumber of other disorders. While
personality changes may provide indications of potential disease progress,
such changes, in and of themsleves, are not a proxy measure for judgmental

capacity.

10 The law also recognizes that not all types of decision require the same
degree of understanding or cognitive capacity. Thus, while a person maybe
legally unable to make one type of decision, such as a home purchase or the
establishment of a financial power of attorney, that person may retain the
capacity to make another order of decision, such as writing a will or ap-
pointing a medical agent.
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as possible for as long as possible. The Panel
concurs that when these skills are determined
to be lost irrevocably, repeated determinations
of decisionmaking ability no longer are neces-
sary. Given the large number of persons likely
to be adjudicated in such a system, states may
wish to establish special court diversion pro-
grams that utilize a uniform set of criteria and
procedures to determine issues of capacity in
persons with ADRD.

Voluntary Transfers of Decisionmaking

All states permit the establishment of voluntary legal
arrangements—such as durable powers of attorney and trusts—
through which a person can delegate to another the right to
make certain decisions on his or her behalf. Historically, such
arrangements have dealt primarily with financial matters; more
recently, courts have broadened the interpretation of these ar-
rangements to include delegation of broad personal'! and
healthcare decisionmaking as well.

The most useful of these devices is the durable power of
attorney.? All states authorize their use for the purposes of del-
egating authority to manage financial and property matters.

11 Certain limits exist regarding the personal rights that may be delegated
to another. Clearly, an individual cannot delegate the right to vote or to

marry.

12 A power of attorney is a document in which one person designates an-
other to act as his or her agent in certain specified matters. A “durable”
power of attorney is one that states specifically that the delegation of au-
thority continues, should the first person become disabled or unable to
manage his or her own affairs.
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Though more than 40 states further authorize their use for
purposes of delegating medical and personal decisions,'3
other states make specific and separate statutory provi-
sions for health care decisionmaking. Under a properly
drafted general power of attorney, an agent may pay the
bills of the impaired person, manage his or her property,
provide for the person’s dependents, and maintain his or
her affairs to protect the impaired person’s post-death es-
tate plan. In states that permit powers of attorney to be
used for medical and personal surrogate decisionmaking,
the agent of a properly drawn power of attorney also may be
able to consent to or to refuse medical treatment, hire medical
personnel, and decide where the impaired person will live. (This
last issue may require court approval, particularly for nursing
home placement. Statutes vary from state to state.)

Trusts, 4 while more complex and used most often for
traditional estate planning purposes, also can provide for the
complete management of the financial affairs of an incapaci-
tated person and his or her dependents. Joint asset hold-
ings's not a true delegation of authority but a means of

13 All of the 50 states allow medical decisions to be made under eithera
general durable power of attorney or a specific medical power of attorney.

14 A trustis an agreement in which a person (usually known as the “grantor”)
gives his or her assets to a “trustee” who, in turn, uses the assets in a man-
ner consistent with the grantor’s instructions to care for various “beneficia-
ries” designated by the grantor.

15 Assets, suchas bank accounts, certificates of deposit (CDs), stocks, bonds,
real estate, motor vehicles, and the like, can have shared ownership. For
assets, such as bank accounts, CDs, and similar items, either owner gener-
ally has the right to deposit or remove funds. Therefore, by placing a second
name on a bank account, an individual may establish a partial protection
againstincapacity. Upon disability, the second ownermay continue to with-
draw funds and use them to pay for the first owner’s expenses.
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sharing“ownership” of funds, may provide a means of
simple estate planning and protection against incapacity.
Through this mechanism, the healthy owner of a jointly
held asset, such as a bank account, may be willing and
able to use the assets to pay for the care of the impaired
“partner.” Unfortunately, this may not always be the case.
Thus, this mechanism should be used with caution.

The great advantage of establishing these devices is that
they allow a person who may later become incapacitated to de-
termine who will act on his or her behalf. The documents upon
which these arrangements are based can provide direction as
to the decisions the giver wishes to have made. These devices,
when properly drawn or established, generally avoid the need
for future courtintervention. However, these instruments re-
quire advance planning, an activity in which many people do
not engage for a variety of reasons.!'s Moreover, the person en-
tering into such advance planning must have the legal ability
to make his or her own decision at the time the document is
executed. The Panel notes again that a personin the early stages
of Alzheimer’s disease retains the legal right to make his or her
owndecisions absent a court finding of incapacity and may well
have the current ability to establish voluntary delegations of
decisionmaking.

The Panel has found that the use of voluntary transfers
of decisionmaking is meager, at best, whetherused for the pur-
poses of property and finances or for the purposes of medical

16 In the absence of research findings, it is unclear whether this is because
people fail to realize the risk of incapacity or the consequences of failing to
plan for it, whether people lack access to professionals who may help imple-
ment an advance plan (such as attorneys, financial managers, and others),
whether people have no reliable agents who can act on their behalf, or
whether people fear that engaging in planning somehow may make the feared
incapacity more likely to occur (the so-called “ostrich” theory).
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and personal decisions. Itis unclear whether these devices are
notused because people are unaware of thern, are unwilling (or
emotionally unable) to confront their potential mortality, or
perceive them to be too expensive to undertake. Whatever the
reason, the Panel believes these voluntary transfers represent
an important element in the maintenance of autonomous
decisionmaking by persons with ADRD. Decisions made before
issues of capacity arise are carried through by others on behalf
of the incapacitated person in the manner specified in advance
of the loss of judgmental and cognitive capacity. The use of
such advance voluntary transfers can help avoid the need for
involuntary guardianships once an individual has become in-
capacitated by AD. For this reason, the Panel makes a se-
ries of recommendations regarding this issue.

oo As the Panel found in its third report with re-
spect to persons with AD and as held as a key
tenet of jurisprudence for the general popula-
tion, individual autonomy and the right to make
decisions should be granted primacy over the
desires of others; these personal rights also
should be safeguarded for as long as legally and
medically possible. For these reasons, the Panel
recommends thatthe legal and medical com-
munities work together to reach consensus on
a specific set of tools through which the legal
system may better be able to ascertain whether
a person of uncertain cognitive status retains
thelegal capacity to enter into agreements of
any sort, including the legal delegation of
decisionmaking. Standardization of these pro-
cedures nationwide is indicated,since the inci-
dence and prevalence of AD do not vary widely
from state to state. The needs of AD patientsin
Portland, Maine, are the same as those in Port-
land, Oregon.
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Greater education is needed about the utility and
appropriateness of voluntary transfers of author-
ity. Simple descriptions of what these mecha-
nisms are and how they can be undertaken
should be provided. Such information should
be placed in the context of the nature of ADRD,
its course, and its potential consequences onin-
dividual autonomy and decisionmaking. As dis-
cussed in greater detail later in this paper, mate-
rial on this subject could be included in the larger
public education document that the Panel has
recommended be developed for dissemination
not only by ADRD-related programs, but also by
the Administration on Aging through its legal
services programs, Area Agencies on Aging, and
multipurpose senior centers.

