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Abstract

Background—Mental disorders account for considerable suffering and societal burden.
Prospective alternative decision-makers may be engaged in helping make treatment decisions for
those who live with serious mental disorders. Little is known about the ways in which alternative
decision makers arrive at treatment recommendations and whether the perspectives of alternative
decision makers and ill individuals are aligned.

Methods—The authors queried community-dwelling individuals diagnosed with schizophrenia,
anxiety, or mood disorders and their preferred alternative decision-makers on issues regarding
treatment decisions and underlying ethically-salient perspectives using a written survey
instrument. Complete data were obtained on 26 pairs (n=52, total). Outcomes included
perspectives on clinical decision-making and underlying values that may shape their life choices.
Two-sided paired t-tests and graphical representations were used.

Results—We found that preferred alternative decision-makers overall accurately predicted the
views of ill individuals with respect to the role of the individual and of family in treatment
decision making. Preferred alternative decision-makers slightly overestimated autonomy-related
perspectives. The personal views of ill individuals and preferred alternative decision-makers were
aligned with respect to different physical and mental disorders, except in relation to alcohol and
substance use where alternative decision-makers placed greater emphasis on autonomy. Alignment
was also discovered on underlying life values, except the role of spirituality which was greater
among alternative decision-makers.
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Conclusion—Preferred alternative decision-makers are an ethical safeguard to ensure the
wellbeing and rights of seriously ill individuals. In this pilot study, preferred alternative decision
makers were aligned with their ill family members concerning treatment-related decisions and
underlying life values. Future research should continue to explore and clarify the views of ill
individuals and alternative decision makers to determine the quality of this safeguard used in
clinical settings.

Mental disorders cause great suffering and represent the second-leading cause of years of
life lost to disability and premature mortality throughout the world — first leading among
economically WHO established countries (WHO, 2011). The need to discover the causes
and most effective treatments of mental disorders is a global health imperative and it is
increasingly recognized. Schizophrenia is among the most devastating of all mental and
physical health conditions, and the 1% of the world’s population who live with this
condition may experience periods of diminished or compromised decisional capacity
(American Psychiatric Association, 2013). Anxiety and mood disorders, similarly, account
for 10% of the total burden of all mental, neurological, and substance use disorders as
measured by disability-adjusted life years, and may be characterized by periods of
uncertainty, emotional lability, and cognitive distortions, which can compromise the ability
to provide authentic informed consent for treatment decisions (Cassem et al., 1998;
Carpenter et al., 2000; Dunn et al., 2006; President’s National Bioethics Advisory
Commission Report, 1998).

Clinicians routinely engage family members and others involved in the lives of people with
mental disorders regarding their health care decisions (Dunn et al., 2011; Dunn et al., 2013;
Overton et al., 2013). These individuals may become alternative decision-makers in clinical
situations, a safeguard relied upon clinically and legally to protect the wellbeing and rights
of the seriously ill (Roberts and Dyer, 2004). In an ethical framework, alternative decision-
makers may follow two different approaches or legal standards. One approach is to try to
identify what the patient himself or herself would choose (“substituted judgment”), and the
other approach seeks to protect and advance the objective interests of the patient (“best
interests™). The substituted judgment approach emphasizes individual autonomy whereas the
best interests approach emphasizes anticipated benefit and minimization of risk. Little is
known about the attitudes of individuals who may undertake the role of alternative decision-
maker and how well aligned their views are with ill individuals. Moreover, little guidance
exists to help alternative decision-makers as they shoulder this important responsibility.

