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Supported Decision Making in Serious Mental
Illness

Dilip V. Jeste, Graham M. L. Eglit, Barton W. Palmer, Jonathan G. Martinis,
Peter Blanck , and Elyn R. Saks

Objective: Making decisions is central to the exercise of control over one’s well-
being. Many individuals with serious mental illness (SMI) experience limitations
in their decision-making capacity. These individuals have often been placed under
legal guardianship and substitute decision makers have been appointed to make
decisions on their behalf. More recently, supported decision making (SDM) has
emerged as a possible alternative in some cases. SDM involves recruitment of
trusted supports to enhance an individual’s capacity in the decision-making
process, enabling him or her to retain autonomy in life decisions. This overview
examines issues associated with decision-making capacity in SMI, frameworks of
substitute decision making and SDM, and emerging empirical research on SDM.
Method: This is an overview of the medical and legal literature on decision
making capacity and supported decision making for persons with SMI. Results:
Many but not all individuals with SMI exhibit decrements in decision-making
capacity and skill, in part due to cognitive impairment. There are no published
data on rates of substitute decision making/guardianship or SDM for SMI. Only
three empirical studies have explored SDM in this population. These studies
suggest that SDM is viewed as an acceptable and potentially superior alternative
to substitute decision making for patients and their caretakers. Conclusions: SDM
is a promising alternative to substitute decision making for persons with SMI.
Further empirical research is needed to clarify candidates for SDM, decisions in
need of support, selection of supporters, guidelines for the SDM process, integra-
tion of SDM with emerging technological platforms, and outcomes of SDM.
Recommendations for implementation of and research on SDM for SMI are
provided.
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The freedom to make decisions about
important matters in one’s life is funda-
mental to individual autonomy and self-
determination. For persons with serious
mental illness (SMI), such as schizophrenia,
bipolar disorder, and major depressive dis-
order, however, the capacity and skill to
independently render appropriate social,
medical, and financial decisions may be
limited, in part, by cognitive conditions
(Srebnik, Livingston, Gordon, & King,
1995). As a result, many of these indivi-
duals are placed under full/plenary legal
guardianship, which occurs when a substi-
tute decision maker is granted authority to
make all the decisions (rather than specific
ones related to finances or health care, etc.)
on another person’s behalf (Blanck & Mar-
tinis, 2015). Emerging research involving
individuals with cognitive (e.g., intellectual
and developmental) disabilities suggests
that plenary guardianship presently may
be applied too broadly and may have
potentially harmful effects, such as lowered
self-esteem, lowered perceived self-efficacy,
behavioral passivity, and the potential for
abuse of privilege by appointed guardians
(Jameson et al., 2015). Due to these con-
cerns, there has been growing interest in
supported decision making (SDM) as an
alternative to plenary guardianship and
substitute decision making in at least some
cases.

In SDM, typically individuals with
cognitive disabilities receive assistance from
family, friends, or other trusted persons to
enhance their decision-making capacity and
skill so that they may retain autonomy dur-
ing the decision-making process (Blanck &
Martinis, 2015; Jameson et al., 2015). How-
ever, to date, little systematic research has
explored the potential benefits of SDM for
persons with SMI (Pathare & Shields, 2012).
This overview discusses decision-making
capacity in general and in people with SMI,
the frameworks of substitute decision mak-
ing and SDM, empirical research on SDM
among persons with cognitive disabilities

and SMI, and guidelines for future research
on SDM by individuals with SMI.

COMPETENCY AND
DECISION-MAKING CAPACITY

Restrictions on a person’s autonomy
and preferences in decision making often
stem from concerns about their competency
and decision-making capacity. Capacity,
competency, and decision-making ability are
closely related but distinct concepts, and
their definitions vary depending on the con-
text of usage. Generally, capacity (or incapa-
city) and competency are concepts that refer
to a person’s eligibility to participate in legal
proceedings, enter into transactions, and
assume legal responsibility for his or her
decisions and acts. The term capacity is
often used to refer to the clinical assessment
of an individual’s ability to engage in authen-
tic autonomous decision making (and gener-
ally treated as a continuum), whereas
competence is a categorical legal/court deter-
mination, generally informed by evidence
from clinical assessment of decisional capa-
city but not synonymous with that assess-
ment (Buchanan, 2004).