Because persons diagnosed in the early stages
of AD often retain the ability to undertake vol-
untary transfers of decisionmaking, health
care professionals working with such persons
should provide information about the mecha-
nisms through which such voluntary delega-
tions may be made. This is particularly impor-
tant in states in which durable powers of attorney
may be used to guide medical decisions at later
stages of the disease process. From the perspec-
tive of the person with AD, the most important
aspect of a voluntary transfer may be the early
designation of a trusted, knowledgeable, specific
surrogate decisionmaker in the event of incapac-
ity. Professional societies, continuing educa-
tion programs, and medical schools should
help educate physicians to issues regarding
voluntary transfers, since physicians often
represent the most significant contact point
for older Americans outside the family struc-
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ture. In this way, physicians may help assure
patient autonomy for as long as possible, ensur-
ing that patient desires are met even when
decisionmaking capacity has beenlost. The early
establishment of a voluntary transfer can safe-
guard against the need for such determinations
at the point of hospital admission, a time not ideal
for patient-centered decisionmaking.

Involuntary Transfers of Decisionmaking

In the absence of a legally binding voluntary arrange-
ment as described above, court intervention is required whena
person becomes incapacitated and a decision regarding his or
her care or finances mustbe made. Most often a court’s deter-
mination that an impaired person has become legally incapaci-
tated is made on a prospective basis; from the moment of the
court decision, the impaired person may no longer make deci-
sions that are legally binding. These court actions often are
referred to as “protective proceedings,” and are divided into two
separate categories. When a court determines thata personno
longeris able to make personal decisions regarding matters such
as where to live, whether to seek medical care (discussed in
greater detail below), whether to marry, divorce, or seek other
legal action, the court will appoint a surrogate decisionmaker
in a guardianship'’ proceeding. Incontrast,conservatorships'®
are legal proceedings to establish incapacity and to identify a

17 All states have statutes that authorize a court both to review the per-
sonal decisions of a person alleged to be incapacitated and to appointa sub-
stitute decisionmaker to act on behalf of the incapacitated person. Such
statutes generally are referred to as guardianship proceedings, although
nomenclature may vary from state to state.

18 Similarly, each of the 50 states has enacted statutes that authorize a
court to review the financial decisions of a person alleged to be incapaci-
tated and to appoint a substitute decisionmaker to act on that person’s be-
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surrogate decisionmaker for a person who no longer can
manage financial matters such as bill paying, making in-
vestments, or selling realty.!®

Typically, these legal proceedings are brought before the
probate or chancery court of the county in which the impaired
person lives or owns property. Some variation exists among
the states regarding the rights and procedures under which these
hearings are convened. However, in general, the court first
determines whether the impaired person can still manage his
or her personal and financial affairs. If the court finds the per-
son to be incapacitated, it then appoints either a guardian or
conservator—or both—to make decisions on the impaired
person’s behalf. 20

In the past, courts generally gave guardians and conser-
vators the authority to make all personal and financial deci-
sions on the impaired person’s behalf. More recently, how-
ever, a growing number of states have adopted laws that

half. In some states, these determinations are incorporated into the guard-
ianship proceedings; in other states, they are handled separately as
conservatorships. Again, state terminology and procedure may vary.

19 Federal and state government agencies also provide what, ineffect,isa
limited “administrative conservatorship.” Arepresentative or “third party”
payee may be appointed to receive and disburse Social Security, Supple-
mental Security Income, Department of Veterans Affairs, disability or other
government benefit check fora beneficiarywhose disability has affected the
ability to manage funds. (The Panel notes that this arrangement is not
always the most satisfactory. Problems regarding the management of pa-
tient funds by third parties have arisenin a variety of settings in which
conflicts of interest arise, most notably in board-and-care facilities.)

20 In states that bifurcate personal and financial decisions, courts frequently
will seek or appoint either a guardianship or conservatorship, notboth. Itis
unclearwhether such a decision s based on the belief that the impaired per-
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permit courts within the state’s jurisdiction to restrict the
powers to be granted to guardians and conservators, al-
lowing the impaired person to continue to make specific
classes of decisions not yet affected by incapacity. Atleast
in theory, such laws support the Panel’s articulated view
that, to the extent practicable and for as long as possible,
a person should be entitled to the maintenance of au-
tonomy and self-direction. These laws seem particularly ap-
propriate to persons with Alzheimer’s disease, especially inview
of the disease’s relatively slow progression and the varying de-
grees of capacity that may be accepted by courts in making
capacity determinations about different kinds of decisions.
However, in the absence of research, the effectiveness of par-
tial guardianships and conservatorships in the maintenance of
personal autonomy is untested.

Itis clear to the Panel thatthe use of voluntary trans-
fers of decisionmaking should be encouraged. Unless the loss
of cognition and judgment inherent in a diagnosis of AD is
planned for through the exercise of such voluntary legal ar-
rangements, then the courts, not the person with AD, are
likely to decide who will become the surrogate decision-
maker and the range of that person’s authority.

