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Abstract

Background. In Canada, caregivers of older adults receiving home care face difficult decisions that may lead to deci-
sion regret. We assessed difficult decisions and decision regret among caregivers of older adults receiving home care
services and factors associated with decision regret. Methods. From March 13 to 30, 2020, at the outbreak of the
COVID-19 pandemic, we conducted an online survey with caregivers of older adults receiving home care in the 10
Canadian provinces. We distributed a self-administered questionnaire through Canada’s largest and most representa-
tive private online panel. We identified types of difficult health-related decisions faced in the past year and their fre-
quency and evaluated decision regret using the Decision Regret Scale (DRS), scored from 0 to 100. We performed
descriptive statistics as well as bivariable and multivariable linear regression to identify factors predicting decision
regret. Results. Among 932 participants, the mean age was 42.2 y (SD = 15.6 y), and 58.4% were male. The most
frequently reported difficult decisions were regarding housing and safety (75.1%). The mean DRS score was 28.8/
100 (SD = 8.6). Factors associated with less decision regret included higher caregiver age, involvement of other fam-
ily members in the decision-making process, wanting to receive information about the options, and considering orga-
nizations interested in the decision topic and health care professionals as trustworthy sources of information (all
P < 0.001). Factors associated with more decision regret included mismatch between the caregiver’s preferred option
and the decision made, the involvement of spouses in the decision-making process, higher decisional conflict, and
higher burden of care (all P < 0.001). Discussion. Decisions about housing and safety were the difficult decisions
most frequently encountered by caregivers of older adults in this survey. Our results will inform future decision sup-
port interventions.
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provinces of Canada experienced decision regret.

decisional conflict, and higher burden of care.

e This is one of the first studies to assess decision regret among caregivers of older adults receiving home and
community care services and to identify their most frequent difficult decisions.
e Difficult decisions were most frequently about housing and safety. Most caregivers of older adults in all 10

e Factors associated with less decision regret included higher caregiver age, the involvement of other family
members in the decision-making process, wanting to receive information about the options, considering
organizations interested in the decision topic, and health care professionals as trustworthy sources of
information. Factors associated with more decision regret included mismatch between the caregiver’s
preferred option and the decision made, the involvement of spouses in the decision-making process, higher
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Background

In Canada, people aged 65 y or older (older adults) have
outnumbered children younger than 14 y since 2016."2
The need for health services and independence support
services provided at home will thus increase significantly
because of the burden of chronic conditions and loss of
personal autonomy. The current trend in Canadian health
services is to promote aging at home for as long as possi-
ble and especially since 2020-2021, when long-term care
facilities were disproportionately affected by COVID-19.
Canada had the highest proportion of deaths in long-term
care of all Organisation for Economic Co-operation and
Development countries.® ¢

Aging at home will require improving home and com-
munity care services (henceforth referred to as “home care”)
for older adults. Home care services are public and private
services delivered in people’s homes (including in seniors’
private residences) by regulated health and social care pro-
fessionals (e.g., nurses, dietitians, social workers) and nonre-
gulated workers (e.g., personal support workers).” The goal
is to help people stay at or return home and receive needed
treatment, rehabilitation, or palliative care.

However, even in households already receiving home
care services, informal caregivers provide much of the
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care. In 2018, 25% of Canadians aged 15 y and older
defined themselves as caregivers, and 40% of people
receiving home care services were older adults. Nearly 9
of 10 care recipients received care from family or
friends."™” Caregivers provide practical help in daily liv-
ing activities and also help with complex medical and
nursing tasks that elsewhere are performed by trained
professionals.” Caregivers may thus be involved in diffi-
cult decisions, with or on behalf of a dependent older
adult, related to their health and social care.'® We have
little information about the proportion of caregivers who
are routinely involved in decisions, but in a systematic
review on caregivers of older adults, the caregivers indi-
cated that there are gaps in the support they receive for
making informed decisions and that these gaps lead to
negative emotions, including decision regret.'®

Decision regret is a negative emotion experienced
when one realizes or imagines that the current situation
would have been better if a decision made in the past had
been different.'"!? A study evaluating regret compared
with other emotions (e.g., love, shame, guilt, fear) con-
cluded that people put much more emphasis on regret
than on other negative emotions.'® Indeed, one study
found that regret was the most common emotion in daily
life.'* Inadequate decision-making processes often preci-
pitate expressions of regret,'>'® and regret, in turn, may
translate into negative outcomes such as lower satisfac-
tion with treatment, complaints, and a reduced quality of
life.'”"'” Some studies show links between decision regret
among caregivers and decision-making processes such as
being clear about values, playing the role desired in the
decision making, sharing decision making, and feeling
informed and supported.?*?! Other factors associated
with regret were caregiver characteristics (e.g., age, civil
status, level of education), decisional conflict, burden of
care, and caregiver role.'®** Regarding the kind of deci-
sions caregivers may regret, numerous studies show care-
giver regret as associated with end-of-life decisions® 2’
and decisions about housing.”>*® However, none of these
studies focused exclusively on caregivers of older people
receiving home care services.

