CHAPTER |
PROBLEM STATEMENT

Guardianship is a legal mechanism used to appoint substitute decision-
makers to assist vulnerable individuals who, due to some type of diminished
abilities, are unable to take care of their personal and/or financial needs
(Crampton, 2004). When older people are unable make informed decisions in
order to do things such as obtain health care, manage finances, maintain safe
living arrangements, etc., a legal process is initiated by which someone is
appointed to assume responsibility for their care and arrange for the provision of
whatever assistance is needed.

The purpose of this dissertation is to determine the contributions of
interdisciplinary team assessments to guardianship decisions for older adults in
two Kentucky counties. Since social workers serve on the interdisciplinary teams
in Kentucky, as well as provide services to older people who may be affected by
guardianship proceedings at some point in the future, it is critical for social
workers to be knowledgeable of the process.

In Chapter I, | will present the problem of determining when the mental
capacity of older adults is impaired enough that the need to provide safety and
protection outweighs the need to respect autonomous decision-making. | will

then discuss the magnitude of the problem and define the terminology. Next, |



will discuss both the intended and unintended consequences of guardianship of
older adults and introduce the relevant stakeholders. In Chapter II, | will give a
brief history of guardianship, the influence of ethical theory on current practices,
and the ethical principles involved. | will then discuss the literature from social
work, psychology, medicine, and law, including a discussion of how mental
competence has been conceptualized. | will conclude this chapter with a
discussion of Kentucky’s guardianship law and an explanation of how
guardianship decisions are made in Kentucky. Chapter Il will describe the
methodology used for this study. Here | will discuss the research design,
sampling plan, data collection, and introduce my research questions. In Chapter
IV, I will present the results of the study, including the analysis and effect upon
the null hypotheses. Finally, Chapter V will include an in-depth discuss of the
findings and offer recommendations at both practice and policy levels. | will
conclude with a case presentation that illustrates the importance of this research
and the need for further study.

A guardian is appointed when it is legally determined that a person has a
significantly impaired capacity to perform tasks (or arrange to have them
performed) or make decisions in a specific domain (such as health care). Each
state has established its own criteria for what justifies the need to appoint a
guardian. In the early 20" century, incapacity was determined on the basis of
diagnosis alone (Moye & Marson, 2007). Many states now require that a clinical
evaluation be conducted to help the court determine if the person’s condition

meets the state’s legal standard for incapacity (Mayhew, 2005). Sabatino and



Basinger (2000) found that current state guardianship laws usually require one or
more of the following conditions to determine incapacity: (a) a disabling condition,
(b) impaired decision-making, (c) impaired ability to manage one’s personal
affairs or property, and (d) the cognitive or behavioral impairments create a
danger to self or others. Kentucky requires the first three conditions (Kentucky
Revised Statutes [KRS] 387.510).
Statement of the Problem

A critical problem is how society determines when mental capacity is
impaired enough to signal the need for substitute decision-makers. Assuming a
need to balance the principle of autonomy with the need to provide safety and
protection, at what point does impairment tip the scales so that the need to
provide safety and protection prevails, and autonomy becomes secondary? What
behavioral indicators or psychometric measures indicate that guardianship is
justified? When do decisions or personal choices exceed the boundaries of what
was idiosyncratic or eccentric, but is now socially unacceptable? As baby
boomers age, society will be faced with such questions more and more often.
Older adults will increasingly face this situation. With the steadily rising
population of this age group, the dilemma of when to intervene in the lives of
others will also increase. Their families and the people who provide professional
services to them will also be affected in larger numbers than ever before. A
growing number of family caregivers will need to cope with the tension between
wanting to intervene with older family members experiencing cognitive decline,

while also trying to preserve their dignity and freedom.



Professionals will be confronted more and more by the need to assess
impairment as sensitively and accurately as possible. When severe cognitive
impairment is evident, it does not seem like such a difficult task to recommend
guardianship. However, when mild impairment is evident most of the time, or
when impairment is significant only on occasion, the situation becomes much
more complicated. Research is needed to help practitioners and policy makers
better distinguish why, how, when, and under what circumstances guardianship
should be used as an appropriate intervention.

Guardianship can impact people of all ages. Although guardianship may
be used for minors, this paper will exclusively address its use with older adults.
The reasons why adults might require assistance with decision-making stem from
a variety of etiologies. Developmental disabilities, psychiatric disabilities, medical
illnesses, organic syndromes, and dementias may all contribute to an impaired
ability to take care of personal and financial affairs.

Kentucky is expected to have the 14™ largest elder population in the
nation by the year 2020 and is currently ranked 27" in the nation (Cabinet for
Health and Family Services, May 24, 2007). By 2020, more than 1 million
Kentucky citizens (23% of the state population) will be older than 60. Between
2000 and 2023, Kentucky is expected to see a 46% increase in the number of
citizens who are 85-years-old and older. Kentucky faces further challenges due
to the poor health conditions of many older adults (Cabinet for Health and Family
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In 2004, 36.3 million people in the U.S., or 12.4% of the population, were
65 years and older (Administration on Aging, May 12, 2006). The segment of the
population with the fastest growth is 85-years-old and older, and this group has
the highest risk of Alzheimer’s disease (AD), a type of dementia (U.S.
Department of Health & Human Services, 2005). Dementia is associated with
cognitive impairment. When cognitive impairment interferes with daily functioning
and decision-making, the possibility of needing guardianship increases.

Although certainly not exclusive to elders, guardianship affects a growing
number of older persons (Mayhew, 2005; Quinn, 2005). Advancing age is often
associated with the loss of social supports, change in economic status, and the
onset of health problems (Dudley & Goins, 2003). The prevalence of dementia is
strongly associated with age, and its presence often leads to concerns about
cognitive impairment (Moye, Armesto, & Karel, 2005). Cognitive and physical
declines that are associated with aging are also linked with declines in day-to-day
functioning, including decision-making skills (Moye & Marson, 2007).

Alzheimer’s is only one type of dementia that affects people. As previously
stated, there are other underlying etiologies of incapacity; however, AD is
presented as one example of a disease that negatively affects cognition and
decision-making abilities because it is widely recognized as a growing societal
problem (Andrews, 1997; Johnston, 2002; Liebman, 2002). It is important to note
that AD may be correlated with age, but it is not considered a normal part of
aging. It is estimated that between 1% and 1.5% of the U.S. population has AD,

but the incidence increases sharply after age 60 (Johnston, 2002, Liebman,



2002). It is believed that over 4.5 million people in the United States have AD
(Hebert, Scherr, Bienias, Bennett, & Evans, 2003; U.S. Department of Health and
Human Services, 2005). By age 90, at least 32% of people in this age group will
have the disease, but some reports estimate that over half of people over age 85
have AD (Johnston, 2002; Liebman, 2002). If current trends continue, it is
predicted that 13.2 million people will have the disease by 2050 (Hebert, Scherr,
Bienias, Bennett, & Evans, 2003). As baby boomers age and the average life
expectancy increases, the rising incidence of AD makes it an increasingly
burdensome national health problem that is expected to reach epidemic
proportions (Hebert, Scherr, Bienias, Bennett, & Evans, 2003; Liebman, 2002;
U.S. Department of Health and Human Services, 2005; Table 1).

Table 1

Prevalence of Alzheimer’s Disease in the U.S.

Population 2005 Anticipated 2050
U.S. population 300.0 million 350.0 million
Number of people age 65-74 with AD 0.3 million 0.4 million
Number of people age 75-84 with AD 2.4 million 4.8 million
Number of people age 85+ with AD 1.8 million 8.0 million
Total Number of people with AD 4.5 million 13.2 million
(1.5% of (3.7% of
population) population)

American culture is rooted in the constitutional right to life, liberty, and the
pursuit of happiness. Exercise of this right involves personal decision-making, a

skill that becomes impaired with the cognitive decline that may be associated




with aging. People have the right to exercise self-determination, even when these
choices do not seem prudent. But at what point does a decision become not
merely imprudent, but irrational?

Not all people who have dementia need guardians, nor do all people who
need guardians have dementia. It is also acknowledged that not all people who
go through guardianship proceedings are elder adults. However, the population
being studied is comprised of older adults, many of whom developed impaired
capacity after a lifetime of successful functioning.

Terminology

Terminology related to mental impairments and guardianship has changed
over the course of history. Throughout the literature, different terminology is used
to describe the need for guardianship. Older terminology includes the terms
competent and incompetent. These are probably the most familiar to lay people
and professionals. However, these terms are problematic in that they imply a
dichotomous condition in which people are or are not able to make decisions.
They suggest an all-or-nothing approach to abilities, when, in fact, skills tend to
lie on a continuum that reflects degrees of ability. For instance, a person may be
able to make medical decisions, but the ability to manage finances has been lost.
Using the terms competent or incompetent in this circumstance does not allow
the consideration of both strengths and limitations related to these distinct
domains. These terms continue to be used in practice, but they have moved out
of favor in the professional literature as well as most state statutes. In fact, the
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Health remarked that the term incompetent connoted a negative stereotype and
recommended 40 years ago that it not be used to describe individuals (Johns,
1997).

The terms capacity and incapacity are used increasingly in the literature
and in state laws, but they are not familiar to many lay people and professionals.
These terms are useful in that they imply a continuum of functioning,
acknowledging the possibility of varying degrees of functioning. This distinction is
important because it allows the legal system to put into place the least restrictive
interventions needed to help people without becoming more intrusive than
necessary. It helps people to retain autonomy in the areas in which they are able
to function adequately. Capacity and incapacity are used differently in the
literature, however, with capacity meaning capability to some and actual ability to
others.

The terms mental disability and psychiatric disability are used frequently,
but they are not very descriptive and generally need a context for understanding
them. These terms may identify impairment, but they do not give any indication of
functional capabilities.

In 1982, the Kentucky General Assembly stated its intent to recognize that
adults who have disabilities have them to varying degrees (KRS 387.500, 1982).
It changed its statutory language and defined individuals who lack capacity as
legally disabled, rather than incompetent. Kentucky law uses the term legal
disability as the condition required for the appointment of a substitute decision-

maker. It is meant to define someone who is unable to make informed decisions.



However, this term is easily confused with the concept of physical disability.
Unfortunately, this writer’'s experience has been that social workers in Kentucky
sometimes describe a client to the court as disabled, and while the court
assumes a meaning of legal disability, the social worker intends a meaning of
physical disability. This is significant because it means that the aspect of
informed decision-making fails to be considered.

| have generally tried to avoid the use of the terms competence and
incompetence. However, in some instances they have been used
interchangeably with the terms capacity/incapacity, depending upon the context
of the information being presented.

Guardianship and the Problem of Cognitive Impairmen t

Historically, decisional capacity was viewed as the choice that a
reasonable person would make (Karlawish, 2004). A reasonable person was
defined as a “high-minded, property holding, white man” (Karlawish, 2004, p.
1383). Thus, class, race and social position influenced the concept of capacity.
The concept has evolved into a much more complex issue today.

The area of the brain called the frontal lobe, or prefrontal cortex, is
responsible for cognitive abilities such as executive functioning. Executive
functioning is considered to be the ability to perform complex, goal-directed, self-
serving behaviors (Bell-McGinty, Podell, Franzen, Baird, & Williams, 2002).
Normal functioning allows us to make personal decisions, manage our homes,
choose medical treatment, and administer finances (Bell-McGinty et al., 2002). If

executive functioning is impaired, people may find that the ability to perform self-



care tasks, make financial decisions, manage medication, and comprehend
information sufficiently to make informed decisions about their care may be
adversely affected (Kim, 2005).

Executive functioning, also known as Executive Control Function (ECF)
has been defined differently in the literature, both as a separate cognitive domain
and as a controlling factor for other cognitive areas of the brain (Voss & Bullock,
2004). There is no definitive way to measure ECF because it is believed to occur
in the frontal lobe, a large region of the brain related to the prefrontal and
subcortical areas (Voss & Bullock, 2004). Research has shown that damage to
certain parts of the frontal region has resulted in impairment to executive
functioning. Based on the areas of impairment, it is thought that the frontal region
is responsible for planning, behavioral control, episodic memory, insight,
judgment, impulsivity, indifference, and attentional dyscontrol (Voss & Bullock,
2004). This makes it impossible to measure ECF with a single test of executive
function (Voss & Bullock, 2004).

Magnitude of the Problem

No national data are maintained regarding the number of guardianships in
the United States (Teaster, Wood, Karp, Lawrence, Schmidt, and Mendiondo,
2005). In fact, as early as 2001, seven national groups at the Wingspan
conference recommended that “a uniform system of data collection within all
areas of the guardianship process be developed and funded” (Wingspan, 2001,
p. 596). The lack of such a system makes it difficult to determine the

effectiveness of guardianship reforms that have taken place over the last 25
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years. In 1996, Schmidt (as cited in Teaster & Roberto, 2002) presented to a
meeting of the Virginia Guardianship Association his estimate that there are
about 1.5 million people under public or private guardianship in the United
States.

To gauge the number of people affected by guardianship assessments in
Kentucky, it was necessary to determine whether statistics were maintained at
the state level. The Administrative Office of the Courts maintains a list of
disability cases that are heard each year, but disability cases are not exclusively
guardianship hearings. Disability cases also include various types of involuntary
commitments. The Department for Community Based Services does not track the
number of guardianship cases, even though state social service workers typically
take the social worker’s role on the interdisciplinary team. The Kentucky Cabinet
for Health and Family Services’ Guardianship Branch maintains a record of
guardianships in which the state has fiduciary control (public guardianship), but
does not track private guardianships. Statistics are also not kept at the county
level.

Therefore, in June of 2006, several supervisors in Kentucky’s Department
of Community Based Services were asked how many guardianship evaluations
were conducted in their counties (Daviess, Hancock, Henderson, McLean, Ohio,
Union, and Webster) during the previous three months (March, April, and May
2006). Supervisors referred to a county logbook in larger counties, or to their
memory in smaller counties. This number was multiplied by four to estimate the

number of guardianship evaluations that are conducted annually in these seven
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counties. This provided an estimate of the number of people affected annually by
guardianship assessments within this seven-county area.

When the number of guardianships was compared to the population in
each of the seven counties, the percentage of the population that was assessed
for possible guardianship ranged from .05% to .14%, with a mean of .09%.
Virtually all petitions that are filed result in an assessment, so this can be
considered the estimated filing rate for petitions. The filing rate is the number of
guardianship petitions filed per capita. To gain a rough estimate of the number of
Kentuckians who might be evaluated for guardianship services, | calculated .09%
of Kentucky’s population per the 2000 U.S. census, resulting in 3,638
Kentuckians.

This estimate is supported by a comparison with the filing rate found by
two other studies. Schmidt (2002) reported a filing rate of .059% for six states
(DE, MN, NC, OH, WA, and WI) in 1979. He reported a filing rate of .056% for
Florida, also in 1979 (Schmidt). The population, however, has risen since 1979,
especially the population of older adults. It is assumed that a larger population of
older adults will result in a higher filing rate because of the higher incidence of
dementias such as Alzheimer’s disease, within this group.

The age group of 80 to 84 years is used only as an example to show the
rate of population growth, and it should not be inferred that this group is the only
one that has increased in population or that it is the only group affected by
guardianship. From 1980 to 1990, the group of people 80 to 84-years-old

increased by 33.1% (U.S. Census Bureau, 2003). From 1990 to 2000, it
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increased by 25.7% (U.S. Census Bureau). If the filing rate reported by Schmidt
is increased by the same rate of population growth, it approaches the estimate
found in Kentucky’s seven-county area, .066 in 1990 and .083 in 2000.
Therefore, in 2006, it is reasonable to use .09% as an estimate of the filing rate in
the seven-county area.

Stakeholders

An array of stakeholders is involved in the guardianship process.
Individuals, families, lawyers, physicians, Adult Protective Services (APS), home
health agencies, elder day care centers, and nursing homes all may be affected
before, during, or after the guardianship process. Individuals who are paid to
make capacity assessments gain from the existence of the guardianship system.
They include psychiatrists, social workers, and psychologists. Similarly, attorneys
are compensated for legal representation and judges are compensated for their
roles in the process.

The availability of family members to act as caregivers may greatly
influence how long the individuals may remain at home and whether they, or a
public agency, may eventually be legally assigned the responsibility of being the
decision-maker. Physicians may be inclined to achieve treatment compliance or
wish to ease the stress of caregivers by advocating for an alternate decision-
maker. A physician may also take an en loco parentis position and be concerned
that a patient would be better served in a nursing home and take action that

would prevent the person from living at home.
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Autonomy versus Beneficence: A Slippery Slope

Guardianship can be seen as a benevolent, protective intervention when
used to protect people from abuse, neglect, and exploitation (Dudley & Goins,
2003; Quinn, 2005). It can be used to ensure that vulnerable people are able to
live in safe environments where bills are paid, medical care is provided, and
nutritious meals are available. This environment may involve living in the
community with supportive services or in nursing homes with more intensive
services, depending upon the needs of the individuals. Guardianship enables
legally designated others to take care of incapacitated persons and make
decisions that are in their best interests. It involves the ethical principle of
benevolence, a societal value that requires us to help others who are in need.
Huber, Nelson, Netting, and Borders (2007) depicted the tension between
autonomy and beneficence on a continuum (Figure 1). On the left is the value of
autonomy—advocating for clients’ self-determination. On the right is beneficence,
or professionals or others making decisions for older adults.

Thus, the appointment of a guardian also means some loss of autonomy
for the person, which is regarded by some as a first-order principle in ethics
(Moye, 1996), although it can also mean the achievement of safety, improved
healthcare, and improved standard of living. Autonomy is considered

fundamental to American culture.
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Figure 1. Conceptual model of autonomy versus beneficence.
Through a beneficent action such as placing an individual in a nursing
home where medical, nursing, and personal care are provided, the individual's
circumstances may significantly improve; however, the individual under
guardianship also loses the right to decide where to live, to consent to medical
care, and to choose how personal finances will be spent. While some may
consider the loss of rights a necessary trade-off in order to provide safety and
protection, there are both intended and unintended consequences, which will be
discussed later in this chapter. Because of the significance of these
consequences, individuals are entitled to thoughtful, legally sound, and clinically
accurate assessments. As Andrews clearly stated, “Because so much is at stake,
the guardianship process should be subject to the strictest of constitutional and

policy scrutiny” (1997, p 76).

! Figure 1. From Elder Advocacy, Essential Knowledge and Skills Across Settings 1st edition by
HUBER/NELSON/NETTING/BORDERS. 2008. Reprinted with permission of Wadsworth, a division of
Thomson Learning: www.thomsonrights.com. Fax 800 730-2215.
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The consequences of someone being assessed for guardianship in an
inadequate or inappropriate manner are staggering because of the potential for
the loss of civil rights. Thousands of people across the country are losing their
civil rights with a brief proceeding that takes less time than it would to enjoy a cup
of coffee (Lisi & Barinaga-Burch, 1995; Wendland-Bowyer, 2003). This is how
guardianship is bestowed upon people in many jurisdictions. In the United States,
civil rights are those rights guaranteed by the government through the Bill of
Rights and the Thirteenth and Fourteenth Amendments to the Constitution. They
include the right to due process and the right to equal treatment under the law
with regard to the enjoyment of life, liberty, property, and protection (Law.com,
12/8/05). The law presumes that individuals are competent unless they have
been adjudicated otherwise (American Bar Association Commission on Law and
Aging & American Psychological Association, 2005).

Moye and Marson (2007) described eight major capacity domains which
are subject to judicial review and restriction through guardianship proceedings:
(a) independent living, (b) financial management, (c) treatment consent, (d)
testamentary capacity, (e) research consent, (f) sexual consent, (g) voting, and
(h) driving. In Kentucky, a person who is determined to need full guardianship will
automatically lose the right to choose living arrangements, manage personal
finances, consent to medical procedures, execute a will, enter into legal
contracts, and drive (KRS.387.590, 2007).

Utilizing an effective system for determining guardianships is important

because failing to appoint guardians when people lack decision-making capacity
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does not enable society to protect adults from abuse, exploitation, self-neglect
and functional decline, and could ultimately result in their harm. However,
appointing guardians when people retain adequate decision-making capacity is
taking civil rights away from people unnecessarily. Both recommendations for
and against guardianship are likely to have unintended consequences.

Unintended Consequences of Assessment Recommendatio ns

Clinicians’ recommendations for guardianship have significant impact on
those being evaluated on several levels. The individual’s life is affected in terms
of personal well-being, possible self-neglect, the risk of being institutionalized,
and vulnerability to abuse, neglect, and exploitation by others. At another level
there are family and community factors, and economic and even political issues
to be considered.

Personal Well-Being

Caution should be used when discussing the effect of assessment
recommendations upon individuals because making generalizations at the level
of the individual risks oversimplification. The fact is that individuals respond to
situations differently depending upon their personalities, self-esteem, life
experiences, social networks, and availability of professional services (Dunér &
Nordstrom, 2004; Scourfield, 2004).

Assessment recommendations may have a dramatic impact upon
psychological well-being, and losing one’s autonomy not only affects emotional

health, but physical health as well (Moye, 1996). The appointment of a guardian
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and resulting loss of personal autonomy can adversely affect well-being and
result in depression related to the loss of personal control (Moye et al., 2005).

On the other hand, there is also the opportunity to improve psychological
well-being by identifying specific domains where assistance can be offered,
arranging for the provision of services and community supports, and building
upon areas of strength and ability (Moye, 1996). Individuals who have recognized
the need for help but have been unable to get it may experience relief and
satisfaction in getting their needs met.

Self-neglect

One of the ways in which guardianship is made complicated is through the
presence of self-neglect, which adds to the challenges faced by families and
service providers. In a 2004 sample of 19 states, 37.2% of substantiated APS
reports were for self-neglect (Teaster, Dugar, Mendiondo, Abner, & Cecil, 2006).
When adults are self-neglectful, they may find that their cognitive abilities are
qguestioned (O’Brien, Thibault, Turner, & Laird-Fick, 1999; Payne & Gainey, 2005;
Sengstock, Thibault, & Zaranek, 1999). Dong and Gorbien (2005) argued that
impaired decision-making capacity is at the core of self-neglect. However, half of
those who neglect themselves have no underlying mental illnesses and are
exercising their rights to refuse interventions (O’Brien, Thibault, Turner, & Laird-
Fick, 1999). Therefore, motivated by the desire to improve the lives of older
adults who are resistant to help, health care providers struggle with the decision

of whether those adults are within their rights to risk their health or whether the
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situation rises to the level that requires court-mandated intervention through a
guardianship process.

Some researchers view self-neglect as a choice made by people who may
or may not have impaired decision-making abilities, while others view it as a
choice made only by people who have a cognitive impairment (Dong & Gorbien,
2005; Payne & Gainey, 2005; Sengstock, Thibault, & Zaranek, 1999; Simmons &
O’Brien, 1999). Simmons and O’Brien stated, “Personal habits that others
perceive as self-neglect may be entirely consistent with the pursuit of values
important to the person” (1999, p. 39). For instance, most people engage in
some type of behavior that could broadly be considered self-neglect, such as
smoking, overeating, not wearing seatbelts, speeding, or declining medical
advice (O’'Brien, Thibault, Turner, & Laird-Fick, 1999). However, others have
suggested that it is a syndrome that is associated with functional decline and
increased mortality (Pavlou, & Lachs, 2006; Pickens, Naik & Dyer, 2006).

O’Brien and colleagues would agree that self-neglect includes the failure
to maintain adequate personal care, shelter, and medical care, but assert that
“individuals who appear to possess the capacity and refuse services should not
be excluded from this definition” (O'Brien, Thibault, Turner, & Laird-Fick, 1999, p.
5). Dong and Gorbien (2005) have suggested that the question of impaired
decision-making is at the core of self-neglect. However, most agree that self-
neglect poses ethical challenges to those who would like to provide help (Dong &

Gorbien, 2005; Simmons & O’Brien, 1999).
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Self-neglect has been described in the literature as not only a set of
behaviors, but as a geriatric syndrome (Lebert, 2005; Pavlou & Lachs, 2006;
Pickens, Naik, & Dyer, 2006). It was first described in the literature as senile
breakdown syndrome and Diogenes Syndrome. Although numerous definitions
exist in the literature, self-neglect generally involves the adult’s inability or
unwillingness to provide for, or accept services necessary to provide for, their
own physical and emotional health, environmental well-being and overall safety
(O’Brien, Thibault, Turner, & Laird-Fick, 1999). Self-neglect has also been
described as the inability or unwillingness, or both, to either attend to hygiene or
health needs or access remediating services (Pavlou & Lachs, 2006).

Self-neglect has been included in national statistics along with elder
abuse, caregiver neglect, and financial exploitation, but some would suggest that
it should be considered as a separate entity because it does not involve
mistreatment by another person (Payne & Gainey, 2005). Self-neglect was first
described in the medical literature in the 1960s, but it is still poorly understood
and understudied (Pavlou & Lachs, 2006). Pavlou and Lachs conducted a meta-
analysis of the literature regarding self-neglect. They found many diagnoses
associated with self-neglect but could not conclude whether most represented a
risk factor for self-neglect, an outcome of self-neglect, or simply the coincidental
existence of another disorder. They did, however, conclude that cognitive
impairment and depressive symptoms were independent risk factors for self-
neglect. They found an increased risk of death of people who self-neglected but

did not find self-neglect to be an independent risk factor for functional decline.
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However, Pickens, Naik, and Dyer (2006) announced in a letter to the editor of
the Journal of the American Geriatrics Society that they had found an association
between self-neglect and functional decline in older adults.
Risk of Institutionalization

There may be disagreement as to whether self-neglect should be
considered a type of elder mistreatment, but adults who are self-neglectful may
come to the attention of APS who, in some states, are the first responders to
allegations of elder abuse neglect (Payne & Gainey, 2005). These adults are
often referred for protective services. It appears that an assessment by APS
workers, at least for individuals who have been self-neglectful, increases the risk
of institutionalization (Blenkner, 1971; Lachs, Williams, O’Brien & Pillemer, 2002).
Lachs (2002) and others determined the rates of nursing home placement for
2,812 adults living in the community who were 65 years old and older. Adults
who were self-neglectful and involved with APS were referred to nursing homes
69.2% of the time, while only 31.8% of those who had no contact with APS were
referred to nursing homes. Referral to APS for self-neglect was found to be an
independent risk factor for nursing home placement after controlling for factors
such as dementia, functional disability, and poor social networks, which are
known to be associated with the institutionalization of older adults (Blenkner,
1971; Lachs, Williams, O’Brien, & Pillemer, 2002). In other words, referral to APS
alone can trigger elders going into nursing homes, setting aside dementia,

abilities and disabilities, and poor social networks.
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In many instances, the need for an increased level of care can be the
precipitant for guardianship proceedings. Lisi and Baranaga-Burch (1995) found
that 87% of petitioners identified events that triggered the filing of the petition,
and 40% cited “an abrupt change in the respondent’s circumstances” as that
event (p. 646). Almost half (45%) of the petitions alleged that the respondent
needed nursing home care or some other type of institutional placement (Lisi &
Baranaga-Burch). A legal finding that the elder adult is not capable of making the
decision to refuse or accept nursing home care can result in the appointment of a
substitute decision maker: a guardian.

Individuals who meet the threshold required for appointment of a guardian
can find themselves admitted to a nursing home if the guardians believe it is in
the individual’s best interests, or because individuals need additional care and
the nursing home is the only available option that is funded by Medicaid.
Blenkner, Bloom, Nielson, and Weber (1974) found that providing well-
intentioned intervention to elder adults resulted in a higher rate of
institutionalization, and Lachs, Williams, O’Brien, and Pillemer (2002) found
similar results in a later study.

Since there is risk of nursing home placement for people who are
assessed for guardianship, it is important to consider the effects of such a
placement upon them. Placement in a nursing home can result in improved
physical health, better standard of living, and increased socialization. Lachs and
his colleagues noted that nursing home placement can result in a dramatic

improvement in the quality of life for some people (Lachs, Williams, O’Brien, &
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Pillemer, 2002). Although most people would prefer not to require nursing home
care, there are clearly some benefits to it. Kemper and Murtaugh reported that
43% of us will enter a nursing home sometime before we die (as cited in Hawes,
2002).

However, nursing home care also carries risks. Markus, Blenkner, Bloom,
and Downs (1971) compared the mortality rates of two groups who moved from
one nursing home to another. They found that post-relocation deaths for males
age 75 and over and for women age 75-79 were significantly high. However,
post-relocation deaths for women age 80 and over were significantly low
(Markus, Blenkner, Bloom, & Downs, 1971). They suggested that physical and
mental status, attitude to change, and degree of hopefulness might also
contribute to the mortality rates.

Aneshensel, Pearlin, Levy-Storms, and Schuler (2000) found that among
a group of elders who were admitted to nursing home care, it was not just the
physically ill clients who experienced early mortality. Physically healthy clients
also experienced a spike in post-admission mortality rates. The authors also
found an association between cognitive impairment and mortality rates and
suggested the possible explanation that “sources of early postadmission mortality
might productively be sought in aspects of the relocation that tax or exceed the
understanding of the patient, his or her ability to adapt to a new environment, and
difficulties in communicating one's needs, distress, or ill health” (Aneshensel,
Pearlin, Levy-Storms, & Schuler, 2000, p. S161). Aziz and Campbell-Taylor

(1999) found that inadequate nutrition in long-term care facilities is a significant
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cause of mortality and constitutes neglect. Hawes (2002) testified before the U.S.