MEDICAL DECISIONMAKING

Making decisions about one’s own medical matters may
be among the most personal of rights. Because the con-
cept of autonomy is at its very roots, the U.S. legal system
long has held that patients must be allowed to choose the

son s still able to manage affairs in the other domain of decisionmaking,
whether the person already has made voluntary arrangements in the second
area, or whether the person simply has no financial or personal needs de-
manding the appointment of a guardian or conservator.
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medical care and treatment that they will receive. Unfor-
tunately, the nature of Alzheimer’s disease is such that
patients are faced with a diminishing ability to make deci-
sions at the very time that medical interventions are be-
coming increasingly complex and more difficult for the
lay person readily to understand. When working with AD
patients over time, health care providers must determine
anew at each visit whether the AD patient retains the abil-
ity to decide care and, if not, who should be called upon
to make decisions on that patient’s behalf. The family and
friends of the person with Alzheimer’s disease are confronted
yet again by the nature of the disease and its inevitable progres-
sion when they are asked, perhaps for the first time, to make
care decisions.

The Patient or Presumed Patient

The general rule of law states that a person is presumed
legally able to make his or her own decisions until a court de-
termines otherwise. While the presumption may be and has
been challenged in court, the law strongly suggests that the
benefit of doubt should be given to the patient, thereby pre-
serving the right to decide his or her own care or, in medico/
legal terms, to give “informed consent,” for so long as an opin-
ion can be expressed. Surprisingly, few court cases have dis-
cussed precisely what standards should be used to determine a
patient’s mental capacity to consent to health care. However,
the limited case law reviewed by the Panel suggests that the
test is whether the patient is of sufficient mind toreasonably
understand his or her condition, the nature and effect of the
proposed treatment, and the attendant risks in pursuing—and
not pursuing—such treatment. Because of our system’s pref-
erence for autonomy and the very personal nature of the conse-
quences of receiving or refusing medical care, an individual’s
own decisions about medical care should be given the greatest
weight for as long as the patient is able to express a preference.
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Advance Directives

Atapointin time that varies with the speed of the course
of disease, a person with AD will become unable to make his or
her own medical decisions. Each of the 50 states now has stat-
utes that permit the establishment of voluntary arrangements
to delegate atleast some medical decisionmaking rights to oth-
ers. These arrangements, referred to as “advance directives,”
are written documents that a patient signs while competent;
they direct how health care treatment decisions will be made
in the event of future incapacity. Two types of advance direc-
tives have been established underlaw:

oo A Power of Attomey for Medical Careis a docu-
ment granting an agent (or “advocate”) the right
to make some or all medical decisions on the
patient’s behalf should the patientbecomeill. All
of the states but Alabama have statutes that per-
mit a person to delegate medical decisions to
another through a special health care power of
attorney or as part of a general power of attor-
ney (discussed earlier in this paper).

ee A Living Willis a document providing specific
instructions to physicians about an individual’s
wishes regarding medical care in the event the
person becomes too ill?! to articulate such
preferences. Forty-eight states have Living
Will statutes.

21 All state living will statutes authorize the use of such directives for “ter-
minally ill” people. Some state statutes further permit living wills to be
used for persons in permanently unconscious or persistent vegetative states.
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oo In the new proposed uniform statute, the
separate concepts of the living will and the
power of attorney for medical care are joined
in a single document called an advance di-
rective. That concept has been adopted in
statutes in Arizona, Connecticut, Florida,
Maryland, New Jersey, Oklahoma, Oregon,
and Virginia.

These two types of directive often are combined in a single docu-
ment that contains both a designation of an agent who will carry
out the patient’s wishes and a set of instructions to physicians
who are about to provide care and treatment.

State statutes are not consistent in the delineation of
the range of powers that may be given by a personin an ad-
vance directive. In general, however, such directives may au-
thorize decisions regarding care (selecting who may provide
services to the patient), custody (selecting the site at which the
care is given), andmedical treatrent (selecting the diagnostic,
surgical, therapeutic, or other procedures provided by health
care workers at the differing sites). Aninteresting issue that
may arise in the area of treatment advance directives is the ques-
tion of experimental treatments for persons who might wish to
become research participants. Greater attention should be paid
to this last issue, particularly with respect to AD patients, whose
loss of legal capacity may occur relatively early in the disease
course.

Advance directives can be used and often are used to
consent to life-sustaining treatment. They also canbe used to
refuse life-sustaining treatment at an identified point in the
course of anillness; most advance directives are created for this
very reason. While all states authorize the creation of advance
directives, the extent to which they are actually in use is
not known. What research has shown is that surrogate
decisionmakers often do not choose the course of action
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identified as by the patient as preferred. Thus, given the
irreversible nature and destruction of cognitive ability
inherent in AD, the Panel believes it critical that people
express their wishes regarding care: (1) if they have
received a tentative or confirming diagnosis of the dis-
order in its early stages; or (2) if there is any concern
about potential future loss of cognitive ability.

Refusing Medical Treatment

U.S. law now has clarified that individuals have the right
to refuse medical treatment in appropriate circumstances. In
the Cruzan v Director, Missouri Department of Health deci-
sion of 1991, The U.S. Supreme Court recognized that the right
to refuse medical treatment is protected under the Constitu-
tion, although it is not an absolute right without qualification.
The Court recognized that states do have a legitimate interest
in preserving life, preventing suicide, maintaining the integ-
rity of the health care profession, and protecting the rights of
minors or other third parties entitled to support and care. These
state interests must be balanced against patient autonomy, and
often are included in the statutes that permit the creation of
advance directives.