In the context of home care, identifying decisions
caregivers consider most difficult and measuring decision
regret and the factors that influence regret could help
determine whether existing programs meet decision-
making needs, establish priorities, and develop new
programs.”’

For home care clients and their caregivers, the most
difficult decisions can change, not only because of chang-
ing health status but also external circumstances. During
the COVID-19 pandemic, caregivers faced unprecedented

challenges when they found they were no longer able to
provide care for their loved one at home.”*%3' In plan-
ning a decision to move them into a seniors’ residence,
they had to consider that residents were dying or were
confined to their rooms and allowed no visitors. In fact,
many caregivers moved their loved ones back into their
own homes if they were able to.”*3?

Informed by an adapted conceptual framework (Figure
1) and the literature on predictors of regret, we hypothe-
sized that higher decisional conflict, higher burden of
care, unfavorable socioeconomic characteristics, and
lower caregiver age would be associated with more deci-
sion regret.!>!8:22

Therefore, we aimed to identify the most frequent dif-
ficult decision caregivers had to make for older adults
receiving home care services, measure decision regret,
and identify factors associated with decision regret.

Methods
Study Design

We conducted a cross-sectional online survey across the
10 Canadian provinces of adults who identified them-
selves as caregivers of older adults who had received
home care services in the past year.

We report the results according to the Checklist for
Reporting Results of Internet E-Surveys (CHERRIES).**
This project is part of the initial phase of a 7-y program,
funded by a Canadian Institutes for Health Research
peer-reviewed grant, whose overarching goal is to ensure
that more Canadian older adults receiving care at home
and their caregivers become fully engaged as partners in
their care.*

Participants and Recruitment

We used a pan-Canadian Web panel (Leger Marketing)
to conduct our survey. With 400,000 individuals from the
10 provinces (the 3 territories are excluded from the sam-
pling frame), the Leger Marketing panel is the largest
Canadian online panel representative of the Canadian
population.®® To ensure the quality of the panel, Leger
Marketing uses several internal control measures such as
a double-consent process and regular update of panelist
profiles every 6 mo. For this voluntary survey, a nonprob-
ability sampling method was used to invite 97,568 pane-
lists aged 18 y and older (that year) to participate. Eligible
participants were caregivers of older adults receiving or
having received home care services over the past year.
Ethical approval was obtained from the Research Ethics
Board of the Integrated University Health and Social
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Figure 1 Conceptual framework of shared decision making with caregivers of older adults receiving home care, adapted from

Sepucha and Mulley.'?

Services Center of the Capitale-Nationale, Quebec,
Canada. Consent to participate in the study was indicated
by answering the question at the beginning of the survey.
All information collected in this survey remains confiden-
tial, anonymous, and will be used only for scientific pur-
poses. Data are stored on secure servers.

Measures

We adapted a self-administered questionnaire to identify
the most difficult decision and the decision regret of
caregivers of older adults receiving home care as well as
other characteristics of the decision-making process

(Figure 1) potentially associated with regret such as
information format and trusted sources of information
(see Appendix 1, Questionnaire). The questionnaire also
included 4 validated scales for measuring regret, decisio-
nal conflict, burden of care, and preferred decision-
making role.'”*”*° The questionnaire was based on the
Ottawa Decision Support Framework,*' the Decisional
Needs Assessment in Populations Workbook,” and a
conceptual framework for shared decision making
adapted from a framework by Sepucha and Mulley."”
The latter framework presents 3 phases of decision mak-
ing: decision antecedents, decision-making processes,
and decision outcomes. We adapted the framework by
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applying these phases to the theoretical relationship
between health care professionals, older adults, and care-
givers during the process of shared decision making in
the context of home care (Figure 1). We also used the
framework to formulate hypotheses about factors that
might be associated with decision regret among family
caregivers of older adults receiving home care.

We considered as decision antecedents the sociodemo-
graphic characteristics of caregivers that could influence
the decision-making process and their choices when faced
with difficult decisions. The study questionnaire included
11 sociodemographic variables.

To identify difficult decisions for caregivers of older
adults, we consulted a preliminary study conducted with
older adults and caregivers within a large Canadian
home and community care organization as well as expert
opinion.** Based on these data, we proposed a list of 15
potentially difficult decisions faced by older adults and
their caregivers over the past year. From these, caregivers
were asked to select the most difficult decision they had
made regarding their relative during the past year, such
as, “Should my relative stay at home or move?” (e.g.,
nursing home, family member’s home, private senior’s
residence) or “Should my relative get surgery or not?”
(see Appendix 1, Questionnaire).