To better understand the views of community-residing individuals diagnosed with psychotic,
mood, and anxiety disorders, we conducted a novel pilot study to evaluate if their personal
perspectives were similar to (“alignment”) and well understood by (“attunement”) the
individuals whom they preferred to serve as their alternative decision-makers. We queried ill
individuals regarding several attitudes and issues that are salient to the process of alternative
decision making, such as the role of the ill individual and of family in arriving at treatment
decisions. In addition, we asked specifically about the importance of autonomy and the role
of family members and other stakeholders across several mental health conditions. We also
asked about ethically important values shaping aspects of one’s personal life that may have
salience for treatment decisions.
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To test alignment, we compared the views of the ill individuals and their linked preferred
alternative decision-maker for similarities and differences. To test attunement, we asked the
preferred alternative decision-makers to predict the beliefs of the ill individual for whom he
or she might be entrusted with decision making. In this report, we present a descriptive and
unique graphical summary of our findings.

The National Alliance for Research on Schizophrenia and Depression and the National
Institute of Mental Health (K02 MH001918) funded this IRB-approved project. Informed
consent was carefully obtained through verbal and written procedures.

Survey Instrument

A new written survey instrument was developed for this project, as described in further
detail in Roberts and Kim (2015), and was informed by community-based participatory
research methods (Roberts et al., 2013). The written survey was based on prior work in the
area of informed consent and alternative decision-making (Roberts et al., 2000; Roberts,
2002, Roberts et al. 2004).

The survey consisted of 63 items overall, with 8 items on the characteristics of the dyad
relationship, 13 items of demographic and background information, 20 items on decisions
related to treatment, and 22 items on decisions related to research. One survey form was
administered to ill individuals, and a parallel version of the survey was administered to
alternative decision-makers. Items were rated on a 9-point scale ranging from not at all
important (1) to very important (9). Data presented here are based on responses to Likert-
scaled attitude items and participant background information.

Study population

Eligible adults included those who were invited via printed ads that were circulated through
the local chapter at the National Alliance of Mental Iliness in Albuquerque, NM, and posted
at the University of New Mexico Mental Health Center, the Albuquerque Veterans
Administration (VA) Medical Center, and/or community mental health organizations. We
conducted the written survey at a routine evening meeting at the invitation of a local chapter
of the National Alliance for the Mentally Il in the community of Albuguerque, New
Mexico, and in convenient locations nearby.

Of the 39 complete pairs who expressed interest in participating, 27 pairs fully consented to
participate in this study. For analysis, 1 record was excluded from the final analytic cohort.

Outcome measures

Il individuals and linked preferred alternative decision-makers were queried on their
perspectives pertaining to three domains.

Domain 1—IIl individuals were asked to rate the importance of several issues in relation to
treatment decisions. These issues fell into two categories: issues related to the role of the
individual, and issues related to the role of the family. The former category included the
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questions on the importance of: “including the ill individual in treatment decisions”, “ill
individual is free to do what he wants”, and “ill individual is able to decide to continue or
stop treatment”. The second category included questions on the importance of: “including

family members in decisions”, “family’s understanding of how the treatment will affect
patient”, “family having to take care of ill individual during the treatment”, “what family
recommends”, and “family able to decide to continue or stop treatment”. Preferred
alternative decision-makers were then asked to predict the perspectives of the ill person to
whom they were linked, thus allowing us to compare the predictions of the alternative

decision-makers to the actual perspectives of the ill individuals (“attunement”).

Domain 2—IIl individuals and preferred alternative decision-makers were asked about the
importance of family members and other stakeholders in clinical decisions related to
different health conditions. They were asked: “How important is it for the following people
to be involved in making treatment decisions?” in the following health conditions: serious
physical illness, serious mental illness, serious alcohol abuse, serious drug abuse,
Alzheimer’s disease, and developmental disability. Responses related to personal views, thus
allowing the comparison of personal perspectives (“alignment”).

Domain 3—IIl individuals and preferred alternative decision-makers were asked to rate the
importance of several ethically-important issues and values shaping every day life. These
issues were organized into 5 main themes: trust and respect, autonomy, comfort and
compassion, issues related to responsibility to others, and religious or spirituality related
issues. Responses related to personal perspectives, thus allowing the comparison of personal
perspectives (“alignment”).