In light of these protective but sometimes conflicting
interests, states have general freedom to make their own rules
regarding treatment refusal. One area in which substantial
differences existamong the states is whether the artificial pro-
vision of hydration and nutrition falls within the definition of
medical treatment, and whether, as such, it then canbe re-
fused in an advance directive. In the Cruzan case, the Supreme
Court drew no distinction between hydration and nutrition and
any other forms of medical treatment, leaving the determina-
tion a medical one. Nevertheless, a dwindling number of
state statutes continue either to limit or to prohibit the right
to refuse such treatment.
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Health care providers have expressed concerns that
honoring advance directives may result in liability. So far,
this concern appears to be unfounded. Advance directive
statutes often include provisions that release a provider
from civil or criminal liability if a directive has been fol-
lowed in good faith. Extant court cases do not suggest
substantial risk to the health care provider, either. Based
on information compiled by the State Justice Institute, only
one appellate court case was found to involve criminal
charges being brought against a provider for heeding an
advance directive; moreover, the charges brought in the
case later were dismissed.?2 Similarly, the State Justice
Institute review found only a single civil suit brought against
a provider for honoring an advance directive; five sepa-
rate cases have been brought against providers for refus-
ing to honor an advance directive and continuing treat-
ment.?3

The nature of AD can present problems in the use of
advance directives. These devices, whether by statutory lan-
guage or by drafting, may restrict the right to refuse medical
treatment to cases of terminal illness. Family members and
others who must act on the patient’s behalf find it difficult to
know how AD falls within this definition, considering the un-
certainty regarding its progression. Inthe Panel’s opinion,
AD, today, must be considered a terminal illness; end-stage
AD is no less terminal than end-stage cancer or heart disease.
The Panel understands that the uniform act on advance direc-
tives recently adopted by the National Commissioners

22 Barberv. Superior Ct of Los Angeles County, 147 Cal App3 1006, 195 Cal
Rptr 484 (1983). See Guidelines for State Court Decision Making in Life
Sustaining Medical Treatment Cases, Second Edition, Appendix A, West
Publishing.

23 See Guidelines for State Court Decision Making in Life Sustaining
Medical Treatment Cases, Second Edition, Appendix A, West Publish-
ing.
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of Uniform State Law removes the requirement that
end-stage disease be certified. However, until the
model statute is adopted by each of the 50 states, the
Panel believes that determination of what constitutes
“end-stage” AD should be the province of the treating
physician. The Panel further suggests that individual
physicians, courts, and families should be granted
broad permission to establish when an advance direc-
tive of a person with ADRD should be honored. Dia-
logue on this issue is key to successful resolution in the
best interests of the patient and society as a whole.

Treating in the Absence of Advance Directives

When a patient cannot make his or her own decisions
and no advance directive has been setin place, health care pro-
viders often are uncertain whether they must seek judicial in-
volvement before providing treatment. In some situations, the
patient’s condition or behavior may make such a step unneces-
sary. For example, the law long has recognized that informed
consent need not be obtained in an emergency. Similarly, con-
sent may be implied when a patient seeks or manifests a will-
ingness to submit to treatment; however, case law does not elu-
cidate clearly the parameters within which these exceptions are
legally acceptable.?*

In some states, a “family consent” statute further dimin-
ishes the need for judicial involvement. In the absence of an
advance directive, such a statute typically gives authority to make
medical decisions for an incapacitated patient to family mem-
bers,; priority is given to the closest relative.

24 Notwithstanding the latitude, these doctrines do not give health care
personnel the right to treat an impaired person contrary to the terms of an
advance directive of which they were aware.
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Reliance on state statutes and court proceedings to
determine the appropriateness of medical treatment in the
absence of advance directives occurs less frequently than
one would suspect by relying on media accounts (e.g.,
Cruzan, Quinlan, etc.). To date, most frequently, medical
decisionmaking for incapacitated people is made infor-
mally by families in the absence of specific legal authority
or basis for making decisions except their concern and
knowledge of the patient’s wishes. While this approach
may not be supported by clear legal authority, reliance
upon family decisionmaking is widespread, not only ac-
knowledged but approved by some courts.? This prac-
tice also is supported by the landmark Federal report, The
President’s Comrmission for the Study of Ethical Problems
in Medicine and Biomedical and Behavioral Research:
Deciding to Forego Life-Sustaining Treatment, 1983, and is
incorporated in many hospital practice guidelines.

When relying upon informal decisionmakers, health care
providers may need to determine who among the family mem-
bers is the most appropriate to act on the patient’s behalf. In
most circumstances, the spouse is the preferred first choice.
State case decisions often uphold the right of one spouse to act
for the other under certain circumstances. The spouse gener-
ally also has the highest priority among family members for
court appointment as guardian, should legal authorization be
sought or required. However, if the spouse is ill or a his-
tory of neglect or domestic relations complaints is present,
health care providers and courts alike may well question
whether the spouse is the best candidate for the role as
surrogate decisionmaker.

In the absence of a spouse, adult children generally are
the next choice. Unfortunately, the law provides little help

25 For example, Quinlan and Rosebush.
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in determining which child to rely upon, should there be
disagreement between or among them. Again, health care
providers should be alert to possible indications of abuse,
neglect, or other family difficulties. As the Panel observed
in its third report, it is critical to assure against competing
interests when it becomes necessary to rely on family or
informal caregiver decisionmaking. For this reason, the
Panel emphasizes the need for health care professionals
to engage in regular conversations about these difficult
medical issues with their patients with suspected or diag-
nosed AD. By placing greater emphasis upon the impor-
tance of advance directives, physicians and other health
care professionals might help assure that a patient’s de-
sires are articulated before issues of capacity arise and long be-
fore the need for medical intervention occurs.

Federal Involvement in Medical Decisionmaking

In 1990, the U.S. Congress adopted the Patient Self-De-
termination Act, which requires all Medicare or Medicaid certi-
fied health care organizations, including hospitals, nursing
homes, home health agencies, hospices, and prepaid organiza-
tions, to—

i. give all patients written information regarding their
rights under state law to make decisions about medical care,
including, in particular, the rights to refuse medical treat-
ment and to prepare or have honored written instructions
outlining their wishes;

ii. have written policies and procedures about the use of
“advance directives”;

iii. include the “advance directive” in the medical
record of any patient who has made one; and,
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iv. educate the facility’s staff and the community on is-
sues regarding advance directives.

This law could help increase the awareness and the use
of advance directives and not interfere with states’ rights to
codify state health care law. The statute’s laudable goals, how-
ever, will be met only if people indeed receive and understand
the information regarding their medical decisionmaking rights,
and if the means necessary to establish their wishes are readily
accessible.

In its Third Report, the Panel identified a number of
principles that should guide overall decisionmaking in the care
of AD patients:

. Place high priority on the values of patients and
families.

. Emphasize quality of life, broadly defined, over
mere survival.

