Protocol

Open access

BM)J Open

To cite: Lai C, Holyoke P,
Plourde KV, et al. What older
adults and their caregivers

need for making better
health-related decisions at
home: a participatory mixed
methods protocol. BMJ Open
2020;10:¢039102. doi:10.1136/
bmjopen-2020-039102

» Prepublication history and
additional materials for this
paper is available online. To
view these files, please visit
the journal online (http://dx.doi.
org/10.1136/bmjopen-2020-
039102).

Received 04 April 2020
Revised 19 October 2020
Accepted 20 October 2020

| '.) Check for updates

© Author(s) (or their
employer(s)) 2020. Re-use
permitted under CC BY-NC. No
commercial re-use. See rights
and permissions. Published by
BMJ.

'Tier 1 Canada Research

in Shared Decision Making

and Knowledge Translation,
Université Laval Primary Care
Research Centre (CERSSPL-UL),
Quebec City, Quebec, Canada
2SE Research Centre, SE Health,
Markham, Ontario, Canada
%Department of Family Medicine
and Emergency Medicine,
Université Laval, Quebec City,
Quebec, Canada

Correspondence to
Dr France Légaré;
france.legare@mfa.ulaval.ca

What older adults and their caregivers
need for making better health-related
decisions at home: a participatory mixed

methods protocol

Claudia Lai,"? Paul Holyoke,? Karine V Plourde,* Simon Décary,'*

France Légaré © '?

ABSTRACT

Introduction Shared decision making is an interpersonal
process whereby healthcare providers collaborate with and
support patients in decision-making. Older adults receiving
home care need support with decision-making. We will
explore what older adults receiving home care and their
caregivers need for making better health-related decisions.
Methods and analysis This two-phase sequential
exploratory mixed methods study will be conducted in a
pan-Canadian healthcare organisation, SE Health. First,

we will create a participant advisory group to advise us
throughout the research process. In phase 1 (qualitative),
we will recruit a convenience sample of 15-30 older adults
and caregivers receiving home care to participate in open-
ended semi-structured interviews. Phase 1 participants
will be invited to share what health-related decisions

they face at home and what they need for making better
decisions. In phase 2 (quantitative), interdisciplinary health
and social care providers will be invited to answer a web-
based survey to share their views on the decisional needs
of older adults and their caregivers. The survey will include
questions informed by findings from qualitative interviews
in phase 1, and a workbook for assessing decisional needs
based on the Ottawa Decision Support Framework. Finally,
qualitative and quantitative results will be triangulated

(by methods, investigator, theory and source) to develop a
comprehensive understanding of decision-making needs
from the perspective of older adults, caregivers and health
and social care providers. We will use the quality of mixed
methods studies in health services research guidelines
and the Checklist for Reporting the Results of Internet E-
Surveys checklist.

Ethics and dissemination Ethics approval was

obtained from the research ethics boards at Southlake
Regional Health Centre and Université Laval. This study
will inform the design of decision support interventions.
Further dissemination plans include summary briefs

for study participants, tailored reports for home care
decision makers and policy makers, and peer-reviewed
publications.

Trial registration number NCT04327830.

INTRODUCTION
With our ageing population, an increasing
number of older adults are faced with

Strengths and limitations of this study:

» This study will be the first to use a sequential mixed
methods approach to assess decisional needs of
older adults receiving home care and their care-
givers from the perspective of older adults, care-
givers and interdisciplinary health and social care
providers.

» Our participatory approach, involving participants
as research partners, aims to produce findings that
better reflect the decisional needs of those whom
the research is meant to benefit.

» (Qualitative findings reflecting the decisional needs
of a group of older adults and caregivers in Ontario
(n=15-30) will be tested on a larger group of in-
terdisciplinary health and social care providers who
provide home care services across different prov-
inces (n=500) to strengthen and enhance our multi-
perspective findings.

» Using a convenience sample of participants may in-
troduce selection bias.

» Completion of the web-based survey in English only
may omit unique perspectives from non-English
speaking health and social care providers.

important and often difficult health-related
decisions as they grow older in their own
homes.'"™ These decisions may be about
medication, surgery, safety, care transitions,
housing transitions, advance care planning
and medical assistance in dying."® However,
making health-related decisions may often
lead to significant decisional conflict, or the
feeling of personal uncertainty over which
options are best for a specific individual
facing a specific situation. In most real-world
scenarios, it is difficult to establish one clear
best option, and thus many health-related
decisions are preference-sensitive.

