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Abstract
Introduction: Advance care planning can improve the quality of life for residents in long-term care homes and reduce stress

for families. However, care home staff and families often lack knowledge about advance care planning, making it especially

difficult for residents with dementia to communicate their care plan wishes. A Conversation Starter Kit may increase advance

care planning awareness among staff and families.

Objectives: This study evaluated an advance care planning intervention, the Conversation Starter Kit booklet, for use in long

term care homes.

Methods: Data were collected at three long-term care homes in southern Ontario. We collected data from 55 residents who

were able to make decisions on their own paired with 11 family members of these residents. We also collected data from 24

family members of residents who were unable to make decisions on their own. This study used a quasi-experimental, one

group pre/post design. Quantitative surveys were administered before and after a three-month advance care planning inter-

vention. An additional structured interview was completed at the end of the intervention period, which included both closed

and open-ended questions to assess perceptions about the booklet’s use or non-use.

Results: Residents reported more engagement in advance care planning after completing the Conversation Starter Kit book-

let, particularly related to asking questions to health care providers about health care decisions. Family members reported

feeling very certain that they would be able to make decisions on behalf of the resident but felt less certain after completing

the booklet, implying the booklet raised their awareness of the types of decisions they might need to make, hopefully prompt-

ing them to be more prepared for decisions in the future.

Conclusions: An advance care planning intervention – The Conversation Starter Kit booklet - appears acceptable and easy

to use for residents and family members/friends in long-term care and can improve resident engagement in advance care plan-

ning. Although using the booklet may decrease efficacy for decision making among family members of long-term care resi-

dents, it may highlight the importance of more actionable engagement in advance care planning among residents, their

families/friends, and staff.
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Introduction
As the population ages, more people will die in long-term care
(LTC) homes (Hirdes et al., 2011). Annual mortality rates of
residents in LTC homes range from 27–52.3% (Canadian
Institute for Health Information, 2020). Yet research has
shown that LTC homes do not support residents and their fam-
ilies well within a palliative approach to care, with lack of
attention given to advance care planning (ACP) that can lead
to inappropriate hospitalizations and lingering issues during
grief and bereavement (Kaasalainen et al., 2020; Martin
et al., 2016; Stewart et al., 2011; Thompson et al., 2012).

ACP is defined as a process that supports adults of any age to
understand and share their personal values, life goals, and prefer-
ences regarding their future health care. Ultimately, the goal of
ACP is to provide goal-concordant care during serious and
chronic illness (Sudore et al., 2017). An ACP tool, called the
Conversation Starter Kit (CSK) booklet, provides a structured
way for older adults to engage inACP. It is an evidence-informed
workbook aimed at supporting ACP uptake through interactive
exercises, prompting questions, and information (Institute for
Healthcare Improvement, 2020). However, little research, if
any, has been conducted to evaluate its use in LTC homes.
Hence, the goal of this studywas to evaluate the implementation
of the CSK booklet in LTC homes.

Review of the Literature
ACP can positively impact end-of-life care by promoting res-
idents’ autonomy; facilitating communication between resi-
dents, families and health care teams; and encouraging
shared decision-making within a resident-focused approach
(Brinkman-Stoppelenburg et al., 2014; Houben et al., 2014;
Jimenez et al., 2018; Martin et al., 2016; Stewart et al.,
2011). A palliative approach promotes a seamless transition
from admission to LTC to end-of-life, beginning with ACP
to activate critical communication early with residents and
families so that options for end-of-life care can be discussed
(Stewart et al., 2011).

However, many barriers exist related to implementing
ACP in LTC, including staff discomfort and uncertainty
about when and how to earlier initiate discussions about
future care, lack of training and capacity building for staff,
high rates of cognitive impairment among residents, and
failure to identify impending death (Flo et al., 2016; Siu
et al., 2020; Stewart et al., 2011; Strudwick et al., 2017).
ACP for people with dementia is further complicated in
long term care (LTC) homes where care providers lack the
skills and knowledge about how to best support residents
and their families in the process. Unfortunately, if people
do not engage in ACP in the early stages of dementia, then
they will lose the opportunity to share their wishes and pref-
erences for their own end-of-life planning with their substi-
tute decision maker (Mignani et al., 2017). This can lead to
family and care providers not being adequately prepared to

make end-of-life decisions for the resident, contributing to
added stress and burden while decisions are being made in
‘crisis mode’ (De Gendt et al., 2013; Heckman et al., 2021).

Most of these challenges stem from a lack of awareness
and engagement in ACP, as well as a poor understanding
of a palliative approach. As such, there is a need to educate
residents and families/friends about how to engage in ACP
activities and provide tools to facilitate their learning (Siu
et al., 2020). Therefore, the following research questions
were addressed in this study:

1. Did the use of the CSK booklet improve residents’
engagement in ACP?

2. Did the use of the CSK booklet improve family members’
(a) self-efficacy regarding decision-making, and (b) satisfac-
tion with quality care (i.e., characteristics of LTC staff,
illness management, communication and decision-making,
relationship with doctors, family/friend involvement)?

3. To what extent did residents and family members use the
CSK booklet (i.e., read, complete, and discuss content)
for decision-making (DM) residents, family of DM resi-
dents, family of non-DM residents?

4. What are the impacts of using the CSK, and what adapta-
tions are needed to make it easier to use as reported by
residents and family/friends’?

The current study was embedded within the Strengthening a
Palliative Approach in Long Term Care (SPA-LTC) program
(www.spaltc.ca), which aims to improve the quality of living
and dying for older adults living with frailty, and their
friends/family who support them.

Methods

Design
This study used a quasi-experimental, one group pre/post design
(Woo, 2019). Despite the lack of randomization and a control
group, this design offers a practical way to evaluate intervention
in a real-world setting (Woo, 2019). Quantitative surveys were
administered before and after the three-month intervention
(CSKBooklet). In addition to the quasi-experiment, a structured
interview was completed at the end of the intervention period,
which included both closed and open-ended questions to
assess perceptions about the CSK booklet’s use or non-use.
Given the open-ended questions did not produce rich,
in-depth information from participants, we did not label it as a
qualitative component, nor use qualitative thematic analysis to
yield conceptual categories. Each of these components are
described in more detail below.

Advance Care Planning Intervention
The CSK booklet was selected because of several features
that support its usability in LTC, including; (a) a self-directed
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paper-based format; (b) information on the role of family/
friends in decisional-support; (c) a companion workbook
for family/friends of persons with dementia, and (d) a mod-
erate 12-page length (Sussman et al., 2020). Two versions
of the Conversation Starter Kit (CSK) booklet developed
for LTC were used; one version was designed for self-use,
which was given to all LTC residents who had capacity to
complete it. The second version was given to families/
friends whose relative lacked capacity; this version was
designed for use by families/friends of residents who have
advanced dementia (Institute for Healthcare Improvement,
2020). Both versions include the following components:
Step 1: Get Ready, Step 2: Get Set, Step 3: Go, and Step 4:
Keep Going. The first two steps (Get Ready & Get Set)
help promote reflection and learning about how to engage
with a family member in ACP discussion through tips,
prompts, and both closed- and open-ended questions that
focus on values, wishes, concerns, and preferences for
future care. The last two components (Go & Keep Going)
focus on moving forward to future discussions with family/
friends and health care providers.