Senate Committee on Finance that a major predictor of unplanned weight loss

was that nursing home residents needed help with eating but were not fed.
Vulnerability to Abuse, Neglect and Exploitation

Elders who are not capable of making informed decisions about their
finances, personal and social relationships, or contractual decisions, may be
particularly vulnerable to abuse and neglect. It is believed that about 2 million
cases of elder abuse occur in this country annually (O’Brien et al., as cited in
Payne & Gainey, 2005), although only a little over half a million are reported
(Teaster, Dugar, Mendiondo, Abner, & Cecil, 2006). Maltreatment of elders
includes physical abuse, emotional abuse, sexual abuse, financial exploitation,
and caregiver neglect.

Moye and Marson (2007) commented on the high prevalence of elder
abuse and exploitation by strangers, friends, and family members and its
relationship to increased societal attention to issues of capacity because of the
huge transfer of wealth that is currently take place from the World War ll-era
generation to the baby boomer generation. Reynolds and Wilber (1997)
supported the use of conservatorship (known as guardianship in other
jurisdictions) to protect dependent people from exploitation, abuse, or neglect.
Qualls (2007) raised questions about the need for capacity assessments in cases
of fraud or exploitation of elders. The Kentucky legislature indicated its intent in
KRS.500 that guardianship for legally disabled people should be used to protect

them from neglect, exploitation, and abuse.
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Although guardianship may be seen as a way to protect adults from abuse
and neglect, abuse and neglect continue to have a significant presence in long
term care facilities. Harris and Benson (1998) surveyed 1,116 nursing home
employees from 47 different nursing homes and 417 family members. One in 5
family members noticed things missing from the rooms of residents and
attributed this to theft and 1.5% of employees’ self-reported theft, and 6%
observed theft by others. Cooney and Mortimer (1995) found that 55% of nursing
home caregivers admitted to verbally abusing residents! Allen, Kellett, and
Gruman (2003) conducted a retrospective case review of Connecticut’s
Ombudsman Reporting System and found that 47% of nursing homes had one or
more reports of abuse and that overall, 90% of reports revealed valid problems
and 87% were substantiated as abuse. In this same study, 23% of the complaints
involved problems with care and included care plans not being followed,
unanswered call lights, and personal hygiene problems.

For individuals who have no interested family member or friend to act as
guardian, a public guardian is appointed. Public guardianship programs generally
serve adults who are at risk, who are poor, and who have no one else to help
them. Schmidt and colleagues reported that public guardianship agencies that
are understaffed with professionals who are responsible for more than 20 wards
(of the state) risk their wards losing benefits that might have been intended to
outweigh the cost to their clients’ individual autonomy (Schmidt, Teaster,
Abramson, & Almeida, 1997). Teaster and colleagues (2006) found that the

caseload of public guardians ranged from a manageable caseload to an alarming
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ratio of 1:173 (Teaster, Wood, Karp, Lawrence, Schmidt, & Mendiondo, 2005).
Kentucky’s public guardian-to-ward ratio was reported to be approximately 1:80
by Teaster and colleagues (2005).

At some cost to individual autonomy, guardians are intended to improve
their clients’ lives by having their money properly managed and arranging for
them to live in safer environments; however, these benefits may not be
monitored as closely as they need to be when public guardians have over 20
wards under their care. The standard recommended by Schmidt and colleagues
seems especially relevant when in Kentucky, the goal is to decrease the
caseloads of state guardians to approximately 50-60 cases and state guardians
are required to see their wards at least annually. Institutionalized neglect is
sometimes a paradoxical consequence of a legal mechanism that was intended
to protect people and ensure that they receive needed services.

People who have been appointed guardians are vulnerable to abuse and
neglect in other ways, too. Although all states require regular financial reporting
to the courts, and most require reports of clients’ well-being (Teaster, Wood,
Karp, Lawrence, Schmidt, & Mendiondo, 2005), states generally lack the financial
resources to fully implement their monitoring requirements (Hurme & Wood,
2002). Some guardians take advantage of the vulnerable situation of their wards
and exploit them (Fields, Larrubia, & Leonard, 2005). New Jersey recently
changed its state law to protect the legal rights and personal autonomy of wards.
The catalyst to this legislation appeared to be attorney Gary Beninson’s guilty

plea to charges that he misappropriated almost $1.7 million from 27 disabled
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clients for whom he was the guardian (Bird, 2006). Some guardians who were
entrusted with the protection of their wards have become their abusers (Choi &
Mayer, 2000).

Family Changes

As parents age, roles often become reversed, with adult children acting as
caregivers for their parents. When aging parents become unable to take care of
their personal or financial affairs but resist their children’s attempts to help,
guardianship is one way to achieve (or maintain) the elders’ health and safety.
Faced with professional testimony in court that the respondent/family member
has lost the ability to function in various ways and will never improve can be a
very painful experience for the family (Teaster, Wood, Karp, Lawrence, Schmidt,
& Mendiondo, 2005).

Family members are influenced by their own family’s dynamics as roles
shift, and siblings may jockey for or against a position of decisional power in an
effort to do what they believe is in their parents’ best interest. Management of
financial resources of the parent is sometimes an area of disagreement between
siblings who may later inherit them. Likewise, adult children who disagree with
the disposition of assets may challenge the development of a will by someone
alleged to lack testamentary capacity (Friedland & McMonagle, 1996).

When there are few involved adult family members, the responsibilities of
providing care can be overwhelming. However, there is also the opportunity for

family members to come together as a team and together, shoulder the weight of
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providing care. This can make the task of caregiving more manageable and
extend the amount of time that an elder parent can continue to live at home.

The availability of family members to act as appropriate caregivers may
determine how long the person may remain at home and make decisions with
assistance. Elder adults who have family members available to provide support
may avoid the experience of guardianship, or at least its delay. However, when
no family is available to provide support, or when family relationships are too
dysfunctional to provide support, outside intervention may be required.

The combination of declining abilities of parents with the guardianship
process can have a profound effect upon families, even though they are not the
intended targets of intervention. In addition to the unintended consequences to
families, communities can also experience effects as well, which echo across
progressively larger social systems.

Community Issues

Sengstock, Thibault, and Zaranek (1999) explored the effects of adult self-
neglect upon communities. They stated that implicit in the concept of self-neglect
is the assumption of mental capacity. Therefore, they described self-neglect as a
result of mentally capable individuals who make informed choices not to take
care of themselves. Consequently, if an individual is found to need a guardian,
such behaviors would be defined as part of the incapacity, but not self-neglect.
However, if an individual is found to have adequate mental capacity, these same

behaviors would be defined as self-neglect. This distinction is important as to
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who the community will hold accountable for unwanted behavior: the individual or
applicable public agencies.

Elders’ rights to self-determination may be limited if the rights of others
with whom they interact are affected. For instance, intervention may be justified if
hoarding behavior creates a fire hazard to neighbors in the same apartment
building, or if squalor leads to an infestation of rats that affects the neighborhood.
The rights that are restricted may vary depending upon the type of community
that is involved. Communities may differ in terms of the geographic nearness of
members, the amount of social interaction, and the degree to which members
feel close to each other.

Possible interventions recommended include enforcement of public health
codes, removal of social services (for clients’ non-compliance), and eviction
(Sengstock, Thibault, & Zaranek, 1999). Sengstock and colleagues stated,
“While no health or social service agency is comfortable taking services away
from a needy individual, in some instances this is really what the elder prefers . .
" (p. 89). They presented the example of a woman who required oxygen due to a
lung disease, but who also smoked heavily. The consequences of smoking,
(presumably both to her and to others living in the apartment building), were
discussed with her. She was warned that if she continued, the company would no
longer deliver oxygen. She continued to smoke, creating a hazardous
environment for herself, care providers, and others living in the area. The oxygen
company discontinued services, believing that they would otherwise bear legal

liability (Sengstock, Thibault, & Zaraneck).
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Sengstock, Thibault, and Zaranek (1999) also described a scenario in
which a woman was able to maintain the appearance of mental competence for
short periods of time and fool both her physician and an adult protective services
worker who found her to be competent. The home health workers advocated on
her behalf and described her mental abilities as transient. An APS worker
completed a more thorough assessment by seeing the woman on several
occasions, at different times of day, over an eight-week period. Guardianship
was then recommended (Sengstock, Thibault, & Zaranek, 1999).

Economic Factors

Gains and losses are related not only to the civil rights of the individual
whose capacity is questioned, but to the distribution of resources to the family,
nursing home, and/or state. Lawyers, physicians, drug companies, home health
agencies, elder day care centers, and nursing homes all may see increased
profits when someone is required to utilize their services. Individuals who are
paid to make assessments of capacity also gain from the existence of the
problem. These include psychiatrists, social workers, and psychologists.

Nursing homes and other long-term care facilities will probably become
more heavily utilized as the number of individuals with guardians increases. This
will mean an increased need for physical facilities (bricks and mortar), supplies
(operating costs), and human resources (nurses, nurses aides, social workers,
physicians, and physical, occupational, and speech therapists).

The incidence of AD is expected to have a dramatic economic impact on

society. Senator Larry Craig led a Senate hearing to explore how the
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guardianship process has affected elderly people (Guardianships over the
elderly, 2003). He asserted that one of the reasons this issue is critical is
because it affects the federal money of Social Security and Supplemental
Security Income (SSI) payments, disability and survivor benefits, federal
pensions, and welfare benefits of people who are entitled to due process before
being deprived of their civil rights. These federal funds are intended to provide for
the needs of the persons who receive them, but the appointment of guardians in
a system that has uneven court monitoring at best, sets the stage for fraud and
exploitation. Craig reported that Baby Boomers are expected to inherit $10.4
trillion in assets over the next 40 years. A large number of these assets will be
under the financial management of guardians.

Political Impact

The guardianship system may also have a huge political impact because
by 2050, 13.2 million people are predicted to have AD. It is difficult to estimate
how many of these individuals will need guardians in a given year; however, it
will clearly represent a large number of votes. If even half of these people are
determined to lack the capacity to vote, more than 6 million people could
potentially lose this right.

Voting is a right that is often lost with plenary guardianship, and often,
individuals are not particularly assessed for their ability to vote. Kentucky recently
joined eight other states (CT, FL, IA, MA, NM, OH, OR, WI) in requiring that the
exclusion of people from voting should be based specifically on their incapacity to

vote (House Bill 374, 2007; Karlawish, Bonnie, Appelbaum, Lyketsos, Knopman,
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& Patusky et al., 2004). However, none of these states identifies a standard to be
used when assessing individuals’ capacity to vote. Unlike other rights, restriction
of the right to vote does not have a direct effect on personal or public safety.
Citizens have the right to vote irrationally if they choose to. Individuals can legally
go to the polls and select candidates on the basis of their hair color if they want
to. So it is imperative that elders whose capacity is questioned not be held to a
higher standard than the general citizenry.

Until quite recently, no practice guidelines existed to make
recommendations regarding voting by people with dementia (Henderson &
Drachman, 2002). A federal court decision in Maine, Doe v Rowe, defined the
capacity to vote as understanding the nature and effect of voting and having the
capacity to choose among the candidates and questions on the ballot. Although
some people may need assistance to vote, a caregiver casting a proxy vote for
the person with dementia is not legally permissible (Karlawish, Bonnie,
Appelbaum, Lyketsos, Knopman, Patusky et al., 2004).

Until recently, Kentucky law allowed the restriction of voting rights of
people who were found to need plenary guardianship, regardless of whether the
capacity to vote was specifically assessed. However, effective July 2007, KRS
387.580 was amended to state that whether a respondent is found to be disabled
or partially disabled, the court shall determine if the person retains the right to
vote (HB 374, 2007). An incapacitated person in Kentucky will not be able to be

deprived of the right to vote unless the court specifically orders it.
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Summary

Guardianship is a legal mechanism used to protect impaired individuals
and help them manage their personal and financial affairs. However, the primary
costs to providing this protection are the losses of autonomy and legal rights.
Furthermore, there are a great many unintended consequences that may occur
as a result of assessment recommendations. It is important that when
guardianship is put into place, it is because the benefits of it outweigh the costs.
Guardianship should be the least restrictive intervention that can be used to
promote safety and well-being. To accomplish this, it is important that clinicians
conduct assessments in ways that are accurate, reflective of the field’s current
understanding of what constitutes best practice, and consistent with applicable
laws. It is just as important that state laws reflect society’s current understanding
of when guardianship is needed, that people are afforded due process, and that
legal decisions are made that protect their civil rights to the greatest extent
possible. The intended contribution of this dissertation is to help social workers
develop a better understanding of the guardianship process in Kentucky, to
increase their sensitivity to the ethical tensions involved, and to use their role on
interdisciplinary teams to more effectively meet the needs of clients. It is further
hoped that the findings of this dissertation will inform policy recommendations

that may improve the state’s guardianship system.
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CHAPTER II
REVIEW OF THE LITERATURE

The current system for determining guardianship involves the
contributions of multiple disciplines. The fields of bioethics, rehabilitation, nursing,
and public policy analysis have made major contributions to the field and have
recognized the inherent tension between beneficence and autonomy. The
literature related to capacity assessments represents primarily the disciplines of
social work, medicine, law, and psychology, and this will be discussed. However,
before discussing the literature related to capacity assessments, it is important to
provide the historical and theoretical context from which to understand capacity
assessments. Following these are sections on the utility of social construction
theory, legal practices, the conceptualization of mental competence, determining
the need for guardians through clinical assessments, the reform of Kentucky’s
guardianship law, the role of interdisciplinary teams, how guardianship decisions
are made in Kentucky, the need for more research, and finally, the purpose of
this study.

History of Guardianship

The development of guardianship laws has been dependent upon the

state of medical knowledge of the cause, care, and treatment of mental iliness;

the degree to which the community has accepted responsibility for the care of its
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citizens; and the legal profession’s awareness of the social context of mental
illness, including the role of relatives and friends and the potential for abuse of
this role (Brakel, Parry, & Weiner, 1985). Guardianship practices date back at
least as early as the Twelve Tables of Rome in 449 B.C. At that time, the issue of
capacity pertained only to men, since women and children were already
considered under the guardianship of the head of household. The ward’s heir
was generally made manager of the estate but was not given custody of the
incapacitated person in order to prevent “sinister practices” (Brakel, et al., p. 11).
Between 1255 and 1290, a statute called De Praerogativa Regis divided
the mentally disabled into two classes: lunatics and idiots, and specific
responsibilities were given to the king to maintain their respective estates
(Brakel, Parry, & Weiner, 1985). The term idiot described individuals who were
mentally disabled from birth and not expected to improve. In this instance, the
king was granted custody of their property and was responsible for their care but
was allowed to take profits from the land. The term lunatic described individuals
who were born with adequate understanding and who had lost their mental
abilities but might be expected to recover, even if just for periods of time (Brakel,
et al., 1985). In this instance, the king was similarly responsible for the care of
the person and property, but was not allowed to profit from it. All profits were to
be returned to the person when no longer mentally impaired (Brakel, et al.;
Horstman, 1975; Johns, 1997). This arrangement was known as parens patriae
power: the authority of the king to take on a parental role (Horstman, 1975;

Johns, 1997).
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It wasn’t until the late 18th century that the role of physicians began to
increasingly emerge. For instance, in 1784 a signature was required by a
physician, surgeon, or apothecary to send a lunatic to the madhouse (Brakel,
Parry, & Weiner, 1985). By 1823, according to Louisiana law, individuals could
not be deprived of the right to administer their own affairs based solely on ex
parte evidence and had the right to cross examine their accusers (Brakel, et al.).
Ex parte evidence is information presented to the court without both the
respondent and the petitioner being present. By the mid 1860s, Mrs. E. P. W.
Packard was advocating for reforms to the process of involuntary commitment so
that individuals could not be committed solely on the basis of opinions they might
express (Brakel, et al.).

American culture, and especially the medical profession, is based upon
the principle of beneficence and the desire to provide for the safety and well-
being of individuals who cannot do this for themselves. Our culture also values
individual freedoms and self-determination. This presents an important
juxtaposition that requires a careful distinction between individuals who can take
care of themselves and those who cannot.

Motivation by beneficence without consideration of the principle of
autonomy can lead to abuse of the parens patriae power. In the 1845 court
decision of In re Josiah Oakes, the state’s power to confine people with mental
illnesses was limited. The court found that the state can confine an individual for
protection of self and others for only as long as necessary (Horstman, 1975;

Johns, 1997). This was significant because the state’s parens patriae powers
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were affirmed, but restricted to certain parameters. In Mr. Oakes’ case, he was
known to be a shrewd businessman who had recently taken part in some risky
business speculations. Following the death of his wife, he did not react in the way
his sons and daughters expected of a widower. In fact, he quickly became
engaged to a younger woman of a questionable reputation just days after the
death of his wife. His sons apparently felt that Mr. Oakes’ behavior was enough
to conclude that his mental abilities were impaired, and they had him committed.
Chief Justice Shaw upheld the commitment and explained that this type of
“insanity” could possibly lead to passionate outbursts, although Mr. Oakes was
never known to be a violent man (Horstman). It was never clear, however,
whether Mr. Oakes was confined to protect himself or the community (Horstman).
To balance the parens patriae powers of the state with protection of
individuals’ rights, the constitutional requirement of due process was extended
from criminal proceedings to civil matters such as involuntary commitment and
guardianship (Horstman, 1975). The principle of due process means that people
are entitled to certain legal procedures before their rights can be restricted. In
Fiehe v R. E. Householder Co (1929), the court reiterated the essential elements
of due process of law to be (a) notice, (b) an opportunity to be heard, and (c) the
right to defend oneself in the proceeding. In this case, Ms. Fiehe’s property had
been sold by her guardian, who was appointed without notice to her and without
a hearing. The court found that the elements of due process were not present.
Recognizing the need for a balance between beneficence and autonomy,

in 1966 the court sought to minimize the restriction of rights while encouraging
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the provision of social services. In Lake v Cameron (1966), Mrs. Lake, a 60-year-
old woman, was described as wandering the streets and was hospitalized
against her will (Horstman, 1975). Physicians found she had some signs of
dementia, she was not dangerous to herself or others, but she was prone to
wandering. The court found that Mrs. Lake could not be detained indefinitely
without exploring less restrictive treatments (Horstman). This was significant
because it affirmed the importance of utilizing the least restrictive intervention
necessary to meet the needs of adults with impairments.

Civil rights are those rights that are guaranteed to citizens by law. Most
people can easily think of examples such as the right to free speech, the right to
assembly, etc. However, in Dale v Hahn (1971), the court found that the stigma
of being labeled incompetent is a basic interference with fundamental personal
rights. A year later, in Board of Regents v Roth (1972), the court found that
stigmatization is a constitutional deprivation of freedom (Horstman, 1975).

Prior to reforms that occurred in the late 1980s, courts typically granted
full, or plenary, guardianships (Johns, 1997). By the 1970s, the American Bar
Association promoted the use of limited guardianships in order to preserve
people’s rights in functional areas that are not impaired. Kentucky was one of 16
states that responded to the call. The 1982 Kentucky General Assembly made
sweeping changes to Kentucky’s guardianship statutes (Kentucky Protection &
Advocacy, 2004) and encouraged the use of limited guardianships (Kentucky
Protection & Advocacy). Subsequent revisions to Kentucky’s guardianship law

occurred in 1984, 1986, 1990, and 1994 (Kentucky Protection & Advocacy,
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Law.com, 2006). Unfortunately, actual judicial practice has not automatically
followed suit (Teaster, Wood, Karp, Lawrence, Schmidt, & Mendiondo, 2005).
For example, in one situation, limited guardianship was recommended by the
social worker in order to preserve the client’s ability to vote. However, the client’s
own attorney recommended full guardianship, despite the client’s functional
capacity to vote.

True guardianship reform did not really begin until the release of an
Associated Press report that chronicled an investigation in all 50 states
(Associated Press, 1987; Teaster, Wood, Karp, Lawrence, Schmidt, &
Mendiondo, 2005). This report revealed a troubled system and prompted a
multidisciplinary National Guardianship Symposium in 1988 that resulted in 31
recommendations aimed at improving the system. It was named the Wingspread
Conference after the conference center where it was held (Johns, 1997).
Thirteen years later, a second national guardianship conference was convened
to assess the progress on the recommendations of the first conference. It
resulted in more recommendations for action (Wingspan, 2002).

Ethical Theory

An understanding of ethical theory is important for several reasons. First,
ethical theories have existed at least since the times of Confucius and Socrates
through the expression of their ideas about morality. These early ideas evolved
into more formal theories and have shaped modern thought about how people
should behave. Ethical theory helps to explain the perspective of individuals and

their interpretation of assessment results. Consequently, ethical orientations
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affect actions. The specific ethical point of view provides a basis for decision-
making, translating interpretation of assessment results into recommendations
for action. Since it will be argued that capacity is socially constructed and the
accurate measure of it is elusive, the recommendations of clinicians will likely be
influenced by what they personally or professionally believe is the right thing to
do. An orientation toward either autonomy or beneficence could make the
difference between whether a recommendation is made for full guardianship or
for limited guardianship with identification of supportive resources. The relevance
of ethical theories is best presented from three perspectives: historical
influences, and teleological and deontological theories. These are addressed in
the following sections.
Historical Influences

Humans have long struggled with the issues of morality, goodness, and
justice. Early philosophers, such as Socrates, Aristotle, and Hippocrates, have
influenced our current understanding of teleological and deontological thought
and the related ethical principles from which ethical decision-making occurs.

Socrates became known as the father of ethics (Yu, 2005). He believed
that people should focus on self-development, rather than pursuing material
goods, and that all actions are taken for one purpose: to attain happiness (Yu).
Happiness referred to the promotion of well-being rather than a state of pleasure,
and Socrates associated virtue with well-being and good condition of the soul

(Yu). This was the precursor to virtue ethics, which focuses on the qualities or
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traits of a good person, and beneficence, the idea of helping someone improve
their well-being.

Aristotle tried to explain morality through people’s striving for happiness
and what was useful to them in their lives. He believed that happiness required
external prosperity in things such as friends, money, political influence, class,
good children, and physical beauty. These things were part of experiencing well-
being (Milliken, 2006).

Aristotle believed that moral virtue is not innate, but learned throughout
the course of a person’s life through habituation (Allmark, 2006). In other words,
it becomes easier to know what is the right thing to do when it is practiced often.
Reaching a state of perfect virtue was not considered possible, but the ability to
develop virtue required repeated efforts to struggle to do the right thing (Kilcullen,
1996).

Hippocrates, who lived in 4™ century b. c., became known as the father of
medicine because he was the first physician to believe that illness was caused by
outside forces such as the environment, living conditions, and lifestyle, rather
than a punishment by the gods. Consistent with teleological thought, Hippocratic
medicine emphasized prognosis, or outcome. The Hippocratic Oath pertained to
the beneficent practice of medicine as the best way to achieve that outcome
(Tan, 2002).

As philosophers struggled to understand moral behavior, their ideas

evolved into the development of ethical theories. Two major groups of theories
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are teleological and ontological theories. From these theories, certain principles
have emerged and have since become embedded in Western society.
Teleological Theories

The term teleology comes from the Greek word telos meaning end or
purpose. Teleological theory states that actions can be judged as moral if they
result in desirable outcomes (Reamer, 1999). Perhaps one of the earliest
philosophers to introduce teleological thought was Aristotle, in the 4™ century,
b.c.

Utilitarianism, a teleological theory, assesses actions as moral based upon
the consequences they produce. There is no need to acknowledge moral or legal
rights, because the focus is upon the desirable results that are achieved. If
desirable results are achieved, then the action used to obtain the results was
moral.

Utilitarian philosophers included Jeremy Bentham in the 1700s and John
Stuart Mill in the 1800s. Bentham was noted, among other things, for his belief
that moral behavior resulted in the greatest good for the greatest number. He
also believed that laws should be codified to achieve this end. Bentham was said
to have influenced Thomas Percival’'s development of the first code of medical
ethics, reflecting further teleological influence upon the field of medicine.

Deontological Theories

The term deontology is from the Greek word deon meaning duty or

obligation. However, the term was not used in early Greece. Deontology as a

term was first created as a neologism by Jeremy Bentham in the early 1800s.
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Bentham used the term in a variety of conflicting ways, none of which referred to
its current meaning (Louden, 1996). It was not used with its current meaning until
1930, by C. D. Broad, who was the first to distinguish teleological from
deontological ethical theories (Louden). It is a type of ethical theory that proposes
that decisions should be made based upon one’s duty and the rights of others.
The principles of deontology are based upon the concepts of reason and natural
law.

Deontological theory states that individuals should follow the rules
established by society and that the ends do not justify the means (Reamer,
1999). It makes a distinction between what is right and what is good, because an
action can be right (according to duty) and not be good (result in favorable
outcome).

Locke, a 17" century philospher, believed that people have rights that are
endowed by the natural law of the world. In this context, behaviors are judged as
right or wrong based upon on whether they recognize and respect those rights.
Kant, an 18" century philosopher, believed that all people are basically rational
and that the measure of whether an action is good or bad depends upon how
closely it conforms to rational thought.

Knowledge of teleological and deontological theories, however, is not
sufficient to understand their application. The applications of these ideas have
become institutionalized through events such as the Nuremburg Trials,
publication of the Belmont Report, and development of professional codes of

ethics. Ethical theories reflect the use of higher-order norms, called principles,
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which can be useful in applying ethical theoriy to every-day practice situations.
The principles of autonomy, beneficence, nonmaleficence, and justice are
considered to be critical to the evaluation of ethical dilemmas (Beauchamp &
Childress, 1979) and will be discussed in the following section.
Ethical Principles

Beauchamp and Childress (1979) provided an analysis of the moral
principles that should be applied to biomedicine. They presented four basic moral
principles: autonomy, beneficence, nonmaleficence, and justice. Although
Kitchener (1984) included fidelity as an important principle, and Beauchamp and
Childress agreed that fidelity plays an important role in biomedical ethics, they
pointed out that issues of fidelity may be considered by some to be a principle
that is derived from other principles rather than existing as an independent
principle. The idea of fidelity, or promise-keeping, is related to the principle of
respect for persons or autonomy. For example, a client who gives informed
consent for treatment may be exercising autonomy, and the social worker is
expected to maintain fidelity of the contract, which is related to the autonomy of
the client.

Autonomy

Autonomy and self-determination are principles associated with
deontological theory to the extent that they deal not with outcome, but with the
manner in which decisions are made. For instance, autonomy is the authority to
act on one’s own behalf, regardless of the decisions made. Self-determination

describes the behaviors that are empowered through autonomy. Reamer stated,
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“In general, then, clients should not be interfered with paternalistically, unless
social workers have substantial and compelling evidence that clients pose a
serious threat of harm to themselves” (1999, p. 109). Thus, it would be
inappropriate to interfere with a client’s choices solely because an alternate
course of action would enhance the client’s well-being. A deontological social
worker assessing the competence of an adult might be reluctant to interfere with
a client’s civil rights and instead make a recommendation that places priority
upon client self-determination.

The concept of informed consent is derived from the principle of autonomy
(Beauchamp & Childress, 1979). In order to act in an autonomous fashion, one
must have access to relevant information, be able to understand and consider
that information, make a decision voluntarily, and be legally competent.
Decisions made by individuals who cannot meet these criteria are not considered
autonomous or capable of self-determination (Beauchamp & Childress).

Nonmaleficence

The principle of nonmaleficence can be traced to the Hippocratic tradition,
a virtue-based ethic emphasizing professional competence, beneficence,
nonmaleficence, and confidentiality (Guinan, 2002). Hippocrates was known for
the tenet, do no harm. This was considered especially important in Hippocrates’
time, when medical knowledge was limited and the best thing for the patient was
not always known. If a patient’s condition could not be improved, it was

considered critical that any actions taken not make the condition worse.
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The principle of nonmaleficence includes not only the avoidance of
intentional harm but the risk of harm (Beauchamp & Childress, 1979). Harm may
include physical injury, pain, or death; but it may also mean injustices such as
damage to one’s reputation, property, privacy, or liberty (Beauchamp &
Childress). People who are not capable of making informed decisions should be
protected from harm resulting from their own actions (as in the case of self-
neglect) or from the actions of others (as in the case of abuse).

Beneficence

Paternalism and beneficence are principles that are associated with
teleological theory to the extent that they are concerned with doing what is in
someone’s best interest (outcome). However, while paternalism has a negative
connotation, it is important to remember that it is generally motivated by
beneficence (Abramson, 1989; Tan, 2002), or a desire to do good. Many social
workers are attracted to this profession by that same desire. They want to help
clients, to improve their situations, and to do what is in their best interests. Social
workers, however, as human beings, are also influenced by personal values,
stereotypes, and prejudices. They bring these human characteristics to their
work.

A teleological social worker assessing the capacity of an adult might be
more inclined to restrict a client’s rights if it were to bring about a favorable
outcome, such as better health care for the client or restricting the client’s
spending so that money will be available to pay for long-term care. Social

workers motivated by the principles of beneficence and paternalism will want to
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make recommendations because they are in the best interest of clients and help
clients get their needs met.
Justice

In the 20" century, John Rawls proposed that individual persons have a
duty to act according to the laws that they would propose to apply to society if
they were unaware of their present socioeconomic status (Rawls, 1971). Justice
has been defined as fairness, but also by dessert (Beauchampt & Childress,
1979). In other words, justice is served if people get what they are owed. For
example, a person who commits a crime is punished, but an innocent person is
not.

The concept of justice is originally attributed to Aristotle (Beauchamp &
Childress, 1979) who believed that “equals ought to be treated equally and
unequalls unequally” (p. 171). For example, our society generally expects people
who are healthy to work, whereas, people who have disabilities are not expected
to work at the same level. The principle of formal justice would say that people
with disabilities are to be treated equally in relation to other people with similar
disabilities with respect to work, but unequally in relation to people with no
disabilities, with respect to work.