Shared decision making (SDM) refers to
an interpersonal, interdependent process
whereby patients and their healthcare
providers relate to and influence each other
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as they collaborate in making health-related decisions
together.”® SDM has been associated with improving well-
being, independence and experiences of the health and
social care system.’™! SDM aims to engage patients to play
an active role in decisions concerning their health, the
ultimate goal of person-centred care. SDM rests on the
best evidence of the risks and benefits of all the available
options. In the case of older adults, health decisions are
more complex and often involve caregivers. In fact, when
older adults suffer from cognitive deficits, their caregivers
may be asked to make decisions for them.'? Older adults
may also experience multimorbidities’ and polyphar-
macy,” "* resulting in an unmanageable burden of treat-
ment. Moreover, they may be cared for by a large number
of healthcare providers. Thus, techniques that enable
older adults and caregivers to prioritise main issues and
then adequately weigh the risks and benefits associated
with treatment choices are all the more important.”
Equally important is establishing a care culture in which
the values and preferences of older adults are sought and
their opinions valued. Programmes most likely to effec-
tively promote SDM with older people are those that
allow them to feel respected, understood and give them
the confidence to engage in SDM."

In recent years, there has been an increased interest
in a team-based approach to SDM.'® Indeed, health and
social care providers, such as personal support workers
(PSW), physiotherapists (PT), occupational therapists
(OT), nurses and other clinicians, can together play
an important role in supporting older adults and their
caregivers with decision making. An inter-professional
approach to SDM has several advantages: teams contribute
different knowledge and skills to the decision-making
process, thus producing more feasible and sustainable
decisions. From the older adult’s standpoint, the inter-
professional approach fosters engagement in decision-
making across the continuum of care. Thus, it has the
potential to improve the quality of care and decision
support provided, as it would be performed in a more
integrated manner. Finally, it bridges the gap between
professionals from various health disciplines and patients
and their families, thereby reducing the silos.'” Research
to demonstrate how inter-professional teams of health
and social care providers can collaboratively support
decision-making in older adults have shown that an inter-
professional approach to SDM is acceptable and feasible
in the home care sector.'"® ' This is crucial evidence as
a recent pan-Canadian survey reported that Canadians
experienced relatively low levels of SDM.?” In particular,
older adults receiving home care are less likely to expe-
rience SDM when faced with health and social care deci-
sions than any other sociodemographic group.”’

A building block for increasing SDM among older adults
receiving home care is a decisional needs assessment.”!
Understanding and assessing the decision making needs
not only of patients, but also of their caregivers and health
providers in home care, will inform us about ways to better
engage older adults and their caregivers in SDM, and how

healthcare providers’ can better support them to make
decisions together that best reflects their preferences.
Numerous studies have assessed the decisional needs of
specific populations, such as patients needing complex
care,22 those with heart disease,% advanced kidney disease®*
and psoriasis.”” However, no studies that assess the deci-
sional needs of older adults receiving home care were iden-
tified in a recent systematic review.”” Therefore, we seek to
identify what older adults receiving home care and their
caregivers need for making better decisions at home.

Study objectives

The study will explore in phase 1: (1) decisions facing
older adults receiving home care and their caregivers;
(2) what older adults receiving home care and their care-
givers need for making better decisions at home (deci-
sions that are informed by the best evidence and that are
congruent with what matters to them); and in phase 2:
(3) what interdisciplinary health and social care providers
need for better supporting their clients to make better
decisions at home.

