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Abstract

All individuals should receive care consistent with their expressed preferences during serious and chronic illnesses. Respecting
Choices (RC) is a well-known model of advance care planning intended to assist individuals consider, choose, and communicate
these preferences to health-care providers. In this systematic review, we evaluated the published literature on the outcomes of
the RC and derivative models utilizing criteria developed by the Cochrane Collaborative. Eighteen articles from |6 studies were
included, of which 9 were randomized controlled trials, 6 were observational, and | was a pre—posttest study. Only 2 specifically
included a minority population (African American). Fourteen were conducted in the United States, primarily in the Wisconsin/
Minnesota region (n = 8). Seven studies examined the RC model, whereas 9 examined derivative models. There was significant
heterogeneity of outcomes examined. We found that there is a low level of evidence that RC and derivative models increase the
incidence and prevalence of Advance Directive and Physician Orders for Life-Sustaining Treatment completion. There is a high
level of evidence that RC and derivative models increase patient—surrogate congruence in Caucasian populations. The evidence is
mixed, inconclusive, and too poor in quality to determine whether RC and derivative models change the consistency of treatment
with wishes and overall health-care utilization in the end of life. We urge further studies be conducted, particularly with minority
populations and focused on the outcomes of preference-congruent treatment and health-care utilization.
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adults at any age or stage of health in understanding and
sharing their personal values, life goals, and preferences
regarding future medical care.”'®®" Advance care planning
acknowledges that individuals’ preferences often evolve as
their health status worsens and the conversation around pre-
ferences should also evolve.””

Respecting Choices (RC) is one well-known model intended
to normalize EOL communication.® The RC model started in
La Crosse, Wisconsin in 1991 as a community-wide initiative
of integrating ACP.'® The key features of the program include a
stepped approach to ACP (First Steps, Next Steps, and Last
Steps) and in-depth counseling by trained nonphysician

Introduction

The goal of advance care planning (ACP) is to ensure that
individuals receive care consistent with their expressed prefer-
ences during serious and chronic illnesses.! Unfortunately,
communication about preferences frequently either does not
occur or occurs very late in the course of an individual’s illness
trajectory, sometimes mere days or weeks before death.* This
leaves many individuals and families struggling to make deci-
sions in a pressured, emotional, and time-sensitive situation
and leads to preference-discordant care.*

Thus, a key recommendation of the 2014 Institute of
Medicine (National Academy of Medicine, Engineering and
Science) report, Dying in America: Improving Quality and

Honoring Individual Preferences Near the End of Life, was
to normalize end-of-life (EOL) conversations through
engagement of persons and families in care planning over
time.® The report also indicated a clear distinction between
an advance directive (AD)—a static document for expressing
EOL wishes—and ACP—a process of care planning over
time® (Table 1). Similarly, a recent Delphi survey of palliative
care experts defined ACP as a process of care “that supports
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Table I. Advance Care Planning Terms.

Advance care planning®

“The whole process of discussion of end-of-life care, clarification of related values and goals, and embodiment of preferences through written
documents and medical orders. This process can start at any time and be revisited periodically, but it becomes more focused as health status
changes. Ideally, these conversations (I) occur with a person’s health-care agent and primary clinician, along with other members of the clinical
team; (2) are recorded and updated as needed; and (3) allow for flexible decision-making in the context of the patient’s current medical situation.”

Terms related to advance care planning®

Advance directives

“Refers to several types of patient-initiated documents, especially living wills and documents that name a health-care agent.”

“Living will—a written (or video) statement about the kinds of medical care a person does or does not want under certain
specific conditions (often “terminal illness”) if no longer able to express those wishes.”
Durable power of attorney for health care—identifies the person (the health-care agent) who should make medical

decisions in case of the patient’s incapacity.

