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Abstract

Background. Older adults receiving home care services often face decisions related to aging, illness, and loss of auton-
omy. To inform tailored shared decision making interventions, we assessed their decisional needs by asking about
the most common difficult decisions, measured associated decisional conflict, and identified factors associated with
it. Methods. In March 2020, we conducted a cross-sectional survey with a pan-Canadian Web-based panel of older
adults (>65 y) receiving home care services. For a difficult decision they had faced in the past year, we evaluated
clinically significant decisional conflict (CSDC) using the 16-item Decisional Conflict Scale (score 0-100) with a
>37.5 cutoff. To identify factors associated with CSDC, we performed descriptive, bivariable, and multivariable
analyses using the stepwise selection method with an assumed entry and exit significance level of 0.15 and 0.20,
respectively. Final model selection was based on the Bayesian information criterion. Results. Among 460 participants
with an average age of 72.5 y, difficult decisions were, in order of frequency, about housing and safety (57.2%), man-
aging health conditions (21.8%), and end-of-life care (8.3%). CSDC was experienced by 14.6% (95% confidence
interval [CI]: 11.5%, 18.1%) of respondents on all decision points. Factors associated with CSDC included house-
hold size = 1 (OR [95% CIJ: 1.81 [0.99, 3.33]; P = 0.27), household size = 3 (2.66 [0.78, 8.98]; P = 0.83), and
household size = 4 (6.91 [2.23, 21.39]; P = 0.014); preferred option not matching the decision made (4.05 [2.05,
7.97]; P < 0.001); passive role in decision making (5.13 [1.78, 14.77]; P = 0.002); and lower quality of life (0.70
[0.57, 0.87]; P < 0.001). Discussion. Some older adults receiving home care services in Canada experience CSDC
when facing difficult decisions. Shared decision-making interventions could mitigate associated factors.

Highlights

e This is the first study in Canada to assess the decisional needs of older adults receiving care at home and to
identify their most common difficult decisions.

e Difficult decisions most frequently made were about housing and safety. The most significant decisional
conflict was experienced by people making decisions about palliative care.

e  When their quality-of-life score was low, older adults experienced clinically significant decision conflict.
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Background

The proportion of older adults in almost every country in
the world is growing, and Canada is no exception' Living
longer has multiple age-related consequences,” and due
to declining health and autonomy, many older adults
need additional care but wish to receive it at home,>*
especially since the COVID-19 epidemic, which has
caused more deaths in residential care than anywhere
else.’

In Canada, home care services are a range of services
provided in the home by trained staff, including nurses,
physiotherapists, occupational therapists, nutritionists,
social workers and personal support workers.® Home
care is not covered by the Canada Health Act, which
ensures federal funding transfers to provinces and terri-
tories for health care, funds that are administered by
Canada’s provinces and territories according to their
own priorities. Thus, home care across Canada varies
widely in scope of services, eligibility requirements, and
funding arrangements (i.e., public/private, not-for-profit/
for profit).”
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Older adults have complex health care needs and face
many health-related decisions, some more difficult than
others.® A difficult decision is a situation in which there
is a priori no evident best option among the choices.
Older adults may also be overwhelmed or insecure about
their ability to make decisions.

Decisional needs are defined as “deficits that can
adversely affect the quality of a decision and require tai-
lored decision support.” When decisional needs are
unmet, uncertainty and distress escalate, decision quality
is reduced, and decision regret may follow.'” These ham-
per effective decision making and timely follow through.
Manifestations of decisional needs are lack of knowl-
edge, unrealistic expectations, unclear values, inadequate
support, complexity of decisions (including difficult deci-
sion types), personal and clinical needs, and, foremost of
all, decisional conflict.” Decisional conflict is defined as
ambiguity or oscillation between options, causing stress
and difficulty in deciding.!' Decisional conflict can be
measured to identify factors associated with a person’s
most difficult decisions and to indicate other decisional
needs.