We used a multifaceted approach to implementing the
intervention. First, we held an educational workshop for
staff about ACP and effective communication with families
and residents within a palliative approach (Kaasalainen
et al., 2021). After the educational workshop was delivered,
we met regularly with the palliative champion team at each
site to make them aware of the study’s progress and to help
answer any questions they might have had about the inter-
vention. A research assistant gave the CSK booklet to each
resident or family member once they were enrolled in the
study. Given we were evaluating the potential for residents
to use the booklet themselves, we did not include LTC
staff in a formal role to help implement the ACP booklet.
Rather, participants were invited to share their reflections,
questions, or concerns with staff if they chose to do so.

Study Setting
Data was collected from three LTC homes in southern
Ontario from June 2018–July 2019. We selected these
three LTC homes to reflect a mix of contexts found in LTC
homes including for-profit and not-for-profit; large (over
200 beds) and small (less than 100 beds); high-turnover
and low-turnover; and religious-based and secular to
promote transferability of findings. These contexts impact
the successful implementation and adoption of change
efforts within smaller, not-for-profit, and low-turnover
homes identified as better conditions to support change
(Miller et al., 2010).

Sampling and Recruitment
We worked with LTC staff to recruit residents who had
dementia and were considered to have at most moderate

health instability, determined by the Changes in Health,
End-stage disease, and Signs and Symptoms scale
(CHESS) using a score of 0–3. Staff informed us of residents
that either: a) were able to consent themselves or, b) required
proxy consent to participate in the study. Once these resi-
dents were identified, a staff member approached either the
resident (if able) or the family to inform them about the
study and asked for permission to share their name and
contact information with a research assistant. If agreeable,
a research assistant approached potential participants to
further inform them about the study and obtain written
consent. If the resident could provide consent themself, we
asked them if they were agreeable to their family member
also being invited to participate in the study. If they
agreed, then we approached their family member to partici-
pate in the study as well. For residents who were not able
to consent, we asked their family member to participate in
the study on behalf of the resident as their proxy. All partic-
ipants were informed about the possible risks and benefits of
participating, the confidentiality of the data collected, and
that they could refuse to participate at any point during the
study. We used a rolling recruitment strategy so that we
could recruit residents who moved into the LTC home after
our initial recruitment period to increase the sample size of
residents given the relatively low number of residents that
met our eligibility criteria (i.e., CHESS score of 0–3).

Once participants consented, we grouped them in the fol-
lowing manner: (a) decision making residents (DMRs) or res-
idents who consented and could complete both the CSK
booklet and the study questionnaires themselves; (b) family
members paired with DMRs; and (c) family members
paired with non-decision-making residents (non DMRs).
All participants received a $25 gift card as a token of appre-
ciation for their time and effort in the study.

Institutional Review Board Approval
Ethics approval was obtained from the Research Ethics
Boards at McGill University (#16-0617) and McMaster
University (#3484).

Data Collection Tools

Residents
Once consent was obtained, we asked DMRs to complete a
baseline survey, which consisted of the ACP Engagement
Survey that assessed Action Measures of behaviours
related to ACP. The Action Measures assessed concrete
actions taken towards ACP uptake, using a 5-point Likert
scale (1= strongly disagree, 5= strongly agree) for each of
the 18 questions on the questionnaire. Questions were
grouped into four subscales: (a) Decision Maker (e.g.,
whether they had asked someone to be a substitute decision
maker), (b) Quality of Life (e.g., whether they had discussed
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their quality of life with a health care provider), (c) Flexibility
(e.g., whether they wanted to give their substitute decision
maker flexibility in decision making, and (d) Ask
Questions (e.g., whether they had asked health care providers
question to make a good medical decision) (Sudore et al.,
2013). The Action Measures have good internal consistency
(α= 0.94) and good test-retest reliability (0.87) and showed
good discriminant validity compared to a young college
student population (p < .001).

Demographic information was collected using resident
charts (e.g., age, diagnoses, frailty [CHESS score], length
of stay, gender identity, marital status, ethnicity, religion,
sexual orientation). Using the list of diagnoses, we calculated
the Charlson Comorbidity Index (a measure that aims to cat-
egorize comorbid medical conditions that can alter mortality
risk) (Charlson et al., 1987).

Family Members
Family members who were paired with both DMRs and non
DMRs were asked them to complete a survey that included a
demographics form and two questionnaires, including the
Family Decision-Making Self-Efficacy scale (FDM-SE)
(Nolan et al., 2009) and the CANHELP-LTC lite question-
naire (Nadin et al., 2017). The FDM-SE scale measures
family members’ confidence in making decisions for a termi-
nally ill relative. It is a 13-item scale with each item ranging
from 1 (cannot do at all) to 5 (certainly can do). The scale has
good internal consistency (Cronbach of .91 and .95) and
test-retest reliability (r= .96, p= .002; r= .92, p= .009) for
families of both conscious and unconscious patients respec-
tively (Nolan et al., 2009).

CANHELP-LTC lite is a 22-item questionnaire, scored
from 1 (not at all) to 5 (extremely), that measures both level
of importance of and satisfaction with aspects of quality care
within a palliative approach. It includes five subscales:
a) Characteristics of LTC staff, b) Illness Management,
c) Communication and Decision-Making, d) Relationships
with Doctors, and e) Family/friend Involvement. These sub-
scales and the overall satisfaction score had good internal con-
sistency (Cronbach alphas range: .88–.94) (Nadin et al., 2017).

Post Implementation Data Collection
Within three months of receiving CSK booklet, participating
residents and/or their family/friends were asked to complete
the same questionnaires as before in addition to a structured
interview. The structured interview was used to gather infor-
mation about residents’ and family/friends’ use and percep-
tions of the CSK booklet; and for those who did not
complete it, what their reasons were. The questions that
were included in the structured interview questionnaire
were chosen based on previous studies (Kaasalainen et al.,
2021; Sussman et al., 2020). Final decisions about the

content of the questionnaire were made through deliberations
among the study team.

Data Analysis
Quantitative data was summarized using descriptive statistics
(i.e., frequencies, percentages, means, standard deviations
[SD]). We conducted paired t-tests for the pre-post measures
to examine change within each participant after using the
CSK booklet. All quantitative data analysis was conducted
using the statistical software program SPSS 22.0.