Decision-making capacity typically
refers to a set of learned skills and abilities
necessary for making rational decisions.
Decision-making capacity includes four core
components:

1. comprehension—ability to understand
the information presented to the per-
son;

2. appreciation—ability to understand
the relevance of the information pre-
sented to the person’s own situation;

3. reasoning—ability to manipulate infor-
mation rationally, especially when
evaluating the stated risks and benefits
of alternative courses of action; and

4. choice—ability to communicate clearly
and consistently her or his decision
(Appelbaum & Grisso, 1995).
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Decision-making capacity is dimen-
sional, with people having varying degrees
of the mentioned underlying abilities, which
may fluctuate over time and with the context,
type of decision, and motivation and emo-
tion (Buchanan, 2004).

DECISION-MAKING CAPACITY IN
PEOPLE WITH SMI

In recent decades, increasing attention
has been devoted to examining the decision-
making capacity and skills of persons with
SMI. Persons with SMI differ from those
with intellectual and developmental disabil-
ities in that decision-making capacity typi-
cally is impaired only in a subset of
individuals with SMI (Palmer, Dunn, Depp,
Eyler, & Jeste, 2007), and it may fluctuate
over time, depending on the individual’s
emotional state. Nonetheless, similar to per-
sons with intellectual and development dis-
abilities, cognitive impairment (not
psychopathology, demographic characteris-
tics, nor level of insight) is the largest single
contributor to decision-making difficulties
among persons with SMI (Palmer, Dunn,
Appelbaum, & Jeste, 2004; Palmer et al.,
2007). Owing to the impact of cognitive
impairment on functional decision making,
some persons with intellectual and develop-
mental disabilities and some of those with
SMI (or comorbidity) may be said to have a
cognitive disability.

Given the prominence of cognitive
impairment in SMI and its potential
impact on decision-making capacity,
research has explored strategies to
enhance decision-making capacity by pro-
viding additional cognitive supports dur-
ing the informed consent process. This
research has shown interactive consent
procedures that include repeated presenta-
tion of information and multimedia pre-
sentation of information can improve
decision making in adults with SMI,
resulting in greater capacity to consent
(Palmer et al., 2007; Palmer & Jeste,

2006). Thus, despite having diminished
decision-making capacity due to cognitive
impairment, individuals with SMI often
may provide adequate consent with addi-
tional supportive interventions designed to
reduce cognitive demands.

The question of identifying optimal
candidates for SDM also touches on the
issue of appropriate assessment of decision-
making capacity. As noted, empirical
research has consistently shown that severity
of cognitive deficits, rather than severity of
primary psychopathologic symptoms, is the
strongest predictor of decisional capacity
(reviewed in Palmer & Harmell, 2016).
However, decision-making capacity is an
inherently context-dependent construct,
affected by the inherent complexity of the
information and decision as well as the man-
ner in which the information is communi-
cated in complexity (Dunn, Palmer, &
Karlawish, 2007). Neuropsychological test-
ing can be helpful in identifying a patient’s
pattern of cognitive strengths and deficits,
thereby providing an understanding (and
potentially remedying) of the underlying nat-
ure of any decision-making impairments, but
cognitive testing does not substitute for direct
functional assessment of decision-making
capacity (Moye et al., 2007). This situation
directly parallels the broader approach to
functional impairment in SMI, in that direct
assessment of functional capacity has more
validity than inferences drawn from cogni-
tive test performance in guiding an individual
patient’s capacity for independent function-
ing (Harvey et al., 2013; Moore, Palmer, &
Patterson, 2007). It suggests that direct func-
tional assessment of decisional capacity, both
independently and in the context of available
supports, should be made in determining
who needs and can benefit from an SDM
approach. At present, there is no empirical
evidence or recognized consensus regarding
how frequently such functional capacities
should be revaluated, but the frequency/like-
lihood of change is probably dependent on
the cause and nature of the underlying
impairment.
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SUBSTITUTE DECISION MAKING