Clearly, principles such as autonomy and beneficence represent a
dichotomy in regard to guardianships, and the assessment process will likely be
influenced by the ethical theory used by the social workers. Other principles,
such as nonmaleficence are relevant because it is important to consider the

intended and possible unintended consequences of recommendations to the
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court. Downie suggested, “The antidote to paternalism, or an inappropriate
excessive expression of beneficence is a sense of justice and honesty” (as
qguoted by Tan; 2002, p 151). The discussion of ethical principles is helpful in
understanding the implications of guardianship assessments and subsequent
recommendations to the court. However, they do not provide adequate insight
into how the concept of capacity is viewed by different stakeholders such as
social workers, psychologists, physicians, attorneys, judges, and lay people.
Therefore, the theory of social construction will be used to explore how the
meaning of mental capacity may be learned, changed, maintained, and
institutionalized.

Using Social Constructionism to Understand Capacity

Social constructionism is the theory of how social phenomena develop,
become part of the fabric of the culture, and come to be seen as social facts.
Social constructionism evolved as a postmodern framework for understanding
human nature from the work of Peter Berger and Thomas Luckmann (1966).
Postmodern techniques are particularly useful for understanding the unique
views that are common to particular subcultures, who often use their own
language structure to describe and frame their experiences.

Berger and Luckmann (1966) described society as both an objective
reality and a subjective reality, with reciprocal symmetry existing between the
two. Humans have a distinct relationship with the natural environment that is
characterized by openness—we are not confined to a particular habitat and we

are adaptable. While we may have certain biological drives, Berger and
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Luckmann (1966) stated that we do not possess the instinctual drives that are
characteristic of non-human animals. Instead, we depend upon social order to
shape and direct our behavior. Individuals and society develop through three,
self-affirming processes: externalization, objectivation, and internalization. These
steps do not necessarily occur consecutively, but can occur simultaneously.

Internalization and role alternation occur when one understands and
identifies with another’s subjective view of the world. At this juncture, the one
undergoing this identification becomes a member of society, a social product.
Internalization begins with primary socialization where children are introduced to
society. The children take on the roles of their parents, internalize them, and they
become their own. It is here that attitudes about aging, gender, race, and
disability are transferred to children and internalized by them.

Language plays a major role in the social construction of ideas. The way
we communicate about the world determines meaning. Social constructionism
asserts that language is not a reflection of the real world, rather; language
creates, or constructs, our world (Murphy & Jung Min Chi, 1994). The meaning
we make determines if, when, and how we will act upon it. For instance, the
meaning we have made of abuse, neglect, psychological problems, intelligence,
sexual harassment, and rape have changed over the years, and this has led to a
change in how we have responded to these phenomena (Witkin, 1999). When
mental disability was seen as related to the phases of the moon, it was termed
lunacy and guardianship was implemented in a way that anticipated lunatics’

eventual return of their faculties. During that point in history, understanding of
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medical phenomenon was undeveloped, and the testimony of physicians carried
no more weight than any other type of testimony. However, as mental disability
has become increasingly medicalized, the etiology has come to be viewed as
primarily biological, and expectations of improvement have paralleled
understandings of specific diagnoses. The role of physicians in the determination
of capacity has significantly increased, with greater weight being given to their
testimony.

Social order is created through externalized human activity and
interactions. This pattern of interactions is then transmitted through subsequent
generations and maintained through institutionalization. The nature of humans is
that we are prone to habituation. We interact repeatedly in ways that develop into
patterns. Habituation allows us to solve problems in ways that eventually become
automatic, so that we don’t have to go through the same trials each time the
problem presents itself. We don’t have to keep reinventing the wheel, so to
speak. As people within the society permit, encourage, and reciprocate these
habituations, they become institutionalized as part of the social order.
Interestingly, Aristotle, too, referred to habituation as the way in which people
learn to behave morally, through repeated struggles to learn how to live in the
right way. However, not all humans accept social order passively; many
(especially Americans) often try to change it. In this manner, society becomes a
human product.

Society comes to be seen as an objective reality, reified by those who

have experienced it and learned to view it as part of the natural world, objectively
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real, and devoid of human artistry. Parents transmit social rules to their children,
who transmit them to their children. This becomes part of the objective reality for
these children. These institutionalized rules come to be thought of as the way we
have always done it. They are seen as objective truths when in fact, they are
social constructions. A social construct is an idea that may seem to be obvious to
those within a society or particular social group because it has been generally
accepted as truth. However, it is not an objective truth; it is a conceptual
invention of society. Through a dynamic process, social constructs are
continuously redefined by people who behave based upon their current
understanding and interpretation of it.

Science has attempted to conceptualize capacity as an objective fact,
although admittedly a complex one; however, social constructionism indicates
that it is probably interpreted differently by various subgroups of society. For
instance, physicians, social workers, psychologists, lawyers, judges, and juries
may all have differently constructed views of capacity and the functional deficits
that signal the need for guardianship. Kapp (2007) alluded to this when he raised
the questions of how often multiple assessors reach consensus on capacity
determinations for the same person, and when they do not, how those
differences are resolved.

Secker (1998) discussed the implications of social construction theory for
health contexts. She described medicine as a social practice that is heavily
influenced by society’s values, not as a neutral, objective science. As a social

practice, it relies heavily upon the social construct of capacity in its understanding
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and treatment recommendations. Secker’s view is that medical knowledge is
based upon social facts as well as biological facts. While a symptom may be
biologically present, the cultural influence of society may or may not define the
symptom as a sign of illness. Within a health care context, Secker suggested that
inquiry should focus on the social meanings of disease. Incapacity may be
influenced by biological processes, but it should not be considered separately
from its social and historical influences.

Therefore, based upon a social constructionist view, capacity cannot be
viewed simply as an objective truth. It is not something that is conceptualized in
the same way by all groups of people, although there will be similar meaning
within a particular culture. Capacity is not a thing that can be located within a
person, just waiting to be found if only we had better ways to find it. Nor can it be
measured exactly. It is a social construction based upon the definitions set by
legislators, the interpretations of those definitions by lawyers and judges, the
design and administration of tests by health and mental health professionals, and
the application of these social truths by jurors.

Legal Practices

Although courts have their own social constructions of capacity, they have
relied upon others to provide information to them about respondents that they
can evaluate within their own social contexts. However, health and mental health
professionals do not always share this social construct, but conduct their work
based upon their own concepts of capacity. This sometimes creates confusion or

frustration between professional groups who do not always believe they are
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speaking the same language. The information that clinicians feel is most useful
may not be the information that the courts see as the most relevant.

Both the psychology and legal literature suggest that courts are not
provided with enough information to accurately conclude that a person lacks
mental capacity and is in need of a guardian (Dudley & Goins, 2003; Keith &
Wacker, 1993; Lisi & Barinaga-Burch, 1995; Moye et al., in press). Moye (1996)
stated that clinicians tend to present testimony of conclusions that are not
supported by evidence. A study by Ganzini and colleagues reported that
clinicians were confused about the difference between clinical assessments of
capacity and legal standards (Ganzini, Volicer, Nelson, & Derse, 2003), while
Moye, Armesto, and Karel (2005) asserted that clinical evaluations “should be
consistent with the law” (p. 208). The American Bar Association and American
Psychological Association tried to address the disconnect between clinical
assessments and legal standards by working in partnership to offer assessment
guidance that is applicable to both domains (American Bar Association
Commission on Law & Aging & American Psychological Association, 2005). This
is an issue with significant consequences because of the potential for loss of
basic civil rights.

Keith and Wacker (1993) found that poorly written petitions failing to
describe people’s limitations were more likely to result in full guardianships. Data
were obtained from 1,160 court guardianship petitions in lowa, Missouri, and
Colorado. They developed a code book to record data and reported that only

46% of petitions contained information about the physical, mental, or functional
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status of respondents. However, respondents were slightly more likely to receive
a limited guardianship or actually have the petition denied when the petition
contained this specific information. Thus, including specific information about the
condition of the proposed ward on the petition was associated with receiving less
than a full guardianship. They also found that the presence of advocates in court
proceedings affected the outcome (Keith & Wacker).

In addition, Keith and Wacker (1993) found little difference in outcome
between proposed wards who attended their hearings and those who did not.
Eighty-nine percent of petitions were granted for full guardianship, and about
one-third of respondents who hired their own attorneys received less than full
guardianship. The recommendations by court visitors and respondents that
guardianships be limited were followed about 30% of the time.

Lisi and Barinaga-Burch (1995) found that courts were not given adequate
information about the functional status of respondents. They examined
guardianship practices in 10 states between 1989 and 1992: CA, CO, FL, IN, KS,
MI, MN, NY, OR, and WA. The authors used volunteers from the Older Women'’s
League to collect data. Medical testimony was seldom presented. With the
exception of one state, physicians were present at only 3% of the hearings.
Hearings lasted 15 minutes or less, and 25% of the hearings lasted less than 5
minutes. In contrast to Keith and Wacker’s (1993) findings, Lisi and Barinaga-
Burch (1995) found that the respondents’ presence at the hearing was
associated with a lower rate of petitions being granted for full guardianship. This

did not mean that petitions were denied, but rather that they were more likely to
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result in limited guardianships. Ninety-four percent of petitions were granted, and
only 13% of these were limited. They suggested that further research is needed
to determine what comprises a good assessment (Lisi & Barinaga-Burch).

Dudley and Goins (2003) found that guardianship evaluations submitted to
the court in Pennsylvania and West Virginia were inadequate. They examined
119 court guardianship records in these two states to see if the information they
contained addressed all of the areas required by each state’s laws. They used a
tool, the Guardianship Evaluation Review Instrument (GERI) to help them review
four main areas: cognitive symptoms, psychiatric symptoms, functional abilities,
and current treatments; however, less than 10% met the minimum requirements
in any one area. Only 2 records out of 119 met the state’s criteria in all four
areas. They found no significant associations for those who completed the
evaluation or outcome of the hearing. In approximately 90% of cases, the
evaluation was conducted by a physician. In most of the remaining cases, the
evaluation was conducted by a psychologist, and three or four were conducted
by another, unidentified discipline. In only one case (0.8%), the petition was
rejected. The authors found that there were inconsistencies between the two
states, suggesting that they handle guardianship cases differently. The authors
concluded that although the majority of guardianship petitions were granted, the
evaluations were inadequate and their results were consistent with four previous
studies that had also evaluated guardianship records (Dudley & Goins).

In a review of court practices in three states, Moye and colleagues (Moye

et al., 2007) found that while legal reforms have occurred, actual practice has not

55



kept pace. For instance, in two states, court records stated that less restrictive
alternatives had been considered, but the language was pro forma and not
convincing. Most written testimony did not explain how information was obtained
in order to make conclusive statements about activities of daily living (ADL) or
instrumental activities of daily living (IADL). This limited the ability of the judges to
write orders that would restrict the authority of guardians (Moye et al.).

“The legal distinction of competence is typically based upon various, and
perhaps even incongruent, clinical definitions of competence” (M. Farina,
personal communication, April 10, 2006). Mental capacity is legally, and often
ambiguously, defined by statute, and definitions differ from jurisdiction to
jurisdiction. Each state has developed its own legal definition and its own process
for determining whether the criteria are met.

Kentucky statutes provide guidance as to the level of disability required to
appoint a guardian. The statutes also specify the functional areas to be assessed
and identify some of the civil rights that potentially may be restricted. Yet,
professionals seem to vary in how they approach the assessment process, and
there may be confusion as to what information professionals think is clinically and
legally relevant (Ganzini, Volicer, Nelson, & Derse, 2003; Volicer & Ganzini,
2003). The intersection of these two domains requires a thorough understanding
of why our culture values autonomy by requiring due process and how to apply
beneficence by accurately determining functional strengths, limitations, needed
services, and the potential consequences, both intended and unintended, of

assessment recommendations.
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Social construction theory has often been used to understand processes
through qualitative discovery. However, in this dissertation, social construction
theory is used to highlight the various ways that different groups may view the
same phenomenon. Therefore, it is offered as a framework for understanding the
need for this study and the need to know more about the manifestations of how
various groups contribute to the guardianship process.

Conceptualization of Mental Competence

No universal framework for understanding capacity has been accepted by
all states. For instance, although most states define capacity in terms of the
ability to provide for personal needs and manage property, four states also
consider the ability of respondents to care for their families or legal dependents
(Social Security Administration [SSA], 2004). One state specifies the need to be
able to resist fraud or undue influence (SSI). Ten states make the distinction that
respondents must be able to make and communicate responsible decisions, as
opposed to informed ones (SSI). The term responsible decisions implies a value
judgment that is imposed upon respondents by which their decisions are
subjectively determined to be in their best interest or in the best interest of
others. The term informed decisions implies a somewhat less subjective
evaluation of decision-making and that various options and consequences were
seriously and realistically considered beforehand.

“In the earlier part of the 20" century, incapacity was determined on the
basis of the presence of a diagnosis alone and perhaps some global indication of

mental status” (Moye & Marson, 2007, p 4). In the 1960s, a more defined, two-
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pronged test emerged in which two criteria were established: (a) a disabling
condition (either physical or mental), and (b) an inability to manage one’s affairs
(American Bar Association Commission on Aging & American Psychological
Association, 2005). By the 1990s, many states had added a third criterion:
impaired cognitive functioning. Some states use additional criteria such as the
inability to meet essential needs or the endangerment of self or others (Moye, et
al., 2005).

Grisso proposed three key components of a clinical model of capacity: (a)
causal factors, (b) cognitive and behavioral functioning, and (c) an interactive
dimension that considers adaptive behaviors, resources available, risks involved,
and the person’s values and preferences (1986). These components are quite
similar to the first three domains of the three-pronged test of incapacity: a
disabling condition, cognitive functioning, and behavioral functioning.

Anderer (1997) proposed a conceptualization of capacity that includes
three distinct conceptual domains: the capacity to care for property, the capacity
to provide for physical health and safety, and the capacity to make informed
decisions. This model is consistent with Kentucky’s legal definition of disability,
which states that individuals are

.. . unable to make informed decisions with respect to personal affairs to

such an extent that he (sic) lacks the capacity to provide for his (sic)

physical safety, including but not limited to health care, food, shelter,
clothing, or personal hygiene; or unable to make informed decisions with

respect to his (sic) financial resources to such an extent that he (sic) lacks
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the capacity to manage his (sic) property effectively by those actions

necessary to obtain, administer, and dispose of both real and personal

property. (KRS 387.510 (8), 2002)

Anderer’s (1997) first conceptual domain, the capacity to care for property,
is comprised of three separate constructs: (a) the acquisition of assets/property,
(b) the administration of assets, and (c) the disposition of assets. It is important to
consider that if individuals do not have these abilities, they may be willing to
engage in skills training or accept the assistance of someone who can help them
in these areas.

Anderer’s (1997) second conceptual domain, the capacity to provide for
physical health and safety, is defined as the ability to provide for, or make
arrangements for others to provide for, their (a) health care, (b) food, (c) shelter,
(d) clothing, and (e) personal hygiene. The third conceptual domain in Anderer’'s
model is the capacity to make informed decisions, and includes the following
seven constructs: the abilities to (a) recognize a situation as problematic, (b)
obtain information about the problem, (c) generate alternative solutions, (d)
generate consequences of alternative solutions, (e) make a decision, (f)
implement the solution, and (g) verify that the problem is solved.

Anderer’s work (1997) did not recognize or acknowledge that not
everyone makes decisions using a logical, step-by-step process. Moye, Armesto,
and Karel (2005) pointed out that although many legal standards emphasize a
rational decision-making process that uses rational reasoning or step-wise

comparison of risks and benefits, not everyone uses this “analytic” type of
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decision-making style (Moye, Armesto, & Karel, p. 212). Some people use a
more intuitive decision-making style in which their personal or cultural guiding
principles influence the decisions made. Some people use a more “rule-based”
style in which decisions are made based on a pre-existing schema (Moye,
Armesto, & Karel). Others may use an “automatic style” where specific strategies
are not obvious (Moye, Armesto, & Karel, p 212). Also, as previously discussed,
a fundamental part of social constructionism is habituation, the development of
behavioral patterns as a way to streamline problem solving (Berger & Luckmann,
1966).

Older adults often consider less information than younger adults before
making decisions (Meyer, Russo, & Talbot, 1995). In a study of 96 women who
were presented with an interactive scenario involving breast cancer, the
researchers found that older women made decisions faster and with less
information than younger women. In addition, the outcome of the decisions made
by younger and older women was the same (Meyer, Russo, & Talbot).

Adults who were socialized in an era when physicians were trusted to
make treatment decisions on a patient’s behalf may be reluctant to participate in
capacity assessment discussions about options for medical care (Petrisek,
Laliberte, Allen, & Mor, 1997). In a study of 170 women with breast cancer, the
researchers found that older women were less interested in participating in
treatment decisions or in seeking out additional information than younger women.

They attributed this to a cohort effect. They reported that age was the only
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significant predictor of measures of decision making style when controlling for
demographic and treatment variables (Petrisek, Laliberte, Allen, & Mor).

Life experience is a strong predictor of decision-making in older adults
(Blanchard-Fields, Mienaltowski, & Seay, 2007). The researchers found that
older adults have sharpened their strategy preferences for solving interpersonal
problems through trial and error over the course of their lives. This enables them
to invest energy into strategies that have worked for them in the past. The
researchers concluded that although advancing age is associated with cognitive
decline, this decline does not automatically mean that everyday problem solving
is impaired (Blanchard-Fields, Mienaltowski, & Seay).

The information about gender differences in decision making is conflicting.
In her review of the literature, Hannagan (2007) noted that women have more of
a tendency than men toward multidimensional focus. When exposed to a
particular situation, they will recall information that was not directly relevant to the
situation to assist problem solving when limited information is available
(Hannagan). Hannagan reported that females tend to excel on tests of verbal
fluency, arithmetic calculation, and memory for the special locations of objects.
She also held that males tend to excel on tests of verbal analogies, mathematical
work problems, and memory for the geometric configuration of the environment
(Hannagan)

However, Hyde (2005) argued, “The mass media and the general public
are captivated by findings of gender differences,” even though the effect size of

most gender differences are in the close-to-zero or small range (p. 581). Hyde
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advanced her theory that men and women are much more similar than they are
different. She collected the major meta-analyses that had been conducted on
psychological gender differences and calculated the effect sizes to measure the
magnitude of effects. Hyde commented on Gilligan’s argument that women
speak in a different moral voice than men. However, meta analyses discount
Gilligan’s contention that there are large gender differences. Hyde stated that
while the “overinflated” claim of gender differences permeated American culture
and as a consequence, reified the existing stereotype of women as nurturing (p.
589). Hyde similarly discounted the claims of Tannen (1991) regarding large
gender differences in communication. The areas of moderate to large gender
differences acknowledged were in motor performance, sexuality, and aggression
(Hyde). Therefore, caution must be used in asserting that significant gender
differences exist in relation to decision-making.

Determining the Need for Guardianship through Clini cal Assessment

Assessment is the process of identifying and understanding the presenting

problem in order to develop a plan of action to minimize or resolve it (Barker,
2003). Social workers bring their own personal and philosophical biases to the
assessment process. They socially construct the ideas of capacity through not
only their participation in their own personal cultures, but also through
professional training. The same can be said for other health and mental health
professionals. Studying the members of society who are responsible for
maintaining social order can often increase understanding of that social order.

Inquiry into the capacity assessment process should therefore involve
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examination of how members of the interdisciplinary team understand and
communicate their social meanings of incapacity.

States vary in how they require capacity assessments to be completed,
which further illustrates the notion of capacity as a social fact that is shaped by
the many historical, political, economic, and cultural histories of states. The
majority of states require a physician to participate in the assessment (Mayhew,
2005). Twenty-three states use mental health professionals to complete the
clinical evaluations, and 24 states have written into their statutes the type of
information that is to be included in capacity evaluations. Rhode Island has a
Decision-Making Assessment Tool written into its statute (Mayhew). This tool
includes biological, psychological, and social assessments. Seven states,
including Kentucky, require that the strengths and abilities of the defendant be
identified in the evaluation, and three states, PA, MS, and UT require the
professionals who completed the clinical evaluation to be present at the hearing
and available for cross-examination (Mayhew).

Clinicians involved in capacity assessments may include social workers,
APS workers, psychologists, physicians, psychiatrists, occupational therapists,
rehabilitation specialists and other health or mental health professionals. All of
these professionals may understandably be influenced by the guiding values and
principles of their disciplines. Determination of capacity is a complex issue
involving multiple disciplines and requires knowledge about medical and
psychiatric conditions, ethics, community resources, and the law (Moye &

Marson, 2007).
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There is disagreement in the literature about how mental capacity should
be assessed, especially since the term cannot be clearly defined. However, there
appears to be consensus that assessment should be done in a systematic way
that avoids excessive reliance upon clinical judgment. Karlawish (2004) stated
that formal assessment is preferable over clinicians relying solely on clinical
judgment, which is more subject to bias. Secker (2001) suggested that
perceptions of capacity may be influenced by gender, age, disability, race,
culture, ethnicity, social class, sexual identity, language, and education. She, too,
opposed informal capacity assessments (Secker, 2001). Marson (2001) agreed
that the reliability of using the clinical interview to assess financial abilities is
poor. Ott and colleagues (Ott, Anthony, Papandonatos, D’Abreu, Burock, Curtin
et al., 2005) concluded that a clinician’s assessment alone is not sufficient to
determine driving competence. Kim, Karlawish, and Caine (2002) cited research
that examined the reliability of experts by examining the competency judgments
of 29 people with mild Alzheimer’s disease. The disciplines making the
judgments included two neurologists, one geriatric psychiatrist, and two
geriatricians. The researchers found that without specific training on the legal
standard, there was no greater than chance agreement.

Anderer (1997) noted that when a functional area is assessed for the
purposes of a capacity assessment, there is often no distinction made as to
whether cognitive limitations or physical limitations are the underlying reason for
the deficit. This is important because the type of intervention needed is related to

the type of limitation that exists. For instance, if people are not able to take their
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medications independently, it is important to determine whether it is because
they can’t open the pill bottles due to arthritis, or because they don’'t understand
the need for the medication or the consequences of not taking it. Anderer also
stated that guardianship is an appropriate intervention when there are significant
deficits in decision making but cautioned that mental health professionals should
not confuse the need for guardianship with the need for social services.

Grisso and Appelbaum (1998) discussed a model to assess the capacity
to consent to treatment. It included the core abilities of (a) expressing a choice,
(b) understanding treatment-related information, (c) appreciating how the
information relates to the individual’'s own circumstances, and (d) using
reasoning to compare treatment alternatives. Moye and colleagues found that
agreement between standardized assessments and physician’s clinical
assessments was good for understanding, fair for reasoning and expressing a
choice, and poor for appreciation (Moye, Karel, Azar, & Gurrera, 2004).

According to Grisso’s (1986) model of capacity, assessment of causal
factors is best done by physicians who consider medical history and current
medical information learned from relevant tests. Cognitive functioning is best
assessed through a clinical interview and/or standardized testing (ABA & APA,
2005), and behavioral functioning is best assessed by direct observation,
collateral reports of family members or service providers, performance-based,
and capacity instruments (ABA & APA). Assessment of interactive factors is best

assessed by interviewing the client and family, interviewing the client’s attorney if
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necessary, and identification of resources, values, preferences, and experiences
with previous interventions (ABA & APA).

There have been various attempts to encourage consistency and
standardize the way in which guardianship assessments are done across the
country. The joint publication by the American Bar Association and the American
Psychological Association (2005) endorsed Grisso’s model and recommended
the use of comprehensive clinical assessments that include (a) diagnosis, with
severity and prognosis, (b) cognitive and decisional strengths and weaknesses,
(c) everyday functional strengths and weaknesses, (d) consistency of choices
with lifetime values and preferences, and (e) risk of harm and level of care
needed.

Assessments will vary, and should vary, to be consistent with the
applicable context and conceptualization of capacity. In documents created by
the American Bar Association & American Psychological Association, in the
National Probate Court Standards, in the Uniform Guardianship Protection and
Proceedings Act, and in Kentucky statutes, capacity is understood in slightly
different ways, although similarities certainly do exist (Table 2).

The National Probate Court Standards (NPCS) were developed as
recommended practices for judges by the National College of Probate Judges
(Commission on National Probate Court Standards, 1993; Mayhew, 2005).

The NPCS suggests that evaluations be conducted by other professionals
in addition to physicians and should include (a) diagnosis, (b) functional

limitations and prognosis, (c) functional strengths, (d) identification of what
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Table 2

Comparison of Assessment Standards

Includes ABA/APA | NPCS  UGPPA KY
Statute

Diagnosis and/or evaluation of medical
condition

Cognitive strengths and weaknesses
and/or intellectual condition, and/or
decisional abilities

Functional strengths and weaknesses

Choices consistent with values

Level of care needed

Ability to participate in proceedings

Multidisciplinary approach

Decisions that require guardians

Evaluation of social conditions

Evaluation of educational conditions

Evaluation of social skills

decisions require the use of a guardian, (e) influence of medication on the ability
to participate in the proceedings. These five areas are considered components of
mental capacity. The standards are not universally maintained, however, in
actual judicial practice (Mayhew, 2005).

The Uniform Guardianship and Protective Proceedings Act (UGPPA,
1997) was developed by a committee of the National Conference of
Commissioners on Universal State Laws (NCCUSL) and recommended for
adoption by all states (National Conference of Commissioners on Uniform State
Laws, 1997). The NCCUSL is comprised of lawyers and legal scholars who work
together to promote the standardization of laws across states. The UGPPA
recommends the use of a clinical evaluation, but does not require one unless the

respondent requests it. The UGPPA states that a clinical evaluation of capacity
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should include (a) a description of cognitive limitations, (b) a description of
functional limitations, (c) an evaluation of medical condition, (d) an identification
of strengths and abilities, (e) a prognosis, and (f) recommendations for care.
However, only AL, CO, HI, MN, and MT have adopted the UGPPA in its entirety
(Mayhew, 2005). Other states have adopted portions of it.

There is general consensus among legal and mental health professionals
that the presence of a disabling condition alone is not sufficient to require a
guardian. Kentucky has a three-pronged test for the need for guardianship, which
requires the presence of a disabling condition, a functional limitation, and a
cognitive limitation (Mayhew, 2005). Kentucky requires assessment of both the
realms of cognition and behavior i.e., the inability to make informed decisions
and the inability to manage personal and/or financial affairs (KRS 387.510 (8),
2002). It requires an understanding of informed decision-making that is
measured by functional inabilities, thus there is an important nexus between the
two concepts and one should not be considered without the other.

Kentucky law requires (a) a description of the disabilities, (b) current
evaluations of the social, intellectual, physical, and educational conditions, (c)
evaluations of adaptive behaviors, and (d) evaluations of social skills (KRS
387.540 a & b). Juries must consider information about respondents’ general
intellectual functioning and capacity to make informed decisions regarding
personal affairs and financial resources and determine the extent to which they

are legally disabled persons.
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Bulcroft, Kielkopf and Tripp (1991) obtained data from 63 guardianship
cases in Washington and Ohio and reported the lack of reliable, standardized
assessments of competence, and characterized it as a national problem of
identifying a good assessment process. By 1995, Lisi and Barinaga-Burch urged
courts to require more information about the functional status of respondents and
to determine what good assessments should include. By 2003, Dudley and Goins
found that capacity evaluations continued to be inadequate. Although
researchers have made strides in developing tools that could be helpful in the
assessment process, it appears that in practice they are not used.

Moye and colleagues examined 298 court records in Massachusetts,
Colorado, and Pennsylvania. In Massachusetts, most (75%) of the reports were
hand-written, and 65% of these had portions that were illegible (Moye, et al., in
press). Values and preferences of the individuals were almost never
documented. Assessments of ADLs were included in 9.3% of the reports in MA,
35.7% in CO, and 19.3% in PA. Assessments of IADLs were included in 18.3%
of the reports in MA, 52.2% in CO, and 21.1% in PA. Evaluators often made
conclusive statements about decision-making without substantiating facts. The
researchers graded the quality of the reports as either A, B, C, D, or F. Colorado
earned a B, Pennsylvania earned a C, and Massachusetts a D. They also found
that reports with more thorough clinical testimony were more likely to result in
limited rather than plenary guardianship (Moye, et al., in press).

Moye (2000) pointed out that there may be normal differences in how

younger and older people make decisions. Although many assessments
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emphasize analytical decision-making, adults with more life experience may have
developed a schema for more efficient decision-making. For instance, individuals
who have experience making certain financial decisions may no longer need to
process rational reasons for making certain decision in the same way as
inexperienced decision-makers. Older adults may have shifted to an abbreviated,
more efficient style that incorporates previous experience and is hard to articulate
to others but leaves the examiner believing that no logical thinking process has
occurred (Moye, et al., 2005).

There is a consensus that guardianship assessments should be
conducted by more than one person. Kentucky is only 1 of 8 states that uses or
advocates for the use of a multidisciplinary report (Mayhew, 2005). The other
seven are Florida, Maryland, Mississippi, North Carolina, Rhode Island, South
Carolina, and Wisconsin (Mayhew). In Kentucky, three different disciplines
(social worker, physician, and psychologist) make up the interdisciplinary team
that provides recommendations to the court regarding the need for guardianship;
however, each discipline is not assigned to assess a specific area. In fact, there
is no legal guidance as to how each of the areas is to be assessed or which
discipline should assess them. This often results in role confusion (Peterson,
1998). Although Peterson found that social workers and psychologists were
familiar with the law, she found that physicians were not. Peterson also found
that IDT members did not use a formal method of assessment, yet the literature
indicates that this is the best practice. Assessments varied widely based upon

the individuals, their respective disciplines, and their personal interpretations of
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what they were expected to do. Peterson found that this sometimes resulted in
lack of contact with the petitioner when individuals thought someone else was
responsible for this. One of Peterson’s recommendations was to assign a specific
discipline with the responsibility of contacting the petitioner.

