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Abstract

Statutes on psychiatric advance directives (PADs) allow competent individuals to document
instructions for future mental health treatment in the event of an incapacitating crisis. PADs are
aimed at promoting a stronger sense of patient self-determination, considered a central tenet of
psychosocial rehabilitation and recovery; however, it is unknown what factors (if any) lead
psychiatric patients with PADs to experience this benefit long term. The current study involves
examination of 1 year effects on perceived treatment self-determination among 125 people with
mental disorders who completed PADsviaa 1-on-1 facilitated PAD intervention. Descriptive
analyses showed participants documented medically relevant information that would assist doctors
inacrisis and participants reported a high level of satisfaction with the facilitated PAD
intervention. Multivariate analyses demonstrated that increased sense of autonomy at 1 year was
predicted by race, understanding PADs, and verbal memory. Results provide useful guidance for
administrators and clinicians, suggesting that PADs show promise in helping empower people
with mental illness, especially African-American clients. Further, findings indicate that optimal
implementation of PADs will be achieved when facilitated intervention assists people with mental
illness to better understand what PADs are and to remember they have a PAD at the time they are
experiencing apsychiatric crisis.
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L egislation aiming to promote advance care planning and treatment self-determination
among people with mental illness has proliferated in recent years. In the United States, laws
defining psychiatric advance directives (PADs) have been passed in 25 states, allowing
competent persons to document advance instructions for their future mental health treatment
or to designate a health care agent to make decisions for them, in the event of an
incapacitating psychiatric crisis (Appelbaum, 2004; Srebnik & La Fond, 1999; Swanson,
Swartz, Ferron, Elbogen, & Van Dorn, 2006). In addition to recognizing the potential
benefits of PADs, many states are beginning to recognize legal obligations under the federal
Patient Self-Determination Act of 1991, which includes informing all hospital patients that
they have aright to prepare advance directives and—with certain caveats—that clinicians
are obliged to follow these directives (Hoge, 1994). As such, federal law helps ensure that
people with mental illness, in whatever state they live, can use medical advance directivesto
specify mental health treatment preferences or to assign proxy decision makers for mental
health decisions.

If followed by treatment providers, PADs can help patients gain better access to the types of
treatment that work best for them, especially during times when they are most in need of
care but least able to speak for themselves (Backlar, McFarland, Swanson, & Mahler, 2001,
Joshi, 2003; Vuckovich, 2003). Further, the very exercise of preparing a PAD and
discussing it with amental health professional may enhance therapeutic alliance and
improve treatment engagement (Atkinson & Garner, 2003; Srebnik, 2004; Swanson, Swartz,
Elbogen et a., 2006). In theory, PADs provide a transportable document—increasingly
accessible through electronic directories—to convey information about a patient’ s treatment
history, including medical disorders, emergency contact information, and medication side
effects (Swartz, Swanson, & Elbogen, 2004). Clinicians often have limited information
about psychiatric patients who present in crisis centers or hospital emergency departments
(Elbogen, Tomkins, Pothuloori, & Scalora, 2003). Nonethel ess, these are the typical settings
in which clinicians are called on to make critical management and treatment decisions with
whatever limited data may be available. With PADs, clinicians could gain immediate access
to relevant information about individual cases and thus improve the quality of clinical
decision making.

A large-scale, randomized clinical trial indicated that a manualized PAD facilitation helps
overcome patient barriers to completing PADs and helps improve working alliance and
treatment engagement among people with severe mental illness (Swanson, Swartz, Elbogen
et al., 2006). The authors of that study found that 61% of participantsin the facilitated
session completed an advance directive or authorized a proxy decision maker, compared
with only 3% of control group participants. At follow-up, participants in the facilitated
session had a greater working alliance with their clinicians and were more likely than were
those in the control group to perceive that they were receiving the mental health services
they needed. Another analysis from this clinical trial involved examining competence to
complete PADs with a newly developed instrument that evaluates patients' understanding,
appreciation, and reasoning ability applied to PADs and to specific treatment decisions
contained in PADs (Elbogen et al., 2007). Elbogen et al. (2007) found the manualized PAD
facilitation significantly improved patients' competence to complete PADs, aswell as
patients' treatment decision-making capacity in general. The PAD facilitation intervention

Psychol Public Policy L aw. Author manuscript; available in PMC 2013 November 04.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Elbogen et al.