All responses were measured on a 9-point Likert scale.

Statistical analysis

RESULTS

Statistical aims—Our aims were to assess attunement in domain 1, and alignment in
domains 2 and 3.

Tools—We used two sample t-tests and Pearson’s Chi-squared tests as appropriate.

Software—We used R (version 3.0.0, GNU project) for all statistical analyses.

Characteristics of respondents (Table 1)

Complete data were obtained from 26 dyads, consisting of 20 individuals with schizophrenia
and 6 individuals with other psychosis or mood/anxiety disorder, and the linked preferred
alternative decision-makers of these 26 individuals. Of these, half were queried at the
National Alliance for the Mentally 11l evening meeting, and the other half at sites nearby.
Our volunteers with symptoms of anxiety and schizophrenia were mostly men (21, 81%)
with a mean age of 35 years (sd = 10 years). Alternative decision-maker volunteers included
were mostly women (19, 73%), with a mean age of 52 years (sd = 17 years). Other
characteristics of dyads are presented in Table 1.
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Overall trends

Among the highest issues of priority to patients were issues related to the “patient’s ability
to take care of [ones] self during treatment” [means; 7.9 (2.1), 8.2 (1.5)], and “patient’s
understanding of how the treatment will affect patient” [means: 7.8 (2.0), 8.0 (1.4)], and
“patient having a good relationship with family” [means” 7.8 (1.9); 8.2 (1.3)]. Interestingly,
for preferred alternative decision-makers, there were several issues that mattered more
relating to autonomy: “patient being free to do what he wants” (mean = 8.8 (0.4)), “patient’s
ability to do normal things” (mean = 8.3 [1.2]), “patient able to decide to continue or stop
treatment” (means = 8.3 (1.0)), and “patient being a productive member of society.” There
was a significant difference between ill patients and their linked preferred alternative
decision-makers in the way they viewed “patient being free to do what he wants.” (ill patient
mean= 7.5 [2.3]; p-value = 0.01). Not surprisingly, preferred alternative decision-makers
also highly valued “chance for symptom improvement” and “hope for a cure” (means 8.2,
7.7, respectively).

Of least importance to ill individuals, among all issues queried, was that of “treatment costs
to patient or family” and of “family able to decide to continue or stop treatment” (means =
6.4 [2.8], 6.0 [2.8]). Of least importance to preferred alternative decision-makers were the
issues “treatment costs to patient or family” and “family having to take care of patient during
the treatment” (means = 6.9 [2.4], 6.6 [2.5]).

Respondents were also queried on a range of issues relating to treatment decisions, i.e.
importance of a certain issue to themselves for treatment decisions relating to the ill
individual. A majority of issues were rated similarly and highly. Among the top rated issues
were “doctors serve best interests of ill person”, “skill and knowledge of research doctor”,
“include ill person in decisions”, “privacy protection efforts”, “quality of clinic or hospital”,
“ethical and moral standards of research doctor”, and “doctor establish trust with ill person”
[range of means = (8.2, 8.6) ill; (8.0,8.6) ADM]. Of least importance to the ill patient was
the issue “doctor serve best interests of family” (mean 6.9 [2.6]) and to the preferred
alternative decision-maker was the issue “source of payment” (6.9 [2.6]).

I. Attunement of perspectives of individuals living with mental illness and the
predictions of their linked preferred alternative decision-makers regarding the
role of the individual and the family on treatment decisions (Table 2)—With
respect to the role of the ill individual in making treatment decisions, ill individuals and the
predictions of preferred alternative decision-makers ranked issues differently yet both highly
endorsed the theme of autonomy. Respondents expressed strong endorsement of a range of
issues related to the role of the ill individual (range of means [7.2, 8.8]). 11l people living
with mental illness ranked “includ[ing] the ill person in decisions” as the most important
issue (mean 8.5 sd =[0.8]), followed by “ill individual being free to do what [he] wants”
(mean 7.5 sd =[2.3]), and finally “ill person able to decide to continue or stop treatment”
(mean 7.5 sd =[2.3]). Preferred alternative decision-makers predicted that ill individuals
would endorse the issue “ill person being free to do what [he] wants” (mean 8.8, sd [0.4]) on
a greater level than the ill individuals themselves (p=0.01). They also ranked the issues “ill
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individual being free to do what [he] wants” and “ill person able to decide to continue or
stop treatment” highly (means 8.3 [0.4]; 8.3 [1.0]).