Decision regret was measured using the validated
Decision Regret Scale (DRS).'” This scale consists of 5
items, each with a Likert-type response scale ranging
from 1 = strongly agree to 5 = strongly disagree.'”"
The respondent must indicate agreement or disagreement
with the following statements by choosing what best cor-
responds to their opinion as a result of a decision made:
1) It was the right decision, 2) I regret the choice that
was made, 3) I would go for the same choice if I had to
do it over again, 4) The choice did me a lot of harm, and
5) This decision was a wise one. To obtain a score, scores
from items 2 and 4 are reversed, all items are summed,
and the total is divided by 5. To ease interpretation, the
global score is converted to a 0 to 100 scale (0 = no
regret to 100 = high regret) by subtracting 1 from each
item and multiplying by 25. The items are summed and
the mean calculated. Scores thus ranged from 0 (no
regret) to 100 (high regret). The literature suggests that a
DRS score of 1 to 25 is mild, and a score of greater than
26 is moderate to strong.'®>*** However, there is cur-
rently no consensus on cutoff points for the scale and no
guideline to indicate what scores should be considered
clinically significant.'®** DRS has good internal psycho-
metric properties (Cronbach a« = 0.76) and correlates
with decision satisfaction, decision conflict, and the over-
all quality of life.'”""

In accordance with our conceptual framework, we
assessed other variables with 3 other scales and items
(Appendices 1 and 2):

1. Decisional conflict: uncertainty about what to do
when choosing among options. Items relate to dis-
comfort with the decision to be made, questioning
personal life values, uncertainty, feeling uninformed,
feeling unclear about personal values, and feeling
unsupported in decision making. Decisional conflict
was measured using the multidimensional validated
Decision Conflict Scale (DCS), 16 items rated on a
S-point scale (strongly agree, agree, neither agree nor
disagree, disagree, and strongly disagree). The DCS
score ranges from 0 to 100. Scores lower than 25 are
associated with implementing decisions, and scores
exceeding 37.5 are associated with decision delay or
feeling unsure about implementation.

2. Burden of care among caregivers: caregiver’s percep-
tion of activities performed for the older adult and
emotions connected with these tasks. It is measured
using the validated 22-item Zarit Burden Interview
scale (ZBI). Questions are evaluated using 5 state-
ments with 4 possible responses (0 = never, 1 =
rarely, 2 = sometimes, 3 = quite often, 4 = almost
always). For each question, respondents are asked
how often they feel this way. The total score repre-
sents the sum of the scores obtained for all 22 items,
ranging from 0 to 88. A score < 20 indicates little or
no burden, a score between 21 and 40 indicates a
light burden, a score between 41 and 60 indicates a
moderate burden, and a score >60 indicates a severe
burden. In addition, the multidimensional ZBI
reveals 3 dimensions of the burden on caregivers:
the direct impact of caregiving on the lives of care-
givers and feelings of guilt and frustration (or
embarrassment).*®4’

3. Participation in the decision: the people involved in
the decision, the caregiver’s preferred decision-
making role, and the role they assumed in the deci-
sion making was measured using the validated
Preference Control Scale (a 5-point response
scale). 4847

Questionnaire Administration

The final questionnaire (available on request) was pre-
tested with a random sample of 13 eligible panelists
before data collection began. From March 13 to 30,
2020, we conducted a cross-sectional survey (coinciding
with the beginning of a COVID-19 lockdown in most of
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the country). A unique URL link to the closed survey
was sent by email to participants, allowing them to
access the survey in English or French. Respondents
logged in using their panel member account, which
allows only 1 validation per member to prevent duplica-
tion. The questions appeared in the same order for all
participants: there was no randomization of questions or
alternations. Participants had to answer all the questions
on one page to move to the next one and had to click on
the “Finish” button on the last page to validate their
answers. Each page included a “Back” button to change
the answer and a button with a list of older adult help-
lines for each province. There was no summary of parti-
cipants’ responses asking if they wished to correct them.
The survey was voluntary, and $1 compensation was
offered to participants.

Sample Size

Web surveys typically have a response rate that varies
from 10% to 20%, depending on the respondents’ occu-
pations.’®>? The average response rate among the active
Leger panelists was around 20%, and ours was approxi-
mately 52%. The sample size was estimated using the
)2.54 We
based our sample size on calculations for a similar study
by our group measuring the same outcome, decision
regret, among caregivers.'® A median decision regret
score of 10 on a 100-point scale with a standard devia-
tion of 19.5 was determined. To be able to detect a target
margin of error of 1.25 with z-score of 1.96 and an alpha
threshold of 5%, a minimum of 935 participants was
required for the survey. The estimated power of our anal-
ysis was 95%. The survey was closed when the target
sample of eligible participants with completed question-
naires was reached.

“/

central limit theorem formula »n = <7
margin error

Data Analysis

First, the variables of age, decisional conflict, and burden
of care were analyzed as continuous variables. The other
independent variables were analyzed as categorical vari-
ables. After discussion, authors chose to organize the dif-
ficult decisions into 3 categories for statistical analysis
with the DRS: housing and safety, management of health
conditions, and end-of-life. Housing and safety were
grouped together, as housing decisions are often pro-
voked by safety concerns at home, the need for supervi-
sion in case of falls, or the older person’s inability to take
care of himself or herself in the judgment of their families

or home care staff.>>>” We also grouped them together
as they are not necessarily medical decisions, unlike deci-
sions about medication or pain management, for exam-
ple. We used descriptive statistics to summarize the
variables. For the DRS, DCS, and ZBI, we verified inter-
nal consistency by calculating Cronbach alphas. We per-
formed the Kolmogorov—Smirnov test to evaluate the
distribution of DRS scores and other variables and verify
the postulate of normality.”® The DRS was analyzed as a
continuous variable using general linear models. This is
common in studies whose principal outcome is evaluat-
ing decisional regret.'® A continuous scale allows a better
understanding of the event, and the statistical treatment
of the continuous variable is respected.

