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Planning to Frail, Older Adults:
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Brookelle Li, BA,3 Shireen McSpadden, MNA,4 Kelly Dearman, JD, MA,5

Ashwin Kotwal, MD, MS,3 and Rebecca L. Sudore, MD3

Abstract

Background: Advance care planning (ACP) among frail, older adults receiving in-home care is low. Lever-
aging case managers to introduce ACP may increase engagement.
Objective: Pilot an ACP-Toolkit for case managers and their clients.
Design: Feasibility pilot of an ACP-Toolkit for case managers to introduce ACP and the PREPAREforYourCare
.org website and advance directives.
Setting/Subjects: Case managers from four local aging service organizations who referred English-speaking
clients ‡55 years old.
Measurements: Using validated surveys (five-point Likert scales), we assessed changes in case managers’
attitudes, confidence, and readiness to facilitate ACP and clients’ readiness to engage in ACP from baseline to
follow-up (one-week) using Wilcoxon signed-rank tests.
Results: We enrolled 9 case managers and 12 clients (median age 69 [standard deviation 8], 75% minority race/
ethnicity). At follow-up, case managers’ confidence increased (3.2 [0.7] to 4.2 [0.7]; p = 0.02), and clients’ readiness
increased (2.8 [1.5] to 3.4 [1.4]; p = 0.06). All case managers agreed the Toolkit was easy to use, helped start ACP
conversations, and would recommend it to others. All clients found the Toolkit easy to understand and were com-
fortable with case managers using it. Nearly all clients (92%) would recommend it to others. Suggestions for
improvement included offering the Toolkit in other languages and disseminating it in clinical and community settings.
Conclusions: The ACP-Toolkit resulted in higher case manager confidence in facilitating ACP and client
readiness to engage in ACP, and usability was high. A brief ACP-Toolkit may be a feasible solution to increase
ACP engagement among frail, older adults receiving in-home care.
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Introduction

Advance care planning (ACP) is associated with
higher patient and family satisfaction1–3; however, en-

gagement in ACP is low among older adults.4,5 Despite
recommendations,6 introducing ACP in clinical settings re-

mains infrequent due to limited time during clinical visits and
lack of clinician training.7–9 There are further barriers to ACP
for older adults who are socially isolated or homebound and
may have inconsistent access to care.9,10 It is therefore im-
portant to develop new models outside the clinical setting to
engage this vulnerable population.
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Studies demonstrate that ACP facilitation by social work-
ers and community health workers results in greater ACP
documentation and receipt of care consistent with goals
among community-dwelling, older adults.11–15 Collabora-
tion with community organizations may also increase ACP
among elders who are socially isolated or homebound.16

In preliminary work, we conducted focus groups with key
community stakeholders (administrators, case managers, in-
home caregivers, clients) from the San Francisco Department
of Disability and Aging Services (DAS), a Medicaid-funded
organization that provides in-home supportive services to
homebound older adults.17 Stakeholders agreed that ACP is
highly important, and felt that case managers are best-
positioned to introduce ACP given their established, ongoing
relationships with clients and their scope of work, which
includes assessing clients’ needs and connecting clients with
necessary support services.

Using this feedback, we created an ACP-Toolkit to help
case managers introduce ACP and ACP tools to their clients.
We describe a feasibility pilot study to determine whether the
ACP-Toolkit was acceptable and whether it could increase
case manager confidence and readiness to discuss ACP and
client readiness to engage in ACP.

Methods

Setting and participants

We contacted case managers (by telephone, email, in-
person) from four community organizations identified by
DAS. Those who agreed to participate were asked to identify
one to three clients and introduce the study using fliers and
standardized scripts. We contacted interested clients to con-
firm their eligibility and willingness to participate.

Clients were included if they were English speaking, ‡55
years old, and receiving Medicaid-funded in-home care by an
external or family/friend caregiver. Clients were excluded
if they had a diagnosis of active drug or alcohol abuse, psy-
chosis, dementia, or were unable to pass a telephone screen
for cognitive impairment18 or answer informed consent
teach-back questions within three attempts.19 Case managers
(or their organizations) and clients were reimbursed $75
each. This study was approved by our Institutional Review
Board. All participants provided written informed consent.

ACP Toolkit

Using stakeholder feedback, health literacy principles, and
Social Cognitive and Behavioral Change Theory (e.g., nor-
malizing by using examples and motivational language),20–22

we created a brief, easy-to-understand ACP-Toolkit.23 The
ACP-Toolkit includes step-by-step scripts for case managers
to introduce ACP and refer their clients to patient-facing,
evidence-based ACP tools, which clients can then use inde-
pendently.24,25 The tools include a pamphlet (referring to the
PREPARE for Your Care ACP program), blank PREPARE
easy-to-read advance directive (AD) forms, and the interac-
tive PREPARE website, which have been found in random-
ized trials to increase ACP engagement.24–26 We shared an
optional five-minute video tutorial with case managers on use
of the ACP-Toolkit. After the baseline survey, case managers
met with clients in person to go through the ACP-Toolkit.