Medical orders

“Are created with and signed by a health professional, usually a physician (in some states, a nurse practitioner or physician

assistant), for someone who is seriously ill. Because they are actual doctor’s orders, other health professionals, including
emergency personnel, are required to follow them.”
“Physician Orders for Life-Sustaining Treatment (POLST)®>—physician orders covering a range of topics likely to emerge in
care of a patient near the end of life. The orders cross care settings and are honored in the community in an emergency.”
“The names of similar forms in different states vary.”

Abbreviations: IOM, Institute of Medicine.
3Definitions from IOM.®
®The names of similar forms in different states vary.

facilitators. The program features include treating ACP as an
ongoing process, shifting focus from completion of the docu-
ments and toward facilitating discussion about values and
goals, shifting the locus of ACP away from hospitals and phy-
sicians into the community and family, training of nonphysi-
cian community volunteers, refocusing discussion of
preferences in terms of personal relationships and away from
individual autonomy, and ensuring that completed ADs are
available in patients’ charts.'' Later, the model was expanded
to include the Physician’s Order for Life-Sustaining Treatment
(POLST) paradigm.'? Physician’s Order for Life-Sustaining
Treatment is a communication process that emphasizes shared
decision-making based on the patient’s current health status,
prognosis, and goals and results in the completion of a set of
medical orders. Physician’s Order for Life-Sustaining Treat-
ment is not an AD based on future care preferences. '’

The RC program showed very promising early results. Of
540 decedents in the Gundersen Lutheran Medical Center
2 years postimplementation, 85% had a written AD, which
was found in the patients’ medical record in 95% of cases.'*
Over the years, several studies on RC and its adaptations
have been reported in the literature and there have been
efforts to scale the model to the national and international
levels,'® including partnering with the Coalition to Trans-
form Advanced Care (C-TAC) as part of its Service Affili-
ate C-TAC Innovations.'® However, despite the promise of
widespread integration, the published evidence for the RC
model has not been adequately synthesized to inform its
broad adoption across care settings.

The purpose of this systematic review (1991-2017) is to
synthesize the published evidence on RC model and related
models adapting RC for types of ACP outcomes studied, pop-
ulation and settings of implementation, and effectiveness of the

model in improving various ACP and EOL outcomes. We also
evaluate the published findings for methodological rigor and
study characteristics.

Respecting Choices Model Description

The RC model is a copyrighted systematic program licensed by
Gundersen Health System designed to promote ACP. The
model utilizes First Steps, Next Steps, and Last Steps compo-
nents corresponding to different phases of life and illness
trajectory (wellness, illness diagnosis, and advanced serious
illness). To be certified as an RC trainer or facilitator, a
20-hour training is required.'” Facilitators can be trained only
on First Steps, Next Steps, or Last Steps for the RC model and
are trained only in Next Steps and Last Steps for disease-
specific ACP (DS-ACP) and patient-centered ACP (PC-ACP)
as these models are intended to be used in people who already
have a serious life-limiting illness.

Methods
Search Methods and Databases

The systematic review methods were adapted from the process
developed by the Cochrane Collaboration.'®?' The search was
conducted between November 2016 and April 2017 using
PubMed, Cumulative Index of Nursing and Allied Health Liter-
ature (CINAHL), and Google Scholar electronic databases.
PubMed is one of the leading biomedical databases, while
CINAHL has a focus more inclusive of nursing and psychology.
To provide the broadest results, Google Scholar was also utilized.
The keywords included “respecting choices,” “honoring
choices,” “disease-specific advance care planning,” “patient-
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centered advance care planning,” combined with “advance care
planning,” “end of life,” and “goals of care.” The reference lists of
articles were reviewed to identify any additional articles.