RESULTS

Characteristics of Resident Participants
An initial sample of 58 DMRs were enrolled in the study but
three formally withdrew reporting they were no longer interested
in participating, leaving a final sample of 55 residents. The
average age of participating residents was 77.30 (SD: 11.87)
with an average length of stay in LTC 3.11 (SD: 4.62) years
(Table 1). Over half of the residents (53%) identified as female,
many of whom were widowed (42%), as well White (63%).
The average Charlson Comorbidity Index score was 5.4 (SD:
1.89; Table 1) with the majority having a CHESS score of 0
(55%), indicating low tonohealth instability (Hirdes et al., 2003).

Characteristics of Family Member Participants
Of the 11 family members who were paired with DMRs, the
average age was 62.82 (SD: 14.91) with an average length of
stay for the resident being 1.76 years (SD: 2.04). Most iden-
tified as female (64%) and were children of the residents
(64%). The majority of whom were married (82%), White
(92%) and were straight or heterosexual (100%).

Pre-Post Measurements

Resident Engagement in Advance Care Planning
Of the 55 residents who completed the ACP Engagement
Survey at baseline, 44 completed the post survey after receiv-
ing a CSK booklet. Residents reported higher engagement
scores after completing the booklet than before on all four
subscales (see Table 2) and these scores were significantly
higher for two subscales; Ask Questions (t= 2.15, p= 0.04)
and Flexibility (t= 2.01, p= 0.05).

Family Decision-Making Self-Efficacy
At baseline, family members paired with DMRs reported
feeling very certain that they will be able to make decisions
on behalf of the resident, with an average score of 4.88 (SD:
0.22, possible range 1–5). Of the 11 family members paired
with DMRs who completed a baseline survey, nine completed
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Table 1. Characteristics of Residents and Family Members.

Decision-Making
Residents (DMR)
(n= 55)

Family Members Paired
with Decision-Making
Residents (FAM-DM)
(n= 11)

Family Members Paired
with Non-Decision-Making
Residents (FAM-NDM)
(n= 24)

N % N % N %

Gender Identity 55 100% 11 100% 24 100%
Male 26 47% 4 36% 8 33%

Female 29 53% 7 64% 16 67%

Other or Prefer Not to Say 0 0% 0 0% 0 0%

Relationship to Resident N/A 11 100% 24 100%
Spouse 2 18% 6 25%

Child 7 64% 16 67%

Niece/nephew 0 0% 1 4%

Sibling 2 18% 0 0%

Friend 0 0% 1 4%

Marital Status 55 100% 11 100% 24 100%
Never Married 10 18% 1 9% 4 17%

Married/Common-law 12 22% 9 82% 13 54%

Widowed 23 42% 0 0% 0 0%

Divorced/separated 9 16% 1 9% 7 29%

Prefer not to answer 1 2% 0 0% 0 0%

Education 55 100% 11 100% 24 100%
No high school 19 35% 1 9% 4 17%

High school 7 13% 3 27% 3 13%

Trade/Apprenticeship 3 5% 0 0% 0 0%

College 8 15% 1 9% 2 8%

Bachelor’s 11 20% 3 27% 11 46%

Post-Grad/Professional Degree 7 13% 3 27% 4 17%

Ethnicity 60a 100% 12b 100% 26c 100%
White 38 63% 11 92% 21 88%

Chinese 3 5% 0 0% 0 0%

South Asian 0 0% 0 0% 2 8%

Black 1 2% 0 0% 0 0%

Filipino 1 2% 0 0% 2 8%

North American Indian 3 5% 0 0% 0 0%

Jewish 3 5% 0 0% 0 0%

Other 11d 18% 1e 8% 1f 4%

Religion 547g 100% 11 100% 25g h 100%
Roman Catholic 12 22% 2 18% 12 48%

United Church 5 9% 1 9% 3 12%

Anglican 2 4% 0 0% 0 0%

Protestanth 16 30% 3 27% 5 20%

Presbyterian 2 4% 0 0% 0 0%

Lutheran 0 0% 0 0% 2 8%

Baptist 2 4% 1 9% 0 0%

Eastern Orthodox 0 0% 0 0% 1 4%

Jewish 7 13% 2 18% 3 12%

Jehovah’s Witness 1 2% 0 0% 0 0%

No Religion 10 19% 4 36% 3 12%

Christian 3 5% 0 0% 1 4%

Other 6i 11% 0 0% 1j 4%

Sexual Orientation 55 100% 11 100% 24 100%
Straight or Heterosexual 53 96% 11 100% 24 100%

Other 1 2% 0 0% 0 0%

Prefer Not to Answer 1 2% 0 0% 0 0%

(continued)
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a post survey. Interestingly, the average self-efficacy score
decreased to 4.58 (SD: 0.47) after having completed the CSK
booklet, however this was not statistically significant (Table 2).

At baseline, family members paired with nonDMRs reported
feeling very certain that they will be able to make decisions on
behalf of the resident with an average score of 4.89 (SD: 0.23,
possible range 1–5). Of the 24 family members paired with
nonDMRs who completed a baseline survey, 17 completed a
post survey. Interestingly, the average self-efficacy score
decreased to 4.74 (SD: 0.49) after having completed the CSK
booklet. This decrease was statistically significant at the
p < 0.05 level (Table 2).

Perceived Importance and Satisfaction with Quality
Care (CANHELP)
Similarly, family members reported high baseline scores on
the CANHELP for both perceived importance and satisfaction
for all subscales and total scores (see Table 3). The highest

subscale score for perceived importance was for
Communication and Decision-Making for both families paired
with DMRs (M: 4.81, SD: 0.35) and non DMRs (M: 4.94, SD:
0.25). Family members rated their satisfaction with
Relationship with Doctors as the lowest at baseline who were
paired with both DMRs (M: 3.43, SD: 1.08) and non DMRs
(M: 3.93, SD: 0.91). These satisfaction scores remained the
lowest post implementation. Family members of DMRs reported
significantly higher perceived importance (t=3.41, p=0.01) of
Characteristics of LTC Staff (e.g., staff are compassionate and
supportive) and family of non DMRs reported significantly
lower satisfaction (t=2.07, p=0.05) of Characteristics of LTC
Staff after having completed the CSK booklet.

Post Implementation Structured Interview

Use of the CSK Booklet
Twenty-seven residents and 26 family members (nine of DMRs,
17 of non DMRs) completed a structured interview after having

Table 1. Continued.

Decision-Making
Residents (DMR)
(n= 55)

Family Members Paired
with Decision-Making
Residents (FAM-DM)
(n= 11)

Family Members Paired
with Non-Decision-Making
Residents (FAM-NDM)
(n= 24)

N % N % N %

CHESS Score 55 100% N/A N/A

0 30 55%

1 22 40%

2 2 4%

3 1 2%

a5 of 55 participants entered 2 ethnicities.
b1 of 11 individuals entered 2 ethnicities.
c2 of 24 individuals entered 2 ethnicities.
dAfrican, Creole, East Indian, Eastern European, Egyptian, French, German/Canadian, Iran, Israel, Trinidad, West Indian.
eNorth African Spanish.
fJewish/Polish.
g1 of 55 individuals has missing data, 1 entered 2 religions, and 1 entered 3 religions.
g h1 of 24 individuals entered 2 religions.
hProtestant Religions: Anglican, Associated Gospel, Baptist, Lutheran, Presbyterian, United Church.
iAssociated Gospel, Catholic, Christian Orthodox, Jehovah’s Witness, Longhouse, Mormon Latter-Day Saints, Self-realization fellowship, Zoroastrianism.
jEastern Orthodox.