. Encourage resolution of value conflicts among

patients, families, and care providers through
early education and other mechanisms outside
the court system.

The Panel believes that these same principles should
guide the medical decisionmaking that occurs in the care and
treatment of Alzheimer’s patients. To that end and as stated
earlier in this paper, the Panel recommends that given the
nature and destruction of cognitive ability inherent in
AD, people should be encouraged to express their
wishes regarding care through the use of advance di-
rectives. Such directives are warranted whether the
individual is at risk of AD, has received a tentative or
confirming diagnosis of the disorder, or if there is any
concern about potential loss of cognitive ability in the
future.
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However, while patient values—expressed through
such advance directives—should be foremost in medical
decisionmaking, the Panel concedes that much is not known
about how individual decisions about treatment preferences may
change over time. For example, an advance directive issued in
anticipation of AD may be far different from one that might be
issued after confirmatory diagnosis of the disorder. For this
reason, the Panel believes that greater research is warranted
regarding the stability of treatment preferences over time. Such
research could help ascertain whether advance directives should
be reevaluated and altered at the will of the person with AD at
various points in the disease process. Further, by suggesting
the use of advance directives, the Panel is also arguing forfur-
ther basic and clinical research that may lead to the detection
of AD in its very earliest stages, before questions that could
cloud the validity of an advance directive arise, such as issues of
capacity or cognitive status.

Yet, even with an advance directive in place, its utility
has been limited by the laws governing such documents. Most
often, aright to refuse treatment (contained in an advance di-
rective) is limited to cases of terminal illness. Unfortunately,
" neither case history nor general practice of medicine orlaw is
clear regarding precisely how AD falls within that definition.
In the Panel’s view,until such time as the uniform act on ad-
vance directives is enacted in each state, both those rendering
treatment to AD patients and those defining statutes
governing the right to refuse treatment today must
consider AD to be a terminal illness. End-stage AD
should be treated in the same way as end-stage heart
disease or cancer; advance directives should be hon-
ored based on the treating physician’s determination
that the illness has reached its final stage. As observed
in its previous reports, the Panel recognizes the difficulties
inherent in linking such policy principles to clinical care
or personal decisions by individual patients and families.
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Nonetheless, the issue remains one of values, and those
of the individual with AD should remain paramount in the
medical and legal decisionmaking processes.

CONCLUSION

This report represents the culmination of several years
of Advisory Panel deliberations regarding legal issues affecting
the care and treatment of people with Alzheimer’s disease. The
issues are complex, ranging from questions of autonomy and .
capacity to medical treatment and the right to refuse that treat-
ment. The lengthy trajectory of AD further complicates how
decisions regarding the legal rights of a person with AD are to
be protected and how that person’s safety is also to be main-
tained. The Panel’s Third Report emphasized the role of values
in the care and treatment of persons with AD. Values forman
overarching theme in this report as well, including the values
implied in law and statute, the values inherentin the voluntary
transfer of decisionmaking, the values held by formal and in-
formal caregivers, and the values contained in advance direc-
tives.

The legal implications of Alzheimer’s disease have not
been clarified in case law to date. However, as the number of
persons with AD rises, the need for more reasoned and medi-
cally sound mechanisms to determine issues of capacity and
stage of illness is heightened. To thatend, the Panel has made
a host of recommendations regarding legal capacity and medi-
cal decisionmaking in AD care and treatment.

 Medical and legal determinations of cognitive ability and
judgment are not synonymous. Courts should weigh this
distinction in competence determinations; families and
medical professionals should be better informed ofthe
differences.
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* Greater uniformity in medical evaluations and the con-
duct of evaluations at different points in time can help
ensure that the autonomy of a person with AD may be
maintained for as long as possible.

 The legal and medical communities should work to-
gether to reach consensus on specific nationally appli-
cable tools through which the legal systern may be able
to ascertain whether a person of uncertain cognitive sta-
tus retains the legal capacity to make his or her own
decisions.

» The use and appropriateness of voluntary transfers of
authority should be the subject of education for older
persons and their families, through not only ADRD-re-
lated organizations, but programs working with older
Americans in general, whether at the Federal, state or
local levels. Health professionals, too, should be edu-
cated about such mechanisms and should provide in-
formation about them to their patients or clients. Pro-
fessional societies, continuing education programs, and
medical schools can be helpful in this effort.

 The use of advance directives should be encouraged for
those at risk of or those diagnosed with AD. Through
improved methods of early detection of AD the timely
issuance of such directives can be facilitated. Until such
time as the model uniform act on advance direc-
tives is adopted by each of the states, the use of
advance directives, however, must be accompanied
by acceptance of the Panel’s view that there is such
a concept as “end-stage” AD and that the trajectory
of AD today is no different from that of a patient
diagnosed with incurable heart disease or cancer.

The Panel believes that enactment of the recom-
mendations contained in this report will be beneficial not
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only to large numbers of ADRD patients and their fami-
lies, but also to the wider community. It calls upon those
in the medical and legal professions to begin to grapple
with the legal issues surrounding Alzheimer’s disease from
the perspective of the patient and family, urging greater
education of older Americans and caregivers to legal
mechanisms available to preserve individual autonomy in
the event of lost cognitive capacity due to ADRD.
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APPENDIX

Clinical Diagnosis of Alzheimer’s Disease:

Report of the NINCDS-ADRDA Work Group* under
thie Auspices of Departmerit of Health and Humart
Services Task Force on Alzheimer’s Disease

Guy McKhann, M.D.; David Drachman, M.D.;
Marshall Folstein, M.D.; Robert Katzman, M.D.;
Donald Price, M.D.; Emanuel M. Stadlan, M.D.

Alzheimer’s disease is a brain disorder characterized by a progres-
sive dementia that occurs in middle or late life. The pathologic characteris-
tics are degeneration of specific nerve cells, presence of neuritic plaques,
and neurofibrillary tangles. Alterations in transmitter-specific markers in-
clude forebrain cholinergic systems, and, in some cases, noradrenergic and
somatostatinergic systems that innervate the telencephalon.