An advantage to utilizing professionals from different disciplines is the
ability to do more comprehensive assessments that include a variety of
perspectives. However, without a clear delineation of tasks, there is the risk that
certain areas will not be assessed or professional turf issues will arise if someone
believes that an IDT member has encroached upon another discipline’s scope of
practice.

It has been suggested that clinicians who conduct capacity assessments
use higher standards than are required by law (Volicer & Ganzini, 2003).
Professionals may vary in how they conduct their clinical assessments,
depending upon their areas of expertise and the functional areas of clients that
are being questioned. Absent the use of standardized instruments or the legal
guidance of relevant statutes, however, clinical assessments can be inconsistent
and subjective (Kapp, 2007; Marson, Mcinturff, Hawkins, Bartolucci, & Harrell,
1997; Volicer & Ganzini, 2003). Little is know about how clinicians integrate
multiple sources of capacity information with the clients’ values and preferences
or how different professional disciplines approach the assessment process
(Moye & Marson, 2007).

Peterson (1998) concluded that in Kentucky there was a need to

standardize assessment procedures within each discipline as well as determine
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the types of testing that would be most appropriate for capacity evaluations. The
purpose of Peterson’s dissertation was to determine whether court-appointed
evaluators in Kentucky investigated family factors in guardianship assessments.
She interviewed 34 interdisciplinary team (IDT) members and 5 attorneys using a
semi-structured format in eight counties with the largest populations. She found a
great deal of variation in how evaluations were conducted by discipline and by
individuals.

One of the questions Peterson asked was “What sources of information do
evaluators use to gather information about the respondent?” (Peterson, p. 50)
and received the variety of responses shown in Table 3. Although respondents
were not listed specifically as a source of information, Peterson (1998) indicated
in her narrative that psychologists and social workers met with them, and
physicians sometimes met with them, and sometimes the physicians relied upon
medical records if the wards were their patients. Strikingly, there was no mention
of any kind of objective, standardized measure used such as a validated testing

or assessment instrument (Peterson).
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Table 3

Peterson’s (1998) Findings Regarding Sources of Inf ~ ormation Used in

Kentucky
Percentage Source of Information
Profeszii:onals

94.8 Talked with family members
84.6 Reviewed medical records
56.4 Talked with nursing home staff
51.3 Talked with friends and acquaintances
48.7 Talked with neighbors
17.9 Talked with home health/service providers
17.9 Talked to attorneys/legal records
12.8 Talked to petitioners
10.2 Talked to police

Anecdotal evidence based upon this writer's experience suggests that in
Kentucky, the method in which guardianship evaluations are done continues to

vary widely and that courts may lack the information that is specified by state law.

For instance, one interdisciplinary team (IDT) member reported having no

training in conducting guardianship assessments and chose to use an informed
consent standard for making recommendations. The widely accepted standard
for informed consent includes the abilities to understand information, to make a
choice, and to do so voluntarily. This evaluator typically used a clinical interview
to assess these abilities. Another IDT member reported using a social history

provided by the petitioner, a mental status exam and four basic social judgment

guestions, while another from the same discipline reported using selected
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sections of a widely used intelligence test in a format that was handed down from
a previous supervisor. It is not uncommon for IDT members to write on a form
that is submitted to the court recommending full guardianship, with no further
explanation or mention of the information upon which this conclusion was based.

A closer examination of this anecdotal data suggests that there are
several areas that IDT members appear to look at when determining the need for
guardianship. These areas do not seem to be assessed in a systematic way, and
not all areas are necessarily assessed by all team members. These areas
include (a) age, (b) diagnosis, (c) type of disability, (d) risk of
abuse/neglect/exploitation, (e) ability to independently complete activities of daily
living, (f) results of the Mini Mental Status Exam (MMSE), (g) amount of assets,
(h) access to community resources, (i) cooperativeness with the interview
process, (j) delusions/odd beliefs, (k) choices that risk safety, (I) following through
with medical treatment, and (m) eccentric behavior. Given the law’s emphasis on
informed decision-making and functional abilities, some of these areas do not
seem particularly relevant. Also, considering research that reports the MMSE as
an ineffective measure of decisional capacity, it is disturbing to find
recommendations that are primarily based on this screening tool (Kapp &
Mossman, 1996; Kim & Caine, 2002; Moye, 2006; Naugle & Kawczak, 1989).

Moye and colleagues (Moye, Gurrera, Karel, Edelstein, & O’Connell,
2006) reviewed the empirical findings related to 12 instruments designed

primarily to assess medical decision-making in older adults:
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Aid to capacity evaluation (ACE)

Capacity assessment tool (CAT)

Capacity to consent to treatment instrument (CCTI)

Competency interview schedule (CIS)

Decision assessment measure (DAM)

Hopemont capacity assessment interview (HCAI)

MacArthur competence assessment tool — treatment (MacCAT-T)
Perceptions of disorder (POD)

© 00 N O o A WDN P

Thinking rationally about treatment (TRAT)

[
o

Understanding treatment disclosures (UTD)

[ —
[ —

Standardized vignettes (a)

=
N

Standardized vignettes (b)

This group of scholars identified a number of limitations, including the
applicability to very specific populations, inadequate investigation of test-retest
reliability, and inconsistent reliability between clinicians. In addition, they found a
lack of consideration of how people conceptualized quality of life, the influence of
life experience, race, culture, and religion upon decision making, the variability in
desire for input from others, the perspective of health locus of control, and the
social contexts of decision making. They suggested that although these
instruments could be used as supplemental resources only, they should not be
used as a benchmark for capacity (Moye, Gurrera, Karel, Edelstein, &
O’Connell).

Moye and Marson (2007) reported that capacity assessment research has

historically focused on five core issues: (a) the impairment of different client
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populations, (b) the cognitive predictors of capacity performance, (c) interrater
reliability of clinicians, (d) psychometric versus clinical interview approaches, and
(e) the decline of capacity over time (Moye & Marson). The mental health,
medical, and legal literature have all acknowledged the difficulty in defining
mental competence, the complexity of assessing it, and the ethical tensions
involved (Kapp, 1994; Kapp & Mossman, 1996; Kaufman, 1995; Orel, 1998;
Raymont, 2002; Sabatino & Basinger, 2000). Moye and Marson suggested the
need for research that studies how clinicians integrate multiple sources of
information to make a judgment about capacity, as well as the need to research
interrater reliability of clinician’s judgments and how clinicians from different
disciplines may vary in their approach to capacity assessments. Qualls (2007)
suggested that research is needed regarding the format used to present
assessment information to the court and how that format affects the legal
decisions that are made.

Researchers rarely acknowledge that capacity has a value-laden social
meaning that is not based upon objective, scientific truth. They have attempted to
find empirical ways to measure specific functional abilities such as living
independently, voting, consenting for medical treatment, driving, and financial
decision-making. Failing to use appropriate, standardized instruments leaves
elders particularly vulnerable to differing professional interpretations of capacity
and at risk of losing their rights or access to appropriate services without the
benefit of reliable, valid, and age-normed assessments (Moye, et al, 2005). Many

standardized tests, scales, and inventories have been developed to assess these
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areas, but it is problematic in that one single test can never assess all of the

dimensions involved in decision-making, and busy clinicians are unlikely to

routinely use multiple tests (Kapp & Mossman, 1996; Volicer & Ganzini, 2003).
Reform of Kentucky’s Guardianship Law

In 1982, after an organized effort by the state’s department of Protection
and Advocacy to improve Kentucky’s guardianship law, the state legislature
enacted significant reforms. In the old law, Kentucky used terms such as
competency, mental inquest, and defendant. Reflecting the social construction of
capacity by the legislature at that time, some opposed legal reforms because the
old law reflected what had been in place for a long time and had become the
social reality. Some opponents held the view that this is the way we’ve always
done it and it works fine (P. FitzGerald, personal communication, August 29,
2006). However, linguistic changes in the law accompanied the required changes
in practice. New terms came into use such as legal disability, hearing, and
respondent. These terms represented a shift in the social construction of
incapacity.

In 1954, Kentucky law stated that the terms lunatic and epileptic referred
to mentally ill persons, and the term idiot referred to mentally defective persons
(Acts of the General Assembly, 1954). Similar terminology was used as in De
Praerogativa Regis of 13" century England (Brakel, Parry, & Weiner, 1985). By
1968, the term incompetent person was included in the statute (Acts of the
General Assembly, 1968). Although the term incompetent was eliminated from

the statute in 1982 and replaced by legal disability (KRS 387.510, 1982), the
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term incompetent is still commonly used among professionals responsible for
conducting assessments. It is clear that language, a tool used to create social
constructions of the world (Murphy & Jung Min Chi, 1994), is very slow to
change. This is important because the meaning we make of terms such as
incompetence and lunatic determines how we will act upon them.

In 1968, people in Kentucky were considered incompetent based on the
following criteria: (a) an inability to manage their estate, and (b) this inability was
due to an unsound mind (because of mental illness, infirmity, or old age) (Acts of
the General Assembly, 1968). Interestingly, there is no mention of criteria such
as being unable to manage personal affairs or being unable to take care of
themselves. The current law requires the existence of (a) a disabling condition,
(b) cognitive impairment, and (c) functional impairment in the areas of personal
affairs and/or finances (Mayhew, 2005).

Currently, Kentucky courts require that assessments be completed by an
interdisciplinary team comprised of three professionals: a physician, a
psychologist, and a social worker (KRS 387.540, 2005). However, from at least
1968 through 1982, the courts required that either two physicians or one
physician and one psychologist examine the defendant and certify to the court
whether the person was incompetent (Acts of the General Assembly, 1968).

In 1968, the alleged incapacitated person was called a “defendant” (Acts
of the General Assembly, 1968, p 259), the same term used to describe people
accused of committing crimes. At that time, defendants were notified of the

impending proceedings by a summons. If they failed to appear, they could be
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prosecuted for contempt of court (Acts of the General Assembly, 1968).
However, defendants did not have to be present for the proceedings if two
physicians felt that it would be unsafe or “unwise” (Acts of the General Assembly,
1968, p. 259). Today, the alleged incapacitated person is called a respondent,
which is defined as an individual alleged to be partially or completely disabled
(KRS 387.510, 2002). The language shifted from someone alleged to be
incompetent versus disabled. The current law states that respondents shall be
present at the hearing unless the court determines that it would subject the
respondent to serious risk of harm (KRS 387.570, 1984). The court makes this
determination based upon recommendations of the interdisciplinary team.
Interdisciplinary Evaluation Team

Kentucky's law states that the whenever possible, the social worker on the
interdisciplinary team should be employed by the Cabinet for Health and Family
Services. At least one person on the team should have knowledge of the
particular disability that the respondent is alleged to have. The report is to be filed
with the court at least 10 days prior to the hearing. The social worker generally
testifies on behalf of the interdisciplinary team rather than each team member
testifying individually.

Kentucky law defines the practice of medicine as the “diagnosis,
treatment, or correction of any and all human conditions, ailments, diseases,
injuries, or infirmities by any and all means, methods, devices, or
instrumentalities” (KRS 311.550 (10), 2006). The practice of psychology is

defined as the application of procedures for “understanding, predicting, and
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influencing behavior . . . pertaining to learning, perception, motivation, thinking,
emotions, and interpersonal relationships” and includes, but is not limited to
“diagnosis, prevention, and amelioration of . . . addictive disorders and mental
health conditions” (KRS 319.010 (6), 2001). The practice of social work is defined
as the professional activity of helping others “enhance or restore their capacity
for social functioning;” applying “social work values, principles, and techniques,
through counseling and nonmedical psychotherapy; helping people obtain
tangible services; assisting communities or groups with social and health
services; and engaging in social work education, research, planning, ... ” and
administration of social work services (335.020 (2), 1996). Each discipline is
broadly defined and may be seen as ambiguous by some, especially by people
outside of these professions. Although each definition is legally distinctive, areas
of overlap certainly seem possible.

Kentucky law requires that the interdisciplinary report should contain an
assessment of (a) the nature and extent of the disabilities, (b) social condition, (c)
intellectual condition, (d) physical condition, (e) educational condition, (f) adaptive
behavior, and (g) social skills (KRS 387.540, 2005). The report must also include
a description of services currently being provided, an opinion as to whether less
restrictive alternatives to guardianship would be appropriating the most
appropriate services and living arrangements for the respondent (KRS 387.540,
2005). Finally, the report must include an opinion as to whether guardianship is
needed, the scope and length of time it is needed, and the rationale for these

recommendations (KRS 387.540, 2005).
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The responsibility for assessing a particular area is not assigned based
upon a particular discipline’s scope of practice. In cases of overlap, clarification
may be needed. For example, driving requires adequate executive functioning
skills (Karlawish, Casarett, James, Propert, & Asch, 2002; Ott, Anthony,
Papandonatos, D’Abreu, Burock, Curtin et al., 2005), which are best measured
by a psychologist through formal testing. However, assessment of driving may
also require knowledge of medical conditions, which may affect executive
functioning, which is best assessed by a physician. Further, the ability to
demonstrate driving skills may be learned through collateral interviews with
family members or referral to an occupational therapist, which is best done by a
social worker.

How Guardianship Decisions are Made in Kentucky

Recall that Kentucky is unique as the only state that requires a jury trial for
all guardianship hearings. Some other states allow jury trials, but Kentucky
requires them. While this practice helps to protect the right to due process, it is
frequently criticized due to the expense. Opponents of the jury trial requirement
suggest that they are unnecessary when all parties are in full agreement that
guardianship is needed, such as in cases where respondents are extremely and
permanently impaired.

Kentucky requires interdisciplinary teams to conduct capacity
assessments and identifies the areas to be assessed, but little is known about
how these teams function. For example, in one Kentucky county, although the

judge orders assessments and sends notifications to the three team members or
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their agencies, it is up to the petitioner to make an appointment with the
psychologist. The physician generally completes a form based upon prior
knowledge of the client and mails it to the court clerk’s office. The social worker is
assigned by the Cabinet for Health and Family Services from those with a
Master’s degree in social work. The social worker initiates contact with the client,
completes a report, and sends it to the court clerk’s office. The psychologist also
completes a report and returns it to the court. The three professionals typically
have no contact with each other. Occasionally, the social worker will contact one
of the other team members to discuss the case. If the petitioner is slow to make
an appointment with the psychologist, this can draw out the process. Sometimes,
reports are completed several weeks, or even months, apart.

Once all three reports are filed, the court schedules a jury trial. On the day
of the trial, the social worker is the only team member to testify and may read the
other two reports for the first time. During testimony, the social worker is asked to
read from the reports of the physician and psychologist. Although the law
requires the use of an interdisciplinary team, what is used is typically a more
multidisciplinary team. Although people from three different disciplines contribute
information from their own perspectives, there is little to no communication
between members.

Kentucky law specifies the criteria that must be met in order to appoint a
guardian (KRS 387.500, 1982). It identifies the professions that should be
involved in the assessment process, what should be included in the assessment

report to the court, and the court process that is required. This study addresses
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the problem of conducting clinically accurate and legally sound assessments of
mental capacity by seeking a better understanding of how Kentucky’s system
contributes to the process of determining guardianships.

The IDT, judge, and jury are necessary to the implementation of
Kentucky’s guardianship system. In general terms, this is the process of
guardianship in Kentucky: First, a petition is prepared asking for a guardian and
filed with the court. The petitioner is usually a family member but can be any
interested person (KRS 387.530, 1998). The state will act as petitioner if no other
person is available.

Second, an interdisciplinary team (IDT: physician, psychologist, and social
worker) is appointed by the judge. This team conducts an assessment of the
client and makes a recommendation to the court regarding the need for
guardianship services (KRS 387.540, 2005). The manner in which the team is
selected or convened varies from jurisdiction to jurisdiction. For instance, in
Jefferson County, Peterson (1998) found that psychologists and physicians came
from a core group at the University of Louisville School of Medicine, Department
of Psychiatry. However, professionals at Central State Hospital conducted
assessments for their own patients. In Fayette County, evaluations were
assigned by the County Clerk. The respondent’s own physician was chosen, and
the psychologists chosen were in private practice. In both Christian and Hardin
Counties, the psychological evaluations were conducted by the professionals at
community mental health centers, and the respondents’ own physicians were

chosen. In all instances, social workers were chosen from the Division of Social

83



Services, as directed by statute (KRS 387.540, 2005). Sometimes the members
of the IDT convened as a group, and sometimes they did not (Peterson, 1998).

The respondent is responsible for paying for the assessments. The
physician’s assessment is typically based upon previous patient care, so it is paid
for by Medicare or Medicaid; the psychologist's assessment is paid for by
respondents, unless they are indigent. In cases of indigency, the court may order
the county to pay a pre-arranged fee. For example, in County A, the mental
health centers are paid $100 by the county for each psychologist’'s assessment.
The social workers are state employees who work for the Cabinet for Health and
Family Services. They receive no additional compensation.

Third, a hearing is convened and a six-person jury trial is held. After
hearing the evidence, the jury finds the client to be wholly disabled, partially
disabled, or not disabled at all.

Fourth, if the client is found to be not disabled at all, the petition is
dismissed. No guardian is appointed. If the client is found to be either wholly
disabled or partially disabled, the judge determines the type of guardianship or
conservatorship needed and appoints someone to do this, usually the petitioner.
How the terms guardianship and conservatorship are used may vary across
states. In Kentucky, a guardian is a person or agency appointed for the person; a
conservator is a person or agency appointed to manage the person’s financial

resources only (KRS 387.510, 2002).
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The Need for More Research

Moye and Marson (2007) discussed the emergence of capacity
assessment research as a “distinct field of study” (p. P3). They noted several
sociodemographic changes occurring at a rapid pace, which validate the
importance of research in the area of capacity assessments for older adults. For
instance, the U.S. population is aging at a rapid rate, which is accompanied by
dementia and medical and neurological comorbidities, which are, in turn,
associated with declines in functioning and deterioration of decision making skills
(Moye & Marson). In addition, as the World War Il generation ages, the baby
boomer generation will gain control over the previous generation’s financial
assets when older parents lose financial capacity and heirs subsequently inherit
much of this wealth. The demographics of families have changed over the years,
with blended families becoming much more common (Moye & Marson, 2007).
Also, families have become dispersed all over the country, making it difficult to
provide direct help to aging parents. These factors have contributed to the rise in
contested guardianships and wills, and increased the prevalence of elder abuse
and exploitation of elders (National Center on Elder Abuse, 2005).

The emergence of standardized assessment instruments has been of
critical importance to capacity research (Moye & Marson, 2007). However, these
should be seen as a “first generation” of instruments, which require further
development and refinement (Moye, Guerrera, Karel, Edelstein, & O’Connell,
2005; Moye & Marson). Capacity constructs, which have experienced the most

research, have been the areas of treatment consent and financial capacity. There
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are other constructs that should be researched as well. The capacity to live
independently, testamentary capacity, and the capacity to defend against
exploitation are areas deserving of research (Moye & Marson).

Capacity issues in different populations should be investigated further
(Moye & Marson, 2007). It is important to understand how capacity issues affect
different populations such as those with mental retardation, autism, depression,
schizophrenia, and dementia subtypes.

Although many researchers acknowledge the tension between autonomy
and beneficence, the influence of social factors upon capacity assessments has
been understudied (Moye & Marson, 2007). Assessments are essentially human
judgments that may be affected by the social context of the evaluator as well as
of the person being evaluated. It is also not well understood how clinicians from
different disciplinary backgrounds vary in their approach to assessments, the
assessment methods they select, or their identification with the principles of
autonomy or beneficence.

No one instrument can adequately measure all of the constructs involved
in decisional capacity. More studies are needed as to how clinicians assimilate
multiple sources of information within the elder’s social environment (Moye &
Marson, 2007). In addition, there is a need to address the interrater reliability of
instruments (Moye & Marson).

Qualls (2007) encouraged research to address the question of how the
context of questioning someone’s capacity shapes the assessment process. She

asserted that capacity cannot be measured outside of the context in which it
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occurs. It is important to determine how cognitive functioning predicts day-to-day
functioning in the person’s own environment (Qualls). In what ways do the
environmental circumstances influence the domains that must be evaluated?
Qualls offered the example of a son who questions his father’s capacity after a
major investment loss. Would the father’s capacity be questioned if the
investment loss had never occurred? Further, can the context of the evaluation
actually shape the findings? How do results of an assessment in a strange
environment (such as in the recent admission to a nursing home) differ from an
assessment that takes place in a familiar environment (home)?

In what ways do assessment data presented in court influence the
decisions that are made (J. Moye, personal communication, Feb. 20, 2007;
Kapp, 2007; Qualls, 2007)? It is virtually unknown if different types of
assessment information, the discipline of the person presenting the information,
or the manner in which it is presented is considered differently by judges,
attorneys, and juries.

Moye and others (Moye, et al., 2007) stated that more study is needed to
understand why petitioners and courts prefer to use emergency procedures to
obtain guardianship rather than regular procedures. Moye and colleagues also
recommended ongoing dialogue between professionals from both clinical and
legal disciplines in order to improve the quality of clinical information made

available to the courts.
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Purpose of the Study

The purpose of this study is to learn how interdisciplinary teams contribute
to the process of determining capacity of Kentucky’s older adults for whom
guardianship was petitioned. This dissertation builds upon the recommendations
of Marson (2007) and others, and examines the current social construction of
incapacity determinations of older adults in Kentucky by exploring how the
interdisciplinary team conceptualizes and assesses capacity. A better
understanding was sought as to how clinicians from different disciplines
approach the assessment process. Data were gathered to help answer questions
about recommendations of different professional disciplines, the assessment
tools used, the functional areas assessed, the conclusions made by juries after

hearing testimony, and the rights restricted by judges.
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CHAPTER 1l
METHODOLOGY

Kentucky guardianship law is progressive and has a unique feature: the
requirement of interdisciplinary assessments in combination with the mandatory
presentation of assessment information at jury trials. A review of the literature
has shown that the way in which mental capacity has been conceptualized and
measured has varied throughout history and has reflected the scientific
information available at the time, the varied social constructions of capacity,
prevailing legal practices, and competing ethical principles. Further research is
needed to learn more about the assessment process and how to improve the
quality of clinical information that is provided to the courts (Moye, 2006; Moye &
Marson, 2007; Qualls, 2007). This research improves our understanding of how
interdisciplinary teams contribute to the assessment process in Kentucky.

The guiding research question is How do interdisciplinary teams contribute
to the process of determining capacity? Eight specific questions are introduced
here. The following section describes the research design and includes sampling,
general demographics of the two participating Kentucky counties, and data
collection instrument and procedures. The final section in this chapter repeats the
more specific questions and their null hypotheses, theoretical connections, and

the sources of data from which the answers will be generated.
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How do assessments vary by professional discipline (medicine,
psychology, and social work [IV-nominal]) in their adherence (DV-nominal)
to the requirements of Kentucky law?
Are there differences between sources of clinical information (DV-nominal)
used by physicians, psychologists, and social workers (IV-nominal) to
assess capacity to care for property, provide for physical health and
safety, and make informed decisions?
What are the relationships between recommendations (ordinal) and
various demographic factors (nominal)?
How often do IDT members agree on the need for guardianship or to the
type of guardianship needed?
How do professional disciplines vary in terms of their documented
considerations of least restrictive alternatives?
When there is disagreement among IDT professionals’ recommendations,
with whom do juries most often agree?
If found to be partially disabled, is there a difference between the judges’
decisions and the recommendations of the interdisciplinary teams, related
to the rights that are restricted.
What is the relationship between the results of assessment measures that
are used and the IDT recommendations?

Research Design

A retrospective analysis of written court records and portions of

audiotapes of adult guardianship cases in two Kentucky counties was conducted.
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Document analysis was used as an available, inexpensive method for answering
the research questions. The advantages of document studies are that they are
often available locally, they are inexpensive and grounded in the settings and
languages in which they occur; they are useful for determining positions,
attitudes, and sequences, and can identify trends over time; and they are
unobtrusive (National Science Foundation [NSF], 1997).

The disadvantages of document studies are that they may be incomplete
or inaccurate, locating appropriate documents may be difficult, analysis may be
time-consuming, and access may be difficult (NSF, 1997). To address the
potential problem of incompleteness/inaccuracy, audiotapes of the trials in two
Kentucky counties were reviewed. Interdisciplinary reports were expected to
sometimes lack adequate assessment information; however, to mitigate the risk
of incomplete written records and improve reliability, verbal testimony, which
elaborates upon the written report and occurs in response to formal questioning
on the stand, was also reviewed (in addition to the written reports). This provided
a truer picture of the assessment. The inclusion of testimony review accounted
for all assessment information that was provided to the juries.

The problem of access and location of appropriate documents was
overcome by the court-ordered access to documents in two counties. District
Court judges from two Kentucky counties entered general orders granting this
researcher access to the confidential disability records from their courts

(Appendix A).
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Although data collection and analysis can be time-consuming, the data
collection tool was designed in such a manner that identified the ways in which
information was to be coded. Based on a pilot study (n = 5) conducted in
November 2006, data collection was expected to take approximately 45-50
minutes per case. After revision of the data collection tool, it took approximately
75 minutes to review each case, or a total of about 100 hours.

The determinations of disability and orders of guardianship appointments
are filed as public records; however, all other parts of the guardianship records,
including interdisciplinary reports, are confidential. They are not open to the
general public, with one exception. If disclosure of the confidential information
can be shown to be in the best interest of the person or the public, the court may
issue an order to disclose the information (KRS 387.770, 1982). Records were
reviewed at the respective courthouses for the purpose of conducting this study
with the understanding that the identities of respondents and interdisciplinary
team members would not be revealed.

Sampling Plan

Guo and Hussey (2004) described the dilemmas faced by social work
researchers when choosing a sampling method. Social work researchers often
have limited research resources (funding, time, available sample) and may need
to use small, non-probability samples to compensate for these limitations.
However, the result is often inadequate power. Cohen developed a framework for

a statistical power analysis that consists of four elements: (a) sample size, (b)
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effect size, (c) probability of making a Type | error (alpha level), and (d)
probability of making a Type Il error (1 minus = power) (Cohen, 1988).

Two power analyses were conducted—one on correlation and one on
differences in the mean. Both tests were two-tailed to interpret an effect in either
direction. To test correlation, an effect size of 0.20 was chosen as the smallest
effect that would be statistically significant, as an effect this large could
reasonably be anticipated in this field of research. Assuming the general
correlations between the IVs and DVs in the population to be approximately .50,
a sample consisting of two groups, with 40 cases per group (total n = 80) will
result in power of .86 at a significance level of .05. To test differences in DV
means, a population mean of .20 is assumed, and an n of 80 will result in power
of .999 at a significance level of .05. Guo & Hussey (2004) indicated that 0.85 is
conventionally considered to be adequate power.

Participating Kentucky Counties

In 2000, the population of County A was 91,545 people living in 462
square miles—an average of 198 people per square mile (Kentucky Atlas &
Gazetter, 2007). The area is rural. The racial makeup of the county is 93.69%
White and 4.35% African American (Wikipedia, June 24, 2007). Twenty-three
percent of County A’s population is between 45 and 64 years old, 14% are 65 or
older, and the median age is 37.

County B’s population in 2000 was 88,616 people living in an area of 152
square miles—an average of 585 per square mile (Kentucky Atlas & Gazetter,

2007). County B is much more densely populated and lies adjacent to a major
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city. The racial makeup of County B is 96.64% White and 1.57% African
American (Wikipedia, June 24, 2007.). In County B, 21% of the population is
between 45 and 64 years old, 23% are 65 or older, and the median age is 35.

Guardianship cases are filed together with other types of cases, such as
involuntary commitment petitions. The court refers to the guardianship petitions
as H cases. In County A, 516 H cases were heard in a three-year period, 2004,
2005, and 2006. In County B, the number of H cases heard during the same
period was 297. The criteria for inclusion in this study were that H cases had to
(a) have been petitioned in 2004, 2005, or 2006, (b) contain an interdisciplinary
report, (c) be heard by a judge participating in this study, and (d) show the
respondent’s age to be at least 50.

Audiotapes were not available for all cases. In County A, audiotapes were
available for 25 cases, or 63% of the sample. In County B, audiotapes were
available for 11 cases, or 28% of the sample. However, social worker testimony
in County B was patrticularly consistent and the audiotapes are believed to be a
good representation of the sample.

To increase validity, a random sample was drawn from each county. This
allows generalizability to the counties being studied. A random-number table was
generated by using an online program (Haahr, 2002). This program generated a
random list of non-duplicating numbers for each county. The researcher
consecutively numbered all cases in each county (separately) and selected them
based upon the random number table. The list was taken to the courthouse, and

starting with the first number, the corresponding case was examined to see if it
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met the inclusion criteria. If it did, it was included in the sample—if not, it was
rejected. This process was repeated until 40 cases were selected from each
county.
Data Collection Instrument:  Guardianship Evaluation Review Instrument,
Modified (GERI Mod)

The GERI Mod was developed to document and code information for each
case. It is based on a similar instrument, the Guardianship Evaluation Recording
Instrument (GERI) developed by Moye and others (Moye, et al., in press) in
which the researchers examined the clinical evidence provided to the court
during guardianship proceedings in three states: Massachusetts, Pennsylvania,
and Colorado.