As mentioned, many individuals with
SMI face challenges in making decisions due
to cognitive impairment. Traditionally, when a
U.S. court has deemed an individual legally
“incompetent” (i.e., incapable of making
some or all decisions for himself or herself), a
third party, often termed a substitute or surro-
gate decision maker, is appointed to make
decisions on that individual’s behalf (e.g.,Mar-
tinis, 2015). Most often, the appointment of a
substitute decision maker occurs through a
formal guardianship proceeding.

In the United States, guardianship pro-
ceedings are governed by individual state
laws, with each state establishing its own sta-
tutes, policies, and procedures. In many states,
a person may not be placed under guardian-
ship if there is a less restrictive option avail-
able (Quality Trust for Individuals With
Disabilities, 2014). In California, guardian-
ship for individuals with SMI is processed
through a Lanterman–Petris–Short (LPS) con-
servatorship proceeding. In guardianship and
LPS conservatorship proceedings, when an
individual is found to lack legal capacity to
make her or his own decisions, the court
appoints a third-party guardian or conserva-
tor who has the authority to make decisions
for the individual, who thereby becomes a
ward of the state (Jameson et al., 2015).

Guardianship is commonly divided into
two main types. Limited or partial guardian-
ship occurs when an individual has been
deemed incapable of making decisions in
only specific areas of life, and thus a guardian
has the authority to decide for the individual
in those specific areas only. In contrast, full or
plenary guardianship occurs when the court
has found that an individual lacks capacity to
make all legal decisions, and the guardian is
thereby authorized to make all decisions for
the ward (Blanck & Martinis, 2015).

Substitute decision makers are guided
by two decision-making standards. A substi-
tuted judgment standard maintains that
guardians should make decisions that the

patient would have wanted, if capable. In
contrast, a best-interest standard holds that
guardians should make decisions based on
what the guardian determines to be in the
ward’s best interest. Most state laws argue
that a substituted judgment standard should
guide guardian decision making, and a best-
interest standard is allowable when guar-
dians lack sufficient evidence to determine
what decision the ward would have made if
she or he had the capacity (Shalowitz,
Garrett-Mayer, & Wendler, 2006).

The precise number of individuals in
guardianship in the United States is not
known, largely because of the state-specific
nature of guardianship laws and the fact that
many states do not release guardianship
data. Nonetheless, based on data released
from three states (i.e., Vermont, Kansas,
and Ohio) and the District of Columbia in
2008, it is estimated that approximately
1.5 million American adults are under guar-
dianship at any given time (Uekert & Van
Duizend, 2011). This number includes
approximately one million people who have
been placed under guardianship in the United
States since 1995, reflecting a recent increase
in the application of guardianship (Blanck &
Martinis, 2015). Research among young
adults with intellectual disabilities suggests
that a majority of these individuals are
placed under guardianship, that plenary
guardianship is far more common than par-
tial guardianship, and that alternatives to
guardianship are rarely broached (Blanck &
Martinis, 2015; Jameson et al., 2015). Simi-
lar data on persons with SMI have not been
published.

SUPPORTED DECISION MAKING

In a broad sense, the term supported
decision making may include practically any
decision by any person that involves support
by others (Martinis, 2015). In the present
context, however, SDM is defined as an
attempt to provide a less restrictive alterna-
tive to guardianship and substitute decision
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making to promote the self-determination of
an individual with a cognitive disability
(Blanck & Martinis, 2015). At the core of
SDM is the recognition that individuals with
cognitive disabilities may require a higher
level of support to make decisions in their
lives and that they have a right to this sup-
port (Kohn, Blumenthal, & Campbell,
2013). SDM is said to take place when a
person with a cognitive disability remains
the ultimate decision maker but enlists
family, friends, and other trusted people to
help clarify the problems and the options
available, and, when needed, to interpret
and communicate her or his will and prefer-
ences to others (Blanck & Martinis, 2015).
While individuals with cognitive impair-
ments may require greater support in the
decision-making process, the use of support
to make decisions is rather similar to the
typical decision- making process among
most adults, in which consultation with
trusted partners on major life decisions is
common (Blanck & Martinis, 2015).
Although SDM better matches typical, every-
day decision-making processes, the current
legal framework generally recognizes only
the individual/unaided decision maker in
determining competence/incompetence, with-
out provisions for SDM as an alternative to
guardianship.