An effective approach to reducing decisional conflict
and meeting other decisional needs is shared decision
making (SDM),'>'” a collaborative process whereby
health care teams support clients in making decisions
informed by best evidence and by what matters most to
them.'®2° Key to patient-centered care,’ > SDM also
respects patients through asking them about their goals
and the role they desire to play in the decision-making
process.”* 2’ Although SDM has been promoted by sev-
eral provincial governments,”®>' it is still not widely
practiced by health care professionals in Canada. Little is
known about the extent to which SDM has been adopted
specifically with older adults in home care, and indeed,
troubling evidence shows that older Canadians receiving
home care services have the least experience of SDM.*?

While SDM is challenging with older adults, and their
complex care needs,”’**>7 it has been shown to improve
their decision-making experiences.’**® During the SDM
process, decision aids or coaching can be used to improve
decision quality by addressing unresolved decisional
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needs.**** To prepare the way for these SDM tools and
custom design them to this population, a detailed por-
trait of their most difficult decisions and the variables
that affect them is needed. However, no decisional needs
assessment has yet been published regarding older adults
or those receiving home care services specifically.*

Consequently, to provide SDM tailored to the context
of older adults receiving home care services, we sought to
assess the decisional needs of this population in Canada,
including identifying the most difficult decisions they
faced, and to measure clinically significant decisional
conflict (CSDC) and factors associated with it.

Methods
Study Design

We conducted a cross-sectional survey across the 10
Canadian provinces and used the Checklist for Reporting
Results of Internet E-Surveys to guide reporting of
results.* This project is embedded in a 7y Canadian
Institutes for Health Research—funded research program
whose overarching goal is ensuring that more older
Canadians and caregivers in home care become fully
engaged as partners in their care.*?

Study Participants and Recruitment

Eligible participants were Canadians aged 65 y or older
from the 10 provinces (excluding the territories) who
were receiving home care services or had received such
services in the past year and who were enrolled in Leger
Marketing’s pan-Canadian Web panel of a total of
400,000 individuals. Leger uses traditional and mobile
telephone methodologies to recruit participants using the
Leger call center (61%), partner programs (25%), recom-
mendations from other panel members (5%), registration
on the panel website and social media (5%), and offline
recruitment (4%). Panelists fill out a detailed profiling
questionnaire at registration to decrease multiple entries
and fraudulent panelists. A quality control of the panel
is also carried out continuously. Each time panelists
complete a new survey, their answers to the sociodemo-
graphic questions are re-recorded and their profile is
renewed. Thus, the panelists, already profiled by demo-
graphics, occupation, and chronic conditions, could be
directly recruited based on our eligibility criteria. A non-
probability sampling method was used to invite 29,628
panelist adults aged 65 or older to participate. Using the
Leger random sampling software, the sample was
balanced across age, sex, and region. A query was then
entered into the panel software based on the screening

criteria to locate all eligible respondents, who were asked
how old they were, whether they had received home care
services during the last 12 mo, and to indicate if possible
the exact date. Participants were not aware that they
would be asked about decision-making needs or related
issues before signing consent, which appeared after the
eligibility filter questions.

Data Collection

To our knowledge, no other study has reported on deci-
sional needs for this population and context. We were
inspired by the populational decisional needs assessment
by O’Connor et al.** and by another decisional needs
assessment in focus groups by Légaré et al.** Because of
the lack of a standardized questionnaire, we developed
our own using the Ottawa Decision Support Framework
(a guide to the development of interventions to prepare
patients and health care professionals for SDM),’ the
Decisional Needs Assessment in Populations Workbook
(which includes outlines for establishing questions to
assess decisional needs),* and the informed decision
model, which refines the understanding of the decision
node in SDM.*® The questions were designed in
February 2020 (before the COVID-19 outbreak reached
Canada).