Page 3

most dramatically increased treatment decision-making competency among patients with
low cognitive functioning.

For these reasons, researchers, clinicians, and consumer-advocates have hypothesized that
patients who write PADs will experience a greater sense of self-determination with respect
to their mental health care (Backlar et a., 2001; Srebnik, 2004; Swanson, Tepper, Backlar,
& Swartz, 2000). People with a PAD may thusfeel their treatment is more self-determined
because they are now actively coauthoring their own mental health crisis plans. In particular,
empirical research supports the notion that when patients are free to express their
preferences in the context of treatment, they perceive that their treatment is more under their
control and then take greater responsibility for that treatment (Lecomte, Wallace, Perreault,
& Caron, 2005; Ryan & Deci, 2000; Williams, Rodin, Ryan, Grolnick, & Deci, 1998).
Research on psychiatric rehabilitation supports the benefits of helping empower people with
mental illness to become more autonomous, to take a greater role in their own care, and to
actively participate in their own lives (Anthony, 1998; Liberman, 1992; Spaulding, Sullivan,
& Poland, 2003). As such, PADs can betoolsto help instill a stronger sense of
empowerment and autonomy among people with mental illness, both of which are central to
recovery and rehabilitation.

However, PADs are not written in avacuum, and a number of factors might reduce the
effects on patient’ s perceived self-determination. Research has shown that many patients
report not understanding how PADs work, due to lack of experience with new laws,
difficulty understanding abstract concepts of cognitive and feeling states in the future, and
other cognitive limitations (Swanson et al., 2003). Further, many clinicians report barriersto
PADs, including not having easy access to them (Van Dorn et a., 2006) and not being
familiar with the laws in the first place (Elbogen et al., 2006). Currently, it is unknown
which key features of PADs allow PAD completers to have long-term benefits from the
process. Given the realities of poorly responsive and fragmented mental health care systems
that patients often must contend with, merely having a PAD may do little, in the long run, to
help patients gain more control over their treatment.

Without more information about what promotes, or hinders, these types of outcomes,
administrators and clinicians lack guidance about how to effectively implement laws on
PADs. As described above, published studies have examined the outcomes associated with
PADs; however, relatively less attention has been devoted to empirically examining the
process by which PADs lead to these outcomes (arguably, the latter is especially needed to
determine the approach that ought to be taken when applying PADs in practice). In other
words, how should PADs be completed to assure that patients experience an increased sense
of autonomy in the long term? Does the content of what is written in the PAD matter? If so,
in what ways? How does a patient’ s understanding of PADs influence these long-term
outcomes associated with writing a PAD? Perhaps a consumer who better understands the
impact of PADs on his or her life will maintain longer term perception of self-determination
after completing a PAD. Or, are more globa clinical or demographic characteristics
associated with benefits resulting from PADs? What factors contribute to better outcomes
among those with PADs? The purpose of this article is to address these questions and to
investigate what predicts long-term perceptions of self-determination among people with
mental disorders who have completed PADs. The results therefore point policy makers and
mental health professionalsto specific ways to implement PADs, so that patients gain
optimal benefit.
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The primary target for PADs is the population of individuals who experience fluctuating
decisional capacity often associated with psychotic symptoms. The current study focuses on
asubset from alarger project on PADs (Swanson, Swartz, Elbogen et al., 2006), and the
study’ s sampling criteriawere individuals who were age 18-65 years; who had a chart
diagnosis of schizophrenia, schizo-affective disorder, other psychotic disorder, or major
mood disorder with psychotic features; and who were receiving community-based treatment
provided through one of two area programs in the state mental health system of North
Carolina

The two community mental health programs provided comprehensive de-identified lists of
clients prescreened for study eligibility criteria. From these lists, arandom sample of client
cases was screened. Sequential admissions from these programs to the regional state
psychiatric hospital were also screened. Treating clinicians verified that the identified
patient met study selection criteria and approached the patient initially for permission have a
researcher contact them. Patients willing to be contacted were then approached by a research
interviewer to obtain informed consent and to conduct the baseline interview. Of those
approached, 8% refused to participate but did not differ from those who ultimately
consented in terms of gender, ethnicity, or diagnosis.