SDM arrangements take several differ-
ent forms. In general, there are two dimen-
sions along which these arrangements vary:
the types of supports involved and the way in
which supports provide assistance. Supports
may include (a) a person familiar with the
individual (e.g., family member or friend), (b)
an unfamiliar court appointed representative,
(c) a “circle of support” (i.e., a group of
people familiar to the individual who meet
regularly with him or her to determine that
individual’s hopes and wishes), and (d) more
formal organizations (e.g., nonprofit organi-
zations), often referred to as “microboards,”
which help an individual understand his or
her choices and options (Kohn et al., 2013).
Of note, the legal capacity required to volun-
tarily designate spporters through such an

arrangement may differ from the capacity
required to formally appoint supporters
through a power of attorney or advanced
directive. In addition, these supports may be
used to help in different ways during the
decision-making process: (a) assisting in clar-
ifying the individual’s goals or the range of
choices and in making a decision; (b) facil-
itating communication with other parties to
come to agreements when required; and (c)
helping, after a decision has been made, the
individual meets his or her obligations under
any agreements (Bach & Kerzner, 2010).

To fully achieve the goal of enhancing
individual autonomy, implementation of
SDM must involve several core elements: (a)
information is presented to the individual
(including possible alternatives), (b) the indi-
vidual consults with supports as he or she
prefers, (c) the individual reaches a decision,
and (d) the decision is documented, carried
out, and legally enforceable. Examples of
questions around which to engage an indivi-
dual with SMI in a decision may be as fol-
lows, in this case regarding a decision
pertaining to taking a prescribed antipsycho-
tic medication: “What do you think about
this medication? Have you ever taken it
before? If so, what was it like? Have you
taken different medications? What were
they like? How do you understand the risks
and benefits of this treatment? What do you
think about those in your own case? What is
your general attitude about taking medica-
tions? Are there alternatives (drugs or other
treatments) that you would rather try first?
How do your values, desires, and goals in
general bear on this issue?”

HISTORICAL BACKGROUND AND
RECENT LEGAL DEVELOPMENTS
REGARDING SDM IN THE UNITED
STATES

Advocacy for the legal recognition of
SDM as an alternative to guardianship has
been the result of sustained international
efforts. Initial promotion of SDM occurred
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in the early 1990s in British Columbia as a
part of the disabilities rights movement. This
initial advocacy resulted in the first legislative
recognition of SDM in the 1996 Representa-
tion Agreement Act in British Columbia. This
act established a set of decisions regarding
how individuals with cognitive disabilities
may seek support, criteria for appointment
of a supporter, and a mechanism by which
decisions reached through SDM would be
legally recognized (Browning, Bigby, & Dou-
glas, 2014). SDM achieved a significant
breakthrough with the 2006 United Nations
Convention on the Rights of Persons with
Disabilities (UNCRPD). In a landmark state-
ment, the UNCRPD declared that member
states must provide assistance to individuals
with disabilities so that they can exercise their
right to legal capacity. Furthermore,
UNCRPD identified SDM as a crucial legal
mechanism toward achieving this basic
human right. Spurred by this development,
several countries—including Canada, Ireland,
Israel, the United Kingdom, Germany, Austra-
lia, and the United States—have begun to
promote integration of SDM into their respec-
tive legal systems (Blanck & Martinis, 2015).