Regression modeling included only participants with
complete data on all potential factors. The “prefer not to
answer” choice for the variables was considered as miss-
ing data for simple and multiple regression analyses.
Simple linear regressions with decisional regret as out-
comes were performed for each independent variable.
Variables estimated as significant (i.e., P < 0.20) in the
bivariable linear regression models were entered in the
multivariable linear regression model.****° Factors associ-
ated with decision regret were identified using a stepwise
selection® based on Schwarz’s Bayesian information cri-
terion.? Correlations were performed between the vari-
ables. All analyses were performed using SAS.%

Results

Characteristics of Participants

A total of 932 participants completed the survey
(Figure 2). The view rate (ratio of unique survey visitors/
unique receiver of survey invitation) was 13.6%, the par-
ticipation rate (ratio of users who agreed to participate/
unique survey visitors) was 8.6%, and the completion
rate (ratio of users who completed the survey/users who
agreed to participate) was 82.2% (Figure 2). The mean
time to complete the questionnaire was 15:13 min, and
the median time was 10:17 min. No data were missing, as
the Web-based questionnaire did not accept unanswered
items.

Most participants were male (58.4%), and their mean
(SD) age was 42.2 (15.6) y (Table 1). Most were
Caucasian (68.1%), university educated (59.9%), legally
married (48.3%), and lived in central Canada (65.5%).
The most common relationship of caregivers to the older
adults in their care was child-mother (34%). Most care-
givers had assumed an active role in the decision-making
process (n = 858, 92.1%) and preferred to play an active
role in the future (n = 865, 92.8%; Table 2). Also, 389
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Figure 2 Flow chart of participant recruitment.

participants (41.8%) felt a moderate to severe burden of
care when taking care of their relative (Table 2).

Of the 198 eligible participants who did not complete
the questionnaire, only 45 gave their consent and
answered the sociodemographic questions. Of the 45
withdrawn participants, 73.2% were women, with an
average (SD) age of 47.7 (15.9) y. Their sociodemo-
graphic characteristics were similar to those of the parti-
cipants: mostly Caucasian, university educated, English
as the first language learned, coming from central
Canada, and caring for their mother. Most participants
who did not complete the questionnaire or dropped out
of the study without giving their consent were women
and people with a low level of education.

Difficult Decisions

The 3 most frequently reported difficult decisions over
the past year were “should my relative stay at home or
move?” (n = 326, 35.0%), “what is the best option for
my relative for staying safe at home?” (n = 142, 15.2%),

and “what is the best option for my relative for prevent-
ing falls?” (n = 97, 10.4%; Table 3). All 3 related to the
category of housing and safety. The frequencies of the
most difficult decisions reported per category were
75.1% relating to housing and safety, 13.2% relating to
management of health conditions, and 9.4% relating to
end of life. “Other” decisions (2.3%) related to a variety
of themes (data available on request).

Decision Regret

The DRS showed a Cronbach’s coefficient of 0.76. DRS
scores ranged from 0 to 100. The mean (SD) DRS score
was 28.8 of 100 (18.6), and the median was 30.0 (Table
2). Of the 932 caregivers, 134 (14.4%) reported no deci-
sion regret (DRS scores of 0), whereas 798 (85.6%)
reported some level of decision regret. More than half of
participants (n = 503, 54.0%) experienced moderate to
strong regret, with DRS scores greater than 25. Among
the 3 categories, decisions relating to end of life had the
highest mean (SD) decisional regret score (30.2 [18.1]),
followed by those relating to housing and safety (28.7
[18.6]) and to the management of health conditions (28.3
[17.5]). Among all 3 categories, the decision with the
highest mean decision regret score was “what is the best
option for advance care planning?” (31.7 [14.2]; Table 3).
Those identified as “other” difficult decisions had a
higher mean decision regret score (32.4 [24.1]).