The survey first asked questions about the sociodemo-
graphic characteristics, including household size, and to
indicate which of 15 potential decisions made in the
home care setting in the past year the participant found
the most difficult. In phase 1 of this research program,
interviews with older adults and caregivers in a Canadian
home and community care organization identified diffi-
cult decisions they had made.*” We triangulated these
results with decisions found in other published studies
with older adults and caregivers*®>° as well as with
expert opinion (Table 1) to arrive at the 15 difficult deci-
sions presented to our participants. If participants were
unable to find 1 in the 15 that matched their personal
experience, they were invited to add a new difficult deci-
sion in their own words. For the identified difficult deci-
sion, we measured decisional conflict using the validated
16-item Decisional Conflict Scale (DCS) with responses
on a 5-point Likert-type scale.’’ We also measured com-
ponents of their decision-making process using the vali-
dated 5-item Control Preferences Scale,”” the validated 5-
item Decision Regret Scale (DRS),>® and the Kemp
Quality of Life Scale.”*

In total, the survey asked 25 questions including 3
open (age, options considered, and decision made) and 8§
semi-open questions (decision points, ethnicity, first
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language learned, people involved in decision making,
information desired for future decisions, preferred for-
mat of information, information sources considered reli-
able, and professional home-care help received). The full
questionnaire in both French and English was pilot
tested for navigability and comprehensibility by a ran-
dom sample of 30 eligible panelists before data collec-
tion. Questionnaire completion time was about 20 min.

Leger Marketing created a Web-based closed survey
for our questionnaire. A unique URL link to the survey
was emailed to participants. This allowed respondents
who had interrupted the completion of the questionnaire
to pick up again where they had stopped. Participants
completed the survey in English or French. Respondents
logged in using their panel member account, which
allowed only 1 questionnaire validation per member to
avoid duplicate entries. Questions appeared in the same
order for all participants. Participants had to answer all
questions on 1 page to move to the next and clicked on
the Finish button on the last page to submit their
responses. The survey was voluntary; as is Leger’s prac-
tice, $1.60 was offered to participants for completing the
survey.

Sample Size and Data Analysis

Our sample size was informed by previous work,”® a
cross-sectional study with a quantitative approach sup-
plemented by a qualitative data arm reporting on older
adults’ and caregivers’ experiences of housing decisions.
We extracted the proportion of older adults who had
CSDC associated with a housing decision at the thresh-
old of 37.5 for sample size calculation. The computed
sample size a priori was 460 participants, which ensured
at least 80% power for the study. A nonprobability sam-
ple of this size would guarantee that if we estimated at
least 26% of respondents would have CSDC at the
threshold of 37.5, the 95% confidence interval would be
*+4% or narrower. First, after discussion, we chose to
organize*>* the 15 difficult decisions into 3 categories
for statistical analysis with CSDC: 1) decisions about
housing and safety, which were grouped together because
housing decisions are often provoked by safety concerns,
such as falls, and are not necessarily medical decisions’®;
2) decisions about management of health conditions; and
3) decisions about end-of-life care. To ease interpretation
of decisional conflict scores, following the user manual,
we calculated the average value of DCS items, subtracted
1, and multiplied it by 25 to standardize the total score
from 0 (low decisional conflict) to 100 (high decisional
conflict).”! We defined older adults with CSDC as those

with DCS scores greater than 37.5,%” a threshold associ-
ated with delayed decision making and uncertainty about
following through with the decision.”® We also converted
decision regret scores by reverse-coding statements 2 and
4 of the DRS and subtracting 1 from each item, as men-
tioned in the DRS manual. We then multiplied the sum
by 25 and divided it by 5 to obtain a score out of 100.

To identify the category of decisions for which the
CSDC was most frequent, we calculated the proportion
of respondents with DCS scores greater than 37.5 in each
decision category in relation to the total for that decision
category.