Table 2. Change in Resident’s Scores of Their Level of Engagement in Advance Care Planning at Baseline and Post-Implementation, N= 44.

Scale Baseline (T1) Mean (SD) Post (T2) Mean (SD)

Baseline to Post (T2-T1)

Mean difference (SD) t (p)

95% Confidence Interval

Lower Upper

Decision Maker 3.85 (1.04) 4.07 (0.84) 0.22 (0.96) 1.51 (0.14) −0.07 0.51

Quality of Life 2.95 (1.13) 3.03 (1.11) 0.07 (1.25) 0.39 (0.70) −0.31 0.45

Ask Questions 2.76 (0.90) 3.18 (1.17) 0.41 (1.28) 2.15 (0.04)* 0.02 0.80

Flexibility 3.51(1.42) 3.98 (1.42) 0.47 (1.52) 2.01 (0.05)* 0.00 0.93

TOTAL 3.36 (0.93) 3.59 (0.81) 0.23 (0.88) 1.69 (0.09) −0.04 0.49

*= p< 0.05.

SD= Standard Deviation.
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Table 3. Change in Families’ Scores of Self-Efficacy in Decision-Making and CANHELP From Baseline to Post-Intervention.

Scale

Baseline (T1)

Mean (SD)

Post (T2)

Mean (SD)

Baseline to Post (T2-T1) Mean

difference (SD) t (p)

95% Confidence Interval

Lower Upper

Self-Efficacy in Decision-Making
Families Paired with

DM Residents (n= 9)

63.44 (2.92) 59.56 (6.13) 3.89 (7.39) −1.58 (0.15) −1.79 9.57

Families Paired with

Non-DM Residents

(n= 17)

63.59 (3.00) 61.41 (7.01) 2.18 (4.32) 2.08 (0.05)* 0.04 4.40

CANHELP
Families Paired with DM Residents (n= 9)

Importance
Characteristics of

LTC Staff

4.44 (0.39) 4.89 (0.22) 0.44 (0.39) 3.41 (0.01)* 0.14 0.74

Illness

Management

4.62 (0.40) 4.79 (0.35) 0.17 (0.35) 1.49 (0.17) −0.09 0.44

Communication &

Decision-Making

4.81 (0.35) 4.89 (0.33) 0.08 (0.18) 1.41 (0.20) −0.05 0.22

Relationship with

Doctors

4.78 (0.37) 4.78 (0.37) 0 aNA aNA aNA

Your Involvement 4.66 (0.78) 4.78 (0.36) 0.13 (0.46) 1.76 (0.47) −0.26 0.51

TOTAL 4.66 (0.39) 4.82 (0.31) 0.16 (0.17) 2.76 (0.03)* 0.03 0.29

Satisfaction
Characteristics of

LTC Staff

4.06 (0.73) 4.00 (0.56) −0.06 (0.98) −0.17 (0.87) −0.81 0.70

Illness

Management

3.87 (0.36) 3.98 (0.60) 0.12 (0.74) 0.47 (0.65) −0.45 0.69

Communication &

Decision-Making

3.93 (0.47) 4.05 (0.62) 0.12 (0.89) 0.36 (0.74) −0.70 0.94

Relationship with

Doctors

3.43 (1.08) 3.71 (0.89) 0.29 (1.08) 0.70 (0.51) −0.71 1.28

Your Involvement 3.88 (0.67) 4.32 (0.56) 0.44 (0.84) 1.29 (0.25) −0.44 1.33

TOTAL 3.85 (0.47) 3.97 (0.56) 0.12 (0.77) 0.47 (0.65) −0.47 0.71

Families Paired with Non-DM Residents (n= 17)

Importance
Characteristics of

LTC Staff

4.68 (0.43) 4.59 (0.62) −0.09 (0.51) −0.72 (0.48) −0.35 0.17

Illness

Management

4.90

(0.18)

4.83 (0.37) −0.08 (0.31) −1.02 (0.32) −0.24 0.083

Communication &

Decision-Making

4.94

(0.24)

4.85 (0.34) −0.09 (0.36) −1.00 (0.33) −0.28 0.10

Relationship with

Doctors

4.94 (0.25) 4.85 (0.40) −0.08 (0.26) −1.29 (0.22) −0.22 0.05

Your Involvement 4.85 (0.42) 4.81 (0.43) −0.04 (0.49) −0.37 (0.71) −0.29 0.21

TOTAL 4.89 (0.21) 4.81 (0.38) −0.08 (0.30) −1.11 (0.29) −0.23 0.07

Satisfaction
Characteristics of

LTC Staff

4.50 (0.59) 4.32 (0.50) −0.18 (0.35) −2.07 (0.05)* 0.36 0.00

Illness

Management

4.31 (0.57) 4.30 (0.53) −0.01 (0.33) −0.16 (0.87) −0.18 0.16

Communication &

Decision-Making

4.33 (0.71) 4.17 (0.72) −0.17 (0.43) −1.61 (0.13) −0.39 0.05

Relationship with

Doctors

3.93 (0.91) 3.76 (1.01) −0.18 (0.64) −1.07 (0.30) −0.53 0.18

Your Involvement 4.36 (0.62) 4.38 (0.70) 0.02 (0.68) 0.12 (0.91) −0.33 0.37

TOTAL 4.30 (0.58) 4.22 (0.56) −0.08 (0.33) −0.98 (0.34) −0.25 0.09

Notes:.
aSince the difference between the Pre and Post scores was 0 neither a t-test nor confidence intervals can be calculated because the standard error of the

difference is 0.
*= p < 0.05.

SD= Standard Deviation.
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completed the CSK booklet. The majority (56%) of residents
who completed an interview stated that they completed the
booklet with research staff. Other residents stated they completed
it by themselves (15%), with family (18%), or with LTC staff
(8%), and one did not respond.

Most residents (79%) and almost all the family members
(89%) stated that they read all sections of the booklet. Of those,
not all completed every sections of the booklet (60% and 67%
respectively) with more residents completing it than family
members (see Table 4). Fewer residents (43%) stated that they
discussed the booklet with others (e.g., family, staff etc.)
whereas all the family members of DMRs reported discussing
the first three sections with residents and 89% of them discussing
the last section (Step 4: Keep Going). Residents spent on average
56 (SD: 35) minutes completing the booklet and 34 (SD: 30)
minutes discussing it with their family members and/or LTC staff.