Criteria for Inclusion of Studies

Published, peer-reviewed, empirical studies testing the RC
model and close derivatives including Honoring Choices,
DS-ACP, and PC-ACP were included in the review. Honoring
Choices and DS-ACP are known variants of RC. Disease-
specific ACP was developed by the RC program to tailor the
RC model to patients with specific life-limiting diseases,
including heart failure and end-stage renal disease.”” The PC-
ACP is also tailored toward patients with life-limiting diseases
and combines the RC model with the theories of interactive
decision-making and the representational approach to patient
education.?® Only articles published in English language were
included. We excluded review articles, those that did not test a
patient-centered outcome (eg, discussion of implementation
without examination of results or evaluation of facilitator com-
fort), or those that only evaluated the feasibility and accept-
ability of the intervention. We excluded articles that presented
a protocol only, but when a protocol was found, we followed up
to see whether the final study had been published. We also
excluded book chapters, unpublished dissertations, and confer-
ence proceedings.

Study Quality and Assessment of Bias

The study quality was evaluated using Grading of Recommen-
dations Assessment, Development and Evaluation (GRADE)
criteria, and the tool for assessing risk of bias developed by
the Cochrane Collaborative was utilized for assessing the risk
of bias in each study.'®2!**

Results

Description of Studies

The search of the electronic databases (conducted Novem-
ber 2016 to April 2017) initially yielded 745 unique articles.
The study selection and screening process are shown in
Figure 1. Eighteen articles from 16 studies were included
in the final review.

Study Characteristics

Of the included studies, 9 were randomized controlled trials
(RCTs**%73%; 5 of which were pilot studies or smaller studies
with less than 32 participants or dyads®~3'2%343%) 6 were
observational,?>'*'73%=3% and 1 was a pretest—posttest study
design.*® Fourteen were conducted in the United States, pri-
marily in Wisconsin and/or Minnesota (n = 8) and 4 even more
specifically in La Crosse, Wisconsin.'*?*?7-%%:35 Two were
conducted internationally (Australia and Germany).'”*>

Participant Characteristics

Participant characteristics such as race and ethnicity were not
consistently reported; 2 studies were predominantly or exclu-
sively with blacks/Africa -Americans,>*** while 5 were pre-
dominantly or exclusively with whites/Caucasians.?*=7-28:35-3¢
Two of the studies were conducted with adolescent samples,*”>>
while the majority (n = 14) was performed with adults or
older adults. Eight were focused on a particular diagnosis group
such as cardiovascular or renal disease (n = 5),7%23-27:28:34.35.40
HIV (n = 1),*° or cancer (n = 2),>"**® whereas 6 studies did
not limit by specific diagnosis (Table 2).

Interventions

Seven completed studies examined the RC model,'!72%33-36-38

whereas 9 examined RC adaptations, which included RC com-
bined with 5 wishes or motivational interviewing (n = 2),>*
PC-ACP (n = 4),227283435 and DS-ACP (n = 3).***°"? None
of the eligible studies examined the Honoring Choices model.

The use of First Steps, Next Steps, and Last Steps. Only 1 study
included healthy adults and appropriately utilized the First
Steps component.>® A second study involved adults with
cancer, who would be appropriate for Next Steps, but the
interventionists were trained with First Steps.*® One study
included nursing home residents with a less than 1 year
life expectancy and utilized the Last Steps component.*’
The other studies enrolled patients with life-limiting
illnesses and used either Next Steps exclusively (n = 10
studies)?>23:2%-27:28:33-3536.37 1 3 combination of Next Steps
and Last Steps (n = 5 studies).'*'73932

Interventionist Type and Training

There was wide variability in interventionist discipline and
training, and in many cases, there was inadequate information
provided on the interventionist. Registered nurses were utilized
as interventionists in 5 studies23’33'35’39; in another 5 studies,
the interventionist was a nurse or an allied health staff member
(social workers and chaplains).?**>?7-2%37 Lay navigators were
utilized in 1 study.®® In 6 studies, the discipline of the inter-
ventionist was not specified or was unknown,'?-¢9-32:36 1
9 articles, it was specified that the interventionist received
official RC training,'’-?>2%3932:38 byt it was noted in 1
study that not all facilitators were fully trained,’’ and
another 6 articles did not specify whether and how facilita-
tors were trained,?>33%36:36.39

Study Outcomes

Table 2 specifies the outcomes investigated in each study.
There was significant heterogeneity in the outcomes employed
across studies. The most commonly evaluated outcomes were
patient—surrogate congruence in treatment choices (n = 8 stud-
s o) 23,.27,28,30,31,33-35 . . . .

ies), patient and/or surrogate satisfaction with
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models on ACP outcomes?”