Third, we performed descriptive, bivariable analysis
and multivariable analysis of CSDC for 46 independent
variables (Supplemental material) using generalized lin-
ear models regression to determine factors associated
with CSDC. To achieve the underlying assumption of
multivariable analyses, the variables were checked for
linearity and multicollinearity. We found no multicolli-
nearity problem, and the linearity assumption was not
violated. The 18 variables with P values of <0.20 in the
bivariate analysis were eligible for exploratory multivari-
able analysis. For the latter, we used the stepwise selec-
tion method to examine models with different
combinations of variables that otherwise might be over-
looked. The entry and exit significance levels were 0.15
and 0.20, respectively. An entry significance level of 0.15
indicated that a variable must have a P value <0.15 to
enter the model during stepwise selection. An exit signifi-
cance level of 0.20 indicated that a variable must have a
P value >0.20 to leave the model during stepwise selec-
tion.” The regression modeling included only partici-
pants with complete data on all potential factors. A
“preferred not to answer” response to sociodemographic
questions was considered as missing data. Selection of
the final model was based on the Bayesian information
criterion. We also performed a sensitivity analysis at the
25/100 threshold for the CSDC, as scores below this cut-
off are associated in the literature with implementing
decisions.”’ Statistical analyses were performed using
SAS 9.4 (SAS Institute Inc.).

Ethics Approval

Ethics approval was obtained from the Research Ethics
Board of the Integrated University Health and Social
Services Center of the Capitale-Nationale, Quebec,
Canada. Respondents gave their consent to participate
in the study after being informed in a language that they
understood of the drawbacks and risks of the project,
the voluntary nature of their participation, that their
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400,000 panelists

X
29,628 panelists potentially
eligible
Invited to participate

. |15,526 panelists
Invitation email not opened

A 4

14,102 panelists
Visit 1st page of the survey

1,230 Withdrawals before
qualification

9,715 Not qualified due to not
exposed to home care

2,458* Not qualified due to age

v

A4

699 panelists
Eligible

. |239 panelists
Withdrew from the study

460 panelists
Full survey
Responses analyzed

Figure 1 Flow chart of participant recruitment.

*Disqualified because they were 64 y old at the time they took the
survey. The survey was sent to panelists 65 y of age or older. To
maintain confidentiality, only a panelist’s year of birth at the time of
profiling was collected. To qualify for the survey, respondents were
asked to provide their exact date of birth, and they had to be 65 y of
age or older at the time they took the survey. Hence, panelists’ ages
were based on the year of birth and not the exact date of birth.

data would be used only for scientific purposes and
treated in complete confidentiality. The data are stored
on secure servers.

Results
Participants

Of 29,628 panelists invited to participate, 14,102 visited
the first page of the survey (47.6%), about 30% more
than the usual response rate for Leger panel members,
showing a high interest in the topic. A total of 2458
panelists were disqualified because they were 64 on the
date of the survey and not yet 65. Among the 699 who
were eligible (4.96%), 239 withdrew and 460 completed
the survey and were considered for our analysis (Figure
1). The average age of participants was 72.5 y, and
50.3% were female. Table 1 shows the detailed

characteristics of the participants. The prevalence of
about 5% of panelists who were receiving home care ser-
vices is a ratio similar to that observed in a previous
study with Leger panelists (8%)°” and in the Canadian
population as a whole (4%).%° Professional support ser-
vices received by participants were mostly for medical
treatments (37.6%), for home maintenance (31.1%), and
for food preparation (25.7%).

Of the 239 participants who withdrew, 73.7% were
from Ontario and Quebec, and the mean age was 73.4 y.
The sociodemographic characteristics of the 81 with-
drawn participants who provided them were similar to
the characteristics of participants who completed the sur-
vey, except that 45.5% were female and 66.2% had
English as their first language.