The subset for this analysisincluded 125 participants who met the above study criteria,
provided both baseline and 1 year data, and completed a PAD via a one-on-one facilitated
intervention. These participants are the only known group of people with mental illness
involved in aresearch study and who have had a PAD for at least 1 year, offering the
opportunity to systematically investigate the long-term effects of PADs among those who
have completed these legal documents. Using this sample also allows study of perceptions
of the facilitated psychiatric advance directive (F-PAD) intervention process, which has not
yet, to our knowledge, been studied.

All participants in this subgroup provided data at baseline and at 1 year, as described in the
measures below. All participants in the current study also completed the F-PAD within 2
months of the baseline interview. The F-PAD was designed as a structured but flexible
session to provide orientation to PADs, as well as to provide direct assistance that may be
necessary for patients with mental illnessto complete alegal PAD. The F-PAD focused on
the requirements for PADs in North Carolinalaw, following the forms promulgated in these
statutes. The F-PAD reviewed past treatment experiences and educated participants about
writing an advance instruction and designating proxy decision makers. If participants wished
to prepare a PAD, the facilitator provided assistance in doing so by eliciting preferences and
advance consent or refusal for psychotropic medications, hospital treatment, or
electroconvulsive therapy, and gathering information about crisis symptoms, relapse and
protective factors, and instructions for inpatient staff (e.g., effective strategies to avoid use
of seclusion and restraints).

As part of the F-PAD process, facilitators asked open-ended questions about participants
preferences, and facilitators clarified unclear preferences. In the event the participant wished
to document a request unlikely to be followed (e.g., “1 want to smoke in the emergency
room.”), the facilitator would provide some feasibility testing (e.g., “1 don’t think the
hospital policy would allow you to smoke in the emergency room.”). At this point the
participant could either not document the preference (e.g., “ Y ou’ re right, there’ s no way
they’d let me smoke in the emergency room.”) or writeit down in the PAD anyway (e.g., “I
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realize that but | want doctors to know how important my smokes are.”). Thus, athough the
F-PAD intervention prompted participants to assess the feasibility and appropriateness of
PAD instructions, it strictly supported participants preferencesin recording any instructions
they wished. As such, the F-PAD intervention does not aim to change the substance of the
patient’s preferences or directives; instead, it hel ps patients clarify their instructions and the
reasons underlying them. F-PAD facilitators made intentional effort to never use leading
guestions that might influence participants' stated instructions.

Finally, assistance was provided to draft the PAD document, obtain witnesses, obtain
notarization, ensure that the PAD was recorded in the participant’s medical record, and, if
desired, register the PAD with anational or state electronic registry. Participants who
consented to storing their advance care documents with an electronic registry received an
identifying sticker to affix to their identification card and/or driver’slicense, to carry on
their person at all times. The F-PAD program offered participants a bracelet or laminated
card, to carry at all times, which noted that he or she had a PAD and which indicated the
proxy decision maker’s name if applicable, the case manager’ s name, the emergency contact
information, and the toll-free telephone number of the relevant registry. Completing a PAD
viathe F-PAD intervention involved, on average, 2 hours. The F-PAD was conducted by six
trained research assistants, one with a master’ s degree and the others with bachelor’s
degrees, each of whom obtained a high level of fidelity throughout the study period (for
details, see Elbogen et al., 2007; Swanson, Swartz, Elbogen, et al., 2006).

Demographic and clinical data—Demographic and clinical data were obtained at
baseline. Demographic variables included age, education, ethnicity, and gender. The
anchored version of the Brief Psychiatric Rating Scale (BPRS) was used to assess current
psychiatric symptoms (Moerner, Mannuzza, & Kane, 1988). The Insight and Treatment
Attitudes Questionnaire (ITAQ) was used to measure awareness of mental health problems
and acknowledgment of need for treatment in the past, at the current time, and in the future
(McEvoy, Apperson, Appelbaum, & Ortlip, 1989). Additional clinical variables included
diagnosis as obtained from the participant’s medical record.