Question: “What is the effectiveness of
the Respecting Choices® and related

Google Scholar

1 |
PubMed CINAHL
n=43 n=63

[

n=798

l

Merge databases and remove duplicates (n= 745)

Review of Titles/Abstracts

Excluded: 716 due to lack

|

of relevance to topic

Full Article Review

Excluded 11 due to

|

protocol only (n=4);
qualitative study (n=1);

Quality Appraisal (n=18)

feasibility study/program
description only (n=3); no

ACP outcomes (n=2);
article update of
previously published
(n=1)

Figure |. Respecting Choices.

the ACP intervention or process (n = 7 studies),!”-262%30:32.39
and AD completion rates (n = 5 studies).'!7-3236-37

Risk of Bias in Included Studies

Table 3 summarizes the risks of bias identified in each study.
The most frequent bias identified was selection bias (n = 14;
87.5%). Among the RCTs (including pilots), 1 study had noted
differences between intervention and control groups that were
not adjusted for statistically,®> whereas several others did not
specify whether there were significant differences between the
2 groups or did not provide enough information on the 2
groups.’”*® In 1 study, the intervention group had a higher
likelihood of previous ACP exposure,>> which could strongly
bias the outcome. In addition, among the observational studies,
2 compared participants to nonparticipants,”*>* and in 1, there
was a racial difference in participants who were offered the
opportunity to participate.*®

Performance bias was also a major issue for 13 of the 16
studies. The major issue contributing to performance bias
was that the control group in the RCTs was generally only
offered an educational pamphlet on ACP or nothing at
al],2323-2831-33.35 yerqus in person sessions with an interven-
tionist received by the intervention group. One study offered a
time and attention equivalent to the control group on topics

other than ACP.*° There were no comparative effectiveness
studies directly comparing RC or a derivative model to another
form of ACP intervention. In addition, completing an AD or a
POLST was part of the intervention in 3 studies and yet AD
and/or POLST completion was also measured as an outcome,
making it an unavoidable confounder.'”3%3°

Poor reporting made it difficult to assess measurement bias
across the studies. In some studies, the pre- and postinterven-
tion measures were collected by research assistants other than
the interventionist—but it was not always clear whether they
were blinded.**? In addition, 1 study measured outcomes
twice for the intervention group (pre- and postintervention)
but only once for the control group (if they did not receive
anything).?’~

The reporting on attrition was not clear enough in 3 studies
to determine the risk of attrition bias.>'* In 1 article, it was
unclear whether an outcome was statistically significantly dif-
ferent between the intervention and control groups as P values
were not reported.?’

Evidence Synthesis

The goal of ACP is to improve communication about EOL
preferences and ultimately to improve the rate of preference-
concordant treatment. In addition, greater preference-
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Table 3. Risk of Bias.?

Study Selection Bias  Attrition Bias Performance Bias Measurement Bias Reporting Bias Overall Risk Judgment
Briggs + - + + - High
Detering - + + - + High

Hall + + - + - High
Hammes + - - ? - Low
Huang - - + ? - Moderate
In der Schmitten + + - + - Moderate
Kirchhoff 2010 and 2012 ! + + - - High
Lyon 2009 - - - + - Low
Lyon 2013/2014 + ! + - - Moderate
Moorman + - - - - Low
Pecanac + - ? - Low
Rocque + - - + - High
Schellinger + - + + - High
Schwartz ? ? + + - High
Song 2005 + - + + - High
Song 2010 ? ? + - - High

*(+) = positive bias, (-) = no identified bias, and (?) = lack of information.

concordant treatment is often linked to decreased EOL
health-care utilization and this is seen as a benefit of ACP. Thus,
there were 4 outcomes that we judged to be of key importance to
this body of literature: the AD and/or POLST completion rate
(incidence and/or prevalence), patient—surrogate congruence,
consistency between treatment and expressed wishes, and EOL
health-care utilization.