To a lesser degree, ill respondents expressed moderate to strong endorsement of a range of
issues related to the role of the family in treatment decisions (range of means [6.0, 7.1]).
They ranked “include family members in decisions” (mean 7.3 [1.7]) as the most important
issue in this group, followed by “family’s understanding of how the treatment will affect ill
individuals” (mean 7.1 [2.5]), “family having to take care of ill individual during the
treatment” (mean 6.9 [2.3]), and “what family recommends” (mean 6.8 [1.7]). The issue
garnering least endorsement was “family able to decide to continue or to stop treatment”
(mean 6.0 sd [2.8]).

Preferred alternative decision-makers similarly expressed moderate to strong endorsement of
a range of issues related to the role of the family (range of means [6.9, 7.9]). Preferred
alternative decision-makers also ranked “include family members in decisions” (mean 7.8
[1.7]) as the most important issue in this group, followed by “what family recommends”
(mean 7.1 [2.0]), and “family’s understanding of how the treatment will affect ill
individuals” (mean 6.9 [2.4]), along with “family able to decide to continue or to stop
treatment” (mean 6.9 sd [2.4]). Ranked lower than these issues was the importance of the
issue “family having to take care of ill individual during the treatment” (mean 6.6 [2.5]).

Table 2 indicates the accuracy of prediction of preferred alternative decision-makers of
people with mental illness regarding treatment decisions, i.e., attunement.

II. Alignment of perspectives of ill individuals and their preferred alternative
decision-makers regarding treatment decisions made in the context of
different health conditions (Figure 1)—Ill individuals and their preferred alternative
decision-makers were aligned in their perspectives regarding the role of the ill individual
(autonomy) in treatment decisions for people with different health conditions with the
exception of health conditions related to alcohol or drug abuse disorder (p-values 0.01, 0.02
respectively). Preferred alternative decision-makers of people with mental illness more
greatly endorse the importance of autonomy for those people with alcohol or drug abuse
disorder than did mentally ill individuals (means = 7.4 vs 5.5; 7.3 vs 5.4; p-values = 0.01,
0.02 respectively).

Il individuals and their preferred alternative decision-makers were aligned in their
perspectives regarding the role of autonomy in treatment decisions for people with different
health conditions. The importance of the influence of family of the ill individual in treatment
decisions was uniformly endorsed regardless of the kind of health condition (all p-values >
0.05).

Figure 1 graphically reflects the alignment in attitudes regarding the importance of influence
of the family of the ill individual in treatment decisions in different health conditions.

[ll. Alignment of perspectives of ill individuals and their preferred alternative
decision-makers regarding ethically-important issues and values in their lives
generally (Figure 2)—IIl individuals and their preferred alternative decision-makers were
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aligned in their perspectives regarding ethically important issues in their lives in general.
That is, ill individuals and their preferred alternative decision-makers were aligned with
respect to “trust and respect”, “autonomy”, “comfort and compassion”, as well as issues
related to “responsibility to others” (p-values > 0.05). The one exception to this trend was
that preferred alternative decision-makers more greatly endorsed religious or spirituality
related issues than did their linked ill individuals (p-value = 0.04).

Figure 2 graphically reflects the alignment in attitudes regarding the importance of ethically-
important issues generally.