The GERI was modified to meet the needs of the current study in
Kentucky. For instance, the GERI (Moye, et al., in press) asked for the reason for
the petition based upon the statutes of the three states under study. The GERI
Mod asked for information based on Kentucky’s definition of legally disabled
persons, and evidence of Kentucky’s legal process being followed, as well as
recognized best practices. Also, the GERI recorded information about a single
clinical evaluation. The GERI Mod recorded information about three distinctly
separate evaluations—Nby physicians, psychologists, and social workers—and
documented the presence of witnesses who testified and the length of time they
testified.

Data collected included demographic information on respondents,

assessment information completed by psychologists, physicians, and social
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workers, audio testimony regarding functional abilities, and legal outcomes.
Assessments were available in either a narrative format, on a standardized form
provided by the Administrative Office of the Courts (AOC, Appendix B), or
narrative, but based upon the AOC form. Most information from assessments
was conclusive in nature, but the quality of assessment information related to
personal affairs and finances was measured on a 4-point scale based upon how
well conclusions were supported.” The recommendations of the Interdisciplinary
Teams (IDT) were recorded as both nominal and ordinal level data, and were
organized on a continuum based on level of restrictiveness.

Completion of assessment information was noted for cognitive, behavioral,
and social functioning, and medical/psychiatric disabilities. In addition, the
completion of 17 specific areas of the assessment report was compared to the
requirements of Kentucky’s statute.

Data Collection Procedures

The researcher listened to the audio transcripts of IDT court testimonies
and reviewed the interdisciplinary team reports, because this was the primary
information available to the juries prior to their making guardianship decisions. By
listening to court transcripts, the potential problem of poorly written
documentation was avoided. For instance, if information was not available in the
report regarding decision-making abilities, it might be a mistake to conclude that
this was not assessed if, in fact, it was just a failure to document the information

properly in the report. Listening to court testimony allowed the researcher to learn

% The researcher’s vita provides evidence of the experience and training as qualifications to
make such determinations.

96



about information that was elicited during testimony, which may not have been
included in the report. Cases were identified by number, and no identifying
information of either respondents or IDT members was recorded.

Potential problems with inter-rater reliability were not an issue because
one researcher reviewed all of the records. To minimize researcher bias, the
GERI Mod was developed in a way that minimized subjective judgment about
guality by using behavioral anchors and clear categories in which to record
information.

Both the pilot and full research proposal were submitted to the University
of Louisville’s Institutional Review Board and found to be exempt from review
(Appendix C and D). The pilot consisted of reviewing five court records and
listening to the respective testimonies on audio CD. This helped to determine the
amount of time required to review each case. One result of the pilot was that the
standards of quality of clinical information that were applied to later cases were
lower in comparison to the standards of quality applied to earlier cases. Another
was that the original pilot tool was not optimal and made the study too vulnerable
to researcher bias. The GERI, created by Moye and colleagues (Moye, et al., in
press) provided a more reliable instrument, and this was used as the basis for
the GERI Mod (Appendix E), which was used in this study.

Research Questions

Eight research questions are presented here. Each question is followed by

its null hypothesis. Alternative hypotheses could also emerge from the data. For

example, two alternative hypotheses for Question 1 could be designated as Hi,
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and Hjp. Each question is also followed by its theoretical link to social
constructionism. More specifically, social construction related to incapacitated
persons is explored. The term incompetent person may be a more familiar term
that is frequently used by interdisciplinary team members. In other words, our
ideas of how incapacitated persons are socially defined were studied.
Question 1
How do assessments vary by professional discipline (medicine,
psychology, and social work (IV-nominal) in their a dherence (DV-nominal)
to the requirements of Kentucky law to assess the n eed for guardians?

Ho; There are no differences between the interdisciplinary team members
(physicians, psychologists, and social workers) in their adherence to the
requirements of Kentucky law.

Theoretical Connection
Inherent in the question is the notion (perhaps even an assumption) that

the three disciplines will emphasize different factors in their assessments. For

example, physicians are expected to focus on the client’'s medical condition, the
psychologist on, perhaps, mental or cognitive capacity, and the social worker on
the client’s familial, social, and community resources. As an example, a physician
might emphasize a client’s health problems and adherence to the recommended
medical treatment. A psychologist might emphasize a client’s decision-making
abilities. A social worker might emphasize that a client who cannot use the stove

safely may, however, be able to prepare sandwiches independently, go to a

family member’s home for meals, and receive Meals-on-Wheels. Professionals
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from each discipline presumably have differing perceptions of reality and
complete their assessments based upon their interpretations of that reality.
Kentucky law specifies the information that should be contained within
interdisciplinary reports, but it does not specify which discipline should provide
this information. This research question explores how these professionals
contribute information differently—from their socially constructed roles—in the
interdisciplinary process.

Analyses

To rate the adherence (to law) of the interdisciplinary report, a score was
given to each professional’s part of the report based on the presence or absence
of information on 17 indicators taken from Kentucky’s law (dependent variables).
This is similar to a rating system developed by Moye and colleagues (Moye, et
al., in press) in which evaluations were given letter grades based upon their
quality, which was defined as having a certain number of elements in each
category. Each of the 17 items was originally rated 1 if it was present and 2 if it
was absent in order to be consistent with how yes/no responses were numbered
in unrelated items.

Statistical Package for the Social Sciences (SPSS) software was used for
analysis (2006). An SPSS recode procedure was used to reverse-score the items
so that all yes responses received 1 point and all no responses received 0 points.
Three new variables were created, one for each discipline, in order to sum the

scores for each case, and a mean score was calculated for each discipline. An
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ANOVA was used to test the difference between the means. Table 4 shows the

data sources for Question 1.

Table 4

Question 1: Data Sources from GERI Mod

Item Numbers

on GERI Mod
< GERI Modified Items
@) 2 =
= %) @)
a8
Kentucky law specifically requires the following it ems to
be included in the interdisciplinary report (387.54  0)
27 | 145 | 259 | Does the evaluator have appropriate credentials?
31 | 149 | 263 | Is the report not more than 3 months old?
71| 189 | 303 | Are current treatment and services described?
72 | 190 | 304 | Are recommendations made regarding treatment/services?
73 | 191 | 305 | Is the impact of meds on the mental condition described?
80 | 198 | 312 | Are cognitive symptoms described?
98 | 216 | 330 | Are conclusive statements made with an explanation?

103 | 221 | 335 | Is adaptive behavior described?

120 | 238 | 352 | Is social functioning evaluated?

122 | 240 | 354 | Have less restrictive alternatives been tried or considered?

129 | 247 | 361 | Are recommendations made regarding need for guardianship?

131 | 249 | 363 | Is a length of time for guardianship recommended?

138 | 256 | 370 | Are the particular rights to be restricted specified?
Kentucky law requires a description of the nature a nd
extent of the respondent’s disabilities, and these are
defined by the researcher as follows:.

57 | 175 | 289 | Is there a diagnosis?

63 | 181 | 295 | Is there a medical history?
101 | 219 | 333 | Is day-to-day functioning evaluated?
105 | 223 | 337 | Are the clients’ strengths mentioned?
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Question 2
Are there differences between sources of clinical i nformation (DV-

nominal) used by physicians, psychologists, and soc ial workers (IV-

nominal) to assess capacity to care for property, p rovide for physical

health and safety, and make informed decisions?

Ho, There are no differences in the sources of information that physicians,
psychologists, and social workers use to assess capacity to care for
property, provide for physical health and safety, and make informed
decisions.

Theoretical Connection
Berger and Luckmann (1966) stated, “The most important experience of

others takes place in the face-to-face situation, which is the prototypical case of

social interaction” (p. 27). Berger and Luckmann explained that it is in this face-
to-face interaction that the other becomes truly real and reciprocal perceptions of
reality are created. This has significant implications for the assessment process,
especially if professionals rely heavily on the clinical interview. This research
guestion explores the sources of clinical information used in the assessment
process because the potential influences of subjective interpretations upon
outcome.

Analyses
Although not required by Kentucky law, it is considered good clinical

practice to provide the source of assessment data in reports. Two procedures

were conducted to answer the question. First, records were selected if the
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physician described examination procedures (#32 under Physician’s Report), if

the psychologist did (#150 under Psychologist’'s Report), and if the social worker

did (#264 under Social Worker’'s Report), all in Appendix E, Table 5. These

variables are nominal, and the responses for each item were yes or no. Second,

cross tabulation of the dependent variables in Table 6 provided the answer in

numbers and percentages. A chi-square tested whether the observed

frequencies of the three disciplines differed significantly.

Table 5

Question 2A: Data Sources re Clinical Examinations

Physician (1V)

Psychologists (1V)

Social Workers (1V)

Item # on Variable Item # on Variable Item # on Variable
Form Name on Form Name on Form Name on
Form Form Form
32 PClinical 150 YClinical 264 SClinical
Table 6
Question 2B: Data Sources for Dependent Variablesf rom GERI Mod

Physicians (IV)

Psychologists (1V)

Social Workers (V)

Iltem # Var Name ltem # Var Name Iltem # Var Name
33 Plnterview 151 Yinterview 265 Sinterview
34 PMental 152 YMental 266 SMental
35 PTesting 153 YTesting 267 STesting
36 PCT/MRI 154 YCT/MRI 268 SCT/MRI
37 PFamily 155 YFamily 269 SFamily
38 PPetitioner 156 YPetitioner 270 SPetitioner
39 PObserv 157 YObserv 271 SObserv
40 PNursing 158 YNursing 272 SNursing
41 PPsychiatrist 159 YPsychiatrist 273 SPsychiatrist
42 PNeuro 160 YNeuro 274 SNeuro
43 POthercon 161 YOthercon 275 SOthercon
44 PNone 162 YNone 276 SNone
45 PStdTooll 163 YStdTooll 277 SStdTooll
46 PStdTool2 164 YStdTool2 278 SStdTool2
46 PStdTool3 165 YStdTool4 279 SStdTool3
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Question 3

What are the relationships between recommendations
(nominal/ordinal) and various demographic factors ( nominal)?
Hos There are no differences between recommendations by demographic

factors.
Theoretical Connection

Social constructionism explains that social interactions are simplified
through a classification system that we use to label others (Berger & Luckmann,
1966). We make sense of face-to-face encounters by using categories such as
men, teachers, elderly, nursing home residents, etc. Interactions are influenced
by these cognitive classification schemes. For example, social attitudes about
categories of people such as older or disabled adults influence the perceptions of
evaluators. This research question explores relationships between variables such
as age, gender, and diagnosis and the recommendations of evaluators in order
to consider the relationship of social phenomena such as ageism, sexism, and
ableism to guardianship assessments.
Analyses

Each discipline’s recommendation resulted in 1 of 6 possible responses
reflecting increasing levels of restrictiveness, where 0 = No guardianship
recommended, 1 = Limited guardianship or conservatorship, 2 = No guardianship
and full conservatorship, 3 = Limited guardianship and limited conservatorship, 4

= Limited guardianship and full conservatorship, and 5 = and full guardianship. A
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crosstabs was used to examine the relationships between the variables (see

Table 7 for variables used).

Table 7
Question 3: Data Sources for Dependent Variables fr om GERI Mod
Demographics Physicians’ Psychologists’ Social Workers’
Recom- Recom- Recom-
mendations mendations mendations
Number & Label on Number on Number on Coding | Number on Coding
Coding Form Coding Form Form Form
2 | DGender 128 246 360
3 | DAge 128 246 360
4 | DResidence 128 246 360
5 | DRace 128 246 360
6 | DEthnicity 128 246 360
7 | DMarital 128 246 360
8 | Dchildren 128 246 360
9 | DSupport 128 246 360
10 | DSame 128 246 360
11 | DWithin 128 246 360
12 | DAnother 128 246 360
14 | DPetitioner 128 246 360
15 | DREason 128 246 360
17 | DRealProp 128 246 360
18 | DProWorth 128 246 360
19 | DIncome 128 246 360
20 | D-DSS 128 246 360
21 | DSSDI 128 246 360
22 | DPension 128 246 360
24 | DCar 128 246 360
25 | DCarWorth 128 246 360
Question 4

How often do IDT members agree on the need for guar

the type of guardianship needed?

Ho,4

dianship or to

There are no differences in IDT members’ recommendations for

guardianship nor for the type of guardianship needed.
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Theoretical Connection

As previously stated, it is assumed that the three disciplines will
emphasize different factors in their assessments. This is perhaps the very reason
that the Kentucky legislature requires the use of interdisciplinary teams in the
assessment process. It is not clear, however, whether all three members of the
IDT reach the same conclusion. This research question is posed in order to
consider how the IDT members contribute to the overall outcome. For instance, if
the IDT members at least sometimes disagree on the recommendation, then the
contribution of the IDT has value because it elicits varied opinions to be
considered by the jury. It may also inform the jury that mental competence is not
a clearly defined concept and that the jury’s role is also valuable and necessary,
not just a rubber stamp. If there is significant agreement as to recommendations,
it could suggest that all three disciplines are making recommendations based
upon socially constructed ideas about capacity that are not influenced by
professional discipline. If this is the case, it suggests that the jury’s role is less
important because the juries will use the same socially constructed concepts and
use of the jury could be an unnecessary layer to the process.
Analyses

First, three new variables (Physician Category Recommendation,
Psychologist Category Recommendation, and Social Work Category
Recommendation) were created in which the rank-ordered recommendation
scores from 1 through 6 were collapsed, with 0-5 recoded as Partial guardianship

and 6 recoded as Full guardianship. Next, a new variable, Agreement, was
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created in which 1 = No agreement, 2 = Two disciplines agreed, and 3 = All three
disciplines agreed. Frequencies of this categorical recommendation variable
answered this question (Table 8). However, a chi-square analysis was conducted
with these two variables to answer a secondary question: What is the relationship
between the type of recommendation and agreement between the disciplines? A
Spearman Rho was also used to determine an association between the two
ranked variables. Additionally, each discipline was compared in terms of which
rights they recommended be restricted (Table 9). Frequencies were used to
determine this.

Table 8

Question 4A: Data Source of Final Recommendation of Physicians,

Psychologists, and Social Workers

Discipline Variable Number/Label
Physicians 128 PGuardianship
Psychologists 246 YGuardianship
Social Workers 360 SGuardianship
Question 5

How do professional disciplines vary in terms of th eir documented
considerations of least restrictive alternatives?
Hos Professional disciplines do not vary in their documentation of

considerations of least restrictive alternatives.
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Table 9
Question 4B: Data Source of the Kinds of Final Reco  mmendations of

Physicians, Psychologists, and Social Workers

Physician Psychologist Social Worker
ltem # Variable Name ltem # Variable Name ltem # Variable Name
n Form on Form n Formr on Form n Form on Form

133 | PMedDecisions 251 | YMedDecisions 365 SMedDecisions

134 | PFinanDecisions 252 | YFinanDecisions | 366 SFinanDecisions

135 | PPersonal 253 | YPersonal 367 SPersonal
136 | PLivingSit 254 | YLivingSit 368 | SLivingSit
137 | POtherFunc 255 | YOtherFunc 369 SOtherFunc

Theoretical Connection

Putting the principle of least restrictive alternative into practice requires
careful consideration of the unique circumstances of individuals: both their very
specific needs and the resources available to them. This practice is contrary to
Berger and Luckmann’s idea of habitualization. Habitualization stresses economy
of decision-making. It prevents people from trying to re-solve the same problems
by finding one solution and using that solution in multiple situations. However, the
principle of least restrictive alternative is institutionalized through federal and
state requirements. Moye and colleagues (Moye, et al., 2007) found that
although least restrictive alternatives were mentioned, the language was pro
forma and left the researchers with doubt as to whether less restrictive
alternatives were genuinely considered. Therefore, a tension exists between

habitualized roles of evaluators and the objective reality of larger social systems.
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Analyses

A chi-square was used because both the IV and DV are nominal. Table 10
shows the sources of data from Appendix E that were required to answer this
guestion.
Table 10
Question 5: Data Source of the Documentation of Lea st Restrictive

Alternatives Investigated by Physicians, Psychologi sts, and Social Workers

Physicians Psychologists Social Workers
Number & Label on Number & Label on Number & Label on
Coding Form Coding Form Coding Form

121 | PLRA 239 | YLRA 353 | SLRA

123 | P_POA 241 | Y _POA 355 | S POA

124 | PEIdServ 242 | YeldServ 356 | SeldServ

125 | Pfriends 243 | Yfriends 357 | Sfriends

126 | Ppayee 244 | Ypayee 358 | Spayee

127 | PotherAlt 245 | YotherAlt 359 | SotherAlt

128 | Pguardianship | 246 | Yguardianship 360 | Sguardianship
Question 6

When there is disagreement among IDT professionals’
recommendations, with whom do juries most often agr ee?

Hos When there is disagreement among IDT professional’ guardianship
recommendations, juries do not differ in how often they agree with IDT
members.

Theoretical Connection
Historically, juries have served at least two purposes. In the case of

guardianships, juries were used at least as early as the 1300s when inquisitions

were held to decide allegations of idiocy and lunacy. Through their decisions,
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juries have taken on a role that has served to protect individuals and
communities by deciding who needs to be helped. In the case of criminal trials,
however, juries have been used to protect communities by deciding who needs
to be punished. When people report for jury duty, they typically expect to serve in
this latter role until they are informed otherwise. If juries are not there to
determine a need for punishment, they will likely take on a helping role. When the
circumstances of respondents are presented in court, it can be a natural impulse
to want to help. Juries are, therefore, put in the position of facilitating this help
through a finding of wholly disabled or partially disabled, both of which will result
in the provision of some type of guardianship or conservatorship. Through social
construction, the typification of conduct by juries may be to offer help to people
who are vulnerable. It is valuable to know how juries enact their roles when the
capacity of individuals is not clearly present or absent.
Analyses

The new variable, Agreement, was used to select only those cases in
which there was disagreement among IDT members. A chi square was
conducted with the new variables, Physician Category Recommendation,
Psychologist Category Recommendation, and Social Work Category
Recommendation, as the 1Vs and the juries’ decisions, Afindingl and Afinding2,
as the DV (see sources of data in Table 11). Afindingl and Afinding2 represent

the juries’ findings as to personal affairs and financial matters, respectively.
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Table 11

Question 6: Sources of Data for the IDT Recommendat

Findings (Personal Affairs and Financial Matters)

ions and the Juries’

Discipline Recommendation Finding
v Number & Label on Number and Label on Coding
Coding Form Form
Physicians 128 PGuardianship | 387 & 388 | Afindingl & Afinding2
Psychologists 128 YGuardianship | 387 & 388 | Afindingl & Afinding2
Social Workers 128 SGuardianship 387& Afindingl & Afinding2
Question 7

If found to be partially disabled, is there a diffe

judges’ decisions and the recommendations of the in

related to the rights that are restricted.

rence between the

terdisciplinary teams,

Ho; There are no differences between the judges’ decisions and the

recommendations of the interdisciplinary teams, related to the rights that

are restricted.

Theoretical Connection

Although juries are responsible for finding individuals to be partially

disabled or not, judges exercise social control through the designation of rights

that are restricted. Interdisciplinary team members make assessments of skill

areas related to the capacity to manage personal and financial affairs, but the

judge ultimately decides which areas of decision-making will be restricted. The

role of interdisciplinary team members is to make clinical assessments, but the

institutionalized role of judges is to make legal assessments. While these two
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concepts are clearly intertwined, they are not the same thing. This research

guestion addresses the role of judges in the guardianship process.

Analyses

First, those cases that yielded a finding of partially disabled were selected,

then, a chi-square was used to determine the relationship between the two

groups. Frequencies will show which rights are most often restricted (sources of

data are shown in Table 12).

Table 12
Question 7: Sources of Data for IDT Recommendations and Judges’
Decisions
Judges’ IDT Recommendations
Decisions
Label & Item # Label & Item # Number on Coding Form
on Form
AProperty PFinanDecisions YFinanDecision SFinanDecision
389 134 252 366
AWills PFinanDecisions YFinanDecision SFinanDecision
390 134 252 366
AContracts PFinanDecisions YFinanDecision SFinanDecision
391 134 252 366
ALiving PPersonal YPersonal SPersonal
392 135 253 367
AConsent PMedDecisions YMedDecisions SMedDecisions
393 133 251 365
AAI PAII YAIl SAll
395 132 250 364
ANoOAreas PGuardianship YGuardianship SGuardianship
396 128 246 360

111




Question 8, Post Hoc

What is the relationship between the results of ass  essment
measures that are used and the IDT recommendations?
Hog There are no differences in the IDT’s recommendations and assessment

measures used.
Theoretical Connection

Because people develop a classification system for viewing different
groups such as elderly, disabled, people with Alzheimer’s disease, etc., it
seemed logical that these groups might be thought of differently. Two different
groups, those who were found to be patrtially disabled, and those who were found
to be wholly disabled, were compared in order to explore how they might be
different. For instance, are the results of assessment measures chosen by IDT
members associated with outcome, or do the IDT members’ subjective
judgments override the results of measures used? Although it is acknowledged
that all guardianship assessments entail some level of clinical judgment, IDT
members need to be aware of the difference between conclusions based upon
judgment and conclusions based upon a more objective method of
measurement. It is important to recognize whether recommendations to the court
are based upon some economical form of decision-making related to a socially
constructed classification scheme, or whether IDT members are taking full
advantage of the contributions that objective measures can make to the

assessment process.
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Analysis

A list was available of all limited guardianships in County A post hoc.

There was an opportunity to ask this question of a separate sample of (a) all of

the limited guardianship cases in County A for the years 2004, 2005, and 2006 (n

= 27), and (b) all of the full guardianship cases in County A that had been

randomly selected for the original sample (n = 29; N = 56). See Table 13.

Table 13

Question 8: Variables Used to Determine a Relations

Assessment Measures Used and IDT Recommendations

hip Between

Demographic Physicians Psychologists Social Workers
Factors

Type of Number words in | Social Judgment MMSE Score

Guardianship Physician’s report | Score

Judge Concept
Reasoning Score

Age Math Score

Gender Psychologist Social Worker
Recommendation | Recommendation
Personal Affairs Personal Affairs

Diagnosis Physician’s Psychologist’s Social Worker’s

Recommendation

Recommendation
Financial Matters

Recommendation
Financial Matters

The variables Type, Judge, Gender, and Diagnosis are nominal-level

variables. Number of words in Physician Report, MMSE score, Concept

Reasoning Score, Social Judgment Score, Math Score and Age are ratio level

variables. Physician Recommendation, Social Worker Recommendation

Personal Affairs, Social Worker Recommendation Financial Matters,

Psychologist Recommendation Personal Affairs, and Psychologist
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Recommendation Financial Matters are dichotomous, ordinal-level variables.
Descriptive statistics were used to analyze these data. Given these questions
and data from 80 court records in two Kentucky counties, analyses were

conducted and the results are in Chapter IV.
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CHAPTER IV
RESULTS

This chapter presents the results of statistical analyses that address the
research questions and aid in understanding how interdisciplinary teams
contribute to the guardianship assessment process in two Kentucky counties.
First, the demographic characteristics of respondents are presented, then the
analyses of data by questions posed. The chapter closes with a summary of the
findings.

Demographic Information

The court records of 80 individuals from two Kentucky counties were
reviewed—40 from each county. The cases were approximately equally
distributed among four judges. A fifth judge from a different county heard one
case that had later been transferred to the county under study.

Over two-thirds of the respondents were women (71.3%, Figure 2) and the
ages of all respondents ranged from 50 to 100, with a median age of 76 years.
The largest group of respondents (37.5%) lived in nursing homes at the times of
those petitions. The next largest group (20%) lived at home with others. There
was no information available about race in County B; however, in County A, all
but one respondent were white. Two-thirds (67.5%) were unmarried, which

included those who were never married, widowed, and divorced. Most (62.5%)
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Women
71.0%

Men
29.0%

Figure 2. Gender of respondents.

had adult children, and 82% of those children provided some type of support to
the respondents. Most of the adult children (62.6%) lived either in the same
county or in a different Kentucky county. Some adult children (23.8%) lived in
another state, but this is not necessarily indicative of distance from the
respondent because the counties reviewed both bordered other states.

For the vast majority of respondents (86.3%), the petitioner was a family
member, usually an adult child, but sometimes a niece, nephew, spouse, or
sibling. The Cabinet for Health and Family Services was the petitioner in only
four cases (5%). The general reason for filing the petition was clear most of the
time (63.9%). It was sometimes (23.8%) due to an inability to provide for physical
health and safety, seldom (6.3%) due solely to an inability to manage property
effectively, and often (33.8%) for both reasons. However, more than one-third of
the time (35%), the general reason was unclear, usually with just a diagnosis

given as the reason.
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Nearly all the evaluators provided a diagnosis, although sometimes this
varied across disciplines for the same individual. Most commonly found was a
concurrent diagnosis of dementia and medical conditions (Table 14). The
research questions are repeated and answered in the next section.
Table 14

Diagnoses by Disciplines

Social Workers Psychologists Physicians
Dementia 45 49 46
Depression 10 12 9
Schizophrenia 6
Delirium 0 0 0
ETOH 2
Bipolar 4 4 3
Medical 58 43 39
Other 13 19 15
Research Questions Answered
1. How do assessments vary by professional discipl ine (IV-nominal) in

their adherence to the requirements of Kentucky law (DV-nominal) to

assess the need for guardians?

The presence of the 17 indicators of adherence to Kentucky law were
summed for each case, and a new variable was created to record this number as
a score of adherence. The means for psychologists (11.98, SD = 3.21) and social
workers were similar, although social workers showed more consistency in
adhering to the requirements (11.45, SD = 1.62). The mean score for physicians

was 8.35 (SD = 2.65, Table 15).
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Table 15

Mean Scores for IDT Members for Adherence to KY Law

Standard Standard Error
N Mean Deviation Mean
Psychologists 80 11.9875 3.21977 .35998
Social Workers 30 11.4500 1.62963 .18220
Physicians 80 8.3500 2.65816 29719

Data were recorded in such a way that there was no grouping variable,
which posed a challenge for analysis. For instance, each case contained three
separate variables for the physician score, the psychologist score and the social
worker score. In other words, the variable of professional discipline was
combined with its respective score, leaving no independent variable by which to
calculate the ANOVA and answer this question. Therefore, a separate dataset
was created with two variables: discipline (IV) and score (DV). The 80 scores of
the physicians were copied from the original dataset and pasted into the new
dataset, and a 1 was entered to represent physicians. The copy and paste
process was repeated with the scores of psychologists and social workers, with 2
and 3 entered to indicate these disciplines. This resulted in 240 cases.

An ANOVA was used to test for mean differences between the scores of
physicians, psychologists, and social workers. A significant difference was found
between the disciplines (F = 46.057, df = 2, p = .000). The Scheffé post hoc test
confirmed that the differences lay between the scores of physicians and the other

two disciplines (p = .000).
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2. Are there differences between sources of clinica | information (DV-
nominal) used by physicians, psychologists, and soc ial workers (IV-
nominal) to assess capacity to care for property, p rovide for physical
health and safety, and make informed decisions?

A chi-square tested whether the observed frequencies of the three
disciplines differed significantly. Very few physicians (9) described the clinical
procedures used, and there was no significant difference between the two
counties (x* = .556, p = .456). Most wrote conclusions and/or recommendations
without any indication that the patient had been seen. Psychologists in County A
routinely described clinical procedures in their narrative reports; however,
psychologists in County B almost never reported clinical procedures on the AOC
form (x* = 28.87, p =.000). Social workers in County B gave no indication of
clinical procedures in the written report; however, social workers in County A
typically documented their administration of the MMSE, which was completed
with the client, so it was inferred that additional information from the social worker
came from a client interview (x* = 56.170, p = .000, Tables 16 and 17).

Table 16

Were Clinical Procedures Described?

Psychologists Social Workers Physicians
Yes 61% 44% 11%
X ° 37.40 55.31 2.22
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Table 17

Clinical Procedures Described, by County

Clinical Procedures Described? County A County B
Psychologists Yes 95% 27%
No 5% 73%
Social Workers Yes 85% 2%
No 15% 98%
Physicians Yes 5% 15%
No 95% 85%

Professionals sometimes used more than one procedure in a particular

case. For instance, a social worker may have administered a MMSE, reviewed

the chart of a person in a nursing home, and spoken with nursing staff. Of the 49

cases in which psychologists described clinical procedures, they used

information from 42 client interviews (85.7%), conducted one mental status exam

(2%), and interviewed a family member in 26 cases (53%). To lesser degrees,

they interviewed the petitioner, observed the client, interviewed nursing staff, and

reviewed charts. A cross tabulation showed that of the 9 cases in which clinical

procedures were described by physicians, they interviewed 6 clients (67%), used

a MMSE twice (22%), and they reviewed one client’s chart (11%).

Of the 35 cases in which social workers described their clinical

procedures, they interviewed 33 clients (94%) and administered a MMSE in

every case in which the client was able. They also occasionally conducted

mental status exams, interviewed family members or psychiatrists, read charts,

or met with adult protective services workers involved with the case (Table 18).
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Table 18

Assessment Procedures Used, by Discipline

Assessment Psychologists Social Workers Physicians

Procedures # % # % # %
Client Interviews 42 85.7 33 94.2 6 66.7
Mental Status Exam 32 65.3 1 208 0 -
Family 26 53.9 3 8.5 0 -
Psychiatrist 0 - 2.8 0 -
MMSE 1 2.0 18 514 2 22.2
Petitioner 5 10.2 0 - 0 -
Observation 3 6.1 0 - 0 -
Nursing Staff 8 16.3 0 - 0 -
Chart 8 16.3 4 114 1 114
Other 1 2.9 2 5.7 0 -

Psychologists were significantly more likely to document a client interview
as a source of assessment information (x> = 38.076, df = 2, p = .000). Social
workers were significantly more likely to document a family interview as a source
of assessment information (x* = 25.992, df = 2, p = .000). Thus, the null
hypothesis is rejected.