A Work Group on the Diagnosis of Alzheimer’s Disease was estab-
lished by the National Institute of Neurological and Communicative Disor-
ders and Stroke (NINCDS) and the Alzheimer’s Disease and Related Disor-
ders Association (ADRDA)*. The group intended to establish and to de-
scribe clinical criteria for the diagnosis of Alzheimer’s disease of particular
importance for research protocols and to describe approaches that would be
useful for assessing the natural history of the disease. The need to refine
clinical diagnostic criteria has been emphasized because 20% or more of
cases with the clinical diagnosis of Alzheimer’s disease are found at autopsy
to have other conditions and not Alzheimer’s disease. Moreover, therapeutic
trials can be meaningfully compared only if uniform criteria are used for
diagnosis and response to treatment.

* For Work Group participants and affiliations, see page 943.

+ The NINCDS is now known as the National Institute of Neurological Disorders
and Stroke (NINDS). The ADRDA is now known simply as the Alzheimer’s
Association.
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The need for this report was suggested by the National Advisory
Council of the NINCDS. The report has been reviewed by workshop partici-
pants, representatives of the National Advisory Neurological and Communi-
cative Disorders and Stroke Council, representatives of the ADRDA, and
designated reviewers representing professional societies concerned with the
diagnosis of Alzheimer’s disease. (For list of professional societies and des-
ignated reviewers, see page 58.)

The report was developed by subgroups that addressed medical his-
tory, clinical examination, neuropsychological testing, and laboratory assess-
ments; the report was then discussed in plenary session. Based on a consen-
sus of the participants, criteria were developed to serve as a clinical basis for
diagnosis. These criteria should be useful also for comparative studies of
patients in different kinds of investigations, including case control studies,
therapeutic trials, evaluation of new diagnostic laboratory tests, and
clinicopathologic correlations.

The criteria are not yet fully operational because of insufficient
knowledge about the disease. The criteria are compatible with definitions in
the current Diagnostic and Statistical Manual of Mental Disorders (DSM-
III) and in the International Classification of Diseases. These criteria must
be regarded as tentative and subject to change. Additional longitudinatl stud-
ies, confirmed by autopsy, are necessary to establish the validity of these
criteria in comparison with other criteria such as DSM-IIL

CRITERIA FOR DEMENTIA SYNDROME. Dementia is the
decline of memory and other cognitive functions in comparison with the
patient’s previous level of function as determined by a history of decline in
performance and by abnormalities noted from clinical examination and
neuropsychological tests. A diagnosis of dementia cannot be made when
consciousness is impaired by delirium, drowsiness, stupor, or coma, or when
other clinical abnormalities prevent adequate evaluation of mental status.
Dementia is a diagnosis based on behavior and cannot be determined by com-
puterized tomography, electroencephalography, or other laboratory instru-
ments, although specific causes of dementia may be identified by these means.

CRITERIA FOR ALZHEIMER’S DISEASE. Alzheimer’s disease
is a progressive, dementing disorder, usually of middle or late life. The clini-
cal criteria for the diagnosis of PROBABLE, POSSIBLE, and DEFINITE
Alzheimer’s disease are outlined in table 1. A clinical diagnosis of probable
Alzheimer’s disease can be made with confidence if there is a typical insidi-
ous onset of dementia with progression and if there are no other systemic or
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brain diseases that could account for the progressive memory and other cog-
nitive deficits. Among the disorders that must be excluded are manic-de-
pressive disorder, Parkinson’s disease, multi-infarct dementia, and drug in-
toxication; less commonly encountered disorders that may cause dementia
include thyroid disease, pernicious anemia, luetic brain disease and other
chronic infections of the nervous system, subdural hematoma, occult
hydrocephalus, Huntington’s disease, Creutzfeldt-Jakob disease, and brain
tumors.

A diagnosis of definite Alzheimer’s disease requires histopathologic
confirmation. A clinical diagnosis of possible Alzheimer’s disease may be
made in the presence of other significant diseases, particularly if, on clinical
judgment, Alzheimer’s disease is considered the more likely cause of the
progressive dementia. The clinical diagnosis of possible rather than prob-
able Alzheimer’s disease may be used if the presentation or course is some-
what aberrant. The information needed to apply these criteria is obtained by
standard methods of examination: the medical history; neurologic, psychiat-
ric, and clinical examinations; neuropsychological tests; and laboratory stud-
ies.

Medical history. A medical history should be taken from the patient
and from an informant who is well acquainted with the affected individual.
This approach is essential to establish a history of progressive deterioration
and for identifying tasks that the patient can no longer perform adequately.
A diary maintained by an observer may be very helpful in documenting
changes in various functions. The history discloses abnormalities including
impaired memory and other cognitive functions, impaired activities of daily
living, alterations in mood, often delusions and illusions, and sometimes hal-
lucinations. Common complaints of patients or families include forgetful-
ness about appointments or errands; inability to find the way to an accus-
tomed destination; inability to use money and instruments of daily living
such as a telephone; deterioration in work or homemaking performance; dif-
ficulty adapting to changes in the workplace; difficulties in dressing, read-
ing, and writing; and inability to recognize previously familiar individuals.

Clinical examination. The clinical examination provides data to
fulfill inclusionary and exclusionary criteria for the diagnosis of Alzheimer’s
disease and to document symptoms such as delusions or depression that iden-
tify subgroups of patients important both for research studies and for patient
care. Mental status testing, an essential component of the clinical examina-
tion, includes specific assessment of orientation, registration, attention, cal-
culation, recent recall, naming, repeating, understanding, reading, writing,
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and ability to draw or copy. Because cognitive impairment may occur in
depressive syndromes, it is important to inquire about affective state and
depressive symptoms, such as disturbed sleep and weight loss, before diag-
nosing Alzheimer’s disease. Inquiry specifically about the presence of delu-
sions and hallucinations is needed to identify subgroups. Both symptoms
may be experienced in a variety of neuropsychiatric disorders, which may or
may not have known organic substrates.

Quantitative aids to the clinical examination include the Mini-Men-
tal State Examination (1) for cognitive screening; the Blessed Dementia Scale
(2) for clinical symptoms and social function; the Hamilton Depression Scale
(3) for severity of depression; the Present State Examination (4) for anxiety,
depression, delusions, and hallucinations; and the Hachinski Scale (5,6) for
estimating the likelihood of multi-infarct dementia. A complete psychiatric
evaluation is needed to exclude the various psychiatric disorders.