Neurocognitive functioning—Neurocognitive functioning was tested at baseline with
the American National Reading Test (AMNART), which asks participants to read alist of
words that become progressively more advanced, to estimate premorbid verbal 1Q (Blair &
Spreen, 1989) and the Hopkins Verbal Learning Task (HVLT), which taps into delayed
memory by having alist of 12 words read to participants three times and having participants
be asked what they remember after each repetition and again after 30 minutes (Brandt,
1991).

PAD content—All participantsin this analysis completed PADs within 2 months of the
baseline interview. Content from these PAD documents was coded by four research
assistants. To ensure reliability in coding, research assistants each coded the same three
chartsinitially to measure interrater reliability. Research assistants obtained kappas ranging
from .75 to .90 and were deemed able to code chartsindividually. Coding paralleled the
main categories of information found in the North Carolina PAD statute. These included (a)
crisis symptoms; (b) medications consented to or refused; (c) hospitals consented to or
refused; (d) emergency contact information; (€) relapse risk factors; (f) protective factors;
(g) instructions to hospital staff; (h) electroconvulsive therapy preferences; (i) other
instructions and/or medical information on side effects or allergies to medications.
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F-PAD intervention process—Datawas collected, at 1 year, about patients’ experiences
with the F-PAD intervention, including questions about consumers’ satisfaction with the F-
PAD, consumers’ perceptions of whether they could have written a PAD without the F-
PAD, consumers knowledge about whether their PAD was sent by the F-PAD facilitator to
the consumers' medical records, and consumers' overall opinion about whether they found
the F-PAD helpful.

Comprehension of PADs—Comprehension of PADs was measured at 1 year with the
Decisional Competence Assessment Tool for Psychiatric Advance Directives (DCAT-PAD),
which was devel oped to mirror the structure of the MacArthur Competency Assessment
Tool for Treatment (MacCAT-T; Grisso, Appelbaum, Mulvey, & Fletcher, 1995; Srebnik,
Appelbaum, & Russo, 2004) and which evaluates participants’ ability to understand basic
elements of PADs (e.g., “A PAD involves alegal document to state my treatment
preferencesif | have apsychiatric crisis.”) and to reason about how PADs would specifically
affect their lives and/or treatment (e.g., “With aPPAD, | could say in advance | want doctors
to give me Risperdol.”). The psychometric properties of these domains of the DCAT-PAD,
indicating good internal consistency (a = .80), are described elsewhere (Elbogen et al.,
2007).

Psychiatric hospitalization—Psychiatric hospitalization data was collected, at 1 year,
regarding whether the patient had been admitted to a psychiatric hospital during the study
period.

Perceived treatment self-determination—Perceived treatment self-determination was
measured at both baseline and at 1 year, with a subset of items drawn from the Treatment
Motivation Questionnaire (TMQ), an instrument developed with the conceptual framework
of Self-Determination Theory (Ryan & Deci, 2000), which measures a construct termed
intrinsic motivation that denotes reasons for engaging in treatment based on patient choice.
The TMQ itemsinclude the following: “1 am responsible for this choice of treatment,” “I
really want to make some changesin my life,” “If | remain in treatment, it will probably be
because | feedl likeit’ sthe best way to help myself,” “I decided to come to treatment because
| was interested in getting help,” “1 accept the fact that | need some help and support from
othersto beat my problem,” and “I chose this treatment because | think it is an opportunity
for change.” Each item was scored on a 7-point scale from strongly disagreeto strongly
agree. The TMQ was adapted and was used to ask participants to focus on their mental
health treatment specifically. For the current sample at baseline, these items showed good
internal consistency (a = .78) and reliably tapped into a single construct of intrinsic
motivation. In the current analysis, scores from these items were summed to create a total
score representing perceived self-determination.