3. What are the relationships between recommendatio  ns (DV-nominal)
and various demographic factors (IVs-mixed)?

The relationship between most demographic variables could not be
determined because even after collapsing the variable of IDT Recommendation
into a dichotomy, indicating that the IDT member recommended either limited

guardianship or full guardianship, there were still too many cells with less than 5

cases for valid analyses. A chi-square was used to determine the relationship
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between county and IDT recommendation. However, one cell had only four
cases, so the results should be viewed with caution. There is a significant
relationship between county and the recommendations of the social workers, with
social workers in County A more likely to recommend limited guardianship. Of the
social workers in County B, 10% recommended limited guardianship; whereas, of
the social workers in County A, 35% recommended limited guardianship. A Phi of
.299 indicated a mild relationship that is statistically significant (x*> = 7.168, df = 1,
p =.007). Therefore, the null hypothesis is rejected.

Other demographic variables that met the assumptions of the chi-square
showed no significant relationships. A chi-square was used with nominal level-

variables and a Pearson r was used with ratio-level variables (Table 19).
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Table 19

Relationship between Demographics and IDT Recommend  ations
Demographics Psychologists Social Physicians
Workers
Judge < 5 cases < 5 cases < 5 cases
Gender <5 cases p =.626 <5 cases
County p=.142 p =.007 <5 cases
Residence <5 cases <5 cases <5 cases
Marital Status <5 cases <5 cases <5 cases
Adult Children p =.528 p =.845 <5 cases
Support from Children <5 cases p=.384 <5 cases
Children in same county <5 cases <5 cases <5 cases
Children within KY <5 cases <5 cases <5 cases
Children in another state <5 cases p =.415 <5 cases
Petitioner <5 cases <5 cases <5 cases
Reason for petition <5 cases <5 cases <5 cases
Real estate <5 cases <5 cases <5 cases
Car <5 cases <5 cases <5 cases
Age p=.187 p =.460 p = .886
Real property worth p=.764 p=.472 p =.100
Income p =.255 p=.102 p =.256
Other assets p=.661 p =.455 p =.844
Value of car p=.843 p=.755 p= ...
4, How often do IDT members (IV-nominal) agree ont he need for

guardianship (DV-nominal) or to the type of guardia  nship needed
(DV-nominal)?
Most of the time, all three interdisciplinary team members agreed on the

recommendation (63.8%). In about one-third of the cases (30%), only two IDT
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members agreed, and sometimes (6.2%) there was no agreement between any

of the three IDT members (Table 20).

Table 20

Frequency of IDT Agreement Regarding Need for Guard ianship

Frequency Percentage Cumulative Percentage
None 5 6.2 6.2
Two agreed 24 30.0 36.2
All agreed 51 63.8 100.0

When only two IDT members agreed, their recommendation was strongly

correlated with the recommendations of the social worker (r =.617, p =.000) and

the physician (r = .603, p = .000), and moderately correlated with the

psychologist (r =.437, p =.000) (Table 21).

Table 21

Correlation of (Two) Recommendation Agreement with IDT Member
Discipline IDT Agreement Sig. (2 tailed)

Physician

Correlation Coefficient .603 .000

Psychologist

Correlation Coefficient A37 .000

Social Worker

Correlation Coefficient 617 .000

When there was full IDT agreement, the recommendation was for full

guardianship in 96% of the cases. When the recommendation was not for full
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guardianship, it was for limited guardianship in 2% of the cases and no
guardianship for the remaining 2%. When only two members agreed, it was for
full guardianship 70.8% of the time, and in 29.2% of the cases it was for limited
guardianship.

IDT members recommended that respondents not be allowed to make
decisions about medical and financial matters more often than they
recommended restricting other areas of decision-making (Personal, Living
Arrangements, Other). Physicians seemed to be more concerned than
psychologists and social workers with personal decision-making and choice of
living arrangements. This seemed due to physicians’ recommending nursing
home care (Table 22).

Table 22

Frequency with which IDT Recommended Restriction of Rights

Psychologists Social Workers Physicians
Medical Decisions 12 9 21
Financial Decisions 12 15 21
Personal Decisions 5 4 19
Living Arrangements 7 6 19
Other Decisions 2 0 0
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5. How do professional disciplines (IV-nominal) var vy in terms of
their documented considerations of least restrictiv e alternatives (DV-
nominal?

Psychologists and social workers documented consideration of less
restrictive alternatives more often than physicians (x* = 8.201, df = 1, p = .004).
Physicians documented their consideration of least restrictive alternatives in
16.3% of their cases, compared with 59.5% for psychologists and 56.3% of the

social workers (Figure 3).

100.0%

80.0%

60.0%

40.0%

20.0%

0.0%

Physicians Social Workers  Psychologists
Figure 3. Percentage of cases in which least restrictive alt  ernatives were

documented, by discipline.
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6. When there is disagreement (IV-nominal) among ID T
professionals’ recommendations, with whom do juries most often agree
(DV-nominal)?

Only those cases in which the IDT did not completely agree were selected
for analysis of this question, then these were recoded into two categories for
each discipline: limited and full guardianship. Next, a cross tabulation was
conducted for each discipline in which the disciplines’ recommendations were
compared to the juries’ findings.

When there was no agreement between IDT members, juries agreed more
often with the social workers’ recommendations for both personal affairs and
financial matters. When physicians recommended limited guardianship, juries
never agreed with them. When psychologists recommended limited
guardianship, juries agreed 40% of the time when guardianship pertain to
personal affairs and 50% of the time when guardianship pertained to financial
matters. When social workers recommended limited guardianship, juries agreed
68.8% of the time for personal affairs and 56.3% of the time for financial matters.

When physicians recommended full guardianship, juries agreed 50% of
the time for personal affairs and 64.3% of the time for financial matters. When
psychologists recommended full guardianship, juries agreed 58.8% of the time
for personal affairs and 70.6% of the time for financial matters. When social
workers recommended full guardianship, juries agreed 92.3% of the time for

personal affairs and 92.3% for financial matters (Tables 23 & 24).
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Table 23

Jury Agreement When IDT Members Recommended LIMITED  Guardianship

Discipline Frequency of Jury Agreement
Personal Affairs Financial Matters
Psychologists 40.0% 50.0%
Social Workers 68.8% 56.3%
Physicians 0% 0%
Table 24

Jury Agreement When IDT Members Recommended FULL Gu  ardianship

Discipline Frequency of Jury Agreement
Personal Affairs Financial Matters
Psychologists 58.8% 70.6%
Social Workers 92.3% 92.3%
Physicians 50.0% 64.3%
7. If found to be partially disabled is there a dif  ference between the

judges’ decisions (IV-nominal), and the recommendat  ions of the

interdisciplinary teams, related to the rights that are restricted (DV-

nominal)?

Cases were selected in which the jury found partial disability in either
personal matters or financial affairs. The rights that the IDT team recommended
be restricted were compared to the rights the judges restricted at the conclusion
of the trial. In all cases, if the IDT members recommended that specific rights be

restricted, the judge restricted those rights. The null hypothesis is not rejected.
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However, IDT members did not make recommendations with the
specificity in which judges restricted them. For instance, the IDT may have made
a recommendation regarding financial management, but judges had to make
decisions regarding the abilities to manage property, execute instruments, and
enter into contracts. The IDT made no recommendations, or even comments,
with regard to voting and motor vehicle licenses. Out of 80 cases, the following
functional areas were restricted: voting (64), property (77), instruments (77),
contracts (77), daily living (77), medical (77), and drivers’ licenses (75).

Recall that partial disability was found in 13 cases. In these cases the right
to vote was preserved in all of them. The right to apply for a driver’s license was
not restricted in two cases. All the remaining five functional areas were restricted
in cases of partial disability. In other words, if the jury found full disability, all
rights were restricted, but when the jury found partial disability, the judge almost
always restricted all of the rights except voting.

Other Findings

The mean number of minutes it took from the beginning of testimony to
when the case was given to the jury was 18 minutes. This included the time it
took to read the jury instructions and explain what was required of them. This
varied based upon whether it was the jury’s first disability case. The mean
number of minutes for the social workers’ testimony was 8.77 in County A (n =
27) and 10.88 in County B (n = 18). The means were not significantly different.
The mean number of minutes for the respondents’ testimony was 12 in County A

(n=4) and 3 in County B (n = 1). The mean number of minutes for petitioners
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was 7.29 (n = 24) for County A and 1.66 for County B (n = 18). There was a
significant difference between the means of minutes of testimony given by
petitioners (t = 3.97, df = 40, p =.000).

8. What is the relationship between the results of assessment
measures that are used and the IDT recommendations?

Post hoc, a second sample became available in County A, which
consisted of all the cases randomly chosen (n = 40) and all of the limited
guardianships currently in place during the same time period, 2004, 2005, and
2006. Since the original sample included some overlap of these cases, an
additional 16 limited guardianships were added (n = 56). The additional cases
were not reviewed in their entirety, and only select information was collected.

The sample consisted of 33 women and 21 men (ages were not available
for two cases). Ages ranged from 17 to 100, with a median age of 63.5 years.
The diagnoses of dementia and age-related cognitive disorders represented 42%
of the sample. The sample included 27 limited guardianships and 29 full
guardianships.

Using descriptive statistics, the MMSE scores ranged from 17 to 30 for the
limited guardianship group, with a mean of 25. The MMSE scores ranged from O
to 27 for the full guardianship group, for a mean of 9.97. Although the mean
score for the full guardianship group was much lower, individuals could receive a
score of 27 and still receive full guardianship. Based upon the findings of Folstein

and subsequent researchers, Naugle and Kawczak (1989) recommended that a
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cutoff score of 24 be used to distinguish individuals with cognitive impairments
from those who are unimpaired.

The Social Judgment score for the limited guardianship group ranged from
0 to 4, with a mean of 2.34. For the full guardianship group, it ranged from 0 to 4,
with a mean of 1.20. The Concept Reasoning score for the limited guardianship
group ranged from 0-4, with a mean of 2.49. For the full guardianship group, it
ranged from O to 4, with a mean of .82. The Math score for the limited
guardianship group ranged from 1 to 7, with a mean of 3.95. For the full
guardianship group, it ranged from 0 to 7, with a mean of 1.48. Similar to the
MMSE, individuals could receive a perfect score in any one category and still
receive full guardianship.

For the limited guardianship group, the report ranged from 0 to 151 words,
with a mean of 46.84 words. For the full guardianship group, it ranged from 7 to
233 words, with a mean of 63.83 words.

The limited guardianship group included eight diagnoses of dementia and
three diagnoses of age-related cognitive decline. The full guardianship group
included 18 diagnoses of dementia and none of cognitive decline.

In summary, the data revealed many remarkable findings. The reports of
social workers and psychologists were quite similar in terms of the requirements
of Kentucky law, and stood in contrast to physicians’ reports, which contained
very limited information. None of the reports, however, met all of the
requirements of the law. Ultimately, however, it seemed that juries paid little

attention to the reports of physicians. There was some variation in the format of
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reports between the two counties studied, and social workers in one county were
more likely to recommend limited guardianship than in the other. The majority of
the time, the IDT members agreed on the recommendation, but more than one-
third of the time, there was a difference of opinion. When there was
disagreement, juries most often agreed with the social workers. The
recommendations of psychologists and social workers seemed to be influenced
by the assessment measures they used, but it is still unknown how physicians
make their recommendations. There was, however, a similar, wide variation
between assessment scores, regardless of whether the finding was for full or
limited guardianship. Finally, even when juries found partial disability, judges

often negated this by restricting all rights except for voting.
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CHAPTER V
DISCUSSION
This chapter will discuss the findings of this dissertation as well and
specific examples that illustrate how the guardianship process works in
Kentucky. First, the court procedure will be described. Next, conclusions will be
made and discussed related to the contributions of IDTs in two Kentucky
counties. Finally, both practice-level and policy-level recommendations will be
offered.
The Guardianship Process in Two Kentucky Counties
Court Procedures
The actual jury trial procedures in both counties were generally the same.
In one county, 12 jurors were selected from the jury pool. In the other county, six
or seven jurors were selected from the pool. The case was called, and the judge
introduced all of the parties. The judge explained that it was a disability case that
would be heard and that the respondent had committed no crime. Jurors would
be asked to determine if the respondent was disabled.
A process called voir dire then took place. Voir dire is a process by which
jurors who might have biases that would interfere with their fair judgment of the
case are eliminated. Jurors were asked if they knew any of the parties or the

attorneys, if they felt unable to take away someone’s rights if the facts supported
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it, or if they would be unable to hear the trial to its conclusion due to personal
circumstances. Six jurors were then randomly selected to hear the case and
sworn in. These six jurors were then asked additional questions to find out if they
knew anything about the particular case, the facts of the case, or prior
discussions about the case. All non-participating jurors were then excused. One
judge invited non-participating jurors to remain if they wanted learn how a
disability trial was conducted. It was unknown if any did so.

The county attorney represented the Commonwealth on behalf of the
petitioner. The county attorney presented an opening statement generally
outlining the case to be presented. The guardian ad litem (attorney appointed to
the respondent) then made an opening statement that was not significantly
different. In one county, the attorneys generally waived opening statements.

The county attorney called the social worker to the stand. The social
worker was asked to state his or her name, degree, employer, role as a member
of the interdisciplinary team, and any special training to qualify as an
interdisciplinary team member. The county attorney asked questions about what
the social worker found related to the respondent’s impairments and ability to
care for self and/or finances. The guardian ad litem then questioned the social
worker in a similar manner. Occasionally, the petitioner testified, but this was
more common in County A. One judge asked jurors if they had any questions for
the social worker.

The judge then instructed the jury as to its duty to (a) decide on a

foreperson, (b) consider the testimony and the interdisciplinary reports, and (c)
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find the respondent to be wholly disabled, partially disabled, or not disabled at all.
Attorneys made closing statements. The jury panel was then given the reports
and sent to a room to deliberate. They later returned with a verdict. This process
typically took only a few minutes. The jury was excused unless another case was
on the docket. The judge then appointed the guardian.

Reasons for Petitions

One piece of information that was strikingly absent was the reason why
the petitioner was seeking guardianship. In other words, why now? Although the
petition form asked for the reason, petitioners made general statements, gave
diagnoses as their explanations, or made vague statements that were unclear.
This information should have been presented either in the interdisciplinary report
or in court testimony, but it was not in almost all cases.

Sometimes, this information was elicited through the testimony of the
petitioner. In one case, a family member reported that the respondent’s physician
prompted the family to petition because the person could no longer make
informed decisions about medical care. In a couple of cases, the petitioners
reported that they could not get information about the respondent’s care in a
nursing home or hospital due to the federal Health Insurance Portability and
Accountability Act (HIPAA) regulations. In one case, the family was told by an
APS worker that if she didn't file, the state would, and so she filed to avoid
intrusion by the state. In this same case, there was disagreement, even among
state workers, regarding the need for any type of guardianship, so the reason for

an ultimatum was not evident.
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Knowing the reason for the petition is critical for professionals to suggest
the least restrictive alternative available and for judges to restrict rights minimally.
For instance, if the reason for the petition is to involuntarily admit someone to a
nursing home placement due to caregiver stress, it would be appropriate to
explore alternative ways to support the caregiver such as respite, engagement of
other family members, transportation services, adult day care services, home
health care, housekeeping services, etc. Finding acceptable alternatives could be
supportive to the family as well as allow the client to remain at home longer.
Respondents

There was no indication, either through the written reports or verbal
testimonies, that the purpose of the evaluation and the accompanying legal
process was explained to respondents. If this explanation occurred, failure to
document it was a significant oversight. Although guardians ad litem were
appointed to respondents, there was no indication that the respondents even met
them.

Respondents were frequently not present at proceedings and some
evaluators from County B even commented that their attendance might be
upsetting to the respondents. Sometimes, although reasons were not given, it
was inferred that respondents did not appear in court was because their medical
conditions prevented them from being there, or that their cognitive states were
such that the proceedings would have held no meaning for them. It is important

to make the distinction between causing emotional harm to vulnerable individuals
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and allowing respondents to have normal emotional reactions to the experience
of having their capacity questioned, even if those feelings are upsetting to them.
Jury Trials

The time taken from opening statements to when the case was given to
the jury has not changed much since the findings of Lisi and Barinaga-Burch
(1995), who reported that most hearings did not last longer than 15 minutes.
However, the quality and type of information presented is more important than
the time it takes to do so. One could ask, “How long should it take to justify the
restriction of someone’s rights?” On the other hand, it might be more appropriate
to ask, “How long should it take to get vulnerable adults the help they need to
access services?”

Of more concern was the attitude displayed about the proceedings. In one
case, the county attorney stated, “we’re going perfunctory . . . we're going
through the motions.” One county attorney took the opportunity to encourage all
jury members to contact their state representatives to change the law that
requires a jury trial in all disability cases. A judge stated, “Before we appoint a
guardian, we have to have a very short, summary jury trial.” One judge
explained, “This is a disability case and will be conducted in a rather summary
fashion (the finding for this case resulted in partial disability and so was not an
obviously extreme case).

Kentucky law requires a jury trial in disability cases because of the
seriousness of losing one’s civil rights. However, in extreme cases of disability,

when all members of the IDT and all attorneys agreed that full guardianship was

137



needed, the parties merely went through the motions of the proceeding and
seemed to feel it was a waste of their time. The alternative, however—to forgo
jury trials—carries some risk because it means that elders could lose their civil
rights when three people with no legal training agree that they should.

It has been suggested that another alternative exists which might expedite
the process for people who are very impaired while still offering some legal
protection (Judge P. FitzGerald, personal communication, August 29, 2006). In
cases where the IDT agrees that someone is totally disabled, such as when a
person is in a vegetative state, is noncommunicative, or has lost the ability to
think in any kind of organized fashion, the IDT could submit evidence to the judge
of the need for guardianship, which would include an interdisciplinary report and
any specific recommendations. The respondent's attorney could then submit any
evidence to the contrary, if it exists. The judge would then consider the evidence
and issue a summary judgment (the court makes a decision without a jury trial).
Facts would be presented to the judge, who would apply the law and make a
finding. This would represent a compromise between the current mandated jury
trial for all disability cases, with the need to preserve due process when
considering the potential loss of civil rights. Implementation of this system would
require approval by the state legislature.

Contributions of Interdisciplinary Teams
Roles
Teams do not really function in an interdisciplinary manner. Instead, their

use is more multidisciplinary in nature. There seems to be an assumption, in at
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least one county, that the social workers’ assessments cannot be truly objective if
they are subject to influence by one of the other team members. On rare
occasions, the social worker mentioned having a conversation with either the
psychologist or physician. However, one social worker clearly stated that the
three team members do not typically work together, and “normally don’t even talk
to each other—they [assessments] are done independently.” In actual practice,
there was sometimes disagreement between the social worker and one or two
other team members regarding recommendations, and social workers maintained
their professional positions on the stand.

The process of guardianship involves the nexus of clinical and legal
concepts; however, lawyers and judges do not always understand clinical
concepts and clinicians do not always understand legal concepts. Juries, who are
lay people, do not always understand either. One social worker testified that the
role of the social worker was to assess daily functioning, the role of the physician
was to assess medical issues that might prevent respondents from taking care of
themselves, and the role of the psychologist was to assess mental functioning. It
is unknown if the physicians and psychologists have the same understanding of
this division, or if it is consistent with the views of other social workers. One judge
announced that the guardian ad litem was appointed to look out for the best
interest of the respondent. However, Kentucky law states that the court is to
appoint legal representation, not a guardian ad litem. A guardian ad litem is
accountable to the court; legal representation means that the attorney is

accountable to the client. It might be helpful to clarify the roles of interdisciplinary
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team members and maintain an expectation that they will communicate with each

other. Teams would surely benefit from more communication and exchange of

ideas. It also seems appropriate to include the guardian ad litem as a member of

the IDT in order to provide legal input. Working together might improve their

abilities to find less restrictive alternatives within clinical and legal parameters.
Assessments

Although the subjective impressions that evaluators held of respondents
may have influenced their clinical opinions, psychologists and social workers
clearly used the results of assessments instruments (the subtests of the
Weschler Assessment of Intelligence Scale [WAIS] and the MMSE) to make
recommendations to the courts. However, neither instrument has been validated
for this purpose. The strengths and limitations of instruments used were never
described in written reports or through testimony. That said, however, the current
assessment process seemed to adequately protect the rights of individuals who
fell at either end of the capacity continuum. In other words, the current process
correctly identifies people who are extremely incapacitated and those who are
relatively unimpaired. A more effective way of measuring capacity is needed to
more accurately discriminate them from individuals who fall in the middle.

It is commendable that many professionals used a structured format such
as the MMSE or subtests of the WAIS. However, the validity and reliability of
these approaches did not seem to be considered. The MMSE appeared to be
used in a manner that was inconsistent with its recommended purpose: to screen

for cognitive impairment or to measure cognitive decline over time. The validity
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and reliability of the selected subtests on the WAIS have not been established for
the purpose of capacity assessments.

Social workers consistently administered the Mini-Mental Status Exam
(MMSE) whenever possible. The MMSE is easily administered and widely used
among health professionals as an indicator of cognitive impairment. It takes 5-10
minutes to administer and consists of 20 items that, if correctly answered, can
receive a total score of 30 points. It measures orientation to time and place,
immediate recall, short-term memory, calculation, language, and visual
constructive ability (Molloy, Alemaychu, & Roberts, 1991). It is called “mini”
because it does not include questions about mood or thought disorders (Folstein,
Folstein & McHugh, 1975).

The MMSE can be useful in identifying cognitive impairment and detecting
cognitive decline over time (Folstein, Folstein & McHugh, 1975). Naugle and
Kawczak (1989) found that it correlated with the Verbal IQ (r =.776) and
Performance IQ (r = .660) of the WAIS, which was intended to predict school and
occupational performance (Folstein et al., 1975).

Kim and Caine (2002) have suggested that the appropriate cut off score
for the MMSE depends upon the context of its use and the level of risk involved.
They used a cut off score of 18 (and above) to identify participants capable of
giving informed consent to participate in a research study (Kim & Caine).
However, they suggested that to recruit subjects to participate in a non-
therapeutic study with greater than minimal risk, a cut off score of 26 might be

more appropriate (Kim & Caine).
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The MMSE is helpful in identifying incapacity for scores of 16 and below
and for confirming the presence of capacity in scores of 24 and higher, but it is
not sensitive enough to detect capacity in the middle range. It has a significant
floor and ceiling effect. A floor effect means that an abnormally low score will be
seen in some individuals, not because of cognitive impairment, but because of
factors such as low education or problems with language that are associated with
dementia (Gorman, 2002). A ceiling effect means that an abnormally high score
may be seen for people that are well-educated, even though cognitive
impairment may be present (Gorman).

The MMSE is not useful as a diagnostic tool or as a test of behavior or
function (Gorman, 2002). It is not sensitive enough to measure decision-making
abilities or executive dysfunction (Kapp & Mossman, 1996; Kim & Caine, 2002)
and is not a good predictor of incapacity (Kim & Caine; Moye, Gurrera, Karel,
Edelstein & O’Connell, 2005). There is a relationship between the MMSE scores
and age and education. The median score for individuals 80 years old and older
is 25 (Tufts-New England Medical Center, date unknown). The median score for
individuals with 5 to 8 years of education is 26 (Tufts-New England Medical
Center).

A social worker testified that a MMSE score of 20 was in the “mid to low
range” and on more than one occasion social workers testified that the MMSE
was a measure of a person’s daily functioning and ability to do daily tasks.
Another social worker reported that the respondent had a score 11 months prior

in the “lower high average” (no score given), and that a later test administration
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resulted in a score of 20, and “put her in a much lower category.” However, there
was no discussion of the client’s recent forced change in living environment to a
place where she was very distressed to be away from a close family member and
the effect that might have had on the score. It is easy to over rely upon a number
when trying to assess something as complex as decision-making capacity. It is
not appropriate to testify to the jury about the MMSE score without knowledge of
the tool's strengths, limitations and/or ability to explain them.

Psychologists in County A consistently used an evaluation tool that
consisted of subtests from the WAIS. It included repeating 3 or more digits
forward and 2 or more digits backward, answering four social judgment
guestions, four concept-reasoning questions, and seven arithmetic questions
(Appendix F). The social judgment questions included scenarios such as “if you
found an envelope on the ground with a stamp on it, what would you do.” The
concept reasoning questions included pairs of words in which respondents were
asked to explain their relationship, such as “dog-lion.” Arithmetic questions
included addition, subtraction, multiplication, and division of money used for
everyday products, such as stamps. This tool was taken from the WAIS by a
psychologist and “handed down” to subsequent users. The validity and reliability
of this method are unknown.

Written Reports

In County A, physicians used the AOC 765 form. Their completion of it

was minimal, sometimes obscure, and seldom provided any helpful information

other than to offer conclusions. The AOC form does not lend itself to the use of
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limited guardianships and does not explain the term conservatorship, so these
areas were rarely completed. In one instance, the comments on the form about
the term limited guardianship suggested an understanding that this meant time-
limited, rather than limited in scope. The format encourages the use of
conclusions without asking for supporting information. In County B, each of the
three interdisciplinary members submitted this form to the court.

Psychologists in County A used a narrative format. Their reports included
a Referral and Problem Statement, Background History and Information, Mental
Status Exam, and Summary and Recommendations. Recommendations were
sometimes unclear or suggested a lack of understanding of the legal
ramifications. For instance, in one case, the psychologist wrote that the
respondent was not significantly impaired and was able to make decisions, but
could perhaps benefit from “the guidance of a limited guardian.”

The format used by social workers in County A was based upon the AOC
form, but was written on a computer in a more narrative format. The same
headings were generally used, but social workers provided more information than
there was room for on the AOC form. Although more information was available,
the reports tended to be pro forma and lacked individual specificity.

It was fascinating to learn that interdisciplinary teams used the exact same
AOC form that has been in use at least since 1982. Although our understanding
of capacity has become more sophisticated and the trend is toward the use of

limited guardianships, the AOC form does not facilitate the expression of either.
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Verbal Testimony

Of the three interdisciplinary team members, the social worker was the
only one to testify in court. The social workers testified as to their qualifications,
the MMSE of the respondent, the diagnoses, sometimes a list of medications,
and prognoses. They stated their own conclusions, their procedures, and either
reported the conclusions of the other professionals or read from their reports.
One judge reported from personal experience that in the last 25 years, neither a
psychologist nor physician has ever testified in person.

Based upon verbal testimony, social workers from County A tended to
focus more on functional abilities, while social workers from County B tended to
focus more on decision-making capacity. Of the audio transcripts available,
social workers from County A assessed capacity to make informed decisions
concerning personal affairs in 24% of the cases, and capacity to make informed
decisions concerning financial matters in 20%. Social workers in County A
assessed general intellectual functioning 96% of the cases and social workers in
County B assessed all three areas (personal affairs, finances, and general
intellectual functioning) in 100% of the cases.

In County A the social worker assessed for the ability to carry out daily
tasks and functions, but seldom explained why someone couldn’t do a task.
There was no reference to making informed decisions. It appeared that
recommendations were based upon physical disabilities, regardless of the
assistance available. In fact, one county attorney stressed a need for the ability

to perform functions independently. For instance, in one case, the social worker
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reported that the person could do activities of daily living, but needed assistance
and reminders. However, there was no mention of community resources or family
members who might serve this need in a less restrictive setting. In asking about
the ability to enter into contracts, a county attorney proposed an example of a
movie contract and asked if the person could enter into such a contract without
help. The question seemed ironic, coming from a lawyer, and | wondered who
wouldn’t seek some type of legal advice if they were thinking about signing a
movie contract!

One county attorney suggested that the ability to vote depended on the
client’s ability to read, asked if the client could read and how this was known. The
county attorney advocated for a finding of total disability with a request to the
judge for permission for the person to vote. The judge explained that this right
could only be retained with a finding of partial disability, so the county attorney
changed position and advocated for partial disability.

In one case, the social worker testified that the client did well in the
familiar environment of her own home, and the petitioner reported that the
respondent only needed help with finances, yet the jury found the respondent
totally disabled.

Use of Language

People appeared to have very strong connotations of the terms dementia
and Alzheimer’s. When a person was known to have Alzheimer’s, the court
testimony reflected the idea that they were “suffering from” rather than “living

with” the disease. Themes included descriptions of its characteristic interference
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with short-term memory, inevitable decline, and the need for institutionalization.
Never was there a discussion about quality of life, the slowness of its
progression, or how the person would experience a loss of autonomy.

While the term disability was intended to replace the term incompetent in
the statutes, in actual practice, it has not. Incompetent was excessively used as a
description of someone’s lack of abilities. The term disability, as defined by
Kentucky law, appeared to be commonly confused with the idea of physical
disability. This encourages the logical, but incorrect, assumption that people with
physical disabilities are in need of guardianship.

A social worker described a respondent as completely disabled, but said
that she could do some things with assistance. She stated that the respondent
could walk around and that "she’s just frail.” The county attorney interjected,
“She’s 87-years-old,” and the social worker responded, “exactly” as if the
respondent’s age explained her limitations.