DISCUSSION

This study, though preliminary by its nature, is to our knowledge the first to examine the
views held by community-dwelling individuals diagnosed with mood/anxiety disorder or
schizophrenia and those of their preferred potential alternative decision-makers, focusing
specifically on treatment decision-making Our goal was to assess the attunement and
alignment of potential alternative decision-makers with respect to the preferences of ill
individuals regarding many issues that are vital to clinical care choices. We queried study
volunteers regarding the role of the ill individual and the role of family in making treatment
decisions, differences in views depending on the nature of the health condition, and the
importance of principles and values such as trust and respect, autonomy, comfort and
compassion, responsibility to others, and religious or spirituality-related issues. It is rare to
have data from a project in which a decisionally-capable mentally ill person and his or her
preferred alternative decision-maker have been queried and their responses compared. These
findings have genuine salience for the ethical safeguard of alternative decision-making that
is employed routinely in clinical practice and relied upon by law, but without much evidence
base to support whether the standard of substituted judgment is fulfilled or feasible.

The perspectives of mentally ill individuals regarding the role of the ill person and of family
members in treatment decisions were well understood by their preferred alternative decision-
makers in this study. Alternative decision-makers accurately predicted responses to all but
one issue we queried, affirming the importance of the ill individual and of the family being
included in treatment decisions, of the ill individual being able to decide to continue or stop
treatment, the family’s understanding of how the treatment will affect the ill individual, the
role of the family in caring for the ill individual, and the influence of the family’s
recommendations and choices regarding continuing or stopping treatment. The one
exception where preferred alternative decision-makers did not accurately predict ill
individuals’ views related to the concept of personal autonomy: ill individuals in this pilot
study did not as strongly endorse the statement that an ill individual is “free to do what he
wants” as was predicted by the preferred alternative decision-makers. This finding in which
ill individuals are less vehement about individual freedom was documented in a prior study
where physicians similarly overestimated the value schizophrenia patients placed on
autonomy (Roberts et al., 2000). This degree of attunement is striking. Furthermore, this
finding lends support to the idea that substituted judgment is feasible amongst at least a
subset of preferred alternative decision-makers of individuals with mental disorders.
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Very few differences in personal views of ill individuals and their preferred alternative
decision-makers were identified when we examined responses to different health conditions.
Overall, ill individuals and their preferred alternative decision-makers assessed similarly the
degree of importance of autonomy and of the role of family for physical and mental illness,
addiction conditions, and conditions characterized by cognitive deficits. Both ill individuals
and preferred alternative decision-makers endorsed the importance of family influence upon
treatment decisions. For decisions related to physically ill populations and populations with
either drug or alcohol abuse, individual autonomy was more strongly endorsed as important
by preferred alternative decision-makers than by the individuals with mental illness in this
study.

Even more impressive was the alignment of personal views held by ill individuals and their
preferred alternative decision-makers regarding the importance of ethical principles and
values such as comfort and compassion, trust and respect, autonomy, and personal
accountability. It is intriguing that the one area of difference in this domain pertained to
religious attitudes and spirituality, which was important to ill individuals but was endorsed
more strongly by the alternative decision-makers. This topic should be explored further
given that religious values may greatly affect treatment choices, such as end of life care. The
differences we found should be examined. It may be that those individuals who are drawn to
the alternative decision-maker role, and who are trusted by others, hold religious attitudes
and spirituality more dear. This finding suggests the salience of physicians’ efforts to foster
dialogue with patients and potential alternative decision-makers, particularly on those
matters where religious beliefs may be highly relevant to clinical care choices and
therapeutic goals.

