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Abstract

Background: Although previous research on advance care planning (ACP) has associated ACP with improved
quality of care at the end of life, the appropriate use of ACP remains limited.

Objective: To evaluate the impact of a pilot program using the ‘“Honoring Choices Wisconsin”” (HCW) model
for ACP in a tertiary care setting, and to understand barriers to system-wide implementation.

Design: Retrospective review of prospectively collected data.

Setting/Subjects: Patients who received medical or surgical oncology care at Froedtert and the Medical College
of Wisconsin.

Measurements: Patient demographics, disease characteristics, patient satisfaction, and clinical outcomes.
Results: Data from 69 patients who died following the implementation of the HCW program were reviewed; 24
patients were enrolled in the HCW program while 45 were not. Patients enrolled in HCW were proportionally less likely
to be admitted to the ICU (12.5% vs. 17.8%) and were more likely to be ‘“do not resuscitate’” (87.5% vs. 80.0%), as well
as have a completed ACP (83.3% vs. 79.1%). Furthermore, admission to a hospice was also higher among patients who
were enrolled in the HCW program (79.2% vs. 25.6%), with patients enrolled in HCW more likely to die in hospice
(70.8% vs. 53.3%). The HCW program was favorably viewed by patients, patient caregivers, and healthcare providers.
Conclusions: Implementation of a facilitator-based ACP care model was associated with fewer ICU admis-
sions, and a higher use of hospice care. System-level changes are required to overcome barriers to ACP that
limit patients from receiving end-of-life care in accordance with their preferences.
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Introduction

ADVANCE CARE PLANNING (ACP) represents a voluntary
process of communication between patients, family
members/caregivers, and healthcare professionals to under-
stand, review, and plan future healthcare decisions in ac-
cordance with the patient’s preferences.! Although previous
research has associated ACP with improved quality of care at
the end of life and fewer in-hospital deaths among patients,
the appropriate use of ACP remains limited.””> Furthermore,
while much of the current focus on ACP care models has been

on improving completion rates of advanced directives (ADs),
recent research suggests that although useful, such initiatives
do not necessarily improve the quality of medical care or end-
of-life care provided.6 Rather, facilitator-based care models
of ACP have demonstrated that a coordinated, systematic,
and patient-centered approach to ACP can more effectively
improve clinical outcomes for patients, while also ensuring
that patient preferences are followed.”~'® The current report
describes the process of implementing an ACP pilot program
in a tertiary setting and the impact on patient healthcare
outcomes and family/caregiver satisfaction.
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FIG. 1.

Materials and Methods
Phase I: Strategy and planning

In 2013, our group joined ‘“Honoring Choices Wisconsin’’
(HCW) a state-wide initiative designed to increase advocacy
and education around ACP, utilizing a trained facilitator
framework modeled after “‘Respecting Choices™ (Fig. 1)."!
A pilot team was assembled at our cancer center consisting of
seven members: two physician champions (from the Division
of Surgical Oncology and the Palliative Care Center), a
clinical nurse specialist, a nurse coordinator, social worker,
and two hospital chaplains. Social workers and nurses from
the cancer center clinic and surgical wards were also involved
to facilitate a better follow-up with patients and families
across different clinical settings. As the pilot involved several
layers of administrative process change and system work,
Froedtert and the Medical College of Wisconsin (F&MCW)
Quality Department coordinated resources to examine the
“current state’’ of ACP in our system to identify gaps and
redundancies in our system.

Planning, implementation and review of our pilot model.

Phase II: Implementation

A critical component of the pilot activity was facilitator
training (16-hour hybrid online and in-person course).'> Fa-
cilitators introduced individuals and families to ACP conver-
sations, using a tiered approach over the four-month pilot
period. First, patients referred to Surgical or Medical Oncology
received a letter at the time of appointment scheduling which
outlined the pilot program and provider support and benefits of
participation in ACP. During their appointment, patients were
provided a questionnaire with queries related to ACP planning;
past conversations, documents, and desire to meet regarding
ACP or to revisit and/or explore future decision making. This
tool was used to audit and track responses, and assisted in the
future scheduling of patients seeking further information.