Factors Associated with Decision Regret

Factors significantly associated with decision regret
when examined individually in bivariable linear regres-
sion with the statistical significance threshold of P >
0.20 are shown in Appendix 3. Analyses showed no colli-
nearity between decision regret and other variables.
Factors associated with less decision regret included
higher caregiver age (P < 0.001), the involvement of
other family members in the decision-making process
(P = 0.005), wanting to receive information about the
options (P < 0.001), considering organizations inter-
ested in the decision topic (P = 0.001), and health care
professionals as trustworthy sources of information
(P < 0.001). Factors associated with more decision
regret included mismatch between the caregiver’s pre-
ferred option and the decision made (P < 0.001), the
involvement of spouses in the decision-making process
(P = 0.001), higher decisional conflict (P < 0.001), and
higher burden of care (P < 0.001; Table 4). Contrary to
one of our hypotheses, lower socioeconomic status was
not associated with more decision regret.
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Table 1 Caregivers’ Sociodemographic Characteristics (N = 932)

Sociodemographics Characteristics® n(%)"
Age,y Mean (SD) 42.2 (15.6)
Median (IQR) 40.0 (25)
Sex Male 544 (58.4)
Female 385 (41.3)
Prefer not to say 3(0.3)
Gender Male 527 (56.5)
Female 397 (42.6)
Another gender 4(0.4)
Prefer not to say 4(0.4)
Level of education Less than a high school diploma 23 (2.5)
High school 129 (13.8)
College 220 (23.6)
University 558 (59.9)
Prefer not to say 2(0.2)
Ethnicity Caucasian 635 (68.1)
Non-Caucasian 252 (27.0)
North American Indigenous 23 (2.5)
Prefer not to say 22 (2.4)
First language learned English 633 (67.9)
French 167 (17.9)
An Indigenous language 3(0.3)
Other language 129 (13.8)
Region Western Canada 281 (30.2)
Central Canada 610 (65.5)
Atlantic region 41 (4.4)
Geographical area Rural 73 (7.8)
Urban 859 (92.2)
Household size Average (SD) 3(1.4)
Median (IQR) 3.00 (2)
Marital status Never legally married 282 (30.3)
Legally married 450 (48.3)
Separated, but still legally married 20 (2.1)
Divorced 50 (5.4)
Widowed 19 (2.0)
Living common law 95 (10.2)
Prefer not to say 16 (1.7)
Household income ($CAD) <50,000 217 (23.3)
50,000-59,999 110 (11.8)
60,000-79,999 167 (17.9)
80,000-99,999 149 (16.0)
>100,000 232 (24.9)
Prefer not to say 57 (6.1)
Older adult—caregiver relationship Wife/husband or common-law partner 107 (11.5)
Mother 317 (34.0)
Father 182 (19.5)
Another member of your family 252 (27.0)
Friend 50 (5.4)
Other 24 (2.6)
Duration of home care services received by older adult Short term (a few days or weeks) 522 (56.0)
Long term (>6 mo) 410 (44.0)

“Values are reported as mean (SD) for continuous variables and number (%) for categorical variables.

®Due to rounding errors, percentages in the row may not add up to 100%.
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Table 2 Distribution of Decision Regret Scores and Characteristics of the Process of Shared Decision Making (N = 932)
Process of Shared Decision Making® n (%)™
Decision regret, scale range 0—100 Mean (SD) 28.8 (18.6)
Median (IQR) 30.0 (30.0)
Decision regret in 3 categories 0: No regret 134 (14.4)
1 to 25: Mild regret 295 (31.7)
>25: Moderate to strong 503 (54.0)
regret
Difficult decision Housing and safety 700 (75.1)
Management of conditions 123 (13.2)
End-of-life 88 (9.4)
Other 21(2.3)
Decision made matches caregiver’s preferred option Yes 739 (79.3)
People involved in decision making
Husband/wife Yes 386 (41.4)
Child Yes 189 (20.3)
Other family member Yes 273 (29.3)
Friends Yes 84 (9.0)
Alone Yes 171 (18.3)
Other Yes 28 (3.0)
Caregiver’s assumed role in the decision-making process My relative and I made the 309 (33.2)
decision alone
My relative and I made the 333 (35.7)

Caregiver’s assumed role

Caregiver’s preferred role in the decision-making process

Caregiver’s preferred role

Match between decision-making role assumed and preferred

decision alone but considered
the opinion of the health
care providers
The health care providers, my 216 (23.2)
relative, and I decided
together, equally
The health care providers 51(5.5)
made the decision but
considered our (my relative’s
and mine) opinion

The health care providers 23 (2.5)
made the decision alone

Active 858 (92.1)

Passive 74 (7.9)

My relative and I would make 304 (32.6)
the decision alone

My relative and I would make 310 (33.3)

the decision alone but
considered the opinion of the
health care providers
The health care providers, my 251 (26.9)
relative, and I would decide
together, equally
The health care providers 44 (4.7)
would make the decision but
consider our (my relative’s
and mine) opinion

The health care providers 23 (2.5)
would make the decision
alone
Active 865 (92.8)
Passive 67 (7.2)
Preferred = assumed 855 (91.7)
Assumed passive-active 42 (4.5)
preferred
Assumed active-passive 35(3.8)
preferred

(continued)
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Table 2 (continued)