There were 5 studies that examined the incidence and/or
prevalence of ADs as an outcome'>"'72%3%37__4 assessed this
outcome via chart review and 1 measured it via self-report on
survey questions. One study was an RCT, which included AD
completion as part of the protocol** and 1 was a well-designed
cohort case—control study with a high risk of bias.'” Three of
the 5 studies showed an increase in AD incidence and/or pre-
valence in the intervention group or postintervention.

Three studies measured POLST completion rate.
One was a well-designed cohort case—control study with a
high risk of bias,'” 1 was observational,'® and 1 was a pret-
est—posttest study which included POLST completion as part
of the study protocol.>® All 3 studies demonstrated a positive
impact of RC and derivatives on the prevalence of POLST.
We conclude that there is low-level evidence that RC or deri-
vative models positively impact the completion of ADs and
POLST when compared to an inactive control when used in
Caucasian populations.

There were 7 studies that examined the outcome of patient—
surrogate congruence.?>728:3031:3335 Of these, 6 measured it
using the Statement of Treatment Preferences, whereas 1 uti-
lized the Medical Directive Questionnaire.>® These tools mea-
sure congruence by asking patients and surrogates separately to
make choices in hypothetical scenarios. All of these were RCTs
and all consistently demonstrated greater patient—surrogate
congruence in the intervention group compared to the control
group. We conclude that there is high-level evidence that RC or
derivative models positively impact patient—surrogate congru-
ence when compared to inactive control when used in

13,17,39

Caucasian populations. There is low-level evidence (1 study)**
for the same conclusion among African Americans.

There were 4 studies that examined the outcome of consis-
tency between treatment and expressed wishes—3 with chart
review,'>?>37 whereas 1 utilized a phone interview with the
family surrogate.”® Two of these were RCTs*>*® and 2 were
retrospective chart reviews.'>3” Of these, 1 (performed in
Australia) found an increase in consistency in the interven-
tion versus control group? and the other 3 (performed in the
United States) found no differences in consistency of treat-
ment with expressed wishes. We conclude that there is
mixed evidence that RC and its derivative models have any
effect on the consistency of EOL treatment with expressed
patient wishes.

Only 2 studies examined health-care utilization,?**® both
compared those who participated in ACP with those who did
not. Both measured this utilizing chart review and/or claims
data. One found no difference in hospitalizations, but greater
hospice admission and longer hospice length of stay for those
who participated.?? The other found decreased hospitalization
rates among participants with no significant differences for
emergency department visits, intensive care stays, or che-
motherapy use.’® Both studies had a high risk of bias. We
conclude that there is mixed, very low-level available evidence
that RC and its derivative models have any effect on health-
care utilization at the EOL.

Discussion

Respecting Choices and its derivative models have been widely
implemented in Wisconsin and Minnesota. However, in
synthesizing the published evidence, we found that the evi-
dence for RC is not as strong as might be thought. For the
immediate outcome of increasing AD and POLST completion,
there is a low level of evidence in support of RC and derivative
models. For the outcome of patient—surrogate congruence in
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making choices in hypothetical scenarios, there is a high level
of evidence in support of RC and related models among Cau-
casians (and low level of evidence among African Americans).
However, for the long-term outcomes of AD and ACP on con-
sistency of treatment with wishes and overall EOL health-care
utilization, the evidence was mixed, inconclusive, and gener-
ally low quality.