Perceived Impact of Using the CSK Booklet
Residents and family members mostly agreed the information
and guidance in the booklet was presented clearly and was
easy to understand (4.11–4.59/5; see Table 5). As a whole,
residents rated each item lower than family members with
the lowest rated items for residents being: feeling more reas-
sured (3.41/5) and satisfied with end-of-life care that they are
receiving/expect to receive in the future (3.59/5). Family
members of non DMRs generally rated each item higher
than both residents and family members of DMRs, with
their lowest scored item (3.94/5) being: “After using this
tool, I feel more aware of their ACP goals and wishes”.

Suggestions to Adapt the CSK Booklet for Easier Use
Residents.When asked about how the CSK booklet could be
adapted for easier use, residents stated that the language and

terms used were “too wordy”, “need to just get to the point”,
and would prefer more scale questions over those posed in
paragraph form. Terms, such as ‘home’ and ‘health care facil-
ity’ were confusing and they did not know what they meant
specifically in the LTC context. Other terms like ‘interven-
tion survey’, ‘tools’, ‘starter kit’ made it “sound like some
information was for a scientific study rather than a personal
happening in a person’s life”. One participant recommended
residents be paired with family and complete it together.
Another participant stated that it “should be completed as
soon as possible because you don’t know what’s going to
happen”.

Families. Similarly, when families were asked how the
CSK booklet could be adapted for easier use, suggestions
were made to optimize technology (e.g., Skype call with res-
ident) to accommodate for a distant living arrangement: “I
live across the country so it would have been nice to see
[the resident]” when completing it. A family member of a
DMR stated they were unsure what was expected of them
in answering the questions.

Alternatively, five family members of non DMRs stated
that it should be used earlier on, “when a family member is
considering LTC placement/prior to LTC placement”,
earlier on in the dementia process, or even “years before
this stage so it could have been discussed with my husband
before the end of his life”.

Perceptions About Not Using the CSK Booklet
When we followed up with the 11 DMRs who did not com-
plete the post survey, five stated that they decided to not com-
plete the booklet but that they would be willing to be
interviewed to share their reasoning behind their decision.
All five residents stated that they no longer wanted to

Table 4. Reported Use of CSK Booklet.

Which of the following sections of

the toolkit did you:

Decision-Making Residents

(DMR)

Family Members Paired

with Decision-Making

Residents (FAM-DM)

Family Members Paired

with Non-Decision-Making

Residents (FAM-NDM)

n % n % n %

Read? Step 1: Get Ready 41 98 9 100 17 100

Step 2: Get Set 42 100 9 100 17 100

Step 3: Go 41 98 9 100 17 100

Step 4: Keep Going 33 79 8 89 17 100

Complete? Step 1: Get Ready 39 93 7 78 14 82

Step 2: Get Set 40 95 7 78 16 94

Step 3: Go 39 93 7 78 15 88

Step 4: Keep Going 25 60 6 67 16 94

Discuss? Step 1: Get Ready 17 43 9 100 10 59

Step 2: Get Set 17 43 9 100 13 76

Step 3: Go 17 43 9 100 12 71

Step 4: Keep Going 15 38 8 89 10 59

Missing 2 5
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participate because they felt that the CSK booklet was not
useful (n= 3), did not agree with or enjoy the content
(n = 1), or circumstances no longer enabled them to partici-
pate (n= 1). One family member did not complete the
booklet because they found it too difficult to understand, it
was not clear how to use it, and it was “too much”.

DISCUSSION
These study findings add to our knowledge about the useful-
ness and impact that engaging in ACP discussions can have
early on for LTC residents who have dementia and their
family members. After completing the CSK booklet, resi-
dents were more engaged in ACP, specifically related to
asking questions about topics such as choosing a substitute
decision maker and about their health care decisions. This
is an important finding given the evidence suggests that res-
idents are generally well prepared for their death (e.g., funeral
arrangements) but not necessarily for the dying process
(Mignani et al., 2017). Given the CSK booklet addresses
topics for discussion about the dying process and values
and preferences relating to it, it has potential to facilitate con-
versations that often do not occur. It is critically important
that residents’ questions are asked while they are still able
to respond, before dementia advances and precludes the
opportunity for important discussions to occur. If not, this
opportunity will likely be missed and may result in a lack
of alignment between residents’ actual wishes and the care
provided to them (Jeong et al., 2010; Mignani et al., 2017).

The study findings also highlight the importance of resi-
dents and families completing the CSK booklet together to
promote discussion. Completing the booklet together
enables families to be more aware of a residents’ values
and preferences in advance of having to make end of life
decisions on their behalf. We found that if residents reported
completing the CSK booklet with someone, it was often with
a research staff as opposed to a family member or even a
health care provider. Our study findings showed that when
families were paired with DMRs, they were more apt to
engage in discussion together while completing the CSK
booklet. It is important to promote discussion beyond
simple ‘yes/no’ answers as the conversation needs to
address a variety of situations and contexts for future deci-
sion making. Tools such as the CSK booklet are needed to
recognize trade-offs in resident and family member’s
values, and to facilitate conversation in light of these trade-
offs within ACP (Sunner & Howard, 2018).

However, it was interesting to note that family members’
self-efficacy in decision-making scores decreased after using
the booklet, which is consistent with other work in this area
(Sudore et al., 2014). Perhaps once families learned about the
types of decisions that would need to be made in the future,
they realized that the CSK is just the beginning; in terms of
the knowledge and understanding, more would be necessary
to address the complexities of ACP for residents; that it

cannot be ignored, and these discussions are important . As
such, using the CSK booklet could serve as a teaching tool
to educate families and residents about what is involved in
ACP and what decisions will need to be made at end of
life, in addition to the commonly known and planned for
decision about funeral arrangements etc. (Mignani et al.,
2017). Nolan et al. (2009) found that family members who
had experience making decisions for an ill person had
higher levels of decision-making self-efficacy than those
without this experience. Using the CSK booklet promoted
reflection and contemplation among families, which gave
them time to think about what they may need to know
(beyond making funeral arrangements) in order to make dif-
ficult decisions later on when needed (Sussman et al., in
press). Hence, although our findings showed a poorer sense
of self-efficacy, we see these findings as being positive.
Using the CSK booklet could help prompt the need for addi-
tional conversations between the resident and family earlier
so that families can be better prepared to make these deci-
sions and experience less guilt and stress. Unfortunately, if
residents with dementia and their families wait too long to
have ACP conversations, then opportunity for discussions
together will be lost. Although the CSK booklet helped
‘prime’ families for these important discussions, additional
support from health care providers is needed to move fami-
lies from reflecting on potential topics that need to be dis-
cussed to more actionable directions in having these
discussions with residents (Howard et al., 2021). In light of
previous work and these study findings, it is recommended
that the CSK booklet should be introduced early, and that
staff need to support families and residents to have these dis-
cussions together.