Descriptive statistics on the 125 participants who completed PADs were used to obtain
baseline frequencies, measures of central tendency, dispersion on perceived self-
determination, PAD comprehension, demographic variables, clinical characteristics,
cognitive functioning, PAD content, and perceptions of F-PAD intervention with SAS
version 9.1. Specific examples of PAD content are presented as qualitative data to illustrate
what participants wrote in their PADs that related to different areas of the PAD document.
Raw scores from all cognitive tests were converted to standardized scores based on available
normative samples and corrected for age and education (Blair & Spreen, 1989; Brandt,

1991; Wechdler, 1997).
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We then examined which factors led to superior perceived self-determination at 12 months.
Given power considerations, stepwise linear regression analyses were used, in which
independent variables were excluded from subsequent analysesif they did not meet a
probability level of .10. With this procedure, 12 month perceived self-determination was
regressed on demographic, clinical, and neurocognitive variables as well as on PAD content
and perceptions of F-PAD process variables, with baseline perceived self-determination
controlled for.

At baseline, the average age of participants was 44.8 years (SD =10.1 years). The sample
was demographically representative of the public mental health system in North Carolina:
59% women and 41% men, 56% African-American, and 44% Caucasian. Only 12% were
married or cohabiting, and 24% of the sample had less than a high school education.
Clinically, 61% of participants had a chart diagnosis of schizophrenia or schizoaffective
disorder, and 39% had bipolar disorder or depression with psychotic features.

BPRS mean scores also indicated mild—moderate symptomatology (M =32.3, SD =8.6).
The sample showed arelatively high mean score at baselineon the ITAQ (M =18.1, SD =
4.1), indicating high awareness of illness. The sample had premorbid verbal 1Q estimates
with scores that would be considered similar to the general population (M =101.6, SD =
10.7). Similarly, the Hopkins domains, transformed into standardized T scores, showed low
average verbal memory relative to the general population (M =33.7, SD =12.9). Mean
scores on DCAT-PAD understanding and reasoning were in the average range compared
with normative data on people with severe mental illness (Elbogen et a., 2007). With
respect to perceived self-determination in mental health care, participants showed that
generally equal distribution of change over the course of the year, with 34% having better
intrinsic motivation scores on the TMQ at 12 months, 43% having lower scores at 12
months, and 23% the same scores at 12 months, compared with baseline scores on this
measure.

Descriptive analyses were used to present PAD content as shown in Table 1. The majority of
participants who completed PADs listed at least 3 crisis symptoms and protective factors,
consented to and refused at least one psychotropic medication, prescribed strategiesto
reduce seclusion and restraints, and refused electroconvulsive therapy under any
circumstance. About one fifth listed aggressive behavior and one fourth listed self-harm or
suicidal ideation as particular crisis symptoms for doctors to be alerted to. Of the
participants, 16% indicated medical problems that they wanted inpatient clinicians to be
aware of because the problems could bear on the participants mental health treatment.

Figure 1 helps clarify specific instructions and preferences listed by subjects who completed
PADs. In general, several themes emerge when viewing the data qualitatively, and they
clarify the quantitative datain a number of ways. First, the data reveal that rather than
consent to a specific medication, at least some subjects preferred to have future inpatient
doctors confer with subjects’ outpatient doctors to check what medications were working
well. Second, the PAD content shows that subjects not only expressed treatment preferences
in their PADs but were able to and interested in listing the reasons behind these choices.
Third, the data indicate that patients explicitly wanted inpatient staff to treat them with
respect and, in many cases, gave specific instructions about how staff could do so. Fourth,
subjects’ PAD preferences show that participants wanted not only to select medications or
hospitals but also to convey additional details about medications side effects of comorbid
medical problems, so that overall medical care would be improved.
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These PADs were created after the individualized F-PAD intervention, and after 1 year, the
overwhelming majority of subjects had favorable views of the F-PAD. Over 90% indicated
they could not have completed the PAD without the intervention, that the F-PAD enhanced
their crisis planning, and that they knew that their PADs were stored and filed in their
medical records. Most participants (78%) were satisfied with their PADs after 1 year. It
should be noted that the other subjects who said they were not satisfied with their PAD were
provided with an opportunity to change their PADs after the study ended.