Our findings have important implications for patient-centered clinical care practices
involving individuals living with mental disorders. Individuals with mental disorders are
often at life-long risk for recurrence or progression of their conditions, and they are also at
risk for co-occurring disorders. Patient-centered clinical care emphasizes the perspectives,
preferences, and values of the ill individual, and may involve extensive family engagement
in clinical decision-making. Our study reaffirms the value of speaking with patients about
their wishes and, with their consent, of inviting others into the dialogue. Ideally, clinicians
will clarify with their patients the importance placed on personal independence or autonomy
in relation to other values. The impact of religious values in key decisions related to
reproductive health or end-of-life interventions should also be explored explicitly in an effort
to fulfill the goals of patient-centered care. Psychiatric advance directives may prove to be a
useful exercise in care when working with patients who experience periods of diminished
decisional capacity. As a patient-centered safeguard that is underutilized despite support
amongst clinicians, researchers, and bioethicists, a psychiatric advance directive need not be
highly elaborate, but can be a useful starting point for generating dialogue that is needed.

Our results hold promise with respect to establishing an empirical basis for the substituted
judgment standard for alternative decision-making, but this study should properly be viewed
as preliminary. Its limitations include the fact that the participants were not a random sample
and that men and people living with schizophrenia were the majority of ill patients in this
study. We suggest that this study adds important empirical findings to the literature, a body
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of scholarship which has yet to characterize the views of people living with mental illness
and who commonly need to rely on others to help with or make decisions regarding
treatment. This project should serve as a springboard for future studies that help provide a
deeper evidence base regarding the views of stakeholders in clinical care and optimal
practices for training physicians to engage in optimal patient-centered care.
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Highlights

We surveyed people with schizophrenia or anxiety and mood disorder and their preferred
alternative decision-makers.

We examined the attunement and alignment of perspectives between dyads.

Both groups were attuned with respect to the role of the individual and of family in
treatment decision making.

Views of both groups were aligned with respect to different physical and mental
disorders, except in relation to alcohol and substance use.

Both groups were aligned in their views of underlying life values, except the role of
spirituality.
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Figure 1.
Alignment of perspectives of ill individuals and their preferred alternative decision-makers

regarding the role of influences on treatment decisions made by people living with different
health conditions

1duosnuepy Joyiny 1duosnuely Joyiny

1duosnuely Joyiny

J Psychiatr Res. Author manuscript; available in PMC 2017 July 01.



1duosnuepy Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnuely Joyiny

Roberts and Kim

2 3 45 6 7 8 9

1

0

Page 13

&k
trust and respect autonomy-related comfort and compassion issues related to religious or
responsibility to spirituality related
others issues
p=012 p=013 p=054 p=0.31 p=0.04
Importance of issue
Figure 2.

Alignment of perspectives of ill individuals and their preferred alternative decision makers

regarding ethically-important issues in their lives generally
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Table 1

1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Characteristics of participants

Individuals living with mental illness? ~ Preferred Alternat_ive Decision-maker ~ p-value
N =26 =
Living with
Psychosis symptoms 77% (20) - N/A
Mood or anxiety symptoms 23% (6) -
Gender
Women 15% (4) 73% (19) P<0.001L
Men 81% (21) 27% (7)
Mean age in years* 35(10) 52 (17) P=0.0012
Ethnicity o
American Indian or Alaskan 0% (0) 5% (1) p=1.001
White 58% (15) 54% (14)
Other 35% (9) 31% (8)
Currently living o
Alone 42% (11) 4% (1) P<0.001L
With family 49% (10) 81% (21)
With friends 3% (1) 12% (3)
Group home or halfway house 4% (1) 0% (0)
Marital Status’7
Single 70% (18) 12% (3) P<0.001L
Divorced or widowed 8% (2) 23% (6)
Married or living with partner 15% (4) 65% (17)

*

m = number of missing observations = 4

*ok

Preferred Alternative Decision-makers, /7= 2; ill individuals, m =2

Aok

*
Preferred Alternative Decision-maker, m = 1; and ill individual, m=3

fCommunity-dweIIing Individuals living with psychosis, mood or anxiety disorder by self-report

ﬁlll individual, m=2

Tests used:
1.
Fisher’s test;

Zt-test
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