Implications for Practice
Our study findings indicate that families were the least satis-
fied with their relationship with the doctor (e.g., doctor takes
a personal interest and is available to resident and/or family
when needed, family has trust and confidence in doctor).
Perhaps the CSK booklet could be completed prior to a
care conference. The booklet could be used as a mechanism
with which to frame some discussion about ACP during a
care conference when the doctor is present and available to
answer questions and provide additional information to
meet the needs of residents and families. Care conferences
allow for shared decision-making and improve family satis-
faction (Durepos et al., 2018; Kaasalainen et al., 2020).
Future research is needed to evaluate the effectiveness of
using the CSK booklet to help prepare families better for dis-
cussions during a care conference with the health care team,
including the doctor.

Finally, although residents and families were somewhat
positive about using the CSK booklet, they did highlight
some changes that need to be made for it to be more relevant
to the LTC sector. As far as we know, this was one of the first
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studies to evaluate the CSK in LTC. As suggested by fami-
lies, terms such as ‘home’ and ‘health care facility’ are
ambiguous and take on different meaning for residents
living in LTC.

Study Limitations
This study has limitations. First, given the design did not
include a control group, we cannot conclude the CSK is
effective in improving study outcomes. Secondly, the
sample was not randomized nor large, therefore we are not
able to generalize our sample to other regions, etc.
Moreover, the inclusion of open-ended questions on the
structured interview precluded our ability to both gather
and analyze rich, in-depth data for our final analysis.

Hence, there is a chance that the participants were system-
atically different from non-participants in ways that might be
associated with our outcomes of interest, introducing a risk of
bias into our finding. Another limitation is that most of the
DMRs did not participate along with a family member,
which may prevent us from seeing the maximum benefit/
impact of the CSK as an ACP tool. Finally, the reliance on
research staff (over half) to complete the CSK with DMRs
in the study raises the issue about sustainability of this
intervention.

Conclusions
CSK appears acceptable, easy to use for residents and family
members/friends in LTC and can improve resident engage-
ment in ACP. Although using the CSK may decrease efficacy
for decision making among family members of LTC resi-
dents, it may highlight the importance of engaging further
in ACP and prompt to more actionable engagement in ACP
among residents, their families/friends and LTC staff.

Acknowledgments
We would like to sincerely thank all the families and participants of
this study. Further, we would like to express our gratitude to Donny
Li from McMaster University for his assistance in preparing this
paper.

Declaration of Conflicting Interests
The authors declare that there is no conflict of interest.

Brief Summary
An ACP intervention improved resident engagement in their care,
though reduced the efficacy of family member decision making,
implying increased awareness. This may highlight the importance
of ACP.

Declaration of Conflicting Interests
The author(s) declared no potential conflicts of interest with respect
to the research, authorship, and/or publication of this article.

Funding
The author(s) disclosed receipt of the following financial support for
the research, authorship, and/or publication of this article: This work
was supported by the Canadian Frailty Network (grant number
TG2015-03).

ORCID iDs
Sharon Kaasalainen https://orcid.org/0000-0003-2175-6037
Tamara Sussman https://orcid.org/0000-0002-1226-6450

Supplemental material
Supplemental material for this article is available online.

References
Brinkman-Stoppelenburg, A., Rietjens, J. A. C., & van der Heide, A.

(2014). The effects of advance care planning on end-of-life care:
A systematic review. Palliative Medicine, 28(8), 1000–1025.
https://doi.org/10.1177/0269216314526272

Canadian Institute for Health Information (2020). Profile of resi-
dents in residential and hospital- based continuing care,
2019–2020 — quick stats. CIHI.

Charlson, M. E., Pompei, P., Ales, K. L., & MacKenzie, C. R.
(1987). A new method of classifying prognostic comorbidity
in longitudinal studies: Development and validation. Journal
of Chronic Diseases, 40(5), 373–383. https://doi.org/10.1016/
0021–9681(87)90171-8

De Gendt, C., Bilsen, J., Stichele, R. V., & Deliens, L. (2013).
Advance care planning and dying in nursing homes in flanders,
Belgium: A nationwide survey. Journal of Pain and Symptom
Management, 45(2), 223–234. https://doi.org/10.1016/j.
jpainsymman.2012.02.011

Durepos, P., Kaasalainen, S., Sussman, T., Parker, D., Brazil, K.,
Mintzberg, S., & Te, A. (2018). Family care conferences in long-
term care: Exploring content and processes in end-of-life com-
munication. Palliative & Supportive Care, 16(5), 590–601.
https://doi.org/10.1017/S1478951517000773

Flo, E., Husebo, B. S., Bruusgaard, P., Gjerberg, E., Thoresen, L.,
Lillemoen, L., & Pedersen, R. (2016). A review of the imple-
mentation and research strategies of advance care planning in
nursing homes. BMC Geriatrics, 16(1), 24. https://doi.org/10.
1186/s12877-016-0179-4

Heckman, G. A., Boscart, V., Quail, P., Keller, H., Ramsey, C.,
Vucea, V., King, S., Bains, I., Choi, N., & Garland, A. (2021).
Applying the knowledge-to-action framework to engage stake-
holders and solve shared challenges with person-centered
advance care planning in long-term care homes. Canadian
Journal on Aging/ La Revue Canadienne Du Vieillissement,
Advance online publication. https://doi.org/10.1017/
S0714980820000410

Hirdes, J. P., Frijters, D. H., & Teare, G. F. (2003). The
MDS-CHESS scale: A new measure to predict mortality in insti-
tutionalized older people. Journal of the American Geriatrics
Society, 51(1), 96–100. https://doi.org/10.1034/j.1601-5215.
2002.51017.x

Hirdes, J. P., Mitchell, L., Maxwell, C. J., & White, N. (2011).
Beyond the “iron lungs of gerontology”: Using evidence to
shape the future of nursing homes in Canada. Canadian

Kaasalainen et al. 11

https://orcid.org/0000-0003-2175-6037
https://orcid.org/0000-0003-2175-6037
https://orcid.org/0000-0002-1226-6450
https://orcid.org/0000-0002-1226-6450
https://doi.org/10.1177/0269216314526272
https://doi.org/10.1177/0269216314526272
https://doi.org/10.1016/0021&ndash;9681(87)90171-8
https://doi.org/10.1016/0021&ndash;9681(87)90171-8
https://doi.org/10.1016/0021&ndash;9681(87)90171-8
https://doi.org/10.1016/j.jpainsymman.2012.02.011
https://doi.org/10.1016/j.jpainsymman.2012.02.011
https://doi.org/10.1016/j.jpainsymman.2012.02.011
https://doi.org/10.1017/S1478951517000773
https://doi.org/10.1017/S1478951517000773
https://doi.org/10.1186/s12877-016-0179-4
https://doi.org/10.1186/s12877-016-0179-4
https://doi.org/10.1186/s12877-016-0179-4
https://doi.org/10.1017/S0714980820000410
https://doi.org/10.1017/S0714980820000410
https://doi.org/10.1034/j.1601-5215.2002.51017.x
https://doi.org/10.1034/j.1601-5215.2002.51017.x
https://doi.org/10.1034/j.1601-5215.2002.51017.x