The past decade in particular has seen
an expansion in recognition of and respect for
SDM by U.S. courts, legislators, policymakers,
and national organizations. In 2009, the Texas
legislature created a pilot program to “pro-
mote the provision of supported decision mak-
ing services to persons with intellectual and
developmental disabilities and persons with
other cognitive disabilities who live in the com-
munity” (Tex. Government Code Ann. §
531.02446 2009, expired on Sept. 1, 2013).
After that program ended, Texas passed new
laws recognizing the availability and effective-
ness of SDM and required courts to find that a
person cannot make decisions using SDM
before appointing a guardian (Tex. Est. Code
§ 1101.101 (a) (D) & (E)).

In 2016, a similar law was passed and
signed in Delaware. The Delaware law
allows people with disabilities to designate
a person as a “supporter” (Senate Bill 230,
2016). The supporter is given legal status

and authorization to assist the person in
making life choices, including health, safety,
and educational decisions, but is not allowed
to make decisions on the individual’s behalf.

In 2014, the Virginia General Assem-
bly directed the state secretary of health and
human services to “recommend strategies to
improve the use of supported decision mak-
ing in the Commonwealth and ensure that
individuals … are consistently informed
about and receive the opportunity to partici-
pate in their important life decisions” H.J.
Res. 190, Reg. Sess. (Va. 2014). The result-
ing report made several recommendations,
including amending state law to recognize
SDM as a “legitimate alternative to guar-
dianship”; requiring anyone appointed as a
substitute decision maker to be trained in
and commit to using SDM; and developing
a required training on SDM for providers
and professionals (Report of the Secretary
of Health and Human Resources, 2014).

Two private organizations have also
endorsed SDM. In 2012, the American Bar
Association (ABA) convened stakeholders
“to explore concrete ways to move from a
model of substituted decision-making, like
guardianship, to one of supported decision
making, consistent with the human right of
legal capacity” (ABA, 2012). In 2015, the
ABA published an article calling for the use
of SDM as an alternative to guardianship,
stating, “In contrast to overbroad or undue
guardianship, SDM can increase self-
determination by ensuring that the person
retains life control to the maximum extent
possible” (Martinis, 2015). In 2016, the
ABA released the PRACTICAL guide, focus-
ing on ways attorneys may examine alterna-
tives, such as SDM, before seeking
guardianship (ABA, 2016).

In 2015, the National Guardianship
Association (NGA), which represents “over
1,000 guardians, conservators and fiduci-
aries from across the United States,” also
published a position paper on SDM. It states
that “[m]odern day respect for individual
rights dictates that we must allow each indi-
vidual to make or participate to the extent
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possible in personal decisions.” The NGA
concluded “[s]upported decision making
should be considered for the person before
guardianship, and the SDM process should
be incorporated as a part of the guardianship
if guardianship is necessary” (National
Guardianship Association, 2015). The
NGA’s position is consistent with most state
laws, which require that less restrictive alter-
natives be considered or attempted prior to
placing a person under guardianship.

The Veterans Affairs (VA) health care
system has a supervised direct-pay system for
veterans having difficulties independently
managing their benefits that shares some char-
acteristics with SDM. According to this system,
in “cases where medical evidence indicates that
a beneficiary cannot manage their VA benefits,
VA may decide that the beneficiary needs the
assistance of a fiduciary. This determination
may also be made based upon notice that a
court has appointed a guardian for the benefi-
ciary. VA’s decision that a beneficiary needs a
fiduciarymaybe appealed to theBoardofVeter-
ans Appeals” (U.S. Department of Veterans
Affairs, 2015). However, the VA also incorpo-
rates a notion similar to SDM, specifically:

In deciding who should act as fiduciary
for a beneficiary, VA will always select
the most effective and least restrictive
fiduciary arrangement. This means that
VA will first consider whether the ben-
eficiary can manage their VA benefits
with limited VA supervision under
supervised direct pay. VA will consider
the choice of the beneficiary, then the
beneficiary’s spouse, family members,
friends, caregivers who are qualified
and willing to provide fiduciary ser-
vices for the beneficiary without a fee
or, a temporary fiduciary, if necessary.
As a last resort, VA will consider
appointment of a paid fiduciary. (U.S.
Department of Veterans Affairs, 2015)

This system raises important empirical
questions of relevance to the SDM model:
Can some people with SMI who demonstrate

an inability to manage their benefits indepen-
dently nonetheless manage them effectively
with decisional support, rather than full
dependence on/deference to the decisions of
a fiduciary? The answer to that question is
presently unknown but clearly warrants
empirical investigation.