Respecting Choices models are generally found to increase
the likelihood that an AD or a POLST will be completed and
that it will be able to be located in the patient’s chart. The
incidence and prevalence of ADs have been one of the most
common indicators that health-care systems have used to eval-
uate their ACP programs.*' This is not surprising, as having a
written document is one of the easiest tools to measure the
outcomes of the ACP process. It is somewhat unclear, however,
which patients are likely to willingly participate versus those
unwilling to participate. It is also unclear whether there is a
subset of population that is more likely to benefit from the time
and resource-intensive nature of the RC model.

Based on this review, the evidence that RC models increase
patient-surrogate congruency is the strongest of the outcomes
that were examined. The idea behind patient—surrogate con-
gruence is that the better the surrogate knows the patient’s
wishes, the more effective they will be as a surrogate—and
potentially, the more comfortable they will feel in the surrogate
role. Like the presence of ADs, patient—surrogate congruence is
relatively easily measured. Little is known about whether
patient—surrogate congruence measured on hypothetical sce-
narios translates to more effective surrogate decisions when
confronted with real-life decisions or whether surrogate com-
fort level is maintained amid real-life decisions. Given that
individual preferences evolve over time and with illness and
treatment exposure, it is unclear whether patient—surrogate
congruence also evolves.”” We must also note that there is
little data on patient—surrogate congruence among other racial
or ethnic groups besides Caucasians.

A major challenge to the use of ADs is the charge that they
“fail” or do not work—either in protecting a patient’s wishes at
the EOL or in reducing unnecessary or futile health-care utiliza-
tion at the EOL. Based on the reviewed evidence, RC and its
derivative models are liable to the same charge. There is mixed,
low-level evidence on the impact of RC on either the consistency
of treatment with expressed wishes or overall EOL health-care
utilization. This is not surprising, as a systematic review of how
health-care systems evaluate ACP initiatives found this to be a
weakness generally.*! Further studies are needed to better exam-
ine whether ADs in general—and RC models in particular—can
have a clinically meaningful difference in honoring patient
choices and reducing unwanted treatment in the EOL.

Importantly, we note that RC models were never tested
against another method of ACP. This is important as RC is a
resource-intensive model and the program implementation fee
can range from US$190 000. to US$500 000, making it difficult
to scale the model.*? Furthermore, there was some variance in
which components of RC (eg, First Steps, Next Steps, and Last
Steps) were tested. Further testing of RC is needed to determine

which aspects of the model are most impactful—and for whom.
In addition, further testing in diverse geographical regions of the
United States and with other minority populations, such as Lati-
nos and Asians, is needed.

Strengths and Limitations

Although we used a comprehensive search strategy with broad
inclusion criteria, it is possible that relevant studies may have
been missed. We utilized the criteria developed by the
Cochrane Collaborative for assessing the risk of bias, but there
is still some subjectivity involved in determining the risk of
bias.?* In addition, we focused on patient-/family-centered
outcomes, which may or may not be relevant to various stake-
holders. Due to scarcity of published evidence on RC model,
we included RC and derivative models in this analysis. Future
studies may focus specifically on the outcomes of the RC
model as evidence accumulates.

Conclusion

The RC and derivative models of ACP likely increase patient—
surrogate congruence on hypothetical EOL scenarios and are
also likely to increase the prevalence of AD and POLST com-
pletion. However, there is not enough evidence that either the
RC and derivative models or the completion of ADs and
POLST actually change the quality of EOL care or the con-
gruence between actual treatment received and patient
expressed preferences. We urge that further testing of the RC
and derivative models be conducted, particularly with a focus
on outcomes that reflect quality of EOL care received (eg,
consistency between care received and expressed preferences,
health-care utilization, surrogate distress post death). The
model should also be evaluated as part of comparative effec-
tiveness studies, especially against lower cost models to see
whether comparable ACP outcomes may be arrived at using
low resource interventions.
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