Journal on Aging=La Revue Canadienne Du Vieillissement,
30(3), 371–390. https://doi.org/10.1017/S0714980811000304

Houben, C. H. M., Spruit, M. A., Groenen, M. T. J., Wouters,
E. F. M., & Janssen, D. J. A. (2014). Efficacy of advance care
planning: A systematic review and meta-analysis. Journal of
the American Medical Directors Association, 15(7), 477–489.
https://doi.org/10.1016/j.jamda.2014.01.008

Howard, M., Robinson, C. A., McKenzie, M., Fyles, G., Hanvey,
L., Barwich, D., Bernard, C., Elston, D., Tan, A., Yeung, L.,
& Heyland, D. K. (2021). Effect of “speak Up” educational
tools to engage patients in advance care planning in outpatient
healthcare settings: A prospective before-after study. Patient
Education and Counseling, 104(4), 709–714. https://doi.org/
10.1016/j.pec.2020.11.028

Institute for Healthcare Improvement (2020). Your Conversation Starter
Kit. The Conversation Project. https://theconversationproject.org/
wp-content/uploads/2017/02/ConversationProject-ConvoStarterKit-
English.pdf.

Jeong, S. Y.-S., Higgins, I., & McMillan, M. (2010). The essentials
of advance care planning for end-of-life care for older people.
Journal of Clinical Nursing, 19(3–4), 389–397. https://doi.org/
10.1111/j.1365-2702.2009.03001.x

Jimenez, G., Tan, W. S., Virk, A. K., Low, C. K., Car, J., & Ho,
A. H. Y. (2018). Overview of systematic reviews of advance
care planning: Summary of evidence and global lessons.
Journal of Pain and Symptom Management, 56(3),
436–459 e425. https://doi.org/10.1016/j.jpainsymman.2018.
05.016

Kaasalainen, S., Nicula, M., & Sussman, T. (2021). Evaluating a
workshop to improve staff knowledge and skills about commu-
nicating with residents and family members within a palliative
approach to care. Manuscript submitted for publication to
JAMDA, July 2021.

Kaasalainen, S., Sussman, T., Thompson, G., McCleary, L., Hunter,
P. V., Venturato, L., Wickson-Griffiths, A., Ploeg, J., Parker, D.,
Sinclair, S., Dal Bello-Haas, V., Earl, M., & You, J. J., & the
SPA-LTC team. (2020). A pilot evaluation of the strengthening
a palliative approach in long-term care (SPA-LTC) program.
BMC Palliative Care, 19(1), 107. https://doi.org/10.1186/
s12904-020-00599-w

Martin, R. S., Hayes, B., Gregorevic, K., & Lim, W. K. (2016). The
effects of advance care planning interventions on nursing home
residents: A systematic review. Journal of the American Medical
Directors Association, 17(4), 284–293. https://doi.org/10.1016/j.
jamda.2015.12.017

Mignani, V., Ingravallo, F., Mariani, E., & Chattat, R. (2017).
Perspectives of older people living in long-term care facilities
and of their family members toward advance care planning dis-
cussions: A systematic review and thematic synthesis. Clinical
Interventions in Aging, 12(1), 475–484. https://doi.org/10.
2147/CIA.S128937

Miller, E. A., Mor, V., & Clark, M. (2010). Reforming long-term
care in the United States: Findings from a national survey of spe-
cialists. The Gerontologist, 50(2), 238–252. https://doi.org/10.
1093/geront/gnp111

Nadin, S., Miandad, M. A., Kelley, M. L., Marcella, J., & Heyland,
D. K. (2017). Measuring family Members’ satisfaction with
End-of-life care in long-term care: Adaptation of the
CANHELP lite questionnaire. BioMed Research International,
2017, e4621592. https://doi.org/10.1155/2017/4621592

Nolan, M. T., Hughes, M. T., Kub, J., Terry, P. B., Astrow, A.,
Thompson, R. E., Clawson, L., Texeira, K., & Sulmasy, D. P.
(2009). Development and validation of the family decision-
making self-efficacy scale. Palliative & Supportive Care, 7(3),
315–321. https://doi.org/10.1017/S1478951509990241

Siu, H. Y. H., Elston, D., Arora, N., Vahrmeyer, A., Kaasalainen, S.,
Chidwick, P., Borhan, S., Howard, M., & Heyland, D. K. (2020).
The impact of prior advance care planning documentation on
end-of-life care provision in long-term care. Canadian
Geriatrics Journal, 23(2), 172–183. https://doi.org/10.5770/cgj.
23.386

Stewart, F., Goddard, C., Schiff, R., & Hall, S. (2011). Advanced
care planning in care homes for older people: A qualitative
study of the views of care staff and families. Age and Ageing,
40(3), 330–335. https://doi.org/10.1093/ageing/afr006

Strudwick, G., Booth, R. G., Bjarnadottir, R. I., Collins, S., &
Srivastava, R. (2017). Exploring the role of the nurse
manager in supporting point-of-care nurses’ adoption of elec-
tronic health records: Protocol for a qualitative research study.
BMJ Open, 7(10), e018129. https://doi.org/10.1136/bmjopen-
2017-018129

Sudore, R. L., Knight, S. J., McMahan, R. D., Feuz, M., Farrell, D.,
Miao, Y., & Barnes, D. E. (2014). A novel website to prepare
diverse older adults for decision making and advance care plan-
ning: A pilot study. Journal of Pain and Symptom Management,
47(4), 674–686. https://doi.org/10.1016/j.jpainsymman.2013.05.
023

Sudore, R. L., Lum, H. D., You, J. J., Hanson, L. C., Meier, D. E.,
Pantilat, S. Z., Matlock, D. D., Rietjens, J. A. C., Korfage, I. J.,
Ritchie, C. S., Kutner, J. S., Teno, J. M., Thomas, J., McMahan, R.
D., & Heyland, D. K. (2017). Defining advance care planning for
adults: A consensus definition from a multidisciplinary delphi
panel. Journal of Pain and Symptom Management, 53(5), 821–
832.e1. https://doi.org/10.1016/j.jpainsymman.2016.12.331

Sudore, R. L., Stewart, A. L., Knight, S. J., McMahan, R. D.,
Feuz, M., Miao, Y., & Barnes, D. E. (2013). Development
and validation of a questionnaire to detect behavior change
in multiple advance care planning behaviors. PLOS
ONE, 8(9), e72465. https://doi.org/10.1371/journal.pone.
0072465

Sunner, M., & Howard, M. (2018). Do advance care panning tools
incorporate trade-offs about values? A systematic review.
Journal of Pain and Symptom Management, 56(6), e78–e79.
https://doi.org/10.1016/j.jpainsymman.2018.10.288

Sussman, T., Kaasalainen, S., Lawrence, J., Hunter, P. V.,
Bourgeois-Guerin, V., & Howard, M. (2021). Using a self-
directed workbook to support advance care planning with long
term care home residents. BMC Palliative Care.