Multivariate analyses were conducted to determine factors predicting increased perceived
self-determination in this sample (Table 2). As expected, baseline perceived self-
determination significantly predicted 12-month perceived self-determination (f = .59, p<.
0001). Controlling for this, three variables emerged in the final model as significantly
predicting 1 year perceived self-determination: being African-American (§ = .22, p=.003),
scoring on DCAT-PAD Reasoning (B = .15, p=.04), and scoring on Hopkins Delayed
Recall (B = .16, p=.03) The model was statistically significant, {4, 120) = 21.60, p<.
0001, and accounted for alittle less than half the variance in 12 month perceived self-
determination (A2 = .43).

Discussion

In sum, the data showed that people with mental illness who completed PADs documented
medically relevant information that would assist doctors if those people were to have a
crisis. Toillustrate, some patients listed medical conditions (e.g., diabetes) that could be
masked by overt mental health symptoms (e.g., depression). No subject refused all
medications, although most refused at least one type. Additionally, subjects reported a high
level of satisfaction with the facilitated PAD intervention. In particular, nearly al the
subjects reported they would have had difficulty completing a PAD on their own without
assistance. With respect to long-term perceived self-determination, multivariate analyses
showed that increased sense of autonomy at 1 year was predicted by ethnicity, by
understanding PADs, and by better verbal memory among people with mental illness who
completed PADs.

The data confirm other studies showing that what people write in PADs would be useful for
cliniciansin crisis situations (Srebnik et a., 2005). This expands on findings that people
with mental illness generally document information in PADs consistent with community
practice standards (Swanson, Swartz, Elbogen et al., 2006), by describing in greater detail
the specific types of information people write in their PADs. In particular, Figure 1
illustrates the diversity of preferences written by showing how some preferences may be
quite the opposite of others; for instance, many patients refused Haldol, but a number of
patients requested Haldol if they felt out of control. Further, presenting the actual PAD
content shows the usefulness of not just listing medications one refuses but also listing
reasons behind these choices. Because the emergency room clinician seesonly asmall dice
of apatient’slife, aslice when the patient may be psychotic, it is extremely useful for a
patient to include the rationale for choices so that the emergency room clinician sees alarger
scope of who the patient is and how they think about their preferences. Recent research
suggests that when clinicians are aware of medically appropriate reasons for a medication
refusal, clinicians are more likely to honor patient’s choicesin a PAD (Wilder, Elbogen,
Swanson, Swartz, & Van Dorn, 2007).

The current results provide useful guidance for administrators and cliniciansin several ways.
First, the data are the first report on consumers’ perceptions of the F-PAD process,
informative for anyone developing PAD policy and procedures. The vast majority of
subjects were satisfied with their final PAD document almost 1 year after the fact, which
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attests to the ability of the facilitation to capture a consumer’ s genuine treatment
preferences. Even more striking was the overwhelming endorsement of the usefulness of and
the need for the F-PAD intervention, without which almost every subject said they would
never have been able to get a PAD. Thisfinding is consistent with an earlier report showing
that people randomized to the F-PAD condition were over 20 times more likely to have a
PAD at 2 months than were people who received no one-on-one assistance writing a PAD
(Swanson, Swartz, Elbogen et a., 2006). For this reason, the subjects’ opinions about the F-
PAD speak to how people with mental illness would probably hope for PADs to be
implemented; specifically that afacilitator would assist the patient with the process. That
100% of participants thought the F-PAD intervention was helpful for psychiatric crisis
planning suggests that the facilitation itself play a central role in effective implementation of
PADs, underscoring the need to supplement mental health services provision with trained
PAD fecilitatorsif serious attempts to use PADsin practice are being considered.

Second, the findings indicate that PAD comprehension is central to achieving benefits from
PADs (Srebnik et al., 2004; Swanson et al., 2003) because PADs require the ability to grasp
somewhat difficult and abstract concepts, such as fluctuating decisional capacity and future
preferences for treatment. In particular, because patients who better understood exactly how
PADs would affect their lives and treatment demonstrated a higher level of perceived self-
determination at 1 year, this suggests that some patients who complete PADs, even with the
facilitation, may still not fully understand how they would be used to help their crisis
planning. Thus, to bolster perceived autonomy, additional efforts may be needed to
supplement PAD completion with focused teaching about how PADs would be used and
what affects they would have on patient’ s psychiatric treatment. Either through role playing,
didactic education, or focused inquiry, it seems that ensuring people can visualize exactly
how a PAD would work in a crisiswould be linked to a greater sense of autonomy in the
long term.