Process of Shared Decision Making” n (%)™
Decisional Conflict Scale, range 0—100 Mean (SD) 27.0 (16.4)
Median (IQR) 25(23.4)
Burden of care scale, range 0-88 Mean (SD) 35.7 (16.8)
Median (IQR) 37 (22.5)
Little or no burden 179 (19.2)
Light burden 364 (39.1)
Moderate burden 323 (34.7)
Severe burden 66 (7.1)
Formal home care support received by older adults
Personal care Yes 445 (47.7)
Medical treatments Yes 398 (42.7)
Scheduling or coordinating care-related tasks Yes 203 (21.8)
Food preparation, washing up, cleaning, laundry, or sewing Yes 260 (27.9)
Maintenance of the house or exterior work Yes 218 (23.4)
Transport to go shopping or to medical Yes 193 (20.7)
appointments or social events
Physiotherapy Yes 193 (20.7)
Training and adaptation Yes 84 (9.0)
None Yes 78 (8.4)
Other Yes 19 (2.0)
Information desired for future decisions
The difficult decision Yes 385 (41.3)
Options of the decision Yes 542 (58.2)
The best available data on the decision Yes 317 (34.0)
What others think or recommend about the decision Yes 211 (22.6)
Information about the decision that relates to your values Yes 195 (20.9)
Other information Yes 22 (2.4)
Preferred format of information Paper-based documents 169 (18.1)
(booklets or pamphlets,
newspapers, magazines)
Personal communication with 304 (32.6)
healthcare provider or
relatives
Multimedia (videos/DVDs, 392 (42.1)
internet, television, radio)
Discussion groups (with other 55(5.9)
persons including online
discussions and social
networks, information
sessions in your community)
Other 12 (1.3)
Information sources considered trustworthy
Organizations interested in the decision topic Yes 352 (37.8)
Health care professionals Yes 673 (72.2)
Government agencies Yes 361 (38.7)
Health care insurance companies Yes 127 (13.6)
Consumer or patient associations Yes 188 (20.2)
Nonprofit companies Yes 164 (17.6)
Other Yes 11 (1.2)

“Values are reported as mean (SD) for continuous variables and number (%) for categorical variables.

®Due to rounding errors, percentages in the row may not add up to 100%.

€All participants who did not reply with “yes” as displayed replied with “no.” “No” answers are not displayed.
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Table 3 Descriptive Statistics of Decision Points (N = 932)

Difficult Decision

n (%)

Regret Mean (SD)

Housing and safety
n = 700 (75.1)
Regret mean (SD) = 28.7 (8.6)

Management of health conditions
n = 123 (13.2)
Regret mean (SD) = 28.3 (17.5)

End of life
n = 88(9.4)
Regret mean (SD) = 30.2 (18.1)

Other
n = 21(2.3)
Regret mean = 32.4 (24.1)

Should my relative stay at home or move?
(e.g., nursing home, family member’s
home, private senior’s residence)

What is the best option for my relative to
stay safe at home? (e.g., adapt or retrofit
his home, use an assistive device, get
extra help at home)

What is the best option for my relative to
prevent falls? (e.g., wheelchair, walker,
chair lift, portable potty)

What is the best option for my relative to
seek immediate care? (e.g., call
ambulance, go to the emergency room,
call his doctor)

Should my relative seek assistance with
day-to-day activities or not?

Should my relative stop driving his/her car
or not?

Should my relative get surgery or not?

What is the best option for my relative to
manage his/her health condition(s)? (e.g.,
accept supplement treatments, change his
level of care, accept to be hospitalized, go
for tests)

What is the best option for his/her pain
management? (e.g., analgesics, marijuana,
physiotherapy)

Should my relative take medication or not?

What is the best option for my relative’s
advance care planning? (e.g., discuss with
the doctor, discuss with the family and
relatives)

Should my relative be resuscitated/
intubated or not?

Should my relative choose a palliative
approach to care or not?

What is the best option for my relative’s
location of death (e.g., hospital, at home,
palliative care residence)?

Should my relative choose medical
assistance in dying or not?

Other (data available on request)

326 (35.0)

142 (15.2)

97 (10.4)

50 (5.4)

43 (4.6)
42 (4.5)

39 (4.2)
39 (4.2)

26 (2.8)

19 (2.0)
23 (2.5)

22 (2.4)
17 (1.8)

14 (1.5)

12 (1.3)

21(2.3)

29.5 (18.8)

29.0 (18.7)

29.6 (17.2)

27.8 (20.8)

26.3 (19.3)
22.0 (16.9)

30.9 (18.1)
27.3 (16.0)

27.5(19.8)

25.8 (16.3)
31.7 (14.2)

29.5 (18.5)
29.7 (17.6)

31.1 (24.4)

27.9 (19.4)

32.4 (24.1)

Discussion

We identified difficult decisions, measured decision
regret, and identified factors associated with decision
regret among caregivers who had made decisions for
older adults receiving home care in all 10 provinces of
Canada. Housing and safety decisions were the most
frequently reported as most difficult. More than half of
participants reported moderate to strong regret, with

end-of-life decisions showing the highest level of regret.
The factors associated with most regret were mismatch
between the caregiver’s preferred option and the decision
made, the involvement of spouses in the decision-making
process, higher decisional conflict, and higher burden of
care. The factors associated with the least regret were
higher caregiver age, the involvement of other family
members, wanting to receive information about the
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Table 4 Multivariable Factors Associated with Decision Regret among Caregivers of Older Adults Receiving Home Care Based
on Stepwise Selection with Schwarz’s Bayesian Information Criterion (N = 932)*