Complete examination of sensory and motor systems (including cra-
nial nerves, tone, reflexes, coordination, gait, and proprioception) is needed
to exclude other neurologic disorders. In early stages, patients are alert and
free of other neurologic changes related to the dementia except for the occa-
sional presence of snout reflex, jaw jerk, rigidity, or myoclonus, all of which
may be encountered in nondemented elderly people. As the disease progresses,
some patients become apathetic or show irritability, agitation, paranoid ideas,
sleep disorders, or incontinence. In the very advanced stages, patients may
become mute and lose all ability to communicate.

Neuropsychological testing. Neuropsychological tests may provide
additional information for the diagnosis of dementia. Because there are no
normative population standards for many of these tests, abnormal perfor-
mance can be determined only by comparison with a normal control group
matched for age, sex, and local education. A score falling in the lowest fifth
percentile of an individual’s normal control group may be designated as “‘ab-
normal.” One or more abnormal scores will identify an individual for re-
search purposes who is highly likely to be cognitively impaired. Progressive
worsening can be established by comparison with the patient’s previous per-
formance on these tests. Although there is continued debate about the tests
that best measure these functions, the Work Group did make some sugges-
tions (table 2).

Similar series of tests can be used to assess less severely affected
patients by increasing the complexity of the neuropsychological tests. Fur-
ther modification in the test procedure may be needed to detect impairment
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in highly intelligent patients. Confirmation of the dementia syndrome by
neuropsychological tests should be based on measurable abnormalities in
two or more aspects of cognition.

In longitudinal assessment, many patients with Alzheimer’s disease
show progressive loss of recent memory followed by disorders of language,
praxis, or visual perception. In some patients with Alzheimer’s disease, how-
ever, the first symptoms are difficulty in finding words, impaired visual per-
ception, or apraxia, with memory impairment and other symptoms and signs
appearing later.

Although neuropsychological tests are presently used primarily to
provide confirmatory evidence for the diagnosis of dementia, these tests are
valuable for determining patterns of impairment, for assessing changes in
impairment over time and after drug treatment or rehabilitation, and for es-
tablishing correlations of abnormal performance with laboratory and
neuropathologic examinations.

Laboratory assessments. Clinical assessment and neuro-psychologi-
cal tests provide information to meet the criteria for clinically probable
Alzheimer’s disease. At present, there are no specific diagnostic laboratory
tests for Alzheimer’s disease, but some tests can enhance diagnostic accu-
racy by identifying other causes of the dementia syndrome. Moreover, as
suggested by the Work Group, the laboratory approaches described below
used quantitatively in longitudinal studies should help to clarify the natural
history of Alzheimer’s disease, possibly provide information needed in
subtyping the disease, and permit measurement of efficacy of therapeutic
interventions. Some of these techniques, particularly positron emission
tomography, are strictly investigative tools and not readily available outside
of research institutions.

Electrophysiologic methods. The EEG of some patients with
Alzheimer’s disease shows increased slow-wave activity that may become
more pronounced with progression of the disease. Evoked potentials (EP)
are brain waves associated with sensory or other events that may be auditory,
somatosensory, or visual. Endogenous or cognitive potentials, such as P300,
are thought to reflect speed of cognition. The latency of P300 is altered with
age, and there appears to be an increased latency of P300 potentials in 50 to
80% of patients with Alzheimer’s disease compared with age-matched con-
trol subjects. These changes occur in different dementias and are not spe-
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cific to Alzheimer’s disease. The P300 wave, however, is normal in depres-
sive syndromes and may therefore be useful in differentiating the dementia
of Alzheimer’s disease from the dementia of depressive syndromes, particu-
larly when adequate normal data become available.

Computerized tomography. CT is useful in the diagnosis of
Alzheimer’s disease because it permits the exclusion of other disorders such
as subdural hematoma, brain tumor, hydrocephalus, and dementia associated
with vascular disease. The technique can delineate gyri and sulci and quan-
titate tissue densities, ventricular size, CSF volume, and brain mass. In
Alzheimer’s disease the volume of the ventricular system and the width of
the third ventricle are increased, gyri are narrowed, and sulci are widened;
however, these general patterns may not be particularly useful as diagnostic
criteria in individual cases. Furthermore, available data do not indicate how
well a qualitative observation correlates with the magnitude of cognitive ab-
normality or with evidence of progression of disease. There is a pressing
need for quantitative CT studies of Alzheimer’s disease patients during the
course of disease and for correlation of CT images with clinical signs,
neuropsychological test results, and autopsy findings.

Regional cerebral blood flow. Measurement of regional cerebral
blood flow (rCBF), including (10) xenon clearance, may help differentiate
Alzheimer’s disease and dementia associated with cerebrovascular disease.
In multi-infarct dementia (MID), early changes include decreased
autoregulation; in the later stages of MID, rCBF and oxygen consumption
are decreased. In patients who have Alzheimer’s disease, rCBF and cerebral
metabolic rate are decreased; but A-V differences, carbon dioxide responses,
and auto-regulation are preserved.

Positron emission tomography. Positron emission tomography (PET)
is a research technique that allows quantitative assessment of the rate of glu-
cose utilization, oxygen consumption, and rCBF. With some isotopes, these
characteristics can be assessed during neuropsychological testing; moreover,
(11) C-markers may permit the use of retest paradigms. Early reports sug-
gest that rCBF determined by PET may be reduced in areas of
encephalomalacia. In contrast, most patients with Alzheimer'’s disease show
cerebral hypometabolism when compared with age-matched controls. These
changes correlate with disease severity and may be correlated with
neuropsychological test performance. For example, speech impairment may
be correlated with decreased activity in the left hemisphere, whereas im-
paired performance on spatial tasks may be more closely correlated with
impaired activity in the right hemisphere. Different approaches may be nec-
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essary for delineating presynaptic and postsynaptic markers of transmitter
systems, as recently achieved with PET images of the dopamine system. Since
PET reveals a significant variation even among normal subjects, any change
may have to be severe to be detected. The value of PET studies in determin-
ing the stages of disease, in documenting progression, and in assessing the
effects of treatment is unknown.