Third, and related, is the finding that verbal memory predicted perceived self-determination
at 1 year among PAD completers. This finding was somewhat surprising because, prima
facie, it isunclear why acognitive function itself would be associated with increased
experience of autonomy. But in the context of one’s having written a PAD, the result makes
more sense; specifically, if the PAD involves a physical document that one needs to
remember that one has, then a person with mental illness who has poorer verbal memory
may be more at risk of forgetting that he or she has a PAD in the first place, especidly if he
or sheisin the middle of experiencing a psychiatric crisis. Thus, thisfinding revealsthe
potential for people with PADs to be hospitalized and to not ever bring the PAD to their
doctor’ s attention. Hospitals' inquiriesinto PADs is unknown, but to the extent this mirrors
inquiry into medical advance directives, policies are not consistently implemented. And
even if they were, the dataimply that some patients with mental illness or cognitive
impairments may not recall that they have one at the very moment it is most needed.

Asaresult, the data point to a potential weak point in implementing PADs; namely, a
patient telling a doctor he or she has a PAD. Although somerole play of this interaction may
be useful to include in afacilitated PAD intervention, additional systemic steps are needed
to increase chances a patient’s PAD gets on the radar. These might include filing PADs in
multiple health settings, wearing bracel ets alerting doctors a patient has a PAD, and having
one's PAD put on a portable thumb drive. Systemic interventions to increase recall could
involve hospitals devel oping more sophisticated electronic medical records systems to alert
clinicians that a patient has a PAD on file.

Fourth, the strongest predictor of 12-month perceived self-determination was race; being
African-American was significantly related to an increased sense of autonomy at the end of
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the study period, even after clinical, demographic, cognitive, and PAD-related variables
were controlled. Post hoc analyses indicated that there were no baseline differences on
perceived self-determination between African-American and other subjectsin the current
sample and that ethnicity did not predict increased perceived self-determination at 1 year
among people with mental illnessin the larger study who had not written a PAD (neither did
PAD reasoning or verbal memory, for that matter). That ethnicity remained significant in
multivariate modeling for PAD completers provides preliminary evidence that writing these
legal documents meant something important to this subgroup of patients. This corresponds
to other findings on PADs and suggests that there is much greater demand for PADs among
people with mental illness from racial minorities (Swanson, Swartz, Ferron et a., 2006).

Mental health consumers who are members of disadvantaged or marginalized social groups,
or who feel deprived of personal autonomy in their choices, may value PADs more insofar
as PADs are promoted as instruments to empower personal choice and self-determination in
mental health treatment, that is, as a potential remedy for disempowerment. Instruments like
PADs that promote perceived self-determination may encourage better treatment
engagement and stronger therapeutic aliance (Berk, Berk, & Castle, 2004; Rosen, Ryan, &
Rigsby, 2002; Ryan, Plant, & O'Malley, 1995; Williams et a., 1998; Zygmunt, Olfson,
Boyer, & Mechanic, 2002). To the extent that research has shown that racial minorities often
perceive more barriers to mental health care, PADs may prove to be avauable tool to help
racial minority patients with mental illness participate more actively in their treatment and
take steps to achieving recovery.

There are several limitationsin the current study. First, we examined participants
perceptions of self-determined care but did not examine actual care received because there
were so few people whose PADs could have been executed due to having been hospitalized.
Thus, in the current analysis, we could not examine whether the F-PAD led to more care or
to better quality care; we restricted analysis to whether participants thought that their mental
health care was salf-directed and self-chosen. Also, we did not examine whether patients
received the crisis care they requested for periods of decisional incapacity in the PAD
because few had such a crisis during the course of the year. In addition, awareness of PADs
by clinicians and law enforcement remains low, reducing use of PADs in crises. Efforts are
needed to gain buy-in from these stakehol ders to ensure PADs are implemented in
emergencies.