Data collection was performed from March 13 to 29,
2020. The World Health Organization declared COVID-
19 a pandemic on March 11, and lockdown in Canada
occurred on March 19. One-third of the included partici-
pants completed the survey before this date, and we
observed no changes over the period of data collection, sug-
gesting that COVID-19 had little impact on our results.

Types of Difficult Decisions

Participants’ decisional needs cover multiple aspects and
difficult decisions were about housing and safety
(53.5%), managing health conditions (24.4%), and end-
of-life care (8%; Tables 2 and 3). Under the housing and
safety category, decisions points related to home safety,
moving, and fall prevention were most frequently
reported (Table 3). Other than with their care team, par-
ticipants reported they had made these decisions with a
spouse (43.5%), alone (27%), or with their children
(25.5%).

CSDC and Its Associated Factors

Overall, 14.6% of respondents had experienced CSDC
(DCS above the threshold of 37.5) when faced with their
difficult decision (Table 4). In the house and safety cate-
gory, the most difficult decision was whether to ask for
help at home or not, whereas in the health care decisions,
the most difficult decision was about pain management,
and in the end-of-life decisions, the most difficult deci-
sion was about palliative care. CSDC was most frequent
among those who chose end-of-life decisions; that is, of
the total 460 respondents, 37 (8%) chose end-of-life deci-
sions as the most difficult, and 6 of those 37 (16.2%) had
DCS scores above the 37.5 threshold (Table 3). The final
list of factors associated with CSDC included household
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Table 1 Characteristics of the participants (N = 460)

Sociodemographic Characteristic

No. of Respondents (%)

Age,y,X £ s

Sex Male
Female

Level of education University
College

High school

Less than a high school diploma
No answer

White

Non-White group:

Ethnicity

72. * 6.2
238 (51.7)
222 (48.3)
201 (43.7)
127 (27.6)
102 (22.2)
26 (5.7)
4(0.9)
444 (96.5)
14 (3.0)

North American Indigenous (First Nations, Métis or Inuk) n = 2;

Black n = 1;
Latin American n = 1;

South Asian (East Indian, Pakistani, Sri Lankan) n = 4;

Chinese n = 1;
Othern = 5
No answer
Never married
Married
In a common-law relationship
Separated
Divorced
Widow/widower
No answer
French
English
Other
< 50,000
50,000-59,999
60,000-79,999
80,000-99,999
>100,000
No answer
Western Canada
Central Canada
Atlantic region

Marital status

First language learned

Family income, $CAD?

Region

Geographical area Urban
Rural

Household size, X * s 1 person
2 persons
3 persons

More than 4 persons

2 (0.4)
40 (8.7)
215 (46.7)
26 (5.7)
17 3.7)
83 (18.0)
76 (16.5)
3(0.7)
260 (56.5)
172 (37.4)
28 (6.1)
233 (50.7)
42 (9.1)
65 (14.1)
47 (10.2)
42 (9.1)
31 (6.7)
69 (15.0)
383 (83.3)
8 (1.7)
383 (83.3)
77 (16.7)
183 (39.8)
239 (52.0)
20 (4.3)
18 (3.9)

Numbers may not total 460 in all cases because of approximations; the sum of the approximations may result in a difference of + 1 or —1 in the

total.
“Canadian dollars.

size = 1 person (odds ratio [OR] [95% confidence inter-
val {CI}]: (1.81[0.99, 3.33]; P = 0.27), household size =
3 persons (2.66 [0.78, 8.98]; P = 0.83), and houschold
size = >4 persons (6.91 [2.23, 21.39]; P = 0.014); pre-
ferred option not matching the decision made (4.05 [2.05,
7.97]; P < 0.001); passive role in decision making (5.13

[1.78, 14.77]; P = 0.002); and poor quality of life (0.70
[0.57,0.87]; P < 0.001; Table 5).