METHODS AND ANALYSIS

Design and setting

The proposed study will use a sequential exploratory
mixed methods design, which involves a first phase of qual-
itative data collection and analysis followed by a second
phase of quantitative data collection and analysis that
builds on the previous phase (figure 1).*” Thus, quantita-
tive data and results will assist in the interpretation of qual-
itative findings. In phase 1, we will collect qualitative data
from open-ended semi-structured interviews with older
adults receiving home care services and their caregivers in
Ontario. In phase 2, we will collect quantitative data from
web-based surveys completed by interdisciplinary health
and social care providers who provide home care services
across different provinces (Quebec, Ontario, Alberta and
British Columbia). Qualitative and quantitative findings
will subsequently be integrated to enhance our under-
standing of what is needed for SDM from the perspective of
older adults, caregivers and care providers. We applied the
following guidelines in the development of this protocol:
(1) criteria reported in an assessment of the quality of
mixed methods studies in health services research by
O’Caithan et af’® and (2) the Checklist for Reporting the
Results of Internet E-Surveys (CHERRIES).? The criteria
reported by O’Caithan et al was used for describing the
design for our health services research, and how we will
integrate qualitative and quantitative data between the two
phases. The items on the CHERRIES checklist was used to
design the online survey for phase 2 of the study, including
considerations for developing and pretesting the survey,
survey administration and response rates.

Theoretical framework

Ottawa Decision Support Framework

The Ottawa Decision Support Framework (ODSF) will
inform our preliminary analytical framework,”' which will
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Phase 1 (qualitative data)

Semi-structured open ended interviews with 15 to 30 older adults (and caregivers)

Qualitative data analysed using thematic analysis

Initial coding done independently by two coders according to initial thematic map

Collate codes into emergent themes

Team meetings for consensus on codes, themes and categories
Modified thematic map grounded in both the literature and data

!

Phase 2 (quantitative data)

Quantitative data collected from survey of 500 health and social care providers
Descriptive statistics of (minimum, maximum, mean, SD)
Group comparisons (e.g., t-test, Mann-Witney, ANOVA)

1

Integrate qualitative and quantitative findings

List the findings from each component of study and determine “meta-themes” that cut across findings
from the different methods, as well as where a theme arises from one data set and not another

Figure 1 Study design. ANOVA, analysis of variance.

be modified and improved on with emergent concepts
and themes. The ODSF is a well-established framework
for assessing what individuals need for making informed
and value-congruent decisions where multiple options
must be considered, that is, decisions informed by the
best evidence available, and by what matters most to
them. A better understanding of the decisional needs of
older adults receiving home care and their caregivers is
important for designing SDM interventions to support
those who feel uncertain about options (decisional
conflict), and/or who lack knowledge, or have expecta-
tion deficits, unclear values or insufficient supports and
resources.”’ The ODSF has been used in previous studies
including older adults,”® and will enhance our under-
standing in the understudied area of decisional needs
among older adults in home care.

Transformative perspective

Adopting a transformative perspective, we will critically
examine the decisional needs of older adults and their
caregivers with an awareness of the complex relationship
between knowledge and power.”” *' Decision-making in
the home care context can be affected by power imbal-
ances between healthcare providers and patients, cultural
factors, disabilities and complex care needs.”*” Under-
standing how the decisional needs of older adults and
caregivers are affected by systemic and institutional
barriers can inform interventions to strengthen their
ability to participate in SDM (eg, that ensure their voices
are heard). The transformative perspective has been used
for needs assessments in marginalised communities,*
and is consistent with the Canadian Institute of Health
Research (CIHR) efforts ‘to help transform the role of
patient from a passive receptor of services to a proactive

partner who helps shape health research and, as a result,

healthcare’.”’

Patient and public involvement

One older adult, one caregiver and two care providers
will participate as research partners who will be involved
throughout the research process. The research part-
ners will form a participant advisory group to guide the
study design and conduct (including reviewing the study
protocol, the interview guide and survey questions) and
help with interpretation of findings. Training and tools
will be provided as required so that they can actively
collaborate as part of the research team.* This research
partnership is consistent with the CIHR patient-oriented
research approach that aims to ‘ensure that studies focus
on patient-identified priorities, which ultimately leads to

better patient outcomes’.”’

Participants and recruitment
Older adults and their caregivers
Phase 1 participants will include: (1) older adults who
are receiving or have received home care services and
(2) caregivers of older adults who are receiving or have
received home care services. As ageing is not a uniform
process across populations, participants in the older adult
group will consist of individuals who self-identify as older
adults with home care experience. This approach aims
to include individuals who share a worldview as an older
adult. Participants under 18 years of age, such as care-
givers caring for their grandparents, are excluded from
this study as they may have additional concerns that can
be further explored in future studies.