Selected Variable B Standard Error 95% CI P>F
Age —0.23 0.03 (—0.29; —0.17) <0.001
Decisional conflict 0.40 0.03 (0.34; 0.46) <0.001
Burden of care 0.20 0.02 (0.14; 0.26) <0.001
Decision made matches preferred option <0.001
No 8.90 1.16 (6.63;11.17) <0.001
Yes Ref
People involved in decision making
Other family member 0.005
Yes -3.07 1.10 (—=5.22; —0.92) 0.005
No Ref
Husband/wife 0.001
Yes 3.20 0.98 (1.27; 5.13) 0.001
No Ref
Information desired for future decisions
Information about options of the decision <0.001
Yes —3.40 0.95 (—5.27; —1.53) <0.001
No Ref
Information sources considered reliable
Organizations interested in this kind of difficult decision 0.001
Yes —3.15 0.96 (—5.04; —1.26) 0.001
No Ref
Health professionals < 0.001
Yes —5.81 1.09 (=7.94, —3.67) < 0.001
No Ref

aThe estimates B for each covariate and its 95% CI are presented. B = mean difference; CI = confidence interval. Adjusted R> = 43.44%.

options, and considering organizations interested in the
decision topic and health care professionals as reliable
information sources. These results led us to make the fol-
lowing observations.

First, to the best of our knowledge, this is among the
first studies focusing exclusively on caregivers of older
adults receiving care at home to identify which decisions
they most frequently experience as difficult. Under the
category of housing and safety, decisions about moving,
home safety, and fall prevention were most frequently
reported. Decisions about social determinants of health
such as those associated with housing and safety clearly
superseded more biomedical decisions such as those
about drugs and tests. Having to leave one’s home can be
a highly distressing experience of loss and displace-
ment.'®** % A systematic review found that the experi-
ence of falls and feelings of insecurity or fear were among
the factors influencing housing decisions among frail
older adults.’” It is worth noting that as this survey was
rolled out at the end of March 2020, it is likely that our
results were affected by the COVID-19 pandemic. In
Canada, the difficulty in making decisions about housing
and safety was compounded by the fact that in 2020,

more than half of all COVID-19-related deaths were nur-
sing home residents.>* During the pandemic, 2 decision
aids designed to support families making decisions about
moving their relative were downloaded more than 10,000
times in 3 wk, indicating the urgent need for effective
decision support in this area.®” As the COVID-19 experi-
ence may propel an increase in preference for aging at
home rather than in nursing homes or private senior resi-
dences, decisions about safety at home will only increase
in importance.>® Caregivers should be kept up to date on
new options to help older adults stay safe.”® This would
allow them to better address the issue of safety and make
informed decisions.>>*>

Second, in our study, the average score of caregiver
decision regret (28.8) was slightly higher than in other
studies on decision regret among caregivers (12.5).2%%?
Previous studies focused on different populations such as
future mothers, caregivers of children, caregivers of
adults, and older adults with a loss of autonomy. Also,
other studies have mostly only dealt with one decision at
a time, while our analysis made it possible to measure
decision regret for several types of decision. Nevertheless,
some of our results do confirm these individual-decision
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studies. For example, in our study, the highest levels of
decision regret were in relation to end-of-life decisions, a
finding consistent with results of other studies conducted
in the end-of-life context,'8:2%2470

Third, as we expected, we found that caregiver’s
higher age was associated with less decision regret. Age
of relatives can be found as predictors elsewhere in the
literature on decision regret.'8?>**7! As caregivers age,
they have more experience of dealing with the restric-
tions of old age, and they may have acquired health
experiences that reduce their anxiety.

While other studies showed the presence of spouses or
common-law partners as reducing decision regret, our
results showed that their involvement in the decision-
making process increased decision regret among care-
givers.”*? This may be because, as spouses, they are
closer witnesses to the distress felt by the older person.
However, our research indicated that having another
family member involved in the decision-making process
reduced decision regret, suggesting that if caregivers have
additional family support, their regret may be relieved.'®
A 2018 survey found that children, spouses, extended
family, friends, and the community represent the most
common sources of support received by caregivers. Being
a caregiver of an older adult is a common role among
extended family members.”*’ The more other people are
involved in caring for the older person, the more the care-
giver can share the responsibilities and the burden of care
and thus ultimately experience less decision regret.

Fourth, contrary to our expectations, we found no
association between decision regret and unfavorable socio-
economic characteristics, such as having no more than a
primary education. In the literature, higher regret is often
observed in people with lower educational attainment.”**
People with lower educational attainment or low health lit-
eracy may experience difficulty understanding the infor-
mation necessary for making informed decisions.”* This
finding may be attributable to the fact that only 2.5% of
our sample had less than a high school diploma and were
therefore underrepresented in our sample.