Sussman, T., Kaasalainen, S., Bimman, R., Punia, H., Edsell, N.,
& Sussman, J. (2020). Exploration of the acceptability and
usability of advance care planning tools in long term care
homes. BMC Palliative Care, 19(1), 179. https://doi.org/10.
1186/s12904-020-00689-9

Thompson, G. N., McClement, S. E., Menec, V. H., & Chochinov,
H. M. (2012). Understanding bereaved family members’ dissat-
isfaction with end-of-life care in nursing homes. Journal of
Gerontological Nursing, 38(10), 49–60. https://doi.org/10.
3928/00989134-20120906-94

Woo, K. (2019). Polit & beck Canadian essentials of nursing
research. 4rth Ed. Philadelphia.

12 SAGE Open Nursing

https://doi.org/10.1017/S0714980811000304
https://doi.org/10.1017/S0714980811000304
https://doi.org/10.1016/j.jamda.2014.01.008
https://doi.org/10.1016/j.jamda.2014.01.008
https://doi.org/10.1016/j.pec.2020.11.028
https://doi.org/10.1016/j.pec.2020.11.028
https://doi.org/10.1016/j.pec.2020.11.028
https://theconversationproject.org/wp-content/uploads/2017/02/ConversationProject-ConvoStarterKit-English.pdf
https://theconversationproject.org/wp-content/uploads/2017/02/ConversationProject-ConvoStarterKit-English.pdf
https://theconversationproject.org/wp-content/uploads/2017/02/ConversationProject-ConvoStarterKit-English.pdf
https://theconversationproject.org/wp-content/uploads/2017/02/ConversationProject-ConvoStarterKit-English.pdf
https://doi.org/10.1111/j.1365-2702.2009.03001.x
https://doi.org/10.1111/j.1365-2702.2009.03001.x
https://doi.org/10.1111/j.1365-2702.2009.03001.x
https://doi.org/10.1016/j.jpainsymman.2018.05.016
https://doi.org/10.1016/j.jpainsymman.2018.05.016
https://doi.org/10.1016/j.jpainsymman.2018.05.016
https://doi.org/10.1186/s12904-020-00599-w
https://doi.org/10.1186/s12904-020-00599-w
https://doi.org/10.1186/s12904-020-00599-w
https://doi.org/10.1016/j.jamda.2015.12.017
https://doi.org/10.1016/j.jamda.2015.12.017
https://doi.org/10.1016/j.jamda.2015.12.017
https://doi.org/10.2147/CIA.S128937
https://doi.org/10.2147/CIA.S128937
https://doi.org/10.2147/CIA.S128937
https://doi.org/10.1093/geront/gnp111
https://doi.org/10.1093/geront/gnp111
https://doi.org/10.1093/geront/gnp111
https://doi.org/10.1155/2017/4621592
https://doi.org/10.1155/2017/4621592
https://doi.org/10.1017/S1478951509990241
https://doi.org/10.1017/S1478951509990241
https://doi.org/10.5770/cgj.23.386
https://doi.org/10.5770/cgj.23.386
https://doi.org/10.5770/cgj.23.386
https://doi.org/10.1093/ageing/afr006
https://doi.org/10.1093/ageing/afr006
https://doi.org/10.1136/bmjopen-2017-018129
https://doi.org/10.1136/bmjopen-2017-018129
https://doi.org/10.1136/bmjopen-2017-018129
https://doi.org/10.1016/j.jpainsymman.2013.05.023
https://doi.org/10.1016/j.jpainsymman.2013.05.023
https://doi.org/10.1016/j.jpainsymman.2013.05.023
https://doi.org/10.1016/j.jpainsymman.2016.12.331
https://doi.org/10.1016/j.jpainsymman.2016.12.331
https://doi.org/10.1371/journal.pone.0072465
https://doi.org/10.1371/journal.pone.0072465
https://doi.org/10.1371/journal.pone.0072465
https://doi.org/10.1016/j.jpainsymman.2018.10.288
https://doi.org/10.1016/j.jpainsymman.2018.10.288
https://doi.org/10.1186/s12904-020-00689-9
https://doi.org/10.1186/s12904-020-00689-9
https://doi.org/10.1186/s12904-020-00689-9
https://doi.org/10.3928/00989134-20120906-94
https://doi.org/10.3928/00989134-20120906-94
https://doi.org/10.3928/00989134-20120906-94

	 Introduction
	 Review of the Literature
	 Methods
	 Design

	 Advance Care Planning Intervention
	 Study Setting
	 Sampling and Recruitment
	 Institutional Review Board Approval

	 Data Collection Tools
	 Residents
	 Family Members

	 Post Implementation Data Collection
	 Data Analysis
	 RESULTS
	 Characteristics of Resident Participants
	 Characteristics of Family Member Participants

	 Pre-Post Measurements
	 Resident Engagement in Advance Care Planning
	 Family Decision-Making Self-Efficacy
	 Perceived Importance and Satisfaction with Quality Care (CANHELP)

	 Post Implementation Structured Interview
	 Use of the CSK Booklet
	 Perceived Impact of Using the CSK Booklet
	 Suggestions to Adapt the CSK Booklet for Easier Use
	 Perceptions About Not Using the CSK Booklet

	 DISCUSSION
	 Implications for Practice
	 Study Limitations

	 Conclusions
	 Acknowledgments
	 References


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile ()
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 5
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /PDFX1a:2003
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError false
  /PDFXTrimBoxToMediaBoxOffset [
    33.84000
    33.84000
    33.84000
    33.84000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    9.00000
    9.00000
    9.00000
    9.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000500044004600206587686353ef901a8fc7684c976262535370673a548c002000700072006f006f00660065007200208fdb884c9ad88d2891cf62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef653ef5728684c9762537088686a5f548c002000700072006f006f00660065007200204e0a73725f979ad854c18cea7684521753706548679c300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV <>
    /HUN <>
    /ITA <>
    /JPN <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020b370c2a4d06cd0d10020d504b9b0d1300020bc0f0020ad50c815ae30c5d0c11c0020ace0d488c9c8b85c0020c778c1c4d560002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken voor kwaliteitsafdrukken op desktopprinters en proofers. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames false
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks true
      /AddColorBars false
      /AddCropMarks true
      /AddPageInfo true
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /NoConversion
      /DestinationProfileName ()
      /DestinationProfileSelector /NA
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks true
      /IncludeHyperlinks true
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /LeaveUntagged
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