Phase lll: Post-pilot review, data collection,
and statistical analysis

In addition to documenting patient participation and
completion of satisfaction surveys by patients, surrogates,

(n=98)

Patients deceased since completion of pilot

Exclude patients if missing
information for end-of-life. E.g.

location of death, date of death
etc. (n=29)

Patients deceased since completion of pilot who
were offered interviews as per the honoring
choices program (n= 69)

/X

Honoring Choices
(n=24)

Non-honoring
Choices
(n=45)

A

Honoring Choices Interviewed / Had

Completed Conversation
(n=14) (n=10)
FIG. 2.

Inclusion/exclusion criteria and derivation of final study cohort.
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TABLE 1. COMPARISON OF PATIENT CHARACTERISTICS AND CLINICAL OUTCOMES BETWEEN PATIENTS
WHO WERE ENROLLED IN HONORING CHOICES PROGRAM AND THOSE WHO WERE NOT

Non-honoring choices Honoring choices Total
N % N % N %
Characteristic 45 100.0% 24 100.0% P 69 100.0%
Patient sex 0.202
Male 26 57.8 10 41.7 36 52.2
Female 19 422 14 58.3 33 47.8
Patient race 0.052
White 36 80.0 14 16.7 50 72.5
Black 8 17.8 6 58.3 14 20.3
Other/not specified® 1 22 4 25.0 5 7.3
Marital status 0.850
Married 31 68.9 16 66.7 47 68.1
Single/divorced/widower 14 31.1 8 333 22 319
Admitted within last six weeks of life 0.592
Yes 31 68.9 15 62.5 46 66.7
No 14 31.1 9 37.5 23 333
Admitted to ICU 0.568
Yes 8 17.8 3 12.5 11 15.9
No 37 82.2 21 87.5 58 84.1
Number of ICU days
Number of ICU days per patient, 1.5 (1-6) 6 (1-12) 0.520 2 (1-10)
median (IQR)®
Number of ICU days per patient, mean (SD)° 4.6 (6.6) 6.3 (5.5) 0.700 5.1 (6.1)
Number of hospital days
Number of hospital days per 5 (0-8) 5 (0-10.5) 0.848 5 (0-9)
patient, median (IQR)
Number of hospital days per 5.42 (5.63) 7.17 (9.17) 0.331 6.02 (7.04)
patient, mean (SD)
Admitted to ED 0.825
Yes 25 55.6 14 58.3 39 56.5
No 20 44 .4 10 41.7 30 43.5
Treatment received
Surgery 0.495
Yes 11 24.4 7 29.2 18 26.1
No 34 75.6 17 70.8 51 73.9
Chemotherapy 0.611
Yes 9 20.0 6 25.0 15 21.7
No 36 80.0 18 75.0 54 78.3
DNR status 0.434
Yes 36 80.0 21 87.5 12 17.4
No 9 20.0 3 12.5 57 82.6
Advanced care planning 0.296
Yes 34 79.1 20 83.3 54 80.6
No 9 20.9 4 16.7 13 19.4
Admission to hospice 0.662
Yes 32 25.6 19 79.2 51 76.1
No 11 74.4 5 20.8 16 23.8
Length of stay in hospice, days per patient, 16 (5.5-29) 17 (8-23) 0.762  16.5 (6-28)
median (IQR)®
Length of stay in hospice, days per patient, 25.4 (32.6) 28.8 (40.3) 0.747  26.6 (35.2)
mean (SD)°
Location of death 0.370
Hospice 24 53.3 17 70.8 41 59.4
Home 6 13.3 2 8.3 8 11.6
Other? 15 33.3 5 20.8 20 29.0

“Includes Hispanic, Asian, and not-specified/unknown.

*Only among patients who were admitted to the ICU (n=11).

“Only among patients who were admitted to hospice (n=>51).