Our recruitment method includes: (1) sending recruit-
ment notices through professional and patient networks
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at SE Health, one of Canada’s largest social enterprises
providing home care services (SE Health’s wiser advi-
sors platform, SE research team’s Twitter and Facebook
websites, SE Health service provider contacts); and (2)
posting recruitment notices in public places (such as
grocery stores, community centres, libraries). Partic-
ipants will also be recruited using a snowball strategy
whereby participants may suggest other participants for
recruitment.

We are expecting to interview about 15-30 participants
to reach saturation where sufficient depth of under-
standing has been achieved in relation to emergent theo-
retical categories.”™"!

We will purposefully select participants with different
backgrounds (in terms of age, gender, native/non-native
English speaking, racial and/or ethnic backgrounds,
disability status and medical conditions) for maximum
variability.*® This selection strategy aims to identify
decisional needs that might be common among partic-
ipants with different backgrounds, as well as unique or
diverse variations that might relate to certain conditions
or contexts (eg, decisional needs unique to older adults
under 65 years of age who may not be eligible for public
drug coverage due to their age). Thus, we aim to identify
both the decisions older adults find most difficult, and the
kinds of decisional support they might need depending
on their decision-making contexts, cultures and prefer-
ences. Potential participants will be informed that their
participation is voluntary, and that their responses will be
kept confidential. Informed consent will be sought from
all participants. Participants will be offered a $20 gift card
as a token of appreciation for their time and input, if they
wish to receive it. To the best of our knowledge, SE Health
does not currently have specific rules or decision-support
guidelines for clients and caregivers that might influence
results. We cannot speak to other home care companies
that may have provided care to participants in this study.

Interdisciplinary health and social care providers

Phase 2 participants will include frontline interdisci-
plinary health and social care providers who provide
in-person home care services to older adults. These
include PSW, healthcare aides or préposés aux bénéfi-
ciaires; registered nurse assistants; registered practical
nurses or licensed practical nurses; registered nurses;
advance practice nurses (e.g., nurse practitioners, clin-
ical nurse specialists); OT; PT and other providers. Their
client loads, hours per visit and number of visits per client
can vary. As response rates in online surveys differ from
traditional survey methods,” we are targeting a sample
size of up to 10% of the 5000 health and social care
providers who work at SE Health (eg, up to 500 partic-
ipants depending on local operational priorities). The
actual number of participants will depend on operational
priorities at the launch of the survey. Potential partici-
pants will be informed that their participation is volun-
tary, and that their responses will be kept confidential.
Their decision to participate in the study or not will have

no impact on their work in the organisation. Participants
will be offered a choice to enter a draw for a $20 gift card
(100 gift cards in total) as a token of appreciation for
their time and input.

Data collection

Data collection in phase 1 and phase 2 of the study will be

guided by the following research questions:

» What health-related decisions are older adults
receiving home care and their caregivers faced with
at home?

» What do older adults receiving home care and their
caregivers need for making better decisions at home?

» What do interdisciplinary health and social care
providers who provide home care services to older
adults need for better supporting their clients with
making decisions?

In phase 1, qualitative data will be collected from
open-ended semi-structured interviews conducted with
older adults who have received or are receiving home
care services, and their caregivers. Adopting standard-
ised questions based on the ODSF,21 the interview guide
(see online supplemental file 1) includes questions on
what important and difficult decisions they face at home,
what makes these decisions difficult, how they feel when
making these decisions, and what they need for making
better decisions. The questions will be used as probes to
encourage discussion. According to the ODSF, decisional
needs may be related to decisional conflict, a feeling of
lacking knowledge, expectations, values clarity, and a
lack of support and/or resources, which can be specific
to the type of decision as well as to the characteristics of
older adults and their caregivers.?’ As such, our qualita-
tive approach aims to gain an in-depth understanding of
decision making needs in the home care setting.

The interviews are expected to take about 60 min, and
will be exploratory and open ended to encourage conver-
sation about their decision making process, which can
include difficulties they face in their decision making
process, how they negotiated decisions and with whom,
what supports (or pressures) did they receive, and how
complex and changing health needs might affect their
process. All interviews will be recorded and transcribed
verbatim. Interviews will be conducted at the participant’s
home, or an alternative location of his/her choosing.