The mean score for decision regret was 13.77 (s =
15.54), and its association with decisional conflict was
statistically significant (Spearman correlation coefficient =
0.56; P= 0.0001).
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Table 2 Respondent Descriptions (N = 460)
Shared Decision Making and No. of
Decisional Needs Respondents (%)
People involved in decision makingb None (yes) 141 (30.7)
Spouse (yes) 200 (43.5)
Child (yes) 114 (24.8)
Other family member (yes) 35 (7.6)
Friends (yes) 43 (9.3)
Other (yes) 49 (10.7)
Decision points Decision about housing and safety 246 (53.5)
Decisions about management of conditions 112 (24.3)
Decisions about end-of-life care 37 (8.0)
Other 65 (14.1)
Decision made matches preferred Yes 405 (88.0)
option No 55 (12.0)
Decision-making role assumed I made the decision. 208 (45.2)
I made the decision after seriously considering the opinion of health 161 (35.0)
professionals.
Health professionals and I shared the responsibility for making the 71 (15.5)
decision.
The health professionals made the decision after seriously 14 (3.0)
considering my opinion.
Health professionals made the decision. 6 (1.3)
Decision-making role preferred I would make the decision alone. 187 (40.7)
I would make the decision but considering my care team’s option. 157 (34.1)
My care team and I would decide together. 97 (21.1)
My health care team would make the decision but considering my 13(2.8)
opinion.
My health care team would make the decision alone. 6(1.3)
Match between decision-making role ~ Assumed active—preferred active or Assumed passive—preferred 439 (95.4)
assumed and preferred passive
Assumed passive—preferred active 11(2.4)
Assumed active—preferred passive 10 (2.2)
Information desired for future About the difficult decision (yes) 114 (24.8)
decisions® About available options for the decision (yes) 251 (54.6)
The best available data on the decision (yes) 157 (34.1)
Perceptions or recommendations of others about the decision (yes) 72 (15.7)
That relates to your values about the decision (yes) 175 (38.0)
Other information (yes) 47 (10.2)
Preferred information format Paper-based documents 86 (18.7)
Personal communication with health care provider or relatives 233 (50.7)
Multimedia (videos/DVDs, internet, television, radio) 100 (21.7)
Discussion groups (with other persons including online discussions 13 (2.8)
and social networks, information sessions in your community)
Other 28 (6.1)
Information sources considered Organizations interested in this kind of difficult decision (yes) 166 (36.1)
reliable® Health care professionals (yes) 398 (86.5)
Government agencies (yes) 110 (23.9)
Health care insurance companies (yes) 14 (3.0)
Consumer or patient associations (yes) 74 (16.1)
Companies/nonprofit companies (yes) 64 (13.9)
Other (yes) 28 (6.1)
Decision Regret Scale, median (IQR) 10 (0-25)
Quality-of-life score, ¥ = s 49+ 1.3
Duration of home care services Short term (a few days or weeks) 256 (55.7)
Long term (6 mo or more) 204 (44.3)

(continued)
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Table 2 (continued)

Shared Decision Making and No. of

Decisional Needs Respondents (%)

Professional help received® Personal care (yes) 104 (22.6)
Medical treatments (yes) 173 (37.6)
Scheduling or coordinating care-related tasks (yes) 21 (4.6)
Food preparation, washing up, cleaning, laundry, or sewing (yes) 118 (25.7)
Maintenance of the house or exterior work (yes) 143 (31.1)
Transport to go shopping or to medical appointments or social 98 (21.3)

events (yes)

Physiotherapy (yes) 113 (24.6)
Training and adaptation (yes) 39 (8.5)
None (yes) 69 (15.0)
Other (yes) 41 (8.9)

Numbers may not total 460 in all cases because the process involves approximations; the sum of the approximations may result in a difference of

+ 1 or —1 in the total.
®Questions with a choice of mutually nonexclusive answers.