In conclusion, PADs are aimed at hel ping people with psychiatric disorders determine their
own menta health care. The current study demonstrates that people with mental illness are
able to document medically relevant information and that people who complete PADs report
ahigh level of satisfaction with afacilitated, one-on-one PAD intervention. Multivariate
analyses suggest that PADs may help empower people with mental illness among racial
minorities and that optimal implementation of PADs can be achieved when afacilitated
intervention assists people with mental illness better understand what PADs are and
remember that they have PADsif they are experiencing a psychiatric crisis. The current
findings show promise of alegal intervention to help people with mental illness move
toward directing their own care and, ultimately, their own lives.
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Crisis “I believe I need to hurt myself because the television is talking to me, and sometimes there are TVs in hospital
Symptoms waiting rooms.”
“I shake all over and have gotten seizures, but once someone thought I was just agitated.”
“I give things away and have difficulty sleeping and eating and have racing thoughts and become aggressive,
especially in the emergency room.”
Medication “I refuse Haldol or Thorazine because they make me stiff, I get blurred vision, and feel like a zombie.”
Preferences “I don’t want Depakote because one time I had it and I got pancreatitis.”

“They’ve given me Ativan before, but I absolutely do not want any medications I could become addicted to.”

“Please ask my doctor what medications I am taking that are working well for me.”

Hospital and

“I want to go to [preferred hospital] because it is closest to my parents who want to help with my treatment. The

Treatment last time I got sick I was sent to another place three hours away and that was far for my mom and dad to drive.”

Preferences “Staff should know if I'm crying, I can’t ask anymore but I need someone to talk with me; otherwise, I’ll hurt
myself.”
“Staff needs to be aware that if I’'m hearing voices to run then I’'m not wanting to hurt myself or anyone else and
I just want to be talked to.”
“I want a shot of Haldol if T get out of control.”
“If staff is trying to restrain me, they should know I have a porto-cath.”
“Please treat me with respect and listen.”

Other “I have diabetes, and it looks like I'm depressed when my blood sugar is off.”

Information “Someone needs to call my brother to take care of my rent since one time after I was hospitalized, I lost my
apartment.”

Figure 1.

Examples of content from study PAD documents.

Psychol Public Policy L aw. Author manuscript; available in PMC 2013 November 04.




1duasnuey Joyiny vd-HIN 1duasnue Joyiny vd-HIN

wduosnue Joyiny vd-HIN

Elbogen et al.

Table 1
Descriptive Statistics on PAD Completers Retained at 1 Y ear

Characteristics of PAD completers

%

Race
African-American
Caucasian
Gender
Male
Female
Education
Less than high school
High school graduate or more
Diagnosis
Psychotic disorder (schizophrenia/schizoaffective disorder)
Affective disorder (bipolar disorder/major depression)
Psychiatric hospitalization
Was admitted to hospital during 1 year study period
Stayed out of the hospital during 1 year study period
Perceptions of F-PAD intervention
Endorsed being unable to do a PAD without F-PAD
Knew that F-PAD facilitator filed PAD in medical charts
Endorsed satisfaction with final draft of PAD created in F-PAD
Indicated the F-PAD was helpful for psychiatric crisis planning
Content of PAD documents
Listed 3 or more crisis symptoms
Consented to at least 1 specific psychotropic medication
Refused at least 1 specific psychotropic medication
Refused al psychotropic medications
Prescribed at least 1 strategy to reduce restraints/seclusion
Listed 3 or more protective factors
Refused ECT under any circumstance
Listed aggression among crisis symptoms
Listed self-harm or suicidal ideation among crisis symptoms

Listed medical problem that impacts behavior/mental health

56

41
59

24
76

61
39

18
82

94
97
78
100

79
88
71

0
53
60
58
18
26
16

70
55

51
74

30
95

76
49

23
102

118
121

98
125

98
110
89
0
66
75
72
23
33
20

Note N =125, PAD = psychiatric advance directive; F-PAD = facilitated psychiatric advance directive; ECT = electroconvulsive therapy.
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