In phase 2, quantitative data will be collected from web-
based surveys answered by health and social care providers
who work at SE Health across provinces (Quebec,
Ontario, Alberta and British Columbia). The survey (see
online supplemental file 2) will include: (1) Section A—
about you; (2) Section B—your views on decisions facing
older adults (and their caregivers) in home care settings;
and (3) Section C—your views on the decision-making
needs of older adults (and their caregivers) in home care
settings. The web-based survey is expected to take about
5-10min and can be completed on mobile devices or a
computer. The survey will be pretested for readability
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and pilot tested in a small group of participants before
launching more widely across the SE Health organisation.

Analysis

Phase 1 qualitative data will be systematically analysed
using thematic analysis, which is a method for identifying,
analysing and reporting patterns (themes) within data.*’
N-Vivo V.12 Plus software will be used to support the anal-
ysis. Thematic analysis allows for the systematic coding of
qualitative data according to a preliminary thematic map,
which will be informed by rich concepts from the ODSF.*'
This approach is flexible to allow the thematic map to be
expanded on with emergent concepts and themes using
a transformative perspective. Our thematic analysis will
follow five steps.” First, we will familiarise ourselves with
the data by reading and re-reading the transcripts and
noting down initial ideas. Second, the transcripts will be
independently coded by two coders across the entire data
set in a systematic fashion, collating data relevant to each
code. Third, we will collate codes into emergent themes,
gathering all data relevant to each theme. We will discuss
the codes and themes as a team and come to a consensus.
Discrepancies will be discussed until a consensus is
reached. Fourth, we will review the themes in relation to
the coded extracts and the entire data set to generate a
modified thematic map of the analysis that is grounded
in both the literature and data. Finally, we will refine the
specifics of each theme and generate a report on the
thematic map with clear definitions of each theme. We
will select vivid and compelling extracts, referring back
to the analysis and literature to produce a report of the
analysis.

Phase 2 quantitative data collected from the web-based
survey will be analysed using SPSS Statistics 27. Descrip-
tive statistics will be used to analyse the survey data (eg,
frequencies, weighted average, median, variance), as well
as other statistical tools (eg, Mann-Witney test to analyse
the ordinal data (5-point Likert scale) and t-tests for group
comparisons). Qualitative and quantitative findings will
subsequently be integrated to report on the decisional
needs of older adults receiving home care and their care-
givers from multiple perspectives. Our final report will
be shared with phase 1 participants who expressed an
interest in receiving study findings for member checking
to strengthen results.

We will use multiple types of triangulation to enhance
the reliability of our findings: (1) method triangula-
tion: data collected from semi-structured interviews will
be triangulated with data collected from online surveys;
(2) investigator triangulation: data will be individually
coded by two coders and discussed with our research
team to mitigate the risks of bias that might come from
the analysis of individual researchers and add breadth to
the study; (3) theory triangulation: data will be initially
coded using a thematic map informed by well-established
concepts from the ODSF, which will be expanded on
with emergent themes from a transformative perspective;
and (4) data source triangulation: data collected from

interdisciplinary health and social care providers will be
used to triangulate data from older adults and their care-
givers, and vice versa, to test and improve reliability of our
findings.** **

This study will be among the first to assess the deci-
sional needs of older adults receiving home care and their
caregivers. This participatory study will use a sequential
mixed methods design to assess the decisional needs of
older adults and their caregivers from their own perspec-
tives and that of numerous different types of home care
providers.

ETHICS AND DISSEMINATION

Ethics

Ethics approval was obtained from the research ethics
boards at Southlake Regional Health Centre in Ontario
and Université Laval in Québec. Participants will be
provided with an information sheet on the study and will
have time to ask questions about the study before enrol-
ment. Informed consent will be sought from all study
participants prior to their participation.

Dissemination

We will disseminate results of the semi-structured inter-
views and survey in a peerreviewed publication and at
conferences. Our dissemination plan includes: summary
briefs for study participants; summary briefs for posting
on our social media platforms; tailored reports for home
care decision makers and policy makers to improve the
resources provided to support older adults with their
decision making at home; reports for our Tier 1 Canada
Research Chair in Shared Decision Making and Knowl-
edge Translation team to guide the development of
robust decision support interventions for transforming
how health and social care providers work with older
adults and their caregivers to make decisions together.
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