Magnetic resonance imaging. The proton nuclear magnetic reso-
nance (NMR) image, or magnetic resonance imaging (MRI), reveals the de-
marcation of gray and white matter of the brain and has therefore proved
useful in studies of demyelinating disorders. Although the method has not
been applied systematically to the study of dementia, it has potential for dif-
ferentiating between Alzheimer’s disease, multi-infarct dementia, and low-
pressure hydrocephalus. Information should soon be available about the use-
fulness of MRI in the diagnosis of Alzheimer’s disease.

Examination of body fluids and nonneural tissues. In the diagnosis
of Alzheimer’s disease, studies of blood and CSF are helpful in excluding
chronic infections, such as cryptococcal meningitis and syphilis, and other
disorders. To date, definitive diagnostic information about Alzheimer’s dis-
ease from blood or CSF has not been sought consistently, but CSF should be
studied to demonstrate neurotransmitters, metabolites, and synthesizing and
degradative enzymes. Other techniques, such as sophisticated radioimmu-
noassays with specific antibodies, may be useful for detecting markers of the
disease, such as constituents associated with the development of neurofibril-
lary tangles and neuritic plaques. Specific abnormalities have not been de-
tected in nonneural tissues.
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Table 1. Criteria for Clinical Diagnosis of Alzheimer’s
Disease

1.. The criteria for the clinical diagnosis of PROBABLE Alzheimer’s disease
include:

—-dementia established by clinical examination and documented by the Mini-
Mental Test, Blessed Dementia Scale, or some similar examination, and con-
firmed by neuropsychological tests;

--deficits in two or more areas of cognition;

--progressive worsening of memory and other cognitive functions;

--no disturbance of consciousness;

—_onset between ages 40 and 90, most often after age 65; and

—-absence of systemic disorders or other brain diseases that in and of them-
selves could account for the progressive deficits in memory and cognition.

1. The diagnosis of PROBABLE Alzheimer’s disease is supported by:
--progressive deterioration of specific cognitive functions such as language
(aphasia), motor skills (apraxia), and perception (agnosia);
--impaired activities of daily living and altered patterns of behavior;
—-family history of similar disorders, particularly if confirmed neuropath-
ologically; and
--laboratory results of:
enormal lumbar puncture as evaluated by standard techniques
enormal pattern or nonspecific changes in EEG, such as increased slow-
wave activity; and
eevidence of cerebral atrophy on CT with progression documented by
serial observation.

II1. Other clinical features consistent with the diagnosis of PROBABLE Alz-
heimer’s disease, after exclusion of causes of dementia other than Alzheimer’s
disease, include:

--plateaus in the course of progression of the illness

_-associated symptoms of depression, insomnia, incontinence, delusions, il-
lusions, hallucinations, catastrophic verbal emotional or physical outbursts,
sexual disorders, and weight loss;

--other neurologic abnormalities in some patients, especially with more ad-
vanced disease and including motor signs such as increased muscle tone,
myoclonus, or gait disorder;

--seizures in advanced disease; and

--CT normal for age.

IV. Features that make the diagnosis of PROBABLE Alzheimer’s disease uncertain
or uniikely include:
--sudden, apoplectic onset;
--focal neurologic findings such as hemiparesis, sensory loss, visual field
deficits, and incoordination early in the course of the illness; and
--seizures or gait disturbances at the onset or very early in the course of illness.
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(Table 1, Continued)

V. Clinical diagnosis of POSSIBLE Alzheimer’s disease:

--may be made on the basis of the dementia syndrome, in the absence of other
neurologic, psychiatric, or systemic disorders sufficient to cause dementia,
and in the presence of variations in the onset, in the presentation, or in the
clinical course;

--may be made in the presence of a second systemic or brain disorder sufficient
to produce dementia, which is not considered to be the cause of the dementia;
and

--should be used in research studies when a single, gradually progressive severe

cognitive deficit is identified in the absence of other identifiable cause.

VI. Ciriteria for the diagnosis of DEFINITE Alzheimer’s disease are:
--the clinical criteria for probable Alzheimer’s disease and
--histopathologic evidence obtained from a biopsy or autopsy.

VIL

bt

Classification of Alzheimer’s disease for research purposes should specify
features that may differentiate subtypes of the disorder, such as:

--familial occurrence;

--onset before age of 65;

--presence of trisomy-21; and

--coexistence of other relevant conditions such as Parkinson’s disease.
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Table 2. Neuropsychological Evaluation

The major cognitive processes that are impaired in Alzheimer’s disease,
with examples of the kinds of tests used to assess these functions, include:

orientation to place and time, graded by a test such as the Mini-
Mental State Examination;

memory evaluated by tests such as a free-recall test of concrete
nouns, a 3-4 paired-associate learning test (verbal and nonverbal)
by use of a recognition paradigm, the Recognition Span Test, and
the Brown-Peterson Distractor Test (stopping the task when the
patient fails or begins to produce the distractor instead of the
stimulus trigrams);

language skills tested by examination of verbal fluency of the
semantic or category type, with the examiner writing responses,
and by other tests such as the Boston Naming Test (preferably one
of the abbreviated forms), the Boston Diagnostic Aphasia Exami-
nation, the Western Aphasia Test, and the Token Test, with
Reporter’s Test;

praxis evaluated by tests such as those in which the patient copies a
drawing (cube, daisy, clock, or house) or performs the block design
subtest of the Wechsler Adult Intelligence Scale;

attention monitored by tests such as a reaction-time task or by the
Continuous-Performance Test;

visual perception studied by use of a variety of tasks, such as the
Gollin Incomplete-Pictures Test and the Hooper Test;

problem-solving skills determined by tests such as the Wisconsin
Card Sorting Test, or the Poisoned Food Problem Task of
Arenberg; and

social function, activities of daily living, and instrumental activity
of daily living, assessed by methods similar to those described in
the Philadelphia Geriatrics Center Forms.
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