CONCERNS ABOUT SDM

Despite its potential promise, concerns
have been raised about wider adoption of
SDM. Most of these concerns arise from a
dearth of empirical research on SDM. For
example, no research to date has systematically
compared outcomes from SDM to those from
substitute decision making, although such stu-
dies are now beginning (Blanck & Martinis,
2015). As an empirical matter, it is not proven
whether, and to what extent, SDM may be
associated with better decisions (taking into
account challenges around classifying which
decisions are “better or worse”), greater satis-
faction with the decision-making process, and
an increased sense of empowerment among
individuals with cognitive disabilities. Some
authors have expressed concerns that SDM,
like substitute decision making, may expose
individuals with disabilities to undue influence
or coercion by their alleged supporters, thereby
effectively disempowering them (Kohn et al.,
2013). Of course, this possibility is mitigated
when there are a number of supporters
involved, unless we imagine they are colluding.
In addition, it is possible that SDM may be
applied too broadly and that people who
could have made a choice independently will
be required to seek supports during the
decision-making process.

EMPIRICAL RESEARCH ON SDM IN
PERSONS WITH DEVELOPMENTAL
AND INTELLECTUAL DISABILITIES

While research on interventions
designed to foster self-determination among
persons with cognitive disabilities suggests
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that SDM holds promise, researchers, com-
mentators, and scholars agree that research is
required to examine and evaluate SDM
methodologies and their effect on life out-
comes (Kohn et al., 2013).

A few studies have investigated the
impact of instructional coursework designed
to enhance goal setting, expression of goals,
and self-advocacy in educational and transi-
tion planning among high school students
with intellectual and learning disabilities.
This research has demonstrated a benefit of
this coursework, leading to better employ-
ment outcomes, greater independence, and
improved community integration (Powers
et al., 2012). In other studies, higher levels
of self-determination have been associated
with better outcomes across areas including
quality of life, employment status, access to
health care, financial independence, and inde-
pendent living (Wehmeyer & Palmer, 2003).
This research, albeit limited at present, sug-
gests interventions that target aspects of the
decision-making process may enhance the
ability of individuals with compromised
decision-making capacity to exercise control
over their lives, which in turn leads to mean-
ingful functional improvements.

EMPIRICAL RESEARCH ON SDM IN
PERSONS WITH SMI

There is a scarcity of empirical
research on the efficacy of SDM by indivi-
duals with SMI. We found only three related
studies; yet each evaluated the need for,
rather than the outcomes of, SDM in persons
with SMI. A study conducted by Amnesty
International (2009) in Ireland interviewed
eight individuals with unspecified mental ill-
nesses. Participants acknowledged that peri-
ods of acute emotional distress can impair
their decision-making ability. These partici-
pants identified the personal support they
received from others as key to enhancing
their capacity during these times. The specific
nature of this support varied widely, includ-
ing clarification of available choices,

affirmation of self-efficacy, and nonspecific
emotional support (e.g., instilling hope).

Werner and Chabany (2016) reported
that individuals with unspecified mental ill-
nesses attached high importance to retaining
independence in their lives, as did the parents
of these individuals, and both the patients
and their parents were broadly supportive
of SDM as an appropriate strategy toward
achieving this aim. However, these groups
expressed concern about SDM during crisis
periods when individuals’ decisional capacity
may be compromised.

Roberts and Kim (2016) explored
treatment-related decision making among
20 individuals with schizophrenia and six
individuals diagnosed with anxiety or mood
disorders, along with their preferred alterna-
tive decision makers. Mentally ill individuals
and their preferred alternative decision
makers were largely in agreement regarding
treatment-related decisions and the life
values underlying those decisions. Thus,
while SDM seems to be viewed favorably
among at least some individuals with mental
illnesses and their close associates, it is
unclear whether the decisions reached
through such an arrangement would differ
significantly from those achieved through
substitute decision making. Nonetheless,
SDM may enhance feelings of self-
empowerment and yield improved functional
outcomes for persons with SMI, as has been
shown in studies involving individuals with
cognitive disabilities.