Outcomes and measures

Feasibility outcomes included enrollment and retention
rates and reasons for declining to participate. For case man-
agers, study staff administered surveys at the time of en-
rollment (baseline) and one week after they met with their
clients (follow-up range 7–51 days, mean 21, standard
deviation [SD] 16). For clients, the same study staff admin-
istered surveys on the day they met with case managers
(baseline) and one week later (follow-up).

We measured case managers’ attitudes, confidence, and
readiness to discuss ACP using five questions from a vali-
dated questionnaire (5-point scale, 5 representing highest
agreement).27 For clients, we used the validated 4-item ACP
Engagement survey27 (items averaged into a 5-point readi-
ness score). To evaluate possible adverse effects, we screened
clients for anxiety or depression using a validated tool.28 We
assessed usability of the ACP-Toolkit and the PREPARE
materials (website, pamphlet, AD) from case managers and
clients using closed and open-ended questions.

We obtained sociodemographic measures, including self-
reported age, gender, race/ethnicity, educational attainment,
health literacy,29 computer literacy, and health status.

Analyses

We conducted descriptive analyses of all measures. Using
Wilcoxon signed-rank tests, we assessed changes from base-
line to follow-up in case managers’ attitudes, confidence, and
readiness, as well as clients’ readiness. Two reviewers eval-
uated open-ended data using thematic content analysis.30

Table 1. Client and Case Manager Characteristics

Clients
(n = 12)

Case
managers

(n = 9)

Age, median (SD) 68.5 (8.3) 37.2 (10.4)
Women, n (%) 5 (41.7) 7 (77.8)
Race/ethnicity, n (%)

White 3 (25) 2 (22.2)
Black/African American 4 (33.3) 1 (11.1)
Asian/Pacific Islander 1 (8.3) 3 (33.3)
Multiethnic 1 (8.3) 0 (0)
Latino/Hispanic Mexican 2 (16.7) 3 (33.3)
Other 1 (8.3) 0 (0)

Education, n (%)
£High school 6 (50) 1 (11.1)
Some college or technical 3 (25) 1 (11.1)
College graduate 2 (16.7) 3 (33.3)
Graduate school 1 (8.3) 4 (44.4)

Limited health literacy, n (%)a 3 (25) —
Have access to the internet, n (%) 5 (41.7)
Limited computer literacy, n (%)b 8 (66.7) —
Self-reported health status, n (%) —

Fair/poor 9 (75) —
Good/very good/excellent 3 (25) —

aLimited if answered not at all/a little/somewhat to ‘‘How
confident are you filling out medical forms by yourself?’’

bLimited if answered not at all/a little/somewhat to ‘‘How
comfortable are you using the Internet?’’

SD, standard deviation.
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Results

Feasibility and participant characteristics

We contacted 27 case managers from nine organizations;
requiring 129 telephone calls, 144 emails, and 12 in-person
meetings over 6 months. Of these, 9/27 (33.3%) case man-
agers from 4/9 (44.4%) organizations participated. Organi-
zations who declined to participate reported having clients
with limited English proficiency or competing interests dur-
ing the study period, which overlapped with the end of the
fiscal year. Participating case managers reported contacting
23 clients, 12 of whom participated. All 9 case managers and
12 clients completed the study.

Case manager and client characteristics are presented in
Table 1. Case managers averaged 37.2 years old (SD 10.4);
7/9 (77.8%) were women and racial/ethnic minorities. Clients
averaged 68.5 years old (SD 8.3), 5/12 (41.7%) were women,
9/12 (75%) were racial/ethnic minorities, 3/12 (25%) had
limited health literacy, and 8/12 (66.7%) had limited com-
puter literacy.

Case managers’ attitudes, confidence,
and readiness

Case managers’ confidence in facilitating discussions
about ACP increased from 3.2 (SD 0.7) out of 5 to 4.2 (SD
0.7) ( p = 0.02). Attitudes and readiness were high at baseline
and follow-up (Table 2).

Clients’ readiness

Clients’ readiness to engage in ACP increased from 2.8 out
of 5 (SD 1.5) to 3.4 (SD 1.4) ( p = 0.06; Table 3). Two clients

screened positive for depression at baseline, one of whom
screened positive at follow-up.

Usability

Case managers found the PREPARE tools easy to use
(Table 4). All found that the ACP-Toolkit took just the right
amount of time to present, and nearly all (88.9%) felt it
contained the right amount of information. All (100%) agreed
that the ACP-Toolkit helped start conversations about cli-
ents’ medical decision makers and goals for medical care, and
would recommend the ACP-Toolkit and PREPARE materi-
als to other case managers and clients. Case managers sug-
gested offering the ACP-Toolkit in more languages, and
organizing group presentations at senior centers and assisted
living facilities to increase reach.