Includes patients who died within the hospital or at other related facilities.
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TABLE 2. TRIAL PARTICIPANT EVALUATION

Mean
Participants Survey questions score® Example quotes
Patients I feel this discussion was helpful to me 4.97  “Really helpful for patient and family”
(n=32) “Excellent!”
“She made me aware of things I hadn’t
thought of”’
“Thank you for helping me explain my wishes
to my husband”
I feel better prepared to make decisions 491
about my future healthcare needs
I feel the facilitator did a good job of 4.97 I feel she made me aware of all things I needed
helping me with my needs for to know”’
advanced care planning “She was very thorough and asked if I had
questions. Her answers were clear and easy
to understand”’
“Everything was done professionally and
tactfully”
“Excellent!”
Healthcare I feel the discussion has better prepared 490  “I felt the discussion helped me be aware of
Agent me to make healthcare decisions for what I needed to know”’
(n=20) my loved one
I feel motivated to have further discussions  4.75 “Really helped us have the conversation he never
with my loved one regarding his/her wants to have”
choices for future healthcare decisions.
I feel the facilitator did a good job of 4.95 “I might not be the right choice™
helping me understand my role in “Very pleased with her knowledge and ability
making healthcare decisions for my to listen to our concerns’
loved one in the future, if needed.
Facilitator Did the participant easily understand the 4.45 “Easy to follow along with discussion
(n=20) instructions for completing an ACP on each decision point™
“Thought document was too in depth”
“With explanation™
“Very well worded, not much needed to
be clarified”
Did you find the document adequate 4.85 “The patient and her husband expressed
for expressing his/her preferences? how nice and detailed the form was”
“Very pleased with everything and so
appreciative!”
“Wished for document to be completed sooner’
““She was able to gain a better
understanding of the difference between
being decisional and dying vs. not being
decisional with no chance of recovery.
She reflected that further understanding
offered her some peace”
Were there confusing words or statements 3.95 “Further clarification needed on medical
in the document you had to clarify interventions”’
““Clarification on IV Hydration and Feeding
Tube use”

“CPR question needed more clarification™

“CPR and life sustaining measures clarified”

“Needed clarification for terms such as
ventilator and CPR”

“Nursing home question caused some confusion”

“Mean score ranges from 1 to 5; 1=not satisfied; 5=satisfied.
ACP, advance care planning.

and facilitators, a retrospective review of patient information
and clinical outcomes among patients who died following
implementation of the pilot program was performed. Cate-
gorical data were compared using Pearson’s chi-squared test,
while Student’s ¢ test was used to compare normally dis-

tributed continuous data, and the Kruskal-Wallis test to
compare non-normally distributed continuous data. Statis-
tical significance was defined by a p-value of <0.05. All an-
alyses were performed using STATA statistical software,
version 14.0 (StataCorp, College Station, TX).
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Results

HCW pilot participation and patient characteristics
of patients who died following the pilot

HCW participation was offered to 61% (294/483) of pa-
tients. Ninety-Five patients completed a meeting with a
certified facilitator; 98 patients died following the completion
of the pilot. Complete data on end-of-life care and location/
date of death were available for 69 patients (Fig. 2); HCW
ACP was initiated in 24 (35.3%, 24 of 69) patients with 14
patients completing the HCW program and 10 patients
completing only the preliminary interview. Patients enrolled
in the HCW program were proportionally more likely to
belong to racial minority (20.0% vs. 83.3%, Table 1), were
more likely to be admitted with an ACP (79.1% vs. 83.3%),
and were less likely to be admitted to an ICU (17.8% vs.
12.5%). Furthermore, patients enrolled in HCW were more
likely to be admitted with a ‘“do not resuscitate’ status
(80.0% vs. 87.5%), be admitted to a hospice (74.4% vs.
79.2%), and die in a hospice (death in hospice: 53.3% vs.
70.8%), although these differences were not observed to be
statistically significant (all p>0.05).

Patient and provider evaluation of pilot program

Among the 32 patients who completed the survey, the
HCW pilot program was perceived as favorable with a ma-
jority of patients reporting a ‘‘satisfactory’” score (Table 2).
Specifically, most patients reported that conversations as part
of the HCW program were ‘‘helpful’”” (mean score=4.97)
and that they equipped patients with information that allowed
them to make better decisions pertaining to their healthcare
needs/preferences (mean score =4.91). A similar pattern was
also observed among healthcare agents/patient caregivers
who suggested that the HCW better prepared them to un-
derstand healthcare decisions (mean score =4.90) and make
more informed healthcare decisions to honor the choices of
their loved ones (mean score=4.75). Although facilitators
(n=20) who completed the survey suggested that the pro-
gram was easy to understand and complete, as well as being
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appropriate for patients to express their opinions/preferences,
most suggested that significant improvements could be made
to the wording of the HCW program and identified the use of
technical terms as a source of confusion with patients (mean
score =3.95).