EMERGING AND PROPOSED
RESEARCH ON SDM

In 2014, the Administration for Com-
munity Living (ACL) in the U.S. Department
for Health and Human Services made federal
funding available for the creation of “a
national training and technical assistance
center on … supported decision making”
(ACL, 2016). The recipient of the funding,
the National Resource Center for Supported
Decision-Making (NRC-SDM), has launched
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a five-year action plan to increase knowledge
of and access to SDM through education,
outreach, advocacy, and research (Blanck &
Martinis, 2015). The NRC-SDM is conduct-
ing first-of-its-kind research to review
whether and to what degree SDM is an
appropriate and effective alternative to plen-
ary guardianship for people with intellectual
and developmental disabilities.

In addition, the Burton Blatt Institute
at Syracuse University, a partner of the
NRC-SDM, has received funding from ACL
to examine the efficacy of SDM as an alter-
native to guardianship and a means of
improving health and life outcomes. In this
project, two core studies are under way. The
first study examines associations among
SDM; demographic and environmental fac-
tors, including age and gender; socioeco-
nomic factors; opportunities to make life
choices, such as where to live; and the effect
of service provider recognition and respect of
the person’s decision making (Blanck,
2014a). The second study uses a randomized
controlled trial (RCT) methodology to exam-
ine whether, how, and to what degree people
with cognitive disabilities may be supported
to solve problems and to set and reach goals
related to decision making, and whether and
to what extent the use of SDM impacts their
actual and perceived self-determination and
quality of life. These studies aim to further
inform research and practice in SDM, lead-
ing to the development of new SDM models
and intervention-based research, with the
ultimate goal of increasing individual and
societal integration, self-determination, and
flourishing (Blanck, 2014a).

In 2016, the Saks Institute for Mental
Health Law, Policy and Ethics at the USC
Gould School of Law and the Burton Blatt
Institute at Syracuse University received
funding to begin an SDM implementation
and research project focused on developing
and examining SDM for people with SMI.
The project is reviewing existing SDM
research and practice and developing a set
of tools or interventions to help people with
SMI use SDM in their lives. The project is

identifying people with SMI who do not cur-
rently use SDM and will collaborate with
them to gather baseline data and implement
individualized SDM tools and systems. Over
the coming years, the project will work with
the participants to implement and, as neces-
sary, refine the SDM tools and, at regular
intervals, collect data to determine whether
their life outcomes have improved.

In addition to these new lines of
research, further empirical research is needed
on SDM among persons with SMI. Ques-
tions remain regarding who are the optimal
candidates for SDM, what kinds of decisions
they need support with, how supports should
be selected, what guidelines the process of
SDM should follow, whether SDM improves
functional outcomes, and how emerging
technologies (e.g., online support) may be
integrated to enhance SDM. We next offer
some tentative suggestions for practical use
of SDM regarding these key questions.

The following groups of individuals
with SMI may be considered for SDM: (a)
persons declared incompetent by a court of
law or those who are at risk of being found
incompetent; (b) persons identified with low
skills by measures and scales designed to assess
decision-making capacity (e.g., the UCSD Brief
Assessment of Capacity to Consent (UBACC;
available at no charge, with guidelines for use
and interpretation, in Jeste et al., 2007 and/or
directly from the authors upon request); (c)
individuals with significant impairments that
do not amount to incapacity but render their
decision making extremely limited; (d) persons
living in assisted living facilities (e.g., board-
and-care homes) and nursing homes; and (e)
individuals in hospice care.