Table 3 Descriptive Statistics of Decision Points (N = 460)

Total No. of CSDC, DCS >37.5, No.
Decision Points Respondents (%)  of Respondents (%)
Decision about housing What is the best option for me to stay safe at home? 69 (15.0) 5(7.3)
and safety Should I choose to stay at home or move? 55 (12.0) 7 (12.7)
What is the best option for me for preventing falls? 41 (8.9) 7(17.1)
Should T choose to receive assistance for my 32 (7.0) 7 (21.9)
daily activities or not?
What is the best option for me for getting 35(7.6) 5(14.3)
immediate treatment?
Should I stop driving my car or not? 14 (3.0) 3(21.4)
Decision about management Should I choose surgery or not? 40 (8.7) 4(10.0)
of conditions What is the best option for me for managing my pain? 32 (7.0) 5(15.6)
What is the best option for me for managing my health? 26 (5.7) 3(11.5)
Should I choose to take medication or not? 14 (3.0) 2 (14.3)
Decision about What is the best option for advance care planning? 13 (2.8) 0(0)
end-of-life care What is the best option for me in terms of 9 (2.0) 2(22.2)
where I want to die?
Should I choose to be resuscitated/intubated or not? 7 (1.5) 2 (28.6)
Should I choose medical assistance to die or not? 6(1.3) 1(16.7)
Should I choose palliative care or not? 2(0.4) 1 (50.0)
Other 65 (14.1) 13 (20.0)

We calculated the percentages of clinically significant decisional conflict for each decision. The respective denominators correspond to the

number of total participants for each decision.

Discussion

This decisional needs assessment of older adults receiving
home care informed us about their most difficult deci-
sions, why they were difficult, and the level of CDSC
associated with the decisions. Housing and safety deci-
sions were the most frequently mentioned, while end-of-
life decisions elicited the highest level of decisional

conflict. CSDC was experienced by 14.6% of partici-
pants. Household size, preferred option not matching the
decision made, passive role in decision making, and poor
quality of life were the factors associated with CSDC.
Our results lead us to make the following observations.
First, the frequency of decisions related to home safety,
moving decisions, and fall prevention is congruent with
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Table 4 Descriptive Statistics According to Decision Categories (N = 460)

Decision Themes

Total No. of Respondents (%)

CSDC, DCS >37.5, No. of Respondents (%)

All decisions points 460 67 (14.6)
Decision about housing and safety 246 (53.5) 34 (13.8)
Decision about management of conditions 112 (24.3) 14 (12.5)
Decision about end-of-life care 37 (8.0) 6 (16.2)
Other 65 (14.1) 13 (20.0)

Percentages of CSDC were calculated for each decision category. The respective denominators correspond to the number of participants for each

decision category.

CSDC, clinically significant decisional conflict; DCS, Decisional Conflict Scale.

Table 5 Factors Associated with CSDC, DCS >37.5 of 100 (n = 420)

Selected Variable OR (95% CI) P Value
Household size 2 persons Ref

1 person 1.81 (0.99, 3.33) 0.27

3 persons 2.66 (0.78, 8.98) 0.83

More than 4 persons 6.91 (2.23, 21.39) 0.014
Preferred option matches decision made Yes Ref

No 4.05 (2.05,7.97) <0.001
Role assumed in decision-making Active Ref

Passive 5.13(1.78, 14.77) 0.002
Quality of life 0.70 (0.57, 0.87) inf 0.001

CI, confidence interval; CSDC, clinically significant decisional conflict; DCS, Decisional Conflict Scale; OR, odds ratio.