The judge’s instructions to the jury in County A were to do what was in the
best interest of the person. The judge sometimes described respondents as
disabled, but then asked the jury to find if they were (legally) disabled. One judge
generally described a guardian as someone to help another with personal or
financial matters. One social worker explained her goal of making sure a client is
protected. Another social worker always introduced herself at the beginning of
court testimony as an Adult Protection Social Worker. | found myself wondering
how a jury could not find a person legally disabled and deny them the help that

everyone said they needed. In other words, how would jury members morally
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justify (to themselves) a legal finding that a respondent is not disabled if that
meant that no one would be appointed to help him or her?
Less Restrictive Alternatives

Judges need very specific information about functioning in order to issue
the most appropriate order that restricts the fewest rights necessary. One thing
that would be helpful is more detailed information about functional abilities.
Instead of using categories such as Full Guardian and Limited Guardian, judges
should use information about functional abilities to make individualized orders.
For instance, Moye and others found that cases with more detailed clinical
testimony were more likely to have limited orders (Moye et al., in press).
Although social workers frequently reported that there were no less restrictive
alternatives that would be appropriate, there was seldom an indication that this
was given more than perfunctory attention. It was mentioned in reports, but
seldom conveyed any substantive thought.

If more supportive services were available, individuals might be able to
remain in their homes longer, emphasizing use of the least restrictive alternative.
Although our culture values independence, independence is actually an illusion in
our society. We all rely upon others to provide goods or services that we cannot
provide for ourselves. It is not necessary for elders to complete IADLs
independently if there is a service that fills this need and is available, affordable,
and acceptable to the elder. Appropriate services may delay the need for nursing
home placement and extend the time people can live in their own homes (ABA

and APA, 2006). Availability of services will vary across communities (Table 28).
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Recommending Limited or Full Guardianship

In Kentucky, limited guardianships are appointed for a term of five years,
at which point they are reviewed. Full guardianships are appointed for an
indefinite term. One county attorney encouraged the jury to find a person in need
of full guardianship and emphasized that if the person’s functioning improved, the
guardianship could be “set aside.” The county attorney was referring to the
statute that provides for removal of guardians when someone no longer needs
one. However, for all practical purposes, this almost never happens. One county
attorney could not remember it ever happening. In reviewing the records,
individuals in two different instances wrote to the court and asked to have their
guardianships set aside. Their petitions were summarily denied. Five years
seems like a very long to be under a limited guardianship without some type of
formal review of progress made. In several instances, the petitioner sought
guardianship due to some type of medical incident, such as a stroke. The person
improved and the petition was dismissed. But what happens if the person
improves after the guardianship hearing? Their circumstances may not be
reconsidered for another five years. Kentucky Protection and Advocacy has
offered examples of less restrictive alternatives, and these are shown in Table

25.
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Table 25

Examples of Less Restrictive Alternatives that Shou Id be Considered

Homemaker services Transportation

Adult day care Bill paying services

Home health care Representative payee
Medication reminder systems Meals-on-Wheels

Pharmacy delivery Grocery Delivery

Respite for caregivers Adult foster care

Cell phones Case management

Utility company 3" part notification Emergency call system (Lifeline)
Telephone reassurance programs Daily checks by mail carriers
Pets on wheels Personal emergency devices

Authorized family member to make medical decisions in absence of a health care

surrogate

What does “limited” really mean? If decision-making is limited to a broad
area such as personal decisions, what does that mean? In one case, it was
apparent that the petitioner did not understand the concept of partial disability or
limited guardianship. It was explained that this meant the respondent only
needed a little bit of help. But how does that translate into decision-making
authority? In most cases, although the jury found partial disability, the judge
restricted all rights except for voting. When found to be only partially disabled,
judges may restrict decisional authority to determine living situations, consent to
medical procedures, dispose of property, execute instruments, enter into
contractual relationships, and obtain a driver’s license. When such expansive,

general areas are restricted, what decisional rights are left?
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The ABA Commission on Law and Aging and APA (2006) suggested
areas of functional assessment that should be assessed. Moye and others
(2007) reported the use of limited orders identifying specific areas of decision
making to be restricted or retained. Table 26 expands upon this by giving judges
the opportunity to check off the rights retained based upon respondents’ abilities
Table 26

Elements of Limited Guardianships

The respondent retains the right(s) to . . .

Manage and spend up to $ in cash each week/month.

Give gifts and donations up to $ per month.

Manage and use checks up to $

Make or modify a will.

Establish and use credit up to a limit of $

Enter into financial commitments.

Enter into lease agreements.

1
2
3
4
5 | Buy or sell real property.
6
7
8
9

Employ persons to advise or assist.

10 | Give/withhold consent for medications.

11 | Give/withhold consent for other medical treatments.

12 | Choose a healthcare facility.

13 | Admit self to a healthcare facility.

14 | Authorize the release of medical records.

15 | Choose and direct the services of caregivers.

16 | Make or change an advance directive.

17 | Manage medications.

18 | Choose or establish living situation.

19 | Drive or use public transportation.

21 | Establish and maintain personal relationships.

22 | Determine degree of participation in religious activities.

23 | Use the telephone.

24 | Use mail.

25 | Retain legal counsel.

26 | Vote.

27 | Plan a budget and direct expenditures by guardian.
28 | Be left alone up to hours.

29 | Make decisions about legal documents.

30 | Marry or divorce.

31 | Designate a Durable Power of Attorney.
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Practice-Level Recommendations

In order to discuss practice-level recommendations, the subjectively
conceptualized reality of incapacity and how it is assessed must be challenged.
Moye, Armesto, and Karel (2005) described a five-step process developed at the
United States Department of Veterans Affairs to use as a framework for capacity
assessments. It included (a) clarifying the referral, (b) planning the
assessment, (c) conducting the assessment, (d) communicating findings, and (e)
recommending follow up evaluations as needed. However, steps b and ¢ assume
a skill level on the part of practitioners that may not be optimum. Therefore, it is
necessary to expand upon the process.

Clarify the Referral

The first task of the interdisciplinary team should be to identify the deficit
areas of decision-making that have prompted the petition. Petitions contained
only a general description of why a guardian was needed, and Lisi and Barinaga-
Burch (1995) found that a significant event triggered the filing of the petition in
86% of cases. They found that guardianship was often associated with the need
for nursing home placement. This dissertation found that while specific reasons
were usually not documented, some comments included the need for nursing
home placement, the need to make medical decisions, and the need to
communicate with healthcare providers. It is necessary, therefore, to clarify the

specific cognitive and/or functional skills that are in question.

152



Plan the Assessment

Identify the Relevant Concepts of Kentucky Law

Kentucky specifies two domains of behavioral functioning that should be
considered in a guardianship proceeding: personal affairs and financial matters.
The area of personal affairs is broad and includes medical decision-making, the
ability to take care of one’s self, and personal safety. The area of finances is
much narrower and includes money management, wills, selling or buying
property, and contractual agreements. Kentucky also requires consideration of
cognitive functioning, specifically, the ability to make informed decisions. Implicit
in this domain is the judgment used to apply functional skills and abilities. For
instance, the skills of identifying money, doing arithmetic, writing checks, and
developing a budget are not sufficient to compensate for the tendency to
impulsively donate large amounts of money to every charity advertised on
television in a day’s time without regard to the personal consequences.
Identify Skill Deficits that Need to be Assessed

The next step, therefore, should lead to an assessment of the
respondent’s understanding of the situation and the concerns of the petitioner.
The functional domain in question should be identified (personal affairs, financial
matters) as well as the related functional skill areas. Probably the most
commonly encountered situation is that of a person who lives at home alone, and
family members fear that the person cannot do so safely. Because independent
living requires such a wide range of skills, it can be particularly challenging to

assess (Moye, Armesto, & Karel, 2005). It is important to define general deficits
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as specific skill areas in order to recommend the least restrictive alternative
available.

To assess the ability to give informed consent to medical care, the
evaluator must determine the client’s understanding of the situation, appreciation
of how the information is personally relative, ability to process and evaluate this
information in order to consider alternatives and consequences, and ability to
make a choice and communicate it to others (Grisso & Appelbaum, 1998). These
cognitive skills may not be easily identified because of individual and group
differences in decision-making styles.

Financial matters seem to be more concretely defined and thus somewhat
easier to assess. For instance, the realm of functional abilities that fall within the
area of financial matters is much narrower than those that fall within the area of
independent living.

Identify how Each Skill Area will be Assessed

A number of tools are available to aid in capacity assessments. Because
executive functioning involves a complex set of skills, there is no single
instrument that can, or should, be used to assess it. However, the identification of
possible skill deficits through clarification of the petition can help the evaluator
choose the most appropriate way to assess it. Methods of assessment should be
reported with the results and include discussion of what it is intended to measure
and any known limitations of the method. The names of some ADL/IADL Rating
Scales include the following (ABA & APA, 2006):

1. Adult Functional Adaptive Behavior Scale (AFABS)
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2. Barthel Index

3. Direct Assessment of Functional Status (DAFS)

4, Functional Independence Measure (FIM)

5. Index of ADL (“Katz”)

6. Kenny Self Care Evaluation

7. Multidimensional Functional Assessment Questionnaire (MFAQ)

8. Philadelphia Geriatric Center Multilevel Assessment Inventory (MAI)
9. Physical Self-Maintenance Scale

The Independent Living Scales (ILS) is one of a number of tools that was
specifically designed to assess legal capacity (ABA & APA, 2006). Itis a
structured tool comprised of 70 items within five subscales: memory and
orientation, managing money, managing home and transportation, health and
safety, and social adjustment. The scores can be summed to gain an
understanding of the individual's capacity to function independently (Bell-McGinty
et al., 2002).

The Assessment

Explain the process. Because the assessment is court ordered,
respondents do not have the option to consent; however, evaluators should
explain to respondents the purpose of the evaluation and assessment methods.
Respondents have the right to know what is happening to them and why. They
should also be informed that communications with the evaluators are not

confidential or privileged.
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Conduct the assessment . The goal of the assessment is to make a
recommendation to the court as to the respondent’s ability to make informed
decisions about personal affairs and financial matters.

IDT collaboration . At this point, it may be helpful for interdisciplinary team
members to communicate with each other, raise questions, discuss findings, and
explore appropriate services. Once skill deficits are identified, it is possible to
seek alternative ways to compensate for them. The presence of deficits alone is
not sufficient to warrant guardianship. Social workers in County A in particular
testified that their role was to assess daily functioning and the ability to complete
tasks. But the assessment should not stop there. Everyone has skill deficits in
some areas of life. The presence of deficits does not mean that we need
someone to make decisions for us. The next step must be to (a) identify
appropriate services or modifications to the environment that would compensate
for the deficit, and (b) determine if the respondent is willing to accept such
services or modifications. For instance, if someone is not able to do activities of
daily living, and no community resources are available to assist the client, it may
be that a nursing home is the least restrictive alternative. However, if the client
acknowledges the functional limitations and accepts nursing home placement, a
substitute decision maker is not warranted. This situation occurred in more than
one instance, according to the audio transcripts. However, while advocating for
guardianship, the question was asked of the witness, “If _ changed her mind
and decided to leave the nursing home, would she be free to do so? And if she

left, would she be at risk?”
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Synthesis of Data and Communication of Findings

All available information can now be considered and a clinical judgment
can be made regarding the respondent’s abilities and the need for a substitute
decision-maker. A report can be submitted to the court that includes
recommendation regarding the services that are needed and the client’s ability to
accept or refuse them. Detailed information about the client’s abilities and
inabilities will assist the judge in restricting the fewest areas necessary.
Recommendations for Follow Up Evaluations

Although deficits and problems were identified, matching services or
treatment was seldom mentioned. Interdisciplinary team members frequently
listed different diagnoses for the same respondent, leading one to wonder which
illnesses were being treated. In one case, the social worker was asked on the
stand to name the current medications being taken by the respondent. The
County Attorney asked if any of those medications was used to treat Alzheimer’s
disease, and the social worker answered ‘no.” Although there was no follow up
discussion of this, it would have been helpful to understand the rationale.

Practice level recommendations are summarized in Table 27.
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Table 27

Summary of Practice-Level Recommendations

1

Clarify the ‘why now’ question to understand why a substitute decision-
maker is believed to be needed.

Identify the functional areas related to the reason for the referral.

2
3

IDT members should choose discipline-appropriate assessment tools that
best measure the functional areas in question.

IDT members should use assessment tools with full understanding of their
strengths and limitations.

IDT members should include the assessment measures used in all reports.

Social workers should support all conclusive testimony with facts.

~N (O 01

IDT members should communicate and discuss their findings with each
other.

The guardian ad litem should be considered part of the IDT.

© |00

The social worker’s role should include assessment of the following areas:
ability to do ADLs and IADLSs, resources available to compensate for client’s
deficits, as well as the client’s willingness to utilize these resources; what the
client needs to compensate for behavioral limitations that is not available in
the client’s chosen living arrangement; the consistency of the client’s choices
with lifetime values and preferences; and recent APS history.

10

The psychologist’s role should include assessment of the following areas:
psychiatric disorders, prognosis, decision-making style, history of decision-
making effectiveness; decisional strengths and limitations; what the client
needs to compensate for cognitive limitations, and an opinion about the
potential psychological impact of guardianship.

11

The physician’s role should include assessment of the following areas:
medical disorders; prognosis; recommended treatment for all medical
conditions; client’s preferences regarding recommended treatment; ability of
client to give informed consent; and an opinion as to whether attendance at
the hearing would be harmful to the client’s health.

12

It is suggested that the guardians ad litem be responsible for assessment of
the following areas: legal alternatives available; presence and limitations of
any powers-of-attorney or durable powers-of-attorney; history of their use,
and ability to vote based upon the Doe standard.

Policy-Level Recommendations

Using a social constructionist viewpoint, recommendations will consider

the areas of the socially-defined decision-making model, the use of language,
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and the institutionalized definition of full and partial disability. A number of policy-
level recommendations are presented and discussed.

A shift from a best interest model to a substituted decision making model
would be more respectful of individuals’ choices and values, and less vulnerable
to ageism. Recall that in a best interests model, the state is responsible for the
protection and care of people who are unable to do this for themselves due to
some type of disability. The state takes the role of parent and makes decisions
that are believed to be in the citizen’s best interest. This model is inappropriate
because it requires that older adults who have become incapacitated be
relegated to the status of children for whom care must be provided.

In a substituted decision making model, the state designates someone to
make decisions based upon what the person with the disability would make, if
able to do so. Instead of doing what is in someone’s best interest, substitute
decision makers must consider the values, culture, and core beliefs of the
persons and any statements or actions made in the past (when they were
capable of making their own decisions), and make the choices believed to be
what that person would make. A substituted decision making model
acknowledges and respects the personal lifestyles of individuals and strives to
preserve them.

The Massachusetts Supreme Judicial Court determined that all citizens
are entitled to the human dignity of being able to accept or reject medical
treatment choices, and this right is extended to persons with and without capacity

because the principle of human dignity applies to both (Fleischner, nd). Some
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would say that a substituted decision making model is illusory and that there is
no evidence that we can predict what another would decide. However,
respondents are entitled to have their choices respected when those choices are
known, and when they are not known, a best-interest model is justified.

Language reflects and shapes the social constructions of society. Use of
language such as guardianship and best interest connotes certain assumptions.
It is suggested that the current distinction between guardianship and
conservatorship is unnecessarily confusing to lay people. In fact, the term
guardianship could be replaced with the term surrogate decision maker. The term
surrogate parallels the substituted decision making model. The term guardian
parallels a parens patriae model which conjures the notion that someone needs
to be cared for by others.

The distinction between full guardianship and limited guardianship
reflected the Kentucky legislature’s intent to consider capacity on a continuum of
functioning rather than view it as an all-or-nothing concept; however, in practice,
the only distinction between the two is that the right to vote is retained in limited
guardianships. Recall that it is the jury’s responsibility to find that someone is
partially disabled, or wholly disabled (or not disabled at all). Once the jury finds
someone to be partially disabled, it is the judge’s responsibility to determine
which rights will be restricted. Almost all of the time, in cases of partial disability,
the judge restricted all rights except the right to vote. The judge, therefore,
restricted the ability of the respondent to manage both personal affairs and

financial matters. This left little distinction between partial and wholly disabled,
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and individuals lost both the right to manage personal affairs and financial
matters.

Finally, perhaps the most logical way to avoid the weaknesses in the
current guardianship system is for individuals and families to think about what the
future may hold and to plan for it. For instance, people may designate in advance
certain family members or specified others to act as their decisional surrogates
when the need arises. People may put their personal preferences and values in
writing to help surrogates know what their choices might be. They may execute
advance directives to guide future healthcare decisions and wills to direct the
distribution of assets. But the reality is that most people do not understand what
legal processes may potentially happen to them, and it is difficult for many to
think about the possibility of their own loss of decision-making abilities. A public
service campaign could help make the topic more comfortable to talk about and
educate the public about their options. These recommendations are summarized
in Table 28
Table 28

Summary of Policy-Level Recommendations

1 Use a substituted-judgment model as primary, and a best interest model as
secondary (when there is no knowledge of the respondent’s preferences), to
guide the assessment and court procedures. .

Replace the term guardian with the term surrogate [decision-maker]

w N

Replace the ill-defined categories of partially disabled and wholly disabled
with a true continuum model in which a surrogate is appointed to make
specific types of decisions (i. e., consent to nursing home placement, access
confidential medical records, make medical treatment decisions, determine
living arrangements, sell real estate, etc.).

4 | Develop a public service campaign to educate the public about guardianship,
increase the use of advance directives, durable powers-of attorney, standby
guardians, and other legally sanctioned advance-decision-making tools.
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Finally, the Kentucky Protection & Advocacy group has suggested a

number of options that may help elders delay or avoid guardianship:

1.

Supportive social services. Programs such as meals-on-wheels, adult day
care, housecleaning services; medication reminders, pharmacy delivery,
transportation, and grocery delivery can help to compensate for deficits in
ADLs and extend the time adults are able to live in their own homes.
Bank Account Requiring Co-Signatures. As the name implies, a bank
requires the signature of the person and a specified other, providing some
measure of protection from exploitation.

Bill Payer Programs. When clients maintain some capacity for financial
matters, but need help organizing bills and paying them on time.

Respite care. To provide in-home care for short periods of times in order
to alleviate the stress placed upon long term, family caregivers
Psychiatric Advance Directives (PAD): Specifies the psychiatric treatment
that a person would choose if the person becomes unable to make this
decision.

Representative Payee. A government agency such as the Social Security
Administration or Veteran’s Administration designates and individual to
receive and manage the funds received from that agency.

Durable Power of Attorney. Allows a person to appoint an individual to
make certain decisions on his or her behalf, even after becoming

incapacitated.
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8. Living Will Directives (for healthcare). Makes decisions in advance about
life-prolonging treatment; artificial nutrition and hydration; and designation
of a healthcare surrogate to make healthcare decisions.

Concluding Remarks

Overall, Kentucky’s laws for how assessments for elder guardianships are
to be conducted constitute a strong start toward the Commonwealth’s elders
being treated with more respect and losing fewer rights. One problem is that the
laws in place are not fully or consistently implemented. Another is that the public
is woefully uninformed about guardianship procedures and what could happen to
them if they do not have their wishes codified in advance. Both problems must be
addressed if elders are to be treated with the respect they deserve.

| would like to conclude by presenting a case that has continued to haunt
me, in hopes that it will illustrate how the guardianship process can affect people.

Mrs. A was a widow in her late 80s who lived with her adult son. Her husband

had died a few years earlier, and her only other family was a daughter who lived

in another state. Mrs. A was an educated woman who lived comfortably on her
husband’s pension. She was proud of her husband’s profession and took pride in
the fact that she had been his wife all of her life. Mrs. A’s adult son was reported
to have some mental health issues and problems with substance abuse. He had
been physically abusive to Mrs. A over the last 20 years. There was a recent

incident in which the son became angry over needing to help his mother read a

prescription bottle, and he left a bruise on her arm. The son was arrested and

spent a few days in jail. APS investigated the situation, substantiated physical
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abuse, and contacted Mrs. A’s daughter. APS told the daughter that she needed
to file for guardianship in order to move Mrs. A to an assisted living situation and
keep her away from her son. She was also told by APS that if she didn’t file for
guardianship, the state would. The daughter testified that she didn’t want the
state involved, so she petitioned the court for emergency guardianship, which
was granted.

Mrs. A was moved to an assisted living facility, where the social worker
interviewed her. Mrs. A was extremely depressed and tearful about her living
situation. She wanted desperately to return home to her son. She said, “He
needs me. He didn't mean to hurt me.” She explained what had happened and
why her son’s actions, which she felt were exaggerated by others, were justified.
Her story remained consistent with everyone she told.

The social worker completed the assessment and ultimately
recommended that Mrs. A be appointed a conservator to help her with financial
decisions, and a limited guardian to help her with medication management.
There was a great deal of conflict between the social worker (who recommended
limited guardianship) and the APS social worker (who recommended full
guardianship).

The issue became an emotional one, as one social worker wanted to
respect Mrs. A’s autonomy, believing that her choice to remain with her son was
consistent with her personal values since the situation with her son had been
occurring over the last 20 years. The other social worker wanted to rescue Mrs. A

from a potentially dangerous situation. She believed that Mrs. A would be killed
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by her son if she was allowed to return home to live with him. Both testified in
court.

The psychologist assessed Mrs. A and found her able to make personal
decisions. Also concerned about the adult abuse, the psychologist recommended
she not live with her adult son, but acknowledged that this relationship was
extremely important to Mrs. A and she seemed capable of making this decision.
The psychologist ultimately recommended that although she seemed capable of
making her own decisions, she could surely benefit from some “guidance” in this
area.

The physician assessed Mrs. A and seemed puzzled that her decision-
making ability was being questioned. She found her capable of making both
personal and financial decisions. However, the physician noted that the son had
been violent and the physician expressed concern about her living there.

The administrator at the assisted living facility advocated for Mrs. A in her
meeting with the social worker. The administrator acknowledged the risk at
home, but was quoted as saying, “This place is killing her.” She wanted Mrs. A to
be allowed to return home.

Mrs. A attempted to advocate for herself, as well. In a calm, clear voice,
she told anyone who would listen that she wanted to return home to live with her
son. She said that they took care of each other. She acknowledged that he got
angry sometimes, but she minimized this and emphasized their close
relationship. It was obvious that she loved him very much. She said that all they

had was each other. Mrs. A wrote an eloquent letter to the judge pleading with
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him to let her go home. She expressed very well the depth of her emotion and
how important this was to her. She conveyed her pain and desperation. In court,
Mrs. A testified; however, her guardian ad litem treated her like a child on the
stand. She repeatedly kept asking if she could read a statement she had written
and was told she could not. When she asked why, her guardian ad litem became
flustered and said, “You just can’t. It's against the rules.” The judge allowed her
to read the statement after the hearing was over. It was similar to the letter she
had sent the judge.

The jury found Mrs. A to be partially disabled. The judge restricted all of
her rights, except the right to vote. She was not allowed to choose where she
would live, and she was not allowed to go home ever again. The last page in the
file was her obituary. She died three months after the trial.

What was accomplished here? Assessments by three people indicated
that Mrs. A was capable of choosing where she should live. All of them
expressed concern about her living with violence. Mrs. A presented herself to
others as a kind, elderly woman, but she triggered in some the desire to take
care of her and keep her safe. The APS worker was so worried about it, that she
used every mechanism at her disposal to protect Mrs. A from harm. If Mrs. A had
been 20 years old and living with domestic violence, | don’t believe there would
have been the same outcome. Mrs. A lost her home, her son, and her dignity. |

can only imagine the sadness she felt at the time of her death.
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The case of Mrs. A is representative of the tension between autonomy and
beneficence and the need to improve how we address the needs of elders who
do not clearly fall at either end of the capacity spectrum.

| began this dissertation by describing the problem faced by Mrs. A and
many others. How should society determine when someone’s declining capacity
to make decisions tips the scales to the point where the need to provide safety
and protection prevails over the right to personal autonomy? When do decisions
or personal choices exceed the limits of what is socially unacceptable? As baby
boomers age, social workers will be faced with such questions more and more
often. Older adults will increasingly face this situation. As the population of elders
steadily rises, the dilemma of when to intervene in the lives of others will also
increase. The families of older adults and the people who provide professional
services to them will need to cope with the tension between wanting to intervene
with family members experiencing cognitive decline, while also trying to preserve
their dignity and freedom. It is hoped that this dissertation has contributed to the
understanding of the guardianship process in two Kentucky counties and can in

some way improve how it is experienced by elders in the future.
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Appendix A
COMMONWEALTH OF KENTUCKY
DISTRICT COURT
DIVISION ___

In Re All Disability/Guardianship Cases In Division
(All cases bearing an ‘H’ designation in Division )

GENERAL ORDER
REGARDING ACCESS TO RECORDS
FOR RESEARCH PURPOSES

This matter having come before the Court, sua sponte, and the Court finding that
Laura Gibson is seeking information in preparation of her doctoral thesis in social work
at the University of Louisville; that Ms. Gibson is an experienced social worker
employed by Eastern Kentucky University and currently providing services under
contract to the Commonwealth of Kentucky Cabinet for Health and Family Sertates; t
she is knowledgeable of the laws of confidentiality; and that the study to be conducted by
her will tend to advance the interests of persons with disabilities; it is

ORDERED that all case files, including all documents therein, and all records of
the proceedings of disability cases now pending or heretofore adjudicated in Division
ofthe _ District Court, including transcripts or recordings of the trials and rsearing
thereof, shall be made available to Laura Gibson during normal business hours for her
review and copying, the cost of said copies to be borne by Ms. Gibson;

ORDERED that Laura Gibson shall not disclose the style of any particular case
e.g.,In re John Doeor otherwise disclose such information as may tend to identity the
respondent or any other individual as to a particular case in her study or dissertation,

however, in her study Ms Gibson may refer to individuals involved in a particular case by

some other method, such as their discipline or party designation, e.g., petitioner,
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respondent, guardian-ad-litem, psychologist, etc., this Order neither to be construed as
prohibiting the disclosure of the identity of individuals who consent to the disclosure of
their names, nor as prohibiting the disclosure of the identity of professionals (gforne
social workers, psychologists and the like) interviewed by Ms. Gibson regarding their
opinions on matters of a general nature, notwithstanding that said professionals may have
been involved in one or more Division disability cases; and

FURTHER ORDERED that Laura Gibson shall assent to the terms of this Genera
Order and submit herself to the jurisdiction of this Court for purposes of enforcement
thereof, any violations to be treated as contempt of a court order.

This General Order shall be effective until May 31, 2007, but may be extended by
further Court Order upon proper application.

This __ day of July, 2006.

JUDGE
District Court

Under penalty of perjury | declare that | have read the terms of the above Orders and

understand them. | further agree to be bound by these Orders and submit myself to the
jurisdiction of the Court for purposes of enforcement.

Date:

Laura Gibson
Sworn and subscribed before me this __ day of , 2006.

Deputy, County Court Clerk
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Appendix B

AOC-765 Doc. Code: RIET
Rev. 3-03 05-9-2007 0848 am
Page 1 of 3 Ver. 1.01

Commonwealth of Kentucky
Court of Justice www.kycourts.net

Report of Interdisciplinary

Case No.

Court

County

KRS 387.540 Evaluation Team
COMMONWEALTH OF KENTUCKY )
PETITIONER )
)
VS. )
)
)
RESPONDENT )

We, the undersigned, hereby report to the couiclsvs:

1. That the nature and extent of the Responddig&bilities may be described as follows:

2. that THE evaluations ordered regarding the Redpoat are current and were performed and

signed by the following individuals:

Evaluation Name Title

Date Performed

Intellectual

Physical

Educational

Adaptive Behavior

Social Skills
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AOC-765 Doc. Code: RIET
Rev. 3-03
Page 2 of 3

3. That guardianship

Is needed for the following reason:

Is not needed for the following reason

4. That the recommendation(s) of the type, scapé,duration of guardianship for the Respondeatas/
as follows:

5. That conservatorship:

Is needed for the following reason:

Is not needed for the following reason

6. That the recommendation(s) of the type, scapé,duration of conservatorship for the Respondent
is/are as follows:

7. That the social, educational, medical, andb#itetive services currently being provided to the
Respondent are as follows:

8. That appropriate alternatives to guardianshiggervatorship:

Are available (explain)

Are not available (explain)

9. That the recommendations and reasons as tadkeappropriate treatment or rehabilitation plad a
living arrangement for the Respondent are as falow
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AOC-765 Doc. Code: RIET
Rev. 3-03
Page 3 of 3

10. That for the Respondent to attend the heanintpe petition filed herein:

Would subject him/her to serious risk of physicatm.
Would not subject him/her to serious risk of pbgsharm.

11. That appended hereto is a list of all mediceticurrently being given the Respondent on a icoatis

basis, the dosage of the medication, and a deiseript its impact upon the Respondent’s mental and
physical condition.