All clients used the pamphlet, 11/12 (91.7%) used the AD,
and 2/12 (16.7%) used the website after case managers pre-
sented the information. Clients rated all materials highly for
ease of use and helpfulness (Table 4), specifically noting
materials were ‘‘very easy to understand,’’ avoided ‘‘loaded
language about dying,’’ and were divided into short, man-
ageable sections. All (100%) were comfortable with their
case managers discussing ACP. Several noted that they
trusted their case managers, and knew their case managers
cared about them and their health. Clients enjoyed these
discussions because it helped them think of ACP as a way to
‘‘have control over [their] life.’’

Discussion

A brief ACP-Toolkit increased case managers’ confidence
in introducing ACP to homebound, seriously ill older adults.

Table 2. Case Managers’ Attitudes, Confidence, and Readiness About Facilitating

Advance Care Planning at Baseline and Follow-Up

Level of agreement with the following
statements, mean (SD)a

pBaseline Follow-up

Job-related attitudes
ACP is important for my clients to do 4.67 (0.50) 4.44 (0.53) 0.32
All staff who care for older clients should be trained to introduce

ACP to clients
4.56 (0.53) 4.56 (0.53) 1.00

Helping clients access ACP should be an important part of my job 4.44 (0.53) 4.33 (0.50) 0.57

Confidence in ability to talk to clients about ACP 3.22 (0.67) 4.22 (0.67) 0.017
Readiness to talk to clients about ACP 4 (1.00) 4.11 (0.78) 0.56

aMeasured on an ordinal response scale (range 1–5; 5 signifying the highest agreement).
ACP, advance care planning.

Table 3. Clients’ Readiness to Engage in Advance Care Planning at Baseline and Follow-Up

Baseline
(n = 12)

Follow-up
(n = 12) p

Composite readiness score, mean (SD)a 2.75 (1.51) 3.38 (1.40) 0.06
Readiness to officially designate a surrogate medical decision maker, mean (SD) 2.83 (1.80) 3.42 (1.51) 0.3
Readiness to talk to medical decision-maker about care preferences, mean (SD) 3.00 (1.65) 3.50 (1.57) 0.2
Readiness to talk to doctor about care preferences, mean (SD) 2.33 (1.44) 3.08 (1.62) 0.2
Readiness to sign advance directive and/or POLST specifying care preferences, n (%) 2.83 (1.80) 3.50 (1.45) 0.2

aMeasured on an ordinal response scale (range 1–5; 5 signifying the readiest).
POLST, physician’s orders for life-sustaining treatment.
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Usability of the ACP-Toolkit and PREPARE materials was
rated highly among case managers and clients from racially
and ethnically diverse backgrounds, the majority of whom
had limited health or computer literacy.

Case managers’ confidence to facilitate ACP increased
significantly, even after using the ACP-Toolkit with only one
to two clients. Likely due to ceiling effects and potential
selection bias, attitudes and readiness did not increase sig-
nificantly. Clients’ readiness to discuss ACP increased to a
similar magnitude found in prior studies,27 although did not
reach statistical significance likely due to small sample size
and relatively high baseline readiness scores. Nearly all cli-
ents reviewed the pamphlet and AD within one week. Only
two reviewed the PREPARE website, which has been shown
to result in significantly higher ACP engagement compared
with the AD alone.24,25 This may be because clients with
limited computer literacy need more support to access the
website.

To our knowledge, only two other studies have evaluated
case manager-led ACP programs. In one, a telephonic ACP
program led by trained case managers resulted in goals-of-
care discussions in a third of participants and completion of
AD in over a quarter.31 In another among older adults re-
ceiving in-home care in Australia, those who discussed ACP
with their own case managers were more likely to complete
goals-of-care discussions compared with those who were
referred to ACP facilitators.32 This underscores the impor-
tance of the case manager/client relationship in encouraging
ACP engagement.7,17 Clients in our study also noted feeling
comfortable discussing ACP with their case managers be-
cause of mutual trust. However, in contrast to these other
programs, the ACP-Toolkit provides easy-to-use scripts to
introduce ACP and the PREPARE materials rather than en-
gaging in goals-of-care discussions. Therefore, it does not
require training. Given the large number of case managers
involved in the care of homebound older adults in the United
States, this shows promise as a scalable model for increasing
ACP engagement, especially among vulnerable populations.

This study has limitations. It was conducted in one city,
limiting generalizability. Clients were racially/ethnically di-
verse, but all were English speaking. While nearly half of
organizations and a third of case managers we contacted
participated in the study, the enrollment process was chal-
lenging due to competing organizational priorities. Selection
bias likely resulted in enrollment of case managers and re-
cruitment of their clients who already felt positively toward
ACP.

The ACP-Toolkit was rated highly and increased case
managers’ confidence in discussing ACP and clients’ readi-
ness to engage in ACP. Case managers felt that ACP is an
important part of their role and clients felt case managers
were well positioned to introduce ACP. Future research is
needed to evaluate the ACP-Toolkit with a larger cohort and
longer follow-up period, determine whether it results in in-
creased ACP documentation and discussions with clinicians,
and assess the ACP-Toolkit in different settings and in other
languages.
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