The categories of decisions relevant for
SDM include (a) medical decisions, (b) finan-
cial decisions, (c) social decisions, and (d)
other decisions such as those related to sex-
ual consent and independent living. It is
noted that different aspects of decision mak-
ing, such as sexual consent versus financial
consent or research consent, may have qua-
litatively distinct ramifications that could
impact incorporation of a SDM model.
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In addition, in their nonimpaired state
of mind, persons with SMI often plan for
times in the future when they may be
impaired. There is a role for SDM here. Yet
some individuals have chronic SMI and can-
not plan by themselves even while in a less
impaired state of mind, and some patients
may reject earlier decisions they made while
they are impaired. Researchers should exam-
ine ways to support such individuals make
these advance care decisions consistent with
their will and preference by providing them
with appropriate supports over the life course.

Moreover, for persons with SMI,
symptoms tend to fluctuate over time,
which may limit their ability to engage with
and arrive at appropriate decisions through
SDM. Research is needed to examine scenar-
ios for when the choice for making decisions
with the help of supports may be lessened or
even restricted. Unfortunately, the extant
empirical research base is not sufficient to
draw firm conclusions about best practices
for use of SDM among patients in acute
crisis. Research is needed to examine scenar-
ios for when the choice for making decisions
with the help of supports may be lessened or
even restricted, and will be critical for devel-
oping standards and best practices in regard
to use of SDM in such contexts.

Several criteria also may be examined in
regard to guiding selection of supporters. At a
minimum, supporters should (a) be approved
by the individual with SMI, (b) themselves
have decision-making capacity and skill, (c)
be knowledgeable about the individual with
SMI, the individual’s condition, will, and pre-
ferences; (d) be willing to act as supporters;
and (e) not have a conflict of interest that
may compromise their ability to provide
impartial support. Possible categories of sup-
ports may include family and friends, mental
health professionals, lawyers, and clergy.

It remains to be determined what the
best process may be to ensure that the sup-
porters selected by the individual with SMI
meet these criteria. Clearly, this process must
be done in a thoughtful way to survive court
scrutiny, if it comes to that. Other questions

to address include how many suppoerters,
and of what type, are needed and appropri-
ate, and whether supporters should be the
same for all decisions or vary by the type of
decision. There is a need to study the selec-
tion process, as well as the efficacy of the
decision-making process with different
kinds of supports and supporters.

As described, SDM requires that (a)
information is presented to the individual,
(b) the individual consults with supporters
as she or he prefers, (c) the individual reaches
a decision, and (d) the decision is documen-
ted and legally enforceable. Future research
may explore use of planning templates for
supports to enhance the SDM process, as
compared to a freeform approach. Such tem-
plates may vary according to the type of
decisions. Research is also needed to evaluate
frequency of adherence to such plans.

Several categories of outcomes are
important to study: (a) increases in self-
determination of individuals with SMI; (b)
satisfaction with the process of SDM among
these individuals, including happiness with,
feelings of empowerment resulting from, and
acceptance of SDM; (c) consistency of deci-
sions reached through SDM with the per-
son’s preference and value system, which
may be determined according to self-report
and informant-report approaches; and (d)
the impact of SDM on a range of meaningful
functional outcomes including well-being,
quality of life, treatment engagement and
adherence, community integration versus
hospitalization rates, overall health, and a
reduction in health care costs. In instances
where the value system of the individual
with SMI is difficult to determine, quality of
decisions may need to be determined by eval-
uating whether the decision was in accord
with the person’s will and preference.

Another area of development for SDM
involves the use of technology (Blanck,
2014b). Multimedia technology has pre-
viously been shown to enhance the informed
consent process among individuals with SMI
(Jeste et al., 2009). Integration of technolo-
gical platforms, such as mobile applications,
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Skype, and social media, may enable a per-
son to access supports and supporters in real
time. There is a need to study the feasibility,
acceptance, benefits, and risks of integrating
technology within SDM for persons with
SMI.

CONCLUSIONS

SDM has the potential to meaningfully
improve the well-being and quality of life of
persons with SMI. Additional empirical
research is warranted to examine its feasibil-
ity and efficacy, acceptance by participants,
comparison with other modes of substitute
decision making, and longer-term outcomes.
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