12. That any dissenting opinions or other commardsas follows:

Date Signature afdnsed Physician

Signature of Licensed/Certified Psyolgist

Signature of a Social Worker with
Graduate Degree in Social Work

Signature of Other

Name of Facility or Agency

Address

Telephone Number
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Appendix E

Guardianship Evaluation Review Instrument and Codeb ook (GERI Mod)
(Based on GERI by Moye, 2006; Variable names in bold)
Variable names that begin with
D = Demographics, P = Physicians, Y = Psychologists, S = Social Workers, and A = Audio Recording

1. Subject D_ID

Demographics Found Anywhere in the File  (Variable names begin with D)

2.DGender 1Female 2 Male 3 Unclear 3. DAge
4 Current Place of Dresidence 5 Drace
1 Home or apt (alone) 1 American Indian/Alaska Native/First Nation
2 Home or apt (living with others) 2 Asian
3 Nursing Home 3 Native Hawaiian or other Pacific Islander
4 Medical Hospital 4 Black or African American
5 Psychiatric Hospital 5 White
6 Hospital, not sure what type 6 Other
7 Assisted Living or Personal Care Home
8 Unclear
6 Dethnicity 7 DMarital Status
1 Hispanic or Latino 1 Married
2 Not Hispanic or Latino 2 Unmarried
3 Unclear
8 Does AIP have living adult Dchildren ? 1 Yes 2 No (If no, skip to 14)
9 Do any provide assistance/Dsupport to AIP? 1 Yes 2 No
10 Do any live within the DSame county as AIP 1 Yes 2 No
11 Do any live, not in same county, but DWithin KY 1 Yes 2 No
12 Do any live in DAnother state? 1 Yes 2 No
13 DUnable to determine 1 Yes 2 No

Information from the Petition

14 DPetitioner | 15 DReason for the petition (legal cause of incapacity)
1 Family l 1 Lacks capacity to provide for physical health and safety (including but not limited to
2 Friend health care, food, shelter, clothing, or personal hygiene).
3 CHFS 2 Lacks capacity to manage property effectively.
4 Unclear 3 Bothland?2
5 Other 4 Unclear
5 Other

IP’s Financial Resources

17 DRealProp 1 Yes 2 No (Skip to 19) 3 Unclear (Skip to 19)

18 DProWorth, Net worth of the property $

19 Dincome (Earned) Monthly: $ 24 Dcar

20 D_DSS Monthly: $ tves 2N 3 g”s‘i('ﬁ)atro 2.
21 D_SSDlor SSI Monthly: $ 25 DcarWorth

22 DPension Monthly: $ Car net worth $

23 DOther Monthly: $
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Information from the

Interdisciplinary Report

PHYSICIAN'S REPORT
(Variable names begin with P)

26 PMDCredentials
1 M.D. 2 D.O.

27 PQuall (Does #26 =1 or 27?)
1 Yes 2 No

3 Other

28 PWords: words

29 PFormat of Report

1 Narrative
2 Form AOC-765
3 Other form

30 PHowold is report at date of trial?
1 Three months or less

31 PQual2 (Does #30 = 17)

1Yes 2 No

2 Older than three months

32 PClinical examination procedures described?

1 Yes

2 No (Skip to 48)

33 Client PInterview

38 Reported by PPetitioner 43

POthercon Other Consult

34 PMental Status 39 Directly PObserv 44 PNone stated or Unclear
35 PTesting testing 40 Pnursing Staff Interviewed 45 PMMSE
36 PCT/MRI of brain 41 PPsychiatrist Consult 46 PstdTool2
37 PFamily Interviewed 42 PNeuro Consult 47 PstdTool3
48 P_DX Diagnosis stated 49 PDementia 53 P_ETOH use
50 PDepression 54 PBipolar disorder

1 Yes (Circle all that apply)
2 No (Skipto 51)

51
52

PSchiz

Pdelirium

55
56

PMedical conditions
POtherDX

57 PQual3 Is #48 Yes?
1 Yes 2 No

58 PMedHX described?
1 Yes
2 No (Skip to 56)

59 Date of POnset 61

60 PCourse of illness 62

PPastTX, Past treatments tried

PPastServ , Past services tried

63 PQual4 Is #58 Yes?

1 Yes 2 No
64 PCurrTX, Current TX 65 PCurrMeds Current meds 67 PRectxserv Recommended
described? treatment or services

1 Yes (Circle all that apply)
2 No (Skip to 62)

66 Current tx or psychological
services
Ptxserv

68
69

PCurLiv, Current living situation

PAIPsPref, AlIP’s preference
regarding services/med tx

70 PMedimpact Isthe
effect of current meds on
mental condition or
behavior described?

1 Yes

2 No

71PQual5 Is #64 Yes?
1 Yes 2 No

73

1 Yes
72 PQual6b Is #67 Yes?
1 Yes 2 No

PQual7 Is #70 Yes?

2 No
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Are Cognitive or Psychiatric Symptoms Described?
Circle all that are indicated

74 PCognition [memory, comprehension, insight, judgment, orientation]

75 PConscious ness [arousal, attention, coma]

76 PPsychosis [hallucinations, delusions]

77 PMood [depressed, anxious, poor modulation]

78 PDecision making [understanding, appreciation, reasoning, expression of choice]

79 POtherCog

80 PQual8 Do ANY of the preceding cognitive sxs = circled ? (74-79)
1 Yes 2=No

Functional Status: Which of the following Activitie s of Daily Living (ADLs) are described?
Circle all that are indicated, 1 = Yes, 2 = No

83 Pdressing 86 PTransfer, infout of bed/chair
81 PEating 84 PBathing /grooming 87 PContinence
82 PToileting 85 PWalking 88 PNOADL, None mentioned

Which of the following Instrumental Activities of D aily Living (IADLSs) are described?
Circle all that are indicated, 1 = Yes, 2 = No

89 PMoney 92 PTrans portation 95 PPhone
90 PHomecare 93 PMeals 96 PShopping
91 PHealthcare / Taking meds 94 PComm unication 97 PNolADL indicated

98 PQual9 Do ANY of the following = 1 (yes)? [81-87 and 89-96]
1 Yes 2=No

Conclusive Statements

99 PConPers Quality of Assessment Information (Related to personal affairs — physical health, safety,
health care, food, shelter, clothing, personal hygiene). Check one statement which best reflects the
quality of information provided.

No conclusions stated; no evidence that this was assessed.

Conclusions made, but no substantiation provided. (e.g., “cannot take meds”).
One example provided to support conclusions, no abilities described.

More than one example provided to describe deficits, and abilities also described.

A WNPE

100 PConfinan Quality of Assessment Information (Related to the area of finances). Check one statement
which best reflects the quality of information provided.

No conclusions stated; no evidence that this was assessed.

Conclusions made, but no substantiation provided. (e.g., “cannot manage money”).
One example provided to support conclusions, no abilities described.

More than one example provided to describe deficits, and abilities also described.191 P

A WNPE

101 PQuall0 Does either #99 or #100 = 1 or 2?
1 Yes 2 No
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102 PadapBeh

Are any specific examples of how adaptive
behavior or modifications to the environment have

103 PQualll

Does #102 = 1?

helped the AIP to compensate for functional 1 Yes 2 No
deficits? 1=Yes 2=No
104 P_AIPStrengths 105 PQual12
i ’ 2
Is there any mention of the AIP’s strengths ~ Does #104 = 17
1=Yes 2=No 1 Yes 2 No

Social Functioning: Which of the following ADLs are

described?

Circle all that are provided,

106 POppor tunities for socialization

107 Social Pskills

108 PEconomic wellbeing

109 PLiving environment

110 Risk of PAbuse, neglect, exploitation
111 Caregiver burden PCgburden

112 PCultural beliefs

113 PResources available in the area

114 PFamily involvement

115 PChfamily, Church-family involvement (parishioners)

116 PFormal supports [APS, home health, therapist church
leader

117 Availability of PNeighbrs

118 Availability ofTransportation PTransAv

119 Advance PAdvDir

120 PQuall3 Are ANY of the above circled? [106-119]

1 Yes 2 No

Less Restrictive Alternatives (LRA), Physicians’ Re

commendations, & Specific Impairments

121 Description of P_LRA tried or Circle all that are indicated
considered. 123  Power of Attorney (P_POA)
124  Additional support from PEIdServ
1=Yes, 2=No 125 Additional support from PFriends
126 Representative PPayee
122 PQuall4 Does #121 =1 (yes)?] | 127 POtherAlt ernatives
1 Yes 2 No
Physician’s Recommendations 128 PGuardianship Which recommendation was made?
(Circle only one)
1 None
2 Limited guardianship OR limited conservatorship
129 PQuall5 Is one of these 3 Limited guardianship AND limited conservatorship
circled? (1-6) 4 No guardianship, full conservatorship only
1 Yes 2 No 5 Limited guardianship and full conservatorship
6  Full guardianship
7 No recommendation made
130 Was a Duration of Term 131 PQuallé
recommended? PDuration Does #130 = 17? 1 Yes 2 No
1 Yes 2 No
Specific areas of impaired functioning | 132  PAIl areas
(circle all that apply) ) 133 Medical decisions (PMedDecisions)
134 Financial decisions (PFinanDecisions)
138 PQuall7 135 PPersonal care
Are ANY of these items circled? (132- | 136  Living situation (PLivingSit)
137) 1 Yes 2 No 137 Other impaired functions (POtherFunc)
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PSYCHOLOGIST'S
REPORT

(Variable names begin
with Y)

Psychologist’s Credentials (Circle all that apply)

140
141
142
143
143
144

Licensed Psychologist

Certified Psychologist

Other

145 YQuall
Is at least one of the above circled?
1 Yes 2 No

Licensed Psychological Practitioner
Certified Psychologist with Autonomous Functioning

Licensed Psychological Associate

YLicPsy
YLicPsyPrac
YCerPsyAuto
YCertPsy
YLicPsyAssoc
YOtherPsy

147 YFormat of Report

148 YHowold is report at date of trial?

146 Length: __ YWords 1 Three months or less
1 Narrative 2 Older than three months
2 Form AOC-765
3 Other form 149 YQual2 Does #148 = 1
1 Yes 2 No
150 YClinical Circle all that are provided
Are the clinical
examination 151 Client interview Yinterview 160 Neurologist consult YNeuro
procedures 152 Mental status YMental 161 Other YOthercon
described? 153 Psych testing YTesting 162 None stated/unclear YNone
1=ves 22No| i e Yramly | ey YSuTool
(Ifnot, skipt0 166) | - 156 Reported by petitioner  YPetitioner 104 YStdTool3
157 " Direct observation YObserv 165
158 Nursing staff interview YNurse
159 Psychiatrist consult  YPsychiatrist
166 Y_DX Circle all that are provided
Is a diagnosis . )
provided? 167 Dementia/AD/VD YDementia 171 Alcohol use YETOH
_ _ 168 Depression YDepression 172 Bipolar disorder YBipolar
1=Yes 2=No 169 Schizophrenia  YSchiz 173 Medical conditions YMedical
(If not, skipto 176) | 170  Delirium YDelirium 174 Other YOtherDX
175 YQual3 Does #166 = 1? 1 Yes 2 No
176 YMedHX Circle all that are provided
Is medical history
described? 177 Date of Onset YOnset
_ _ 178  Course of lliness YCourse
1=Yes 2=No | 179  pastTX tried YPastTX
(If not, skip to 159) 180 Past services tried YPastServ
181 Yqual4 Does #176 =17 1 Yes 2 No
182 YCurrTX Circle all that are provided
Is current treatment o
described? 183 Current medications YCurrMeds
_ _ 184 Current tx/ psychosocial YTxServ
(|1f ;cIe:kip %o_llf\slg) 185 Recommended services/med tx YRecb.(Serv
' 186 Current living situation YCurLiv
187 AIP’s preference regarding YAIPsPrefer
services/med tx
188 Ymedimpact 189 YQual5 Does 182 =17 191 YQual7 Does #188 =1
Is the effect of current meds on 1 Yes 2 No
mental condition or behavior 1 Yes 2 No
described? 190 YQual6 Does #185 =17
1 Yes 2 No 1 Yes 2 No
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Are cognitive or psychiatric Circle all that are provided
symptoms described?

192  Cognition [memory, comprehension, insight, YCognition
judgment, orientation]

193 Consciousness [arousal, attention, coma] YConscious

194  Psychosis [hallucinations, delusions] YPsychosis

195 Mood [depressed, anxious, poor modulation] YMoods

196 Decision-making [understanding, appreciation, | YDecision
reasoning, expression of choice]

197  Other Cognitive Symptoms YOtherCog
198 YQual8
Do any of the above (192-197) = 1? 1 Yes 2 No
Functional Status Circle all that are provided
Which of the following
ADLs are described? 199 Eating YEating
200 Toileting YToileting
201 Dressing YDressing
202 Bathing/grooming YBathing /grooming
203 Walking YWalking
204  Transfer In/Out of bed/chair YTransfer In/Out of bed/chair
205 Continence YContinence
206 None mentioned YNoADL None mentioned
Which of the following Circle all that are provided
IADLs are described? 207 Money YMoney
208 Home Care YHomeCare
209 Health Care/Taking medications YHealthCare
210 Transportation YTrans
211 Meals YMeals
216 YQual9 Are ANY of 212 Communication YComm
the following circled ? (199- | 213 Telephone YPhone
205 or 207-214) 214  Shopping YShopping
1 Yes 2 No 215 None mentioned YNoIADL None mentioned

Conclusive Statements

217 YConPers Quality of Assessment Information (Related to personal affairs — physical health, safety,
health care, food, shelter, clothing, personal hygiene). Check one statement which best reflects the
quality of information provided.

No conclusions stated; no evidence that this was assessed.

Conclusions made, but no substantiation provided. (e.g., “cannot take meds”).
One example provided to support conclusions, no abilities described.

More than one example provided to describe deficits, and abilities also described.

A WNPE

218 YConFinan Quality of Assessment Information (Related to the area of finances). Check one statement
which best reflects the quality of information provided.

No conclusions stated; no evidence that this was assessed.

Conclusions made, but no substantiation provided. (e.g., “cannot manage money”).
One example provided to support conclusions, no abilities described.

More than one example provided to describe deficits, and abilities also described.

A WNPE

219 YQuall0 Does either #217 or #218 = 1 or 2?
1 Yes 2 No
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220 YAdapBeh Are any specific examples of how
adaptive behavior or modifications to the
environment have helped the AIP to compensate
for functional deficits?

221 YQualll

Does #220 = 1?

1= Yes 2 = No 1 Yes 2 No
222 Y_AIPStrengths Is there any mention of the AIP’s strengths? 1=Yes 2=No
223 YQuall2 Does 222 =17
1 Yes 2 No
Social Circle all that are discussed
Functioning
224 Opportunities for socialization YOppor
1= Yes 225 Social skills Y Skills
226 Economic well-being YEcon
2 = No 227 Living environment YLiving
228 Risk of abuse/neglect/exploitation YAbuse
229 Caregiver burden YCgburden
230 Cultural beliefs YCultural
231 Resources available in the area YResources
232 Family involvement YFamily
233 Church-family involvement [parishioners YChFam
234 Formal supports [APS, home health, thx, church leader] YFormal
235 Availability of neighbors YNeighbrs
236 Availability of transportation YTransAv
237 Advance directives YAdvDir
238 YQual 13  Are ANY of the above circled? (224-237)
1 Yes 2 No
239 Y_LRA
Description of Less Restrictive alternatives tried or considered 1=Yes 2=No Ifnot, skipto 242
Circle all that are provide
240 YQuall4 241 Power of Attorney Y_POA
Does #239 = 1? 242 Additional support from elder services YEIdServ
1 Yes 2 No 243 Additional support from friends YFriends
244 Representative Payee YPayee
245 Other YOthrAlt
Psychologist’s Circle all that are provided
Recommendation
246 Which recommendation was made? YGuardianship
(Circle only one)
1 None
2 Limited guardianship OR limited conservatorship
3 Limited guardianship AND limited conservatorship
4 No guardianship, full conservatorship only
5 Limited guardianship and full conservatorship
6  Full guardianship
7  No recommendation made
247
Are any in 1-6 of the above circled? YQuall5
1 Yes 2 No
248 Was a duration of term recommended? 249 YQual 16
YDuration 1 Yes 2 No Does #248 = 1 1 Yes 2 No
Specific areas of Circle all that are provided
impaired functioning | 250 All areas (plenary) YAIl 256 YQual 17
251 Medical decisions YMedDecisions Are ANY of these items
252 Financial decisions YFinanDecisions circled? (250-255).
253 Personal care YPersonal l=Yes 2=No
254 Living situation YLivingSit
255 Other YotherFunc
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SOCIAL 257 SCredentials 258 SlLicen
Social Worker's Highest Degree
WORKER’S g g 1 Licensed
1 Bachelor-level 3 Ph.D. 2 Not Licensed
REPORT 2 Master’s level 4 Unclear 3 Unclear
259 SQuall Is one of the above circled?
1 Yes 2 No
261 SFormat of Report
260 SWords 1 Narrative 2 Form AOC-765 3 Other form
Length: 262 SHowold How old is report at date of trial?
words ' 1 Three months or less 2 Older than three months
263 SQual2 Does 262 = 1? 1 Yes 2 No
264 SClinical Circle all that are provided
Are the clinical 265 Client interview SinterView 272 SNursing staff interview
examination 266 Mental status SMental 273 Psychiatrist consult SPsychiatris t
procedures 267 Psychological testing STesting 274 Neurologist consult SNeuro
described? 268 CT/MRI of brain SCT/MRI 275 SOthercon
1=y S=N 269 Family interview SFamily 276 SNone stated/unclear
=ves 2=NO0 | 270  Reported by SPetitioner 277 SMMSE
271 Direct observation SObserv 278 SStdTool2
279 SstdTool3
280 SDX Circle all that are provided 287 SMedical conditions
Is a di . 281 SDementia 288 SOtherDX
sa .C;B%QOSIS 282 SDepression
provided: 283 SSchiz ophrenia
284 SDelirium
1=Yes 2=No | 2851  Alcoholuse S ETOH 289 SQual3 Does #280 =17
286 SBipolar disorder 1 Yes 2 No
290 SmedHX Circle all that are provided 295 PQual4 Does #290 = yes?
Is medical history 901 Date of onset SOnset
described? 292 Course of illness SCourse 1 Yes 2 No
1=y S=N 293 Past treatments tried SPastTX
=ves =NO [ 29g Past services tried SPastSERV
296 SCurrTX Circle all that are provided
Is current L
treatment 297 Current medications SCurrMeds
described? 298 Current tx/services STxServ
299 Recommended services/med tx SRectxserv
300 Current living situation SCurliv
1=Yes 2=No | 301 AIP's preference regarding services/med tx SAIPsPref
302 SMedimpact 303 SQual5 Does #296 = 1?
Is the effect of current meds on mental 1Yes 2 No
condition or behavior described? 304 SQualé  Is #299 circled?
ua S circled?
1 Yes 2 No 1 Yes 2 No
305 SQual7 Does #302 =1?
1 Yes 2 No
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Are Cognitive Symptoms Described?
Circle all that are reported; 1 = Yes; 2 = No

306 SCognition [memory, comprehension, insight, judgment, orientation]

307 SConscious ness: [arousal, attention, coma]

308 SPsychosis : hallucinations, delusions

309 SMood: depressed, anxious, poor modulation

310 SDecision -making: understanding, appreciation, reasoning, expression of choice
311 SOtherCog

312 SQual8 Are any of the above circled?
1 Yes 2 No

Functional Status: Which of the following Activitie s of Daily Living (ADLs) are described?
Circle all that are reported.

313 SEating 315 SDressing 318 STransfer in/out bed/chair
314 SToileting 316 SBathing /Grooming 319 SContinence
317 SWalking 320 SNoADL

Which of the following Instrumental Activities of D aily Living (IADLSs) are described?
Circle all that are reported.

321 SMoney 324 STrans portation 327 SPhone
322 SHomecare 325 SMeals 328 SShopping
323 SHealth care/Takingmeds | 326 SComm unication 329 SNolADL
330 SQual9 Are ANY of the above circled? [313-329] 1 Yes 2 No

Conclusive Statements

331 SConpers

Quality of Assessment Information related to personal affairs — physical health, safety, health care, food,
shelter, clothing, personal hygiene. Circle ONE number for the statement which best reflects the quality of
information provided.

No conclusions stated; no evidence that this was assessed.

Conclusions made, but no substantiation provided. (e.g., “cannot take meds”).
One example provided to support conclusions, no abilities described.

More than one example provided to describe deficits, and abilities also described.

A WN P

332 SConfinan . Circle ONE number for the statement which best reflects the quality of information
provided.

1 No conclusions stated; no evidence that this was assessed.

2 Conclusions made, but no substantiation provided. (e.g., “cannot manage money”).
3 One example provided to support conclusions, no abilities described.

4 More than one example provided to describe deficits, and abilities also described.

333 SQuall0 Does either #331 or #332 = 1 or 2?

1 Yes 2 No

200




Adaptive Behavior

334 SAdapBeh

Are any specific examples of how adaptive behavior or
modifications to the environment have helped the AIP to

335 SQualll
IDoes #334 = 1?

compensate for functional deficits? 1 Yes 2 No
1=Yes 2=No

336 S_AIPStrengths 337 SQuall2

Is there any mention of the AIP’s strengths? Does 336 = 17

1 Yes 2 No 1=Yes 2=No

Social Functioning: Which of the following are des

cribed?

Circle all that are provided.

338 Opportunities for socialization SOppor 345
339 Social Sskills 346
340 Economic wellbeing SEcon 347
341 SLiving Environment 348
342 Risk of SAbuse , neglect, exploitation
343 Caregiver burden SCgburden 349
344 SCultural beliefs 350
351

SResources available in the area
Family involvement SFaminv
SChfamily involvement (parishioners)
SFormal supports: APS, home health,
tx, church leader

Availability of SNeighbrs

Availability of Transportation STransAv
Advance directives SAdvDir

352 SQuall3 Are ANY of the above circled? [338-351]
1 Yes 2 No

353 Description of Less Restrictive

Circle all that are reported

Alternatives tried or considered.
S_LRA
1=Yes 2=No

354 SQuall4 Does #353 =17
1 Yes 2 No

355 Power of Attorney S_POA

356 Additional support fm SEldServ
357 Additional Support from SFriends
358 Representative Payee SPayee
359 SOthrAlt

Social Worker's

360 SGuardianship [Which recommendation was made? Circle

Recommendation only one] ?
1 None
2 Limited guardianship OR limited conservatorship
3 Limited guardianship AND limited conservatorship
4 No guardianship, full conservatorship only
5 Limited guardianship and full conservatorship
6 Full guardianship
7 No recommendation made
361 SQuall5 Is one of the above (1-6) circled?
1 Yes 2 No
362 Was a duration of term 363 SQuall6
recommended? SDuration Does #362 = 17
1 Yes 2 No 1 Yes 2 No
Specific areas of Circle all that are described 370 SQuall7
impaired functioning Are ANY of
364 SAll areas (plenary) these items
365 Medical decisions SMedDecisions circled?
366 Financial decisions SFinanDecisions [364-369]
367 SPersonal care
368 Living situation SLivingSit 1 Yes 2
369 SOtherFunc No
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Testimony from Court found on CD audio recording

371 A_AlPcourt
1=Yes

2 = No (reason given)

3 = No (reason NOT given

Was the AIP present in court?

4 = Unclear

Information presented to jury

Who provided testimony and for how long?

and duration.
. 372 AIP minutes | AminAIP
# of minutes on tape 373 Petitioner minutes | AminPet
374 Social worker minutes [ AminsSw
375 Other minutes | AminOTH1
376 Other minutes | AminOTH2
377 AjurorsASK If yes, what questions do they ask?
Are jurors permitted to ask 378 AJurQuesl
questions of jurors 379 AJ )
1=Yes 2=No urQues
380 AJurQues3
[378-333 are string ve}rlables; 381 AJurQues4
paraphrase the questions]
382 AJurQues5
383 AJurQues6
Information presented 384 Is information presented regarding the AIP’s general Alntellectual
verbally to jury in court. intellectual functioning? 1 =Yes 2 =No
385 Is information presented regarding the AIP’s capacity | APersAffairs
to make informed decisions concerning personal
affairs? l=Yes 2=No
386 Is information presented regarding the AIP’s capacity | AlnfDecision
to make informed decisions concerning financial
resources? 1=Yes 2=No
387 AFinding If partially disabled, which areas are restricted?
AIP is found by jury to be
388 Right to vote AVote
1 Completely disabled 389 Dispose of property AProperty
2 Partially disabled 390 Execute instruments AWills
y 391 Enter contractual relationships AContracts
3 Not disabled at all 392 Determine living arrangements ALiving
393 Consent to medical procedures AConsent
394 Obtain driver’s license ALicense
395 All areas AAll
396 No areas ANoareas

397 AAppt
Who was appointed
guardian/conservator?

1 Petitioner
2 Other

398 ADuration
Duration of appointment?

399 AAIPAsked
Was the AIP asked about his/her
preferences regarding the person to

1 = indefinitely be appointed guardian/conservator?
2 =5 years
3 = other l1=Yes 2=No
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Appendix F
COMMONWEALTH OF KENTUCKY

COUNTY DISTRICT COURT

DIVISION __

COMMONWEALTH OF KENTUCKY PETITIONER

VS

CASE #

[NAME OF RESPONDENT] RESPONDENT

JURY INSTRUCTIONS

It is your responsibility to decide from the evidence whether
Respondent is totally disabled, partially disabled, or not
disabled at all in two categories - - that of managing his
personal affairs and that of managing his financial resources.

The Commonwealth has the burden of proving any partial or
total disability by clear and convincing evidence, and if you
believe the Commonwealth failed to meet its burden in either
category you shall find Respondent not disabled in that
category. However, if you believe the Commonwealth did
prove total or partial disability by clear and convincing evidence,
you shall so state in your verdict.

“Disabled” as used herein refers to the functional abilities or
Inabilities of a person fourteen years of age or older to make
informed decisions regarding his: (a) Personal Affairs,
including his physical health and safety, food, clothing, shelter,
or personal hygiene; or (b) Financial Resources including the
proper management of his property. Your verdict should be
based on evidence of matters within the past six months.
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4.  “Partially Disabled” means an individual who lacks the capacity
to manage some but not all of his personal affairs and/or
financial resources.

5.  Your verdict must be unanimous and signed by one of you as
Foreperson on the verdict form provided, checking the
appropriate spaces to reflect your verdict.

Given this day of , 2007.

Judge’s Signature
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Appendix G

JURY VERDICT

We the Jury, have considered the evidence presented,
deliberated the matter, and find as follows:

A. Regarding management of his Personal Affairs we find
Respondent is (Check One):

1. () Totally disabled
2. () Partially disabled;
3. ( ) Not disabled at all.

B. Regarding management of his Financial Affairs we find
Respondent is (Check One):

1. () Totally disabled
2. () Partially disabled;
3. () Not disabled at all.

FOREPERSON
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Appendix H

Competency Evaluation

Name: SSN:
DOB: Age: Marital:
Date of Eval.: Time:
Informant:

Educational Level: Occupation:

Current Living Arrangement:

Family History:

Medical History:

Physician’s Name:

Medication:

Self-Care

Feed Self Follow Diet Bathe Toilet
Dress Move About Take Meds

Handle Money
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Competency Evaluation — Mental Status

State

Name: __ DOB Age

Date:M___ WKD YR SEA
Location: Facility City
Physician Reason Here
How Long President
Previous Resident

Orientedto: Time __ Place ___ Person

Memory
3 words:

color — Orange
object — Food
activity — Eat

Forward
582
694
6439
7286
42731
75836
619473
392486
5917428
4179386

Judgment:

1. Envelope

15sec 5min 15 min

Sentence:

Backwards
24
58
629
415
3879
4968
15286
61843
539418
724856

2. Bad Company

3. Movies

4. Lost
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Concept Reasoning

1. Dog-Lion 3. Boat-Car
2. Coat — Suit 4. Eye-Ear
Arithmetic

1. $4.00 and $5.00

$6.00 of has, $10.00

Raf. Ticket .25, how much 6

Cokes 6/pkg, 36, how many packages

Hours walk 24 mi at 3 miles/hr

Buy 7 .02 stamps, half dollar, change

Add change: quarter+dime+nickel+penny
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In-Home Therapist

Provided in-home therapy to children with severe mental health needs, behavior
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clinical and administrative aspects of the program.
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assessments. Provided home-based and inpatient therapeutic interventions to children and
families. Completed clinical program evaluations.

Spencer County Hospigdrockport, Indiana 1996-1997
Administrative Director
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issues, and advocacy. Provided community education. Wrote successful grant proposals
with a total award of $6,000.

Vinfen Corporation Cambridge, Massachusetts 1985-1995
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Assistant Program Director
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Practicum Supervisor Western Kentucky University
Bowling Green, KY
2004 to 2006

Practicum Supervisor University of Louisville
Louisville, KY
2002 to 2005
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2000-2001
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contributions of interdisciplinary teams in two Kentucky counties.
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KSWEF to assist with their funding decisions.
2006
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2005
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Conducted custody investigations, court-based mediation, and supervised court ordered
visitations. Addressed issues of custody and visitation disputes, divorce agreement
modifications, and allegations of child abuse and neglect.

Vinfen Corporation Cambridge, Massachusetts 1993-1994
School Social Worker

Provided direct clinical services to children in two Boston public elementary schools
Conducted treatment planning, individual and group therapy, consultation with teachers,
and outreach to families. Taught conflict resolution, affective education, problemgsolvi
and assertiveness skills. Experience included cross cultural work and addressedfiss
trauma, family violence, and poverty.
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Item Writer for the Social Work Exam 1999-2001 and 2004 to present
Member of Examination Committee 2001-2003

Journal of Social Work Values & Ethics
Member of the Editorial Board 2005 to present

Continuing Education — Community Project
Organized a group of local social workers to provide Board-approved
continuing education to colleagues 2001 to 2003

Behavior Intervention Committee — River Valley Behavioral Health
Member 1997 to 1998

Human Rights Committee — River Valley Behavioral Health
Member 2000-2001
Agency Liaison 1997 to 1998
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