Discussion

Results from the current study are consistent with the
limited data evaluating the use and efficacy of ACP mod-
els.”'” In a recent report from Pecanac and colleagues de-
scribing their experiences of implementing an ACP model at
a single, 300-bed medical center, the authors reported that
implementation of an ACP model was associated with a de-
creased use of ICUs, an increase in the proportion of patients
with a complete ACP, and a significant decrease in racial
disparities with regard to end-of-life care planning.'” We
similarly observed that admission to an ICU decreased from
17.8% among patients who did not complete the HCW pro-
gram to 12.5% among those who competed the HCW pro-
gram. Conversely, completion of an ACP increased from
79% among those not completing the HCW program to over
83% among those who completed the HCW program. Al-
though the high completion of ACPs likely suggests a se-
lection bias in our patient cohort, other studies have reported
a comparable ACP completion ranging from 12.5% to 65.6%
varying by patient and/or hospital characteristics.®'> Taken
together with existing literature, our data highlight the po-
tential impact ACP models may have in promoting end-of-
life discussions and in ensuring that a greater proportion of
patients receive care in accordance with their wishes/choices.

Although favorably perceived, several barriers to the
widespread implementation were identified, which can be
broadly classified to the levels of the patient, provider, and
healthcare system (Fig. 3). Of these, patient-level factors
were perhaps of greatest significance and included preexist-
ing patient cultural beliefs, patient expectations/preferences,
and readiness to the initiation of ACP conversations. For
example, we observed that patients were more likely to en-
gage in end-of-life care conversations if they were promoted

POTENTIAL SOLUTIONS

System-based Factors: )
1. Engaging state officials / policymakers and healthcare
professionals to promote the allocation of funds to
promote end-of-life care.

Harnessing modemn clinical management systems to
incorporate end-of-life care into routine clinical practice.

e

Provider-level Factors:

. Incorporating training for end-of-life care
conversation into routine postgraduate clinical
training.

2. Allocating designated time for end-of-life care

conversations.

=\ =

J
Patient-level Factors: \
. Translate materials into other relevant languages.

. Increasing awareness and education related to the
importance of end-of-life care via multi-media public
education tools.

3. Encouraging conversations related to end-of-life

wizsi XE

care and patient preferences.
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FIG. 3. Patient, provider and system-based barriers to the implementation of our pilot model and potential strategies to

overcome these barriers.
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in a culturally sensitive manner and if they were easy to
understand and interpret. As such, a potential strategy to
overcome the preexisting cultural barriers could be to ensure
that ACP guidelines are translated into multiple languages
catering to a diverse patient population while also being
culturally sensitive and relevant to all patient groups. In ad-
dition, our study also identified several provider-level and
system-based factors limiting ACP, including the lack of
appropriate training for end-of-life communication and a lack
of resources to ensure large-scale implementation of our
program. In our experience, participation in the HCW pilot
program created a sense of ‘‘community’’ and shared passion
around ACP among facilitators and was pivotal in identifying
gaps in our ACP system, while also highlighting the future
steps needed to implement cultural change on a system-wide
level. Moving forward, healthcare systems should adopt
structured, systematic programs that address ACP for patients
with serious illnesses. !

The current study should be interpreted with several lim-
itations. First, being a single-center study, our results may not
be generalizable to other centers given differences in patient
populations and case mix. Second, outcome data were
available for only 69 patients, thereby limiting our analysis
and statistical power. Third, as our satisfaction surveys were
not completed by all participants, the high rankings from
respondents may capture only those highly satisfied with the
process and may not be reflective of all patients who were
treated. Finally, a significant proportion of patients were from
out-of-state or neighboring areas resulting in limited accrual
of follow-up data for these patients.

In conclusion, implementation of the Wisconsin Medical
Society (WMS)-sponsored HCW pilot program resulted in
lower use of ICUs and higher use of hospice care. Although
well received by patients, surrogates, and healthcare pro-
viders, significant barriers to implementing ACP systems
were identified. Moving forward, system-level changes are
needed to normalize conversations around ACP and to ensure
that documented wishes are followed.
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