the evidence that prompted the Canadian Home Care
Association’s initiative “Am I Safe” to help people in
home care reduce the likelihood of falls.®"%* A systematic
review found that the experience of falls and feelings of
insecurity or fear were among the factors influencing
housing decisions among frail older adults.>® Our results
highlight that health decisions faced by older adults in
home care in Canada are far broader than medical deci-
sions and include decisions about where to live and stay-
ing safe at home. In addition, by the end of the data
collection period for our study, COVID-19 outbreaks
were starting in nursing homes in Canada.®*** Early in
the pandemic, 2 patient decision aids were developed in
Canada to support the decision of whether or not to move
older adults out of retirement or nursing homes. They
were downloaded more than 10,000 times in 2 wk.%*%°
This high number of downloads together with our survey
results stresses an urgent need for decision support felt by
older adults in Canada for their decisions about home
and safety.**%” It also suggests that well-supported deci-
sion making about home and safety could have reduced
the harm experienced in long-term residential care.®®

Second, almost 1 in 10 of our participants experienced
CSDC. These older adults may delay decisions or feel
unsure about following through.”” They may also experi-
ence more decision regret and ultimately dissatisfaction
with and loss of trust in the health care system in gen-
eral.'®>13 Notably, older adults who identified end-of-
life care decisions as the most difficult also showed the
highest prevalence of CSDC. These results are particu-
larly important in the context of the COVID-19 pan-
demic, where end-of-life decisions were often left to the
last minute and made without support from caregivers.
This is a key area to prioritize for decision support inter-
ventions targeting older adults receiving home services.

Third, we identified a number of factors associated
with CSDC, some of which have been identified before.
Taking into account that the category of reference was 2,
we observed that the more the household size increases,
the more CSDC increases and becomes significant at 4
people or more in the home (4 or more compared to a
household of 2). The larger the family, the more opinions
there are about what option to choose. The older adult
must take them into account and evaluate the decision’s
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impact on each person. They may be handling more
sources of pressure and have more difficulty playing the
role they desire in the decision process. Indeed, they may
not have control over the final decision®: our results
show that when the decision made was not the preferred
option, the odds of CSDC were 4 times higher than
when they matched. In this case, the mismatch may not
be due to lack of SDM; perhaps the decision was made
by others or was made when certain options were no lon-
ger available. Whatever the reason, a mismatch is a clear
signal of CSDC. Furthermore, the CSDC was 5 times
higher when the older adult took a passive role in deci-
sion making. Indeed, the literature supports that playing
(or preferring) an active role improves the decision-
making process.”***’* In addition, our study showed
that, as supported by the literature, older adults with a
higher quality of life were protected to some extent from
experiencing CSDC.!>71.72

Limitations and Strengths

Some of our results are based on decisions made as much
as a year ago, which may have caused information bias
(recall bias) leading to overestimation or underestimation
of the measure of association. Second, our sample may
not be representative of all older Canadians receiving
home care services, such as those with no internet con-
nection or computer skills, who could not participate in
the survey. Also, as study participants were self-selected
as home care recipients, it is possible that at least some
of them did not actually receive home care. Third, some
demographic categories (ethnicity, first language, province,
information format) were grouped together, which could
result in data loss. This may have been exacerbated by the
snowball sampling used to build the panel. The survey
likely excluded many Indigenous people, cultural groups,
and those without English or French. However, to the best
of our knowledge, this is the largest population and Web-
based survey in the world to date on decisional needs of
older adults receiving home care services.*® Finally, this
survey took place during a COVID-19 lockdown in
Canada and may thus reflect decisional needs of older
adults in the home care sector under exceptional circum-
stances. However, perhaps this context has served to better
highlight their preexisting and future needs.””*

Conclusion

In our sample, the older adults receiving home care ser-
vices in all 10 provinces of Canada had unmet decisional
needs and a significant proportion experienced CSDC.
The most frequently identified type of difficult decision

was about housing and safety but the greatest prevalence
of CDCS concerned end-of-life decisions. CDCS can be
detected and reduced through decision support interven-
tions and patient involvement in decision making. Our
results will help develop strategies for implementing
SDM among older adults receiving home care services in
Canada, such as decision support tools that address their
most difficult decisions, that is, “opt for medical assis-
tance to die or not” or “whether to move or not” and
factors that increase their risk of CSDC.
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