Fifth, as expected, our study indicated that higher
decisional conflict and higher burden of care increased
decision regret. The literature confirms that these 2 fac-
tors are strongly associated with decision regret.'”?%7>
Burden of care is associated with depression and anxiety,
and anxiety breeds regret and dwelling on missed oppor-
tunities.”® However, unlike sociodemographic factors
such as age or education levels, decisional conflict and
burden of care are factors that can be modified by the
implementation of decision support interventions’®’” as
well as by providing mental and financial resources for

caregivers.”®®! Also, our data support our hypothesis
that a match between the preferred option and the deci-
sion made would decrease decision regret. This reinforces
how important it is to invite caregivers to express them-
selves on their preferred options and needs to better
include them in the decision process. It also indicates
how important it is for clinicians to become more compe-
tent in assessing the values and preferences of patients
and of caregivers and also in assessing what options are
indeed feasible.®” The match between choice preferred
and decision made could have been out of the control of
caregivers due to a lack of options. For example, if a
clinician offers the choice to an elderly person to move
out or stay home, but their caregiver is no longer able to
support the person at home, that option no longer exists,
whatever they would have preferred. However, a choice
that is regretted can later turn out to be the best choice,
and support for seeing and acknowledging this can allevi-
ate the pain of regret. Nevertheless, a real lack of options
for this population also needs to be addressed at a system
level, such as by improving home care.

Finally, our data showed that people who wanted to
receive information about the options for future decisions,
as well as those who considered relevant organizations
interested in the decision topic and health professionals as
trustworthy sources of information, were statistically less
likely to experience decision regret. These results are con-
gruent with those of other studies that have shown the
importance of formal decision support and the utility of
decision support tools.** A recent systematic review on the
experiences of families caring for older adults showed that
negative experiences reflected lack of information, while
positive experiences were linked to formal as well as well
as informal support.”’ Our results can inform the design
of tools and programs for supporting caregivers with loved
ones aging at home and for health care professionals and
organizations who need the interprofessional SDM skills
to support difficult decisions. An interprofessional SDM
approach is particularly appropriate for home care, in
which care may be provided by health care teams as well
as caregivers. With our results, for example, interprofes-
sional teams can collaborate with caregivers to better
assess the risks of decision regret in terms of the decision
types faced, the age of decision makers and family involve-
ment in decision making ®*%

Limitations

Our study has a few limitations. The results are based on
recall of the health decisions participants made over the
previous year, and therefore, our data may have been
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subject to recall bias. Second, our sample may not be rep-
resentative of all caregivers of older adults in Canada.
For example, in Canada, more than half of caregivers are
women, whereas 58.4% of our sample comprised
men.®®*® The Leger panel is made up of 48% men and
52% women. Men are more likely to be Internet users
(proficient users and advanced users) than women are,
and male caregivers spend fewer hours per week provid-
ing care."®” Future recruitment strategies will create
weighting that considers sociodemographic data such as
sex and gender during sampling. In addition, 66% of par-
ticipants were university educated, so people with limited
literacy were underrepresented, and our sample frame did
not include people from the 3 Canadian territories (more
remote regions). Our results may therefore understate
some of the decision-making difficulties specific to rural,
female caregivers with less education. With online sur-
veys, it is difficult to reach people with limited internet
access, those with unfamiliarity with computers or mobile
telephones (dexterity and literacy), and those who are liv-
ing in remote areas.®® °° The Leger web panel uses demo-
graphic characteristics to set quotas for the sample.
However, web panels use nonprobability sampling and
therefore suffer from self-selection bias. Although pro-
pensity score adjustment is often used to try to remove
this bias, we did not use it, as evidence of its effectiveness
is mixed.”! However, with face-to-face contact limited
during the COVID-19 pandemic, an online panel was a
practical if temporary solution. Future studies should
include the Canadian territories, where there are large
populations of Indigenous peoples, and adopt a culturally
safe and relevant research lens. Fourth, it was challenging
to interpret our decision regret scores because no clinical
threshold for the DRS has yet been established in the lit-
erature.'®* Thus, results on the frequency of decision
regret identified as low, moderate, and high should be
interpreted with caution. A consensus on the appropriate
cutoff points for the DRS would better guide clinicians
and researchers in using this important tool. Despite this
drawback, a DRS version designed for caregivers, which
better captures their subjective experiences, could be used
for future studies.’? Finally, this study began at the start
of the COVID-19 lockdown in Canada, and the results
may reflect the emotional state of caregivers of older
adults in the context of a pandemic at its initial stage,
rather than at all times before and after the pandemic.

Conclusion

We found that decision regret among caregivers of older
adults receiving home care in Canada was high and that

the difficult decisions made were most frequently about
older adults’ housing and safety. In the decision-making
process, the presence of family or friends to support care-
givers, the life experience of the caregiver, and support
tools created by organizations and health professionals
can reduce decision regret. Our results may serve as a
guideline for the creation of targeted strategies to provide
effective decision support, such as the creation and disse-
mination of decision aids, interactive counseling, and
self-help groups for caregivers of older adults receiving
care at home. Ultimately, this will improve caregivers’
own health outcomes too and ensure Canada is at the
forefront of ensuring caregivers’ well-being, a corner-
stone of caring for a healthy aging population.
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